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Message froM the ConferenCe Co-Chairs

Greetings! We are so pleased to welcome you to Atlanta for the 15th Annual Meeting of the American Society for Bioethics and Humanities 
(ASBH) at the Hilton Atlanta . Our host city has inspired the theme for this year’s meeting, “Tradition, Innovation, and Moral Courage .” As a spiri-
tual and cultural center, Atlanta served as catalyst for the Civil Rights Movement, generating influential activists and leaders who shaped our 
nation’s history . Atlanta’s social, religious, and educational institutions were critical in providing the foundation to develop Black leadership and 
moral courage . We are on historic ground, and in an attempt to honor this legacy our conference features programs and content that will inspire 
and challenge us to explore our moral communities and our moral selves .

We received a record number of abstract submissions this year—571 to be exact! This is a 15% increase over last year’s, and because of increased 
space at the hotel this year, we were able to accept 10% more submissions . The final total is 312 (including posters) . We are featuring more than 
500 speakers who represent a diversity of disciplines, perspectives, and life experiences . 

You can look forward to the following cultural, social, and educational conference highlights:

thursday, 4–5:15 pm: opening Plenary session
Julian Savulescu, PhD MBBS, director of the Oxford Uehiro Centre 
for Practical Ethics at the University of Oxford, will offer the open-
ing plenary address, “Unfit for the Future: The Need for Moral 
Bioenhancement .” Dr . Savulescu will challenge us to think differently 
about our moral dispositions and their effect on survival and human 
flourishing . 

thursday, 5:30–6:30 pm: Plenary session
Immediately following the opening plenary session is “A Tribute to 
Edmund Pellegrino and His Work .” Those offering this tribute in-
clude Felicia Cohn, PhD, Kaiser Permanente; Dan Sulmasy, MD PhD, 
University of Chicago; Rebecca Dresser, JD, Washington University 
Law School; Joseph J . Fins, MD MACP, Weill Cornell Medical College; 
and Ruth Faden, PhD MPH, Johns Hopkins University . This plenary 
session will honor Dr . Pellegrino’s legacy as a bioethics scholar, pio-
neer, author, professor, physician, and philosopher . 

friday, 7:30–9 am: Meet-the-Professor session
Conference attendees will have the opportunity to meet some very 
prolific professors at the “Meet-the-Professor Session .” This session is 
scheduled early in the conference so that students will have an oppor-
tunity to meet and perhaps confer with them throughout the meeting . 
The following are our esteemed participants for this year’s session: 
Alexander Capron, LLB, professor, University of Southern California, Los 
Angeles, CA; Amy Haddad, PhD RN, director, Center for Health Policy, 
Creighton University Medical Center, Omaha, NE; Ann Hamric, PhD RN 
FAAN, associate dean for academic programs, Virginia Commonwealth 
University, Richmond, VA; Therese (Tess) Jones, PhD, associate 
professor, University of Colorado–Denver, Center for Bioethics and 
Humanities, Denver, CO; and John Lantos, MD, director, Children’s 
Mercy Bioethics Center, Kansas City, MO .

friday, 9:15–10:15 am: Plenary session
We are excited to host “A Conversation with Amy Gutmann .” 
Professor Gutmann is president of the University of Pennsylvania 
and is also the chair of the Presidential Commission for the Study of 
Bioethical Issues . Be prepared for a lively moderated conversation in 
which ASBH leaders and conference attendees will have an opportu-
nity to pose questions to her on current issues in bioethics . 

friday, 5:45–7 pm: hastings Center Beecher award Lecture
The Hastings Center invites you to attend a plenary lecture by the 
2013 winner of the prestigious Hastings Center Beecher Award, 
Robert M . Veatch, PhD, Kennedy Institute of Ethics, Georgetown 
University, Washington, DC . Dr . Veatch will challenge us with his lec-
ture, “The Best-Laid Schemes: Do Bioethicists Corrupt Public Policy?”

friday, 7:30–9:45 pm: special Performance
Please join us for a staged reading and panel discussion of A Pound 
of Flesh, by Katie Watson . Members of Grady Hospital Medical Staff 
will serve as readers, and John Franklin, MD, will moderate the panel 
session comprising Kathy Neely, MD, from Northwestern Memorial 
Hospital, Jason Lesandrini, MA, from Grady Health System in Atlanta, 

GA, and Katie Watson from Northwestern Memorial Hospital, Chicago, 
IL . The play grapples with issues of living organ donation, truth-telling, 
race relations, and contemporary North-South regional misunder-
standings . The panelists will engage the audience in a discussion of 
the pros and cons of ethics services’ using theater to engage hospital 
communities . 

saturday, 9:15–10:15 am: Plenary session
The final plenary session, “Disability Gain,” will feature Rosemarie 
Garland-Thomson, PhD, from Emory University, Atlanta, GA . This pre-
sentation will illuminate Harriet McBryde Johnson’s now canonical 
2003 New York Times Magazine article, “Unspeakable Conversations: 
The Case for My Life” as a bioethical case study by applying narrative 
ethics, literary criticism, and rhetorical analysis . She makes a strong 
claim for conserving disability for what might be called—to follow 
Deaf studies—disability gain .

saturday, 7:15–8:30 pm: special Performance
ASBH will host a reading of Dr . David Feldshuh’s highly acclaimed 
play Miss Evers’ Boys . First produced in 1989, the play was adapted in 
1997 into an HBO movie that garnered four Emmy Awards, including 
Best Picture . Some believe that the movie played a role in President 
Bill Clinton’s issuing a public apology on behalf of the United States to 
survivors of the Tuskegee Study and to their families . The play will be 
presented as a staged reading by Atlanta’s Alliance Theatre in partner-
ship with the Ethics and the Arts Program at Emory University’s Center 
for Ethics . The reading will be followed by a panel discussion that will 
include Dr . Rueben Warren, director of the Tuskegee University National 
Center for Bioethics in Research and Health Care . Admission is free, 
thanks to generous donations by Emory University Center for Ethics 
and Loyola University Chicago’s Online Graduate Bioethics Programs . 

We express our sincere gratitude to a spectacular collection of indi-
viduals who gave generously of their time and energy, and we extend 
a special thank-you to the volunteer reviewers of the 571 abstract 
submissions! The wisdom and guidance regarding program content 
offered by our program committee members Sara Shannon, PhD RN, 
Thaddeus Pope, JD PhD, and Rebecca Garden, PhD, were invaluable . 
We are excited about the excellent program they will plan for  our 
2014 meeting . ASBH President Joseph Fins, MD MACP, and President-
Elect Felicia Cohn, PhD, provided instrumental counsel and leader-
ship . Last, we cannot fathom how we could have realized our goals 
for this conference without the consistent, patient, and strong opera-
tional guidance offered by the esteemed ASBH staff, Chris Welber 
and Carolyn Andersen .

John Banja, PhD Paula Goodman-Crews, 
LCSW

Lisa Soleymani Lehmann, 
MD PhD
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aBout the ConferenCe

Who Should Attend
The American Society of Bioethics and Humanities (ASBH) Annual 
Meeting is designed for physicians, nurses, attorneys, historians, phi-
losophers, professors of literature and the humanities, members of 
the clergy, social workers, and others engaged in endeavors related to 
clinical and academic bioethics and the health-related humanities .

Objectives
After participating in this meeting, attendees should be able to

 • provide background education in bioethics and the medical 
humanities

 • discuss emerging issues in bioethics and the medical humanities

 • explore recent research findings related to bioethics and the 
medical humanities

 • examine the significance of interdisciplinary and multidisciplinary 
approaches to issues in bioethics and the medical humanities .

Continuing Education Credit
Physicians
This live activity has been planned and implemented in accordance 
with the Essential Areas and Policies of the Accreditation Council 
for Continuing Medical Education (ACCME) through the joint spon-
sorship of the University of Minnesota (UMN) and ASBH . UMN is 
accredited by ACCME to provide continuing medical education for 
physicians . UMN designates this live activity for a maximum of 21 .75 
AMA PRA Category 1 Credits™ . Physicians should claim only the credit 
commensurate with the extent of their participation in the activity .

Preconference event: UMN designates this live activity for a maxi-
mum of 3 .5 AMA PRA Category 1 Credits™ .

Annual meeting: UMN designates this live activity for a maximum of 
18 .25 AMA PRA Category 1 Credits™ .

nurses
The UMN School of Nursing’s Office of Practice, Partnerships, and 
Professional Development is accredited as a provider of continuing 
nursing education by the American Nurses Credentialing Center’s 
Commission on Accreditation . This activity is awarded up to 21 .75 
contact hours .

social Workers
This activity is pending approval from the National Association of 
Social Workers .

other attendees
Other professionals who participate in this educational activity may 
submit their Statements of Attendance with their specific claim for 
continuing education units (CEUs) to their appropriate accrediting 
organizations or state boards for consideration of credit . Those par-
ticipants are responsible for determining whether this activity meets 
the requirements for acceptable CEUs .

Evaluation Format
ASBH will use an online evaluation format . You will receive a unique 
login and password that will allow you to access the evaluation fol-
lowing the session . After completing the online evaluation, you will 
have the option to print a certificate for continuing education credit 
or for meeting attendance only .

Faculty Disclosure Statement
It is the policy of the UMN Office of Continuing Medical Education 
and School of Nursing to ensure balance, independence, objectiv-
ity, and scientific rigor in all of its sponsored educational activities . 
All participating speakers, course directors, and planning commit-
tee members are required to disclose to the program audience any 
financial relationships related to the subject matter of this program . 
Relationships of a spouse/partner with proprietary entities produc-
ing healthcare goods or services should be disclosed if they are of a 
nature that may influence the objectivity of the individual in a position 
to control the content of the continuing medical education activity . 
Disclosure information is reviewed in advance in order to manage and 
resolve any possible conflicts of interest . Specific disclosure informa-
tion for each speaker, course director, and planning committee mem-
ber will be shared with the audience at the conference .
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Jason Smith

Visual arts and Poetry
Michele Battle-Fisher
Ellena Bennett 
Harold Braswell
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Mary Lagerwey
Thomas Long
Audrey Shafer

The Hastings Center

The Hastings Center

2013 annuaL Meeting 
suPPorters
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aBout asBh

ASBH is a multidisciplinary, not-for-profit organization dedicated to promoting an exchange of ideas and fostering multidisci-
plinary, interdisciplinary, and interprofessional scholarship, research, teaching, policy development, professional development, 
and collegiality among people engaged in all of the endeavors related to clinical and academic bioethics and the health-related 
humanities . The more than 1,500 members of ASBH are healthcare professionals, teachers, consultants, and others who have an 
interest in the fields of bioethics and humanities .
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2004–2005 Arthur R . Derse, MD JD
2003–2004 Jonathan D . Moreno, PhD
2002–2003 John D . Lantos, MD
2001–2002 Kathryn Montgomery, PhD
2000–2001 Laurie S . Zoloth, PhD
1999–2000 Thomas H . Murray, PhD
1998–1999 Mary Faith Marshall, PhD
1998 Loretta M . Kopelman, PhD

society for health and human 
Values (shhV) Presidents
1997–1998 Loretta M . Kopelman, PhD
1996–1997 Robert M . Arnold, MD
1995–1996 Baruch A . Brody, PhD
1994–1995 Julia E . Connelly, MD
1993–1994 Thomas H . Murray, PhD
1992–1993 Joel Frader, MD
1991–1992 David Barnard, PhD
1990–1991 Rita Charon, MD
1989–1990 Ruth Purtilo, PhD
1988–1989 Howard Brody, MD PhD
1987–1988 Laurence B . McCullough, PhD
1986–1987 Albert R . Jonsen, PhD
1985–1986 Christine H . Cassel, MD
1984–1985 David C . Thomasma, PhD
1983–1984 James A . Knight, MD
1982–1983 Ronald A . Carson, PhD
1981–1982 Andrew D . Hunt, MD
1980–1981 Larry R . Churchill, PhD
1979–1980 Joseph M . White, MD
1978–1979 Jo Ivey Boufford, MD
1977–1978 Bernard Towers, MB ChB
1976–1977 C . H . William Ruhe, MD
1975–1976 Chester R . Burns, MD PhD
1974–1975 George T . Harrell, MD
1973–1974 F . C . Redlich, MD
1972–1973 Samuel A . Banks, PhD
1971–1972 William F . Maloney, MD
1970–1971 E . A . Vastyan, DHL
1969–1970 Edmund D . Pellegrino, MD

society for Bioethics Consultation 
(sBC) Presidents
1995–1998 Stuart J . Youngner, MD
1992–1995 George A . Kanoti, STD
1989–1992 Laurence J . O’Connell, PhD STD
1986–1989 John C . Fletcher, PhD

 
 

american association of Bioethics 
(aaB) Presidents
1996–1997 Steven H . Miles, MD
1995–1996 Dan Brock, PhD
1994–1995 Arthur L . Caplan, PhD

Past Award Winners
Lifetime achievement award
2012 Kathryn Montgomery, PhD
2011 Ruth R . Faden, PhD MPH
2010 Mark Siegler, MD
2009 Howard Broday, MD PhD
2008 Robert M . Veatch, PhD
2007 Renée C . Fox, PhD
2006 Ronald E . Cranford, MD, and Bernard Gert, 

PhD
2005 Eric Cassell, MD MACP
2004 Tom L . Beauchamp, PhD, James F . 

Childress, PhD, and Joanne Trautmann 
Banks, PhD

2003 Jay Katz, PhD
2002 Ruth Macklin, PhD
2001 Daniel Callahan, PhD
2000 John C . Fletcher, PhD
1999 Albert R . Jonsen, PhD
1998 Edmund D . Pellegrino, MD

Cornerstone award
The Cornerstone Award recognizes out-
standing contributions by an institution that 
has helped shape the direction of the fields 
of bioethics and/or the medical humanities . 
Qualifying institutions must be more than 30 
years old . The Cornerstone Award is not an 
annual award and is awarded at the discre-
tion of the ASBH Board of Directors .

2012 Institute for the Medical Humanities at 
the University of Texas Medical Branch in 
Galveston

2010 The Kennedy Center
2009 The Hastings Center

student Paper award Winners
2010 Bryan Kibbe
2009 Kelly Heuer
2008 Anne Lincoln
2007 Mike Collins
2006 Michelle D . Roth-Cline
2003 Winston Chiong
2002 Beth Linker
2001 Ryan B . Spellecy
2000 Andrea Scarantino
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Membership

Categories
Individual: Individual membership in ASBH is open to all individuals 
with an interest in health care from disciplines such as philosophy, 
medicine, nursing, health policy, history, law, literature, and religion . 
Individual members receive all privileges and benefits of membership, 
including the right to vote and hold office in the society .

Student: Full-time undergraduate and graduate students may apply 
for student membership in ASBH . Proof of full-time student status is 
required . Student members receive all the privileges and benefits of 
regular members .

Affiliate (Institutional or Organizational): Eligible organizations for 
affiliate membership are institutions, organizations, associations, de-
partments, networks, or companies (such as publishers) that are in-
terested in bioethics and health-related humanities . Affiliate member-
ship includes annual meeting registration for one person and discount 
opportunities for advertising and exhibiting through ASBH .

Benefits
 • Discount on Annual Meeting registration

 • Discounts on scholarly journals

 • Participation in affinity groups

 • Opportunities for networking

 • Online membership directory

 • ASBH e-mail discussion groups

 • Discount on members’ mailing labels

application
An ASBH membership application form can be obtained through the 
ASBH website at www .asbh .org . Direct questions to Member Services 
at info@asbh .org or 847 .375 .4745 .

Discounts on Scholarly Journals
ASBH members receive discounts on new or renewal subscriptions of partner journals . ASBH has developed collaborative agreements with a 
number of scholarly journals that support the mission of the Society . These outstanding publications offer a diversity of views on a variety of 
topics in bioethics and medical humanities . To find out more about our partner journals and the subscription discounts they offer, visit their 
tables in the exhibit hall, the Partner Journal table in the exhibit hall, or visit the Web addresses provided below .

The American Journal of Bioethics
www.bioethics.net/journal
Featuring a unique Target Article and Peer Commentary format, The 
American Journal of Bioethics inspires comprehensive and rigorous 
debate across the diverse disciplines of bioethics .

The American Society of Law and Medicine and 
Ethics (ASLME)
www.aslme.org/Back_Issues_And_Articles?journal=JLME
ASLME’s Journal of Law, Medicine & Ethics is a peer-reviewed quarter-
ly read by more than 4,500 healthcare professionals . It provides arti-
cles on such timely topics as healthcare quality and access, managed 
care, pain relief, genetics, child/maternal health, reproductive health, 
informed consent, assisted dying, ethics committees, HIV/AIDS, and 
public health . Issues review significant policy developments, health 
law court decisions, and books .

Ars Medica
http://www.utpjournals.com/Ars-Medica.html
Ars Medica is a biannual literary journal that explores the interface 
between the arts and medicine and examines what makes medicine 
an art . Ars Medica provides a place for dialogue, meaning making, and 
the representation of experiences of the body, health, wellness, and 
encounters with the medical system . Content includes narratives from 
patients and healthcare workers, medical history, fiction, creative non-
fiction, poetry, and visual art .

The Cambridge Quarterly of Healthcare Ethics
http://journals.cambridge.org/action/displayJournal?jid=CQH
The Cambridge Quarterly of Healthcare Ethics (CQ) is designed to 
serve as an international forum for addressing the increasingly com-
plex challenges of biology, medicine, and healthcare . As a journal 
committed to expanding the community of bioethicists worldwide, 
CQ welcomes well-argued papers from a variety of methodological 
and normative viewpoints .

Christian Bioethics
http://cb.oxfordjournals.org
Christian Bioethics is a non-ecumenical, interdenominational jour-
nal exploring the content-full commitments of the Christian faiths 
with regard to the meaning of human life, sexuality, suffering, illness, 
and death within the context of medicine and health care . Christian 
Bioethics seeks not to gloss over the differences among the Christian 
faiths, but rather to underscore the content-full moral commitments 
that separate and give moral substance . It is interdenominational in 
involving editors and inviting contributions from different Christian 
perspectives .

The Hastings Center Report
www.thehastingscenter.org
The Hastings Center Report provides thoughtful, balanced inquiry and 
insight into the bioethical issues that are changing life and society . Its 
six issues per year combine incisive scholarship with engaging com-
mentary and beautiful writing .

International Journal of Feminist Approaches to 
Bioethics (IJFAB)
http://inscribe.iupress.org/loi/fab
Edited by Mary C . Rawlinson and published twice a year, IJFAB 
provides a forum within bioethics for feminist thought and debate . 
Sponsored by the International Network on Feminist Approaches to 
Bioethics, IJFAB regularly publishes articles on ethical issues related 
to health, health care, and the biomedical sciences . The journal dem-
onstrates clearly the necessity and distinctive contributions of femi-
nist scholarship to bioethics .
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Journal of Clinical Ethics (JCE)
www.clinicalethics.com
JCE is written for and by physicians, nurses, attorneys, clergy, ethi-
cists, and others whose decisions directly affect patients . More than 
70% of the articles published in JCE are authored or co-authored by 
physicians .

Journal of Hospital Ethics (JOHE)
www.whcenter.org/body.cfm?id=556801
JOHE is an innovative and valuable resource for clinicians . The Center 
for Ethics at Washington Hospital Center is proud to announce the 
release of JOHE . As bedside ethics experts in Washington, DC, and 
the surrounding metro area, the Center for Ethics develops, promotes, 
and maintains the highest standards in ethics knowledge . We answer 
ethically challenging questions raised in a clinical setting and assist 
healthcare staff, administration, patients, and families in making good 
medical decisions .

Journal of Medical Humanities
www.springer.com/humanities/journal/10912
The Journal of Medical Humanities publishes original papers reflect-
ing its broad perspective on interdisciplinary studies of medicine and 
medical education . Research findings emerge from three areas of in-
vestigation: medical humanities, cultural studies, and pedagogy .

Journal of Medicine and Philosophy
http://jmp.oxfordjournals.org
The Journal of Medicine and Philosophy serves as a forum for the 
discussion of issues in ethics and the philosophy of medicine . It draws 
from contributors from across the globe, reflecting the diversity of 
scholarly approaches and commitments in the Americas, Europe, and 
Asia . Issues in this bimonthly journal have ranged from healthcare re-
form and the role of the family in consent to treatment to the defini-
tion of health and disease .

The Kennedy Institute of Ethics Journal
http://muse.jhu.edu/journals/kennedy_institute_of_ethics_journal
The Kennedy Institute of Ethics Journal is a peer-reviewed, scholarly 
forum featuring international and domestic views, analysis, and insight 
on the important developments in bioethics .

Literature and Medicine
http://muse.jhu.edu/journals/literature_and_medicine
Literature and Medicine features creative and critical works of phy-
sician-writers, scholars, and medical humanists . Interdisciplinary in 
nature, the journal is devoted to exploring interfaces between literary 
and medical knowledge and understanding .

Narrative Inquiry in Bioethics
http://www.press.jhu.edu/journals/narrative_inquiry_in_bioethics/
Narrative Inquiry in Bioethics provides a forum for exploring current 
issues in bioethics through the publication and analysis of personal 
stories, qualitative and mixed-methods research articles, and case 
studies . Articles may address the experiences of patients, research 
participants, healthcare workers, and researchers . The journal is dedi-
cated to fostering a deeper understanding of bioethical issues by 
engaging rich descriptions of complex human experiences . Although 
the journal upholds appropriate standards for narrative inquiry and 
qualitative research, it seeks to publish articles that will appeal to a 
broad readership of healthcare providers and researchers, bioethi-
cists, sociologists, policy makers, and others .

Perspectives in Biology and Medicine
http://muse.jhu.edu/journals/pbm/
Founded in 1957, Perspectives in Biology and Medicine presents ar-
ticles of current interest in medicine and biology in a context with 
humanistic, social, and scientific concerns . Perspectives covers a wide 
range of biomedical topics such as neurobiology, biomedical ethics 
and history, genetics and evolution, and ecology .
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Affiliate Members

The Center for Ethics at Yeshiva University
www.yu.edu
The Center for Ethics at Yeshiva University fosters research on ethical 
issues and the integration of discourse on ethics into the curriculum 
across the university . The Center develops programs for undergradu-
ate and professional students, supports original scholarship on major 
ethical and policy issues, and serves as a resource for ethics and ap-
plied ethics both within and outside the university .

The Center for Literature, Medicine, and Biomedical 
Humanities
www.hiram.edu/litmed
The Center for Literature, Medicine, and Biomedical Humanities pro-
vides interdisciplinary programs, courses, and summer seminars inte-
grating humanities and health care . Through the study of the human-
ities, and in particular, through literary works, the Center examines 
critical healthcare issues . This work has application in clinical settings, 
academic medicine, health policy, and the liberal arts environment, 
and serves to deepen participant’s ability to recognize, understand, 
and address ethical and humanistic issues in healthcare contexts .

The Institute for the Medical Humanities at UTMB
http://imh.utmb.edu 
The Institute for the Medical Humanities at the University of Texas 
Medical Branch is committed to moral inquiry, research, teaching, and 
professional service in medicine and health care . The activities of the 
institute faculty include medical and graduate teaching, clinical ethics 
consultation, and health policy analysis locally and in state, national, 
and international academic and public forums .

John T. Pershing VA Medical Center
www.poplarbluff.va.gov/index.asp
The John J . Pershing VA Medical Center, located in Poplar Bluff, 
MO, provides primary care to veterans throughout 29 counties of 
Southeast Missouri and Northeast Arkansas . Approximately 50,000 
veterans live in our service area and about 40 percent of them receive 
care at our Medical Center annually . Our facility is comprised of 18 
general medicine beds and 40 extended care beds .

Minneapolis VA Health Care System
www.minneapolis.va.gov/about/index.asp
Minneapolis VA Health Care System (VAHCS) is a teaching hospital 
providing a full range of patient care services with state-of-the-art 
technology, as well as education and research . Comprehensive health 
care is provided through primary care, tertiary care, and long-term 
care in areas of medicine, surgery, psychiatry, physical medicine and 
rehabilitation, neurology, oncology, dentistry, geriatrics, and extended 
care .

 

Nevada Center for Ethics & Health Policy
www.unr.edu/ncehp
The Nevada Center for Ethics & Health Policy is dedicated to ac-
complishing its mission to provide a statewide collaboration for the 
promotion of ethical and appropriate health care for all Nevadans 
through engagement, education, and empowerment .

Richard L. Roudebush VA Medical Center
www.indianapolis.va.gov
The Roudebush VA Medical Center is the only complex, tertiary care 
facility for veterans in the state of Indiana, providing access to highly 
specialized services, the latest equipment, and complicated diagnosis 
and treatment . We provide acute inpatient medical, surgical, psychi-
atric, neurological, and rehabilitation care . We provide primary and 
specialized outpatient services .

Tuskegee University National Center for Bioethics
www.tuskegee.edu/about_us/centers_of_excellence/bioethics_
center.aspx
This is the nation’s first bioethics center devoted to engaging the sci-
ences, humanities, law, and religious faiths in the exploration of the 
core moral issues which underlie research and medical treatment of 
African Americans and other underserved people .

United States Holocaust Memorial Museum
www.ushmm.org
The United States Holocaust Memorial Museum is America’s na-
tional institution for the documentation, study, and interpretation of 
Holocaust history, and serves as this country’s memorial to the mil-
lions of people murdered during the Holocaust . The Museum’s prima-
ry mission is to advance and disseminate knowledge about this un-
precedented tragedy, to preserve the memory of those who suffered, 
and to encourage its visitors to reflect upon the moral and spiritual 
questions raised by the events of the Holocaust as well as their own 
responsibilities as citizens of a democracy .
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Distinguished Service Award
therese (tess) Jones, PhD, Center for Bioethics and humanities, aurora, Co, and university of 
Colorado, anschutz Medical Campus, Denver, Co
Therese (Tess) Jones is interim director of the Center 
for Bioethics and Humanities, Aurora, CO, and di-
rector of the Arts and Humanities in Healthcare 
Program and associate professor in the Department 

of Medicine at the University of Colorado Anschutz Medical Campus . 
She received her PhD in English from the University of Colorado–
Boulder with major emphases in American literature, modern and 
contemporary drama, and gender studies, and completed a 3-year 
postdoctoral program in medical humanities at Northeast Ohio 
Medical University . She is codirector of the required ethics course for 
all health professions students, teaches several humanities electives 
for the Schools of Medicine and Pharmacy, and is a member of the 
Academy of Medical Educators . She is also a co-organizer of the new 

health humanities minor for the College of Liberal Arts and Sciences 
at the University of Colorado–Denver .

Tess Jones is lead editor for the first major textbook in the field, the 
Health Humanities Reader, forthcoming from Rutgers University 
Press, and is editor of the Journal of Medical Humanities, one of 
ASBH’s partner journals . She has published and presented extensively 
on HIV/AIDS and the arts; medical education; and literature, film, 
and medicine . She has served as the chair of ASBH’s Visual Arts and 
Cultural Representations Affinity Group since 1998; as ASBH treasurer 
(2005–2008); and as co-organizer for the spring 2004 meeting, 
“Medicine and Media: The Delicate Balance,” at the University of Texas 
Health Sciences Center in San Antonio, TX .

Lifetime Achievement Award
h. tristram engelhardt Jr., MD PhD, rice university and Baylor College of Medicine, houston, tX
H . Tristram Engelhardt Jr . holds an MD with honors 
from Tulane University School of Medicine and a BA 
and a PhD from the University of Texas–Austin . He 
holds honorary doctorates from the Grigore T . Popa 
University of Medicine and Pharmacy, Iaşi, Romania, 

and the 1 December 1918 University, Alba Iulia, Romania . He was a 
Fulbright Graduate Fellow at Bonn University, Germany (1969–1970), 
and a fellow at the Institute for Advanced Study in West Berlin, 
Germany (1988–1989) .

Dr . Engelhardt is a professor in the Department of Philosophy, Rice 
University, Houston, TX, and professor emeritus in the Department of 
Medicine and the Department of Community Medicine, Baylor College 
of Medicine, Houston, TX . He has held appointments at Rice and 
Baylor since January 1983, after leaving Georgetown University, where 
he was the Rosemary Kennedy Professor of Philosophy of Medicine .

Dr . Engelhardt is senior editor of the Journal of Medicine and 
Philosophy, Christian Bioethics, the Philosophy and Medicine book 
series, and the Philosophical Studies in Contemporary Culture book 

series . He has authored more than 380 articles and chapters of books 
in addition to more than 125 book reviews and other publications . His 
work ranges from Continental philosophy and the history of medicine 
to the philosophy of medicine and bioethics . There have been more 
than 170 reprintings or translations of his publications . He also has co-
edited more than 30 volumes and has lectured widely throughout the 
world . His books include Bioethics and Secular Humanism: The Search 
for a Common Morality (1991) and the second, thoroughly revised edi-
tion of The Foundations of Bioethics (1996), which has been translat-
ed into Chinese, Italian, Japanese, Portuguese, and Spanish . A Chinese 
translation of Bioethics and Secular Humanism appeared in 1998 . His 
most recent books are The Foundations of Christian Bioethics (2000), 
which was published in Greek, Portuguese, and Romanian, and Viaggi 
in Italia: Saggi di bioetica, translated and edited by Rodolfo Rini 
and Maurizio Mori (2011) . His recent edited volumes include Global 
Bioethics: The Collapse of Consensus (2006), The Philosophy of 
Medicine Reborn (2008), Innovation and the Pharmaceutical Industry 
(2008), and Bioethics Critically Reconsidered (2012) .

Cornerstone Award
MacLean Center for Clinical Medical ethics
In the early 1970s, the field of clinical medical ethics was launched in the Biological Sciences Division of the 
University of Chicago, Chicago, IL . The MacLean Center and its founder, Mark Siegler, building upon the clinical 
models of William Osler and Alvan Feinstein, helped to change and expand medical ethics by bringing ethics to 
the bedside . In particular, the center played a pivotal role in the “empirical turn” in bioethics scholarship, apply-
ing the techniques of clinical epidemiology, health services research, and the decision sciences to the investiga-
tion of matters of moral concern in clinical practice .
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Thursday, October 24

8 aM–noon

PRECONFERENCE SESSIONS
narratives in Practice: reading and Writing stories as a 
form of innovative Bioethical inquiry (002)
Annie Janvier, MD PhD BSc FRCPC, Sainte-Justine University Hospital Center, 

Montreal, QC, Canada
John D. Lantos, MD, University of Missouri–Kansas City, Kansas City, KS
Martha Montello, PhD, University of Kansas, Kansas City, KS
Antoine Payot, MD PhD, Sainte-Justine University Hospital Center, Montreal, QC, 

Canada
Theophile Stokes, MD, Walter Reed National Military Medical Center, Bethesda, 

MD
Douglas Myers, MD, Children’s Mercy Hospitals and Clinics, Kansas City, MO

Clinicians and ethicists elicit stories from patients and transform them 
into “case histories .” The stories are then analyzed in order to formu-
late a diagnosis and a plan of treatment . This process is true both for 
medical problems and for ethical ones . Evaluating medical facts in 
order to diagnose a patient’s illness generally does not engage the 
clinician’s emotions . When patients talk about their values, the stories 
of their lives, their own emotional and moral commitments, and their 
deepest hopes and darkest fears, clinicians often react emotionally . 
How should clinicians (including clinical ethicists) deal with the strong 
emotions elicited by powerful encounters with patients and families? 
Broadly speaking, there are two sorts of responses . A traditional ap-
proach is to see emotions as impairments to our objectivity that may 
be harmful . Another innovative view is that strong emotions are a 
crucial component of relationships and decision making . They give us 
important information about what is important to our patients .

The aim of our workshop is to expose participants to innovative 
teaching exercises that will enable them to experience narrative eth-
ics, or “teaching for the heart .” After an introduction, five sessions will 
explore relational aspects of narrative ethics . Ethical clinical cases will 
be analyzed through emotions as well as reason .

1 .  Introduction: The role of stories and emotions in moral delibera-
tion . Recognizing emotions in ourselves and our patients as well 
as responding to and managing these emotions .

2 .  Thinking through stories: A literature professor will discuss the 
importance of character, plot, and voice in interpreting the story . 
Using short stories such as Anton Chekov’s “Grief” and Raymond 
Carver’s “A Small Good Thing,” participants will analyze the role 
of emotions in conveying a moral message .

3 .  Who hears and tells the story? We will view a few videos of 
patient-physician encounters . We will discuss the ways in which 
the story differs when told from the patient’s perspective versus 
the physician’s perspective .

4 .  Creative writing session: Using techniques that we have used 
successfully in the past to stimulate creative writing, we will help 
students find and tell a story from their own experience . We will 
read our stories to each other, focusing on the ways in which a 
“story” differs from a “case .”

5 . Integrating stories as part of a training program: Participants will 
be exposed to innovative teaching strategies demonstrating how 
meaningful stories and emotions can be used throughout clinical 
training .

6 .  Wrap-up session and interaction with the audience .

This interdisciplinary workshop will be moderated by six ethicists 
from different disciplines working in four different university hospital 
settings:

 • a literature professor and senior author/academic in narrative 
and medicine

 • a senior author and ethicist

 • a physician who is the director of the simulation and training 
center of his institution

 • an oncologist and chief of a large clinical ethics consultation 
program

 • an ethicist, clinician, and director of a large clinical ethics 
program

 • a clinical ethicist (PhD), clinician, and author of medical short 
stories .

Registration Fee: ASBH member, $90; nonmember, $150; student, $50

introductory skills Workshop in Mediation: Learning the 
techniques of facilitation and Conflict resolution for use 
in Clinical ethics Consultations (003)
Autumn Fiester, PhD, University of Pennsylvania, Philadelphia, PA
Lance Wahlert, PhD, University of Pennsylvania, Philadelphia, PA
Edward J. Bergman, JD, University of Pennsylvania, Philadelphia, PA
Professional mediators have long possessed a unique skill set needed 
to facilitate difficult conversations between individuals in emotionally 
laden situations, to generate solutions that meet the needs of all par-
ties in a negotiation, and to resolve conflicts that seem intractable . 
This skill set is increasingly being recognized as invaluable to the work 
of clinical ethics consultants as they navigate conflicts between and 
among patients, families, surrogates, and providers . Moreover, given 
that it has been long acknowledged that communication difficul-
ties lie at the root of many clinical ethics conflicts, the discipline of 
mediation has as its core area of investment for disputing parties the 
promotion of more effective communication of individual concerns, 
values, perspectives, and understandings—all of which are essential 
to the clinical ethics consultation process . This hands-on workshop 
will introduce the central techniques of mediation through the use of 
simulated role-play, with a focus on conflicts caused by communica-
tion breakdown, highly charged values conflicts, and disputes caused 
by a perceived slight, offense, or insult .

The three facilitators of this workshop are experienced teachers of me-
diation techniques and methods . Based on their experience conducting 
mediation seminars and workshops for a diverse set of audiences—cli-
nicians, nurses, clergy, hospital administrators, social workers, clinical 
ethics consultants—this workshop will be tailored to the needs of those 
who conduct bedside clinical ethics consults or those whose profes-
sional role includes participation in a clinical ethics consult service .

This interactive workshop session will be divided into four segments .

The first part of the workshop will feature a short (30-minute) didac-
tic session in which mediation concepts, techniques, and an overview 
of the process are introduced .

The group will then be divided into three small groups for two simu-
lated mediation role-plays . Each role-play and assessment will be 90 
minutes long, featuring a 60-minute simulation followed by a 30-min-
ute debriefing and discussion session .

The final half-hour of the workshop will be reserved for a review of 
the techniques learned and performed during the workshop, as well 
as a concluding Q&A session .

The facilitating team of this workshop features three bioethicists expe-
rienced in the teaching and application of mediation techniques, each 
bringing a unique and valuable skill set to the discipline of mediation .

Registration Fee: ASBH member, $90; nonmember, $150; student, $50
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Building Bridges: end-of-Life Care through a Cultural Lens 
(004)
Theresa S. Drought, PhD RN, Kaiser Woodland Hills Medical Center, Woodland 

Hills, CA
LaVera Crawley, MD MPH, Alta Bates Summit Medical Center, Oakland, CA
Clinical representations of bioethics and what constitutes good end-
of-life care can sometimes be at odds with what the individual, or 
the individual’s family, sees as essential for his or her own well-being . 
Culture—in addition to what the individual finds personally impor-
tant—can play a crucial role in the type of care a person wants as 
they approach the end of life . Although the need to provide culturally 
responsive care has been extensively discussed, research continues to 
show that those from traditionally disenfranchised communities often 
do not receive high-quality, compassionate care at the end of life . To 
provide high-quality care for everyone with serious or terminal illness-
es, we, as healthcare providers, must identify barriers that perpetuate 
these disparities and explore ways to eliminate them . We must recog-
nize and honor the cultural differences that influence a patient’s val-
ues, beliefs, and wishes . More important, we must recognize that our 
own attitudes and beliefs affect both the way we care for patients at 
the end of life and our relationships with the patient and the patient’s 
family and loved ones .

In this highly interactive workshop developed and piloted through 
the Physician Orders for Life-Sustaining Treatment (POLST) initiative 
of the California Coalition for Compassionate Care, participants will 
be challenged to shift their conception of culture from one of how 
to treat “the other” to a development of cultural humility and a true 
openness to the shared humanity of patient and provider . Participants 
will have the opportunity to investigate their own cultural biases and 
behaviors and learn more about the “culture” of health care and the 
role that culture and ethnicity play for patients at the end of life . In 
addition, this workshop will give participants the skills needed to 
“build bridges” with patients and families who have their own unique 
cultural and personal values and find themselves in the foreign cul-
ture of healthcare . Workshop facilitators have extensive clinical and 
research experience in multicultural issues at the end of life; they have 
presented this workshop to a wide range of groups and have in-depth 
experience leading experiential workshops using innovative methods .

This workshop is for attendees who are involved in clinical practice 
and clinical ethics, especially those who frequently encounter patients 
confronting the end of life . The workshop provides skills and tech-
niques to help participants develop cultural humility in order to better 
serve patients from all cultural backgrounds . Clinical imperatives are 
currently in place to provide patient-centered care, especially toward 
the end of life, in ways that are sensitive to the cultural needs and ex-
pectations of patients and their families . At the same time, clinicians 
are often unsure how to do so in a way that does not compromise 
their personal or professional cultural norms . This workshop will en-
gage participants in exploring this sensitive area .

Registration Fee: ASBH member, $90; nonmember, $150; student, $50

using applied improvisation to improve Conflict 
engagement by Bioethics Committees and Consultants (005)
Charity Scott, JD MSCM, Georgia State University, Atlanta, GA
Debra Gerardi, JD MPH RN, EHCCO, Half Moon Bay, CA
Robert Lowe, BA, Georgia State University, Atlanta, GA
This preconference workshop will demonstrate how the principles 
and techniques of improvisational theater can be successfully applied 
to ethics case consultation to improve caregivers’ relationships with 
patients and families and their ability to engage in conflicts . The core 
competencies of good improvisation are those that support good 
conflict engagement: listening openly, being in the moment, noticing 

offers, accepting new ideas, building connections, and seeing oppor-
tunities for creativity and collaboration in all kinds of situations . This 
experiential learning environment will deepen understanding of the 
relational dynamics that underlie all conflict narratives . It also will al-
low ample opportunities for attendees to practice and reflect on the 
personal and professional qualities they would like to bring to value-
laden conflicts in their workplaces .

This workshop is targeted to anyone who provides clinical ethics 
consultations and who desires to improve their relationships with 
patients, families, and professional colleagues as well as their skills in 
engaging in conflict . Because ethics consultants increasingly find their 
work is less about “doing ethics” and more about effectively engaging 
in conflict, this workshop will provide valuable insights and skills for 
ASBH members to use in their daily lives .

This workshop will engage the audience directly in the kinds of games 
and activities that successful improv actors use to hone their skills . 
The workshop will briefly introduce the theory and principles of im-
provisation and will emphasize active engagement . Debriefings with 
the audience will promote understanding of how improv lessons can 
be applied to conflict engagement in healthcare settings .

The format will be highly interactive—with games, development of 
scenes, and laughter . Through dialogue and interactive discussion, the 
faculty will encourage workshop attendees to develop insights and 
make connections to the practice of clinical ethics—and in the pro-
cess, learn more about themselves .

Debra Gerardi, JD MPH RN (http://ehcco .com/debra-gerardi/), is one 
of the most highly respected conflict engagement specialists and 
trainers in the country . She has also performed in hundreds of pro-
fessional improv shows . As the chief creative officer for EHCCO, she 
works to improve conflict engagement among health professionals as 
a means of positively shifting the overall culture of healthcare .

Robert Lowe (http://atlantaimprov .com/atlantas-godfather-of-im-
prov/) is an internationally known improv comedy director and actor 
who has given trainings on applied improvisation in workplace and 
professional settings for many years . He is known as the godfather of 
improv in Atlanta . As an Aikido Nidan, he also understands conflict 
resolution from a non-Western perspective . He is the author of the pi-
oneering book Improvisation, Inc.: Harnessing Spontaneity to Engage 
People and Groups.

Charity Scott, JD MSCM (http://law .gsu .edu/directory/scott), is the 
Catherine C . Henson Professor of Law at Georgia State University 
College of Law and director of the Center for Law, Health and Society . 
With a master’s degree in conflict management, she teaches health 
law and negotiation and writes about conflict resolution in healthcare 
settings . She understands that improv skills are great life skills and 
can be applied to any conflict situation .

Registration Fee: ASBH member, $90; nonmember, $150; student, $50

the Moral reasoning Course in the 21st Century: 
neuroethical Deconstructions (006)
John D. Banja, PhD, Emory University, Atlanta, GA
Louis C. Charland, PhD, University of Western Ontario, London, ON, Canada
Nada Gligorov, PhD, Icahn School of Medicine at Mt. Sinai, New York, NY
Garret Merriam, PhD, University of Southern Indiana, Evansville, IN
Nathan Nobis, PhD, Morehouse College, Atlanta, GA
Julian Savulescu, PhD MBBS, University of Oxford, Oxford, United Kingdom
University courses in moral reasoning have traditionally focused on 
centuries-old theoretical formulations (e .g ., deontologism, virtue 
theory, natural law, and utilitarianism) as well as more recent norma-
tive methodologies that emphasize contextual variables and deny the 
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validity of apriorist moral truth . Although these latter approaches are 
often sympathetic to an interdisciplinary approach to normative ethics 
by including the work of anthropologists, sociologists, psychologists, 
humanists, and narrativists, only recently has the study of moral reason-
ing made explicit use of neurological or neuroscientific approaches and 
findings . Typically, traditional moral theorists have dismissed these latter 
approaches as factual and, therefore, normatively useless . (One cannot 
deduce an “ought” from an “is” or a value from a fact .) This preconfer-
ence session, however, will discuss how neuroethics research has raised 
serious questions about the validity of traditional theoretical approach-
es to moral reasoning and how different conceptions of moral reasoning 
have been emerging over the last two decades from neuroscience work . 
This preconference session is intended for faculty who teach courses in 
moral reasoning and who would like to become better acquainted with 
relevant findings from neuroscience and neuropsychology . Presenters in 
this preconference will discuss how

 • the neurological architecture of moral representations (e .g ., 
personhood, dignity, human nature, death, etc .) is fundamentally 
prototypical and not essentialist

 • moral prescriptions relying on narrative accounts are dubious 
because memory is unreliable

 • moral accounts specifying the intentionality of the agent are 
dubious because introspection is unreliable

 • much of moral behavior—at least in its pretheoretical form—is 
a product of evolutionary factors, i .e ., we are naturally inclined 
toward prosocial behaviors and hard-wired sensibilities about 
fairness, reciprocity, and suffering

 • no unconditioned, transhistorical, or apriori starting point 
exists for moral theory, especially per moral theory’s attempt 
to justify its principles or premises; all such points of departure 
or intuitions admit influence or conditioning from a mix of 
endogenous and exogenous factors over which the agent has 
little or no control

 • moral progress largely occurs through trial and error 
experimentation rather than the discovery of eternal moral truths 
that are applied to individual cases

 • affective competence is critical in fashioning and launching moral 
decisions and behaviors

 • decisions and behaviors that are deduced from moral principles 
or theories are relatively impotent in dealing with the dense 
complexity of social contexts that embed morality and require 
navigational know-how .

In sum, this preconference session will elaborate the idea that moral 
reasoning is more of a “social technology,” as Phillip Kitcher called it, 
than a species of intellectual, apriorist knowledge to which the sciences 
have nothing to offer; also, that the various pretensions or presump-
tions of classical moral theory are proving less tenable according to 
scientific findings on how the human mind works and what kinds of 
mental activities are within its range of functional possibilities .

Registration Fee: ASBH member, $90; nonmember, $150; student, $50

advanced skills Workshop for Clinical ethics Consultation 
(007)
Jeffrey P. Spike, PhD, University of Texas Health Science Center at Houston, 

Houston, TX
Sarah E. Shannon, PhD RN, University of Washington, Seattle, WA
Stuart Sprague, PhD, AnMed Health Family Medicine Residency and the Medical 

University of South Carolina, Anderson, SC
Denise M. Dudzinski, PhD MTS, University of Washington, Seattle, WA
Alexander A. Kon, MD, Naval Medical Center and University of California–San 

Diego, San Diego, CA

ASBH’s Core Competencies for Health Care Ethics Consultation 
identifies the need for someone on the team to have advanced skills 
in a number of areas . Although clear standards and sources for ad-
vanced knowledge exist (they are given, e .g ., in ASBH’s Improving 
Competencies in Clinical Ethics Consultation: An Education Guide; see 
www .asbh .org/publications/content/education-guide .html) and are 
covered in numerous certificate and master’s bioethics programs, it is 
hard to find help in learning advanced process and interpersonal skills .

This workshop will be led by five experienced clinical ethics con-
sultants with backgrounds in the disciplines of medicine, nursing, 
philosophy, and religion . The presenters have found that a surpris-
ing percentage of cases require advanced skills, and, hence, that it is 
important to have someone on each team prepared to handle those 
cases . Unprepared consultants might simply ignore important aspects 
of cases that they cannot handle, leading to oversimplified case anal-
yses and unsatisfactory resolutions .

The presenters will identify a small set of skills that are commonly 
needed and give practical hands-on training to develop those skills . 
Most of the time will be spent in small groups rather than in listening 
to didactic lectures, and participants will rotate through the skills ses-
sions and have a chance to role-play in realistic scenarios . Each partic-
ipant will be able to choose at least three of the five topics . The topics 
will be discussed with the use of cases and role-playing to maximize 
interaction with the facilitators and stimulate discussion . We will meet 
as a large group for the first half-hour to set our program and for the 
last half-hour to gather lessons learned during our facilitated small 
group discussions and draw conclusions, with each participant identi-
fying “one thing you will apply in your own practice .”

Registration Fee: ASBH member, $90; nonmember, $150; student, $50

Writing Winning aims for Bioethics research: a hands-on 
experience (008)
Jon C. Tilburt, MD, Mayo Clinic, Rochester, MN
Amy McGuire, JD PhD, Baylor College of Medicine, Houston, TX
Douglas White, MD MAS, University of Pittsburgh School of Medicine, 

Pittsburgh, PA
Scott Kim, MD PhD, University of Michigan, Ann Arbor, MI
Grant-funded research is increasingly important to sustain scholarship 
in academic health center settings, including in bioethics . The task of 
writing compelling grants begins with concisely delineating the proj-
ect concept in the form of specific aims . The general craft of writing 
specific aims is widely taught in short courses and other venues in ac-
ademic medical centers . Writing specific aims for bioethics research 
includes many of the same general principles of any good grant writ-
ing approach . Nevertheless, the unique opportunities and challenges 
in framing bioethics grants and concisely conveying a compelling 
story for various types of funders deserve in-depth examination . 
These challenges include research that does not prespecify a narrow 
hypothesis defining how normative analyses interrelate with empirical 
data, etc . These challenges can bring novelty as well as complexity to 
the task of writing specific aims in bioethics .

In this workshop, we will briefly describe key elements of successful 
grant writing and focus on specific aims . The presenters, each accom-
plished midcareer investigators with considerable funding experience 
but diverse professional and topical backgrounds, will share their in-
sights using case examples in brief didactic presentations .

Registration Fee: ASBH member, $90; nonmember, $150; student, $50

10–10:30 aM
PRECONFERENCE WORKSHOP BREAK
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noon–1 PM
LUNCH ON YOUR OWN

1–2:30 PM
CONCURRENT SESSIONS

WORKSHOP SESSION (101)
inculcating Virtues and remaining faithful to the Law: 
examining efforts to Promote organ Donation among 
Muslims through an islamic Bioethical Lens
Aasim I. Padela, MD MSc, University of Chicago, Chicago, IL
Elizabeth A. Sartell, University of Chicago, Chicago, IL
Shoaib Rasheed, University of Michigan, Ann Arbor, MI

objectives
1 . Become familiar with the theological frameworks of Muslim reli-

gious leadership and Islamic bioethics writings .
2 . Be able to apply this newfound knowledge to understand how to 

partner with Muslim religious authorities for health behavior change .
3 . Review data on Muslim attitudes toward organ donation and 

health interventions to promote organ donation among Muslims .
Numerous surveys reveal that Muslims—who come from diverse back-
grounds and live in many countries—hold negative attitudes toward 
organ donation and are less likely than those in other religious groups 
to donate organs . Researchers note two overarching themes within 
Muslim attitudes toward organ donation: (1) Muslims are frequently 
uncertain whether organ donation is permissible or forbidden in the 
Islamic ethicolegal tradition, and (2) even where the Muslim laity 
believes donation to be permissible, this knowledge does not equal 
an intention to donate . These findings have led health interventional-
ists to partner with Islamic religious authorities to promote organ 
donation by issuing or disseminating Islamic ethicolegal verdicts, or 
fatawa, that judge organ donation to be consistent with the Islamic 
tradition . While well-intentioned, most of these interventions have 
not increased Muslim donor rates . In this presentation we attempt 
to explain this puzzling situation by highlighting concepts within the 
Islamic ethicolegal tradition, of which Islamic bioethics literature is a 
part, that must be accounted for when attempting to partner with 
Islamic religious authorities and utilize the tools of ethicolegal tradi-
tion to bring about changes in health behavior . Our presentation is 
divided into three parts . The first describes two genres within Islamic 
bioethics discourse: (1) adabi literature aimed at orienting the self 
toward virtues and (2) fiiqhi literature focusing on the assessment of 
behavior according to the Islamic law (Shariah) . We discuss how each 
genre complements each other: the fiqhi-based writings (fatawa) 
focus primarily on the moral status of the action, and the adabi litera-
ture on the moral status of the agent . The second part outlines the 
debates over the Islamic permissibility of organ donation through the 
lens of fatawa and then highlights assumptions about the Islamic ethi-
colegal tradition that underpin several recent health behavior inter-
ventions aiming to improve the rates of Muslim organ donation . In the 
final part we argue that the adabi and fiqhi genres of Islamic bioethics 
writings map onto the two different theological motivations of Muslim 
religious leadership: (1) islahi- reformatory and (2) ilmi- scholarly . Each 
motivation has corresponding human actors within Muslim religious 
leadership (imams and muftis) . We argue that the health interventions 
failed, in part, because of misunderstandings of the Islamic ethicolegal 
tradition and a corresponding neglect of the role of the local imams, 
who operate on an islahi–adabi axis (a reformatory paradigm aimed 
at inculcating virtues) . These imams communicate the fatawa to the 
Muslim public by supplementing ethicolegal arguments with adabi 
teaching, and for fatawa to effect health behavior changes, they must 
ride on the back of the local imam .

WORKSHOP SESSION (102)
achieving Patient-Centered Care near the end of Life: 
tradition and innovation in advance Care Planning
John C. Moskop, PhD, Wake Forest School of Medicine, Winston-Salem, NC
Clint Parker, MD PhD, Brody School of Medicine, Greenville, NC
Dee Leahman, MA, Hospice and Palliative Care Center, Winston-Salem, NC

objectives
1 . Describe central concepts and leading arguments in the ongoing 

debate over advance care planning and advance directives .
2 . Understand recent innovations to promote wider dissemination 

of effective advance care planning practices .
3 . Recognize and address barriers to advance care planning 

through interactive analysis of cases in small group sessions .
In the more than 30 years since enactment of the first living will 
statute in 1976, advance directives have become a traditional topic in 
American bioethics . Despite their traditional status, however, the utility 
of advance directives as a guide to medical treatment remains a mat-
ter of significant controversy . Critics of advance directives assert that 
these documents have failed extensive testing and that they do not re-
liably enable patients to receive the medical treatments they desire as 
they approach the end of life . Proponents of advance directives argue 
that these documents serve a limited but important function in the 
broader practice of advance care planning and that effective advance 
care planning can promote patient-centered end-of-life care . Multiple 
local, state-specific, and national groups have proposed innovations to 
promote the practice of advance care planning, to improve available 
options for written plans, and to create reliable systems for storing, re-
covering, and honoring plans . It may, however, require significant moral 
courage on the part of individuals and institutions to challenge con-
ventional wisdom or established tradition regarding the proper place 
for advance care planning and the proper format for advance direc-
tives . This workshop will recall the history of advance directives, briefly 
review central concepts and arguments, describe recent innovations 
designed to increase the use and effectiveness of advance care plan-
ning, and engage the audience in case-based discussion and analysis 
of current problems and strategies in advance care planning . One 
case, for example, might ask group members to evaluate several dif-
ferent health system strategies for encouraging outpatients to engage 
in advance care planning . Another case might ask group members 
whether a hospital may justifiably refuse to honor portable physician 
orders for end-of-life care if the ordering physician does not have staff 
privileges at that hospital . The three presenters, each representing a 
different healthcare institution in the same Southeastern state, bring 
different disciplinary perspectives (medicine, philosophy, and counsel-
ing psychology) to the workshop . All are actively engaged in teach-
ing bioethics and in the provision of clinical ethics services, including 
implementation of advance care planning programs . The workshop is 
divided into three segments of 30 minutes each . In the first segment, 
the workshop faculty will make brief introductory PowerPoint presen-
tations . The first presentation will review the history of advance care 
planning and advance directives; the second will introduce a new type 
of advance care planning document that is receiving increasing at-
tention, namely, portable physician orders for end-of-life care, and the 
third will describe a recent multiinstitutional initiative that developed 
a simplified, user-friendly advance directive form for statewide use . 
In the second segment, the audience will assemble in three smaller 
groups, and the presenters will facilitate small-group discussion of 
cases that pose questions about how to implement effective advance 
care planning in individual, institutional, and community settings . In the 
third segment, each group will report its findings about the cases to 
the large group, and the faculty will invite questions and general dis-
cussion about all the issues and cases discussed .
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WORKSHOP SESSION (103)
the status of Prenatal humans in Law, ethics, and health 
Care: Person? Patient? nothing?
Lawrence J. Nelson, JD PhD, Santa Clara University, Santa Clara, CA
Alyssa Henning, MA, Northwestern University, Evanston, IL
Brian Buckley, JD PhD MPhil, Santa Clara University, Santa Clara, CA

objectives
1 . Provide a summary and analysis of a 2013 study that documents 

clinicians’ disregarding confidentiality to report pregnant women 
to law enforcement for behavior detrimental to the unborn they 
are carrying .

2 . Offer a moral justification for state regulation of abortion apart 
from securing the informed consent of the woman to the proce-
dure, one based on the moral status of the unborn .

3 . Offer an explanation of why prenatal humans are neither consti-
tutional nor moral persons and draw out some implications for 
this for the law and clinical practice .

This workshop consists of three presentations, a small-group discus-
sion of cases, the gathering of specific audience feedback on the 
cases, and Q&A and general discussion . The first presentation will 
analyze a 2013 study documenting clinicians’ disclosure of confiden-
tial information about their pregnant patients (such as attempted 
suicide) which leads to arrest or detention . The proper characteriza-
tion of clinicians’ possible conflict of duties or loyalties is ambiguous: 
is the conflict between their obligation to follow the law and their 
obligation to the patient, or between obligation to the prenatal hu-
man and obligation to the woman? These characterizations differ 
from bioethics’ usual “autonomy vs . beneficence” framing . The study 
suggests clinicians are ignoring the pregnant woman’s indisputable 
status as both patient and person . Moral courage will also be ex-
plored . Should clinicians not follow supposedly mandatory reporting 
laws because legal involvement harms their patients? Should they 
breach confidentiality when reporting is not mandatory because 
they believe it is right to do so? The second presentation will de-
fend the ethics of state regulation of abortion such as imposing 
waiting periods, limiting the performance of abortions to licensed 
physicians, mandating counseling, and mandating ultrasound . Apart 
from its legitimate interest in ensuring a woman’s informed con-
sent to abortion, the state has reasonable moral grounds to curtail 
unrestricted access to abortion because the unborn have moral 
status as children-to-be, persons-in-development, and because 
the state may both recognize that many citizens believe that abor-
tion demonstrates unacceptable disregard for human life and try 
to minimize that offense . Warren’s transitivity of respect principle 
(TRP) obligates us as moral agents to give some deference to the 
sincere attribution of moral status to an entity by others, out of 
respect for them, even when we do not share their beliefs and judg-
ments . Furthermore, TRP grounds the use of democracy to convey 
the majority’s moral will and the obligation of dissenting individuals 
to defer to that will’s expression in constitutionally valid legislation . 
The third presentation will argue that Roe rightly held that prenatal 
humans are not constitutional persons . Prenatal humans are not per-
sons because giving them this status would destroy the personhood 
of pregnant women . No class of being should be recognized as per-
sons if doing so strips existing persons of their basic rights . However, 
their lack of personhood does not forbid the state from granting the 
unborn any legal status or protection . Casey correctly held that the 
state has a legitimate interest in the unborn from the outset of preg-
nancy . The Constitution permits states to prohibit feticide or illegal 
abortions . Statutes which prohibit child abuse or neglect or require 
reporting of child abuse cannot legitimately be interpreted to apply 
to the unborn, and clinicians are not bound by them . Properly draft-

ed statutes may prohibit women from killing their fetuses outside of 
legal abortion . As neither legal nor moral persons, neither the state 
nor clinicians should consider their views on fetal moral status supe-
rior to the woman’s interests .

WORKSHOP SESSION (105)

CLINICAL RESEARCH ETHICS KEY FUNCTION 
COMMITTEE SESSION
Delivering research ethics education: strategies for 
training Community research Partners
Stephanie R. Solomon, PhD, Saint Louis University, St. Louis, MO
Emily Anderson, PhD MPH, Loyola University Chicago, Maywood, IL
Ryan Spellecy, PhD, Medical College of Wisconsin, Wauwatosa, WI

session objectives
1 . Learn ways to develop content and activities for research ethics 

education that are relevant to community partners  .
2 . Encounter several modes of distribution and interaction with 

diverse academic institutions (including IRB interactions, issues 
of content, and issues of delivery) .

3 . Learn strategies to adapt research ethics training using different 
amounts of time and resources .

Health research increasingly takes place in nonacademic settings 
and involves varying degrees and forms of community engagement . 
As a result, research teams are becoming more diverse and often in-
clude nonacademic community members as key personnel involved 
in participant recruitment, informed consent, and data collection . In 
this changing research environment, research ethics education is now 
challenged to meet the needs of these community research partners 
who are a critical link in the chain of human subjects protection .

Although human subjects protection training is federally mandated 
for individuals who will have direct contact with research participants 
and/or data, there is minimal guidance regarding training program 
content and delivery . For reasons of history, simplicity, conformity, 
and, most important, cost, academic research institutions tend to 
rely heavily on a few widely available, inexpensive, prepackaged on-
line programs to comply with the federal mandate . These programs 
are geared toward academic research faculty, staff, and students . 
Assuming that research ethics education is to have real value both for 
community partners and the research participants we aim to protect, 
community research partners require (and deserve) quality programs 
that introduce well-known research ethics principles but interpret and 
apply them in novel ways to explain how they manifest in the context 
of community-engaged research . Specifically, any research ethics 
training program developed for community research partners must

1 . be relevant to the ethical challenges that community partners 
face when engaging in research in their own communities

2 . take into account  participants’ limited knowledge of research, 
potentially damaged trust in research, and limited educational 
and literacy levels

3 .  be acceptable to IRB decision makers in terms of coverage of 
“standard” content

4 .  be deliverable given the limited time and funds available .
This workshop’s three panelists—all ethicists, IRB members or chairs, 
and people responsible for providing research ethics education at 
their respective institutions—have significant experience developing 
and delivering training for community partners that is responsive to 
these four concerns . The panelists will discuss concrete programs and 
activities that they have developed and then elicit feedback and dis-
cussion on how these can be adopted and disseminated optimally .

The first panelist will present a novel method of centrally distributing 
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and locally implementing a research ethics curriculum to community 
partners and discuss lessons learned from the sites throughout the 
United States that implemented it . The second panelist will present 
video vignettes that show community partners some of the chal-
lenges—and recommended solutions—that may arise in recruiting par-
ticipants and appropriately obtaining informed consent . She will also 
discuss “informed consent role plays” as a means of teaching about the 
ethical and regulatory requirements as well as providing an opportunity 
for skill building . The third panelist will present methods he has used 
with community research partners to address two key ethical issues in 
community-engaged research: dual roles of the community research 
partner and potential breaches of privacy/confidentiality .

WORKSHOP SESSION (106)
assessing “Minimal Competence” in Bioethics Master’s 
education
Toby Schonfeld, PhD, Emory University, Atlanta, GA
Hugh A. Stoddard, PhD MEd, Emory University School of Medicine, Atlanta, GA
Cory Andrew Labrecque, PhD, Emory University, Atlanta, GA

objectives
1 . Identify the four phases of psychometrically-valid assessments .
2 . Devise a psychometrically-valid assessment tool .
This workshop will present one institution’s multidisciplinary approach 
to devise an educationally viable and psychometrically sound exit 
exam for a Master of Bioethics degree program . Disagreements have 
been pervasive in educational literature across all disciplines about 
the types of assessments used to measure learning and the resultant 
consequences of performance on those assessments . Bioethics, as 
an academic discipline, is not immune to these challenges . Indeed, 
given the diversity of approaches to teaching the material, reliably 
assessing whether or not learners have developed problem-solving 
and professional skills remains a challenge . As educators, we have 
the task of ensuring that our assessments transcend the simple “re-
production of knowledge” and instead target the enhanced skill sets 
that are meaningful for this interdisciplinary field . Yet this goal has 
remained elusive . We have embraced these challenges by crafting a 
comprehensive examination for our master’s students that measures 
a minimal level of competence in learners . This way, we are certify-
ing that students who are successful on the exam and therefore earn 
our degree have mastered a particular set of skills . In this workshop, 
we will describe the process and provide participants with the tools 
necessary to conduct a similar procedure with their own programs . 
The Bioethics Assessment Workshop will proceed as follows: (1) 10 
minutes: Attendees will be given a brief overview of the history and 
current state of assessment in bioethics education . (2) 15 minutes: 
Attendees will hear from an education assessment professional how 
psychometricians approach the issues of assessment . Crucial ele-
ments of this approach include four phases: (a) specification of the 
mental construct being measured; (b) ascertainment of the stake-
holders in the educational process; (c) development and critique of a 
measurement instrument, and (d) designation of the lowest accept-
able level of performance . (3) 45 minutes: The bulk of the remain-
ing time will be devoted to participants’ working together in small 
groups to practice the psychometric approach highlighted in the 
previous section . Because the purpose of the workshop is to teach 
participants a process for assessment rather than relevant content 
in bioethics, small groups will be presented with hypothetical educa-
tional outcomes that fall outside the realm of bioethics to emphasize 
the distinctions between process and content . Attendees will attend 
to the following considerations in developing an assessment tool: (a) 
how the outcomes can be measured, considering both validity and 
reliability of the proposed instrument(s); (b) the likely consequences 

of the measurement to a variety of stakeholders; and (c) the ap-
propriateness and (if relevant) establishment of a minimum score 
threshold and its consequences to a variety of stakeholders . The final 
part of the workshop (20 minutes) will be devoted to facilitator-led 
large-group discussion . Small groups will reconvene into a single large 
group . Each small group will report its conclusions and the negotia-
tions that occurred within the group . Integrated with this debriefing 
work will be summary and concluding thoughts by the facilitators 
about the potential impact of such a process in bioethics .

WORKSHOP SESSION (107)
transforming Moral Distress: Contemplative Practice as a 
Practical Path to Moral Courage and resilience
Cynda H. Rushton, PhD RN FAAN, Johns Hopkins University, Baltimore, MD
Alisa L. Carse, PhD, Georgetown University, Washington, DC
Corinna Chung, Christus St. Vincent Hospital, Santa Fe, NM

objectives
1 . Define moral distress and apply to a personal or professional 

experience of moral distress .
2 . Identify the elements of a conceptual framework for understand-

ing moral distress .
3 . Identify personal and professional strategies to cultivate moral 

courage and resilience in the face of morally distressing situa-
tions .

Transforming moral distress: Contemplative practice as a practical 
path to moral courage and resilience . Clinical care, especially the 
care of people with serious and life-threatening illness, often requires 
clinicians on the front lines to discern ethically justifiable courses of 
action in exceedingly complex circumstances, riddled with conflict 
and uncertainty . Although the challenges of complex moral decision 
making are an inescapable part of clinical practice, there has been 
a palpable increase in the frequency and intensity of moral distress 
among clinicians due to the realities of caring for a rapidly expanding 
population of chronically ill, aging patients, the explosion of technol-
ogy pushing the boundaries of treatment, and the erosion of empathy 
and compassion in a relationally depleted healthcare system . For 
those clinicians working in circumstances characterized by pervasive 
suffering, death, and moral conflict, it can be especially difficult to 
maintain composure, courage, and resilience . This can lead to three 
predictable responses: (1) avoidance and/or abandonment of the pa-
tient and family physically, emotionally, or spiritually (flight); (2) anger 
or frustration leading to self-focused behaviors aimed at mitigating 
one’s own suffering (fight); (3) “freezing” or emotional numbing, in 
which one becomes immobilized, unable to respond appropriately or 
undertake needed moral action . The quality and safety of health care 
that people receive and the sustainability of the healthcare workforce 
demand that we attend to the crisis of moral distress in clinical care 
by addressing its root causes in ways that are realistic, practical, and 
effective . In this experiential, interactive workshop our team (nurse, 
philosopher, chaplain) will present work emerging through an inten-
sive collaboration between clinicians, philosophers, and leaders in 
contemplative practice and neuroscience developing a contemplative, 
neuroscience-based intervention framework that can be delivered as 
an effective and portable tool for use by interprofessional clinicians 
in healthcare settings challenged by moral distress . This workshop 
is designed to engage clinicians and others who are dedicated to 
understanding these moral concerns more fully . We will engage par-
ticipants using reflective writing to explore their own experiences 
of moral distress and the detrimental consequences of an instance 
of moral distress they have weathered . Following this, participants 
will participate in a dyadic conversational exercise in which they will 
explore both the challenges and sources of courage and resilience 
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embedded in their stories . Volunteers will share their findings in a 
structured group debriefing process . Using a film clip to illustrate an 
instance of moral distress, we will then showcase a conceptual frame-
work in which the challenges of moral distress are analyzed . Through 
small group activities, participants will identify interventions that help 
them to mitigate the detrimental consequences of unregulated moral 
distress and to build the emotional resilience and moral courage nec-
essary to sustain healthy clinical practice . Throughout the workshop 
we will demonstrate the application of simple contemplative practices 
that are aimed at stabilizing the emotional and mental continuum so 
that courage, compassion, and resilience can arise to support morally 
grounded action .

WORKSHOP SESSION (108)
from tradition to innovation in the Moral Development of 
health Professionals: Designing educational experiences 
that Cultivate a “Capacity for Wonder”
Gail Geller, ScD MHS, Johns Hopkins University School of Medicine, Baltimore, 

MD
Maria W. Merritt, PhD, Johns Hopkins Bloomberg School of Public Health, 

Baltimore, MD
Clarence H. Braddock, MD MPH, Stanford University, Palo Alto, CA

objectives
1 . Describe leading conceptions of the capacity for wonder in rela-

tion to excellent practice in the health professions .
2 . Identify current educational offerings relevant to cultivating the 

capacity for wonder among students of the health professions .
3 . Develop a prototype educational experience that would facilitate 

students’ capacity for wonder, understood as surprise at the 
unexpected, attraction to the unknown, and an awakening of the 
imagination in the face of what might be .

We are investigating the “capacity for wonder” as a spiritual dimen-
sion of experience that may support virtues of individual character 
associated with excellence in healing and discovery: for instance, 
humility, creativity, curiosity, gratitude, respect, and compassion . We 
provisionally conceive of “wonder” as an experience integrating sur-
prise at the unexpected, attraction to the unknown, and an awakening 
of the imagination in the face of what might be . As philosopher H .M . 
Evans writes, “Wonder (conceived as an intense and transfiguring at-
tentiveness) is a ubiquitous ethical source, an alternative to the more 
familiar respect for rational autonomy, a source of renewal galvaniz-
ing diagnostic imagination, and a timely recalling of the embodied 
agency of both patient and clinician .” Despite its potential ethical 
importance, the capacity for wonder tends to be extinguished rather 
than nurtured by the culture and worldview of many institutions 
that educate health professionals . How might innovative educational 
experiences help, instead, to cultivate the capacity for wonder in 
the health professionals of tomorrow, even in the face of adverse 
environmental pressures? We are undertaking a major research and 
design project to find out . One of our project aims is to develop an 
interdisciplinary fellowship program through which we would invite 
six mid-career faculty, from research universities with schools of 
medicine, nursing, or other health professions, to spend a year at our 
home institution . While in residence with us, each fellow would design 
an educational intervention to cultivate the capacity for “wonder” in 
relation to healing and discovery, with a commitment to implementing 
and evaluating their respective interventions upon returning to their 
own institutions . This participatory workshop targets ASBH members 
in bioethics and the humanities who seek to influence the educa-
tion of health professionals; we also welcome student members . Our 
primary workshop objective is for participants to design prototype 
educational experiences to cultivate the capacity for wonder among 

students at their home institutions . A secondary objective is to in-
volve the ASBH community, from which we hope eventually to recruit 
Fellows, in the design of our fellowship program so that it would 
best serve their needs . The workshop has several parts . (1) The first 
presenter, a moral philosopher, will briefly describe our project and 
set out key conceptual points relevant to “wonder” and some of the 
specific virtues associated with excellence in healing and discovery . 
(2) The second presenter, a social scientist, will present what is known 
about innovative educational offerings that exist at other institutions . 
(3) Participants will work in small, multidisciplinary groups to design 
a prototype educational experience that would facilitate the develop-
ment of relevant sensibilities in aspiring health professionals . Each 
group will then briefly report out to the larger group . (4) The third 
presenter, an associate dean of undergraduate and graduate medical 
education at one of our sister institutions, will react to participants’ 
proposals and comment on the prospects for implementing them . 
To conclude, we will seek participants’ feedback on the content and 
process of the proposed faculty fellowship and how to enhance its 
relevance and attraction for eligible ASBH members .

2:45–3:45 PM
CONCURRENT SESSIONS

PANEL SESSION (109)
an aid to addressing Medical futility Cases
Carol L. Powers, JD, Community Voices in Medical Ethics, Rowley, MA
Patrick T. Smith, MDiv MA, Gordon-Conwell Theological Seminary, South 

Hamilton, MA
Paul C. McLean, Community Voices in Medical Ethics, Boston, MA
Martha Jurchak, PhD MS RN CS, Brigham and Women’s Hospital, Boston, MA

objectives
1 . Identify particular fact patterns that increase the likelihood of 

intractable disputes arising between patients/families and clini-
cians, with a particular focus on patients’ and families’ need for 
accessible communication, cultural and religious sensitivity, and 
respect .

2 . Use an analytical grid (addressing issues of Bios, Logos, Pa-
thos, and Ethos) to approach end-of-life decision making, most 
particularly in contexts of potential intractable disputes between 
patients/families and clinicians .

3 . Propose a procedure that can address intractable disputes, 
minimize their occurrence, and provide a resolution in the ever-
challenging area of medical futility .

The Community Ethics Committee (CEC) is a volunteer group of 
community members who are diverse in age, religious affiliation, so-
cioeconomic status, cultural and language group, and educational 
background . We have represented the community’s voice for more 
than 6 years, submitting reports to healthcare institutions (on pedi-
atric organ donation on cardiac death, withholding nontherapeutic 
CPR, medical staff’s use of social media, and palliative sedation (what 
we called “Continuous Deep Sedation as Comfort Care until Death”); 
to the State’s Department of Public Health (on crisis standards of 
care); and to the Presidential Commission on Bioethical Issues (on 
recommended protections for participants in research) . We also cir-
culated a white paper to the Massachusetts voting public regarding a 
November 2012 Death with Dignity Petition (which did not pass) . We 
have just completed a report on medical futility, subtitled “Strategies 
for Dispute Resolution when Expectations and Limits of Treatment 
Collide .” The committee felt an obligation to speak to this challenging 
topic when we became stewards of multiple narratives brought to us 
by clinicians who had carried heavy burdens, sometimes for years, 
about the excruciating cases when families could not let go, medical 
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care became torture, and the patient in the bed was voiceless and 
suffering . It was important that we heard these often untold stories 
because we are representative of the community and these stories 
largely remain untold . The clinical situations that bring these cases 
to institutional ethics committees are the most troubling, time-con-
suming, and traumatizing, and it was time for the community to hear 
the narratives and share our thoughts . The CEC completed its report 
on medical futility with difficulty because the topic is so multifaceted 
and unwieldy . A truly comprehensive report on medical futility could 
be presented only in volumes, and we are a volunteer group with no 
financial resources . Yet the committee’s voice was needed because it 
is representative of the diversity of the community and its members’ 
individual voices are practiced in civility and openness of expression . 
The committee approached the topic with an “analytical grid” to en-
able us to contribute our perspectives in a meaningful way looking 
separately at bios (the biological aspects of the futility of additional 
treatment options), logos (the words used and the communication 
skills needed when discussing end-of-life care), pathos (the heart is-
sues of culture and religion and family systems that underpin these 
decision), and ethos (the societal concerns of paying for end-of-life 
care and instituting procedures to resolve intractable disputes when 
they do arise) . We propose to present a clinical case (an amalgam of 
the many cases of medical futility that were shared with us) and ana-
lyze the situation using this multidimensional grid, with the goals of 
heightening clinicians’ and the public’s sensitivity to potential medical 
futility situations and of minimizing the occurrence of the trauma of 
intractable disputes when they do arise . We think it is an innovative 
approach to a topic that requires moral courage to resolve .

PAPER SESSION (110): END OF LIFE/ORgAN 
DONATION
Palliative Care killed the ethics Consultation star
Jason Morrow, MD PhD, University of Texas Health Science Center at San 

Antonio and University Health System, Boerne, TX

objectives
1 . Identify and compare the emerging roles of clinical ethics and 

palliative care consultation services, including their history and 
intellectual and institutional resources .

2 . Analyze practical strategies for providing both palliative care and 
ethics consultation services particularly in the context of end-of-
life decision making .

The practices of clinical ethics consultation and palliative care con-
sultation have much in common . Both practices arose in response to 
changing social and institutional expectations regarding the care of 
vulnerable populations, both trade on assumptions about personal 
autonomy and the nature and scope of professional authority, and 
both commonly contribute to complex medical decision making at 
the end of life . In the past 4 decades, most hospitals or health sys-
tems have established ethics committees and processes for offering 
clinical ethics consultation . Surveys have shown that for most larger 
hospitals, about two-thirds of ethics committee members and consul-
tants are physicians or nurses and the number of consults in recent 
years has remained stagnant . Hospitals with 500+ beds perform only 
an average of 15 consultations per year . Meanwhile, in the past 10 
years, the growth of palliative care programs and consultation servic-
es has grown dramatically . Nearly 2,000 hospitals now offer palliative 
care consultation services, comprising mostly doctors and nurses, and 
larger hospitals often see 15 consultations per week—some 15 per day . 
The purpose of this presentation is to explore whether the rise of pal-
liative care has eclipsed the practice of ethics consultation, especially 
in the setting of end-of-life decision making, and, if so, why this might 
be the case and whether it is a cause for celebration or alarm . I will ar-

gue that although the success of palliative care services in the United 
States can be traced, in part, to the advent of ethics committees and 
an era of philosophically informed ethical conflict resolution, the sup-
portive services brought to bear in the delivery of palliative care may 
have simultaneously pulled the plug on clinical ethics consultation .

Dementia-specific advance Care Planning: Project findings
Dorothy Vawter, PhD MN, Minnesota Center for Health Care Ethics, St. Paul, MN
Karen G. Gervais, PhD MN, Minnesota Center for Health Care Ethics, St. Paul, 

MN
Angela M. Morley, JD MPH, Minnesota Center for Health Care Ethics, St. Paul, 

MN

objectives
1 . Discuss at least two features of dementia that merit a condition-

specific approach to advance planning .
2 . Contrast three models for dementia-specific advance planning .
3 . Identify at least two preconditions for an adequate model of 

dementia-specific advance planning .
4 . Contrast three models for dementia-specific advance planning .
5 . Identify at least two preconditions for an adequate model of 

dementia-specific advance planning .
Dementia poses an unusual breadth of ethically challenging decisions 
warranting a wide range of advance planning . For instance, those 
who wish to engage in comprehensive planning may want to provide 
direction and guidance on issues arising in the early, middle, and late 
stages of their disease in addition to at the end of life . Advance care 
planning by persons with dementia merits special attention for sev-
eral reasons: (1) the disease has a lengthy course, characterized by 
increasing loss of memory, judgment, and cognition; (2) the range 
of decisions that need to be made by surrogate decision makers is 
broader than the range of decisions healthcare agents customarily 
make for people who lose their decision-making capacity upon a sud-
den acute deterioration in their health; (3) the stakeholders affected 
by the decisions by (and for) a person with dementia tend to be un-
usually numerous and diverse; (4) many decisions need to be made 
by surrogates who are especially invested in the decisions; (5) many 
dementia-related decisions are highly personal and subjective, e .g ., 
requiring explication of such things as what it means for the individual 
to live well with dementia and how they wish their surrogate to weigh 
competing responsibilities to the patient, themself, family and com-
munity ethically weighty questions about which there is little agree-
ment or shared expectations . In this paper we summarize the findings 
of a project in which we (1) review the literature for best practices 
regarding the development and use of dementia-specific advance 
directives, (2) contrast three diverse dementia-specific advance direc-
tives, and (3) propose a set of conditions necessary for successful 
evidence-based models for dementia-specific advance planning .

advance Directives, exerting Control, and other Myths 
about endings
Stuart G. Finder, PhD, Cedars-Sinai Medical Center, Los Angeles, CA
Virginia L. Bartlett, PhD, Cedars-Sinai Medical Center, Los Angeles, CA

objectives
1 . Outline the ways in which fear about losing control permeate, 

and serve as a primary motivation for, discussions about the 
importance of end-of-life advance care planning, and especially 
the importance of completing an advance directive .

2 . Explore alternative approaches for addressing the concern for 
the limit of control which do not reinforce fear as the appropriate 
response to the recognition of limits .

Two powerful myths about dying in our current bioethical age exist . 
The first is that documentation of preferences via advance directives 
offers control in the face of death . So prominent is this first myth 
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that it has turned advance directives into almost holy texts that are 
promulgated as powerful enough to protect us, in our dying process, 
from the encroachments of modern medical technologies . The sec-
ond myth, deeply embedded within the first, is that we have control 
in the face of death . In this paper, we explore these two myths via the 
frame of a series of conversations with a former, elderly colleague . 
These conversations spanned several years, with the last having oc-
curred 2 days before his death in late December 2012 . Our colleague 
was a firm believer in advance directives . He’d first written his in 
the early 1990s and updated it regularly . He’d shared his values and 
preferences regarding end-of-life care not only with his family and 
physician but also with our bioethics committee (as part of an educa-
tional conference), and even published part of it in an online medical 
humanities journal . And yet, even in our last conversation, he worried 
whether he had done enough to ensure that he’d have the kind of 
end-of-life experience he wanted and more important, avoid the kind 
of end-of-life experience he deeply feared . We utilize his conversa-
tions about advance directives to illustrate that as death draws closer, 
the power of these myths becomes less convincing and the promise 
of control less certain . We argue that the first myth of exerting control 
(especially via advance directives or even through advance care plan-
ning conversations) is the wrong frame for talking about death, and 
that instead, the focus of such conversations should be the idea of 
control: talking about one’s dying and death requires recognizing the 
limits of one’s control, which itself demands practice in talking about 
the limits of one’s control in general as well as in regards to dying . 
Thus, in contrast to conversations about controlling death that occur 
only as part of end-of-life care or in the context of advance care plan-
ning as typically understood, we suggest it is more helpful to think 
about, and talk about, the limits of one’s control long before even the 
most proactive advance care planning advocates would suggest, and 
perhaps in ways only indirectly related to death . We thus identify and 
recommend even earlier opportunities (young adulthood, pregnancy 
and childrearing, childhood itself) for discussion about recognizing 
the limits of one’s control including as a way to practice talking about 
the limits of control inherent in dying . We will share an excerpt from 
children’s literature (Mo Willems’s We Are in a Book) as an example of 
some of the earliest opportunities for recognizing and talking about 
the limits of our control, even and particularly control over our own 
experiences or stories, and the endings of those stories and hence our 
own endings .

PAPER SESSION (111): HEALTH POLICY/PUBLIC 
HEALTH
Collectivizing rescue obligations in Bioethics
Jeremy Garrett, PhD, Children’s Mercy Hospital, Kansas City, MO

objectives
1 .  Critically examine the nature of rescue obligations in bioethics 

and the tendency for these to be viewed as isolated and short-
term interpersonal duties .

2 .  Describe, analyze, and defend a wider social and institutional 
perspective of rescue duties .

Few situations capture attention and compel action, in medicine and 
elsewhere, like opportunities to rescue people in dire predicaments . 
The impulse to rescue is powerful and immediate, and, for many, gives 
rise to an unquestionable duty to intervene . Unfortunately, the move 
from impulse to normative judgment too often either goes unexam-
ined altogether or is ill framed and hastily conceptualized as a one-off 
interpersonal interaction involving only a small number of people and 
fully understandable by reference to individual beneficence . The result 
is an entire paradigm of medicine, what Nancy Jecker has called “res-
cue medicine,” which is poorly understood and supported while being 

enormously influential (Jecker, N .S . [2013] . The problem with rescue 
medicine . Journal of Medicine and Philosophy, 38, 64–81) . In this pre-
sentation, I critique the basic assumptions of the rescue paradigm 
and seek to reframe the ethical landscape that surrounds it . First, I 
argue that rescue obligations cannot always be properly conceptual-
ized and evaluated within the short-term individualized perspective 
that predominates rescue medicine . Such a perspective unduly re-
stricts the range of potential stakeholders, duty bearers, and dutiful 
actions and, thereby, offers an impoverished set of conceptual tools 
for framing and understanding the relevant issues . Instead, we must 
begin with a wider social and institutional view of these duties, espe-
cially when they relate to long-term social practices with benefits and 
burdens that extend across society and across multiple generations . 
Second, I argue that this conceptual reframing has implications for 
which values should occupy a central place in our ethical discourse 
regarding rescue obligations . When rescue opportunities are seen 
from a wider social and institutional perspective, what might be called 
“social values,” like justice, social utility, and efficiency, become magni-
fied, while “individual values,” like one-to-one beneficence, become 
less significant . Along the way, I move back and forth between ethical 
theory and a concrete case where the duty to rescue has been prob-
lematically applied: the purported duty to regularly return incidental 
findings and individual research results in genomic research . I use this 
case to illustrate both the notable limitations and deficiencies of the 
short-term individualized perspective pervading rescue medicine as 
well as the notable strengths and advantages of a wider social and 
institutional perspective .

adoption, obligation, and the Demands of Morality
Travis N. Rieder, Georgetown University, Washington, DC

objectives
1 . Present the powerful case for an antinatal, proadoption position .
2 . Show one way in which this position may be resisted .
3 . Illustrate the power of the antinatal, proadoption position, even 

given a sophisticated defense against it .
We tend to think that having babies is, or at least can be, good . It is 
cause for celebration and congratulations . It most certainly isn’t bad 
or wrong, and not many of us would hear about someone’s success 
with her planned pregnancy and for that reason judge her harshly . 
In short, people tend to be pronatal: to have a positive moral view of 
making more people, especially when done with a view toward the 
future child’s happiness and well-being . Such a view toward procre-
ation is not, however, universally held . The “antinatalist” movement 
is gaining momentum, and this is not due merely to cynicism or an 
apocalyptic view of humans’ fate (although there is that, too) . Indeed, 
talented philosophers have been coming forward to offer powerful 
arguments for the conclusion that one ought not to procreate either 
because there is an obligation not to make new people, or because 
one has a duty to adopt children already in existence rather than 
to make new children . These reasons, when combined, suggest a 
prima facie plausibility to what I call the antinatal proadoption claim 
(ANPA), which holds that one has an obligation not to procreate but 
to instead satisfy any parenting desires through adoption . This pair 
of observations that we tend not to condemn, but even to encour-
age procreation, and that there is a powerful case for starting a family 
by adopting rather than procreating form the central puzzle of this 
paper . It is not my goal to dismiss ANPA; indeed, I take it that the 
arguments on its behalf are so powerful that we simply cannot, justifi-
ably, ignore them . Whatever we end up deciding about the morality 
of procreation, it is neither easy nor obvious, and it is possible that 
very many of us ought to be acting other than we do with reference 
to starting families . Fleshing out the argument for this set of claims is 
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the first goal of this paper . The second goal, however, is to challenge 
whether obligation is the appropriate concept to apply to the ques-
tion of procreation . I will argue that we should adopt a deontic frame-
work on which not all sets of powerful reasons yield obligations, and 
that decisions concerning procreation seem to be in the class of acts 
about which this is true . In the end, however, I want to warn that my 
defense against ANPA should not soothe our consciences too much, 
as there is still much cause for revision of our common intuitions . 
Although I will claim that prospective parents are not typically obli-
gated to adopt, I will ask whether it may still be the case that many 
ought to, and that it would be, for some of us, indecent not to adopt . 
Thus, although I will here argue that we can avoid the very strong 
conclusion generated by ANPA, we should not thereby sit comfort-
ably with our common judgments about procreation and adoption . 
Morality, I think, judges us harshly for our pronatal bias .

nudging toward health?
Luke Gelinas, PhD, National Institutes of Health, Bethesda, MD

objectives
1 . Clarify the nature of the debate thus far over certain forms of 

“nudging” in healthcare contexts .
2 . Advance the debate .
Nudging toward health? Recently several authors have argued that 
“nudging” is a permissible means of influencing decisions in health-
care contexts (Blumenthal Barby, J . S . [2012] . Between reason and 
coercion: Ethically permissible influence in health care and health 
policy contexts . Kennedy Institute of Ethics Journal, 22(4), 345–366; 
Cohen, S . [2013] . Nudging and informed consent . American Journal 
of Bioethics, 13(6), 3–11) . In this paper, I assess the moral status of a 
particularly tempting, and particularly ethically interesting, species of 
“nudge”: those that aim to elicit better choices by exploiting delibera-
tive heuristics in ways that decision makers themselves are not aware 
of . Paradigm cases of nudging in this sense include placing healthy 
foods first in cafeteria lines to encourage healthy eating choices, 
and framing the risks of an intervention in terms of its survival rather 
than mortality rate in order to encourage a patient to choose the 
intervention . There are, generally, two main strategies for showing 
that nudges of this sort are morally permissible . The first is to argue 
that, appearances aside, aiming to bypass rational processes or ex-
ploit deliberative heuristics need not be at all morally problematic . 
The second is to show that, even if this type of nudging is somewhat 
morally problematic, the balance of reasons nonetheless makes it 
permissible . I assess both of these strategies . The basic challenge to 
nudging is whether intentionally exploiting automatic processes at a 
subconscious level fails to acknowledge and respect decision makers 
as beings capable of recognizing and basing their actions on reasons . 
We can make progress here by focusing on extreme nudges, such as 
mind-conditioning or subliminal messaging . Even if subliminal mes-
saging is an extreme form of nudging, it proceeds in much the same 
way as seemingly more benign nudges, aiming to influence others in 
ways opaque to them . Any influence that proceeds in this way seems 
at least somewhat morally problematic, by virtue of failing to treat 
people as rational and autonomous agents . However, it does not fol-
low that such nudging is wrong, unless there is an absolute moral 
prohibition against aiming to bypass or undermine autonomy . If there 
is not, we need to determine the extent to which these nudges under-
mine autonomy, and the potential benefits they stand to realize, be-
fore we can determine their moral permissibility . Since the answers to 
these questions are likely to be highly context dependent, I conclude 
that we should evaluate the permissibility of nudging on a case-by-
case basis .

PANEL SESSION (112)
Poetic License: reflections on inspiration, Permission, 
Process, and ownership
Amy M. Haddad, PhD, Creighton University, Omaha, NE
Jay Baruch, MD, Alpert Medical School at Brown University, Providence, RI
Martin Kohn, PhD, The Cleveland Clinic, Cleveland, OH
Wynne Morrison, MD MBE, University of Pennsylvania School of Medicine, 

Philadelphia, PA

objectives
1 . Describe differences in the creative process that lead to the 

refinement and publication of a poem .
2 . Discuss controversial questions about ownership of experiences, 

emotions, or the poem itself .
3 . Describe ways that poetry impacts teaching and clinical practice 

in health care as well as interpersonal relationships .
The poet Philip Levine noted, “I write what is given me to write .” The 
panelists, all poets, will reflect on what it means to write poetry, from 
subject matter and the earliest glimmers of a poem, to the actual 
impulse to write and on through the gestation of the poem . The pan-
elists will discuss the idea of permission not only to write poetry but 
to also explore those revelatory moments and emotional spaces that 
underlie caregiving and receiving . Each panelist will share experiences 
of the writing process, including why they write, the impact of writing 
on teaching and practice in health care, and the interface with patient 
and personal relationships . The notion of ownership concerning ex-
periences, emotions, and the poem itself will be explored . Panelists 
will discuss what it means to be free to examine emotions and experi-
ences from original perspectives as well as why poetry is the best me-
dium for their creative expressions . Each panelist will draw on his or 
her work to illuminate the various aspects of the writing experience .

PANEL SESSION (113)
Moral agency: institutions, Physicians, and Patients
Katie L. Watson, JD, Feinberg School of Medicine, Northwestern University, 

Chicago, IL
Lisa Harris, MD PhD, University of Michigan, Ann Arbor, MI
Lori R. Freedman, PhD, University of California, San Francisco, Oakland, CA
Megan Crowley-Matoka, PhD, Northwestern University, Chicago, IL

objectives
1 . Define moral agency in the context of institutions, physician 

groups, individual physicians, and individual patients .
2 . Distinguish between conscience rights and conscience obliga-

tions .
Moral agency is a key issue in many areas of medicine and bioethics, 
and examining moral agency in the provision of abortion care illumi-
nates many new aspects of the topic . In this interdisciplinary panel, a 
sociologist, physician/cultural historian, and lawyer/ethicist will pres-
ent innovative analyses that will move this concept forward by ap-
plying their varying disciplinary approaches to examining the moral 
agency of institutions, physicians collectively, physicians individually, 
and patients in the context of abortion care . The law supports the 
rights of an institution to circumscribe care according to the institu-
tion’s conscience, and physicians working in Catholic hospitals must 
abide by Catholic doctrine prohibiting abortion, sterilization, and a 
variety of other reproductive health services . In some cases, concerns 
for patient health and autonomy lead to a conflict between physician 
conscience and institutional doctrine, especially when emergency 
medical care is compromised . The sociologist will share data from 
her qualitative interviews with ob/gyns working in Catholic hospitals 
throughout the United States to consider whether institutions can 
be deemed to have a conscience . If yes, what does the moral agency 
of an institution look like, and who are the individual moral agents in 
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practice? After the sociologist’s analysis of institutional conscience, a 
physician who provides abortions and has a PhD in American Culture 
and Women’s Studies will turn the focus to moral agency and physi-
cians . There is a long tradition of physician conscience protection, but 
to date this has been largely limited to rights of refusal . Should physi-
cians also have affirmative conscience rights (such as job protections 
and/or exemption from legal sanction) when they feel compelled to 
address their patients’ urgent health needs? Just as physicians who 
object to a patient’s request must be allowed to decline, this panel-
ist will consider whether physicians who support a patient’s need 
must be allowed to serve . Additionally, if institutions can be deemed 
to have a conscience, is it possible that groups of physicians (for ex-
ample all those in a particular town, or perhaps the field of ob/gyn 
generally) could have affirmative conscience obligations to ensure 
this medical procedure remains accessible to patients who decide it 
is critical to their well-being? How can law, ethics, and institutional 
policy accommodate both types of physician conscience? Finally, the 
lawyer/ethicist will review how recent trends in what is sometimes 
called “woman-protective” abortion regulations collectively represent 
a reversal of 40 years of progress in bioethics toward respect for 
patient moral agency . This panelist will use the example of “patient 
regret” to illustrate why these regulations represent a regressive re-
turn to rejected paradigms of paternalism . She will explore how the 
concept of patient regret is being deployed in ways that threaten as-
sumptions underlying all specialties of medical practice, and she will 
use the disability ethics concept of “the dignity of risk” to illuminate 
how moral progress could be made in abortion discourse around 
patient decision making generally . This panel will be moderated by 
a medical anthropologist who will reflect on the unifying theme of 
moral courage in the panelists’ offerings, and will facilitate audience 
discussion .

PANEL SESSION (114)
Disabled Bioethics: ability, Disability, and Difference
Devan J. Stahl, MDiv, Saint Louis University, St. Louis, MO
Tom Koch, PhD, Alton Medical Centre, Toronto, ON, Canada
Rosemarie Garland-Thomson, PhD, Emory University, Atlanta, GA
Emily K. Trancik, SSM Health Care, St. Louis, MO

objectives
1 . Explore the intersections between bioethics and disability theory .
2 . Uncover the unique needs of people with disabilities in the 

healthcare context .
3 . Provoke attendees to question their own set of normative as-

sumptions using a disability lens .
Mainstream bioethics has failed to adequately consider the particular-
ity of the disabled body or the particular moral understandings that 
are generated through the experience of impairment . To begin to 
correct this lacuna, the presenters in this panel will offer three ways 
bioethics may begin to seriously engage disability issues . All three 
presenters challenge the assumptions made about “normal” embodi-
ment and how medicine ought to interact with “abnormal” bodies . 
Not only will engagement with disability theory help medicine to 
better serve people with disabilities throughout their lifetimes, it may 
also yield new moral insights, evaluations, and spaces for normative 
analysis . The first presenter will explore how for some bioethicists, ge-
netic screening has become a moral mandate for those who wish to 
eliminate personal and communal suffering . In this paper, the author 
will deconstruct the view that all genetic harm ought to be and in fact 
can be prevented . Such a triumphalist view participates in a soft, but 
ultimately dangerous, eugenics, which asserts that society would be 
best served by eliminating all disability . A thoroughly modern tech-
nology, genetic screenings participate modernity’s hubristic attempt 

to control the future and ultimately relieve the human condition . 
Alternatively, the author will present a case for why bioethics ought 
to help give moral meaning to the suffering and disabled body, rather 
than simply trying to eradicate it . The second presenter puts forth to 
a claim for narrative as an evidence-based bioethics by offering the 
case study of Harriet McBryde Johnson’s memoir, Too Late to Die 
Young . The author argues that Johnson’s narrative of her encounter 
with bioethicist Peter Singer constitutes evidence that a life lived with 
a disability is neither necessarily reduced in quality nor meaningful 
duration . The evidence for this claim lies in Johnson’s detailed, quotid-
ian presentation of her presence in the material world . The paper lays 
out Johnson’s narrative strategy of enclosing Singer’s argument for 
euthanizing disabled newborns as a form of neoliberal pragmatism 
in Johnson’s own narrative of presence in the world . This narrative 
strategy counters Singer’s argument by demonstrating through narra-
tive presence the kind of people his position would eliminate from the 
world . Our third presenter notes that, as a demi-discipline, bioethics 
has vacillated between ignoring those with cognitive, physical, or sen-
sory differences and actively promoting their eugenic dismissal . The 
height of this eugenic perspective has occurred in the debate over 
physician-assisted or directed termination . This presentation seeks 
three simple goals: it presents the charge that bioethics has been 
indifferent and at times hostile to the status of persons of difference; 
its reasoning has been economic rather than philosophical; and the 
result has been discriminatory and exclusive in ways that cannot be 
grounded in fact, economics, or science . The author believes we do 
not need a bioethics of disability; rather, we need to see the disability 
in bioethics .

PAPER SESSION (115): PHILOSOPHY
the Moral Courage of Paracelsus: Medical, religious, and 
social reform
Kimbell Kornu, MD MAR, Vanderbilt University, Nashville, TN

objectives
1 . Demonstrate how Paracelsus’ medical and religious reforms were 

inseparable .
2 . Using Paracelsus as an example, suggest how significant reform 

in medicine may require consideration at the metaphysical level .
Paracelsus, the enigmatic Renaissance physician-philosopher, is best 
known in the history of medicine for pioneering a natural philosophy 
based on chemical principles . What is less known is that his motiva-
tions for reform in natural philosophy and medicine were integrated 
with an encompassing religious vision, evidenced by his scientific 
and medical writings that were built upon an explicitly theological 
foundation, declaring in his writings that he was first and foremost 
an apostle and prophet . Given the extensive use of the macrocosm/
microcosm analogy for his philosophy of medicine, which was suf-
fused with a deeply spiritual view of nature, I argue that the theologi-
cal structure of his thought is more specifically metaphysical . His 
theological metaphysics directly opposed the prevailing Aristotelian 
natural philosophy of his day . With this theological vision of nature 
and medicine, Paracelsus exhibited moral courage by boldly challeng-
ing both the Roman Catholic Church and the medical establishment 
because he thought that they were idolatrous, ineffective, and inad-
equately caring for the poor and sick . His medical views developed 
against the backdrop of these social and religious concerns . Against 
the dominant humoral theory, he held an ontological view of disease, 
which had naturalistic explanations that worked to undermine the 
Church’s use of saints for healing miracles . He called on physicians 
to study nature empirically in order to unleash their healing power . In 
fact, he believed that physicians exert power over nature in the heal-
ing of disease . Based on his religious vision, he believed that medicine 
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played a vital role in renewing the world and the cosmos as part of 
the coming of the end times . In this way, he anticipated the Baconian 
project of “relieving the human condition .” Although Paracelsus be-
lieved in medicine as the chief form of natural magic, by naturalizing 
disease and thus emancipating medicine from the influence of the 
Church, he paradoxically played an important role in the seculariza-
tion of medicine and a naturalistic worldview . By using Paracelsus as a 
historical test case, I suggest that true reform in medicine in its moral, 
social, and practical dimensions requires a reformulation of the philos-
ophy of medicine at the metaphysical level . For Paracelsus, reform of 
medicine in its philosophy and social action cannot be isolated from 
its religious and moral dimensions . Thus, medical and social reform 
requires the moral courage to rethink the nature of the cosmos and of 
man as it relates to the divine .

recovering osteopathic spirituality for the future of a 
holistic Bioethics
Amy M. DeBaets, PhD, Kansas City University of Medicine and Biosciences, 

Kansas City, MO

objectives
1 . Engage attendees regarding the development of historic osteo-

pathic philosophy of persons .
2 . Offer insight into the ways in which osteopathic philosophy can 

be utilized in contemporary bioethics .
As a physician who was the son of an itinerant Methodist minister, 
Andrew Taylor Still was intimately acquainted with the work of spiri-
tual care as well as care of the body . He came to reject the forms of 
medical practice that were widely accepted in the nineteenth century: 
leeching, bleeding, and the administering of mercurous chloride and 
opium . He saw his patients die under the medicine of his day and 
developed alternative new methods that appeared to produce more 
positive health outcomes for his patients . Under the influence of his 
Methodist upbringing and various Spiritualist traditions, he began 
to understand human persons as integrated wholes, in which mind, 
body, and spirit were innately connected and each required care . Still 
believed strongly in the goodness of God through natural law and 
developed a new form of medical care that aligned with that philoso-
phy, which he called osteopathy . Osteopathic medicine developed a 
particular philosophical anthropology that influenced the way that 
disease was understood and treated and the contextualization of 
the medical care that was given . Human beings did have problems 
with health, but these problems responded to rational solutions that 
worked with, rather than against, nature . Still and his students under-
stood persons as organic wholes in monistic body/mind/spirit integra-
tion . Because of this integration, problems of the mind were believed 
to have the capacity to have symptoms in the body and vice versa . 
Because mind, body, and spirit were understood to be integrally re-
lated, early osteopathic physicians saw how stress in work and family 
life could be expressed in physical symptoms . Within this integrative 
understanding, the spiritual aspect of persons was recognized and 
addressed as well, involving issues of meaningfulness and value, sense 
of purpose, and sense of the divine . The practice of osteopathic medi-
cine has changed significantly since the late 19th century, though the 
underlying philosophy of integrated, holistic medicine, and an empha-
sis on preventative care remain . Osteopathic medicine was designed 
to be evidence based, observing what worked and what strength-
ened the body and its functions . Some osteopathic medical schools 
have included significant training in patient and physician spirituality 
and bioethics, teaching students to understand and work with their 
patients’ understanding of greater meaning, of hopefulness, and of 
fear within the patients’ familial, social, cultural, and religious context . 
This tradition of holistic philosophy offers substantive insights into 
the ethical practice of medicine today . Educating physicians, nurses, 

and other healthcare workers in understanding their patients and 
themselves as whole people is critical to the delivery of the highest 
quality health care . Recognizing the influence of culture, family, work, 
and social factors on patient health can alleviate some of the bioethi-
cal conflicts that arise between healthcare workers and their patients . 
Osteopathic medicine’s early development can offer practical wisdom 
for physicians today in practicing holistic, patient-centered medicine .

the Devil’s in the Detailing: the ethics of Physician 
interactions with Pharmaceutical representatives
Terrence Kelly, PhD, University of Alaska Anchorage, Anchorage, AK

objectives
1 . Explore a new conception of promise fidelity to show that ap-

pearances of conflicts of interest are inherently unethical .
2 . Apply the first objective to the specific issue of physician/phar-

maceutical representative interaction .
3 . Explore plausible remedies, given the analysis of the second 

objective .
The interactions between physicians and pharmaceutical representa-
tives have come under increasing ethical and legal scrutiny over the 
last decade . Through detailing, sampling, and gift giving, pharmaceu-
tical representatives form relationships with physicians that poten-
tially threaten the ethical integrity of medical practice . It is argued in 
this paper that detailing, sampling and gift giving create at least the 
appearance of a conflict of interest, and that such appearances are 
not merely prudentially unwise (e .g . because they may lead to unethi-
cal behavior), but that they are, in themselves, unethical . The argu-
ment advancing this claim is rooted in a promise-based, and roughly 
deontological, medical ethics in which the obligations the physician 
owes the patient are rooted in the implicit and explicit promises at the 
heart of their agent-principal relationship . This analysis is oriented by 
Thomas Scanlon’s expectationalist account of promises and Jürgen 
Habermas’s account of promises as persuasive communicative ac-
tions . A rational reconstruction of the practice of promising illumi-
nates how fidelity to a promise entails a duty to fulfill the terms of the 
promise and a separate duty to act in a trustworthy manner . Once 
explicated, this more robust conception of fidelity supports a broader, 
and more externalist, understanding of the idea of conflict of interest 
in which the appearance of conflict can itself be unethical . Because 
the physician promises beneficence toward their patients, they must 
not only promote their patient’s best interest, but they also have a 
moral obligation to act in a trustworthy manner vis-à-vis the duty of 
beneficence . The empirical literature on detailing, sampling and gift-
ing (which is canvased in this paper) provides strong evidence that 
such practices pose at least the appearance of a conflict of interest; 
that is, they create an appearance by which a reasonable observer 
could conclude that the practice is in conflict with the agent’s duties 
toward the principal . Many physicians argue that due to the rigors 
of their professional training, detailing, sampling, and gifting do not 
diminish their impartiality of judgment and thus pose no risk to their 
faithful service to their patients . However, on the view advanced in 
this paper, the untrustworthy appearance of detailing, sampling, and 
gifting already constitutes a violation of the promise-based duties 
the physician has toward their patients . The paper concludes with 
recommendations based on this conclusion, including a consideration 
of recent gift disclosure laws, and potential prohibitions of gifts from 
pharmaceutical representatives to physicians .
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CLINICAL RESEARCH ETHICS KEY FUNCTION 
COMMITTEE PANEL SESSION (116)
responding to Lapses in Professionalism in healthcare 
Delivery and research
James DuBois, DSc PhD, Saint Louis University, St. Louis, MO
Mark Yarborough, PhD, University of California, Davis, Davis, CA
Elizabeth Heitman, PhD, Vanderbilt University, Nashville, TN

objectives
1 . Examine remediation programs for physicians and researchers 

and make a case for remediation after professional wrongdoing .
2 . Explore the meaning of “trustworthy research” and the role of 

the entire scientific community in promoting it .
3 . Consider how wrongdoing in research harms the scientific com-

munity and whether researchers can be reconciled with their 
colleagues after a serious breach of professional trust .

The investigation and punishment of professional wrongdoing by 
researchers has become increasingly common over the past decade . 
The responses of research institutions and fellow investigators to 
those found guilty vary widely, from debarment and ostracism to 
minor reprimands and gossip . Because investigators who commit 
research misconduct and other serious unprofessional practices are 
often talented and highly trained, dismissing and replacing them 
comes at a high institutional cost . Yet the effects of wrongdoing on 
the scientific community are also quite high . Whether it is possible to 
rehabilitate errant researchers and whether they should be allowed to 
return to work are questions that generate debate among those who 
argue for “zero-tolerance” and those who identify systemic and insti-
tutional pressures that may lead to wrongdoing . This panel discussion 
takes up the problem of wrongdoing in research as both an individual 
and an institutional issue and explores whether and how researchers 
found guilty of wrongdoing can be reconciled with the scientific com-
munity following a serious breach of trust . It also highlights how the 
promotion of trustworthy research encompasses more than combat-
ing misbehavior and thus why it is important to understand all that 
trustworthy research entails and the range of steps that need to be 
taken to promote it .

4–5:15 PM
PLENARY SESSION

unfit for the future: the need for Moral 
Bioenhancement
Julian Savulescu, PhD MBBS, University of Oxford, Oxford, 
United Kingdom
The greatest problems of the 21st century—climate 
change, environmental degradation, terrorism, pov-
erty, global inequality, mass migration, depletion of 
resources, infectious diseases, abuse and neglect of 

children—are predominantly the result of human choice and behavior 
rather than the result of external threats . They are caused by human 
moral limitations . Human moral psychology, which has been shaped 
by its evolutionary history, is characterized by aggression, restricted 
altruism, partiality to kin and in-group members, hostility toward and 
disregard of out-group members, bias toward the near future, and 
limited cooperation . These dispositions and the moral norms that they 
have generated expose humanity to unprecedented threats in the 
modern world of advanced technology and global community . Liberal 
democracy increases the threat that our limited moral dispositions 
pose to our survival and flourishing . Focusing on terrorism, global 
poverty, and climate change, Savulescu shows the inadequacy of our 

current strategies for addressing these problems and argues that 
we should tailor policies to our moral limitations, look at altering the 
biological dispositions that contribute to these limitations, and make 
research into human moral bioenhancement an urgent priority .

5:30–6:30 PM
PLENARY SESSION
a tribute to edmund Pellegrino and his Work
Felicia Cohn, PhD, Kaiser Permanente, Tustin, CA
Dan Sulmasy, MD PhD, University of Chicago, Chicago, IL
Rebecca Dresser, JD, Washington University Law School, St. Louis, MO
Joseph J. Fins, MD MACP, Weill Cornell Medical College, New York, NY
Ruth Faden, PhD MPH, Johns Hopkins University, Baltimore, MD

objectives
1 . Increase appreciation for some of the lasting contributions of 

Edmund Pellegrino’s work on bioethics .
2 . Identify some important critiques of Pellegrino’s work and some 

questions it raises .
Edmund Pellegrino is generally considered one of the founders of bio-
ethics and an early pioneer in teaching humanities in medical schools . 
He was the author of more than 600 published articles in medical sci-
ence, philosophy, and ethics and the author or coauthor of 23 books . 
This session focuses on three main domains of Pellegrino’s work: his 
philosophy of medicine, his challenge and contributions to contempo-
rary bioethics, and his work on the President’s Council of Bioethics .

Felicia Cohn provides the introductions, and Ruth Faden is the mod-
erator for this session .

Dan Sulmasy describes Pellegrino’s contributions to the philosophy of 
medicine and his ideas about the relationship between the philosophy 
of medicine and medical ethics . He emphasizes Pellegrino’s attempt 
to ground both in a phenomenological account of the human experi-
ence of illness and the demands that the “fact of illness” makes upon 
those who pledge to help the sick .

Rebecca Dresser reflects on Pellegrino’s contributions as chair of the 
President’s Council, describing the council’s work during his term and 
the themes he emphasized .

Joseph Fins will consider Pellegrino’s enduring place in the annals of 
medicine and how his work in medical ethics has transformed the art 
and science of clinical transaction .

6:30–8 PM
OPENINg RECEPTION IN ExHIBIT HALL

9–10 PM
PRESIDENT’S RECEPTION WITH STUDENTS
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Friday, October 25

7–9 aM
CONTINENTAL BREAKFAST IN ExHIBIT HALL

7:30–9 aM
MEET-THE-PROFESSOR SESSION

8–9 aM
CONCURRENT SESSIONS

PAPER SESSION (201): CLINICAL ETHICS/
CONSULTATION
reasonable Medical Certainty: Courting trouble
Benjamin H. Levi, MD PhD, Penn State College of Medicine, Hershey, PA

objectives
1 . Identify conceptual and empirical problems associated with the 

use of “reasonable medical certainty” as a standard for expert 
testimony .

2 . Explain the implications for medical experts asked to endorse 
the “reasonable medical certainty” standard .

Introduction: Expert witnesses are often called to testify in court 
about whether there is “a reasonable degree of medical certainty” 
that a child has been abused . There is little empirical evidence, how-
ever, for how medical experts on child abuse interpret and apply this 
notion of reasonable medical certainty (RMC) . To address this gap in 
our understanding, we undertook a multidisciplinary survey of physi-
cians to assess their beliefs about RMC .

Methods: A questionnaire adapted from our prior work was distrib-
uted to five professional listservs whose members often testify as ex-
pert witnesses in cases of alleged child abuse . Responses were tabu-
lated, a univariate analysis identified correlates for specific definitions 
of RMC, and a multiple logistic regression analysis further identified 
factors independently associated with these definitions .

Results: Of 294 respondents, 46% were pediatricians who perform 
child abuse evaluations, 21% forensic pathologists, 15% neurosurgeons, 
12% ophthalmologists, and 6% “other .” Almost all (95%) respondents 
had provided court testimony in child abuse cases; and within the past 
5 years 48% had testified in >25 cases in which they had been clinically 
involved, and 14% had testified in >25 cases as independent experts . 
Respondents who provided independent expert testimony did so more 
commonly on behalf of the prosecution (76%) compared to the de-
fense (8%), with 16% testifying equally on behalf of both prosecution 
and defense . Fewer than half of respondents reporting having received 
any training in the definition of RMC . When asked to match RMC with 
one of three legal evidentiary standards, 48% of respondents identified 
RMC with “clear and convincing evidence,” 29% with “preponderance 
of the evidence,” and 23% with “beyond a reasonable doubt .” Almost 
95% of respondents held that RMC requires that child abuse be the 
most likely explanation for the child’s injuries . However, the estimated 
probability required to qualify as RMC was more variable: 10% required 
only a >50% likelihood; 15% set the threshold between 60%–80%; and 

75% required at least a 90% likelihood of abuse (with 14% requiring 
>99% likelihood) . The nature or severity of the charges being brought 
against the alleged perpetrator were not identified by respondents as 
a major factor in how they defined RMC, with the majority of respon-
dents reporting that they use an identical characterization of RMC 
whether the case is being tried in family versus criminal court (72%), or 
involves assault/battery versus charges of murder (90%) . (The multi-
variate analysis will be presented at the time of the conference .) 

Conclusions: What counts as RMC in cases of alleged child abuse 
varies widely among physician experts who testify in court . Because 
court verdicts rely heavily on these experts’ opinion, the risk of in-
justice rises with the variability in how RMC is defined . The findings 
of this study suggest that there is an urgent need for the legal com-
munity to standardize the interpretation of RMC so that its meaning 
is unambiguous and consistent across jurisdictions . If this cannot be 
done, and the present findings are generalizable, the legal community 
may need to consider abandoning altogether use of the term RMC .

the Moral Maze of Making treatment Decisions for 
incapacitated Patients
Annette Rid, MD, King’s College London, London, United Kingdom
David Wendler, PhD, National Institutes of Health, Bethesda, MD

objectives
1 . Understand the need for moral innovation in making treatment 

decisions for incapacitated patients .
2 . Appreciate the challenges of achieving such innovation in light of 

patients’ conflicting priorities .
3 . Grasp the importance of empirical research for responsible in-

novation in clinical ethics .
Background: Treatment decision making for incapacitated patients 
sorely needs fresh thinking . Most patients do not document their 
treatment preferences, and it is often unclear which treatment best 
promotes their clinical interests . Patient-designated or next-of-kin 
surrogates step in to help make treatment decisions in this situation . 
However, they often do not know how patients would want to be 
treated in the circumstances, and helping to make decisions places 
substantial stress and burden on many surrogates . Furthermore, al-
though most patients want their loved ones to make decisions for 
them in the event of incapacity, they trust that loved ones know what 
they want . Patients also wish to minimize the burden on their loved 
ones should they become seriously ill . To make moral progress in this 
situation, it is vital to determine how patients prioritize different ethi-
cal goals for making treatment decisions in the event of decisional 
incapacity .

Methods: Quantitative survey of patients at a tertiary care center .

Results: The vast majority of 1,135 patients (response rate 60%) said 
that all self- and family-related goals for treatment decision mak-
ing are extremely or moderately important for them: getting the 
treatments they want/avoiding the treatments they do not want 
(95%/89%); getting the treatments the family thinks they want 
(81%); having the family make treatment decisions (88%); minimizing 
stress on the family (87%); not being a financial burden on the family 
(85%) . When asked which of these goals was most important, 25% 
responded that no goal was most important . Of those who ranked 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  26

sCheDuLe With aBstraCts—friDay, oCtoBer 25

the goals, 52% indicated that getting the treatments they want/avoid-
ing the treatments they do not want was most important, followed 
by minimizing stress on the family (17%) and involving the family in 
the decision-making process (14%) . Essentially all respondents (96%) 
were unsure of their priorities . However, when pressed to choose 
between making decisions in a way that (a) ensures patients receive 
the treatments they want or (b) reduces stress on families, 69% opted 
for the approach that ensures treatment consistent with their prefer-
ences . When informed that many surrogates do not know patients’ 
preferences and experience significant stress from helping to make 
decisions, 60% said their family should decide after discussing the 
treatment options with doctors . Yet most of them (89%) believed 
their family knew what they want .

Discussion: Patients have conflicting priorities for how treatment de-
cisions should be made in the event of decisional incapacity . Many 
patients prioritize getting the treatments they want/avoiding the 
treatments they do not want, minimizing stress on their families, and 
involving families in the decision-making process . It is difficult to see 
how these priorities can be realized, given the data that helping to 
make decisions causes significant burden on many families, and fami-
lies often do not know what treatments their loved ones want .

Conclusion: Treatment decision making for incapacitated patients 
poses significant challenges, and efforts to improve decision mak-
ing should be guided by patients’ priorities . This study suggests that 
patients have many and possibly conflicting priorities . Moral progress 
will therefore be difficult to achieve .

impact of implementing a systematic approach to 
treatment refusals by Patients Without Capacity
Hannah I. Lipman, MD, Montefiore Medical Center, Bronx, NY

objectives
1 . Review a systematic approach to treatment refusals by patients 

who lack decision making capacity .
2 . Present evaluation of the impact of implementing this systematic 

approach in bioethics consultation .
Treatment refusals by patients who lack decision-making capacity 
is a common problem referred for bioethics consultation . Although 
patients who have capacity have the right to refuse recommended 
treatment, honoring the treatment refusal of a patient who lacks ca-
pacity may be abandonment . Lack of capacity doesn’t dictate the 
right plan of care . The clinical team bears the burden for ensuring the 
plan of care is in the patient’s best interests and reflects the patient’s 
values . Overriding the patient’s treatment refusal may sometimes be 
ethically justifiable . In order to decide whether the patient’s refusal 
ought to be honored or overridden, the clinician must answer the 
fundamental question: is the patient’s refusal a reflection of authentic 
values, which must be respected? The author, chief of a busy bioeth-
ics consultation service at an academic medical center, developed 
and previously presented a framework to guide clinical teams caring 
for incapacitated patients refusing treatment . The five domains of the 
framework are (1) patient values, (2) reasons for refusal, (3) patient-
provider relationship, (4) treatment factors (including net benefit and 
chronicity), and (5) other treatment options . Since development of 
this framework in 2010, it has been used to guide the clinical teams 
who sought bioethics’ assistance when making decisions for patients 
who lack capacity and refuse . An analysis of the impact of imple-
menting this framework in bioethics consultation will be presented . 
Characteristics of relevant cases from the past 5 years will be sum-
marized, including patient demographics, source of referral to bio-
ethics, specific treatments refused, reasons for decisional incapacity, 
involvement of surrogate decision maker(s), bioethics intervention, 
outcome, and follow up . Based on review of the bioethics chart notes 

and medical records, cases of patient refusal by incapacitated pa-
tients after development of the framework will be compared to those 
developed earlier, with respect to the following: clarity of ethics ques-
tion, thoroughness of assessment of the relevant features of the case, 
involvement of important stakeholders, uptake of recommendations, 
outcome (whether treatment refusal was honored or overridden), 
and follow up (when available) . The impact of the framework on the 
process of patient care by the primary team will also be examined, 
that is, whether the patient’s values were explored and documented; 
the patient’s reasons for refusal were addressed and, if possible, 
mitigated; the clinical team structured communication in order to 
strengthen the patient-provider relationship; the patient’s prognosis 
and net benefit of the treatment were clarified; alternative options 
were considered; and the surrogate decision maker was involved not 
only as the party responsible for providing informed consent but also 
as the party who best knows the patient’s values and can aid com-
munication and understanding between the clinical team and the 
patient . Bioethics consultation aims to improve the provision of health 
care by helping to address value-laden concerns in patient care . The 
use of this framework improves the process of bioethics consulta-
tion by providing a structured, systematic approach to answering the 
fundamental question in cases of treatment refusal by incapacitated 
patients: Is the patient’s refusal a reflection of authentic values, which 
must be respected?

PAPER SESSION (202): END OF LIFE/ORgAN 
DONATION
When silence is (still) Death: how should We respond to 
requests for nondisclosure at the end of Life?
Leah B. Rosenberg, MD, Duke University, Durham, NC
Christopher A. Jones, MD, Duke University Medical Center, Durham, NC

objectives
1 . Discuss current medico-legal ramifications of HIV/AIDS disclo-

sure .
2 . Present competing ethical principles at play in the case .
3 . Identify the psychosocial factors that were involved (e .g ., shame, 

ethnicity, and gender) .
Forty years into the HIV/AIDS epidemic, the advent of highly effective 
antiretroviral therapy (HAART) has shifted the popular perception 
of the illness for many people, particularly those in the industrialized 
world . However, many of the social realities around a positive HIV 
status remain, imbuing the diagnosis with shame for many patients . 
We report on a challenging case from the medical intensive care unit 
of our large academic medical center where a young woman was ad-
mitted in multiorgan failure from fulminant AIDS and, prior to losing 
consciousness from critical illness, implored the staff not to disclose 
her status to her family members, who would subsequently make her 
medical decisions . This case highlights several competing ethical prin-
ciples, namely the commitments of respect for autonomy in conflict 
with a desire not to mislead or be otherwise untruthful toward the 
surrogate decision makers . This case prompted the question, “Whose 
moral courage?” as the decision to disclose or not was weighed by 
the staff . In this presentation, we will review the medicolegal ramifica-
tions of medical providers learning that a patient is HIV positive as 
well as the ethical discussions that transpired between the nursing, 
social work, and medical staff . The patient’s articulated preference for 
nondisclosure of her HIV status led to difficult family meetings where 
language was carefully used to protect her privacy while informing 
the decision makers of the necessary data for medical choices . The 
outcome of the case was surprising and shed a different light on the 
ethical conflicts experienced by the staff .
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“[We] have high iQs but Low eQs”: healthcare Providers’ 
Perceptions of their own Communication Barriers 
regarding end-of-Life issues
Anita Ho, PhD, University of British Columbia, Vancouver, BC, Canada
Kim Taylor, MA, University of British Columbia, Vancouver, BC, Canada
Alice Hawkins Virani, PhD, University of British Columbia, Vancouver, BC, Canada

objectives
1 . Examine healthcare providers’ (HCPs) views on challenges in 

communicating end-of-life issues .
2 . Explore how HCPs’ own background, training, experience, and 

belief systems affect their ability to communicate end-of-life 
matters .

3 . Explore what HCPs consider to be helpful resources in communi-
cating end-of-life issues .

Background: Multiple studies have examined challenges HCPs face in 
communicating end-of-life issues . Some studies report that patients, 
their families, and system factors act as major barriers to communica-
tion regarding end-of-life care . However, little is known about whether 
or how HCPs see themselves as sources of challenges, especially in 
culturally diverse settings . As one component of a larger study fund-
ed by the Canadian Institutes of Health Research on the intersecting 
social, contextual, cultural, and systemic factors affecting patients’ 
and families’ ability to make significant healthcare decisions, we ex-
plored how HCPs see their own personal and cultural backgrounds, 
educational and professional experience, and belief systems as af-
fecting their ability to communicate end-of-life matters and support 
patients and families in making care decisions accordingly .

Method: This component of the study involved one-on-one, semistruc-
tured interviews (average 45 minutes) with a range of HCPs (N = 23) in 
a culturally and linguistically diverse Canadian city . Each interview was 
transcribed, validated, and analyzed within and across transcripts, using 
qualitative thematic coding techniques . Constant comparative tech-
niques were employed to compare data with data and categories with 
categories throughout open, axial, and theoretical coding stages . NVivo 
9 was used to assist data management . Grounded theory methodology 
was utilized to explore communication barriers HCPs identified in sup-
porting diverse patients and their families in determining appropriate 
end-of-life care plans and potential strategies to foster productive com-
munication and supportive decision making .

Results: HCPs identified patients and their families as significant 
sources of barriers to communicating end-of-life issues . In particular, 
they perceived families’ internal disagreement or complex dynamics, 
their reluctance to “give up” on their loved ones due to their guilt and 
cultural beliefs regarding death and palliative care, their unrealistic 
expectations and false hope, their discomfort in discussing death 
when faced with uncertainties, their lack of health literacy, and lan-
guage barriers as the main challenges coming from patients and their 
families . However, our participants also discussed their own internal 
constraints that have not been fully explored in the literature . HCPs 
noted their uneasiness in dealing with their own emotional distress re-
garding death and dying, their discomfort with and inability to explain 
uncertainties and ambiguities, their anxiety around being confronted 
with patients’ and families’ emotional responses to the dying process, 
and their own social awkwardness as contributing to communication 
difficulties and hence their ability to support patients and families in 
making end-of-life care decisions . HCPs discussed education, mentor-
ship, and training in cultural sensitivity as helpful resources in com-
municating end-of-life issues and supporting patients and families in 
collaboratively making care decisions .

Conclusion: HCPs’ own constraints may exacerbate patients’ and 
families’ discomfort in understanding and determining appropriate 

end-of-life care plans . Given the power hierarchy in the healthcare 
system, reflection on and recognition of one’s own role in the difficult 
communication dynamics are important in identifying strategies and 
resources to improve the process .

nurses’ Communicative Work regarding the Distribution of 
responsibility for Death in intensive Care units
Joan Liaschenko, PhD RN FAAN, University of Minnesota, Minneapolis, MN
Cynthia Peden-McAlpine, PhD ACNS BC, University of Minnesota, Minneapolis, MN

objectives
1 . Identify the communicative work done by nurses that helps 

families not feel responsible for the death of a loved one if they 
transition from aggressive care to comfort care .

2 . Discuss the implications for interdisciplinary communication with 
families and/or significant others at end-of-life in intensive care 
units .

That human beings are created and sustained through communica-
tion is not only a tenet of feminist philosophy, but also of communica-
tion scholars . Communication is more than the relay of information; it 
is a form of meaning making that creates and sustains human identi-
ties . In the context of healthcare work, communication is typically 
understood in a limited way: specifically, as the giving of information 
about the nature of the problem, prognosis, treatment options and 
alternatives, and questions that explore or clarify those issues . But 
for many social and behavioral scientists, communication is about 
how participants come to understand the situation at hand, including 
themselves . The meanings of wellness, illness, the illness trajectory, 
dying, and death are constructed through communication . How we 
understand ourselves as human beings and moral agents, the courses 
of action we take, and the ways in which we evaluate ourselves and 
others arises in communicative action . Nurses sustain identities dur-
ing illness through communicative work . In intensive care units (ICU), 
much of this communicative work concerns dying or the threat of 
dying . Using a narrative method for data collection and analysis, the 
authors conducted a qualitative study of the communicative work 
of 19 highly experienced ICU nurses . The authors identified three 
social processes: (1) creating the story of what is happening to the 
patient, which serves to make sense of the situation thereby direct-
ing the course of care; (2) distributing responsibility for the death of 
the patient, that is, helping significant others to see that they are not 
causing their loved one’s death if they transition to comfort care; and 
(3) doing communicative work that serves to orchestrate, prescribe, 
and evaluate actions . This paper focuses on the communicative work 
done by nurses related to responsibility for death by significant others 
in the form of making decisions to withdraw aggressive care and initi-
ate comfort care . Responsibility for death is understood as believing 
one has a direct, causative role in the death of a patient by either the 
commission or omission of actions, most commonly, the commission 
of actions involving the withdrawal of life-sustaining aggressive care 
and the transition to comfort care . Taking responsibility for a death in-
volves acknowledging and communicating that curative therapies are 
no longer effective . As previous social science research has shown, no 
one wants this responsibility: not physicians, not nurses, not signifi-
cant others . And yet, socially, someone must take it . This study dem-
onstrated that nurses do take responsibility, what some philosophers 
would call forward-looking responsibility, for helping to relieve signifi-
cant others of responsibility for withdrawing life-sustaining therapies . 
They do this by determining the decision maker and ascertaining 
what they know about the patient; being clear with significant others 
that the decision is not what they want but rather what their loved 
one wants; asking significant others to put themselves in the patient’s 
situation; intervening in family dynamics; and supporting significant 
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others so that they know they “are merely the voice” of their loved 
one . The authors discuss the implications and limitations of the study .

PAPER SESSION (203): HEALTH POLICY/PUBLIC 
HEALTH
Courage, innovation, and advance Directives for 
Persons experiencing homelessness: a new Model for 
interdisciplinary Collaboration
Annette Mendola, PhD, University of Tennessee Medical Center, Knoxville, TN
Woods Nash, PhD MA MPH, University of Tennessee, Knoxville, TN

objectives
1 . Identify strategies for including service learning as part of train-

ing for future healthcare professionals .
2 . Identify strategies for tailoring advance directives to disenfran-

chised populations .
A limited body of research indicates that advance directives (ADs) 
are highly valued by persons experiencing homelessness . However, 
efforts to encourage and assist homeless persons to complete ADs 
appear to be rare . We found that such assistance can be provided ef-
fectively through the collaborative efforts of a local service agency, 
a public hospital, and an interdisciplinary group of university faculty 
and students . We provided training to undergraduate nursing stu-
dents to help homeless persons consider their end-of-life choices 
using an AD designed specifically for them . Following an AD clinic, a 
session in which they assisted homeless community members com-
plete ADs, we filed those documents with both a local hospital and a 
national homeless information database . This project involved moral 
innovation, namely, using service learning to promote homeless per-
sons’ autonomy and dignity while increasing the likelihood that they 
receive their desired end-of-life care . Furthermore, by tracking the 
experiences of the nursing student-volunteers, we also explored one 
facet of moral courage in the provision of this service . Training for the 
student-volunteers included a session that introduced them to ADs 
and prepared them to assist another person to complete an AD . Next, 
they fulfilled individual writing assignments to identify aspects of the 
clinic that made them apprehensive and others by which they expect-
ed to be challenged (i .e ., aspects of the AD clinic that would require 
“moral courage”) . Three themes emerged . First, student-volunteers 
worried about their own behavior (e .g ., failing to build rapport, be-
ing disrespectful) . Second, they felt apprehensive about addressing 
death, a topic that they characterized as “sensitive” or “taboo .” Third, 
they expected to be challenged by the task of eliciting and accurately 
recording another’s wishes for end-of-life care . Finally, student-volun-
teers received an orientation to a local agency that serves homeless 
persons . That agency hosted the AD clinic and encouraged its clients 
to participate . At the AD clinic, each student-volunteer was paired 
with a homeless person, and eight ADs were completed . In a post-
writing exercise, the student-volunteers reflected on challenges and 
their own apprehensiveness during the AD clinic . These reflections 
were then compared with their prewriting . First, their worry about 
their own behavior disappeared, due in part to both the tour of the 
service agency that they received before the AD clinic and the AD 
form’s encouragement of immediate, intimate interaction . In contrast, 
the death-as-taboo worry remained, but it received less emphasis 
than in the prewriting reflections . Finally, the challenge of accurately 
recording the other’s wishes also persisted, and it centered on the 
student-volunteers’ limited readiness to explain end-of-life scenarios . 
However, they often noted that this challenge was mitigated by the 
researchers’ being present to answer questions and clarify ideas, as 
needed . Students also indicated their enthusiasm to participate in fu-
ture AD clinics and offered suggestions for improving multiple phases 
of the project .

shelter for good? examining the ethical issues of housing-
first approaches for homeless substance abusers
Tyler D. Barrett, BA, University of Minnesota, Minneapolis, MN

objectives
1 . Identify the differences between traditional approaches to home-

less substance abusers and the housing-first approach .
2 . Identify a major ethical issue regarding housing first and the use 

of various understandings of autonomy to analyze the issue .
In the past 15 years, the guiding philosophies used in addressing 
chronic homelessness have undergone a radical shift in approach . 
Whereas nearly all shelters once stipulated residents must undergo 
treatment for chemical dependency and mental illness prior to admit-
tance, in recent years many cities across the United States and abroad 
have adopted a housing-first model . This approach treats housing 
as a basic human right (codified under the UN Universal Declaration 
of Human Rights) and allows homeless individuals and families im-
mediate and indefinite access to shelter and related resources with-
out requirements of treatment, sobriety, or abstinence . Despite the 
growing prevalence of housing-first programs and the corresponding 
empirical research indicating their effectiveness, most of the ensuing 
ethical dialogue has taken place in the mainstream media and public 
spheres and not in the bioethical literature . This paper provides a brief 
overview of housing-first programs, including their efficacy; the re-
ception these innovations has received from relevant parties (includ-
ing advocates for the homeless, treatment professionals, homeless 
individuals, and policy makers); and the persisting ethical dilemmas 
and considerations that need to be addressed . A central question in 
the debate regarding housing first is whether service providers have a 
moral obligation to encourage participants to seek treatment, despite 
the fact that it is not required for residence . Questions have been 
raised regarding the role of motivation for change in housing-first 
settings versus the traditional approach of treatment before housing . 
This paper explores the dilemma presented when service providers 
are asked to simultaneously respect the autonomy and decisions of 
program participants and quietly nudge them toward considering 
treatment and behavioral changes . There are different perspectives 
on autonomy . Using the principles of biomedical ethics established 
by Beauchamp and Childress and the notion of relational autonomy 
from feminist ethics, I evaluate the moral question of whether service 
providers have a moral obligation to encourage residents of housing 
first programs to seek substance abuse treatment . I conclude with ar-
eas of further research and ethical analysis that will be required as the 
housing-first approach continues to expand .

the undocumented unwell: international and Comparative 
Legal and ethical Perspectives
Jonathan H. Marks, MA BCL (Oxon), Penn State University, University Park, PA

objectives
1 . Understand the core features of international legal documents 

on the right to health care and their implications for the undocu-
mented .

2 . Obtain an overview of the comparative jurisprudence on the 
right to health care of the undocumented, recognizing both 
common features and distinctions in courts’ approaches .

3 . Understand the potential role for health professionals and bio-
ethics scholars in the development of international and compara-
tive law on undocumented patients .

Access to health care for undocumented patients is, in one sense, 
not a controversial issue in the United States . Although some profes-
sional medical associations have called for improved access, there is a 
widespread lack of support in the political sphere for providing health 
care to so-called illegals . This is evidenced by, among others, the 
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Affordable Care Act, which was expressly drafted to prevent undocu-
mented patients from purchasing health insurance through the new 
exchanges—even with their own funds . This presentation puts ethical 
and policy discussions about access to health care for the undocu-
mented in an international and comparative legal context . I outline 
a variety of international legal documents that address the right to 
health care for the undocumented, and critique the distinctions some 
of these documents make between emergency and non-emergency 
care . I also consider the implications of critiques that this distinction 
cannot withstand scrutiny on medical, economic, or ethical grounds . 
I explore a growing body of comparative jurisprudence, includ-
ing the recent Toussaint case in Canada . I also discuss cases in the 
European Union, because  Europe, like North America, has also been 
addressing the social, political, and legal implications of increased 
immigration . Having compared the ways in which courts from differ-
ent jurisdictions address questions of access to health care for the 
undocumented, the presentation explores the ethical implications of 
these legal decisions . Among the issues I address are the implications 
of various legal formulations of human rights and justice, and how 
those accounts compare with the discourse in the ethics literature . 
To provide just one example, I will demonstrate the ways in which the 
constitutional account of justice given by the federal Court of Appeals 
in the Toussaint case contrasts with broader conceptions of justice in 
the bioethics and public health ethics literature . Finally, I will address 
the ways in which health professionals, professional organizations, 
health economists, and bioethics scholars can and should contribute 
to the progressive development of human rights law and practice . 
International human rights norms are not static; they evolve over time . 
If experts can demonstrate that some features within international law 
(such as the distinction between emergency and non-emergency care 
for undocumented patients) are not sustainable, they may contribute 
to the evolution of international norms . This is where health profes-
sionals and bioethics scholars can and should enter the legal domain 
by contributing to the discourse among what Anne-Marie Slaughter 
has called the “global community of courts .”

PAPER SESSION (204): PHILOSOPHY
My Doctor is a Premodern gardener: Victoria sweet and 
the renewal of Medicine
Abraham M. Nussbaum, MD MTS, University of Colorado School of Medicine, 

Denver, CO

objectives
1 . Appreciate how premodern medicine, especially as practiced by 

Hildegard of Bingen, influences contemporary medicine .
2 . Understand the proposals of Victoria Sweet to renew medicine 

by engaging premodern medicine .
In their efforts to renew medical education, training, and practice, 
many medical educators are calling for increased attention to the 
medical humanities . The physician-writer Victoria Sweet offers a com-
pelling account that in a medicine renewed through the humanities, 
the physician would act as a gardener who attends to the environ-
ment of her patient as much as to the body of her patient . Gardeners, 
Sweet writes, encourage health instead of providing health care . If we 
conceive of a physician as a gardener, instead of as a healthcare pro-
vider, Sweet argues, she will better understand her role in the lives of 
the people she meets as patients . In her scholarly work on Hildegard 
of Bingen and her popular memoir about San Francisco’s Laguna 
Honda Hospital, Sweet thoughtfully engages premodern medicine to 
show its relevance . With her historian’s training, she recognizes the 
remnants of premodern medicine within contemporary medicine . 
For example, Sweet shows how the very shape of our hospitals and 
our lingering sense that we ought to provide care for the indigent ill 

are remnants of premodern medicine . With her physician’s training, 
she suggests ways we could renew these remnants . She describes 
patients who improved only after she used the premodern humoral 
system to reconceptualize their care . For example, when a patient’s 
bedsore will not heal using modern techniques, Sweet borrows 
Hildegard’s concept of viriditas, a greening that means the “power 
of human beings to grow, to give birth,” to provide an alternative 
course of treatment that allows a patient left for dead to reclaim her 
life . In premodern medicine, Sweet finds a rebuke to contemporary 
medicine . Contemporary medicine, in Sweet’s telling, is so committed 
to a reductive science and an efficient organizational model that it 
is unable to care for the most complicated (and costly) patients . As 
she describes the conflicts over the future of San Francisco’s Laguna 
Honda hospital, the last almshouse in the United States, she shows 
that proposals to renew medicine that focus only on questions of effi-
ciency alienate staff and patients alike, while paradoxically increasing 
the cost of caring for the most ill patients . In addition to premodern 
medicine, Sweet engages the Christian tradition of healing in an in-
novative fashion . In her memoir, Sweet does not discuss her own faith 
or the conflicts between faith and contemporary medicine that domi-
nate the headlines . Instead, she discusses how the Christian response 
to the indigent ill—through community, hospitality, and charity—is 
embodied in the almshouse tradition . She engages the Christian tradi-
tion of healing to show that its account of who should receive medical 
care and why they should receive medical care is different from the 
accounts of contemporary medicine . By thoughtfully engaging these 
traditions, Christianity and premodern medicine, Sweet is able to offer 
a compelling vision of the renewal of medicine . In her account, physi-
cians are gardeners rather than providers .

holocaust survivors’ stories: Contextualizing the Dilemma 
of nazi Data use
Amanda K. Sommers, Northeast Ohio Medical University, Rootstown, OH
Julie Aultman, PhD, Northeast Ohio Medical University, Rootstown, OH

objectives
1 . Address the ethical questions that have arisen related to the 

modern-day use of Nazi data .
2 . Gain the thoughts of Holocaust survivors in the modern era on 

the implications of Nazi data use or nonuse through the context 
of their stories .

Modern day science and medicine has brought into question the eth-
ics of using, albeit while simultaneously denouncing, data collected 
by Nazi physicians and scientists from concentration camp prison-
ers during World War II without their consent . Since the end of the 
Holocaust, at least 45 published research articles have referred to or 
cited Nazi data . The most popular data deemed useful by research-
ers originated from the hypothermia experiments conducted by 
Nazi physician Sigmund Rascher at the Dachau concentration camp . 
Although we can unfortunately hear from only the few who survived 
(and who are currently living), a resolution to this debate may yet 
reveal itself through the poignant words of remaining survivors . In 
revisiting this debate, we examine the stories and perspectives of 
six Holocaust survivors through narrative analysis . The six persons in 
this study represent five different ethnicities and places of origin and 
include three who were held captive in concentration camps, ghet-
tos, and work camps, including one who was subjected to unethical 
experimentation; one who was in constant hiding; one who was a 
refugee and escaped to the United States, and one who speaks of her 
non-Jewish brother, who was imprisoned by the Nazis . Through the 
context of survivors’ stories, which were captured in semistructured, 
audio-recorded interviews, we are better able to understand their be-
liefs, attitudes, and feelings surrounding the modern-day use of Nazi 
data along with the ethics of human experimentation more broadly . 
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The first part of the interview gave participants the opportunity to 
tell life stories between 1939 and 1945 without structured questions 
or any interruptions, and the second part completed the interview 
with structured questions surrounding the use of Nazi data and what 
makes human experimentation ethical (or not) . Although there is not 
a unifying method for interpreting stories, including how and why 
they are told, the methods through which we interpret the varied, 
lived-experiences of six Holocaust survivors include identifying those 
persons, places, and events that have shaped the feelings, values, and 
thoughts of the storytellers . Given the few remaining Holocaust survi-
vors, the stories of their past and the evolving perspectives captured 
today have revealed to us the importance of revisiting the question 
of whether past Nazi data should be used in modern times . Although 
ultimately we conclude that the answer is no, the conditions identi-
fied by the survivors based on their own lived experiences present 
closure to this debate . Our participants, who considered the use of 
Nazi data beyond an emotional level, recognized why even valid Nazi 
data should not be used unless future generations are educated, the 
Holocaust and its victims are remembered, and future populations are 
saved following the exhaustion of all other possible ethical scientific 
pursuits .

Do We have a new Moral Duty for you? reprogenetics and 
Parental Moral obligations
Inmaculada De Melo-Martin, PhD, Weill Cornell Medical College-Cornell 

University, New York, NY

objectives
1 . Identify arguments defending moral duties to select and enhance 

human embryos .
2 . Show that such arguments presuppose a problematic concep-

tion of moral duty .
Technological developments change human actions and mediate the 
reasons we have to act . Technologies can allow and forbid, encourage 
and block, alter and reinforce human actions . But by revealing reality 
in new ways and shaping what our practical options are, they can also 
mediate our reasons and motivations for what we believe to be the 
case and our ideas about what we ought to do . Indeed, one important 
aspect of technological innovation—and one that often is not given 
due consideration—is its ability to give rise to new duties and rights, 
constrain existing rights, and limit currently accepted moral obligations . 
This has been especially salient in the case of reproductive and genetic 
technologies . These technologies have expanded people’s opportuni-
ties to reproduce, to diagnose or treat particular diseases, or to create 
different family arrangements, for instance . They have also created the 
option to select what embryos to implant and open the possibility to 
manipulate the human genome . Thus, some have argued that the avail-
ability of in vitro fertilization and preimplantation genetic diagnosis 
(PGD) imposes a parental duty to select the child, out of a range of 
possible children they might have, who will be likely to lead the best 
life . Still others contend that parents have an obligation to use PGD 
when they are at significant risk of producing children with serious ge-
netic disorders and that they have a duty to try not to bring affected 
babies into this world . Others claim that our ability to modify the hu-
man genome so as to produce individuals who can live much longer 
and healthier lives, have greater intellectual capacities, and have more 
refined emotional experiences, creates a duty to enhance our future 
children . The purpose of this presentation is to critically examine these 
new moral duties . I first present the arguments offered in favor of sev-
eral of these presumed new moral obligations and examine how such 
duties are understood . I then argue that the conceptualization of moral 
duty that underlies these claims is a problematic one that actually un-
dermines the role that moral obligations play in our moral lives . I also 
call attention to the problematic consequences for prospective parents 

in particular and society in general of defending the existence of these 
new moral duties . Once such problematic conception is brought to 
light, it becomes clear that prospective parents have neither a moral 
duty to select embryos nor a duty to enhance them .

PANEL SESSION (205)
Bioethics Capacity Building in a Corporate setting: one 
Pharmaceutical Company’s experience
Luann E. Van Campen, PhD, Eli Lilly and Company, Indianapolis, IN
Donald G. Therasse, MD, Eli Lilly and Company, Indianapolis, IN
Tom L. Beauchamp, PhD, Georgetown University, Washington, DC
Robert J. Levine, MD, Yale University, Milford, CT

objectives
1 . Describe pharmaceutical bioethics .
2 . Describe the purpose and organization of one pharmaceutical 

company’s corporate bioethics program .
3 . Describe the challenges and benefits of a corporate bioethics 

program from the perspective of an academic bioethicist–con-
sultant .

Scientific research once was considered principally an academic insti-
tutional practice, but since the 1980s, the private sector has become in-
creasingly research oriented, with its share of the $80–$90 billion invest-
ed in biomedical research and development reaching 60%–70% by 2005, 
according to Moses and colleagues . The result has been a growth in re-
search collaborations among academic institutions, government, and in-
dustry, which has been called the “triple helix” (Etzkowitz & Leydesdorff, 
2000) . Of the three members of the triple helix, the pharmaceutical 
industry is often the most scrutinized for the adequacy of its ethical 
policies and practices because of its association with profit, direct-to-
consumer advertising, and political influence . The industry has been 
significantly underrepresented in bioethics associations and meetings 
and is often dismissed as a serious and legitimate contributor . The latter 
viewpoint is highlighted in the way that some have characterized the 
historical progression of developments in the field of bioethics: (1) devel-
opment of clinical ethics, (2) initiation of academic endeavors, (3) estab-
lishment of bioethics centers, (4) bioethicists’ service as consultants to 
industry, and (5) bioethicists’ service as consultants to media . Missing in 
this sequence is the emergence of industry-initiated bioethics commit-
tees and/or bioethics programs . This oversight likely is due to several fac-
tors . First, there is a public and academic perception that a pharmaceuti-
cal company is not capable of sustained and deep work in bioethics, and 
in general is not dedicated to serious ethical self-governance . Many think 
that ethical standards and oversight must be exerted as an external force 
because of perceived internal bias or obsession with the financial bottom 
line . Second, it may be due to a lack of understanding of what the indus-
try is doing . Most companies have not been transparent about their bio-
ethics practices and processes . Finally, there is a notable gap of bioethics 
expertise within the pharmaceutical industry, which is due to two factors . 
Rather than focusing on bioethics per se, this highly regulated industry 
traditionally has focused its internal resources on compliance with regu-
lations . Additionally, it has relied on external bioethics experts to provide 
a needed objective perspective to guide company decisions that may 
or may not be driven by regulatory requirements . A complementary and 
innovative approach to pharmaceutical bioethics is to build bioethics ca-
pacity within a company in addition to seeking consultation from bioeth-
ics experts . During this session, speakers will describe one pharmaceuti-
cal company’s bioethics program that uses such an approach . The first 
panelist, a senior leader from the company, will describe the context for 
the bioethics program and provide an overview of its organization and 
purpose, including four core capabilities: (1) position development, (2) 
consultation service, (3) education and training service, and (4) scholar-
ship and collaborative projects . The second and third panelists will share 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  31

sCheDuLe With aBstraCts—friDay, oCtoBer 25

observations about the challenges and benefits of a corporate bioethics 
program from their perspectives as academic bioethicist-consultants . All 
three panelists will reflect on what role moral courage has in a corporate 
setting and how this role affects collaborations within the triple helix .

PANEL SESSION (206) 
the Moral Limits of Medicine: rhetorics of Medical 
Controversy
Bernice L. Hausman, PhD MA, Virginia Tech, Blacksburg, VA
Heidi Lawrence, Virginia Tech University, Blacksburg, VA
Amy R. Reed, PhD, Rowan University, Glassboro, NJ
Kelly Pender, PhD, Virginia Tech University, Blacksburg, VA

objectives
1 . Show how medical progress inaugurates moral limits on medical 

practice .
2 . Demonstrate how rhetorical analysis can identify and interrogate 

medical controversies through the analysis of the moral limits of 
medicine .

3 . Open up for discussion the idea that medicine must sometimes 
step aside to allow patients alternative sources of information to 
influence their practices .

This panel aims to reorient conventional understanding of bioeth-
ics through rhetorical analysis, thus providing a cultural approach to 
bioethics focusing on language use . In part, biomedical ethics is a 
response to new technologies, a limiting mechanism within medicine 
that moderates the impact of medical technology on human experi-
ence . But medical technologies themselves may place limitations on 
medicine, insofar as they can produce knowledge that is not possible 
to act on, create situations that send patients to other sources for 
information and comfort, or demonstrate implicit deficiencies in medi-
cal practice as a response to fundamental human uncertainties . These 
moral limits require acknowledgment of the boundaries of medical 
knowledge and limitations of medicine’s capacity to address problems 
it engenders . This panel analyzes how medical technology produces 
a (moral) limit to medicine . The analytic approach taken in each pre-
sentation is rhetorical, meaning that presenters attend to language 
use in the situational context of utterance and the broader context of 
culture and belief—that is, language in both material and ideological 
contexts . In addressing the purpose of the language used in the given 
situation—what the language is meant to do—the presenters explore 
how medical practice itself creates contexts in which its own expertise 
is uncertain . In so doing, the panel as a whole reveals how advances in 
medical technology create current moral quandaries that destabilize 
medicine’s triumphant narrative of moral progress . The first presenter, a 
professor of English with an appointment at a medical school, develops 
the theoretical groundwork for the panel, explaining and expanding on 
the discussion above and relating it, briefly, to contemporary vaccina-
tion controversy . The second presenter, an assistant professor of writ-
ing arts, examines prenatal genetic testing, especially new noninvasive 
tests for Down syndrome, investigating how “fairness” is rhetorically 
constructed in information provided at the time of testing . This second 
presenter ultimately argues that, within medicine, the conflux of medi-
cal authority and perceived technological impartiality encourage cer-
tain representations of Down syndrome and preclude others, suggest-
ing that medical professionals have a limited rhetorical capacity for ex-
plaining the meaning of Down syndrome to their patients and that they 
are morally obligated to encourage them to seek alternative sources 
of information . The third presenter, an associate professor of English, 
reports on a comparative case study of message-board discourse in 
two online biosocial communities, FORCE (which serves those at risk 
for breast and ovarian cancers) and LSI (which serves those at risk for 
Lynch syndrome cancers), explaining how the moral limits of genetic 

medicine are framed in relation to the materiality of specific disease 
prevention practices (e .g ., colonoscopy, prophylactic mastectomy, and 
prophylactic hysterectomy) . Based on this rhetorical-materialist read-
ing of biosocial discourse, the third presenter argues that bioethical 
investigations of moral progress, innovation, and courage must attend 
to the local contexts in which those at genetic risk make and justify de-
cisions about what they will and will not do to their bodies in order to 
protect their health .

PAPER SESSION (207): gENETICS
translating Whole genome sequencing into the Clinical: 
ethical, Legal, Policy, and social Considerations for 
institutional Leaders
Karen Maschke, PhD, The Hastings Center, Garrison, NY
Jennifer B. McCormick, PhD MPP, Mayo Clinic, Rochester, MN

objectives
1 .  Examine how current research and translational ethics para-

digms impact translation of whole genome sequencing into 
standard clinical practice . 

2 .  Consider mechanisms to effectively foster translation of 
genomic-based medicine into clinical care, using whole genome 
sequencing as an example .

Whole genome sequencing (WGS) is an innovative diagnostic tool that 
will dramatically expand basic scientific understanding of the biological 
underpinnings of human health, the pathogenesis of diseases, and the 
interindividual variation in response to therapies . The final downstream 
process of translation of a WGS creates an ethical conundrum: balanc-
ing validity and utility with the enthusiasm of being identified as an ear-
ly adopter of a cutting edge technology, either as an institution or an 
individual . Research medical institutions are at the cutting edge in this 
final translational phase and are being confronted with the complexi-
ties of unmooring an ethically and analytically challenging technology 
from the IRB-approved research setting and using it as a clinical tool 
with patients, rather than as a research tool with human subjects . The 
complexities include but are not limited to regulatory requirements for 
genomic testing and analysis, the evidence base for the disclosure or 
nondisclosure of genomic information, the duty to disclose genomic in-
formation to patients and others, when and how genomic information 
is disclosed, and the obligation of institutions to create an adequate 
infrastructure to manage the integration of WGS into clinical care over 
time . In addition, ethical and policy questions arise about charging 
patients and/or third-party payers for WGS when questions remain 
regarding the clinical validity and utility of genomic sequencing infor-
mation . Academic research institutions are at the forefront of diffusing 
WGS into clinical medicine in at least two ways: by inviting large num-
bers of their patients to undergo WGS within the context of a research 
protocol approved by an institutional review board (IRB) and/or by 
offering WGS to selected patients as a clinical diagnostic tool outside 
of the research context . These are not exclusive of each other and raise 
questions about when and under what conditions an innovative tech-
nology like WGS should be used in the clinical setting unmoored from 
an IRB-approved research protocol . Of key interest for this project are 
the scientific, ethical, legal, and policy issues influencing research medi-
cal institutions’ approaches to offering WGS to patients . Do they do so 
only under an IRB-approved research protocol? Do some offer WGS 
outside of the research context? Who decides and how is that decision 
made? How do they respond to concerns about information privacy? 
How are they considering whether to provide updates to patients? 
How do primary physicians perceive the validity and utility of WGS? 
What are their concerns about the scientific, ethical, legal, and policy 
challenges of integrating WGS into their clinical practices? This paper 
presentation will examine literature on research and translational eth-
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ics (including that of genomic research) and the factors that shape the 
final stages of translation of WGS, and propose mechanisms for how 
research medical institutions integrating WGS in clinical care might 
negotiate the interplay of the scientific, ethical, legal, and policy issues 
involved with integrating this innovative technology into the clinic .

attitudes about regulating Consumer genetic testing 
services: Views from users
Sarah S. Kalia, ScM CGC, Brigham and Women’s Hospital and Harvard Medical 

School, Boston, MA
Barbara A. Koenig, PhD, University of California–San Francisco, San Francisco, CA
Sarah Gollust, PhD, University of Minnesota, Minneapolis, MN
Stacy W. Gray, MD AM, Dana-Farber Cancer Institute, Boston, MA
Clara A. Chen, Boston University, School of Public Health, Boston, MA
Tanya A. Moreno, PhD, Pathway Genomics, San Diego, CA
Joanna Mountain, PhD, 23andMe, Inc., Mountain View, CA
Richard R. Sharp, PhD, Cleveland Clinic, Cleveland, OH
Amy McGuire, JD PhD, Baylor College of Medicine, Houston, TX
J. Scott Roberts, PhD, University of Michigan School of Public Health, Ann Arbor, 

MI
Robert C. Green, MD MPH, Brigham and Women’s Hospital and Harvard Medical 

School, Boston, MA

objectives
1 . Describe consumers’ attitudes about access to and regulation of 

consumer genetics services .
2 . Demonstrate the impact of genetic testing information on con-

sumers’ attitudes about regulation of genetic testing .
3 . Consider the role of consumer attitudes on policy deliberations 

about regulation of consumer genetics .
The Impact of Personal Genomics (PGen) Study is a collaboration 
between researchers at Brigham and Women’s Hospital and the 
University of Michigan School of Public Health and two consumer ge-
netic testing companies, 23andMe and Pathway Genomics . New cus-
tomers of these companies were recruited for the study; at the time 
they submitted DNA samples to assess how consumer genetic testing 
influences users’ risk perceptions, psychological health, health behav-
iors, healthcare utilization, and communication about results . In this 
study, initial and follow-up surveys have already been completed, and 
researchers will be obtaining individual participants’ genetic risk infor-
mation to compare with their survey responses . This session will focus 
on participants’ views on regulation of the consumer genetic testing 
industry . Although experts in genetics and bioethics have deliberated 
over regulatory approaches for consumer genetics services for almost 
a decade, the opinions of users of these services have been generally 
missing from the debate .

To date, 986 respondents have completed the third wave of our 
longitudinal survey (October 2012–March 2013), fielded 6 months 
following disclosure of their genetic testing results . Respondents ex-
pressed strong enthusiasm for direct access to testing: 90% agreed 
that people have a right to access genetic information without go-
ing through a medical professional, with stronger agreement among 
males (p < 0 .05) . A large majority (86 .6%) of respondents agreed that 
parents should obtain results for their children . Most (62 .8%) agreed 
that consumer genetic information should be included in the medical 
record, with stronger agreement among males (p < 0 .05) . Regarding 
insurance coverage, 58 .6% of respondents agreed that insurance 
should cover consumer genetic testing, and 67 .7% agreed that ge-
netic tests should be available more widely . Younger respondents 
were more likely than older respondents to agree that health insur-
ance should cover consumer genetic testing (p < 0 .01) . Only 27 .3% 
agreed (10 .9% strongly, 16 .5% somewhat) that the government should 
increase testing regulations, with stronger agreement among younger 
respondents (p < 0 .01) . Respondents who reported that they received 
many high-risk results (14% of total) were significantly more likely to 

indicate that insurance should cover testing (p < 0 .03), that genetic 
information should be part of the medical record (p < 0 .01), and that 
people should have a right to access their own genetic information 
without going through a medical professional (p < 0 .05) . In contrast 
to existing recommendations by health policy and ethics experts, the 
overwhelming majority of users of consumer genetics services are 
opposed to regulation limiting these services . The vast majority of 
respondents believe that parents should be able to obtain consumer 
genetic testing for their children, and more than half of respondents 
agreed that the results of consumer genetic testing should be in-
cluded in the standard medical record . Users of consumer genetics 
services have beliefs and attitudes that differ significantly from the 
consensus views of health policy and ethics experts .

a Quantitative study of Perspectives on genetic incidental 
findings
Benjamin E. Berkman, JD MPH, National Institutes of Health, Bethesda, MD
Sara C. Hull, PhD, National Institutes of Health, Bethesda, MD
Catie Gliwa, National Institutes of Health, Bethesda, MD
Ilana R. Yurkiewicz, BS, Harvard University Medical School, Boston, MA

objectives
1 . Use objective data to shed light on whether and why people 

think that there is an obligation for researchers to disclose ge-
netic incidental findings .

2 . Explore how members of the research ethics community are ac-
tively grappling with the problem of genetic incidental findings .

Background: Genomic science is in the midst of a revolution . For the 
past few decades, researchers were limited by the relatively inefficient 
and expensive sequencing technologies at their disposal, and the 
difficulty of producing genetic sequence data meant that research-
ers conducted targeted genetic research, focusing on only the most 
promising genes or genomic regions . Over the past few years, how-
ever, new genetic sequencing technologies have broken through this 
data production bottleneck . With these technologies rapidly advanc-
ing, and a $1,000 genome now imaginable, investigators have enthu-
siastically begun to sequence their subjects’ whole exomes and ge-
nomes . In the course of sequencing and analyzing a subject’s exomic 
or genomic data to answer a specific scientific question, investigators 
will likely come across individual genetic findings that are unrelated 
to the aims of their research but that have clinical or personal signifi-
cance for their subjects . There has been an active debate about the 
circumstances (if any) under which there is an obligation to disclose 
genetic incidental findings (GIFs) . Questions about the disclosure of 
results become more complicated as the number of results generated 
increases, which is precisely what is likely to occur as next-generation 
sequencing technologies begin to replace targeted genetic research 
techniques .

Methods: In order to better understand how the bioethics commu-
nity is thinking about the management and disclosure of GIFs in the 
context of genomic sequencing protocols, we conducted a national 
Web-based quantitative survey of people affiliated with the field of 
research ethics .

Results: Data collection is ongoing, but we currently have more than 
700 respondents .

Conclusions: The presentation will discuss the preliminary results from 
this survey, focusing on a number of questions, including: (1) Do peo-
ple working in the research ethics community believe that there is an 
obligation to offer incidental findings, and what is the source of that 
obligation? (2) Are there compelling reasons (such as resource limi-
tations) that can diminish a general obligation to disclose incidental 
findings? (3) What kinds of genetic incidental findings may warrant 
disclosure? (4) What are appropriate strategies for managing subject 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  33

sCheDuLe With aBstraCts—friDay, oCtoBer 25

expectations about GIFs? (5) Do research participants have a right 
not to know their own genetic information?

PAPER SESSION (208): STUDENT PAPER AWARD 
SELECTIONS
Bioethics, human rights, and Maternal Mortality
Laura Bothwell, Columbia University, New York, NY

More than informed Consent: Why research ethics needs 
religion
Alyssa Henning, Northwestern University, Chicago, IL

toward a More Patient-Centered advance Directive for 
surgical Patients
David Klein, Northwestern University, Feinberg School of Medicine, Chicago, IL
The Awards Committee has selected three student papers to be 
presented during this special session . One winner will be chosen at 
the meeting on the basis of the content and presentation, and an an-
nouncement of the winner will be made at the Members’ Meeting .

PANEL SESSION (248)
institute of Medicine's report on Delivering high-Quality 
Cancer Care: Charting a new Course for a system in Crisis—
implications for Clinical ethics
Neil Wenger, MD MPH, David Geffen School of Medicine at UCLA, Los Angeles, 

CA
Mary S. McCabe, MA RN, Memorial Sloan-Kettering Cancer Center, New York, 

NY
In order to evaluate and address the deficiencies in the U .S . cancer 
care system, particularly those affecting the growing elderly popula-
tion, the Institute of Medicine (IOM) convened a panel of oncology 
providers, surgeons, primary care providers, researchers, and policy 
makers . The 2013 report released by the IOM panel concluded that 
the state of cancer care is not sustainable and is on the brink of cri-
sis . Specifically:

 • In the United States, more than 1 .6 million new cases are 
diagnosed each year, and approximately 14 million survivors are 
currently living following a cancer diagnosis .

 • The number of cancer survivors is projected to reach 18 million 
by 2020, and most of these survivors will be age 65 or older and 
will have comorbid medical conditions .

 • Demand for cancer care is growing, driven by both the aging of 
the population and improved survival rates .

 • The oncology workforce is not expected to keep up with the 
demand . Current care is not coordinated .

 • The costs of cancer care continue to increase, outpacing the 
costs of care for noncancer conditions .

 • The current system is not as patient oriented or evidence based 
as it needs to be .

To address the system in crisis, the IOM committee released 10 recom-
mendations targeting all stakeholders involved in cancer care . Clinical 
ethicists and primary care clinicians play a critical role in the care of 
cancer patients, from the time of diagnosis through treatment, survivor-
ship, and end-of -life care . The IOM recommendations specifically point 
to issues of interest to personnel involved in end-of-life care and ethics, 
including the following: 

Recommendation 1: The cancer care team should provide patients and 
their families with understandable information on cancer prognosis, 
treatment benefits and harms, palliative care, psychosocial support, and 
estimates of the total and out-of-pocket costs of cancer care .

Recommendation 2: In the setting of advanced cancer, the cancer care 
team should provide patients with end-of-life care consistent with their 
needs, values, and preferences .

 • Professional educational programs for members of the cancer 
care team should provide comprehensive and formal training in 
end-of-life communication .

 • The cancer care team should revisit and implement their 
patients’ advance care plans .

 • The cancer care team should place a primary emphasis on 
providing cancer patients with palliative care, psychosocial 
support, and timely referral to hospice care for end-of-life care .

 • The Centers for Medicare and Medicaid Services and other 
payers should design, implement, and evaluate innovative 
payment models that incentivize the cancer care team to 
counsel their patients about advance care planning and provide 
timely referral to hospice care for end-of-life care .

9:15–10:15 aM
PLENARY SESSION

a Conversation with amy gutmann, Chair, 
Presidential Commission for the study of 
Bioethical issues
Amy Gutmann, PhD, University of Pennsylvania, Philadelphia, PA
A moderated conversation session in which one or 

more members of the ASBH leadership pose questions to Bioethics 
Commission chair Amy Gutmann on current issues in bioethics .

10:15–10:30 aM
BREAK IN THE ExHIBIT HALL

10:30–11:30 aM
CONCURRENT SESSIONS

PAPER SESSION (209): CLINICAL ETHICS/
CONSULTATION
a Capability approach to Menstrual Management and 
education
Elizabeth A. Allan, BA, University of Maryland School of Medicine, Baltimore, MD

objectives
1 . Raise awareness about the challenge that menstrual health poses 

to girls’ education .
2 . Understand the unique strengths of a capability approach in ap-

proaching public health problems .
According to Amartya Sen’s capability approach, development 
should promote the well-being of people, not so that each person 
achieves a minimum set of goods, but rather to allow the flourishing 
of the individual . No capability theorist would argue against the role 
of education, and particularly education for girls, in achieving this 
end . However, biology sometimes challenges development aims, as I 
learned as a teacher to 200 adolescent girls at a school in the foothills 
of southern Africa’s Maloti Mountains . Menstrual health is just one 
contour of adolescent experience, and it is infrequently addressed as 
a public health or development issue . Sen’s notion of development as 
a process for maximizing individuals’ “substantive freedoms” provides 
a lens for approaching the problem of education at adolescence . His 
theory, founded on aspirations for capability and autonomy, points 
to a way forward that demands rigorous analysis without being 
crippled by purely quantitative measures of progress . Drawing on 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  34

sCheDuLe With aBstraCts—friDay, oCtoBer 25

his work, I identify a range of considerations central to understand-
ing the significance of menstrual health to education and develop-
ment . These considerations fall into two categories: the relationship 
between well-being and individual agency and the need to balance 
the norms of a culture against individual aspirations . Menstruation 
does not constitute a hurdle to well-being in and of itself, but it poses 
the potential to sharpen vulnerabilities and even create new vulner-
abilities . Menstruation also marks a culturally and instrumentally im-
portant point of transition in girls’ lives from childhood to adulthood . 
This transition is critical, as it marks the point in time when many girls 
are no longer able to continue in school . I use both anecdotal and 
quantitative evidence from Lesotho to tie statistical figures to the 
lived realities of girls in education . My goal is to highlight the shift in 
the field of development away from structural adjustment and toward 
interventions that are attendant to the potential for human capability . 
This focus on human capability makes space for my later argument 
that menstrual health interventions may be a positive and meaning-
ful means of promoting dignity and autonomy among young women 
in poor contexts . Menstruation is situated at a crossroads of sorts—
between childhood and adulthood, vulnerability and responsibility, 
personal and public realms—and it thus reveals a great deal about 
the constant negotiation of realities that girls face as they complete 
their educations . I wish to avoid implying that menstruation is merely 
a medical phenomenon to be conquered or minimized by placing this 
discussion in a rich context of culture and values . If a response or shift 
in practice is warranted, as I argue it is, it must nevertheless find di-
rection in participatory decision making . Finally, I emphasize the fact 
that, even at a rural school in one of the world’s poorest countries, 
girls are hardly insulated from global forces . Their shifting position be-
tween the global and the local has very real implications for how even 
the most personal of life processes are encountered and understood .

Moral Courage When the Courts impinge on the Patient–
Doctor relationship
Dena S. Davis, JD PhD, Lehigh University, Bethlehem, PA
Eric Kodish, Cleveland Clinic, Cleveland, OH

objectives
1 . Discuss a variety of moral dilemmas arising when law conflicts 

with good medical practice .
2 . Analyze the concept of moral courage in the context of the 

patient-doctor relationship when imperiled by these legal im-
pingements .

Although the practice of medicine should ideally be governed pri-
marily by concern for patient welfare, in fact it is often influenced by 
law and politics . In the last several decades, physicians have been 
confronted with state laws that require them to practice what they 
may consider to be bad medicine . How should physicians use moral 
courage to respond to these laws? The tragic shootings in Newtown, 
CT, reprise an issue that has long been of concern to pediatricians . A 
Florida statute made it illegal for pediatricians to ask families if they 
possessed guns . American Academy of Pediatrics (AAP) policy di-
rects pediatricians to make this a routine inquiry, in order to counsel 
parents about gun safety . Other AAP policies inquire about pool safe-
ty, automobile restraints, and other issues, reflecting AAP belief that 
children’s health is not just about “medicine .” Although the Florida law 
was struck down on free speech grounds, the state is appealing, and 
similar laws are in the works elsewhere . Opponents of Arizona’s 2004 
immigration law claimed that it would require public health officials to 
turn in undocumented immigrants seeking medical help, and criminal-
ize physicians who offered services to undocumented immigrants . 
Because of the politically fraught status of abortion and contracep-
tion, gynecologists and obstetricians often find themselves caught 

between complying with the law and practicing good medicine . Some 
state laws require doctors to “inform” patients of scientific untruths, 
such as the purported connection between abortion and breast can-
cer, or abortion and depression . Other laws force physicians to require 
their patients to watch fetal ultrasounds, listen to fetal heartbeats, 
etc ., things that physicians might ordinarily offer to patients but never 
insist upon . In Rust v. Sullivan, the Supreme Court ruled that health 
providers in publicly funded family planning clinics can legally be 
prohibited from “advocating [or] counseling [regarding abortions] 
or referring” patients for abortions . In other words, a physician who 
believes that abortion is a good medical option for her patient cannot 
even discuss that possibility and enable the patient to seek care else-
where . This is especially troubling because it has a disparate impact 
on the poor and underinsured, who have no choice but to use publicly 
funded clinics . What ought the ethical physician to do when caught 
between her professional obligations to do her best for the patient 
and her legal obligation to obey the law? In this paper, we consider 
how physicians should negotiate the tensions between their profes-
sional duty to patients and their duty as citizens to obey the law . We 
make use of varying models of the physician-patient relationship, 
including the contractual and the covenantal, consider possible dif-
ferences between obligations to children versus adults, and examine 
theories of civil disobedience . The concept of moral courage requires 
that physicians attend to their own concerns about professional in-
tegrity and act to influence legislative, judicial, and executive authori-
ties to repeal these laws . If not, they will continue to have a corrosive 
effect on the covenantal relationship between doctor and patient . In 
some cases, nonviolent civil disobedience may be appropriate .

PAPER SESSION (210): END OF LIFE/ORgAN DONATION
the frequency and Cost of futile treatment in Critical Care
Thanh N. Huynh, MD MSHS, David Geffen School of Medicine at UCLA, Los 

Angeles, CA
Joshua F. Wiley, MA, University of California, Los Angeles, CA
Eric C. Kleerup, MD, David Geffen School of Medicine at UCLA, Los Angeles, CA
Neil Wenger, MD MPH, David Geffen School of Medicine at UCLA, Los Angeles, 

CA

objectives
1 . Demonstrate that futile treatment in critical care can be mea-

sured and explain how it was done .
2 . Describe the prevalence of futile treatment in critical care and 

the associated cost .
Background: Medicine is now able to keep patients alive in conditions 
such as permanent unconsciousness and permanent dependence on 
life-sustaining machines, conditions that nearly all people would not 
want . Intensive care interventions that prolong life without achiev-
ing an effect that the patient can appreciate as a benefit are often 
considered “futile” by healthcare providers . Although patient dignity 
and the goals of medicine are compelling reasons not to provide futile 
treatment, there are also economic costs . The prevalence and cost of 
futile critical care has not been quantified . We aimed to quantify and 
characterize the prevalence of futile treatment in adult critical care .

Methods: A focus group of clinicians who provide care for critically 
ill patients developed a consensus definition of futile treatment . On 
a daily basis from December 15, 2011, through March 15, 2012, we sur-
veyed critical care physicians in five intensive care units (ICUs) in one 
healthcare system to identify patients the clinicians identified as re-
ceiving futile treatment . Clinicians were also asked why the treatment 
was futile . We calculated the cost of futile treatment by summing 
daily costs after the patient was assessed to be receiving futile treat-
ment . In addition, we evaluated delayed admission of patients to a full 
ICU with at least one patient receiving futile treatment .
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Results: The 6,916 assessments by 36 critical care specialists on 1,136 
patients over 3 months found that 904 (80%) patients never received 
futile treatment, 98 (8 .6%) patients received probably futile treat-
ment, and 123 (11%) patients received futile treatment . Eleven (1%) pa-
tients received futile treatment only on the day they were transitioned 
to palliative care and were excluded from the analysis . The 123 pa-
tients received 464 days of futile treatment in critical care (range 1 to 
58 days), accounting for 6 .7% of all assessed patient days in the five 
ICUs . The most common reason for futile treatment was that burdens 
grossly outweighed benefits (58% of patients) . For 51% of patients 
receiving futile treatment, physicians indicated that treatment could 
never reach the patient’s goals, for 37% death was imminent, and for 
36% the patient would never be able to survive outside of an ICU . 
Eighty-four of the 123 futile patients died before hospital discharge 
and 20 patients died within 6 months of ICU care (6-month mortal-
ity, 85%) with survivors remaining in severely compromised health 
states (e .g ., unresponsive on life-sustaining treatment in a skilled facil-
ity) . The cost of futile treatment in critical care was estimated to be 
$5 .3 million for this 3 month period at one academic health system . 
Thirty-three patients had delayed entry (>4 hours) to the ICU from 
the emergency room when the ICU was full with ≥ 1 patient receiving 
futile treatment .

Conclusions: Futile treatment at the studied health system is com-
mon and its cost is substantial . Because the provision of critical care 
is resource intensive and not in the best interest of dying patients and 
those in extremely compromised health states, efforts should explore 
methods to reorient treatment to better serve patients .

Physicians’ Beliefs and Behaviors in the face of Medical 
futility
Cynthia Griggins, PhD MA, University Hospitals Case Medical Center, Cleveland, 

OH

objectives
1 . Review how physicians at a tertiary care hospital are currently 

defining medical futility .
2 . Explain how physicians make their decisions to provide or not 

provide medically futile treatments when a family requests them .
One of the most stressful situations that a physician can face, and one 
that requires the most courage, is treating a dying patient whose dis-
tressed and desperate family members are insisting on futile or inap-
propriate treatments . Only one state (Texas) has an established legal 
process that guides a physician through this situation, but even then, 
the major burden for deciding when something is futile, and whether 
or not to provide it, falls upon the treating physician . Because there 
is no agreed-upon definition of futility, individual physicians must 
decide, on a case-by-case basis, where to draw the line and when to 
explain to the family that a requested treatment should not be deliv-
ered . Then of course they must decide whether or not to stand firm 
when conflicts with the family cannot be resolved . How individual 
practitioners define futility, and how they handle their professional 
responsibilities in the face of family demands, are empirical issues that 
have not been studied recently . Our clinical ethics service surveyed 
more than 100 attending physicians and residents in our academic 
medical center, and asked them a series of questions about their at-
titudes, beliefs, knowledge, and likely behaviors in the face of requests 
for medically futile treatment . We asked the physicians for their work-
ing definition of futility . We assessed their knowledge of state law, 
professional society policies, and our own hospital policy on futility . 
We also attempted to determine the most salient issues that they 
considered when making a judgment of medical futility: was it legal 
concerns, prognostic uncertainty, moral uncertainty, family benefit, or 
personal reasons? We then presented case scenarios involving pos-

sible interventions, and asked the physicians which interventions they 
would consider to be medically futile, and whether or not they would 
provide them if the family insisted . This presentation will review the 
results of our survey, along with analyses of physician variables such 
as specialty area, level of experience, religious affiliation, and comfort 
with conflict . Various influences on physicians’ decisions regarding 
medical futility will be discussed, as well as what appear to be signifi-
cant inconsistencies between their perceptions and their likely behav-
iors when faced with requests for futile treatments .

PAPER SESSION (211): HEALTH POLICY/PUBLIC 
HEALTH
names and norms: noninfectious Disease Vaccines and the 
ethics of Classification in Public health
Jason L. Schwartz, PhD MBE, Princeton University, Princeton, NJ

objectives
1 . Describe several noninfectious disease candidate vaccines cur-

rently in development and receiving public attention .
2 . Explain the justifications offered by sponsors of these products 

for referring to them as “vaccines .”
3 . Discuss the significance of these naming decisions and the po-

tential ethical and public health consequences of doing so .
The development of medical interventions that employ patients’ own 
immune systems in the prevention or treatment of noninfectious dis-
eases is an increasingly prominent and promising research strategy . 
Immune-based approaches to hypertension, diabetes, alcoholism, 
nicotine and cocaine addiction, and numerous cancers are just some 
examples of ongoing research programs receiving interest and invest-
ment . These research activities have great potential to address many 
of the most significant threats to public health and global health in 
the realm of noninfectious disease . Researchers, sponsors, and other 
proponents routinely refer to these products in development as vac-
cines . Decisions to describe this class of interventions as vaccines are 
deliberate and significant, requiring a considerable expansion in tradi-
tional understandings of vaccines and vaccination . Even if justified by 
their underlying physiological and immunological mechanisms, these 
rhetorical choices have ongoing, foreseeable, and potential conse-
quences for the testing and regulation of these products and for their 
possible addition to the public health armamentarium . This paper 
considers the interconnected social, ethical, and policy implications of 
the expanding definition of vaccine and the relevance of these con-
siderations to public health policy and practice . There is a long tradi-
tion of efforts to expand the definition of vaccine, one that extends 
to the work of Louis Pasteur . His decision to associate his novel im-
munotherapies against anthrax and rabies with Jenner’s familiar and 
well-established cow (vacca) pox-derived smallpox vaccine reflects a 
theme in the history of innovation . Proponents of new medical inter-
ventions seek to position their products as novel, valuable solutions to 
improve health and well-being, but not so new as to require new reg-
ulatory frameworks or to pose substantial challenges to public educa-
tion and acceptance . Ongoing efforts to associate a range of novel 
immune-based preventive and therapeutic products with the vaccine 
“brand” follow this pattern . These voluntary decisions, reflected in 
the language and rhetoric of researchers, complicate the traditional 
narrative of vaccination as a highly contested, controversial aspect of 
contemporary medicine and public health . Despite the well-publicized 
concerns of some regarding the safety and necessity of vaccines, 
proponents of these new therapies see value in linking their products 
to existing vaccines and vaccination activities . However, viewing these 
products as vaccines raises numerous regulatory and implementa-
tion concerns with ethical significance . For example, the potential 
introduction of “cancer vaccines” and other products intended as 
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treatments would require substantial efforts to expand public and 
provider understandings of vaccines beyond their traditional identity 
as preventive interventions . Elsewhere, research on vaccine-based 
approaches to behavioral conditions such as addictions continues 
a trend toward the pharmaceuticalization of medicine and public 
health . The prospect of individuals who are “vaccinated” against con-
ditions like these may present challenges for complementary efforts 
aimed at risk reduction, among other concerns . Proponents of these 
and other noninfectious disease vaccines in development speak of 
their great potential to improve the health of individuals and popula-
tions . This paper takes seriously the ethical consequences of the ways 
in which this class of interventions is named and framed and the im-
plications of these choices for the future of public health .

Privacy and the regulation of research in academic and 
Corporate settings
Lisa M. Rasmussen, PhD, University of North Carolina at Charlotte, Charlotte, NC
Gordon Hull, PhD, University of North Carolina at Charlotte, Charlotte, NC

objectives
1 . Become familiar with arguments in favor of the regulation of 

academic research using human subjects .
2 . Be able to articulate two possible responses to the asymmetry of 

regulatory oversight between academic and corporate research .
The potential for a violation of privacy during data collection exists in 
both corporate and academic settings, yet only research in academic 
settings is federally regulated (via the Common Rule and Federalwide 
Assurance) . A number of recent cases indicate that this asymmetry 
is worth greater examination . For example, research at Facebook 
involving manipulation of the posted links of individuals was pub-
lished, though no human subject research oversight was required . 
On the other hand, an observation-only Facebook study conducted 
by Harvard researchers both received oversight before the fact and 
received critique when at least some of the deanonymized data were 
able to be reidentified . In a third case, students wrote a simple pro-
gram (unpublished) for identifying sexual orientation of Facebook 
users based on the number of Facebook friends a person has who 
declare themselves gay on Facebook (discovered via publicly avail-
able pages), and demonstrated success with a very small sample size . 
We consider several arguments which might be forwarded to sustain 
the asymmetrical treatment in regulating academic and corporate 
research, and argue that none decisively justifies the different treat-
ment . As a result, we forward two possibilities for regulating these 
types of research more similarly than is currently the case . One argues 
for less oversight of some academic research, based on the fact that 
the background conditions of most human subjects regarding privacy 
have changed what constitutes a normal risk of privacy violation . The 
second argues for more regulation of certain kinds of corporate data 
collection based on the federal definition of research as “a systematic 
investigation, including research development, testing, and evalua-
tion designed to develop or contribute to generalizable knowledge .” 
Two other considerations in the areas of research and privacy support 
our arguments, and we consider them briefly in conclusion . First, a 
longstanding worry about the effect of federal research regulation on 
academic freedom argues for limiting oversight of academic research 
where appropriate, and our argument to diminish some academic re-
search oversight advances on that front . Second, Helen Nissenbaum’s 
recent theory of privacy as contextual integrity helps to articulate 
some ways in which the two areas have similar chances of harming 
individuals via privacy violations, so it is consistent with seeking more 
uniformity in treating corporate and academic research .

thinking about infectious Disease Pandemics Beyond 
influenza: ethical Challenges in addressing the emerging 
threat of tuberculosis
Maxwell J. Smith, MSc, University of Toronto, Toronto, ON, Canada
Diego S. Silva, PhD, University of Toronto, Toronto, ON, Canada

objectives
1 . Illustrate that national pandemic planning around the world has 

taken influenza as its focus, and that the erroneous assumption 
has been made that the moral considerations for an influenza 
pandemic can be easily or systematically translated to other 
infectious disease outbreaks .

2 . Explore and analyze the moral differences that might exist for 
preventing, preparing for, responding to, and recovering from 
a tuberculosis pandemic as compared to traditional influenza 
pandemic planning .

In the past decade, the persistent threat of H5N1 “avian”‘ influenza 
and the 2009/2010 H1N1 “swine”‘ influenza pandemic have led to a 
concerted effort to develop government and nongovernmental pan-
demic plans . Presently, in addition to the World Health Organization, 
nearly every industrialized country has developed and published a 
national pandemic plan . These pandemic plans explore and provide 
guidance for the operational and ethical considerations involved in 
preparing for and responding to a global outbreak of a novel strain 
of influenza . Beyond influenza, multi-drug-resistant tuberculosis 
(MDR-TB) and extensively drug-resistant tuberculosis (XDR-TB) 
have emerged, and findings from recent studies now suggest the 
emergence of totally drug-resistant tuberculosis (TDR-TB) in several 
countries . Although there is no doubt a dire need to find an effective 
means of treating MDR-, XDR-, and TDR-TB, in the absence of effec-
tive pharmaceutical treatments, states ought to consider the possibil-
ity of a TB pandemic . However, despite significant scholarship in the 
area of pandemic planning, a disconnect exists between the values 
of public health and the broader ethics of planning for infectious dis-
ease pandemics beyond influenza . The preponderance of literature on 
influenza-specific pandemic planning has led some to the erroneous 
assumption that the moral considerations for an influenza pandemic 
can be easily or systematically translated to other infectious disease 
outbreaks . Furthermore, the shift from influenza pandemic planning 
to “all-hazards” planning (e .g ., for infectious disease outbreaks, hurri-
canes, bioterrorism, floods) means that our ethical guidance has been 
focused  either on one infectious disease (influenza) or on all hazards 
that have the potential to acutely burden the health system (i .e ., to 
have direct effects on the resources of health systems, primarily in 
acute care settings) . Thus, pandemic and all-hazard plans may not be 
sufficiently sensitive to the ethical considerations involved in prevent-
ing, preparing for, responding to, and recovering from other infectious 
disease outbreaks . This presentation seeks to explore and analyze 
whether our current pandemic planning efforts would be able to ad-
equately consider and address the ethical challenges of a tuberculosis 
pandemic . In this presentation, we argue that at least two important 
moral differences exist between planning for influenza pandemics 
(as currently conceived) and planning for pandemics of other infec-
tious diseases, like TB . First, planning for influenza pandemics has 
traditionally conflated the concept of “pandemic”‘ with “emergency”‘ 
such that most plans almost exclusively address considerations that 
arise as a result of an acute surge of health resource utilization . As a 
consequence, absent from traditional pandemic planning are ethical 
considerations surrounding the possibility of a protracted and more 
incremental impact on the health system, in addition to the absence 
of moral arguments for the prevention of pandemics and the recovery 
of persons and society from pandemics, should they occur . This over-
sight, in turn, leads to a second important moral difference from tradi-
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tional influenza pandemic planning, namely, that the moral questions 
surrounding infectious disease pandemics encompass more than 
merely preparing for the effects of a pandemic on a health system’s 
resources during a pandemic response phase .

PANEL SESSION (212) 
stewardship as Courage: empirical, Policy, and normative 
Dimensions
Susan D. Goold, MD MHSA MA, University of Michigan, Ann Arbor, MI
Jon C. Tilburt, MD, Mayo Clinic, Rochester, MN
Jason Egginton, MPH, May Clinic, Rochester, MN
Amber K. Sabbatini, MD, MPH, University of Michigan, Ann Arbor, MI

objectives
1 . Understand empirical, policy, and normative dimensions of physi-

cian stewardship .
2 . Reflect on and contribute to insights about how ethical steward-

ship can be facilitated .
Physicians can tailor judgments about the value of health services to 
individual needs and preferences . Physician stewardship thus greatly 
concerns patients, the profession, and policy makers . This panel will 
present results from several collaborative studies of U .S . physicians’ 
views and experiences of stewardship . The session will begin with 
the moderator defining key terms and introducing speakers . The first 
presenter will describe results from the recent “Physicians, Healthcare 
Cost, and Society” survey . We surveyed practicing U .S . physicians rep-
resenting all specialties, measuring cost consciousness and views of 19 
cost-containment strategies . Sixty-five percent responded . Physicians 
responded most favorably to promoting continuity of care as a strat-
egy to constrain spending . They expressed considerable enthusiasm 
for other cost-containment strategies aiming to enhance quality, such 
as improved decision support and better conversations with patients . 
They were less enthusiastic about financing reforms, although that re-
sponse varied by specialty, compensation type, and practice . In mul-
tivariate models, older age, a practice setting other than small/solo, 
salaried compensation types, and being somewhat or very liberal/
progressive were all associated with higher cost-consciousness scores 
(all, p <  .01) . The second presenter will present results from 10 profes-
sionally facilitated focus groups at three sites that explored individual, 
practice, and institutional factors identified by physicians that could 
facilitate or hinder ethical stewardship . Preliminary themes from this 
analysis include patients’ expectations and the influences on patients 
(media, family, cost), patient relationships and trust, and financial and 
nonfinancial resources; tradeoffs between time and stewardship (e .g ., 
“Whatever, Mrs . X . I can’t talk you out of it anymore . I’m done .”), lack 
of knowledge of costs and frustration with difficulty accessing cost 
information; the business of medicine; and financial incentives or lack 
thereof (“If there was any positive reinforcement for us taking time 
with our patients . Which there usually isn’t .”); physicians as role-mod-
els or change agents (“If some really prominent people stand up who 
are well respected and some big organization like X, not just some 
smaller group like [doctor’s name] standing up, then the nation would 
look and say, ‘Hey, maybe they have a good point there because X 
has already been held up as a good example .’ ”) . The third presenter 
will focus on results from the same focus-group discussions report-
ing a range of strategies used when considering resources, including 
patient education (“I mean, putting all the information on the table for 
them, um, trying to educate them that I won’t necessarily take what 
you’re requesting completely off the table, but let’s look at the whole 
picture and, and educate them .”) and shared decision making (“I usu-
ally try to ask, a lot of patients, you know, what are your concerns? 
What are your goals? You know, what do you expect to happen by 
having this procedure done? What are you worried about?”) Other 

strategies included deferral, e-consultation, refusing patient requests, 
or acquiescing . The audience will then be asked for feedback, implica-
tions for practice, and future directions for research .

PANEL SESSION (213)
Must We Be Courageous?
Ann B. Hamric, PhD RN FAAN, Virginia Commonwealth University, Richmond, VA
John D. Arras, PhD, University of Virginia, Charlottesville, VA
Margaret Mohrmann, MD PhD, University of Virginia, Charlottesville, VA
Jeffrey T. Berger, MD, Winthrop University Hospital, Mineola, NY

objectives
1 . Describe the development of the contemporary understanding 

of moral courage as a requisite virtue for the healthcare profes-
sional .

2 . Analyze two arguments against moral courage as a professional 
requirement in one of the healthcare disciplines .

Increasing attention is being paid to “moral courage” in health profes-
sional literature as a requisite virtue for clinical providers . Recent nurs-
ing articles have gone beyond describing the virtue to detailing strat-
egies for developing and demonstrating moral courage (Lachman, 
2011, Online Journal in Nursing [OJIN]; Murray, 2011, OJIN) . In medi-
cine, Caldicott and Faber-Langendoen (2005, Academic Medicine) 
asserted that “moral courage is an essential ingredient in medical 
training and practice .” This panel session seeks to shine a critical light 
on the current understanding of moral courage and its role in the 
practice of healthcare professionals . We will explore the implications 
of viewing moral courage as a requirement for the ethical profes-
sional, including whether there is a baseline expectation for moral ac-
tion that should require courage . How different healthcare disciplines 
understand moral courage in relation to professional education and 
development will be examined . The view that an undue focus on this 
virtue may obscure and divert attention from the need to alter char-
acteristics of the work environment that make moral courage neces-
sary will be presented and analyzed by panelists . The first panelist, 
a philosopher, will elaborate the origins and nature of courage as a 
moral virtue . Questions to be considered include: What is meant by 
framing the classic virtue of courage as moral courage? What exactly 
is courageous action, and what does this virtue require of us? When 
do the risks and costs of courageous action lift it out of the category 
of the “morally ’expected” and relocate it to the more exacting do-
main of the morally supererogatory (i .e ., praiseworthy but not mor-
ally required)? How is this focus on virtue to be understood within 
healthcare disciplines that have largely avoided virtue theory because 
of both concerns about its metaethical groundings and the difficulty 
of teaching and inculcating virtues? The second panelist, a physician 
ethicist, will support the need for courage in professional practice . 
Caring directly for the sick does call for courage, although questions 
of formation and discernment remain . Should courage also be viewed 
as a professional requirement with regard to interprofessional rela-
tions and institutional practices? The third panelist, a nurse ethicist, 
will present the case against moral courage as a requirement for pro-
fessional practice, particularly in terms of consequences for providers 
and disregard of significant issues in healthcare settings that make 
courage seem to be required . Key arguments to be explored include 
negative consequences for provider moral integrity when providers 
feel that they lack courage; the isolation experienced by providers 
who felt obliged to exhibit moral courage; negative consequences of 
requiring moral courage, such as breakdown in team communications 
and perpetuation of dysfunctional systems; and the relationship of 
moral courage to moral distress and its residue . The final 15 minutes 
of the session will be devoted to audience questions and comments, 
facilitated by the moderator . We seek an interactive session among 
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panelists and session attendees in order to develop a more nuanced 
understanding of moral courage and its role in professional formation 
and clinical practice .

PANEL SESSION (214)
Childhood Cancer and Chemotherapy shortages: ethical 
Challenges and tragic Choices
Yoram Unguru, MD MS MA, The Herman and Walter Samuelson Children’s 

Hospital at Sinai and Johns Hopkins University Berman Institute of Bioethics, 
Baltimore, MD

Matthew DeCamp, MD PhD, Johns Hopkins, Baltimore, MD
Peter C. Adamson, MD, Children’s Hospital of Philadelphia, Philadelphia, PA
Steven Joffe, MD MPH, Dana-Farber Cancer Institute, Boston, MA

objectives
1 . Cite reasons for the chemotherapy shortage in the United States .
2 . Explain, using recent examples, the challenges and importance 

of ethically sound guidance in allocating lifesaving chemotherapy 
for children with cancer .

3 . Describe the clinical, ethical, and legal rationales for and against 
coordination across institutions in coping with chemotherapy 
shortages .

Recent shortages in essential, lifesaving medicines, including intrave-
nous nutrition, antibiotics, and chemotherapeutic agents, raise critical 
ethical issues for patients, providers, institutions, and the health sys-
tem . Among the more than 200 drugs currently in short supply in the 
United States, the shortage of essential chemotherapeutics necessary 
for lifesaving childhood cancer treatment provides a unique lens from 
which to examine this problem . This panel, which includes members 
of a recent interdisciplinary, multiinstitutional working group on drug 
shortages in childhood cancer, will explore the ethical and policy is-
sues arising from these drug shortages, including potential policy 
solutions . Addressing the drug shortage crisis in childhood cancer is 
uniquely important . Many of the affected drugs comprise the back-
bone of standard regimens and are potentially curative with few ef-
fective alternative therapies . These drugs also tend to be older, gener-
ic agents, creating a unique economic, regulatory, and manufacturing 
quality-control context . The critical need for guaranteeing a reliable 
supply of chemotherapy agents for children with cancer is clear and 
raises significant ethical and practical questions . At the individual pro-
vider and institution level, when drugs are scarce or scarcity is immi-
nent, how should supplies be allocated? To increase effective supply, 
should treatments be delayed, doses lowered, or skipped altogether? 
To reduce demand, should scarce drugs be given on a first-come-
first-served basis,  to the sickest first, or on the basis of chance of 
survival? Perhaps patients requiring lower doses should receive drugs 
ahead of patients requiring larger doses, thereby treating more indi-
viduals . When alternative, less efficacious agents exist, should they be 
used, and how can the risk of adverse effects or safety issues due to 
lack of familiarity be reconciled? Understanding the unique research 
context of childhood cancer, should clinical trial participants receive 
preferential access? At the health system level, how can drug shortag-
es be avoided? Should institutions coordinate their response to short-
ages, and if so, how stringent are institutional obligations to serve 
their patients first? Does fairness require standardized prioritization 
protocols? Should the federal government create additional economic 
incentives or require production of drugs in short supply? Would re-
gional or national stockpiles be feasible? Preparing for the next crisis 
now, before additional children’s lives are at risk, requires developing 
clear, ethically sound guidance for addressing these emerging chal-
lenges in clinical practice and policy related to drug shortages in 
childhood cancer . The lessons learned will also prove useful for drug 
shortages more generally . Panelist 1, a pediatric hematologist/oncolo-
gist and bioethicist, will describe recent drug shortages, examine their 

causes, and note the ethical issues shortages raise for individual pro-
viders and institutions . Panelist 2, an internist and bioethicist trained 
in philosophy and health policy, will focus on the ethical principles 
behind local, regional, and national policy responses to this crisis, em-
phasizing the potential for coordination among institutions . Panelist 
3, a pediatric oncologist and national leader in the childhood cancer 
community, will describe the role professional associations might play 
as leaders and advocates for dealing with drug shortages . The mod-
erator, a pediatric oncologist and expert in pediatric research ethics, 
will guide the discussion, especially concerning issues of prioritization 
and coordination .

PAPER SESSION (215): RESEARCH ETHICS
reconceptualizing research risks and Benefits in an era of 
racially stratified research
Lisa Eckstein, SJD, National Institutes of Health, Bethesda, MD

objectives
1 . Explain the current regulatory framework for IRB risk/benefit 

calculations .
2 . Explain the challenges that racially stratified research projects 

raise for traditional frameworks for calculating risks and benefits .
3 . Explore innovative regulatory options for improving IRBs’ risk/

benefit calculations .
Institutional Review Board (IRB) deliberations on the ethical 
acceptability of research include assessments of a project’s risks 
and benefits . In particular, IRBs must determine whether risks to 
subjects are minimized, including through sound research design, and 
whether remaining risks are reasonable in relation to any anticipated 
benefits to subjects and the importance of the knowledge that 
may reasonably be expected to result . Traditionally, risk and benefit 
assessments have been objective in nature, and risk considerations 
have been limited to those applying to individual research 
participants . I argue that racially stratified research, a hallmark of 
much genomic research, challenges objective and individualistic 
notions of risk and benefit, raising the need to innovate principles and 
processes for IRB review . The subjectivity of some risk and benefit 
assessments is well illustrated through population genomic research 
involving indigenous groups . Beyond merely ascribing a limited 
benefit to such research, Native American tribal members have 
criticized the “nontribal ways of reckoning” embedded in population 
genomics as devaluing indigenous meanings and thereby denying 
indigenous people the right to control their genomic resources 
and identity . A sharp divide is evident between researcher views 
on the benefits of the knowledge gained through such research 
and potential subjects’ concerns about the detrimental effects of 
such research on them or their tribe . Racially stratified research also 
raises questions about the individualized focus of risk calculations, 
given potential group-mediated risks to third parties—most notably, 
stigmatization and discrimination . For example, Harriett Washington 
describes research conducted with African American and Hispanic 
children to investigate a biological basis for violent behavior . In 
Washington’s view, “Such racial selection could stigmatize not only 
the participants but all black and Hispanic boys as ‘born criminals .’” 
Similar concerns about stigmatization arose with research involving 
New Zealand Maori investigating the “warrior” gene . Shifts in our 
understandings of research risks and benefits sparked by racially 
stratified research highlight necessary regulatory innovation . First, 
IRBs should be better equipped to recognize and accord weight 
to subjective risk and benefit assessments . One step in this regard 
is more robust requirements to recruit IRB members with diverse 
backgrounds and life experiences . More radical options for reform 
include requirements for “race impact assessments” in certain 
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contexts . Further procedural reforms are warranted to accommodate 
the potential for research to harm third-party group members—here, 
strategies for supplementing individual participants’ informed consent 
with broader group-member input . We also may need to extend the 
matters on which IRBs deliberate to better accommodate long-range, 
group-mediated risks and benefits, which, at present, are expressly 
excluded from the scope of IRB review .

student-Led research review Panel: an alternative to irB 
review of Medical student Projects
Hyun-Hee Kim, Medical College of Wisconsin, Milwaukee, WI
Ryan Spellecy, PhD, Medical College of Wisconsin, Milwaukee, WI
David Brousseau, MD MS, Medical College of Wisconsin, Milwaukee, WI

objectives
1 . Describe challenges of providing ethical oversight that student 

project requirements in medical schools pose to the educational 
institution and the IRB .

2 . Describe the creation and implementation of a novel student-run 
research review panel as a solution to these challenges .

3 . Present preliminary results of the types of student project pro-
posals and ethical concerns identified by the panel .

Objectives: Describe challenges of providing ethical oversight that 
student project requirements in medical schools pose to the educa-
tional institution and the IRB . Describe the creation and implemen-
tation of a novel student-run research review panel as a solution to 
these challenges . Present preliminary results of the types of student 
project proposals and ethical concerns identified by the panel . 
Increasing numbers of medical schools are adding a student-run 
scholarly project to their graduation requirements . These scholarly 
projects are often bench or clinical research, conducted in an existing 
lab or research center, and approved by the institution’s IRB . Many 
projects, however, such as community-outreach or education projects, 
fall outside the traditional scope of the IRB . Moreover, project men-
tors, who are unfamiliar with the IRB process, may not know whether 
they need IRB approval, or they may refrain from obtaining it simply 
because they fear the bureaucratic burdens and delays it may entail . 
To date, no medical schools in the United States have a student-led 
system separate from the IRB to prospectively screen and provide 
ethical oversight to such projects . In implementing a scholarly proj-
ect requirement, 800 medical student projects were now required . 
Sending all projects to the IRB would further burden an understaffed 
and overworked IRB; however, failure to provide ethical oversight for 
these student projects is equally problematic, as many of these proj-
ects still pose potential risks . In addition, requiring staff to provide 
review poses the same resource challenges as IRB review, but also 
misses a unique opportunity for student education . The institution 
needs to ensure that there is an independent review process that pro-
vides ethical guidance, yet does not burden the IRB when IRB review 
is not necessary . Our solution is a novel student-run research review 
panel . The panel consists of medical students and a faculty mentor 
(who is also an IRB chair), and works collaboratively with the IRB of-
fice for training the panelists, developing a process and guidelines for 
ethical issues, and ensuring that the federal regulations are followed . 
The student-run panel provides the students with a unique opportu-
nity to engage in an ongoing discussion about research and ethics, 
and apply ethical principles to critically examine projects from their 
peers . In addition, this process ensures faculty mentors and students 
do not seek IRB approval when not needed, thereby relieving the IRB 
of unnecessary burden;  proposals that are determined to require IRB 
review are directed to the IRB; and perhaps most important, that pro-
posals that do not require the IRB still receive ethical review . Finally, 
we will present our preliminary findings, including the total number of 
proposals reviewed, the percentage of proposals sent to the IRB, and 

ethical issues identified by the panel . Some common ethical concerns 
documented by our panel include: confidentiality and identifying 
data, equitable access to educational programs, and informed con-
sent regarding use of data .

irBs in existential Crisis: Proposals for evaluating the 
efficacy of irB oversight
Kyle L. Galbraith, PhD, Carle Foundation Hospital, Urbana, IL

objectives
1 . Identify challenges associated with evaluating the efficacy of IRB 

oversight for the protecting the rights and welfare of research 
participants .

2 . Apply the framework of the randomized controlled trial (RCT) to 
the issue of assessing the efficacy of IRB oversight .

The current system of institutional review board (IRB) oversight suf-
fers from an existential crisis, with members of the IRB community 
asking foundational questions: Are IRBs still relevant? Does what we 
do actually matter? Though IRBs have been a fixture of the research 
landscape for more than 40 years, the rules by which IRBs operate 
have remained largely unchanged since significant revisions in 1981 
(following recommendations from a U .S . Presidential Commission) . 
Since that time, IRBs have been described as inconsistent in judg-
ment, burdensome (particularly for multisite research), and suscep-
tible to “mission creep” by focusing on “stylized documentation” 
rather than substantive review that protects research participants . In 
response, human research protection professionals have turned to or-
ganizational accreditation and individual certification to demonstrate 
their professional competence and commitment to human subject 
protection, as well as to make the IRB review process more efficient . 
Yet, increased efficiency and certification that one is knowledgeable 
of regulatory requirements do not provide evidence that IRB over-
sight actually achieves the lofty goals of protecting the rights and 
welfare of research participants . As Grady and others have noted, 
IRBs remain silent when pressed to respond to those existential ques-
tions mentioned above . In this presentation, I propose that this neces-
sary evaluative work is possible—even despite significant challenges 
and a paucity of available data—by turning to the “gold standard” 
of clinical research: the randomized controlled trial (RCT) . I discuss 
strategies for blinding and randomization, identifying data points to 
be collected, methods for collecting that data, and potential stan-
dards for evaluating data for assessing the efficacy of IRB oversight . 
I also highlight a certain flexibility within federal regulations that al-
low for research involving human participants to take place without 
mandated IRB review, thereby allowing for different “arms” in an RCT 
designed to test IRB oversight efficacy . In recognition that the U .S . 
Food and Drug Administration (FDA) requirements for IRB review dif-
fers from that of the Department of the Health and Human Services 
in terms of when IRB review is mandated, I offer a slight variant of my 
initial proposal that would allow one to apply the rubric of an RCT to 
clinical investigations overseen by the FDA . As the discipline of bio-
ethics rapidly moves toward an era of “evidence-based bioethics,” it 
is imperative that the most prevalent institutional body charged with 
providing ethical oversight in a clinical setting, the IRB, be able to 
demonstrate its value to institutions, researchers, administrators, and 
IRB professionals alike . However, aside from preliminary inquiries by 
the Clinical Research Ethics Key Function Committee of the National 
Institutes of Health-Funded Clinical and Translational Science Awards 
Consortium (CTSA), there are no published attempts to evaluate if 
IRB oversight truly protects the rights and welfare of research partici-
pants . This presentation is an attempt to lay the foundation and pro-
voke discussion for this necessary work .
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PANEL SESSION (216)
3D tug-of-War: neuroimaging, Policy, and the Minimally 
Conscious state
Grace Lee, PhD, University of British Columbia, Vancouver, BC, Canada
Joseph J. Fins, MD MACP, Weill Cornell Medical College, New York, NY
Carl E. Fisher, MD, Columbia University, New York, NY
Joy Hirsch, PhD, Columbia Neuroscience, New York, NY
William J. Winslade, JD PhD, University of Texas Medical Branch, Galveston, TX

objectives
1 . Have an open debate about the current state of imaging con-

sciousness and how it should, if at all, affect healthcare policy .
2 . Discuss how current and future research activities in the brain 

imaging domain might reshape our conceptions of disorders of 
consciousness, or consciousness in general .

3 . Present new and existing perspectives on the potential for future 
clinical translation of neuroimaging in MCS .

Studies of functional brain imaging with various neurotechnologies 
have disclosed exciting findings that may improve our understanding 
of how consciousness is mapped in the brain . Such research advance-
ments demonstrate a potential for neuroimaging to be included as a 
component in the clinical assessment of disorders of consciousness . 
However, they do not currently have sufficient evidentiary support to 
be included as a diagnostic option in routine clinical care . In line with 
the 2012 themes of tradition, innovation, and moral courage, this panel 
discusses neuroimaging in this historically neglected patient popula-
tion and raises awareness in the context of health policy specific to 
the management of health care . Panelist one discusses the funda-
mentals of neuroimaging and how it deepens our understanding of 
cognitive control, emphasizing the role of neural networks in cognitive 
processes that are important in determining levels of consciousness . 
She presents her investigative work on clinical applications of EEG 
and fMRI techniques for disorders of consciousness . In light of this 
discussion, she addresses how integrating neuroimaging techniques 
may inform clinical assessment of disorders of consciousness . Panelist 
two characterizes existing gaps between ethical and policy issues 
in disorders of consciousness, presenting the hope and promise of 
guided neuroimaging research toward formal applications in clinical 
diagnostic and treatment options . Panelist three presents an overview 
of the current skepticism surrounding functional brain imaging find-
ings and the shortcomings and limitations specific to research design . 
His presentation outlines the impending considerations necessary 
to establish scientific validity for clinical application . Panelist three 
also describes a significant discrepancy that is emerging between 
peer-reviewed neuroimaging reports and the information conveyed 
to the public through mass media . Panelist four discusses how future 
research activities in brain imaging might affect healthcare policy and 
present particular ethical challenges . His presentation analyzes the 
potential for neuroimaging to reshape social, legal, and psychologi-
cal conceptions of disorders of consciousness, particularly regarding 
treatment goals, decision-making considerations, and the public un-
derstanding of “consciousness” itself .

11:30 aM–12:45 PM
LUNCH ON YOUR OWN

AFFINITY gROUP MEETINgS
Disability and rehabilitation (217)

rural Bioethics (218)
There are approximately 5,764 hospitals in the United States, 2,166 of 
which are located in rural areas . This means that approximately 37% 
of the nation’s hospitals are considered to be rural . Ethical issues of a 
clinical nature cross over all healthcare environments, including rural 
and small institutions .

The Rural Bioethics Affinity Group invites anyone who works with 
small and/or rural institutions to join us in our discussion as we ex-
plore current projects by members as well as focus on networking 
and future projects . We will also be reviewing new research and litera-
ture in the area of rural bioethics .

Mental health ethics and Policy (219)
Please bring your lunch and join the meeting of the Mental Health 
Ethics and Policy Affinity Group . We will host Professor Nancy Potter, 
who will expand on the following précis: “Patients with personality 
disorders present unique ethical challenges in clinical encounters . A 
person diagnosed with Borderline Personality Disorder (BPD) is the 
quintessential ‘difficult’ patient, hard to empathize with, maddeningly 
demanding, and alternatingly needy and rejecting . Helpful treatment 
strategies are integrally bound up in ethical issues . I focus on two 
things: the need to monitor the intrusion of cultural stereotypes, and 
the need for empathy—a virtue that is particularly hard to come by 
with respect to BPD patients—yet, without careful attention to these 
two issues, healing is likely to be impeded .”

Jewish Bioethics (220)
Can Jewish Traditional Sources Help in Balancing Prevention Versus 
Treatment? 

Shimon Glick, Ben Gurion University of the Negev, Beer Sheva, Israel
In the ubiquitous and growing shortage of healthcare resources, pub-
lic health experts have bemoaned the overemphasis on expensive 
treatments in contrast to more effective preventive measures . This 
alleged misalignment of priorities is the result of political, economic, 
and psychological factors, among others . The Jewish culture has had 
a long and fruitful relationship with medicine . Can Jewish traditional 
sources provide a measure of direction in resolving or minimizing the 
conflict between prevention and treatment? Some relevant sources 
will be examined and discussed .

Law (221)
Based on the results of a survey distributed to the membership, the 
agenda for this gathering of the Law Affinity Group consists of two 
items . We will use the first 45 minutes to facilitate networking . It 
has proven valuable at past meetings for participants to meet (in at 
least a “speed dating” format) 40 or more other lawyers working on 
bioethics in a wide range of capacities and positions . Then, at 12:15 
pm, we will transition to the following substantive session by Sally 
Bean, JD MA, ethicist and policy advisor, Sunnybrook Health Sciences 
Centre, University of Toronto, Joint Centre for Bioethics .

The Supreme Court of Canada heard Brian Cuthbertson, et al. v. 
Hassan Rasouli on December 10, 2012 . A ruling is expected sometime 
in the summer or fall of 2013 . The Rasouli end-of-life case addresses 
whether a patient’s or surrogate’s consent is required to withdraw life-
sustaining treatment, if the physician determines that the particular 
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treatment (i .e ., mechanical ventilation) no longer provides medical 
benefit .

Sally Bean is one of the ethicists at Sunnybrook Health Sciences 
Centre in Toronto, ON, the hospital where the Rasouli case arose . In 
her 20-minute presentation, she will provide an overview of the legal 
pathway of the case and address the impact of the Supreme Court of 
Canada’s decision on Sunnybrook, on Canada, and even on the United 
States . The final 10 minutes of the session will be reserved for open 
Q&A .

Medical Decision Making (222)

The new ASBH Medical Decision Making Affinity Group aims to 
promote interest, scholarship, and collaboration in areas related 
to medical decision making, including application of behavioral 
economics and decision psychology to understanding and 
improving decision making (discussions of biases and heuristics, 
choice architecture); shared decision making and patient decision 
aids; patient engagement and empowerment in medical decisions; 
and normative and conceptual aspects of the above . All interested 
ASBH members are warmly invited to participate in shaping the 
direction of this new affinity group . We hope you will join us for 
light refreshments as we collaboratively brainstorm a mission for 
the group and, more broadly, directions for future inquiry and 
scholarship .

Visual arts (239)
Telenovelas on Living Kidney Donation: A Culturally Competent 
Educational Approach for Hispanics/Latinos

Elisa J. Gordon, PhD MPH, Northwestern University Feinberg School of 
Medicine, Chicago, IL

Disproportionately more Hispanics/Latinos need kidney transplants 
than receive them . Low rates of living kidney donation contribute to 
such disparities, due in part to a general lack of knowledge about liv-
ing donation and transplantation as well as commonly shared fears 
and misconceptions . Educational efforts that have been effective 
in increasing public awareness of living donation include radio an-
nouncements and written materials . However, few educational efforts 
have been tailored to the Hispanic/Latino population . This presenta-
tion will describe the value of using telenovelas (limited-run serial dra-
matic programming) as a culturally sensitive health education strat-
egy among Hispanics/Latinos . Original telenovelas that address the 
cultural and financial concerns regarding living kidney donation will 
be presented . Last, discussion will focus on development of telenove-
las and the feedback received from the Hispanic/Latino community .

hospice and Palliative Care (240)

1–2:30 PM
CONCURRENT SESSIONS

WORKSHOP SESSION (223)
integrating Practical Judgment into Catholic Moral 
thinking: it’s not Just about the rules
John F. Tuohey, PhD, Providence Health and Services, Portland, OR
Nicholas J. Kockler, PhD MS, Providence Health and Services, Portland, OR
John Holmes, PhD, PeaceHealth, Eugene, OR
Mark Tomlinson, MD MBA, Northwest Perinatal Center/Women’s Healthcare 

Associates and Providence Health Systems, Portland, OR

objectives
1 . Describe the role of practical judgment exercised in clinical deci-

sion making within the Catholic ethical tradition and distinguish 
it from the more commonly viewed rule-based approach .

2 . Recognize an innovative methodology for discerning practical 
judgment by bringing together relevant wisdom of the Catholic 
ethical tradition, clinical circumstances, and the narratives of 
patients, providers, and other involved parties in a given case .

3 . Demonstrate the application of a methodology that discerns practi-
cal judgment in two widely known yet controversial obstetrics cases .

Religious traditions have their own precepts and principles, prohibi-
tions, and proscriptions that are binding in varying degrees on indi-
viduals and institutions affiliated with those traditions . Because these 
have an impact on patient care, religious moral codes can be seen as 
enhancing or detracting from quality care . Some who practice medi-
cine have identified risks to patient care in adherence to the Catholic 
moral tradition (Poole, 1996) . Recent examples include the death of 
a woman from sepsis in Ireland in 2012 who was denied early induc-
tion during a miscarriage, and the removal of Catholic identity from 
a hospital in Phoenix, AZ, for performing a dilation and curettage 
procedure for a pregnant woman suffering from heart failure and pul-
monary hypertension in 2009 . Catholic theological literature shows 
a tendency in these challenging cases to default to existing precepts 
or rules with seemingly little regard for circumstances (see Ethical 
Directives for Catholic Health Care Services, 2009) . A second trend 
seen is the tendency to reduce all ethical dilemmas to an applica-
tion of the principle of double effect without critical examination of 
whether the case fits that paradigm (Sulmasy, 1999) . As a result, ethi-
cally viable patient care options can appear to be severely limited in 
these and similar dilemmatic cases . However, the Catholic moral tradi-
tion is much richer in its approach to ethics and, rooted in a pairing of 
faith and reason (Fides et al ., 1998), should be understood as calling 
for a discerning of practical judgment in these cases (Summa theo-
logica I-II, 90-94), not simply defaulting to a directive or a (mis)ap-
plication of a general principle . The challenge for ethicists in Catholic 
health care is to develop an innovative way to bring the discernment 
of practical judgment readily into these dilemmas . To address this 
challenge, we have developed an approach that draws on a theo-
logical application of a covenantal understanding of integrity (Nash, 
1990) . By exploring the interrelatedness of honesty in the practice of 
medicine, dependability in providing benefit to the patient, fairness in 
appreciating the autonomy of the patient in his or her own context, 
and accountability to broader obligations to justice and nonmalefi-
cence, our model creates a relational dynamic out of which practical 
judgment may be discerned and faithfulness to the Catholic tradition 
lived out . This presentation will first describe the common default- or 
rules-based ethical landscape in Catholic health care and provide a 
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brief overview of our decision-informing model to show how it en-
gages the broader tradition in the discernment of practical judgment . 
To illustrate the differences in these approaches, we will lead a discus-
sion of the Irish and Phoenix cases cited above .

WORKSHOP SESSION (224)
interests and uncertainty in Medical Judgment
Rebecca Kukla, PhD, Georgetown University, Washington, DC
Bryce Huebner, PhD, Georgetown University, Washington, DC
Justin B. Biddle, PhD, Georgia Institute of Technology, Atlanta, GA

objectives
1 . Explore the role that the social and private interests of research-

ers, clinicians, and policy makers play in shaping medical judg-
ment, at the level of (a) clinical practice, (b) the development of 
standards of care, and (c) collaborative multisite research .

2 . Explain the concept of inductive risk balancing and how it plays 
a critical role in medical and scientific judgments under condi-
tions of uncertainty .

3 . Demonstrate why targeting the conscious intentions and hon-
esty of individual practitioners, policy makers, and researchers 
will not address the ethical concerns raised by the interest-laden 
nature of medical judgment .

Bioethicists and philosophers of science frequently discuss how 
research questions, study design, data management, publication 
decisions, and more are shaped by the social and private interests 
of researchers and other stakeholders such as pharmaceutical com-
panies . Over the past decade, philosophers of science have been 
engaged in a vigorous debate over the specific role of inductive risk 
balancing in judgment under conditions of uncertainty: uncertain in-
ferences always involve a trade-off between the risk of false negatives 
and the risk of false positives . To cite a classic example: we are more 
concerned with false negatives when we study the potentially lethal 
side effects of a drug than when we test for defects in belt buckles . 
How certain we need to be before drawing an inference depends on 
the seriousness of a mistake in either direction, and seriousness is an 
extrascientific, interest-laden notion . Thus there is no objectively cor-
rect, value-neutral answer to how much confidence we should have 
before drawing an inference . Because empirical inferences are always 
uncertain, inductive risk balancing cannot be avoided . In the medical 
research, we must make interest-laden inductive risk judgments when 
we classify and code data, operationalize complex conditions such as 
depression or infertility, or decide what dosing to test and compare 
to what control group, for instance . This workshop will examine how 
inductive risk judgments shape medical reasoning under conditions 
of uncertainty at three distinct levels: in clinical practice, in develop-
ing standards of care, and in radically collaborative, multisite research 
involving a large network of researchers . This influence cannot be 
eliminated or contained by way of policies that merely emphasize 
individual accountability and transparency . The first speaker will draw 
on psychological research to show how implicit associations between 
racial categories and stereotypical properties can influence a clini-
cian’s judgments about a patient’s need for medical attention, her 
reliability as a source of information, her willingness to be compliant 
with a treatment protocol, and more . Such implicit biases can shift the 
weighting of inductive risk judgments and cannot be easily policed, 
because they are unavailable to first-person reflection . The second 
speaker will examine the role of inductive risk in the development of 
the Kidney and Dialysis Outcomes Quality Initiative’s clinical practice 
guidelines and recommendations . The close connections between 
the working group and the antianemia drug industry influenced the 
group’s weighting of inductive risks in ways that resulted in recom-
mendations that were ultimately harmful to patients . Furthermore, 

this distortion cannot be located in the intentions of any of the indi-
vidual group members . The final speaker will examine collaborative, 
multisite research . The judgments of individual researchers are re-
sponsive to real-time and varying local pressures (such as the desire 
to deliver care to vulnerable participants or the need to please an ad-
visor) . Such research is shaped by a sprawling web of interest-laden 
inductive risk judgments that are untraceable and seemingly unavoid-
able and that will not show up on conflict-of-interest disclosure forms .

WORKSHOP SESSION (225)
how to get fired in Bioethics: a user’s guide to success
Laurie Zoloth, PhD, Northwestern University, Chicago, IL
Daniel Seltzer, JD MA, Northwestern University (previously), Oak Park, IL
The premise of this deeply interactive workshop is to call forth narra-
tives in which courage and resistance, however heroic, were not able 
to end in the valorized, cinematographic finale . In two cases, which 
will begin the workshop, the presenters were invited to “embed” in 
labs in which highly innovative and well-funded concepts were at 
stake and invited to be “at the benchside” to critique research prior 
to its entrance into the use stream . Yet in both cases, when bioethics 
concerns were raised, the oversight committees were eliminated . It is 
the contention that such a narrative may be more widespread, and 
yet underreported; hence the goal of this workshop is to collect nar-
ratives in which this has been the case . For more than 2 decades, the 
contention of the field has been that the more intimately we study 
the research, and the more “upstream” the oversight, the better and 
truer our discipline can act to describe and suggest normative guide-
lines . It was our theory that the role of bioethics should not be to 
complain after the fact but to help to construct a morally responsible 
and morally worthy scientific project in which the deepest queries of 
philosophy and theology could shape the agency of research . But is 
that the case? Should bioethics be orthogonal to the project of sci-
ence instead? Is there a way to make this the case when funding is so 
clearly tied to research production?

WORKSHOP SESSION (226)
Medical researchers’ ancillary-Care obligations: Working 
out a Philosophical account that is empirically informed 
and Practically useful
Henry S. Richardson, JD PhD MPP, Georgetown University, Washington, DC
Maria W. Merritt, PhD, Johns Hopkins Bloomberg School of Public Health, 

Baltimore, MD
Emily Largent, RN, Harvard University, Cambridge, MA
Alexander M. Capron, LLB, University of Southern California, Los Angeles, CA

objectives
1 . Confront the major conceptual issues surrounding medical re-

searchers’ ancillary-care obligations .
2 . Inform philosophical discussion of ancillary-care issues by rel-

evant empirical data .
3 . Look at proposed resolutions to the conceptual issues surround-

ing ancillary-care obligations with an eye to the kind of ethical 
guidance that medical researchers will need in this area .

A pair of articles published in 2004 by Henry Richardson and Leah 
Belsky helped draw bioethicists’ attention to the issue of medical 
researchers’ ancillary-care obligations: their obligations to provide 
medical care that research participants need, but that is not required 
in order to carry out the study safely and soundly . The proper way to 
conceptualize these obligations, as a general matter, remains a matter 
of controversy . Many more specific issues within the rubric of ancillary 
care generate difficult moral problems . This panel will take up both of 
these levels of philosophical controversy in an empirically informed 
way that keeps an eye on generating useful practical guidance . The 
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most basic conceptual divide with regard to ancillary-care obligations 
is whether they are viewed essentially as general obligations incum-
bent on anyone in certain circumstances or as special obligations 
owed by researchers to the participants in their studies . General ob-
ligations that might support ancillary-care obligations include justice, 
helpfulness, and, above all, the duty of rescue . Researchers are often 
in a position to rescue participants from significant peril at relatively 
low cost because they are already on the scene and interacting medi-
cally with the participants . Yet even if this appeal to rescue is well 
taken, it arguably misses the special connection between particular 
researchers and their subjects that Richardson and Belsky attempt to 
capture in their “partial-entrustment” model . That model may, how-
ever, narrow the scope of these obligations too much . A multitude of 
more specific conceptual issues arise regarding ancillary-care obliga-
tions, such as the following: (1) When doing community-based public 
health research, how should researchers reconcile their ancillary-care 
obligations toward participants with their responsibilities toward oth-
ers in the host community whom they could help in similar ways? (2) 
Should impoverished participants be allowed to waive any potential 
claims to ancillary care prior to signing up for a study? (3) How does 
the lack of any direct relationship between a researcher working sole-
ly with banked samples and the sample donors affect ancillary-care 
obligations, because it might seem that it is only biological material, 
rather than the body or health of a participant, that is “entrusted” to 
the researcher? Efforts to work through these general and specific 
philosophical problems pertaining to ancillary-care obligations should 
be empirically informed and ought, eventually, to contribute toward 
the articulation of useful guidance for medical researchers . Our panel 
will consist of two philosophers, one a premier defender of a rescue-
centered account of ancillary-care obligations, and one a premier de-
fender of the partial-entrustment model . One of these philosophers is 
also engaged in pioneering empirical studies relevant to ancillary care . 
The third panelist is a senior figure in the global regulation of medical 
research, someone who will address which sorts of philosophical ap-
proaches are likely to be useful at the level of generating guidance .

PAPER SESSION (227): LAW/HISTORY
Land-grant ideology, the Wisconsin idea, and the 
foundations of Van rensselaer Potter’s Bioethics
Margaret Doris, MDiv, Boston University, Newtonville, MA

objectives
1 . Encourage audience reconsideration of Potter’s bioethical 

thought in the context of its epistemological underpinnings .
2 . Encourage audience consideration of how “practical knowledge 

for the greater social good” could affect not only the method but 
the goals of bioethics .

In 1970, Van Rensselaer Potter (1911–2001), a microbiologist at the 
University of Wisconsin–Madison, offered the neologism bioethics 
to describe a new discipline where biological knowledge and moral 
appreciation inform human interaction with the biosphere . Almost 
immediately, the word was appropriated by a group working at 
Georgetown University, and used to describe the consideration of the 
social and ethical implications of biomedicine . Forty years later, there 
is widespread agreement that the dominant Georgetown model is 
inadequate to respond to urgent global concerns about sustainability, 
technology, and an acceptable quality of life . In this paper, I argue that 
placing Potter’s bioethics in the heretofore unappreciated context of 
the land-grant college ideology (evinced by those institutions estab-
lished by the 1862 federal Morrill Act with a charge to democratize 
higher education and apply knowledge in the best interests of the 
public) and the Wisconsin Idea (a still-extant Social Gospel–inspired, 
Progressive-era policy of applying university research to social leg-

islation in the practical service of the state) not only illuminates its 
distinctive features but makes it widely accessible for those seeking a 
new conceptual framework for global bioethics discourse . The rapid 
ascendency of the Georgetown formulation may be attributable to 
its immediate utility, but that does not explain Potter’s being ren-
dered invisible in the official canon . Instead, I argue, the Georgetown 
articulation was the victor in the collision of two radically different 
epistemic cultures, each believing to be fully apprehending of the 
other, but having significant, unrecognized differences regarding what 
constitutes adequate or valid knowledge, how it is obtained, what its 
purpose is, and what legitimizes its dissemination . The internally refer-
ential systems of both contenders were such as to prevent perception 
of structure and implicit bias . The epistemic culture that grew around 
the Georgetown understanding of bioethics was strongly influenced 
by the lengthy tradition of Catholic moral philosophy . Principlism 
was a logical secular expression of the confidence that discursive 
reasoning, applied to human nature, could identify moral truths . By 
way of contrast, Potter’s “Wisconsin bioethics” was fermented in the 
epistemic culture of the land-grant tradition, with its democratic and 
evangelical pursuit of practical knowledge for the greater social good . 
Implicit in the epistemic Georgetown culture was a value assessment 
by certain tradition-established standards; created and operating 
outside of those standards, Potter’s bioethics could not but be found 
wanting . Placing the development of Potter’s thought in the context 
of the land-grant support of interdisciplinarity, and the land-grant and 
Wisconsin Idea mandate to make practical knowledge available to the 
general citizenry, not only legitimizes it as a scholarly endeavor, but 
makes it available to those seeking tools to effect substantive change . 
Potter’s bioethics, grounded in notions of relationship and interdepen-
dence, with an emphasis on responsibilities over rights, is well situated 
to foster mutually informative and constructive conversations across 
religious, cultural, and geopolitical lines .

the internet revolution and the necessary evolution of 
informed Consent
Jessica Berg, JD MPH, Case Western Reserve University, Cleveland, OH

objectives
1 . Identify the range of informational changes that have implica-

tions for informed consent .
2 . Evaluate the changing role of informed consent in the current 

healthcare environment .
3 . Propose ways in which the doctrine will need to adapt going 

forward .
In the past decade, the Internet revolution has transformed the 
practice of medicine . Although there is a great deal of focus on the 
implications for the provision of medical care, less attention has been 
paid to the implications for informed consent . Long considered a 
core practice in medical ethics, its role in the internet age is less clear . 
Informed consent for treatment is a judicially created doctrine devel-
oped in the Civil Rights Era of the 1960’s and 1970’s . The doctrine is 
premised on the concept that not only do individual’s have a right to 
decide what happens to their bodies, but that individual goals should 
drive treatment choices, not simply medical goals . To afford patients 
the information necessary to make these choices, healthcare profes-
sionals are given the responsibility to provide education about medi-
cal treatment options . But the original model rests on a construct in 
which the healthcare professional (at the time, mostly physicians) 
retained significant control over medical information and resources . 
In fact, before the development of the doctrine of informed consent, 
not only weren’t patients involved in choosing a treatment, they often 
weren’t even told their diagnosis . There are debates about whether 
the original doctrine of informed consent weighed too heavily in favor 
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of autonomy over beneficence . But it did so against a history in which 
the patient played almost no role in medical decision making, and 
thus an effort to overcompensate is understandable . Fast-forward 
half a century, and our world looks very different . With the advent of 
internet-based medical diagnostic tools, direct-to-consumer adver-
tisements, over-the-counter access to medications, and individually 
controlled genetic testing, the model of control has shifted away from 
physicians . Moreover, we continue to push the concept of autono-
mous decision making even further than it was originally conceived . 
New structures of healthcare delivery posit fully informed patients 
making choices based on complex quality and cost data, with little 
understanding about the limitations of informed consent in this con-
text . Patients are regarded as consumers of health care, much as 
people are thought to be consumers of other goods and services . At 
the same time, we see a growing effort to place individual responsibil-
ity on people for maintaining their health, and even efforts to blame 
patients for what are seen as poor choices (such as obesity) . What 
role can and should informed consent play in this new framework? 
What disclosure responsibilities should healthcare professionals have 
in information overload of the internet world? This paper explores 
the changing patient–physician relationship and evaluates the histori-
cal context in which the doctrine was initially created . It will identify 
some of the relevant technological changes that have occurred dur-
ing the last 50 years, as well as efforts to expand the legal doctrine 
of informed consent to areas in which it may not be suited . Finally, it 
will consider ways in which the doctrine must adapt to a world of self-
diagnosis, self-treatment, and increasing consumerism .

federal funds for syringe exchange Programs: a 
necessary Component toward achieving an aiDs-free 
generation
Leslie E. Wolf, JD MPH, Georgia State University, Atlanta, GA
Rachel Hulkower, Georgia State University, Atlanta, GA

objectives
1 . Identify the ethical arguments supporting syringe exchange pro-

grams as an HIV prevention strategy .
2 . Describe the legal barriers to syringe exchange programs .
3 . Explain why federal support for syringe exchange programs is 

practically and ethically required to achieve an AIDS-free genera-
tion .

Since 1981, when scientists first discovered HIV, the virus has spread 
throughout the American population, resulting in an epidemic that 
has caused more than 500,000 deaths . Injection drug use remains 
a pervasive mode of HIV transmission that accounts for almost one-
fifth of men and almost one-third women living with HIV . Public 
health professionals and HIV/AIDS prevention advocates identify sy-
ringe exchange programs (SEPs) as an effective prevention strategy . 
Providing injecting drug users (IDUs) with a clean needle for every 
injection significantly reduces the risk of transmitting HIV to another 
person . Providing access to sterile syringes and needles through 
SEPs is controversial because it conflicts with the U .S . drug policy . 
Some organizations and politicians oppose SEPs out of fear that they 
merely encourage IDUs to continue their risky behavior and that the 
programs will increase the number of syringes found in the streets . 
Although research has debunked most of these concerns, SEPs have 
been slow to gain national support . In 1988, Congress banned the use 
of federal funds for SEPs . Although the ban was lifted briefly during 
the Obama administration, it was quickly reinstated . The ban has left 
the burden of funding programs entirely to the states and private 
funders, limiting the use of SEPs, and, thus, an avoidable mode of 
transmission continues to spread the virus . In November 2011, then 
U .S . Secretary of State Hillary Clinton declared: “The goal of an AIDS-
free generation may be ambitious, but it is possible with the knowl-

edge and interventions we have right now .” In advance of World AIDS 
Day 2012, the U .S . Department of State expanded on that vision with 
its publication, “PEPFAR Blueprint: Creating an AIDS-free Generation .” 
It described the blueprint as a “policy imperative,” stating that “the 
United States believes that by making smart investments based on 
sound science, and a shared global responsibility, we can save mil-
lions of lives and achieve an AIDS-free generation .” Remarkably, the 
blueprint fails to discuss strategies for reducing HIV among IDUs . This 
omission not only undermines the ability to achieve the underlying 
goal of an AIDS-free generation, but inappropriately disadvantages 
some of the most vulnerable of those affected by the epidemic . In 
this presentation, we will evaluate the ethical arguments that favor 
support for SEPs as part of the blueprint for an AIDS-free generation . 
We will also provide specific recommendations for how the federal 
government could legally and financially support SEPs in support of 
its goal for achieving an AIDS-free generation .

Business ethics’ Contribution to Bioethics: the Case of the 
Pharmaceutical industry
Jean-Christophe Bélisle Pipon, University of Montreal, Montreal, QC, Canada
Bryn Williams-Jones, PhD, University of Montreal, Montreal, QC, Canada

objectives
1 . Identify bioethics scholars’ traditional arguments regarding 

pharmabashing and the general issues at stake .
2 . Analyze the strengths of both bioethics and business ethics and 

their respective limits .
3 . Propose an approach in which combining bioethics and business 

ethics helps to better understand, contextualize, and deal with 
the case in question .

It is sometimes hard to look beyond one’s field’s biases, and the 
largely negative view of bioethics scholars’ regarding the pharma-
ceutical industry is a good example . Although there are good argu-
ments behind this view (e .g ., disease mongering and manipulative 
marketing, conflict of interest, price inflation), much more nuance and 
context is needed for the critiques of bioethics to be fully articulated, 
and in a manner that does justice to the actual interests of the actors 
involved . Specifically, bioethics needs to move beyond the traditional 
pharmabashing view if it is to properly grasp the full complexity of 
the situation and so be able to offer functional and context-based 
solutions . This means thinking differently about the pharmaceutical 
industry and drug development and moving beyond the simple “pub-
lic research = good, pharma = bad” dichotomy . We argue that bring-
ing another ethical lens to bear, i .e ., that of business ethics, can help 
bioethics expand its view and so develop a more rich and realistic un-
derstanding of the issues raised by the pharmaceutical industry (e .g ., 
interests, motivations, responsibilities) . In a sense, where bioethics 
masters health issues and provides an informed view of the impacts 
and the human consequences of health related-issues, business eth-
ics masters commercial related-issues and implements solutions for 
regulators and companies . So in examining questions related to the 
pharmaceutical industry, bioethics can thus provide insights for what 
is or should be socially desirable in terms of health-related outcomes, 
social values, and interests to foster, and business ethics can help us 
better determine what we can expect from a company with regards 
to corporate citizenship, ethical business practices, and good gover-
nance . Both fields can also, we suggest, learn from each other and 
ideally, as we hope to show in this presentation, even team up to tack-
le some particularly difficult situations (such as the profitability versus 
integrity dilemma) by combining their different but complementary 
perspectives and theories as well as practical tools (procedures, 
guidelines, etc .) . Bringing to bear the two lenses of bioethics and 
business ethics is particularly suited for tackling some of the issues 
(e .g ., shareholders’ versus society’s interest, impact of globalized drug 
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research, etc .) that are at the junction of both fields of applied ethics, 
and particularly those raised by the pharmaceutical industry .

WORKSHOP SESSION (228) 
Difference, representation, and inclusion in Bioethics and 
humanities
Catherine Myser, PhD, Florida Atlantic University College of Medicine, Gulf 

Stream, FL
Rebecca Garden, PhD, Upstate Medical University, Syracuse, NY
Rosemarie Garland-Thomson, PhD, Emory University, Atlanta, GA
Lance Wahlert, PhD, University of Pennsylvania, Philadelphia, PA
Claretta Dupree, PhD RN, Captain, U.S. Navy Reserves (retired), Greensboro, NC
Teresa Blankmeyer-Burke, PhD, Gallaudet University, Washington, DC
Respondents
Felicia Cohn, PhD, Kaiser Permanente, Tustin, CA
Ana S. Iltis, PhD, Wake Forest University, Winston-Salem, NC

objectives
1 . Explain ways that U .S . bioethics represents the white experience 

and identify ways to make bioethics institutions and practices 
more representative .

2 . Identify the role of narrative and critical studies in analyzing the 
question of representation itself and the perspectives of margin-
alized groups in bioethics and health care .

3 . Analyze societal norms that may not be achievable by those 
with a disability; imagine and then discuss a society that has 
no humans with a disability; and identify two benefits of having 
societal members that have a disability .

Bioethics has begun to reflexively examine the “ethics of bioethics” by 
questioning the norms implicit in mainstream U .S . bioethics that can 
contribute to the stigmatization of underrepresented groups and to 
disparities in health care . This panel (one of two) challenges bioethics, 
humanities, and the ASBH to more rigorously and effectively represent 
difference and achieve inclusion . We analyze normativity, privilege, and 
expertise in U .S . bioethics and advocate for representing difference 
in our discourses, institutions, and practices . We link disciplinary and 
professional diversity to understanding and effecting representation of 
ethnicity/race, sex/gender, disability, deafness, and class . Through dis-
ability, deaf, queer, and global bioethics and perspectives from outside 
bioethics, the academy, and the clinic, these panels examine not only 
why but how we can begin to transform disciplines, professions, and 
institutions . In “A Plea for More Democratic Representation in Bioethics 
Institutions to Remedy ‘Blind Spots’ and ‘Infrastructure Gaps,’” a direc-
tor/educator of ethics, social medicine, and global health builds on pre-
vious work highlighting both the “whiteness of U .S . bioethics” and the 
cultural meanings and social functions of globalizing bioethics . She will 
consider how ASBH and other bioethics institutions exclude or margin-
alize the experiences and contributions of, for example, social science 
and global bioethics scholars (particularly those from low-resource 
countries) . She highlights how this creates “blind spots” and “infrastruc-
ture gaps,” overtly undermining national and international bioethics and 
social justice goals and outcomes . Last, she recommends structural 
changes to accommodate “others” more ethically and democratically, 
and to enrich “the ethics and social justice of bioethics” in the United 
States and elsewhere . A health humanities scholar and bioethics edu-
cator argues in “Disciplinary Difference and Representation: Narrative, 
Critical Studies, and Bioethics” that disciplinary diversity is essential 
to ethical bioethics and clinical theories and practices . The health hu-
manities, particularly literature studies and fields such as critical race 
theory and disability and deaf studies, are particularly well positioned 
to address the problem of representing marginalized identities . Health 
humanities critiques foreground power imbalances and explores the 
politics and aesthetics of representation, as well as the perspectives of 
those underrepresented in clinical and bioethics education and prac-

tice . This presentation analyzes narrative representations of differences 
such as disability and deafness in light of critical theory to demonstrate 
the difference that cross-disciplinary perspectives can make in bioeth-
ics and clinical discourses and practices . In “The Case for Conserving 
Disability,” a bioethicist and professor of English and women’s/gender/
sexuality studies addresses the belief that disability disqualifies people 
from full participation in society . This view, rooted in eugenic logic 
and manifested in some bioethics discourse, suggests that our world 
would be a better place if disability could be eliminated . In contrast, this 
presentation argues that disability is inherent in the human condition 
and considers the bioethical question of why we might want to con-
serve rather than eliminate disability from our shared world . The idea 
of preserving intact, keeping alive, and even encouraging to flourish, 
denoted by the verb conserve, suggests that disabilities would be bet-
ter understood as benefits rather than deficits, as potentially generative 
resources rather than unequivocally restrictive liabilities .

PANEL SESSION (229) 
obesity Policy, Legitimacy, and Public engagement
Harald Schmidt, PhD MA, Perelman School of Medicine, University of 

Pennsylvania, Philadelphia, PA
Anne Barnhill, PhD, University of Pennsylvania, Philadelphia, PA
Heidi M. Blanck, PhD MS, Centers for Disease Control and Prevention, Atlanta, GA
Stephanie Morain, MPH, Harvard University, Cambridge, MA

objectives
1 . Present findings about the public acceptability of concrete obe-

sity prevention measures .
2 . Consider the practical and normative significance of the public’s 

views about obesity prevention measures .
Rising levels of obesity, diabetes, and related conditions associated 
with so-called “lifestyle choices” have sparked interest in how law and 
policy could be used to influence health behaviors . Recent legal strat-
egies include mandatory calorie menu labeling, size limits for sugary 
drinks, and exclusion of sugary drinks and other unhealthy food from 
food stamp programs . In addition, workplaces are increasingly de-
ploying wellness incentive programs: used by up to 80% of large em-
ployers, employees receive financial rewards for meeting health tar-
gets, or penalties for failing to do so . Although some strategies have 
garnered wide praise, others have been criticized as paternalistic, 
“nannying,” inequitable, and unfair . In response, proponents argue that 
the policies can enable choice, and that penalties for being unhealthy 
can, in fact, be fair . What do ordinary citizens think? To what extent 
should their views matter in policymaking and in the ethical justifica-
tion of policies? This panel brings together three distinct yet comple-
mentary angles to develop answers to these questions by presenting 
and critically discussing the views of the public as expressed in two 
large-scale attitudinal surveys, and two focused randomized con-
trolled weight loss trials . The first presentation examines predictors of 
the public’s willingness to view legal interventions as legitimate uses 
of government authority . A representative national survey (N = 1,817) 
finds support is high overall, substantially greater among racial mi-
norities than whites, and tied to perceptions of democratic represen-
tation in policymaking . Support is higher for interventions that help 
people make healthful choices (e .g ., menu labeling requirements) than 
for more coercive measures, such as insurance premium surcharges 
for obese individuals . People are more likely to support legal interven-
tions to address obesity if they feel connected to the decision-making 
process, perceive that public health officials understand their values, 
and feel that “people like me” can influence public health priorities . 
The second presentation concerns employer-run wellness incentives . 
Through a population-level experiment (N = 1,000), it explores how 
high rewards for having a normal BMI should be, as well as the extent 
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of acceptable penalties . The findings suggest that although the prin-
ciple of penalizing the overweight has some support, the acceptable 
size of penalties is comparatively small, around $50 (annually), more 
than 10-fold below levels favored by advocates . Reward-based incen-
tives are clearly favored over penalties . Of two different ways of fram-
ing penalty programs, poorer and higher-weight groups appear to 
find the one that is more overtly penalizing less acceptable . The third 
presentation concerns a qualitative analysis of survey responses from 
participants in two randomized controlled trials (N = 132 and N = 105) 
using different types of financial incentives to lose weight . At the con-
clusion of the study, approximately 50% of respondents volunteered 
that they needed more support in losing weight, including both infor-
mational support (e .g . weight loss tips) and other types of assistance 
(e .g . interaction or motivational support) . From these participants’ 
perspective, financial incentives alone were insufficient impetus to 
lose weight . All presenters will comment on how the empirical find-
ings should be incorporated in policymaking processes, and what the 
findings mean for normative debates around obesity prevention .

PAPER SESSION (230): ATTITUDES AND HEALTH 
POLICY INVOLVINg SOCIALLY AND ECONOMICALLY 
MARgINALIzED POPULATIONS
ethics in extremis: the Case of Correctional health services
Kenneth Kipnis, PhD, University of Hawaii at Manoa, Honolulu, HI

objectives
1 . List three elements of prison health care that can create ethical 

quandaries for professionals in correctional health services .
2 . Characterize two types of problems that arise in the context of 

these elements .
3 . Describe two strategies for dealing with these problems .
Although the professionals who provide health care for prison inmates 
may include the most ethically compromised doctors and nurses in 
the United States, the field of bioethics has paid little attention to this 
troubled area . This presentation aims to account for the problematic 
state of American correctional health services (CHS) and, as a way of 
stimulating further discussion, proposes some remedies that may be 
suitable in the extreme circumstances that I will describe . Several ele-
ments polycentrically create problems for those in CHS . Here are a 
few: (1) Patient–inmates are among the most vulnerable and socially 
disvalued populations known to health care . Few care about them, 
and some consider it unreasonable to act out of compassion toward 
them . There is widespread resentment that, as undeserving as they are, 
they are the only population in the United States that has something 
like a Constitutional right to health care . (2) Unlike their colleagues in 
hospitals and clinics, CHS professionals commonly work in compara-
tive isolation, with employer/supervisors and coworkers (wardens and 
corrections officers) whose concerns, knowledge, and skills are with 
prison security instead of inmate health . The ethical commitments of 
CHS professionals can erode in the absence of institutionally supported 
professionalism . Indeed the pressures of prison culture may instill an 
identity as prison employees instead of healthcare professionals . (3) As 
a consequence of the “get tough” policies in recent decades, American 
prison sentences grew along with the size of the prison population and 
the average inmate age . As a result the aggregate cost of providing 
prison health care grew even as legislative allocations failed to keep 
pace . Public debate on criminal justice policy has suffered as politicians 
who are “soft on crime” are voted out of office . Consequently, the re-
sources available to CHS professionals may be inadequate to meet the 
needs of inmate patients . Despite its high per-inmate allocations ($14K 
annual cost per inmate), the California penal system was placed in ju-
ridic receivership because of egregious shortcomings in health-related 
services . Following hearing, the Northern District Court reported that 

numerous experts testified as to the incompetence and indifference of 
prison physicians and medical staff and described an “abysmal” medi-
cal delivery system where “medical care too often sinks below gross 
negligence to outright cruelty .” This presentation will lay out some op-
tions under the specific conditions that might obtain (or might have 
obtained) in California’s prisons . Although such strategies could require 
a level of courage that has rarely been manifested by doctors and 
nurses, the deficits in CHS may well justify it .

addressing the Problem of Preterm Births with a 
Preferential option for the Poor
Mary E. Homan, MA, Mercy West Communities, Oklahoma City, OK

objectives
1 . Explain magnitude of issues related to preterm birth .
2 . Define and identify uses for the theory of preferential option for 

the poor .
3 . Articulate ways to address upstream issues related to preterm 

birth .
Preterm births are serious community health and justice issues . One 
out of nine infants is born prematurely . Preterm infants endure incred-
ible hardships, including painful and expensive medical procedures and 
treatments, and often face the risk of lifetime health challenges, such 
as breathing problems, cerebral palsy, and intellectual disabilities . Some 
of these infants will never go home to their birth mothers as some 
will not survive and some mothers will be considered unfit to care for 
them . Family dynamics, potentially burdensome treatments, and long 
lengths of stay take a toll on families, care team members, and the or-
ganization as a whole . Staff struggle with issues of deservedness and 
organizations worry about resource allocation . Typically ethics is called 
when all hope and possibilities have been exhausted . The clinical ethi-
cist often brings supporting evidence that care is “futile .” But this type 
of response leaves unaddressed the structural injustices surrounding 
preterm births . The Ethical and Religious Directives for Catholic Health 
Care Services from the United States Conference of Catholic Bishops 
call for collaboration to alleviate the causes of infant mortality and 
to provide health care to mothers and their children before and after 
birth . Whereas distributive justice requires that the goods of society be 
distributed in an equitable manner to all members of society, structural 
justice demands that context and structure also be examined . The lat-
ter examination necessitates a new conceptual apparatus . One appli-
cable concept developed in Catholic moral theology is the preferential 
option for the poor which calls us to strengthen the whole community 
by assisting those who are most vulnerable . By acting first through 
the promotion and protection of human dignity, Catholic health care 
attends to the care of all involved, particularly through exercising a 
preferential option for the poor . Although it is important that ethics 
be available in the clinical setting, especially when there are ques-
tions regarding excessively burdensome and insufficiently beneficial 
treatment, we must also collaborate with other persons committed to 
understanding preterm birth . Through the preferential option for the 
poor, Christians are called to look at the world from the perspective of 
the marginalized and to work in solidarity for justice . As such, Catholic 
health care must be willing to identify and address issues that brought 
mother and baby to this place with particular regard for human dignity . 
Catholic health care must be a “promoter of that Justice which opens 
those ways and sets people travelling them with courageous and pro-
phetic hope .” Catholic health care can only be as much if it seeks to 
answer more than a clinical ethics question and engage the larger real-
ity of injustice and disparities . Catholic health care organizations are ro-
bustly situated to participate in larger conversations about justice and 
service to the poor and vulnerable . This conceptual apparatus of the 
preferential option for the poor developed by moral theologians can 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  47

sCheDuLe With aBstraCts—friDay, oCtoBer 25

provide a fuller approach than what is available to secular bioethics . 
This paper will identify how the preferential option for the poor leads to 
a richer analysis of the problem of preterm birth .

transplant issues for intellectually Disabled individuals 
in the united states after amelia rivera: implications for 
Bioethicists and transplant social Workers
Michelle S. Ballan, PhD, Columbia University, New York, NY

objectives
1 . Gain an understanding of the current issues that preclude indi-

viduals with intellectual disabilities from being viewed as viable 
candidates for organ transplantation .

2 . Acquire strategies to reduce attitudinal barriers to ensure a com-
prehensive assessment occurs for individuals with intellectual 
disabilities to be considered for organ transplantation .

The very public exposure of the Children’s Hospital of Philadelphia’s 
perceived refusal to recommend a kidney transplant for a 3-year-old 
girl with Wolf-Hirschhorn syndrome in 2012 alerted Americans to the 
growing ethical, medical, and social crises surrounding the status 
of organ transplantation issues and decisions in the United States . 
Currently, few hospital transplant programs provide specific guide-
lines regarding candidacy for organ transplantation for individuals 
with disabilities; instead decisions are made by the transplant team on 
a case-by-case basis or in consult with the Hospital Ethics Committee . 
However, the United Network for Organ Sharing specifically states 
that patients with disabilities should not be excluded from consid-
eration for transplant solely by virtue of their disability . Prohibiting 
individuals with disabilities from organ transplantation is further ne-
gated by the tenets of the Americans with Disabilities Act (1990, P .L . 
101-336), which legally prohibits discrimination in health care based 
on disability . Yet, families with children and adult members with intel-
lectual disabilities routinely report attitudinal barriers to accessing 
the necessary medical care regarding organ transplantation for their 
loved ones . Systematic methods were used to review the literature 
on intellectual disability and organ transplantation in an effort to 
determine the evidentiary quality of studies and to identify gaps in 
the research . Systematic searches of the PsychINFO, MEDLINE, and 
PubMed databases were conducted across all available time periods . 
The databases yielded 239 unique results, and the abstracts were 
analyzed for relevance . One hundred sixty articles were pulled for fur-
ther analysis, and the reference sections of review articles were also 
examined for relevant studies . Meta-analyses, systematic reviews, ran-
domized controlled trials, cohort studies, cross-sectional surveys, and 
multiple and single case studies were selected for review . This presen-
tation considers the status of organ transplant issues for intellectually 
disabled individuals in the United States and examines the opportuni-
ties for advocacy by bioethicists serving in concert with transplant 
teams or Hospital Ethics Committees and by transplant social workers 
who serve clients and families encountering this complex issue . Five 
arguments from the transplant literature are offered for this exclusion-
ary protocol of patients with intellectual disabilities . The presentation 
will explore evidence countering the extant literature to develop a 
broad understanding of the current state of organ transplantation 
for individuals with intellectual disabilities . Recommendations will 
be suggested to explore the role of moral courage by social workers 
and bioethicists to reduce attitudinal and physical barriers to ensure 
children like Amelia Rivera are not excluded prior to or during assess-
ment for organ transplantation without a comprehensive and ethically 
sound evaluation . The altruistic goal of saving lives through organ 
transplants cannot sacrifice ethical principles or be done without 
public and professional discussion, disclosure, and oversight—the so-
cial work and bioethics professions included (Pollack, 2008) .

2:30–2:45 PM
BREAK IN THE ExHIBIT HALL

2:45–3:45 PM
CONCURRENT SESSIONS

PAPER SESSION (231): CLINICAL ETHICS/
CONSULTATION
autonomy’s Child: exploring the Warp and Woof of shared 
Decision Making
Elizabeth A. Bogdan-Lovis, MA, Michigan State University, East Lansing, MI
Karen Kelly-Blake, PhD, Michigan State University, East Lansing, MI

objectives
1 . Explore the boundaries of shared decision making .
2 . Examine the disagreements over interpretation of risks and best 

interests .
3 . Examine the disagreements over interpretation of risks and best 

interests .
Shared decision making is held up as a clinical-encounter ideal, 
yet current assessments suggest that multiple barriers exist to its 
full implementation . To explore some of those barriers, we exam-
ine obstacles to shared decision making surrounding the place of 
birth . Disagreement over interpretation of the available evidence, 
presentation of the relevant information, maternal and fetal rights 
and responsibilities, and physician rights and responsibilities com-
monly confuse the interaction . Our examination reveals some of the 
perplexing dynamics that confound full implementation of a shared 
decision-making process . The shared decision-making model assumes 
that the clinician can effectively access the best evidence and elicit 
patient preferences . Moreover, it also assumes that the clinician is able 
to objectively tap their clinical expertise . Yet persistent resistance 
to evidence-based medicine teaches us that clinical experiences are 
processed subjectively . Bad outcomes loom large, resulting in an 
“excessive vividness,” which in turn has a lingering impact on clini-
cal judgment and assessment of the evidence . This excessive vivid-
ness is especially evident in childbirth management where the health 
and well-being of an infant is at stake . Equally, this model assumes 
that the patient can effectively identify and assess their own values 
relevant to the respective clinical decisions and understand and ap-
preciate the best evidence . Pregnant women are in a decision-making 
position for the prospective health and well-being of their newborn 
infants . Internet access makes available a plethora of information re-
garding the variable merits of birth options including home, hospital, 
and birth center . Personal narratives can powerfully mediate how that 
information is received and processed . Place of birth decision making 
highlights shared decision-making complexities over who is and who 
should be the authorized decision maker for the mother–baby dyad . 
Disagreement over interpretations of risks as well as determination 
of best interests usefully highlight some of the difficulties with imple-
menting shared decision making in the clinical encounter .

the Craft of Clinical ethics: Practical ethics applied to the 
Clinical setting
Lauren Davidson, MA, Harvard University, Boston, MA
Jason Batten, MA, Northridge Hospital, Northridge, CA

objectives
1 . Describe the basic features of public policy scholar Kenneth 

Winston’s practical ethics .
2 . Adapt Winston’s conception of practical ethics from the public 

policy context to the clinical ethics setting .
3 . Use our adaptation of Winston’s practical ethics to resolve an 

apparent dilemma regarding the status of bioethics .
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As a field of inquiry, bioethics seems to face a troubling dilemma: “[It] 
appears to be in a precarious position in that it requires a conception 
of practical ethics that can substantiate its claim to be a genuine form 
of ethical inquiry without either collapsing back into ethical theory 
or simply devolving into some less rational form of social transac-
tion” (London, 2001) . To resolve this dilemma, we draw on the work 
of scholar Kenneth Winston (2008), who identifies an analogous 
dilemma for public policy: “In the absence of integrated, comprehen-
sive principles, of the sort that moral philosophers often seek, it is 
tempting to say that power or other nondiscursive factors have the 
final word in the public realm . As though to say: Reasoning runs out, 
and then one has to act .” Rather than relinquish reasoning, Winston 
develops a conception of practical ethics as craft, which he and we 
believe provides a way between the horns of the dilemma for public 
policy and bioethics, respectively . Winston develops his notion of the 
craft of practical ethics by identifying the endeavor’s salient features, 
including these: (1) practical ethics emerges in response to a problem 
in need of remedy; (2) successful practitioners possess both technical 
expertise (theoretical knowledge) and the ability to make complex 
judgments; (3) the practitioner makes decisions not by applying rules 
but by exercising competencies (such as fact-sensitivity, responsive-
ness to context, steady focus on guiding principles, and prudence); 
and (4) the principles that guide practitioners highlight concerns that 
must be considered in any acceptable decision but cannot be applied 
in a formulaic fashion . We argue that Winston’s conception of practi-
cal ethics as craft can be adapted from the public policy context to 
the clinical setting and, once adapted, accurately captures the every-
day ethical reasoning carried out by clinical ethics consultants . But 
how does the notion of practical ethics as craft resolve the dilemma 
about the status of bioethics? When clinical ethics, like practical 
ethics, is firmly rooted in concrete, specific problems, it cannot col-
lapse into purely abstract ethical theory; considerations of efficacy 
and the contingent facts of the situation play a central role in ethical 
reasoning and decision making . Yet ethical principles still guide the 
clinical ethicist; not just any practically feasible solution is acceptable . 
Winston’s concept of craft provides a useful touchstone for under-
standing this form of guidance by ethical principles . Clinical ethics 
requires the holistic assessments and complex judgments of the ex-
perienced craftsman, and also the craftsman’s knowledge of relevant 
principles and willingness to reformulate them given the appropriate 
circumstances . In Winston’s words, “An inexperienced cook follows a 
recipe closely; an experienced cook exhibits culinary craftsmanship” 
(2008) . Thus, conceiving of clinical ethics as craft gives ethical princi-
ples the flexibility necessary to account for specific contextual details 
without reducing ethical decisions to nonrational social transactions .

thinking through the ethics of Pregnancy reductions
Jennifer A. Flynn, PhD, Memorial University, St. John’s, NL, Canada

objectives
1 . Stimulate moral thought on the practice of pregnancy reduction .
2 . Encourage reflection on the similarities and differences, from a 

moral point of view, between abortion and pregnancy reduction .
With the ever-growing use of various forms of assisted reproduc-
tive technology, and with it the implantation of multiple embryos 
into a woman’s uterus, multiple pregnancies are becoming increas-
ingly common . As the number of multiple pregnancies increases, so 
does the demand for pregnancy reductions . When one undergoes a 
pregnancy reduction, one reduces the number of fetuses one carries 
by having one or more fetuses terminated: one may go, for instance, 
from carrying triplets to carrying a singleton . Somewhat surprisingly, 
there is very little in the bioethical literature on the topic of pregnancy 
reductions . This is in striking contrast to the vast philosophical and 

otherwise bioethical literature on abortion . We might explain this by 
recognizing the relative newness of this phenomenon . Further, I think 
ethical questions about pregnancy reductions can be difficult to get 
at, partly because questions about abortion itself are invoked, and 
because one runs into the medical debate surrounding the medical 
benefits of sustaining a singleton, versus a multiple, pregnancy . Still, 
pressing questions demand our attention: What are the similarities 
and differences between how we should approach the moral question 
of abortion, and that of pregnancy reduction? How ought we to think 
about the moral status of pregnancy reduction itself? These ques-
tions are the focus of my paper . Specifically, I examine three aspects 
of pregnancy reduction that might appear to distinguish it, ethically 
speaking, from abortion . First, those seeking assisted reproduc-
tion are often made aware of the possibility of multifetal pregnancy . 
Second, many firsthand accounts of those who have undergone 
reductions after using assisted reproductive technology include the 
thought that reducing a pregnancy that was conceived though “ar-
tificial means” is more permissible than terminating one conceived 
“naturally,” because one is not disrupting a “natural order,” but rather 
something that was chosen and orchestrated . Third, many seek re-
ductions not because they do not want to become parents, but be-
cause they want to become parents to fewer children than the num-
ber with which they are pregnant . Although I do not forward any firm 
conclusion of the moral status of pregnancy reductions, I do suggest 
that the ethical contours of pregnancy reduction more closely mirror 
those of abortion than might be first assumed . This paper addresses 
the conference theme by examining how the dialectic among moral 
traditions regarding the morality of abortion sustains itself, or breaks 
down, when applied to the increasingly prevalent practice of preg-
nancy reduction . (Leah McClimans’s article “Elective Twin Reductions: 
Evidence and Ethics” [Bioethics, 2009] urges a closer look at the 
relation between clinical evidence and the moral data on reductions . 
In April 2011, the New York Times ran an article by Ruth Padawer, “The 
Two-Minus-One Pregnancy .” Though not a scholarly article, it sets out 
some of the moral issues at play, offering a nice discussion of the dis-
tinction between a procedure’s being “medically indicated” and being 
“socially indicated .”)

PANEL SESSION (232) 
improving Care near the end of Life: Why it’s still so 
Difficult
Nancy Berlinger, PhD, The Hastings Center, Garrison, NY
Adrienne Asch, PhD, Yeshiva University, New York, NY
Richard Payne, MD, Duke University and The Center for Practical Bioethics, 

Durham, NC
Susan M. Wolf, JD, University of Minnesota, Minneapolis, MN

objectives
1 . Describe current areas of consensus and debate in treatment 

decision making and end-of-life care .
2 . Identify care problems that may arise or persist because of faulty 

understanding and/or application of legal and ethical consensus .
Improving care near the end of life is profoundly difficult . In the past 
decade, new issues have emerged and continuing challenges have 
resurfaced . The Schiavo case revealed unsolved problems in surrogate 
decision making and in how we communicate about diagnosis and 
prognosis . The Affordable Care Act (ACA) improved hospice access 
for children but abandoned efforts to reimburse physicians for advance 
care planning . Debates and policymaking about physician-assisted sui-
cide continue . Legal myths stymie efforts to change clinician behavior . 
The integration of palliative care into standard medical care is a work in 
progress despite evidence of better outcomes . Research into the psy-
chology and sociology of decision making and the neurodevelopment 
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of decision-making capacity challenge the concept of the autonomous 
decision maker . Disability advocates continue to raise serious questions 
about explicit or inferred “end-of-life” framing when decisions about 
life-sustaining treatments and technologies are being made . Talking 
about these issues remains challenging at every level . As the United 
States confronts healthcare reform and the needs of an aging popula-
tion, it is time for a fresh look at end-of-life care . In 1987, The Hastings 
Center published “Guidelines on the Termination of Life-Sustaining 
Treatment and the Care of the Dying .” This influential report articulated 
the three-tiered standard for surrogate decision making still used in the 
United States, and was cited in the U .S . Supreme Court’s Cruzan deci-
sion . A revised and expanded edition is being published in 2013 . This 
panel will use the occasion of the new guidelines to explore tradition, 
innovation, and challenges in treatment decision making and end-of-
life care . The first panelist, a law and bioethics scholar, will discuss the 
history of efforts to improve end-of-life care through litigation, statute, 
ethics guidelines, and clinical innovation . This panelist will suggest why 
progress has been so difficult to achieve and controversy continues 
to erupt, most recently over “death panels,” underground networks to 
assist suicide, the limits of individual choice, and integrating cutting-
edge neuroscience on consciousness . The panelist will suggest a way 
forward, arguing that as U .S . health care transforms under the ACA, a 
crucial goal must be crafting a better approach to end-of-life care . The 
second panelist, an expert in ethics and disability, will discuss consistent 
misunderstandings of the goals of disability advocates in the end-of-life 
context . This panelist will describe how perspectives from people with 
lived or professional experience with technologies can inform ethics 
guidance and clinician education on communication and goal setting 
after the onset or progression of a disabling condition . This panelist 
will describe a recent process for consulting with members of disability 
communities, the outcomes of this process, and continuing challenges . 
The third panelist, a clinical expert in palliative medicine, will explore 
the continuing professionalization of interdisciplinary palliative care as 
a clinical and research specialty, and the consequences for ethics work 
in clinical settings . Are palliative care and ethics allies, competitors, or 
both? As situations experienced as ethically challenging may feature 
moral distress even when pain and symptom needs are addressed, how 
can ethical reflection support the moral courage healthcare profession-
als may need to confront problems in patient care?

PAPER SESSION (233): HEALTH POLICY/PUBLIC 
HEALTH
the aCa exemption of health Care sharing Ministries
Charlene Galarneau, PhD, Wellesley College, Wellesley, MA

objectives
1 . Educate attendees about the ethical dimensions of health care 

sharing ministries and their ACA exemption .
2 . Argue persuasively that the current ACA exemption of health 

care sharing ministries is unjust .
The Patient Protection and Affordable Care Act (ACA) exempts 
members of three Christian health care sharing ministries (HCSMs) 
from the ACA’s individual responsibility requirement to carry health 
insurance . In the tradition of 19th/early 20th century mutual aid 
societies, HCSMs coordinate their members’ sharing of medical ex-
penses . Novel in today’s ACA context is the HCSM exemption from 
the responsibility required of most of the U .S . healthcare community . 
HCSMs are private, tax-exempt organizations that coordinate the 
sharing of their approximately 160,000 members’ medical expenses 
amounting to more than $165 million per year . Persons wanting to 
join HCSMs must apply for membership and meet theological (mostly 
Evangelical Christian), behavioral (“biblical” or “Christian”), and in 

some cases health status, criteria . During the recent healthcare reform 
debate, the Alliance of Health Care Sharing Ministries successfully lob-
bied key members of the Senate to exempt HCSM members from the 
individual responsibility requirement that all individuals carry a mini-
mum essential coverage of health insurance or pay a shared respon-
sibility penalty . The various book-length commentaries on ACA and 
the politics and processes that led to its passage barely mention this 
exemption, despite its place in the law’s most controversial corner-
stone, the individual “mandate .” This paper draws substantially from 
published HCSM materials to offer a thick description of the exempt 
HCSMs . This literature as well as the ACA exemption ground an ethi-
cal analysis and the finding of several ethical concerns . Given ACA’s 
commitment to “universal” participation and affordable financing, I 
argue that the exemption is unjust because of the inequitable respon-
sibility it places on the broader U .S . public, and because of multiple 
exclusionary aspects of HCSM membership and coverage that in ef-
fect discriminate by gender, race, income, sexuality, and health status . 
These latter features—the rejection of applicants who do not meet 
health and financial criteria, the limited coverage of needs (preexisting 
and otherwise), and the membership cancellations of persons with 
certain medical conditions—are morally as well as medically trouble-
some . Such exclusions disproportionately affect the sick, the elderly, 
and lower-income persons . HCSM limits on the sharing of certain 
expenses (e .g ., many chronic-care- and prevention-related expenses) 
undoubtedly influence the care that members seek and likely dis-
suade some from obtaining needed care . The ACA exemption of 
HCSMs warrants additional public and bioethical discussion, if not 
Congressional reconsideration . This paper expands bioethical atten-
tion into understudied public policy and religious studies realms .

Does the affordable Care act 80/20 rule Matter? the 
health insurance Marketplace, Direct-to-Consumer 
advertising, and ethics
Valerie Delva, MS, Columbia University, New York, NY

objectives
1 . Review and discuss the Affordable Care Act (ACA) and potential 

impact on direct-to-consumer (DTC) advertising .
2 . Discuss and identify ethical considerations underlying health 

insurance DTC advertising and discuss specific parallels to phar-
maceutical DTC .

3 . Outline areas for future policy consideration in health insurance 
DTC advertising .

Three years ago, President Obama signed the Affordable Care Act 
(ACA); the law stands to reform the U .S . healthcare system and put 
into place unprecedented transparency mandates for health insurers . 
However, the ACA may have some unintended consequences . Some 
of the most discussed ACA provisions include a coverage guarantee 
regardless of health status or preexisting conditions and the establish-
ment of health insurance marketplaces . Starting in 2014, online health 
insurance marketplaces will allow people to search and compare 
health plans, determine eligibility for cost reductions, find answers to 
questions on coverage options, and, ultimately, enroll in a health plan . 
More people will now “shop”‘ for insurance on the individual market 
and thus shift coverage purchasing power dynamics . Historically, 
health insurers mainly marketed directly to businesses because many 
Americans received coverage through their employers . The ACA is set 
to create a new, expanded direct-to-consumer (DTC) advertising cat-
egory when it comes to health insurance . This paper discusses how 
the ACA has now made it in the best interest of health insurers to 
market directly to consumers; considers ethical implications underly-
ing health insurance DTC including those that parallel pharmaceutical 
industry DTC; and specifically examines the limitations of a champi-
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oned ACA provision, the 80/20 rule . More commonly referred to as 
the medical loss ratio, the rule requires health insurers to spend at 
least 80% of premiums on health care . Associated transparency man-
dates also require insurers to reveal how much of premium dollars 
is spent on health care and how much goes to administration such 
as marketing . However, requiring insurers that spend less than 80% 
of premiums on care to rebate the excess may not be enough given 
the influence advertising/marketing may have on healthcare decision 
making, treatment, and health outcomes . Additional measures are 
needed to protect both consumers and the health insurers . As con-
sumers navigate the health insurance marketplace and health insurers 
work to differentiate their brands, build marketing campaigns, and 
directly engage consumers, relevant and meaningful guidance will 
be needed for DTC advertising . This paper aims to review key ethical 
considerations in health insurance DTC advertising to help inform fu-
ture guidelines .

PANEL SESSION (234) 
Palliative Care for Prisoners: tempering Justice with Mercy
Ben A. Rich, JD PhD, University of California, Davis School of Medicine, 

Sacramento, CA
Kandyce Powell, MSN RN, Maine Hospice Council and Center for End-of-Life 

Care, Augusta, ME
Diane H. Schetky, MD, Maine State Prison, Topsham, ME

objectives
1 . Identify the fundamental ethical issues raised by the care of dy-

ing prisoners .
2 . Describe the challenges and benefits of instituting hospice and 

palliative care in the prison setting .
The United States has been labeled by one of its own prominent jour-
nalists “incarceration nation .” Almost one out of every 100 Americans 
is incarcerated . The hard edge of criminal justice in this country insists 
upon longer sentences and less judicial discretion through “three-
strikes-and-you’re-out” laws, diminished parole, and responsiveness to 
public intolerance for any sign of softness on crime and punishment 
by prosecutors or judges . As a result, the number of aging prisoners 
on a trajectory to die in prison is exponentially increasing—according 
to one informed estimate, by more than 4,000% between 1998 and 
2030 . The law requires that these prisoners receive basic healthcare 
services . For those with terminal illness, such services would include 
hospice or palliative care . However, given that many Americans live in 
communities with inadequate access to high-quality end-of-life care, 
the proposition that society has any duty to relieve the suffering of 
dying prisoners is, unsurprisingly, unpopular . Such public attitudes 
raise serious moral and legal issues about the relationship between 
justice and mercy, at least with regard to this rapidly expanding seg-
ment of the prison population facing their imminent demise from 
natural causes . In this interdisciplinary panel session, we will explore 
the legal, ethical, clinical, policy, and procedural aspects of imple-
menting prison hospice programs as well as facilitating the woefully 
underused option of compassionate release of prisoners prior to the 
completion of their sentences in order to access hospice or palliative 
care services in their home communities or those of relatives . In a few 
jurisdictions, efforts are underway to establish hospice services within 
prisons, as well as to train and utilize inmate volunteers to participate 
in the care of fellow prisoners under the guidance and supervision of 
experienced hospice and palliative care professionals . The moderator 
and first presenter, an academic bioethicist, will begin the session with 
an overview and exploration of the philosophical debates in the litera-
ture as to whether ostensibly “just” prison sentences are respected or 
undermined when a dying prisoner is provided hospice within prison 
or granted compassionate release in a timely manner to receive such 
care in the community . The second presenter, with a background in 

nursing and the executive director of a state hospice association, has 
taken the lead in the introduction of hospice in a state penitentiary . 
She will familiarize the audience with the challenges and accomplish-
ments of such a program . The third presenter, a psychiatrist with sub-
stantial experience in prison health care and bereavement, will discuss 
the need for such medical services among aging prisoners, as well as 
the transformative effect that inmate hospice volunteers frequently 
describe and demonstrate through this experience . These accounts 
strongly suggest that such programs, in addition to securing ade-
quate care for dying prisoners and providing prisoners with the train-
ing and opportunity to participate in the care of some of their own at 
the end of life, may actually achieve a form of rehabilitation that has 
for so long been marginalized by our society’s determination to priori-
tize the retribution and deterrence functions of the penal system .

PANEL SESSION (235) 
surgeons, intensivists, and Discretion to refuse requested 
treatments
Mark R. Wicclair, PhD, West Virginia University, Morgantown, WV
Douglas White, MD MAS, University of Pittsburgh School of Medicine, 

Pittsburgh, PA
Margaret Schwarze, MD MPP, University of Wisconsin, Madison, WI
Joel Frader, MD MA, Feinberg School of Medicine, Northwestern University, 

Chicago, IL

objectives
1 . Identify cases showing that surgeons enjoy greater discretion to 

refuse requested medical interventions than intensivists in similar 
contexts .

2 . Identify factors that influence surgical decision making and can 
be cited to support discretion to unilaterally refuse to operate .

3 . Identify contexts in which it is appropriate for surgeons and 
intensivists to utilize similar procedural dispute resolution pro-
cesses to resolve disagreements with patients and surrogates .

According to the dominant model of medical decision making, there 
should be a collaborative process between physicians and patients 
or their surrogates . Physicians are expected to engage patients/sur-
rogates as partners in identifying the possible benefits and harms as-
sociated with treatment options and selecting from among potential 
treatment options, rather than simply dictating what treatments pa-
tients will and will not receive . Although collaborative decision making 
is the generally accepted model, there are circumstances in which 
the collaborative process breaks down due to irresolvable disagree-
ment . A recurrent and challenging manifestation of disagreement 
takes place when surrogates of patients who are expected to die if 
they do not receive a treatment insist on treatment despite the physi-
cian’s firm belief that it is ill advised . Surgeons and intensivists often 
confront such situations . Whereas intensivists typically do not make 
unilateral decisions and instead employ a dispute resolution process, 
surgeons often refuse to operate with the simple conclusion: not a 
surgical candidate . Do surgeons have more discretion than intensiv-
ists to unilaterally decide when the risks of a procedure outweigh the 
expected benefits? Should they? The panel will examine these and re-
lated questions . The first panelist, an intensivist, will describe the ethi-
cal considerations that arise when surgeons and intensivists seek to 
refuse requested treatments that have some small chance of extend-
ing the patient’s life . Cases will be presented to illustrate relevant con-
textual considerations . The panelist will summarize empirical research 
which suggests that public reporting of surgeons’ operative outcomes 
has led to a decrease in their willingness to accept high-risk cases . 
The panelist will explore differences between surgeons, who unilat-
erally refuse to operate, and intensivists, who more commonly use 
procedural dispute resolution processes . The panelist will conclude by 
arguing that procedural oversight is warranted when surgeons refuse 
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to operate on critically ill patients . The second panelist, a surgeon, will 
describe the factors that influence surgical decision making . Empirical 
data will be presented showing that surgeons see themselves as 
agents through whom the goals of surgery are obtained but also as 
agents of suffering . As such, the decision to perform an operation is 
first and foremost the surgeon’s to make and is determined by careful 
calculation of the trade-offs involved . Since surgeons see themselves 
as the treatment and they are the arbiter of the procedure, perform-
ing surgery is entirely dependent on the surgeon’s assessment that 
the goals of surgery are achievable . Although mandated outcomes 
reporting does influence decision making, the impetus for these deci-
sions is more strongly rooted in convictions about personal respon-
sibility . The third panelist, a philosopher, will critically examine several 
possible justifications for surgeon discretion and will argue that none 
provides a satisfactory basis for allowing surgeons to unilaterally 
refuse to operate when it will almost certainly result in the patient’s 
death and operating offers a slight chance of meaningful survival . The 
panelist’s critique of the justifications of surgeon discretion will also 
be used to challenge the view that surgeons should have more discre-
tion than intensivists in similar circumstances .

PAPER SESSION (236): NEUROETHICS
Moral neutrality and Moral Progress: are they Compatible?
Fabrice Jotterand, PhD, University of Basel, Basel, Switzerland

objectives
1 . Summarize the basic ideas of moral enhancement .
2 . Understand the importance of moral traditions in the formation 

of moral identities and their implications for moral progress .
Some claim that recent advances in neuroscience and neurotechnolo-
gies could, or soon will, allow the control and manipulation of hu-
man conduct (Bublitz & Merkel, 2009; DeGrazia, 2013; Foster, 2006) 
through brain interventions that would enhance aretaic categories 
such as empathy, solidarity, altruism, gratitude, justice /fairness, 
shame, forgiveness, etc . (Persson & Savulescu, 2008; Douglas, 2008; 
Bostrom, 2005) . The hope is to achieve the improvement in human 
character by technoscientific means, which implies the possibility 
of a philosophical and moral neutrality concerning one’s beliefs, at-
titudes, presuppositions, values, etc . That is, moral decision-making 
processes do not need any particular philosophical/moral standpoint 
because we could achieve moral enhancement through the manipula-
tion of moral emotions (neurotechnologies, psychopharmacology) . In 
this presentation, I argue that this neutrality is illusory because each 
individual orders his or her life according to a set of practices that 
implies particular ends or goods within a social order . Practices pro-
vide the context that locates a moral agent within a network of social 
interactions . In the process of ordering one’s life according to a set 
of practices, one participates in “particular social orders embodying 
particular conceptions of rationality” (MacIntyre, 1998) . One cannot 
escape one’s rationality in the hope to reach “moral neutrality .” The 
terms moral or morality always presuppose an inescapable content-
laden conception of rationality situated in a particular social environ-
ment . Each individual has a set of norms guiding his or her behavior 
based on particular notions of the good, the right, and the just . To 
deliberate a moral question demands an initiation into everyday moral 
judgments and activities (i .e ., practices) . These practices are acquired 
through the learning of skills within a community or social setting, 
which in turn requires an understanding of the relationship between 
these skills and the means to achieve particular (social) goods internal 
to these practices . Moral agency requires understanding and the for-
mation of right moral emotions . Moral emotions and moral reasoning 
constitute two inseparable elements in moral judgments . The latter 
provides an evaluative mechanism to assess whether moral emotions 

justify a particular behavioral response to a moral dilemma . The hope 
of controlling human moral emotions through technological means 
is insufficient for the formation of moral people and for the achieve-
ment of moral progress . Moral agents are not engineered but trained 
through the development of a vision of the good life and an under-
standing of human flourishing .

Why (re)Categorizing Mental Disorder is an ethical 
activity
Dominic A. Sisti, PhD, University of Pennsylvania, Philadelphia, PA

objectives
1 . Understand why the creation or revision of psychiatric categories 

is an ethical activity .
2 . Describe the philosophical foundations and ethical controversies 

surrounding particular diagnostic shifts, including the scientific 
and policy ramifications of shifts .

The DSM-5, published in May 2013, contains several ethically fraught 
revisions that will affect clinical psychology and psychiatry . This pre-
sentation will provide a brief overview of the new manual, and will 
highlight the ethical and philosophical dimensions of particular shifts 
in categories, such as the revisions made to conditions such as autism 
spectrum disorders, ADHD, personality disorders, substance use dis-
orders, and sexual identity disorders . Using historical and contempo-
rary examples as well as scholarship in the philosophy of psychiatry, a 
key question will be addressed: Why is (re)categorizing mental disor-
der an ethical activity?

unnecessary roughness: ethical Considerations in sport-
related neurotrauma, sports Participation, and Consent
Syd M. Johnson, PhD, Michigan Technological University, Houghton, MI

objectives
1 . Demonstrate how sport-related neurotrauma is an injury that 

raises significant ethical considerations .
2 . Problematize consent to participate in sports as a unique and 

important ethical concern with sport-related neurotrauma .
3 . Propose a neuroprotective solution that addresses the problems 

of neurotrauma and consent in athletes .
While sport-related concussion has been a subject of intense public 
and media interest recently, it has been largely neglected as a topic 
of bioethical and neuroethical concern . The ethicist has much to 
contribute to the conversation, however, as there are significant ethi-
cal issues that arise in the context of sport-related concussion and 
neurotrauma . Sports participation by youth athletes raises special 
concerns because the potential for short-term impairment of cogni-
tive functioning, which can profoundly affect the developing brain, 
and impair academic and athletic performance, are well documented, 
although the long-term effects of sport-related neurotrauma in non-
professional athletes has been underexamined . The long-term effects 
in elite athletes with prolonged exposure to neurotraumatic sports, 
which include early dementia, mood disorders, and impulsivity and 
suicidality, are especially worrisome in light of the fact that much of 
the exposure risk occurs early in life, when young athletes play in 
recreational and school leagues . In youth athletes, concerns about in-
formed consent are centered on surrogate consent, and the fiduciary 
duty of parents, guardians, caregivers, educators, athletic trainers, 
and coaches to protect young persons from avoidable and unjustified 
harms . The harms of neurotraumatic sports participation are argu-
ably unjustifiable, and a key question is whether responsible adults 
can or should consent on behalf of minors to participation in sports 
that present substantial risk of neurotrauma . In adult athletes, there 
remain concerns about consent with respect to the potential for co-
ercion and inducement in college sports, and, in the case of athletes 
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previously exposed to neurotrauma, the impairment of decisional 
capacity . Every elite athlete began sports participation as a child, and 
repetitive neurotrauma has a cumulative effect on the brain, so ethi-
cal concerns about youth participation in sport are inseparable from 
concerns about the ability of young adult athletes to make informed, 
unimpaired decisions about continuing sports participation, both as 
uncompensated college athletes, and as well-paid professionals . The 
aim of this paper is to lay out the empirical cause for concern about 
sport-related neurotrauma in both youth and adult athletes, and 
show how those concerns intersect with significant ethical consider-
ations, especially surrogate and athlete consent for sport participa-
tion . Particular attention will be given to (1) the moral obligations of 
adults to protect children from avoidable and unjustifiable risks and 
harms, including the harms of sport-related neurotrauma, and (2) in 
adult athletes who have been repeatedly exposed to sport-related 
neurotrauma, the potential impairment of decisional capacity and its 
effects on the ability to provide informed consent . A neuroprotective 
solution to both problems is proposed: radically reform youth sports 
to significantly reduce the incidence of neurotrauma . Doing so would 
be neuroprotective for both youth athletes and the adult athletes they 
might someday become .

PANEL SESSION (237) 
Community Consultation for research in emergency 
settings: an innovative strategy for a Challenging situation 
or a source of unnecessary Confusion and Work?
Neal W. Dickert, MD PhD, Emory University School of Medicine, Atlanta, GA
Victoria A. Mah, MPH, Emory University School of Medicine, Atlanta, GA
Jeremy Sugarman, MD MPH MA, Johns Hopkins University, Baltimore, MD
David Wright, MD, Emory University, Atlanta, GA

objectives
1 . Communicate the experience within two large networks regard-

ing community consultation for research in emergency settings .
2 . Appreciate the range of community consultation methods used 

and available data regarding the impact of different methods 
and range of community acceptance of EFIC research .

3 . Provide an investigator’s experience regarding the efforts in-
volved in community consultation and the impact of community 
consultation on study approval and conduct .

Research in emergency settings raises obvious ethical challenges, 
many related to absence of informed consent . One of the most in-
teresting and innovative elements of the regulations allowing an 
exception from informed consent (EFIC) in emergency settings is 
the requirement that investigators conduct community consultation 
prior to study approval and initiation . Since the EFIC regulations’ pas-
sage, the community consultation requirement has been persistently 
controversial, with significant discussion, confusion, and disagree-
ment regarding its purpose, implementation, and impact . Although 
community consultation has been recommended and practiced in 
other contexts, it is not required by U .S . regulation for any other type 
of research, and there are deep questions about its goals in EFIC re-
search . Should it be primarily designed to represent views of potential 
enrollees, to promote trust and transparency within the community, 
or to generate substantive feedback? Important related concerns 
exist regarding what constitutes a community and which commu-
nities’ views matter most . Unfortunately, there are no established 
benchmarks for conducting or interpreting community consultation . 
There is no consensus, for example, regarding necessary levels of 
trial acceptance among consulted communities . Moreover, numerous 
different consultation methods have been and continue to be used, 
ranging from highly interactive, in-depth interviews to large-scale, 
population-based surveys . These methods vary in the kind of informa-

tion they generate, their associated costs, and the extent to which 
they represent different communities . Finally, real uncertainty exists 
regarding whether community consultation meaningfully impacts 
study design, IRB review, or public perceptions of research . This panel, 
consisting of ethics researchers affiliated with two large emergency 
research networks and a principal investigator of a multicenter EFIC 
trial, will integrate available data on community consultation with 
personal and network experiences in order to address these impor-
tant questions . An overarching theme, in the context of addressing 
some of the specific questions above, will be a critical examination of 
whether this interesting and innovative requirement meaningfully im-
proves emergency research from an ethical or practical perspective . 
The first panelist will present data from a series of studies conducted 
within the Neurological Emergencies Treatment Trial (NETT) network . 
These data will specifically address the range of methods employed 
across the network, variability across sites and methods in community 
consultants’ acceptance of EFIC and understanding of the proposed 
study, and the extent to which consultation participants’ views reflect 
the views of enrolled patients and surrogates . The second presenter 
will discuss his experience as the principal investigator of a multi-
center EFIC trial evaluating a novel therapy for traumatic brain injury . 
He will specifically discuss his experience using different community 
consultation methods, the amount of effort and expense associated 
with various strategies, and the impact of community consultation on 
review and conduct of the project . Finally, the third presenter will de-
scribe community consultation experiences within the Resuscitation 
Outcomes Consortium (ROC), including widespread adoption of 
population-based consultation methods . The moderator will be a 
physician-ethicist active in research regarding EFIC trials . The panel 
promises to raise and address large-scale questions regarding the role 
and impact of community consultation for important clinical studies 
in highly vulnerable, critically ill patients .

PANEL SESSION  (238) 
the same, but Different: attitudes and experiences of 
noninvasive Prenatal testing—the Patient, the Provider, 
and the Public
Marsha Michie, PhD, Stanford University, Stanford, CA
Jessica Mozersky, PhD, University of Pennsylvania, Philadelphia, PA
Megan A. Allyse, PhD, Stanford University, Stanford, CA
Nancy Press, PhD, Oregon Health and Science University, Portland, OR

objectives
1 . Explore the ethical, social and psychological impact of the in-

troduction of near-diagnostic noninvasive prenatal genetic tests 
into prenatal care .

2 . Understand the broader moral context of how prenatal testing 
is conceived and how new noninvasive methods are assessed in 
that framework .

Noninvasive prenatal testing (NIPT) using cell-free fetal DNA emerged 
as a prenatal care option only a few short months ago . Yet this cutting-
edge technology is already available in somewhat different forms from 
four different commercial entities, and is rapidly being incorporated 
into routine prenatal care . Nevertheless, the complex ethical and social 
issues raised by NIPT are as yet unresolved . These include: the difficulty 
of truly informed consent for NIPT, commercialization and ensuring 
equitable access to testing, the potential that earlier and more wide-
spread genetic testing could increase the number of women who must 
face decisions about pregnancy termination, and the potential stig-
matization of people with genetic disorders and mothers who choose 
not to test or not to terminate after a positive result . Although prenatal 
testing has always entailed moral decision making, these new technolo-
gies have the potential for use on a much larger scale, so that many 
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more families may confront such decisions earlier in pregnancy, deci-
sions based on new and unfamiliar kinds of information . Bioethicists 
have predicted that the already contentious battles over prenatal di-
agnosis and the morality of selective abortion will only intensify with 
these technological innovations, which allow for earlier results without 
miscarriage risks . Yet the various stakeholders in NIPT have had only 
a short time to form opinions on these rapidly expanding testing op-
tions, often with very little clinical data . This panel presents some of 
the earliest empirical data on current and future clinical applications 
of NIPT . These data shed light on the ethical and social issues that are 
emerging around NIPT, and offer insights on the concerns that should 
guide biomedical practice in this field . This panel examines stakeholder 
views and concerns on NIPT, both from women and healthcare provid-
ers currently affected by NIPT and from the general public . The first 
presentation will analyze data from a Web forum in which participants 
responded to a hypothetical scenario involving NIPT . Results reveal a 
complex system of value judgments around the acceptability of nonin-
vasive prenatal testing, including considerations of justice, religion, and 
the nature and burden of disability . The second presentation will dis-
cuss findings based on participant observation of interactions between 
genetic counselors and women being offered NIPT . In particular, it will 
reflect on the complexities of integrating NIPT into clinical practice 
(highlighting the at times confusing boundaries between screening and 
diagnostic tests), commercialization, and the potential benefits of NIPT 
in streamlining what is currently a relatively complex and fragmented 
screening process . The third presentation will present findings from in-
terviews with women who have been offered NIPT . The experiences of 
both those who accept NIPT and those who decline it shed light on the 
complex array of decisions and consequences surrounding decisions 
about having the test and the ways in which women deal with results . 
The panel moderator, an expert on women’s experiences of prenatal 
testing, will comment briefly on these findings within the broader his-
tory of prenatal screening and diagnosis .

4–5:15 PM
PRESIDENT’S ADDRESS AND MEMBERS’ MEETINg

AWARDS PRESENTATION
Awards will be presented to Therese 
(Tess) Jones, PhD; H . Tristram 
Engelhardt Jr ., MD PhD; and the 
MacLean Center for Clinical Medical 
Ethics at the University of Chicago . 
(See p . 10, “2013 Award Winners .”)

5:45–7 PM
AFFINITY gROUP MEETINgS
Philosophy (241)
The aim of the ASBH Philosophy Affinity Group is to provide a forum 
for presenting and discussing high-quality philosophical research in 
bioethics . The group has made a commitment to feature and support 
work by graduate students and those in the first 5 years of an aca-
demic or other professional appointment . Meeting time at the confer-
ence will be split evenly between two peer-reviewed presentations . 
All are welcome to attend and join in the discussions .

nursing (242)
Last year, the Nursing Affinity Group met in small groups to discuss 
three relevant topics in nursing ethics: creating and sustaining ethical 
work environments, ethics education for nurses, and helping practic-

ing nurses to be active contributors in ethically challenging clinical 
situations . Each group was led by an expert facilitator and a summary, 
including potential strategies to address each issue, was created . This 
year, we will dive more deeply into these topics, keeping in mind the 
theme, “Tradition, Innovation, and Moral Courage .” A call for abstracts 
was distributed earlier this summer and we will accept four abstracts 
for oral presentation and discussion . In addition, we will have updates 
from the American Nurses Association (the association that authors 
the Code of Ethics for Nurses) as well as from Sarah Shannon (ASBH 
Board) on the plans for the San Diego meeting .

religion, spirituality, and Bioethics (243)
From the perspective of a Christian chaplain and ethics consul-
tant, Rev . David Kenney will give a 30-minute presentation, “On the 
Ethically Permissible Contexts for a Physician’s Refusal of Treatment,” 
addressing circumstances encountered in health care of “so-called 
medical futility, factitious disorder, and so forth .” The ASBH Affinity 
Group on Religion, Spirituality, and Bioethics meets annually to ex-
plore the intersection of these philosophical and theological trajec-
tories . We are an extraordinarily diverse group, both in professional 
practice and in our gathered worldviews . We ask not only about the 
ethical implications of biomedical and research innovations but also 
about the role of the world’s religions, and of every spiritual tradition, 
in interpreting and applying ethical norms to these developments . We 
are vigilant about safeguarding the expression of religious and spiri-
tual views within ASBH and in the public square . The 2013 program 
will reflect these distinctives with a presentation that offers significant 
opportunity for collegial dialogue and even debate .

Philosophy of Medicine (244)
The Philosophy of Medicine Affinity Group will hold a series of short 
TED-style talks on issues related to the philosophy of medicine . These 
presentations will be short (no more than 8 minutes each) with time 
for discussion after each presentation—we are starting conversations 
rather than polishing positions . We ask that you join the lively con-
versation about the following presentations: “The Telos of Preventive 
Care,” Halley S . Faust, MD MPH MA; “Concepts of Health and 
Disease—Who Needs Them?” Thomas Cunningham; “Rethinking the 
Roots of the Therapeutic Misconception,” Hannah Guinta; “Infecting 
the Evidence Base: Scientific Integrity and Clinical Trials,” Jennifer 
Bulcock; “I Feel Like an Old Dog Going Down to the Creek,” Kathleen 
Schwarz, MD .

race and Culture/ethnicity (245)

Bioethics and Christian theology (246)
This year the Bioethics and Christian Theology Affinity Group will fo-
cus on the work of the 2013 ASBH Lifetime Achievement Award win-
ner, H . Tristram Engelhardt Jr . We will celebrate Professor Engelhardt’s 
many contributions to the field of bioethics, not least of which is cre-
ating a space for engaging robust theological concerns within ASBH 
and the broader bioethics community . During the session, we will ex-
plore the space created by Professor Engelhardt’s work, taking up the 
implications for Christian theology in bioethical discourse .

LgBt and gender (247)
Please join us for a wine and cheese gathering of the LGBT and 
Gender Affinity Group . As part of the program, we will be spotlight-
ing the queer bioethics works that have been published since our last 
meeting in October 2012 .
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5:45–7 PM
THE 2013 HASTINgS CENTER BEECHER AWARD 
LECTURE (OE1)

the Best-Laid schemes: Do Bioethicists 
Corrupt Public Policy?
Robert M. Veatch, PhD, Kennedy Institute of Ethics, 
Georgetown University, Washington, DC
The Hastings Center invites you to attend a ple-
nary lecture by the 2013 winner of the prestigious 
Hastings Center Henry Knowles Beecher Award . 
Mildred Z . Solomon, President and CEO of the 

Hastings Center, will moderate the session .

Dr . Veatch, professor of medical ethics at the Kennedy Institute of 
Ethics and a Hastings Center Fellow, will explore circumstances in 
which bright and dedicated bioethicists have influenced public policy 
but have gotten the policy muddled or wrong . He will cite examples 
concerning the definition of death and protection of human subjects . 
Despite these problems, however, Dr . Veatch will argue that sophis-
ticated bioethics efforts to influence policy make the world a better 
place .

The Beecher Award recognizes individuals who have made a lifetime 
contribution to ethics and the life sciences and whose careers have 
been devoted to excellence in scholarship, research, and ethical inqui-
ry . The award was named for the first recipient, a distinguished sur-
geon and anesthesiologist who, in the 1960s, courageously exposed 
unethical practices in human subjects research in the United States . 
His investigations led to the development of federal research ethics 
standards and helped establish the field of bioethics .

When the Beecher Award was first given in 1976, bioethics was so 
new that few people had made a lifetime contribution to it . Therefore, 
the award was given sporadically in the early years, mainly to honor 
scholars late in their careers . Since 2009, recipients have been named 
annually . A committee of the Hastings Center’s board of directors 
nominates candidates, and the full board votes on them . As of 2013, 
22 scholars from the United States and abroad have received the 
award . The awards have become more international over the years, 
reflecting the increasingly global reach of the Hastings Center and the 
field of bioethics itself .

7:30-9:45 PM
SPECIAL PERFORMANCE (OE2)
A Pound of Flesh, by katie Watson: staged reading and 
Panel Discussion
Readers: Members of Grady Hospital Medical Staff
Panelists: Kathy Neely, MD, Northwestern Memorial Hospital, Chicago, IL; Jason 

Lesandrini, MA, Grady Health System, Atlanta, GA; Katie Watson, Northwestern 
Memorial Hospital, Chicago, IL

Moderator: John Franklin, MD, Northwestern Memorial Hospital, Chicago, IL
Readers theater has been used in medical school classrooms but is 
less commonly used in hospital settings . In fall 2012, the staff ethicist 
for Atlanta’s Grady Hospital initiated an innovative project using read-
ers theater as an alternate type of Ethics Grand Rounds: hospital staff 
members auditioned for parts and rehearsed with a director to pres-
ent a staged reading of Katie Watson’s play, A Pound of Flesh. In this 
evening’s presentation, Grady medical staff will reprise their perfor-
mance for ASBH attendees by doing a staged reading of the play .

About the play: Emily is an anxious Chicago liberal on a road trip in 
South Carolina, where her family used to own slaves . Emily finds her 
African American “cousin” Cheryl and tries to make amends, but her 
desire for easy reconciliation is thwarted when she learns that Cheryl 
needs an organ donor . A Pound of Flesh explores the state of integra-
tion in the age of Obama and asks, “What must we do to make up for 
the crimes of the past?”

The performance will be followed by a panel discussion . Kathy Neely, 
MD, chair of the ethics committee at Northwestern Memorial Hospital, 
Chicago, IL, used the same model to produce a staff readers theater 
version of A Pound of Flesh as Ethics Grand Rounds in 2012 . She and 
Grady staff ethicist Jason Lesandrini will discuss the pros and cons 
of ethics services’ using theater to engage hospital communities . The 
play grapples with issues of living organ donation, truth telling, race 
relations, and contemporary North-South regional misunderstandings, 
and Lesandrini and Neely will compare experiences doing this proj-
ect in two very different contexts . Northwestern is a wealthy private 
hospital with a primarily White patient population, it has a prominent 
transplant program, and this was its ethics committee’s fifth theater 
project . Grady is one of the nation’s largest public hospitals, it has 
no transplant program, its units were racially segregated until the 
1960s, it currently serves a 79% Black patient population, and this 
was its first theater project . Playwright Katie Watson will briefly ad-
dress the ethics of the author–audience relationship: When the topic 
is medicine, do artists have a responsibility to get the facts right? 
Does the “expert” status of insider authors (such as physicians or 
ethicists) create special obligations? How can “edutainment” and art 
be distinguished, framed, and successfully deployed in educational 
contexts? Moderator John Franklin, a psychiatrist who screens living 
organ donor volunteers for fitness (and who played the psychiatrist 
in Northwestern Memorial Hospital’s production of A Pound of Flesh), 
will engage the audience in discussion .
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Saturday, October 26

6:30–7:45 aM

AFFINITY gROUP MEETINg (355)
surgical ethics
The Surgical Ethics Affinity Group is pleased to announce its inaugu-
ral meeting . The group will create a forum for surgeons interested in 
ethics and ethicists interested in surgery to come together to discuss 
the ethical challenges in surgery . Topics for discussion will include 
these: (1) the teaching of surgical ethics to medical students and sur-
gery residents; (2) informed consent for surgical procedures; (3) the 
appropriate oversight of surgical research and surgical innovation; 
(4) how the nature of responsibility to a patient is different in surgery 
from other areas of medicine; (5) hospital policies such as automatic 
suspension of do-not-resuscitate orders during the perioperative peri-
od; (6) the ethics and  timing of prophylactic mastectomy for patients 
with BRCA or other mutations; (7) the ethics of withdrawal of life-sus-
taining treatment soon after a surgery; (8) agreeing to withhold blood 
products before a surgery in a Jehovah’s Witness patient; (9) the 
responsibility of a surgeon to disclose errors, unexpected findings, or 
adverse events to patients and their families; (10) bariatric surgery in 
adolescents; (11) transplant surgery issues, including organ allocation 
(allocation of scarce resources), brain death criteria, composite tissue 
transplantation (e .g ., face transplants, hand transplants), donor chains, 
etc .; and many other ethical questions that arise in surgical practice . 
Because this is our first meeting, we will also discuss the goals of the 
affinity group . 

7–9 aM
CONTINENTAL BREAKFAST IN ExHIBIT HALL

8–9 aM
CONCURRENT SESSIONS

PAPER SESSION (301): CLINICAL ETHICS/
CONSULTATION
relational autonomy: from Critique to action
Barbara A. Stock, PhD, Gallaudet University, Washington, DC

objectives
1 . Describe traditional concepts of autonomy and critique them .
2 . Apply the relational concept of autonomy to questions of clinical 

practice .
In my presentation, I will examine the evolution of the concept of 
autonomy, discuss the application of a current relational model of 
autonomy to clinical practice, and point to an intriguing direction for 
further development . Autonomy has deep roots in modern philoso-
phy . Immanuel Kant saw the human ability to self-legislate as the 
basis of our moral worth . For him, autonomy did not mean simply 
doing whatever one wants to do, but rather it entailed acting upon 
those principles that one rationally concludes ought to be universal 
laws . From the utilitarian standpoint, John Stuart Mill held that, un-
less one’s actions harm others, one’s individual liberty to speak and 
act as one chooses ought not be impeded . And, of course, autonomy, 
along with beneficence, nonmaleficence, and justice, form the pillars 
of the principlist approach in bioethics . Not long after principlism 
rose to prominence in the early 1980s, however, serious critiques of 
the concept of autonomy were posed, with feminist authors leading 
the charge . These critiques include the observation that autonomy, as 
traditionally construed, is unrealistically individualistic . Self-legislators 

don’t work in a vacuum; they live in societies that shape their identi-
ties and capacities for reflection . Oppressive social forces exert influ-
ence in myriad ways, such that discerning what counts as a person’s 
“free” choice becomes problematic . Yet doing away with the con-
cept of autonomy altogether would eliminate an important tool for 
understanding oppression and agency (Mackenzie, C ., & Stoljar, N ., 
Eds ., 2000 . Relational autonomy: Feminist perspectives on autonomy, 
agency, and the social self. Oxford, United Kingdom: Oxford University 
Press) . Thus, relational accounts of autonomy were developed, em-
bracing the idea that socialization is central to decision-making 
capacity, and including interaction with key others as part of the ex-
ercise of autonomy . In recent years, this relational notion of autonomy 
has been brought to bear on questions of clinical import: Is obtaining 
informed consent sufficient to ensure autonomous choice? To what 
extent ought family members be involved in treatment decisions, 
and when does their participation constitute undue influence? What 
skills do healthcare providers need to develop in order to enhance 
the autonomy of those under their care? I will survey the answers and 
supporting arguments given for these questions, and will also explore 
a more tenuous next step: How might relational autonomy be used to 
at least partially empower those who are not traditionally considered 
to be autonomous agents? Adults with profound intellectual dis-
abilities are not typically regarded as autonomous agents . However, 
relational autonomy is a matter of degree, and it allows for friends 
and family members to play constitutive roles in agency . Thus, I will 
conclude by describing situations in which the actions of others seem 
to work against or enhance the autonomy, or at least the agency, of 
such individuals .

one of our own: the ethics of Caring for Patients Who are 
healthcare Providers by Profession
Sharyn L. Kurtz, MPAS PA-C, Dana-Farber Cancer Institute and Brigham and 

Women’s Hospital, Boston, MA

objectives
1 . Explore the role of patient, family, physician, physician assistant, 

and other healthcare team members in the process of shared 
medical decision making for a patient who is also a healthcare 
provider by profession .

2 . Promote awareness of potential ethical challenges in caring for 
patients who are also healthcare providers (e .g . confidentiality, 
promotion of the patient’s values) .

3 . Identify tools for approaching the medical care of patients who 
are healthcare providers by profession, with the aim of honoring 
patient values .

Shared medical decision making involves consideration of the medical 
treatment options deemed feasible by the healthcare team, as well as 
patient/family values surrounding those medical treatment options . 
When the patient being cared for is a medical provider by profes-
sion, medical decision making may become further complicated . The 
healthcare team may have preconceived notions regarding how to 
care for a patient who shares their same professional background . 
This paper uses a clinical case to explore the factors involved in 
shared medical decision making for an elderly patient, also a retired 
physician, who presented on admission with complications of meta-
static cancer . Prior to admission and during the initial stages of his 
hospital stay, the patient remained eager to pursue life-sustaining 
treatment options . However, when his clinical status began to decline, 
he delegated his medical treatment decision making, as well as all 
communication with the healthcare team, to his wife . His decision to 
relinquish decision making was related to his religious beliefs, which 
affected his personal approach to death . Despite his expressed wish 
for his wife to speak on his behalf, members of the healthcare team 
continued to involve him in all healthcare decisions . The team’s con-
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tinued involvement of the patient in decision making, even after the 
patient asked for his wife to act as his surrogate healthcare agent, 
seemed to occur because the team viewed the patient more as a col-
league than as their patient . The presentation will focus on the role 
of the physician, physician assistant, and other healthcare providers 
involved in the process of shared medical decision making for this 
patient . The analysis of the case will aim to instruct medical teams in 
the approach to shared medical decision making with patients who 
are also healthcare professionals by training . The goal of this discus-
sion will be to explore methods for promoting more equitable shared 
decision making so that values of patients/families are promoted and 
maintained . The case will also highlight issues of confidentiality im-
pacting patients in such care situations .

among all Physicians, is there a Physician? irony and the 
Practice of Medicine
Farr A. Curlin, MD, MacLean Center for Clinical Medical Ethics, University of 

Chicago, Chicago, IL

objectives
1 . Describe irony as the concept is used by Socrates, Kierkegaard, 

and the philosopher Jonathan Lear .
2 . Explain how physicians’ current alienation from the practice of 

medicine may express a dysfunctional response to ironic experi-
ence in medicine .

3 . Outline four dynamics in contemporary medicine that make it 
difficult to respond well to irony, and explain how religious con-
cepts and practices might help physicians respond to irony by 
renewing their commitment to medicine rather than by detach-
ing from medicine altogether .

Widespread discontent among physicians may express an anxious 
fear that the medicine we practice today, at its best, is not medicine 
at all, along with a disorienting confusion about how to become the 
physicians we are not yet . If so, such discontent may be a dysfunc-
tional and suppressed form of irony—irony as the concept is used by 
Kierkegaard and recovered by the philosopher Jonathan Lear . Irony 
arises because in putting ourselves forward as physicians, we are con-
scious that our account of what we are doing will be incomplete and 
that we may fall short of being the physicians we pretend to be . Our 
consciousness that we may fall short establishes the structure of what 
Lear calls the ironic question: “Among all physicians, is there a physi-
cian?” The experience of irony involves being arrested by the recog-
nition that all that one is doing as a physician may have little to do 
with being a physician . When it functions well, irony helps a physician 
to detach from the current social pretense of medicine, while at the 
same time committing herself to become more fully the physician she 
is not yet . Although the practice of medicine is pregnant with poten-
tial irony, several contemporary dynamics seem to suppress irony by 
suggesting that there is nothing more to medicine than its current so-
cial practices . These dynamics include: (1) a historical shift away from 
a teleological understanding of medicine, (2) a cultural shift to think-
ing of medicine principally as a scientific practice, (3) the loss of a 
pretense-transcending aspirational moral language for the practice of 
medicine, and (4) efforts to manage medicine according to the norms 
of industry and bureaucracy . Together, these four dynamics and their 
consequences erode the conditions necessary for physicians to be 
prepared to experience and respond well to irony . How then can phy-
sicians respond to the discontent they experience by renewing their 
efforts to become the physicians they are not sure how to become, 
rather than by detaching altogether from the practice of the medi-
cine? One possible answer is that physicians would recover the habit 
of setting the practice of medicine in the context of a faithful life . It 
may be that Kierkegaard’s “individual inwardness in the religious life” 
helps physicians recognize the failure of all that they have done so far 

while taking the risk of putting themselves forward again despite not 
quite knowing how . It may be in religious faith, or something like reli-
gious faith, that physicians find the resources to set out again, when 
they are not sure how to start, in the quest to become a physician .

PAPER SESSION (302): END OF LIFE/ORgAN 
DONATION
Layers of truth: how a Longitudinal end-of-Life study in 
switzerland triggered a Media Project for society’s Most 
Vulnerable groups—a Multimedia Presentation
Ralf Stutzki, University of Basel, Basel, Switzerland
Stella Reiter-Theil, Clinical Ethics, University of Basel, Basel, Switzerland
Markus Weber, Kantonsspital St. Gallen, St. Gallen, Switzerland

objectives
1 . Show that the active and unfiltered participation of patients 

and caregivers in the bioethical discourse furthers the finding of 
important layers of truth .

2 . Show that media is a powerful tool in bridging the communica-
tion divide between the bioethical sciences in general and the 
broad nonscientific public .

The objective of this paper is to argue that the interdisciplinary ap-
proach to bioethics in general ought to not halt at inviting the various 
fields of academic research into the scientific discussion . Rather, the 
bioethical discourse needs to take place in the spheres of social life as 
well, thereby benefiting from the wealth of input given by those who 
are its primary addressees—the people . In a longitudinal study, we 
interviewed Swiss patients suffering from devastating Motor Neuron 
Disease, inquiring about their attitudes toward end-of-life issues such 
as life-prolonging measures and assisted suicide, which is legally tol-
erated in Switzerland . During the course of this research—the results 
of which have been published—the responsible interviewer, who is 
also an experienced journalist, struggled with the nature of “truth’” 
this study helped to surface . Although the interviews were clearly 
based on current methodological research standards, apparently the 
interview setting (patient homes) stimulated further statements of the 
participants, which the methodologies as such did not trigger: Upon 
completion of the study questionnaires, a majority of patients began 
to open up to the interviewer, thereby providing another quality of 
insights into their overall condition . An analysis of this experience led 
to insights which provided the grounds for a crossdisciplinary media 
project aiming at uncovering further layers of truth: “DU bist Radio” 
(YOU are Radio [DBR]), an award-winning broadcast concept . Since 
2009, DBR has aired on three Swiss radio stations . The purpose of 
this program is the development of a new media format which—with-
out applying any journalistic filter and influence—conveys authentic-
ity of expression among society’s most vulnerable citizens such as 
patients, clients, and the socially deprived . They are encouraged to 
speak for themselves, as a possible paradigm case for the inclusion 
of patients’ and relatives’ “unfiltered” voices in general and in clinical 
ethics as well . Before handing over the microphone to the groups in 
focus, a team of journalists, educated in medical ethics, teaches them 
on-site radio skills and craft . When this task is completed and the 
actual production of the broadcast begins, the media crew does not 
exert any influence whatsoever on the content of the 2-hour program . 
Thus, the final product is solely created and accounted for by the 
media-inexperienced participants, leading to unforeseen and often 
surprising results . It is discussed that the DBR approach of fostering 
authenticity of expression can (1) serve as an enhancement to to-
day’s respect- and autonomy-oriented field of medical ethics and (2) 
uncover layers of truth that are pivotal for the process of reinstalling 
those rights that society’s most vulnerable are constantly being de-
prived of by means of categorization and stigmatization . 
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DBR received the Catholic Media Award of the German Bishops 
Conference, Prädikat WERTvoll (2011), the Swiss Media Prize Aargau/
Solothurn (2010), and the German Alternative Media Award (2009) 
and was nominated for the Prix Europa (2009) . Find a 1-minute DBR 
movie clip at  www .youtube .com/watch?v=fpGHuYGzG5M .

factors associated with hospital implementation of 
Physician orders for Life-sustaining treatment in California
Neil Wenger, MD MPH, David Geffen School of Medicine at UCLA, Los Angeles, 

CA

objectives
1 . Understand factors associated with dissemination of POLST and 

targets for quality improvement in this aspect of end-of-life care .
2 . Become familiar with a novel community-based intervention to 

improve end-of-life care and explore the mechanism of impact of 
such an intervention .

Physician Orders for Life-Sustaining Treatment (POLST) is a tool to 
document and ensure continuity of patients’ end-of-life treatment 
decisions . POLST became a legal document in California in January 
2009 . POLST facilitates documentation of choices about end-of-life 
care such as cardiopulmonary resuscitation, hospital transfer, and 
tube feeding, and translates these choices into physician orders that 
traverse healthcare settings . POLST use has been associated with 
improved continuity of care goals across venues, although most 
investigations have focused on information continuity from the nurs-
ing home to the hospital . In order to evaluate uptake of POLST in 
hospitals—where a patient’s prognosis is often established, leading 
to decisions about aggressiveness of care—we surveyed hospitals 
to evaluate factors associated with uptake of POLST and whether a 
grassroots community coalition intervention facilitated dissemination . 
We conducted a mail and telephone survey of all acute care hospitals 
in California between August 2011 and January 2012 and analyzed 
community coalition reports of interaction with hospitals and hos-
pital characteristics from the California Office of Statewide Planning 
and Development and Census ZIP Code Tabulation Areas . Of 349 
hospitals, 286 (81 .9%) responded to the survey . Sixty-five percent of 
hospitals had a policy about POLST, 87% had available blank POLST 
forms, and 84% had educated staff about POLST . Ninety-five percent 
of hospitals had admitted a patient with a completed POLST and 94% 
reported handling POLST properly in the emergency department and 
on hospital admission . In multivariable analyses adjusting for hospital 
ownership and size, proportion of older inpatients with an early DNR 
order, poverty in the hospital area and rural/urban location, hospitals 
in poor areas (odds ratio [OR], 0 .97; 95% confidence interval [CI], 
0 .94–0 .99 versus nonpoor area) and for-profit hospitals (OR, 0 .86; 
95% CI, 0 .70–0 .997 versus nonprofit) were less likely to stock blank 
POLST forms . Similarly, hospitals in poor areas (OR, 0 .86; 95% CI, 
0 .71–0 .98) and for-profit hospitals (OR, 0 .96; 95% CI, 0 .92–0 .99) were 
less likely to have educated hospital staff about POLST . Hospitals with 
community coalition interaction (OR, 1 .09; 95% CI, 1 .004–1 .21 versus 
hospitals that had not interacted with the community coalition inter-
vention) were more likely to handle POLST forms correctly . However, 
hospitals in poor areas were less likely to handle POLST forms cor-
rectly in the emergency room and at admission compared to hos-
pitals in wealthier areas (OR, 0 .98; 95% CI, 0 .94–0 .998) . Although 
POLST is widely used in California, a significant minority of hospitals 
remain unprepared to use POLST 3 years after implementation . Slow 
dissemination of POLST into hospitals in poorer areas and for-profit 
hospitals may have implications for the care patients in these facili-
ties receive toward the end of life . Efforts to improve implementation 
should emphasize dissemination in poorer areas and among for-profit 
hospitals .

What Doesn’t kill you Will Make you stronger: a story of 
Do-not-resuscitate Quality improvement
Colleen Lyons, MBe, VA Puget Sound Health Care System, Seattle, WA

objectives
1 . Explain how a quality improvement methodology supports ethi-

cal end-of-life decision making .
2 . Describe the essential elements of successful DNR quality im-

provement project .
A large, complex, government-run healthcare system and urban 
teaching hospital changed its do-not-resuscitate (DNR) process 
from a multistep process to a streamlined process with minimized 
risk and robust monitoring . Before August 15, 2012, the healthcare 
system honored patient’s end-of-life wishes, specifically DNR, with: 
(1) documentation in the paper chart, (2) an easily removable DNR 
sticker on the patient’s ID wristband, (3) verbal instructions, and (4) 
a note/order in the electronic medical record . After August 15, 2013, 
patient DNR wishes are documented with (1) a purple DNR band as 
the primary data source and (2) a note/order in the electronic medi-
cal record as the secondary data source . Nursing communication 
during shift changes, regular monitoring, and leadership engagement 
serve as quality control . The project implemented significant process 
and cultural changes . The successful implementation of this quality 
improvement project required a deep understanding of the ethical 
issues, strong leadership, clear accountability, and the opportunity 
for organizational learning . A proven quality improvement methodol-
ogy helped to study ethical and quality gaps, select an improvement 
strategy and implementation plan, and institute monitoring for sus-
tained improvement . The cross-disciplinary team (experienced clini-
cal, operations, quality, patient safety, and ethics staff) field a myriad 
of quandaries, including cultural resistance, process, and systems 
barriers . Adherence to the highest ethical patient safety standards 
and minimizing unintended consequences were gaiting factors . The 
institution’s values of integrity, commitment, advocacy, respect, and 
excellence guided the hundreds of decisions, which a project of this 
scope requires . The arduous debates that accompanied these deci-
sions were essential in developing best practices . Surgical suspension 
of the DNR was a particularly complex, and rewarding, problem to 
solve . Examples of other tough issues included the role of the medical 
resident, the use of the purple DNR band and the difference between 
do-not-intubate (DNI) and DNR . The project team’s willingness to 
communicate, embrace challenges, and tirelessly incorporate changes 
suggested by more than 100 facility and community stakeholders 
ensured staff and leadership buy-in and support . Process and systems 
changes included policy revisions and medical record template up-
dates . The team addressed the cultural aspects of end-of-life decision 
making through in-service sessions and ethics cafés . The ethics cafés 
were videotaped sessions, open to all staff, providing education and a 
forum for discussion . The topics ranged from best (and worst) prac-
tices in conducting patient conversations to helping patients com-
plete a state-authorized physician’s order . Communications regarding 
the new DNR purple band went to more than 3,000 staff members, 
including housekeeping to outpatient clinics, to create awareness and 
education . Rigorous monitoring supported sustained process and cul-
tural changes . The team members considered this project remarkable 
in it’s complexity, challenge, and gratification . All team members re-
ceived recognition for excellence with Director’s Special Contribution 
awards .
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PAPER SESSION (303): HEALTH POLICY/PUBLIC 
HEALTH
Climate Change: a neglected topic in Bioethics
Cheryl C. Macpherson, PhD, St. George’s University, Great River, NY

objectives
1 . Define environmental impacts of climate change as a bioethics 

problem .
2 . Review the limited environmental ethics and bioethics analyses 

of climate change .
3 . Provoke dialog and reflection about how bioethics might help to 

prevent and/or minimize the harms caused by climate change .
Many actions and policies directly or indirectly bear on health and so-
cioeconomic developments that affect environmental resources that 
sustain health . Actions and policies associated with climate change 
have significant environmental and health impacts and might reason-
ably be expected to interest bioethics, environmental ethics, public 
health ethics, and others . The identities of, and relationships between, 
these disciplines seem poorly defined . Public health is typically con-
ceived as encompassing environmental health but the rationales for 
distinguishing between environmental ethics, environmental health 
ethics, and public health ethics is not clear . If bioethics is an umbrella 
encompassing ethics pertinent to these and other life sciences, then 
bioethical analyses of the causes, outcomes, and risks associated 
with climate change can and should be undertaken . Climate change 
is the biggest health threat of the 21st century (Costello et al ., 2009) 
and no issue demands greater care in balancing benefits and risks 
(The Hastings Center, 2008) . Despite this, a PubMed search from 
2002 to 2012 reveals bioethics’ inattention to climate change and the 
problems it poses to the natural environment and to health . Among 
62 citations retrieved on “climate change” and “ethics,” few address 
health, incorporate bioethical methods or analyses, or appear in main-
stream bioethics journals . This paper documents the limited extent 
to which bioethics is responsive to climate change through a wider 
literature review, and investigates bioethics relationships to environ-
mental ethics and related disciplines . How might environmental ethics 
and bioethics engage in analyses of, and dialog about, climate change 
and the profound harms to environmental resources necessary for 
health? Might they make important contributions to public and policy 
dialog about short- and long-term, and direct and indirect, harms that 
are often overlooked? This presentation addresses these questions; 
documents the limited engagement of bioethics with climate change; 
and adds insight into relationships between bioethics, environmental 
ethics, and public health ethics . It reflects on bioethics’ responsibility 
to facilitate greater understanding, dialog, and interdisciplinary col-
laborations on climate change, and whether doing so may help to 
curb emissions and limit the harms . This presentation will summarize 
the results of a wider literature search and review and engage partici-
pants in dialog about methods likely to elicit meaningful analyses of 
climate change in different geographic, cultural, and socioeconomic 
contexts . It aims to promote reflection about how evolving societal 
values affect responsiveness to climate change and generate interest 
among bioethicists in defining and alleviating some of the practical 
and/or theoretical problems posed by climate change . It concludes 
that collaborative and interdisciplinary bioethics work should help to 
frame and inform related public and policy dialog .

Costello, A ., Abbas, M ., Allen, A ., Ball, S ., Bell, S ., Bellamy, R .,  .  .  . 
Patterson, C . (2009) . Managing the health effects of climate change . 
Lancet, 373(9676), 1693–1733 .

The Hastings Center . (2008) . From birth to death and bench to clinic: 
The Hastings Center bioethics briefing book for journalists, policymak-
ers, and campaigns (p . 60) . Grisom, NY: Author . 

ethical issues surrounding the use of social Media Platforms 
in Disease surveillance and epidemiological research
Donna Hanrahan, Columbia University, New York, NY

objectives
1 . Identify ethical issues surrounding the use of “informal data” ag-

gregated from social media sources in epidemiological tracking 
and other public health research purposes .

2 . Analyze how to systematically harness informal data aggregated 
from social media sources in compliance with ethical principle .

The use of informal data aggregated from social media in disease sur-
veillance is a relatively unexplored topic in public health and bioethics . 
Analyzing informal data from social media platforms will allow public 
health officials to gain early insight into an evolving epidemic in near 
real-time in order to help plan a response weeks sooner than formal 
routes . Furthermore, developing risk prediction models from data ag-
gregated from informal sources such as social media has great poten-
tial to supplement formal data sources in predicting disease spread . 
Earlier intervention and control measures from this information can 
mean the difference between containment and epidemic . As mobile 
technology continues to offer cheaper and more accessible forms 
of disease surveillance and warning systems, this paper discusses 
what role this technology should play in public health . Data mining 
social media sources to track the early stages of an infectious disease 
outbreak has great potential in developing countries, which often 
lack strong public health infrastructure but often have a burgeoning 
mobile communication infrastructure . Bearing this in mind, this paper 
will explore how social media and mobile technology can be used as 
a valuable tool to collect data and allocate resources in emergency 
health situations in a manner that is quicker and more effective than 
traditional forms of data collection and disease tracking . It is neces-
sary to systematically harness informal data aggregated from social 
media sources in compliance with ethical principles . This paper ana-
lyzes the ethical concerns surrounding the use of social media in epi-
demiological tracking, including issues of access, informed consent, 
privacy, and individual autonomy . This paper offers policy suggestions 
and concludes that these concerns can and must be surmounted as 
the utilization of social media has the capacity to transform disease 
surveillance and how healthcare workers respond to public health 
emergencies .

gun Control, ethics, and Public health
David DeGrazia, PhD, George Washington University, Washington, DC

objectives
1 . Appreciate gun ownership as a matter of public health .
2 . Appreciate the distinction between the ethics of gun ownership 

and the legal right to bear arms .
3 . Learn about (a) the strongest argument in favor of a moral right 

to handgun ownership, (b) two questionable assumptions in 
this argument, and (c) a policy proposal that attempts to steer 
responsibly through reasonable disagreement about the success 
of this argument .

In 2012, the United States witnessed more than a dozen mass shoot-
ing incidents—including the Aurora, CO, massacre at a movie premier 
and the Newtown, CT, tragedy, whose victims included 20 young 
schoolchildren . The latter incident finally overwhelmed the reluctance 
of many politicians to discuss gun policy and the place of guns in 
American life . Any serious discussion of gun policy must acknowl-
edge that the United States has extremely high rates of gun owner-
ship and gun violence, as well as exceptionally permissive gun laws . 
Examination of relevant data and international comparisons strongly 
suggest that permissive gun policies play a causal role in the high 
rates of American gun violence—which, I submit, constitute a public 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  59

sCheDuLe With aBstraCts—saturDay, oCtoBer 26

health disaster . In view of these considerations, it may seem obvious 
that aggressive gun control measures are warranted . But matters are 
not so simple, for two reasons . First, gun advocates generally appeal 
to rights in defending their position, and rights are often thought to 
resist appeals to social consequences . Second, even if it is obvious 
that the gun status quo is unacceptable, the shape of justified change 
is debatable . Thus, a careful examination of the ethical issues pertain-
ing to gun ownership and use is not only timely but indispensable . 
We may distinguish these issues: (1) Do private citizens have an “un-
defeated” moral right to own guns (i .e ., a moral right that is not over-
ridden by competing moral rights or appeal to the general welfare)? 
If so: (2) Do private citizens have an “undefeated” moral right to carry 
their guns in public? (3) What is the appropriate shape of govern-
ment controls on private gun ownership? The talk will examine the 
first issue . Without an affirmative answer to this question, the second 
and third issues do not even come into play . At the same time, the 
proposal I defend addresses the third issue, gun control, at a general 
level in responding to persisting reasonable disagreement regarding 
the first issue . The discussion, moreover, will be limited to handguns . 
The ethics of long gun ownership is closely tied to the ethics of hunt-
ing, a complex issue for another day . And ownership of assault weap-
ons cannot be justified unless ownership of handguns is also justified . 
The discussion will proceed as follows . First, I briefly motivate an ex-
amination of the ethics of handgun ownership against the backdrop 
of a legal right to bear arms . Next, I situate the debate over gun rights 
within moral rights theory . With that background, I contend that the 
strongest argument for a moral right to handgun ownership rests on 
an appeal to physical security . After outlining the appeal to physical 
security, I identify two questionable premises in the reasoning and ar-
gue that there is room for reasonable disagreement as to whether this 
argument ultimately succeeds . In light of both what has been clari-
fied and what remains uncertain, I suggest a framework for steering 
sensibly through the uncertainty toward justified policy, which would 
promote public health without treading on anyone’s moral rights .

PANEL SESSION (304)
the Courage to educate: undocumented Medical students
Mark G. Kuczewski, PhD, Loyola Stritch School of Medicine, Maywood, IL
Jirayut New Latthivongskorn, Pre-Health Dreamers, San Francisco, CA
Chad R. Doobay, JD MPA, Katten Muchin Rosenman, LLP, Chicago, IL
G. Kevin Donovan, MD MA, Georgetown University Medical School, Washington, 

DC

objectives
1 . Analyze the ethical, educational, and social factors that compel 

the recruitment of DREAMer students to the physician work-
force .

2 . Identify barriers for DREAMers procuring a medical education, 
residency, and licensure .

Medical schools seek diversity in the composition of their student 
bodies . As the amicus brief that the AAMC filed in the recent case of 
Fisher v. University of Texas, medical students benefit from encounter-
ing many cultures through their interactions with their peers . They 
gain the knowledge and interpersonal skills needed to treat the di-
verse patient populations they will encounter . Furthermore, insofar as 
medical schools have a duty to foster the general health of the public, 
developing physicians from underserved populations has a clear ben-
efit . Physicians from such populations return to serve such popula-
tions at promising rates . As recruiting a diverse medical student body 
remains a challenge, large groups of potentially qualified applicants 
from minority cultures simply cannot be dismissed . The first pre-
senter, a professor of medical ethics at a medical school, recounts 
the considerations that led his school’s administration to advertise on 

their website that applications were welcome from DREAMers (per-
sons eligible for the Deferred Action for Childhood Arrivals program 
of the U .S . Citizenship and Immigration Services .) . This presenter 
will outline the moral and mission arguments for accepting such ap-
plicants but also analyze the challenges and uncertainties that result 
from such a policy . Because of the uncertainties and challenges, such 
a policy requires a combination of prudence and courage . The second 
speaker will explore the barriers to becoming a physician from the 
perspective of the applicant . This student is a DREAMer (an undocu-
mented childhood arrival) who is currently completing the interview 
phase of applying to medical school . He will detail the barriers he has 
encountered and his successes as an activist developing a network of 
“Pre-Health Dreamers .” He will offer some suggestions for how medi-
cal schools can improve their support of and advocacy for these stu-
dents . And, of course, his personal narrative will illustrate the courage 
required for these students to pursue serving their communities as 
physicians . Finally, an attorney active in pro bono advocacy of nonciti-
zens will look further down the road and examine potential barriers to 
eventual licensure for this student population . Recent analogs in other 
professions such as the Florida case of Jose Godinez-Samperio, JD, 
who was seeking licensure as an attorney, will be explored for poten-
tial implications for physicians .

PANEL SESSION (305)
secularizing the sacred story: Why research on 
Chaplaincy is Difficult
John D. Lantos, MD, University of Missouri-Kansas City, Kansas City, MO
Dane Sommer, DMin MDiv BCC, Children’s Mercy Hospitals, Kansas City, MO
Jennifer L. Hunter, PhD RN, University of Missouri-Kansas City, Kansas City, MO
David L. McDaniel, MDiv, Children’s Mercy Hospital, Kansas City, MO

objectives
1 . Describe the state of the field of research about hospital chap-

laincy .
2 . Discuss the particular research ethics issues that arise in qualita-

tive research about interactions between families and chaplains 
in crisis situations .

3 . Analyze the tensions between the urgent need for research on 
pastoral care and chaplains’ hesitance to participate in research 
about the realm of the sacred .

Hospital chaplains have an emotionally, spiritually challenging job . 
They walk into, embrace, and interpret the deepest of human emo-
tions, including grief, fear, heartbreak, and questions of faith . Other 
healthcare workers confront these emotions, too, but, for most other 
healthcare workers, these emotions are not the essence of their work . 
How do chaplains do it? Research about the work of hospital chap-
lains uses both qualitative methods, such as detailed case reports 
and interviews, and quantitative methods, such as the time, place, 
and duration of their interactions and patterns of referrals . Few such 
studies probe deeply into the actual spiritual and theological content 
of the conversations that chaplains have with patients and families 
or the ways in which chaplains deal with the spiritual challenges of 
their work . We suspect two reasons for this . First, chaplains may be 
more reticent than other health professionals to share detailed case 
reports if they perceive patient’s stories as given to them in a sacred 
trust . To tell those stories as part of a research project would betray 
that trust . Second, it is more difficult to hide or disguise the personal 
aspects of stories . The details are the essence of the case . This panel 
will explore these issues by drawing upon experiences of research-
ers who are part of a national project to study the role of chaplains 
in palliative care . This project, funded by the Templeton Foundation 
and directed by Health Care Chaplaincy Association, includes six 
projects . Participants meet regularly to discuss unique problems that 
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arise in research on the work of hospital chaplains . We will convene a 
panel of speakers to address various aspects of this controversy: (1) A 
theologically trained researcher who is currently working as a partici-
pant–observer in a qualitative study of the work of pediatric hospital 
chaplains in palliative care . This person will discuss his observations of 
the tensions that arise between his professional role as a chaplain and 
the needs of the qualitative research project . (2) A director of a large 
chaplaincy service in a tertiary care children’s hospital who is involved 
in research on the nature of the work of hospital chaplains . This per-
son will reflect on the confluence of theological and clinical issues as 
they are embraced in training and utilized on an ongoing basis to rec-
ognize and enhance our understanding of spirituality in health care . 
(3) A medical anthropologist who has experience in qualitative re-
search and whose area of interest is clinical decisions for patients with 
life-threatening illness . This person will discuss the efforts of chaplains 
involved in a detailed qualitative study of their work as compared to 
the efforts of other researchers in psychosocial research disciplines . 
(4) A bioethicist with expertise in both end-of-life decisions and re-
search ethics . This person will identify and discuss the perspectives 
and conflicts that arise in the interactions that chaplains have with pa-
tients and families and will analyze the unique issues in such research 
that do not arise in research on other disciplines .

PAPER SESSION (306): HUMANITIES
Mother Protection, Child survival: african american 
Mothers’ narratives of Motherhood, Blame, and Children’s 
Behavioral and emotional Problems
Melody J. Slashinski, PhD MPH, Baylor College of Medicine, Houston, TX

objectives
1 . Describe contextual elements of children’s behavioral and emo-

tional problems .
2 . Identify strategies African American mothers employ to navigate 

their children’s behavioral and emotional problems .
Professional and public discourses are increasingly centered on dis-
ease or illness notions to explain children’s behavioral and emotional 
problems (CBEP), such as attention deficit hyperactivity disorder 
(ADHD) and pediatric bipolar disorder (PBD) . As a result, the bound-
ary between children’s CBEP and childhood mental illness now occu-
pies a complicated space in biomedicine stemming from multiple fac-
tors including the ambiguity of etiology and symptoms, and dramatic 
increases in diagnoses and pharmacotherapy, often with second-
generation antipsychotics . Further complicating these issues, a bur-
geoning body of literature suggests diagnosis and pharmacotherapy 
fall along socioeconomic lines, and are often the only medical expla-
nations and options offered to children receiving Medicaid . This raises 
bioethical questions about health equity, social justice, and the quality 
of mental health care offered across pediatric populations . Situated 
within this space, there also exists a discourse of mother-blame or 
mother-(ir)responsibility, singling out mothers as complicit in both the 
problem and solution . Feminist scholars have argued this discourse 
is linked to a pervasive hegemonic mothering ideology that incorpo-
rates idealized notions of motherhood and mothering practices . This 
ideology systematically excludes the political, economic, and social 
factors that shape mothers’ experiences as they prepare their children 
to succeed in an unjust society: namely their efforts to contend with 
intersecting oppressions of race, class, and gender . Drawing from data 
collected during a 2-year ethnographic field study on health and ill-
ness in an inner city, predominantly African American community, in 
this paper I will discuss a range of strategies mothers employed to 
navigate this biomedical landscape, notably their daily interactions 
with institutional authorities (e .g ., medicine and education) encourag-
ing evaluations, diagnoses, and pharmacotherapy for CBEP . My analy-

ses reveal mothers’ strategies coalesce around mother protection 
and child survival . Their narratives are multilayered, balancing their 
fears—stigmatization of children; children’s reliance on medication; 
being labeled as unfit mothers; forcible removal of children from the 
home; questioning evaluations, diagnoses, or treatments (with their 
“microsources of power“), struggling to define and value their own 
experiences, individually and communally, rather than conforming to 
or being defined by a hegemonic mothering ideology, and protecting 
children from the penalties derived from their derogated status . The 
contextual elements of this phenomenon are rooted in mothers’ spe-
cific set of circumstances derived from the sociopolitical, economic, 
cultural, religious, gendered, and generational processes emerging in 
this inner-city community . These elements shape mothers’ experienc-
es, biomedical interpretations and treatment of children’s behaviors, 
and shared decision-making practices concerning evaluation, diagno-
sis, and treatment .

first-Person narratives of Cancer by Physicians: three 
Phases of Moral Courage
Nobue Urushihara Urvil, PhD, University of Texas Medical Branch at Galveston, 

Galveston, TX

objectives
1 . Define the status of physicians’ first-person cancer narratives in 

the genre of illness narratives .
2 . Identify the characteristics of moral courage represented in phy-

sicians’ first-person narratives of cancer .
3 . Demonstrate the moral significance of illness narratives by physi-

cians in health care and the medical humanities .
Arthur W . Frank, sociologist and author of The Wounded Storyteller, 
suggests that many physicians dismiss narratives as anecdotal, re-
petitive, and of little use for medical practice . If this statement is true, 
then physicians need to summon more courage than nonphysicians 
when they decide to write narratives of illness, particularly of their 
own illnesses . My paper aims to identify three characteristics of moral 
courage in physicians’ first-person narratives of cancer, which form 
a prominent group in pathography when 12 .7 million people learn 
that they have cancer globally each year . The first type of courage is 
medical . With doctors who believe they are invulnerable because of 
their profession, initial shock about the discovery of cancer is even 
greater than with nonprofessionals . The diagnosis brings about anger, 
frustration, and guilt and challenges the physician to cope with it as 
objectively and composedly as she does in the case of her patient . 
Physician–narrators know their duties to inform and educate audi-
ences even when they are ill and answer to the public curiosity about 
how they handle the drastic reversal of roles from provider to recipi-
ent of medical care . Obviously, illness narratives by physicians unex-
ceptionally include a “physician” or a “doctor” in their titles or sub-
titles . The second sort of courage is about being mortal . Another term 
frequently used in titles is “personal .” Every single physician-author 
describes in detail the helplessness he experiences as he lies wearing 
a filmy hospital gown, stripped of all the social status and profes-
sional dignity, facing a loss of control at the mercy of his colleagues’ 
expertise and skills, and luck . Many physician-patient narratives have 
a critique of institutionalized health care and display their realization 
of how callous and insensitive the system could be to the vulnerability 
of patients . In this new environment, some authors confirm their bond 
with their families, others rediscover their spiritual beliefs, and many 
of them reconfirm the significance of their profession as a healing art . 
The third kind of courage relates mystery . Whereas the foregoing two 
kinds of courage are evident in practically all the physician–patient 
narratives, the third type is not necessarily strongly represented in ev-
ery narrative . In this phase, the physician-author engages in what liter-
ary characters have been doing since antiquity: the transformation of 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  61

sCheDuLe With aBstraCts—saturDay, oCtoBer 26

herself through undergoing the unknown, tolerating the absurdity of 
fate and the limitations of human knowledge and power, reflecting on 
the inscrutability of life and death, and eventually embracing the mys-
terious in existence . The popularity of the word journey in the titles of 
illness narratives by physicians suggests their desire to explore illness 
experience in a larger picture of quest for the truth by delving into 
suffering, seeking new identities, and reconnecting with fellow human 
beings . By referring to specific physicians’ narratives from the United 
States and other countries, I will demonstrate that the three phases of 
courage—medical, mortal, and mysterious—for moral commitment are 
characteristics shared cross-culturally and that studying those nar-
ratives should contribute in better addressing patient-centered care 
and enriching medical humanities .

telling Life stories: Caregiver responsiveness in the Long-
term Care of intellectually Disabled Children
Lisa C. Freitag, MD, Minnesota Center for Bioethics, Andover, MN

objectives
1 . Understand the lifelong burden of care that falls on the parents 

of an intellectually disabled child .
2 . Discuss the ways in which the caregiver, who must by necessity 

interpret as well as meet needs for the minimally responsive care 
receiver, might create a life story for their charge .

3 . Describe innovative care situations which resulted in unexpected 
personal growth for some intellectually disabled children .

The importance of responding appropriately to the needs of a care 
receiver is widely accepted within an ethic of care . Joan Tronto de-
fines this responsiveness as a virtue of the care receiver, but the 
openness to, and often calling forth of, this response often falls on the 
caregiver . This is particularly true when there is minimal communica-
tion possible with the care receiver, requiring the caregiver to both 
determine and meet perceived needs . In the example of an elderly pa-
tient with dementia, Hilde Lindemann recommends a form of respon-
siveness that she calls “holding well,” asking the caregiver to maintain 
the care receiver’s life story by remembering and responding to the 
person they used to be . However, in the case of a moderately or se-
verely intellectually disabled child, the parent/caregiver has neither 
a consistent verbal response nor a life story to act upon . This leaves 
the parents as both the primary interpreters of the child’s needs and 
the only storytellers of the child’s life . Parents of typical children have 
been cautioned, in Joel Feinberg’s Right to an Open Future, to limit 
their influence so that the child has a full range of choices once he 
reaches independence . One of the tragedies of intellectually disabled 
children is that they will never have a chance to achieve the inde-
pendence that will enable them to create a future that is uniquely 
their own . Many intellectually delayed children live with their parent 
or caregivers until either they become unmanageable at home or 
the parents themselves become too old or too ill to continue their 
caregiving . At that point, placement into an alternative living situa-
tion becomes necessary . Though an ethic of care would regard this 
as necessary to meet the needs of the caregiver, it is often framed by 
healthcare providers, and thought of by the ex-caregiver, as a failure . 
However, with the emergence of new models for group caregiving, 
some parents of disabled children are reporting, mostly in narrative 
form, subtle but positive changes in their children’s’ lives following 
placement . These children, some with quite severe intellectual dis-
abilities, have become a part of a nontraditional family, are sometimes 
able to contribute to the community, and often flourish in unexpected 
ways as a new caregiver responds to their needs . This requires a par-
ticularly excellent and responsive group home setting, unfortunately 
not readily available in every community . This paper will concentrate 
on narratives written by parents whose children required placement 

at a variety of ages, and were fortunate enough to find situations 
where the child’s personality was cultivated . I will describe the ways in 
which the children’s’ new selves emerged, and attempt to identify the 
characteristics of the group home situation that brought them out . I 
hope to be able to champion a mandate to provide these homes so 
that every child, even those who are mentally impaired, can expect 
some day to leave home and continue to grow in a new environment .

PAPER SESSION (307): NEUROETHICS
innovation in Catholic ethics: Developing Moral theology 
for advancements in neuroscience
Emily K. Trancik, SSM Health Care, St. Louis, MO

objectives
1 . Draw attention to the need for developing a Catholic neuroeth-

ics .
2 . Describe a Catholic framework for neuroethics and apply it to a 

particular neuroethical issue .
The neurosciences are progressing rapidly and this growth shows no 
sign of slowing . The increasing interest in the brain is evident in antici-
pated large-scale projects in the United States and Europe to develop 
a comprehensive map and model of human brain activity . Researchers 
promise greater understanding of the inner workings of the brain, 
neurological diseases, and technologies that can mimic the brain or 
intervene in its functioning . In response to advances in neuroscience, 
the burgeoning field of neuroethics addresses the questions we have 
as science delves further into our selves, into the part of our body we 
associate most with our person . Unlike many other issues in bioethics 
in which voices from Catholic ethicists are in dialogue with the main-
stream debate, Catholic ethicists have yet to contribute substantially 
to neuroethics . Moral theologians have dealt with some aspects of 
mental health and transhumanism but have not yet developed sys-
tematic or comprehensive approaches for working with current ques-
tions in neuroethics . Yet new technologies and modes of inquiry pres-
ent issues and opportunities deserving attention . Addressing topics in 
neuroethics is especially important for Catholic health care, which, as 
radical technologies have the potential to become standards of care, 
must ensure that all treatments and procedures are in accordance 
with a theological vision of the human person . In this presentation, 
I will argue first that the Catholic moral tradition must innovate new 
approaches to adequately address neuroscientific advances . Second, 
by developing one such approach and applying it to the use of deep 
brain stimulation (DBS) or other neural implants that have the poten-
tial to treat depression, I give an example of how Catholic ethicists 
can rectify this problem while showing one way in which the tradition 
can be open to neurotechnology . The Catholic framework I propose 
for evaluating neuroethical issues related to the treatment of men-
tal illness blends attention to anthropology, the work of theologian 
Bernard Häring, and specific magisterial teachings . I discuss how 
mental illness and its treatments affect the person, and how a neuro-
logical intervention like DBS must not limit freedom, but restore it . I 
argue that despite initial concerns for the radical shift in identity that 
can result from interventions like DBS, a Catholic theological analysis 
of these therapies demonstrates that they can be morally justified . It 
shows that the procedure can, in some cases, restore the biological 
conditions necessary for the faculties of the intellect and will . I con-
clude that a theological analysis of DBS shows that we can be opti-
mistic about the therapeutic potential of advances in neuroscience, 
but that developing a comprehensive neuroethics is an essential task 
for future Catholic bioethics .
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Psychological Pain: Metaphor or reality?
David E. Biro, MD PhD, State University of New York Downstate, New York, NY

objectives
1 . Recognize the shortcomings of defining pain by tissue damage .
2 . Recognize the overlap between pain of physical and psychologi-

cal origins on phenomenologic, linguistic, and neuroscientific 
levels .

3 . Recognize need to broaden our definition of pain .
Can a person experience pain after losing a loved one or discover-
ing a spouse has been unfaithful? What about pain in the setting of 
depression? Fibromyalgia? In its most general terms, the question be-
ing posed is whether pain can occur in the absence of tissue damage 
(and nociceptor activation)? Historically, medicine and science has 
worked to maintain the distinction between physical pain and psy-
chological “pain” despite the semantic confusion that exists among 
the lay public and even in the scientific community . My talk will show 
that such an absolute distinction is unsupportable, that pain is never 
either purely physical or purely psychological but always a compos-
ite, and that we should therefore broaden our traditional definition of 
pain to incorporate instances of pain unassociated with tissue dam-
age . Two threads of evidence will be presented to support this claim, 
linguistic and scientific . First, by examining the language of pain—the 
labels people give to certain inner experiences and how they then go 
on to describe them via metaphor—one sees clearly that the single 
most important felt characteristic of pain is its aversiveness . Common 
to all pain varieties, whether in grief or in rheumatoid arthritis, is the 
feeling that something bad is happening and that one must turn away 
from and resist the threat . This linguistic insight is corroborated by 
recent advances in the pathophysiology of pain that also privilege its 
phenomenological dimension . Several decades ago, Melzack and Wall 
talked about the “variable link” between pain and physical injury to 
accommodate the emotional factors that influence our experience of 
pain . More recently, the boundaries between the physical and emo-
tional aspects of pain have become blurrier with the identification of 
distinct centers in the brain that process this multidimensional expe-
rience—e .g ., the sensory center in the somatosensory cortex distinct 
from the affective center in the anterior cingulate cortex . As it turns 
out, these centers are not only spatially separate but dissociable . In 
instances of anesthesia and neurological damage, the affective cen-
ters are silenced so that one can have the sensation of pain without 
feeling pain (such patients are indifferent to noxious physical stimuli) . 
On the flip side, psychologists like Naomi Eisenberger at UCLA have 
shown that certain psychological stimuli (like loss and social exclu-
sion) can directly activate the affective pain center without passing 
through the sensory one . This is why grief generates the same kind of 
feelings we have in physical pain despite the absence of nociceptor 
activation . In light of these findings, we should acknowledge the reali-
ty of psychological pain and modify our definition of pain accordingly, 
by prioritizing the affective/phenomenological dimension of pain (the 
feeling of pain) and expanding its possible causes to include psycho-
logical as well as physical damage .

the social thinking Curriculum for Children with autism: 
Does it stifle Principled thinking and Moral Courage?
Kenneth A. Richman, PhD, Massachusetts College of Pharmacy and Health 

Sciences, Boston, MA

objectives
1 . Learn about high-functioning autism and the social thinking cur-

riculum .
2 . Appreciate the ethical complexities of encouraging individuals 

with autism to fit in and to avoid making others uncomfortable .
Michelle Garcia Winner’s social thinking curriculum has been greatly 

lauded and widely adopted by schools across the United States . The 
curriculum addresses social language and behavior deficits among 
those with high-functioning autism . Although many embrace this 
curriculum without reservation, the emphasis on social conformity, 
especially avoiding behaviors that make others uncomfortable, is not 
obviously an unmitigated good . On one hand, individuals with theory 
of mind deficits, or who have difficulty understanding social cues and 
conventions, can derive tremendous benefit from learning to fit in, 
learning what is likely to make others uncomfortable and why, etc . On 
the other hand, too much emphasis on pleasing others can reinforce 
undesirable behaviors (e .g ., autism is linked to avoidant personality 
disorder) and inhibit the development of principled ethical thinking 
and action . With special attention to the types of thinking character-
istic of children with autism, this paper explores these issues from a 
theoretical perspective . Using Kohlberg’s model of moral develop-
ment and the concept of moral courage as frameworks, this paper 
suggests ways to enrich our understanding of the social thinking cur-
riculum and its limitations .

PAPER SESSION (308): gENETICS
Primary Care and the ethics of integrating genomic 
Medicine
Vasiliki N. Rahimzadeh, McGill University, Montreal, QC, Canada

objectives
1 . Identify the practical and ethical barriers to implementing ge-

nomic medicine in the primary care setting .
2 . Demonstrate that, despite necessitating ethical caution, the 

potential benefits to primary care delivery through genomic 
medicine are significant .

Since its completion in 2003, The Human Genome Project has ushered 
in a revolutionary era of medicine that purports to bridge the molecu-
lar biology of illness and clinical care . The field of genomic medicine is 
charged with mediating such a revolution, and involves using informa-
tion generated from an individual’s genomic profile to inform decisions 
surrounding clinical diagnosis, treatment, and prevention . Moreover, 
genomic medicine enables the development of novel clinical tools and 
promises new insight into the nature of human disease, all benefits that 
are especially salient in primary care delivery . The preventative capaci-
ties afforded to primary care providers through systematic genomic 
sequencing potentiate vast improvements in chronic disease manage-
ment, family-centered care, and efficient health data sharing all at a 
fraction of the cost . Because sequencing technologies have traditional-
ly advanced, and continue to do so, at a rate that grossly outpaces the 
policies intended to regulate them, genomic medicine’s full integration 
in the clinical setting has been slow to materialize . Researchers and pri-
mary care clinicians alike face substantial challenges in navigating the 
contentious issues involved in such an integration, namely protecting 
patient privacy, interpreting disease risks, and devising health manage-
ments plans that act upon patients’ genomic results and accommodate 
their lifestyle . In recognition of these challenges, the burgeoning era 
of genomic medicine in the United States has interestingly coincided 
with an overhaul of the healthcare delivery system . Therefore, the politi-
cal, social, and economic ramifications of this restructuring will factor 
prominently in formulating effective strategies for integrating genomic 
medicine in American primary care settings, specifically . In this paper, I 
review the literature that explores the practical barriers to, and implica-
tions of, incorporating genomic technologies in the primary care sector . 
I first offer an overview of the primary care mission and the anticipated 
role of genomic medicine, and analyze the ways in which the primary 
care philosophy problematizes the innovations afforded to clinical 
medicine through whole genome sequencing . I discuss these themes in  
relation to the evaluative frameworks that must precede full integration, 
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specifically the analytic validity, clinical validity, clinical utility, and ethi-
cal, legal, and social considerations (ACCE) model . Finally, my analysis 
will consider the added ethical nuances in the wake of new standards 
for healthcare delivery in the United States, in conversation with the 
genomic technology that is rapidly advancing alongside them .

“rational suicide” as a Perceived Benefit of 
Presymptomatic genetic testing in Patients at risk for 
huntington’s Disease
Shana L. Merrill, MS CGC, Hospital of the University of Pennsylvania, 

Philadelphia, PA

objectives
1 . Apply ethical arguments for and against rational suicide to a 

clinical case example .
2 . Foster critical thinking and dialogue about current ethical guide-

lines regarding how best to approach presymptomatic genetic 
testing in patients who may use the results to plan a rational 
suicide .

A clinical case example of a 37-year-old female lawyer seen for pre-
symptomatic genetic testing for Huntington’s disease (HD) will be 
presented to facilitate discussion of rational suicide as a motivation 
for HD testing . Various definitions of rational suicide, as well as ethical 
arguments for and against its existence, will be critiqued . Additionally, 
these arguments will be applied to the clinical case study to highlight 
both sides of the ethical debate regarding rational suicide based on 
abnormal predictive genetic testing results . Currently, practice guide-
lines advise against presymptomatic genetic testing for HD in indi-
viduals who express a desire to utilize the results to inform the timing 
of their death, without making careful distinction between reactionary 
suicide and rational suicide planned many years in the future . Empiric 
data derived from patients at risk for HD and collective counseling 
experience demonstrate that end-of-life concerns are major ethical 
and psychosocial issues for families coping with HD . However, patient 
knowledge of testing guidelines and the role of healthcare providers 
as gatekeepers to genetic testing may create a paradigm in which 
patients are reluctant to seek help dealing with end-of-life issues for 
fear of limiting their access to testing . Additionally, providers may be 
reluctant to discuss the matter openly in clinical counseling sessions 
or to include such patients in psychosocial research studies that in-
vestigate the impact of presymptomatic testing . In the historical con-
text of religious, medical, and societal stigma against suicide for any 
reason, we must consider that some patients may believe strongly in 
their right to determine the course of their own death and view it as a 
main motivation for testing; prohibiting them from discussing such is-
sues may amplify the secrecy and stigma they already face as a result 
of their family’s genetic disorder . Establishing a presymptomatic HD 
testing paradigm that accommodates and perhaps even encourages 
open discussions with patients who raise end-of-life issues during 
the pretest counseling process, coupled with support for additional 
research regarding how to best approach the discussion of rational 
suicide with patients and their family members, has the potential to 
result in more benefit for patients and their families than the current 
situation, which may have the effect of silencing patients from dis-
cussing their end-of-life plans with providers .

naming and framing in Commercial genetic testing
Eline M. Bunnik-Sweijs, Erasmus MC, Rotterdam, Netherlands
Maartje Schermer, MD PhD, Erasmus MC, Rotterdam, Netherlands
Cecile Janssens, PhD MA MSc, Emory University, Atlanta, GA

objectives
1 . Inform the audience about recent innovations in the field of com-

mercial genetic testing and in its accompanying ethical debate .
2 . Raise awareness that name-giving in the context of evolving 

technological biomedical applications is not value-neutral .
3 . Show how frames are used to bring to the fore certain aspects 

of commercially available genetic testing and how they are 
connected with normative positions with regard to ethical and 
regulatory issues .

Commercially marketed genetic testing services have been hailed as 
among the most promising recent biomedical innovations, but have 
also been subject to critical discussions in the biomedical and bioethi-
cal literature for a lack of evidence regarding the clinical validity and 
utility of such testing; for insufficient insight into the risks and implica-
tions for consumers; and for absence of quality control, professional 
medical supervision, genetic counseling, and informed consent . The 
market however is diverse and dynamic, which is reflected in us-
age of names in the literature to refer to commercial genetic testing . 
Building on the work of frame theory and frame analysis studies, we 
have made an inventory of these names and grouped them into four 
clusters, each of which, we will argue, is associated with an interpre-
tive frame that favors a certain conception of genetic testing, places 
it in a certain light, and brings to the fore certain features or aspects 
of it . The four frames we have identified—technical, medical, private, 
and personal frames—not only portray commercial genetic tests dif-
ferently but also are associated, intentionally or unintentionally, with 
different normative positions with regard to the provision of testing 
services to the public . The technical frame, for instance, is associated 
with names such as “susceptibility-conferring genotype testing” and 
will underline the analytical validity of the technology used . Applied 
by advocates of direct-to-consumer marketing of genetic tests, the 
technical frame may exaggerate the clinical validity of tests and evoke 
an impression of scientific and moral neutrality, which may legitimize 
(direct-to-consumer) provision . The medical frame on the other hand, 
with names such as “genetic risk assessment” or “susceptibility test-
ing,” will position genetic testing explicitly within a healthcare context 
and appeal to the medical-ethical norms of beneficence and non-
maleficence . In the hands of critics of direct access to genetic test-
ing, the medical frame may be used to point out risks and potential 
health-related harms and support a restrictive normative position with 
regard to the provision of testing outside of professionally supervised, 
well-regulated healthcare settings . On the contrary, names like “pri-
vate access testing” and “personal genome testing” are connected to 
the private and personal frames, respectively . These frames will place 
genetic testing in the context of commerce rather than medicine, and 
represent a consumer (or industry) perspective rather than a profes-
sional or administrative perspective . Although the former will under-
score the norms of (easy) access and privacy, the latter will stress 
the norms of consumers’ liberty of choice, autonomy, and personal 
utility . Through an appeal to norms such as privacy and personal util-
ity, private and personal frames can be used to back more liberalist 
positions with regard to regulatory issues and promote direct access 
to testing services . For a clear and fruitful debate on ethical and regu-
latory issues surrounding commercial genetic testing, it is important 
to be aware that “naming is framing” and that frames may (inadver-
tently) encourage either more restrictive or more liberalist normative 
positions . A careful selection of terminology may be warranted .
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9:15–10:15 aM
PLENARY SESSION

Disability gain
Rosemarie Garland-Thomson, PhD, Emory University, Atlanta, GA
This presentation explicates Harriet McBryde Johnson’s 
now canonical 2003 New York Times Magazine article, 
“Unspeakable Conversations: The Case for My Life” as a 

bioethical case study by applying narrative ethics, literary criticism, 
and rhetorical analysis . As a bioethical case study, Johnson’s narrative 
of the “case for my life” makes a strong claim for conserving disability, 
for what might be called—to follow deaf studies—disability gain .

10:15–10:30 aM
BREAK IN ExHIBIT HALL

10:30–11:30 aM
CONCURRENT SESSIONS

PAPER SESSION (310): CLINICAL ETHICS/
CONSULTATION
Developing Quality standards in Clinical ethics
Leah M. McClimans, PhD, University of South Carolina, Cayce, SC
Geah N. Pressgrove, University of South Carolina, Columbia, SC

objectives
1 . Provide information about possible outcomes measures for clini-

cal ethics services in the United States .
2 . Provide information regarding the objectives of clinical ethics 

services in the United States (as understood by experts) .
3 . Provide comparisons between the objectives of U .S . and U .K . 

clinical ethics services (as understood by experts) .
Objectives: The provision of clinical ethics services, e .g . consultation, 
education, and policy work, is widespread across North America and 
Europe and is increasing in numbers . Nonetheless, very little is known 
about the quality of these services . One barrier to evaluation is a lack 
of consensus around the objectives and outcomes of these services . 
The aim of this paper is twofold . (1) To present the first, qualitative, 
phase of a Delphi study and (2) to present initial comparative data 
from a parallel study in the United Kingdom .

Methods: In the United States and UK, experts were to selected to 
serve as a panel of respondents that would represent the views of 
varying clinical ethics service models (e .g ., single ethicists, committee, 
etc .), as well as types of facilities (e .g ., association, hospital, academic 
institution, etc .), and experience (e .g ., number of years working in clin-
ical ethics, education) . Nineteen respondents from the United States 
and 18 respondents from the UK participated in a phone interview 
lasting approximately 1 hour . Interviews were transcribed and ana-
lyzed to determine distinct objectives and outcomes defining quality 
in clinical ethics . Findings from the United States were compared to 
UK findings .

Results: Experts in the United States discussed 14 distinct objectives 
for clinical ethics services focusing most often on mediation, improv-
ing the moral quality of the decision action, counseling, awareness/
education of ethical issues, and the perception of being helpful . In 
terms of outcomes, experts explored 10 possibilities including satis-
faction, the level and kind of activities pursued by the service, elimina-
tion of nonbeneficial treatment, reduction of legal disputes, ethicality, 
transformation, consensus, and integration . Experts in the UK focused 
almost exclusively on objectives . These objectives included provid-
ing time and space for discussion and reflection on ethical dilemmas, 

assisting healthcare professionals in developing their ethical reason-
ing skills, and empowering healthcare professionals in making ethical 
decisions .

Conclusion: In the United States, context experts were united in de-
fining clinical ethics services as patient centered . Experts repeatedly 
emphasized the importance of directly involving patients and families 
in the consultation and even educational process . Nonetheless, they 
were divided in terms of understanding the objective of clinical eth-
ics . This division was primarily between the objective of mediation/
counseling and improving the moral quality of the decision/action . 
Experts had a difficult time matching feasible outcomes to their ob-
jectives, but some trends were visible . Experts were divided about 
whether the elimination of nonbeneficial treatment, the level and kind 
of activities, satisfaction, and similar outcomes revealed a metric of 
quality . The outcome ethicality was poorly understood and difficult 
to operationalize . Some suggested that “transformation” might act as 
an outcome of quality both in consultation and education and policy 
areas . Suggestions for operationalization were provided . In the UK, 
context experts were almost united in defining clinical ethics services 
as a service for healthcare professionals . Experts were wary about the 
need for involving patients and families in the consultation process . 
Most of their objectives refer to the support that clinical ethics should 
provide to professionals .

Compassionate ethics Consultation
Erika A. Jeschke, MTS, Saint Louis University, St. Louis, MO

objectives
1 . Better understand the value of VHA IntegratedEthics .
2 . Understand how clinical ethicists can operate from within the 

lifeworld of their patients .
More than 5 years ago, the Department of Veterans’ Affairs (VA) de-
veloped and implemented a standard, comprehensive model, known 
as IntegratedEthics, of addressing ethical concerns that emerge 
within the Veterans Health Administration (VHA) . Since 2008, the 
IntegratedEthics model has been operating in all of the VA’s 153 medi-
cal centers and 21 regional networks . Although the IntegratedEthics 
model of ethics has been influential in guiding national and interna-
tional policy development for other healthcare systems, it has also 
been sharply criticized for its reliance on a process-heavy method of 
performing ethics consultation . IntegratedEthics is regarded by its 
opponents as being overly dependent on evidence-based initiatives 
and quantifiable results that support institutional goals but lack the 
nuance required to apprehend the “substantive values and goods 
that animate [a] patient’s life .” In other words, critics of the VA model 
are suspicious of the lack of veteran-focus, which appears to violate 
the mandates for which hospital ethics programs were originally 
conceived . Although the IntegratedEthics model can boast of note-
worthy process and policy achievements, it must never lose sight of 
the VHA’s central mission, which is to “honor America’s veterans by 
providing exceptional health care that improves their health and well-
being .” Although an integrated and standardized approach to ethics 
in the healthcare setting has many advantages, there is also good rea-
son to be cautious when evaluating an overly bureaucratized, quanti-
tative method of performing clinical ethics consultation . The downfall 
of a process-orientated approach, if it is not properly applied, is that 
it can give way to a mechanical mindset defined by the technical 
processes of the institution when it is applied to ethical dilemmas 
that concern veterans or their care providers . Ethics consultations 
are often ensconced in ambiguity and defined by tension between a 
veteran’s known or unknown wishes and the clinician’s concomitant 
obligations . If a mechanical mindset is employed, an ethics consultant 
could easily marginalize or lose sight of the needs and values of the 
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veteran by exclusively focusing on the goals of the process . In order 
to mitigate such a mindset, the ethics consultant must be able to 
appreciate the veteran as a human being . Humanizing the ethics con-
sultant process within the broader scope of IntegratedEthics requires 
that the consultant develop “socioculturally sensitive answers to ethi-
cal issues” that emerge in the VA clinical setting . In this presentation, I 
rely on four concepts from the critical theory of Jürgen Habermas to 
argue that we need not disavow the IntegratedEthics model in order 
to uplift and affirm the needs and values of the veteran in the eth-
ics consultation process . In order for the veteran’s lifeworld to be a 
proper part of the consultation process, two essential qualities must 
be espoused by the consultation team: a respect for silence and a 
compassionate encounter with the veteran . Both of these qualities 
will mitigate the mechanical mindset, allowing ethics consultants to 
explore solutions through a process of mutual discovery and shared 
decision making . As such, the CASES approach will uphold the VHA 
mission by allowing the good of the veteran to emerge .

Measuring Quality in healthcare ethics Consultation
Sally E. Bliss, MSB RN, Fletcher Allen Health Care/University of Vermont College 

of Medicine, Burlington, VT

objectives
1 . Present a model for analyzing the quality of healthcare ethics 

consultation .
2 . Demonstrate an application of ASBH’s core competencies to a 

quality improvement process .
Healthcare ethics consultation, like other healthcare specialties, is 
experiencing increased emphasis on measuring outcomes and ser-
vice quality . The second edition of ASBH’s Core Competencies for 
Healthcare Ethics Consultation establishes, among other things, the 
need for accountability, standards of practice, and contribution to 
new and emerging knowledge . A particular challenge is develop-
ing quality measures for the delivery of clinical ethics consultation . 
The challenge arises because of the wide variability in the nature of 
each patient and ethical dilemma, the practice environment, and the 
experience and expertise of clinical ethics consultants . This paper 
presents a framework for measuring the outcomes of clinical ethics 
consultations as part of a quality improvement system based on an 
assessment of structure, process, and outcome . Although some or-
ganizations have an established structure and process in place, thus 
far few have attempted to quantifiably identify, measure, and evaluate 
their outcomes from consultations . This paper describes the devel-
opment, implementation, and results of a quality measurement and 
improvement process at a 562-bed academic medical center over a 
2-year period . Ethics consultations are constructed using the format 
developed by Robert Orr and Wayne Shelton in 2009 . The consulta-
tion note is divided into nine sections, each reviewed and scored for 
the basic elements recommended by Core Competencies . Second, a 
weekly, multidisciplinary case conference provides a peer review of 
the consultation process, outcome, and overall experience . Finally, an 
online survey solicits clinical teams’ perceptions of utility and value . 
A free text section, reviewed by three independent readers, evalu-
ates the four outcome areas defined in Core Competencies: ethicality, 
satisfaction, conflict resolution, and education . Applicability to other 
practice environments will be discussed, along with lessons learned 
from incorporating emerging best-practice standards into a quality 
measurement and improvement system . This target of quantifying 
performance can lead to actionable quality improvement in the deliv-
ery of clinical healthcare ethics consultations .

PAPER SESSION (311): END OF LIFE/ORgAN 
DONATION
solidarity and Mortality—Civic Palliative Care
Bruce Jennings, MA, Center for Humans and Nature, Hastings on Hudson, NY

objectives
1 . Describe palliative and end-of-life care as public health issues .
2 . Evaluate the role of the concept of solidarity in the ethics of end-

of-life care and policy .
3 . Assess the advantage of community networks and engagement 

to improve the quality and continuity of end-of-life care for pa-
tients and families .

This paper argues that dying cannot be understood properly, or re-
sponded to well, without recourse to the connections between the 
dying experience and the larger social structures that make up a 
social and civic community . End-of-life care should respect persons 
and promote their well-being and flourishing, and it is fundamentally 
a public health issue . Inadequate end-of-life care is a function of a 
failing system of health care and communal provision . To develop this 
perspective, the paper discusses the basic conception of what end-
of-life care is, what kinds of relationships among caregivers and care 
recipients are involved, what kinds of motivations drive those interac-
tions, and what kinds of underlying assumptions about the self and its 
social ecology are at play . It also presents an analysis of the concept 
of solidarity in social policies and practices, connecting those who are 
dying and those who are not . Finally, the paper argues that we must 
develop a new kind of end-of-life care system that extends beyond 
professional expertise and consumerism to encompass the capacities, 
resources, and social capital of entire communities . I call this new sys-
tem civic palliative care . The moral awareness of solidarity can enable 
us to accomplish this .

Perinatal hospice: Beyond Prolife and Prochoice
Allison M. Whelan, University of Minnesota, Minneapolis, MN

objectives
1 . Increase awareness about the issue of perinatal hospice .
2 . Promote thoughtful discussion and debate about the need for 

and desirability of a perinatal hospice program .
When a pregnant woman is told that her fetus has a fatal condition 
such as trisomy 13, trisomy 18, or anencephaly, she is typically given 
the option to terminate the pregnancy . Many women do terminate 
their pregnancies after a fatal diagnosis, but not all women prefer or 
choose this option . During a time when states are placing increasing 
limits and restrictions on access to abortion for any reason, even if the 
fetus has a lethal diagnosis, more women may experience carrying to 
term a fetus with a fatal condition . In some cases, the infant will not 
even be born alive . But politics aside, women who choose to carry 
their pregnancies to term after a fatal diagnosis (whether by choice 
or because they legally have no other option) should have access to 
appropriate, compassionate care and support during the remainder 
of the pregnancy that continues long after childbirth . Increasingly, 
hospitals and other entities are creating and offering “perinatal hos-
pice” services for women who are carrying to term a child with a 
lethal diagnosis . Also referred to as “hospice in the womb,” perinatal 
hospice begins at the time of prenatal diagnosis, consisting at first of 
birth planning and preliminary medical decision making . The goal is 
to ensure that terminally ill babies are comfortable during their short 
lives and to provide support to the families (not just the mothers) of 
these infants before and after pregnancy . The development of these 
programs recognizes that families choosing to continue with a preg-
nancy after a lethal diagnosis share many similarities with families of 
terminally ill adults or children, cases in which hospice has become an 
increasingly accepted and successful methodology of care . Hospice 
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can be an appropriate method to deal with lethal fetal diagnoses, 
and many principles of hospice can be applied directly to the circum-
stances of these families . This paper will discuss the moral and ethi-
cal nature of perinatal hospice, arguing for greater implementation 
of such programs at hospitals and birthing centers . It will argue for a 
depoliticization of such programs, emphasizing that perinatal hospice 
should not be framed as a prolife or antiabortion issue . In many ways, 
such programs are inherently prochoice because they give women 
valid options and courses of care to pursue after their fetus is given 
a lethal diagnosis . Women should have the option to terminate the 
pregnancy, but should not be pressured to do so . Perinatal hospice 
programs will provide a valid alternative for women who choose, 
for whatever reason, to carry the pregnancy to term . The option of 
perinatal hospice is increasingly important at a time when medical 
advancements have improved the accuracy of diagnosing lethal con-
ditions without parallel advancements in the ability to prevent or treat 
these conditions . The science of prenatal diagnosis has rapidly ex-
panded, but the art of caring for those patients is poorly understood 
and taught . Perinatal hospice is one avenue for addressing these is-
sues and promoting awareness of these families’ needs for support .

Coordinating the future in the iCu: obstacles to Patient 
and family Preparedness
Cristina M. Farkas, BS, Vanderbilt University, Nashville, TN
Paula M. DeWitt, PhD, Vanderbilt University, Nashville, TN

objectives
1 . Explore obstacles to effective preparedness for the patient’s 

course of care in the ICU setting .
2 . Explore obstacles to effective communication between the 

healthcare team and patients’ families, from both family and 
clinicians’ perspectives .

3 . Compare and contrast these differing perspectives, and offer 
suggestions for reconciling the two .

Clinicians in the ICU setting develop care plans structured by proximal 
and distal goals that mark intended pathways through the hospital 
stay . We know very little about patients’ and families’ preparedness 
for the movements along these pathways . Reaching or failing to 
reach goals of care lead to important transitions for patients and their 
families . Pathways marked by progress involve achievement of mile-
stones, movement to lower levels of care and eventually discharge to 
the next care setting . Pathways marked by persistent complications 
can lead to critical decisions that redirect a patient’s course to out-
comes of greater morbidity or mortality . We will present findings from 
semistructured interviews that demonstrate how perspectival differ-
ences generate obstacles to family preparedness for ICU transitions, 
especially ones involving critical decision making about goals of care . 
The purpose of this study, which was approved by the Institutional 
Review Board, is to explore obstacles to effective preparedness for 
the patient’s course of care, specifically focusing on obstacles to ef-
fective communication between the healthcare team and patients’ 
families, from both family and clinicians’ perspectives . To our knowl-
edge, no one has done an in-depth comparison of communication 
obstacles from the point of view of the clinician vis-à-vis the family 
point of view . We compare and contrast these differing perspectives 
and offer suggestions for reconciling the two . Our long-term goal in 
undertaking this research was to begin developing an intervention 
that specifically addresses communication obstacles in an attempt to 
affect family preparedness (although we do not deal with this inter-
vention in this presentation) . Communication obstacles are important 
because they are barriers to family preparedness to take on the role 
of surrogate for patients who are incapacitated or to take on a vital 
supportive role during the patient’s recovery . As a part of this study, 
10 clinicians (5 bedside nurse and 5 attending physicians) and 20 

family members of patients in a regional ICU for burn patients partici-
pated in a 45-minute semistructured interview . The interview guide 
was designed to elicit perceptions of formation and communication 
of expectations about future medical care . Interview transcripts were 
coded by at least two researchers, and interrater reliability was es-
tablished using Cohen’s kappa coefficient . In analyzing the distinct 
perspectives of clinicians and families, we found that perceptions of 
obstacles to preparedness for care transitions clustered around three 
major themes: perceptions of involvement, perceptions of information 
needs, and perceptions of coordination . Analysis of these domains 
showed that the obstacles are constituted by the differences in the 
ways families and clinicians understand factors like: a family’s physical 
presence (or lack of presence) at the hospital, a family’s socioeco-
nomic status, or the standardization of care pathways . Several impli-
cations for healthcare decision making follow from these findings, and 
these are especially true when patients lack capacity to make their 
own decisions . Healthcare communication processes serving family 
preparedness need to (1) be responsive to surrogates who cannot be 
consistently present in the hospital, (2) be scripted at appropriate lev-
els of health literacy, and (3) be attuned to upcoming transitions that 
require emotional and cognitive preparation .

PANEL SESSION (312)
Contagion and the Limits of irony: resistance, autonomy, 
and global Public health
Laurie Zoloth, PhD, Northwestern University, Chicago, IL
Ana Iltis, PhD, Wake Forest University, Winston-Salem, NC
Eula Biss, Northwestern University, Evanston, IL
Mavis L. Biss, PhD, Loyola University Maryland, Baltimore, MD

objectives
1 . Critique arguments that use past error as a justification for ironi-

cal dismissal of current claims .
2 . Critically engage with the question of the limits of personal au-

tonomy in a public health context .
In the age of global contagion in which we all share a part of the 
plot, we are faced with an oddity:  the retreat from routine childhood 
vaccination and the embrace of an idea that participation in public 
health, long considered a social duty, is now a voluntary activity . For 
the first time since the introduction of vaccination or its predeces-
sor, variolation, people with access to health care refuse to receive 
it . Largely, this refusal stems from the cultural acceptance of two 
narrative claims . First, that the “state of nature” represents a more 
perfect order, an order that is violated by medical intervention, and 
second, that in the past, “they have been so very wrong .” This panel 
will consider what it means to refuse vaccination, as if one is “taking a 
stand,” based on these claims, and what sort of a moral argument the 
argument from the medical history of error represents . In particular, 
both narratives can be swiftly shown to be empirically false, despite 
a widespread cultural affection for them . Infant mortality, maternal 
mortality, and life expectancy all show wildly apparent changes di-
rectly related to the interventions of science into an ordinary human 
life . And although the history of medicine clearly reveals spectacular 
errors and cultural prejudices, it is also largely a history of success and 
correct observation, hypothesis and replicable responses . What sort 
of argument is it to argue for distrust of medicine based on our affec-
tion for irony? What role does the discipline play in rewarding the val-
orization of such a narrative? How does telling the history of science 
and medicine as flawed and untrustworthy anticipate the withdrawal 
of some from the community of strangers who are our neighbors, 
who share the risks of mutually dangerous and vulnerable bodies? 
What weight should personal narratives play in considering these 
questions? This multidisciplinary panel will consider the different re-
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ceptions of the problem of contagion and vaccination, resistance and 
reconsideration in several historical periods . One participant, who has 
published on the idea of “sentimental” medicine, will collaborate with 
a philosopher to expand on the shifting history of vaccination and 
conscience in American life; another will consider how the argument 
of expertise has shifted from mothers to doctors and back to moth-
ers; and a third will reflect on the moral basis for such arguments . 
All will consider the nature of duties to others in the vaccine contro-
versies from their disciplinary stances in literature, religious studies, 
philosophy, and history . We plan an interactive panel session with 
short presentations from a wide range of disciplines about the prob-
lem of the sort of argument that arguments are: When is it legitimate 
to use the past as a proof text for present policy? When is refusal 
courageous and when absurd? We will then engage the audience in 
response and critique of the panel .

PANEL SESSION (313)
Bucking tradition: Questioning Barriers to research on 
Controlled Drugs
Rosamond Rhodes, PhD, Icahn School of Medicine at Mount Sinai, Bronx, NY
George M. Carter, Foundation for Integrative AIDS Research, Brooklyn, NY
Michael H. Andreae, MD, Montefiore Medical Center, New York, NY

objectives
1 . Recognize the need for research on tightly controlled drugs .
2 . Identify legal barriers to research on tightly controlled drugs .
3 . Identify research ethics barriers to research on tightly controlled 

drugs .
Federal and state agencies have important justifications for con-
trolling access to potentially dangerous substances . U .S . Drug 
Enforcement Agency (DEA) scheduled drugs are associated with a 
high risk of abuse . Drug abuse can cause addiction and may induce 
or exacerbate underlying mental illness . Psychotropic drugs can di-
minish decisional capacity and lead to increased risk taking . These 
hazards for individuals and society, and their potential adverse effects 
on communities, are good reasons for limiting access to certain drugs 
and justify careful monitoring of their use . At the same time, the ab-
sence of studies on therapeutic uses of tightly controlled Schedule I 
and II drugs suggests that strict regulations, fear of legal consequenc-
es, lack of funding, and stigma associated with abuse and populations 
that use illicit drugs may hinder research . These impediments can cre-
ate barriers to developing effective medications to alleviate chronic 
suffering and exploring harm reduction . They could obstruct research 
that might advance the treatment of chronic conditions or possibly 
impact the disease itself . Chronic pain for people living with chronic 
disease is frequent, devastating, and potentially difficult to treat . For 
example, chronic pain affects one-third of the HIV+ population, and 
amounts to a significant disease burden . Chronic pain persists despite 
attempts at management with opioids, NSAIDs, antiinflammatory 
agents, tricyclic antidepressants, and pain modifying therapies . In ad-
dition to pain, patients endure multiple chronic systemic, neurological, 
oral, respiratory, musculoskeletal, ophthalmological, dermatological, 
genitourinary, and psychological symptoms . Taken together, the suf-
fering of people living with chronic symptoms cries out for relief . 
Research on effective and compassionate management of symptoms 
and drug side effects should be a biomedical research priority, even 
when the treatment agents include tightly controlled substances . 
Heroin, cannabis, and other illegal drugs are effective analgesics, 
some prescribed routinely in Europe . Cocaine and ketamine are valu-
able when used in anesthesiology and ophthalmology . Ibogaine, ket-
amine, and ecstasy (MDMA) may have a role in mitigating depression 
and other mental illnesses . Cannabis may enhance appetite, reduce 
nausea, and prevent wasting . These therapeutic effects should be 

studied more systematically and thoroughly . This panel will lay out 
both the scope of the need for research, and the barriers to research 
on controlled drugs . An advocate for people living with HIV will mod-
erate and introduce the session with information about symptoms 
of chronic diseases and drug side effects . A clinician-researcher will 
present preliminary findings suggesting potential value in using con-
trolled drugs as treatments for chronic pain and other symptoms . An 
experienced attorney and legal academic will outline state and federal 
legal barriers to research on controlled drugs . And a philosopher will 
explain how selection of participants for trials of controlled drugs will 
present unique ethical challenges because the populations include 
current and former users of controlled substances as well as people 
who have never or rarely used controlled drugs . Assessing the risks to 
these participants, their vulnerability, and their capacity to assess risks 
and benefits and considering whether the offer of drugs in a study 
constitutes an undue inducement or introduces a therapeutic miscon-
ception will involve interesting issues of research ethics .

PANEL SESSION (314)
has Bioethics undermined Medical ethics?
Jeffrey P. Bishop, MD PhD, Saint Louis University, St. Louis, MO
Rachelle Barina, MTS, SSM Health Care, St. Louis, MO
Warren Kinghorn, MD ThD, Duke University Medical Center and Duke Divinity 

School, Durham, NC
Lydia S. Dugdale, MD, Yale School of Medicine, New Haven, CT

objectives
1 . Understand the historical context of the shift from medical ethics 

to bioethics .
2 . Understand the ways in which bioethics has eroded medical eth-

ics .
Whatever ails a culture will ail its medicine . In the 1960s, medical sci-
ence and its enormously powerful technological fruits began to butt 
up against problems that it had never before encountered . Having 
emphasized the scientific and technological mastery of the body, 
with its emphasis on efficiently controlling bodily functions, the prac-
titioners of medicine began to focus on technical skill rather than on 
roles and relationships . In addition, Alasdair MacIntyre argued that 
ethics generally, and medical ethics particularly, became a series of 
moral fragments and moral premises that were detached from their 
contexts and their practices . In a way, the shift to technological and 
technical mastery of the body conspired with the ruptures in culture 
such that medical doctors and medical ethics began to flounder . 
Bioethics, as a disciplinary field not belonging specifically to the prac-
tice of medicine, arose as a response to the crisis in medical ethics . 
Although it is true that the field of bioethics has shaped both medical 
science and medical practice for good, it is also true that the field of 
bioethics might have led to a further fragmentation of medical eth-
ics . This panel discussion will examine several of the historical and 
conceptual features in bioethics that participate in the undermin-
ing of medical ethics . Picking up a thesis from Jeffrey Bishop’s The 
Anticipatory Corpse, the first paper will explore the relationship of 
the technological control of the body to the rise of proceduralism in 
bioethics and clinical ethics consultation . The author, an internist, will 
argue that contemporary bioethics participates in this efficient con-
trol of the body through the role of the clinical ethicist, as seen in the 
drive to promote a contentless proceduralism as described in ASBH’s 
Core Competencies for Healthcare Ethics Consultation . Medicine is a 
moral practice by definition, which means it has a moral content that 
cannot be set aside without eroding the ethics of practice . The sec-
ond author, a theologian, argues that the seemingly neutral questions 
about medical options presented to families and patients infuse the 
primordial bioethical value of autonomy . Autonomy functions prior to 
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the good, subtly shaping the scope and quality of moral reflections 
and decisions of patients, families, and clinicians . Questions about 
treatment direct thought patterns toward the framework of choice 
and its underlying value of autonomy, rather than the goods held by 
patients, families, and medical practitioners . Thus, this principle of 
bioethics subtly erodes the goods internal to medical practices and 
traditions . The third author, a psychiatrist, will argue that the legal/
forensic, procedural use of “autonomy” diminishes medical ethics and 
caricatures human moral psychology when patients are subjected to 
binary, “yes/no” evaluations of decision-making capacity . The broader 
Aristotelian/Thomistic concept of agency, in which agency names the 
capacity of the human to act deliberately for an end, is more philo-
sophically defensible and more clinically helpful . A clinical encounter 
centered on agency rather than autonomy would be less prone to 
binary abstractions and, by always considering how the patient’s 
agency might be fostered, would restore ethics to a holistically thera-
peutic, rather than a reductively proceduralist, role .

PAPER SESSION (315): PHILOSOPHY
Letting Posttraumatic narratives Breathe: resonant 
reiteration, re-reading, and resilience
Mark A. Clark, University of Texas Medical Branch, Galveston, TX

objectives
1 . Achieve an understanding of posttraumatic self-representation 

as a genre featuring lyric progression in tension with narrative 
progression .

2 . Understand what is called for in ethical listening with respect to 
sufferers of posttraumatic stress .

3 . Comprehend the cognitive and emotional stakes of “letting 
stories breathe”—as Arthur Frank recommends—with respect to 
narratives of post-posttraumatic stress .

Cognitive psychologists and clinicians working with sufferers of post-
posttraumatic stress have, for some time, considered that the suffer-
ers’ constructions of life-narratives, which serve to exert control over 
otherwise intrusive, negative memories, can have cognitive and thera-
peutic benefit; but the psychologists’ own research points to the need 
of recognizing, with greater specificity, what sort of narrative con-
struction is called for . The relatively linear progression associated with 
high narrativity is constantly undercut or complicated, in the case of 
post-posttraumatic autobiographical representation, by the recursive, 
forced re-readings of negative memory . Current research suggests 
that constructions of this eddied progression serve to alter memory, 
as each reiteration is mediated by the contextual factors surround-
ing the act of recollection . Adopting an image suggested by Michael 
Ondaatje’s novel Divisadero, the fictional life-writing of a post-post-
traumatic stress sufferer, I propose that life-writing constructed on 
the principles underlying the poetic form of the villanelle, that is, rep-
etition-with-a-difference, is well suited to achieve positive therapeutic 
outcomes . As in the poetic form, where the same lines are repeated 
but their order is not, the retelling of the same material produces new 
meanings by virtue of (a) the altered context in which the repetitions 
appear, and (b) the history of their reiteration . Synthesizing this un-
derstanding of the value of narrative repetition-with-a-difference and 
some work of Mark Turner on conceptual blending, I further propose 
that instances of trauma recollection may function as “parabolic pro-
jections,” wherein the “source story” is the victim’s unprocessed nar-
rative of the events that produced the trauma and the “target story” 
is the evolving narrative of those events being told in the therapeutic 
situation . The reiterations of elements of the source story have the 
power to alter not only the evolution of the target story but also the 
victim’s relation to the source story . The reiterative process results 
in productions of “cognitive artifacts” (Norman, Hutchins, Herman), 

which, like the repeated lines in the villanelle, may be carried into new 
contexts, enable new relationships with the “audience” who witnesses 
the elaborations of meaning, and result, ultimately, in resilience . The 
ethical listening called for on the part of clinicians who would read—
coductively, with their patients—self-representations of the suffering 
associated with post-posttraumatic stress entails a hermeneutic ab-
sorption akin to that encountered in the reading and aesthetic experi-
ence of a villanelle . Letting post-posttraumatic narratives “breathe,” 
to use Arthur Frank’s metaphor of ethical reading and listening, 
challenges clinicians to undertake this sort of absorption—which in 
turn promises to yield an enriched, empathic understanding of the 
cognitive and emotional dimensions of the suffering experienced by 
victims of trauma .

abortion in new york City Before Roe v. Wade: Lessons 
from the archives
Kathleen E. Powderly, PhD CNM, State University of New York Downstate 

Medical Center, Brooklyn, NY

objectives
1 . Describe the implications of limited access to safe medical abor-

tion .
2 . Discuss the historical context of abortion in the United States . 

pre–Roe v. Wade .
Abortion remains one of the most controversial issues in our society 
and in bioethics as a discipline . In addition to being a medical proce-
dure, it is a highly emotional issue which has become politicized in 
our society . The implications for the legality of abortion in the United 
States became a central issue in the most recent presidential cam-
paign . Although abortion has been legal in this country since the Roe 
v. Wade decision in 1973, there have been ongoing attempts to whittle 
away at the rights protected by the decision and access to safe medi-
cal abortion is limited in many areas of the country . Whatever one’s 
individual values and views, it is important to remember the implica-
tions of limited access to safe abortion . Many who face the decision 
to terminate a pregnancy and many who profess to be prolife and 
antiabortion are too young to remember the horrific consequences 
for the desperate women who sought terminations before they were 
legal . These women risked morbidity and, in far too many cases, 
mortality . In some cases, the clinicians who cared for them exhibited 
incredible moral courage in doing so . They also experienced moral 
anguish as they witnessed the consequences for desperate women 
who were cared for by unsafe providers or who attempted self-ter-
mination . The stories of women and their providers are an important 
historical context . This presentation will be based on the maternal 
mortality and morbidity reports from a large municipal hospital in the 
1950s, 1960s, and 1970s . Deidentified case reports will be used to illus-
trate demographics as well as individual mortality reports . These re-
ports describe the medical background, methods of termination, and 
consequences for women who terminated pregnancies before legal 
protection made safe medical abortion accessible . The desperation of 
these women and the challenges faced by those who cared for them 
are powerful . Some oral histories of clinicians on the front lines during 
the pre-Roe era will also be included . These lessons are important as 
we continue to debate the morality of abortion . These voices must be 
heard .
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Medicalized torture, tortuous Medicine: structural Parallels 
in Popular Culture
Catherine Belling, PhD, Northwestern University Feinberg School of Medicine, 

Chicago, IL

objectives
1 . Examine representations in recent American popular culture of 

anxieties regarding physician involvement in torture .
2 . Evaluate the significance of such representations for public and 

policy conversations on the ethics of physician involvement in 
torture .

3 . Situate these representations of torture in the context of wider 
anxieties about the informational and power structures within 
patient-physician relationships .

It has been observed that torture survivors have a hard time being 
medical patients: they find the clinic “fraught with anxiety”; “examina-
tion tools and procedures precipitate memories of torture implements 
or methods”; “authoritarian interactions between physician and pa-
tient . . .cause acute emotional reactions” (Dansky, 1996) . Such reactions 
point to structural parallels between activities that appear diametrically 
opposed: the therapeutic benevolence of the clinic and the cynical 
and sadistic maleficence of the interrogation cell . Judged by intended 
outcomes, by the agents’ motivation and the patients’ consent, the 
comparison seems absurd, even offensive . But it may illuminate the 
ongoing entanglement of medicine in the practice of torture and in its 
representation in public discourse . Popular culture’s narrative-aesthetic 
medicalization of torture can cast light on the ethical problem of phy-
sician involvement in “enhanced interrogation .” This paper considers 
the representation of torture in two successful recurring suspense nar-
ratives: the television series 24 (Fox, 2001–2010) and the horror film 
franchise Saw (Lion’s Gate, 2004–2010) . In both, medicine is deeply im-
bricated in the perpetration, the experience (by victim and voyeur), and 
the defense (by perpetrator and, perhaps, producer) of torture . I will 
analyze (describe but not screen) one key scene from each, demon-
strating how the shows’ creators trust their avid audiences to assume 
troubling links between patienthood and victimhood, between torture 
and treatment, and between interrogation and the diagnostic extrac-
tion of information from bodies in pain . In each season of 24, a national 
security emergency arises, and the agent-hero must repeatedly elicit 
information from unwilling informants . I focus on a torture scenario 24 
frames as ideal, using a fictitious drug invented for the show, hyocine-
pentathol (echoing but not replicating sodium-pentathol, so-called 
truth serum) . Described as a “neural inflammatory,” causing “inhuman 
pain” but no injury unless overused, it is administered intravenously . 
The torturer’s only physical contact with the victim is routine, sterile, 
vein access . 24 co-opts medicine in the palatable (and Dershowitzean) 
framing of torture that seems nonviolent because it is clinical . The Saw 
films also invent technologies for testing bodies . The serial killer, John 
Kramer, designs and implements a baroque series of torture experi-
ments, intended to test, punish, and sometimes remediate victims’ 
moral failings . Kramer is dying of cancer . A terminal patient’s revenge 
fantasy against those who will outlive him, the torture is spuriously 
justified both as research and as moral therapy . (Kramer’s first subject-
victim is his oncologist .) I examine a scene, though, where a detective 
threatens to torture the torturer: Kramer, pale and cachectic, claims im-
munity to physical coercion: “I don’t intend to mock you, officer, but I’m 
a cancer patient . How could you possibly put me in any more pain than 
I’m already in?” Absurd but effective, this comparison establishes a 
nuanced and troubling correlation between implicitly iatrogenic suffer-
ing and ostensibly therapeutic torture . In addressing the unacceptable 
complicity of some physicians in real-world torture, I argue, we should 
acknowledge and address the troublesome contiguity in the popular 
imagination of domains we need to keep fundamentally distinct .

PAPER SESSION (316): gENETICS
the Cost of innovation in noninvasive Prenatal testing: 
ethical and Practical implications for stakeholders 
Lauren C. Sayres, BA, Duke University, Durham, NC
Ashwin Agarwal, BS, Duke University, Durham, NC
Subhashini Chandrasekharan, PhD, Duke University, Durham, NC

objectives
1 . Describe the introduction of cell-free fetal DNA technology into 

the practice of prenatal testing .
2 . Characterize the commercial processes and intellectual property 

landscape for noninvasive prenatal testing technology .
3 . Explore the potential ethical repercussions of noninvasive pre-

natal testing and its commercialization on clinical practice and 
research .

Fifteen years after the discovery of cell-free fetal DNA circulating in 
maternal blood afforded the opportunity to analyze the fetal genome 
without iatrogenic risk of miscarriage, a competitive market for nonin-
vasive prenatal testing has emerged . At least four United States–based 
companies are offering noninvasive testing to detect fetal sex; sex chro-
mosome aneuploidies; and trisomies 21, 13, and 18 as early as 10 weeks 
into pregnancy, and expanded clinical applications of this technology 
are expected in the near future . Although some attention has been paid 
to the substantial practical and social issues surrounding noninvasive 
testing, including its integration into prenatal standards of care, proce-
dures for informed consent and refusal, and consequences for pregnant 
women and individuals living with disabilities, the ethical repercussions 
of attendant commercial processes have yet to be considered in depth . 
We conducted a comprehensive search of patents and applications 
through the database maintained by the U .S . Patent and Trademark 
Office and developed a commercial landscape for cell-free fetal DNA 
technology . Our findings indicate that at least 30 patents covering 
analytic techniques for cell-free fetal DNA have been granted, and at 
least 90 more relevant patents have been solicited in the United States . 
The majority of these patents and applications are controlled by only 
a few commercial entities, as either the original assignees or exclusive 
licensees, although these inventions have, for the greater part, emerged 
from research at nonprofit institutions and with funding by the National 
Institutes of Health, the National Science Foundation, and other agen-
cies aimed at benefiting public health and scientific progress . Although 
development of innovative technology may be incentivized when pat-
ent protection can be assured, ongoing litigation relating to patent va-
lidity and enforcement could create a monopoly or a market dominated 
by royalty mills . In some prior instances of implementation of commer-
cial genetic tests, restrictive intellectual property practices and lack of 
government regulation may have partially contributed to inflated prices, 
decreased availability, inability to verify results, constraints on the auton-
omy of patients and healthcare providers, and impediments to research 
and development of related technologies . Already, few data regarding 
test characteristics and performance are publically available, and signifi-
cant costs are being charged to patients (and third-party payers, whose 
coverage for testing is patchy), Business decisions regarding coverage 
for patients, and particularly those enrolled in state insurance programs, 
has the potential to reduce or further exacerbate existing disparities in 
prenatal care . It is yet unclear how ongoing litigation and its resolution 
may affect business models and test pricing . To ensure that advances 
in cell-free fetal DNA technology translate to benefits for its intended 
end users, namely pregnant women and their families, attention must 
be paid to the aspects of implementation that are directed by for-profit 
firms . A nuanced understanding of the commercial, regulatory, and legal 
environment and the engagement of diverse stakeholders are neces-
sary to harness the potential for public health benefit from innovative 
technologies .
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PAPER SESSION (317): TECHNOLOgY
the “Making up” of Biological Citizens: ethics, 
Medicalization, and home rapid hiV testing
Jonathan P. Banda, BA/BS, University of Texas Medical Branch, Galveston, TX

objectives
1 . Understand the historical context of home rapid HIV testing in 

the United States .
2 . Question the rhetoric of empowerment used to promote home 

diagnostics .
Recent years have seen an ever-growing portfolio of medical tech-
nologies and products, including self-diagnostics, become available to 
consumers . The way that those in the field of bioethics and humani-
ties view and respond to them must also be innovative, and we must 
use caution in embracing these developments as simply progression 
and empowerment . This paper examines the 2012 U .S . Food and 
Drug Administration approval of the home rapid HIV test in the con-
text of biomedicalization and the construction of biological citizens . 
Although these tests are promoted as empowering consumers, I ar-
gue that they in fact have significant ethical consequences for citizen 
obligations regarding health . Via an analysis of the manufacturer and 
public health discourse surrounding home rapid HIV testing and com-
parison to other self-diagnostics, I conclude that although home HIV 
tests have the potential to improve health outcomes, underneath the 
rhetoric of empowerment are several issues of concern . First, these 
tests may lead to stratification of access due to price, contradicting 
the intent expressed by the manufacturer to reach populations most 
in need of it . Second, the tests constitute an extension of biomedical 
authority into the private domain, although appearing to do the exact 
opposite . Last, home diagnostics such as the rapid home HIV test 
represent new obligations for surveillance of one’s own health and 
that of others . I also conclude that the new public health effort to test 
the population at large has given rise to a new “risky” population: the 
untested bodies .

ageism Versus the technological imperative in 
hemodialysis—Moral Courage is necessary to find the 
golden Mean in the face of Changing financial incentives 
in Medicare reimbursement
Bjorg Thorsteinsdottir, MD, Mayo Clinic, Rochester, MN
Jon C. Tilburt, MD, Mayo Clinic, Rochester, MN
Keith Swetz, MD, Mayo Clinic, Rochester, MN

objectives
1 . Highlight lack of adherence to ethical tenets in the current prac-

tice of hemodialysis for frail elderly patients .
2 . Question the moral and technical imperative to dialyze all elderly 

patients with end-stage renal disease .
3 . Promote shared decision making in hemodialysis as a way to 

mitigate the current ethical problems .
The current practice of indiscriminate initiation of hemodialysis (HD) 
for the frail elderly loses sight of all four core principles of biomedical 
ethics: respect for autonomy, beneficence, nonmaleficence, and justice . 
Lack of transparency and shared decision making, coupled with finan-
cial incentives to treat, have resulted in problems of overtreatment near 
the end of life . An earlier generation’s ageist rationing of HD has been 
replaced by an equally paternalistic failure to discuss risks and benefits 
or offer alternatives to HD for the elderly . The current system has fi-
nancial incentives to dialyze . This will soon change . Imminent changes 
in reimbursement for HD, slated for 2014, will reverse these incentives 
to favor not treating high-risk patients . We describe what is empirically 
known about the approach to HD today and how it violates the ethi-
cal principles . We then discuss how the new Medicare reimbursement 
system will turn physician and organizational incentives upside down in 

ways that may exacerbate the ethical dilemmas, but in the opposite di-
rection . We are ill prepared to handle such a scenario . The current prac-
tice of HD initiation often violates the principle of respect for autonomy 
by failing to properly inform patients about their options and by failing 
to ensure that patients’ values are represented when treatment choices 
are made . The principle of beneficence is violated when a narrow defi-
nition of treatment benefit, which centers on life extension, fails to take 
into account other benefits that may be more consistent with the pa-
tient’s goals of care . Nonmaleficence is violated when the harm of HD 
in many patient populations, especially frail older patients, outweigh 
the benefits with respect to the outcomes the patients care most 
about . The principle of justice is violated by the current dialysis excep-
tionalism that contributes to runaway cost in end-of-life care, threaten-
ing the fiscal solvency of Medicare . The pending reimbursement rules 
for HD pose an even greater threat to justice by replacement of the 
current financial incentive to treat with incentives not to treat, thus 
risking a return to implicit rationing of HD based on subconscious bias 
such as ageism . The current lack of adherence to the ethical tenets and 
shared decision making leaves providers without the skills to face the 
ethical challenges of a pending new reimbursement system . Providers 
will need moral courage to weigh the moral and technical imperative 
to treat against the principle of nonmaleficence and to withstand the 
financial incentives to withhold treatment from high-risk patients who 
desire treatment . Shared decision making is imperative to safeguard 
patients’ autonomy and to ensure beneficence and nonmaleficence . 
Institutions and policy makers need moral courage to step up to the 
plate and draft policies, guidelines, and protocols based on explicit  
criteria and rooted in patient welfare . This is a unique opportunity for 
an open public debate on how to defend this important societal benefit 
without adversely affecting access to other important public goods .

Best Practices for Managing faculty-industry Consulting 
relationships in Medical schools: results of a Delphi study
Stephanie Morain, MPH, Harvard University, Cambridge, MA

objectives
1 . Develop awareness and understanding of how consulting 

agreements can impact institutional interests, such as intellec-
tual property rights, dissemination and publication of faculty 
research, and future research and collaboration opportunities .

2 . Provide guidance to academic medical schools on the manage-
ment for faculty-industry relationships .

Background: Consulting relationships between medical school faculty 
and the pharmaceutical, biotechnology, and device industries have 
the potential to promote health and speed translation of research into 
interventions that benefit individuals and populations . However, aca-
demic–industry ties are the focus of ongoing controversy . How should 
medical schools manage these consulting relationships? To date, 
most accounts have focused on the financial issues raised by indus-
try relationships . The potential nonfinancial conflicts created by the 
contractual agreements that manage these relationships, including 
implications for intellectual property rights, dissemination and pub-
lication, and future research collaborations, have largely been over-
looked . In this study, we begin to address these gaps by exploring the 
legally enforceable rights and obligations created by faculty-industry 
consulting agreements, and offer guidance on how medical schools 
should manage these relationships .

Methods: We conducted a Delphi study to develop best practices for 
the institutional oversight of faculty-industry consulting relationships . 
The Delphi method is a process for collecting and distilling knowl-
edge from a group of experts through a series of iterative question-
naires with structured feedback . We convened an expert panel of 11 
respondents, who represented institutions with demonstrated prior 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  71

sCheDuLe With aBstraCts—saturDay, oCtoBer 26

commitment to thoughtful oversight of consulting relationships . We 
designed a 48-item survey instrument with structured response cat-
egories to elicit feedback on three issues: the types of contractual 
provisions that medical schools may find troublesome, the oversight 
mechanisms schools may consider implementing to manage these is-
sues, and whether medical schools should generally prohibit consult-
ing within specific industries . Respondents were also asked to provide 
comments to explain their ratings . Respondents completed the sur-
vey in two rounds . Following each round, respondents were provided 
with summary quantitative and qualitative results, so as to develop 
understanding of the issues and the reasons for their peers’ ratings, 
and promote consensus regarding the oversight of such relationships . 
Following the second round, we convened a 90-minute teleconfer-
ence call with participants to clarify understanding of responses and 
confirm areas of agreement and disagreement across the panel . Data 
collection concluded on March 11, 2013, one day before the abstract 
submission deadline, and analysis is currently underway . Therefore, we 
are only able to report preliminary analyses at this time . The full analy-
ses will be completed by the end of April 2014 .

Results and Significance: Of 11 participants, 100% completed both 
survey rounds and participated in the final teleconference meeting . All 
experts agreed that medical schools should have the right to review 
all terms of consulting agreements between faculty and industry to 
ensure protection of university interests . A strong majority (9 of 11) re-
spondents held that schools should ideally require review and approv-
al of all consulting agreements . However, they also noted the barriers 
posed to implementation, including logistical constraints and faculty 
opposition . There was universal agreement on the need for educa-
tional training of faculty regarding consulting relationships . With the 
possible exception of tobacco, respondents did not find that medical 
schools should prohibit consulting relationships by industry type . This 
project draws attention to the potential adverse effects of consulting 
agreements for institutional interests, and offers recommendations for 
the management of such relationships .

PANEL SESSION (318)
Public/scientist Partnerships in the Production of 
Biomedical knowledge: advocates, enablers, and gamers
David Magnus, PhD, Stanford University, Stanford, CA
Mildred Cho, PhD, Stanford University, Stanford, CA
Lauren C. Milner, PhD, Stanford University, Stanford, CA
Richard R. Sharp, PhD, Cleveland Clinic, Cleveland, OH

objectives
1 . Better understand the diverse roles that advocates and other 

organized scientific enablers play in the conduct of research .
2 . Identify some of the ethical challenges presented by new efforts 

to combine gamification and crowd-sourcing by the public to 
carry out research .

Nonscientists are playing new, significant roles in science . This panel will 
explore three different ways that nonscientists contribute to and help 
shape the conduct of biomedical research . Patient advocates, often rep-
resenting specific diseases, now play a major role in funding, recruiting 
scientists to conduct research projects, obtaining biological samples and 
research subjects, collecting data, publishing results, and holding patents 
on inventions from the research . This new paradigm raises a number 
of ethical issues, largely because the traditional framework of research 
ethics was built under the assumption of a power imbalance between re-
searchers and the subjects of research . However, this imbalance may be 
turned upside down in patient-driven research . The new arrangements 
potentially create situations in which the patient advocate’s interest in 
the integrity of the research may be in conflict with other interests, such 

as desire for a treatment for their disease, financial interests, or strong 
prejudice against certain scientific ideas or methods . On the other hand, 
patients’ interests may also be legitimate, even if they are at odds with 
traditional scientific process . A new kind of public-private partnership is 
being initiated to advance biomedical research by enabling widespread 
data-sharing and diverse collaborations between groups within and 
outside of the scientific community . These efforts share several features, 
including limits on intellectual property and patenting rights to facilitate 
free access to data: all promote the active involvement of project partici-
pants at multiple stages of research (from proposing research questions 
to data analysis and interpretation), and all state that the overarching 
mission of their partnership is to accelerate the pace and enhance the 
quality of research with direct benefit to human health . These groups 
aim to shift biomedical research from an isolated and expert-dependent 
process to one that relies on expansive networks of individuals from 
both expert and nonexpert communities . These partnerships raise a 
number of legal, ethical, and social issues regarding research participa-
tion and researcher conduct . How can informed consent be obtained 
and privacy protected for projects with an indeterminate number of 
researchers and research goals? How can expectations and standards of 
researcher conduct be communicated and enforced? The blurring of tra-
ditional research roles in these partnerships requires the reevaluation of 
traditional approaches to research ethics . Foldit, EteRNA, and EyeWire 
are all examples of a new approach to “citizen science” marked by three 
features . They utilize crowd-sourcing, soliciting help from a large (online) 
community rather than from researchers or employees at a particular 
institution . They incentivize participation through gamification, trans-
forming the key work activities involved in research into public games . 
Finally, the gamers are primarily not scientific researchers, but members 
of the public . As researchers explore ways of improving both recruitment 
and productivity from players, are the players research subjects (and 
hence subject to regulatory oversight)? If not, are they researchers (and 
hence owed credit in authorship and a stake in intellectual property)? 
Unresolved tensions between the different roles of these participants 
(gamer, researcher, subject), with each role carrying different and some-
times conflicting norms, will be explored .

11:45 aM–12:45 PM
CONCURRENT SESSIONS

PANEL SESSION (319)
is “traditional” inpatient Bioethics suited to the new 
outpatient healthcare Context?
Rachelle Barina, MTS, SSM Health Care, St Louis, MO
Erica K. Salter, PhD, Saint Louis University, St. Louis, MO
Farr A. Curlin, MD, MacLean Center for Clinical Medical Ethics, University of 

Chicago, Chicago, IL
Jeffrey P. Bishop, MD PhD, Saint Louis University, St. Louis, MO

objectives
1 . Illustrate the new moral landscape that is arising as healthcare 

delivery shifts from inpatient to outpatient settings .
2 . Demonstrate the insufficiency of current tools and resources for 

the outpatient context and the need for an innovative approach 
to bioethical reasoning in the outpatient context .

To date, most bioethics’ literature focuses on clinical issues that arise 
in the inpatient context . Contemporary health care, however, is deliv-
ered increasingly in outpatient settings . In this panel, three scholars 
will consider how this shift of the primary context for clinical care 
changes the ethical landscape of medicine and calls for a different 
approach to bioethical reasoning . The first presenter, a theologian-
ethicist, will argue that the predominant principles of bioethics and 
typical procedures of ethics consultation arose as historically contin-
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gent responses to the primarily inpatient context of 1960s and 1970s 
medicine . Because of the particularities of that context, bioethics 
developed a tradition which emphasized mid-level principles as the 
frame for moral reflection, rather than relationships and organization-
ally defined virtues and values . She will argue that this tradition is not 
well suited to the context of outpatient medicine . The insufficiency of 
prior tradition for current context highlights the need for conceptual 
and procedural moral innovation that attends to the particularities of 
organizational contexts and outpatient care . The second presenter, 
a clinical ethicist, will illustrate the insufficiency of ethics for outpa-
tient care within the new dynamics and challenges that practitioners 
encounter in the home healthcare (HHC) setting . Using clinical exam-
ples, the presenter will demonstrate that bioethics’ traditional under-
standing of patient autonomy, one prioritizing rationality and radical 
individualism, does not fit well within the realities of HHC, not because 
HHC is new but because the principle of patient autonomy was con-
trived to benefit patients who were vulnerable to unwanted techno-
logical interventions in the controlled (and controlling) hospital set-
ting . When measured against the context presented by HHC, where 
relationality and emotion play a more central role and patients are 
relatively less powerless, bioethics’ current understanding of patient 
autonomy proves anemic . Finally, a physician-ethicist will suggest that 
this shift in the location of medicine marks a more important shift 
in the nature of medical practice . Practitioners now spend less time 
caring for the sick and more time managing the health risks and com-
plaints of the relatively well . With such “patients,” practitioners negoti-
ate clinical decisions involving manifold choices and many possible 
goals, and they do so in the face of enormous ambiguity and uncer-
tainty about whether a particular intervention will help the patient be-
fore them . With respect to clinical ethics, this shift leaves practitioners 
at a loss . They are unsure if their actions will achieve any meaningful 
effect, much less help to restore the patient’s health . Combined with 
a generation-long focus on patient autonomy, this shift in the nature 
of medical practice renders the clinician a mere provider of healthcare 
services . As mere providers, clinicians experience decreased moral 
agency, and, as a result, bioethics is less relevant to their work . As it 
currently stands, the traditional tools of bioethics, which were de-
veloped to address sick patients in the inpatient context, do not ad-
equately address the outpatient setting in which most of health care 
now takes place . A revision of the traditional tools will be needed to 
address the challenges of the new healthcare context .

PANEL SESSION (320)
exploring the shifting Moral Landscape as nBs evolves 
into nBseq: the Paradoxes in Pandora’s Box Portrayed 
through a Vignette-Play
Lynn W. Bush, PhD MS MA, Columbia University Medical Center, Westport, CT
Karen Rothenberg, JD MPA, University of Maryland Francis King Carey School of 

Law, Bethesda, MD
George Hardart, MD MPH, Columbia University Medical Center, New York, NY 
Michelle Lewis, MD JD, Johns Hopkins University, Great Falls, VA

objectives
1 . Foster bioethical deliberation by bringing to life the complex-

ity of a shifting moral landscape and the paradoxical challenges 
when discovering a newborn’s genomic information .

2 . Enrich interdisciplinary discourse and the policy process through 
a creative approach that facilitates the “moral courage” to ques-
tion and debate the application of innovative technologies on 
vulnerable populations .

This year we celebrate the anniversaries of two scientific innovations 
that have each engendered much ethical debate and now intersect—
half a century of population-based newborn screening (NBS) guided 

by the moral tradition of protecting the best interests of young chil-
dren, and a decade postmapping the human genome . As the medical, 
public health, and bioethical communities currently contemplate the 
application of whole genome sequencing in the context of newborn 
screening (NBSeq), novel strategies are needed to enhance under-
standing of the complex challenges ahead—the ethical, legal, psycho-
social, and policy implications for children, parents, and our multicultur-
al society . Moral deliberation across disciplines seems essential, given 
that the potential benefits associated with the discovery of genomic 
findings on a newborn coexist with a multitude of potential risks—a 
Pandora’s box replete with many paradoxes . To enrich the discourse 
and policy process, we have created and will premiere a vignette-play 
that illuminates some of the dilemmas we will confront, building upon 
our past experiences using this creative approach to explore bioethi-
cal scenarios with interdisciplinary professionals . Like Hesiod’s myth of 
Pandora’s vesicle filled both with blessings and harms, the vignette-
play’s dialogue highlights the paradoxical complexity of the moral 
dilemmas with NBSeq, whereby the results contain an admixture of 
hope and despair that necessitates new paradigms for moral inquiry 
and reflection . More specifically, the fictitious vignette-play’s setting is 
a conference room where an “expert committee” has been convened 
to advise a state government agency on whether NBSeq ought to be 
integrated as a screening measure . We enter in the midst of their first 
meeting, when members are generating a list of potential challenges, 
some paradoxical, posed by whole genome sequencing on newborns 
in the context of a public health initiative . The fictionalized characters 
will be enacted by an esteemed group of bioethicists (Dena Davis, 
Eric Juengst, Barbara Koenig, Sandra Lee, Amy McGuire, Ben Wilfond, 
and Susan Wolf) who will also engage in discussion with the audience . 
Historically, NBS has been fraught with controversy, and concerns 
raised will surely accelerate in parallel with the mounting information 
generated by comprehensive genomic sequencing . To reveal the com-
plexity of this shifting moral landscape when discovering a newborn’s 
genomic information, the play explores paradoxes such as these: 
NBS’s moral tradition as a social justice leveler may be jeopardized 
with NBSeq if many conditions are identified and resources are lacking 
to provide necessary follow-up; the ability to protect the interests of 
vulnerable newborns by traditionally mandating NBS may be eroded 
with NBSeq because informed consent and return of results may blur 
boundaries among a public health screening measure, research, and clinical 
test paradigms . Following the performance of the play, the interdisciplinary 
panelists and ethicist-actors will discuss the paradoxes raised in the play 
along with the audience to discover perspectives shared and debated . We 
hope to foster conversation surrounding the shifting moral landscape as 
our vignette brings to life many of the ethical and policy paradoxes that 
will confront professionals and society when NBS evolves into NBSeq and 
Pandora’s box is opened .

PANEL SESSION (321)
Legal update 2013: top 10 Legal Developments in Bioethics
Amy T. Campbell, JD MBE, University of Memphis School of Law, Memphis, TN
Thaddeus M. Pope, JD PhD, Hamline University School of Law, St. Paul, MN
Nancy M.P. King, JD, Wake Forest University, Winston-Salem, NC
Arthur Derse, MD JD, Medical College of Wisconsin, Milwaukee, WI

objectives
1 . Identify current and emerging state and federal legislation and 

case law affecting bioethics and public health, with a focus 
on (a) innovations in informed consent, (b) electronic health 
records, (c) reproductive medicine, (d) disability, (e) end-of-life 
care, (f) government regulation of the clinician-patient relation-
ship, and (g) the role of regulation in balancing protection of 
individual rights with safety concerns .
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2 . Recognize how law engages with traditional bioethical concerns and 
also why and how law innovates in its approach to these concerns .

3 . Better appreciate how the law and legal advocates facilitate, or im-
pede, bioethical practice of health care (at the patient or population 
level) .

Each year brings with it important legal developments related to bio-
ethics . Given that, each year the Law and Bioethics Affinity Group 
sponsors a panel to discuss the latest legal trends of note for ASBH 
members in a regularly offered, well-attended, and popular session . 
This year the panel returns; it remains interdisciplinary and diverse both 
in the  topics covered under the “law” theme and also in the speakers’ 
geographic regions, areas of expertise, and institutional affiliations . In 
keeping with the conference theme, this year the panelists will address 
legal developments in areas of traditional bioethical concern, but also 
vis-à-vis innovations in medical care and in legal approaches to emerg-
ing healthcare issues . Relevant recent legal developments will include 
those affecting individuals, health professionals, and populations at the 
state, federal, and international level . Given that the goal of this session 
is to highlight major developments occurring up until the conference 
date (October 2013), specific information is yet to be determined . 
However, generally, panelists will cover thematic areas of interest to 
the diverse ASBH audience and within their expertise, representing a 
breadth of key areas in law and bioethics . Major topics to be addressed 
include innovations in informed consent, including those related to 
patient decision aids and POLST (the first panelist); electronic health 
records, reproductive technology, and organ transplantation in popula-
tions with disability (the second panelist); and governmental regulation 
of clinician-patient relationships, governmental approaches to advanc-
ing “value” in health care, and governmental approaches to balancing 
public safety with individual rights (the third panelist) . The 10th devel-
opment will cover aid-in-dying . Each speaker will be have 15 minutes 
to feature three or four developments, leaving 15 minutes at the end 
for discussion . We encourage all interested ASBH members to join us 
for an interesting discussion of the legal trends represented in these 
developments and the ways in which policy ramifications shape or are 
shaped by bioethics discourse .

PANEL SESSION (322)
a Documentary approach to Learning Patient Care
Lisa Ogburn, MEd, Duke University, Durham, NC
Jon S. Hallberg, MD, University of Minnesota Medical School, Minneapolis, MN
John W. Moses, Duke University, Durham, NC
Cindy Feltner, MD MPH, University of North Carolina, Chapel Hill, NC

objectives
1 . List three benefits of incorporating documentary into medical 

training .
2 . Describe how Duke has incorporated documentary into graduate 

medical education .
3 . Detail the software and equipment used in the Documenting 

Medicine program .
The words doctor and documentary are derived from the same Latin 
root, docere, which means “to teach, to show, to point out .” It’s inter-
esting to reflect on the overlap between the work of a doctor and the 
work of a documentarian . In a sense, one measure of the success of 
both is the extent to which they notice and accurately read those de-
tails that can reveal a person, and, in the case of the doctor, can point 
to a diagnosis . Both endeavors require developing one’s eye and one’s 
ear . Pediatrician-photographer John Moses began using photogra-
phy 25 years ago as a way to connect with and better understand 
the patients he was seeing . At the time, he was working as a doctor 
in Vance County, NC, where the teen pregnancy rate was among the 
highest in the state . Nothing in his personal experience had helped 

him understand why so many adolescents were getting pregnant . 
Instead of being satisfied with the existing research, he took his cam-
era and notebook and prescription pad out to the homes of patients 
who agreed to participate . Having a camera in hand and a project due 
provided an excuse to get to know these girls better . In looking be-
yond the confines (and limitations) of the clinic, he was soon able to 
fill in gaps in his education: “The teenagers I photographed taught me 
a lot, even as many of them struggled with serious challenges in their 
own lives . Having gone out to meet with them in their world, I came 
away with no neat formulations about teenage pregnancy but rather 
a richer, more accurate context in which to see them, and I hope, bet-
ter understand their experience .” In 2010, with support from the Duke 
Graduate Medical Education Innovation Fund, John Moses and Lisa 
Ogburn started a pilot program called Documenting Medicine, which 
provides basic documentary skills and equipment to physician resi-
dents and fellows interested in producing a project that conveys the 
story of a patient or caregiver . Since its inception, they have worked 
with more than 30 resident physicians and fellows from a variety 
of departments whose projects have collectively reached, through 
exhibits, publications, Grand Rounds talks, and community events, 
thousands of audience members . In this panel, Moses and Ogburn will 
share examples of resident-produced projects and the ways they have 
been used . Cynthia Feltner, who participated in the program while 
completing a fellowship in occupational and environmental medi-
cine, will share her project and reflections on the value of producing 
it . Moses and Ogburn will also share lessons learned over the last 3 
years . Moderator Jon Hallberg, associate professor in family medicine 
and community health, is himself an audio documentarian .

PAPER SESSION (323): HUMAN RIgHTS AND MORAL 
COURAgE
an intrapersonal Medical encounter and Moral Courage in a 
short story by David foster Wallace
Woods Nash, PhD MA MPH, University of Tennessee, Knoxville, TN

objectives
1 . Introduce a literary representation of moral courage that, in a 

particular way, is incompatible with modern moral traditions .
2 . Draw attention to a unique kind of medical encounter (i .e ., one 

that is intrapersonal in that it involves a provider’s seeing herself 
in a patient) .

In “Luckily the Account Representative Knew CPR,” an account rep-
resentative (AR) finds himself at the tired and tie-loosened end of 
another work day . In his company’s underground parking garage, 
this young and newly-divorced AR is the only witness as one of his 
colleagues, a senior executive, suffers cardiac arrest . The anonymity 
of this setting—the characters, company, and city remain unnamed—
seems well suited to the resources of modern moral traditions, which 
would advise the AR to respond impersonally to his colleague . That is, 
following the dictates of those traditions (e .g ., utilitarianism, deontol-
ogy), the AR should do for his colleague as anyone, anywhere should 
do for another who is in such a plight . For example, were the AR to 
abide by a hedonistic rule utilitarianism, he should follow whatever 
rule would tend to produce the greatest possible balance of hap-
piness over suffering . In this case, the AR should follow a rule that 
requires a lone bystander to provide assistance, for providing such 
assistance is the course of action most likely to relieve another’s suf-
fering and to facilitate happiness for all concerned . Here, the value of 
happiness and the disvalue of suffering are thought of as agent-neu-
tral, that is, they are believed not to vary much from person to person . 
So, were the AR invested in this moral tradition, he and his colleague 
would be conceptualized impersonally, their relevant values and dis-
values interchangeable with those of anyone else who happened to 
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be similarly situated . However, no rule for maximizing utility enters 
the mind of this AR . Nor would he want it to, for it is his own imper-
sonality that the AR discovers mirrored back to him in the person of 
his older colleague, a disturbing vision of himself that the AR dimly 
wishes to escape . By portraying the AR’s encounter with his colleague 
as one that is also intrapersonal, the story bears a layer of moral irony . 
For the AR, to be motivated impersonally to save the colleague in 
whom he sees himself would be to resuscitate his own, dubious life—a 
life gone as anonymous, routine, and flat as the claustrophobic park-
ing garage in which the action occurs . Confronted with that irony, is 
it within the AR’s power to muster some other, personal motivation 
for saving both his colleague and, symbolically, himself? Recalling a 
training course that was led by his ex-wife, the AR initiates CPR . In 
doing so, he invokes and affirms a segment of his past during which 
he was a more substantial self, holding out hope that, somehow, he 
could be such a person again . The AR administers compressions, 
bending “to what two lives required, below everything,” as he calls for 
help again and again . The story ends with that depiction of a courage 
enacted apart from those moral traditions that, if followed, would only 
exacerbate the wound . In this intrapersonal encounter, such courage 
involves a willingness to care for another—and, indirectly, for oneself—
by reclaiming the thinnest of threads from one’s frayed narrative .

ethical Challenges to global Commercial surrogacy: 
exploitation, Commodification, occidentalization
Vida M. Panitch, PhD, Carleton University, Ottawa, ON, Canada

objectives
1 . Generate discussion about the ethics of commercial surrogacy as 

an increasingly popular alternative to traditional ART .
2 . Propose for consideration a regulatory policy for international 

commercial surrogacy arrangements .
3 . Challenge problematic (albeit widespread) ethical models for 

thinking about surrogacy arrangements .
Commercial surrogacy has become an increasingly popular method 
of building families, and provides an important alternative to IVF and 
other forms of assisted reproductive technology (ART) . But what 
makes surrogacy unique from other forms of ART is that it involves 
gestation by a third-party, and therefore raises distinct concerns of 
potential third-party harms . Moreover, due in part to rising costs, 
commercial surrogacy has gone global in the last decade, with India 
at the nerve center of the global reproductive tourism industry . In 
addition to the already existing potential in surrogacy arrangements 
for third-party harms, the growth of the surrogacy industry in India 
raises serious concerns of global gender justice, as it involves the 
reproductive labor of women with little to no education, few other 
remunerable options, and even less bargaining power . In this paper 
I argue that global commercial surrogacy arrangements generate 
distinct third-party harms, decidedly worse in kind than those found 
in domestic arrangements, due to the exploitative nature of transac-
tions involving unequally vulnerable parties . More specifically, I argue 
that the practice exploits Indian surrogates on the basis of what I 
call an intercontractual failure of both justice and consent . I go on to 
consider two important objections to my use of exploitation as a con-
ceptual tool for understanding third-party harms in international as 
opposed to domestic surrogacy arrangements . The commodification 
challenge holds that the harm of commercial surrogacy cannot be a 
matter of degree, because what generates the harm is not injustice 
or coercion but the fact that the very nature of the item sold is cor-
rupted by its commercialization . I reject this challenge on numerous 
grounds, including both its vagueness and its counterintuitiveness . 
The ethnographic challenge holds that the exploitation lens occiden-
talizes surrogacy by conceptualizing the practice in universalizing 
terms, thereby eclipsing the particularities of the global surrogate’s 
lived experience . I respond by showing that in fact the ethnographic 
challenge is better directed at proponents of the anticommodifica-
tion view and that the exploitation and the ethnographic models are 
not so at odds as they might seem . Provided we are careful in our use 
of the former to nuance our analysis by appeal to narrative evidence 
supplied by the latter, we are best situated, I argue, to offer a morally 
innovative approach to analyzing commercial surrogacy, and thus to 
making important moral progress regarding its global regulation .
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human rights and human nature
J. Paul Kelleher, PhD, University of Wisconsin-Madison, Madison, WI

objectives
1 . Describe the problem of overdemandingness for the idea of hu-

man rights .
2 . Describe how the idea of practicalities can be understood as an 

existence condition of a human right .
3 . Describe a solution to the problem of overdemandingness that 

makes use of the notion of practicalities .
A common worry about the idea of human rights—and especially 
human rights to health—is that if such rights existed, they would be 
overdemanding . That is, fulfilling them would require sacrifices by 
others who did not cause the disadvantage and who could reason-
ably reject a moral rule requiring its redress . This paper describes 
an innovative way to block the argument from overdemandingness . 
In On Human Rights, James Griffin ties the moral import of overde-
mandingness to the “ought implies can” principle . Griffin claims that 
the grounds of human rights include what he calls “practicalities,” 
central among which are “features of human nature and of the nature 
of society .” According to Griffin, “Not every action is within normal 
human motivational capacity,” and thus “these limitations inevita-
bly shape human rights .” Many theorists agree with Griffin that the 
existence conditions of a human right must include “supply-side” 
factors in addition to “demand-side” factors (like the suffering and 
degradation that human rights are intended to address) . Charles 
Beitz writes, “The truth in the skeptical position is the perception that 
considerations of beneficence are not, in general, enough to justify 
attributions of responsibilities to act when the costs of action would 
be significant to the agent .” In response to the skeptic, Beitz claims 
that actual relationships between affluent societies and burdened so-
cieties can, in most cases, trigger more specific moral considerations 
that bolster the moral force of pure beneficence . He cites reasons to 
do with harmful interactions, historical injustice, nonharmful exploita-
tion, and political dependence . These “patterns of dyadic interaction” 
can, he says, establish duties to protect fundamental human interests, 
even if the interests themselves cannot ground such duties . It is clear 
that specific dyadic interactions cannot be what Griffin calls prac-
ticalities, because practicalities “are not tied to particular times or 
places . They are universal, as any existence condition for rights that 
one has simply in virtue of being human must be .” However, even if 
specific dyadic interactions cannot ground human rights, the risk of 
creating such dyadic interactions can . Consider harmful interactions 
and nonharmful exploitation . If it is a practicality of (i .e ., a feature of 
the nature of) affluent societies that they tend to engage in harmful 
interactions or nonharmful exploitation with burdened societies, then 
even before a dyadic relationship exists, affluent societies may have 
a moral responsibility to reduce the likelihood that such relationships 
will emerge . One clear way to do this, perhaps the best way, is to help 
eliminate the vulnerabilities that leave burdened societies open to 
harm and exploitation in the first place . This paper argues that these 
considerations usefully extend Griffin’s analysis of human rights and 
strengthen the claim that people in burdened societies possess genu-
ine human rights that impose duties on affluent societies . This would 
also conflict with Beitz’s claim that when it comes to autarkic nations, 
“there are no reasons other than those of beneficence in play .” For 
even in the context of autarky, affluent societies can still pose risks 
that they ought to eliminate .

PANEL SESSION (324)
Post–“Privacy and Progress”: emerging Legal and ethical 
issues in Whole genome sequencing
Elizabeth R. Pike, JD LLM, Presidential Commission for the Study of Bioethical 

Issues, Washington, DC
Kayte Spector-Bagdady, JD MBioethics, Presidential Commission for the Study of 

Bioethical Issues, Washington, DC
Rachel S. Bressler, JD, Presidential Commission for the Study of Bioethical Issues, 

Washington, DC
Nicolle K. Strand, JD MBioethics, Presidential Commission for the Study of 

Bioethical Issues, Washington, DC

objectives
1 . Understand the distinct ethical and legal concerns raised by 

whole genome sequencing .
2 . Recognize the need to reconcile the protection of individual 

privacy with the facilitation of important medical progress in the 
context of whole genome sequencing .

In October 2012, the Presidential Commission for the Study of 
Bioethical Issues released its report “Privacy and Progress in Whole 
Genome Sequencing .” In this forward-looking report, the commis-
sion focused on reconciling the privacy concerns arising from the 
widespread sharing of whole genome sequence data with concerns 
about facilitating the medical and scientific progress that can come 
about only through widespread sharing of genomic data . In this pan-
el, commission staffers will address some critical post–“Privacy and 
Progress” legal and ethical issues . Setting the scene, our moderator 
will discuss recent scientific advances concerning the identifiability 
of whole genome sequence data . A recent article in Science maga-
zine (18 January  2013), “Identifying Personal Genomes by Surname 
Inference,” highlights the speed with which whole genome sequence 
data thought to be deidentified can become identifiable to those with 
expertise . Accordingly, framing legal protections in terms of whether 
whole genome data is identifiable or deidentified may not adequately 
protect those who choose to share their whole genome sequence 
data . Rather, the research enterprise must protect whole genome se-
quence data regardless of its identifiability through robust informed 
consent processes, data security and access provisions, and a consis-
tent national floor of privacy protections . Speaking to the consistent 
floor of privacy protections, the first panelist will focus on state laws 
that protect against surreptitious testing and sequencing of genomic 
materials . States have taken a variety of approaches to protecting 
against surreptitious testing . Accordingly, the extent to which an in-
dividual is protected from surreptitious genomic testing turns on the 
state in which the individual resides . This presentation will assess vari-
ous state laws that govern surreptitious testing—a critical first step 
toward developing the consistent floor of privacy protections recom-
mended by the commission . The second panelist will look to the body 
of case law addressing property interests in biological materials and 
argue that whole genome sequencing presents concerns distinct 
from those that have thus far been addressed by courts . In Moore v. 
Regents and the following cases, courts have focused on ownership 
and control of one’s biological materials and the monetization thereof . 
Courts have not meaningfully addressed an individual’s continuing 
interest in his or her genetic information—an interest rooted in pri-
vacy and self-identity, rather than monetization . This presentation 
will lay the groundwork for ways in which courts can meaningfully 
address this concern . Finally, the third panelist will examine the legal 
and regulatory environment for emerging whole genome sequencing 
technologies, in particular, potential Food and Drug Administration 
(FDA) regulation of direct-to-consumer genetic tests . The FDA can 
regulate as devices things that are inherently intended for use in the 
diagnosis of disease . Only recently has the FDA begun wading into 
the realm of direct-to-consumer genetic tests . To avoid regulation 
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as a device, some companies have decided to provide only whole 
genome sequence data without any interpretation . Although these 
companies recognize the availability of Web-based platforms that can 
interpret this data, they hope to avoid being regulated as a device by 
not providing any interpretation . This presentation will delve more 
deeply into possible FDA regulation of these direct-to-consumer ge-
netic data services .

PANEL SESSION (326)
a Child’s right to an open future in the 21st Century
Valerie B. Violi-Satkoske, PhD, Wheeling Hospital, Wheeling, WV
Amy M. VanDyke, MSW LSW, Mercy Hospital/Duquesne University, Pittsburgh, PA
Dena S. Davis, JD PhD, Lehigh University, Bethlehem, PA
Lisa Parker, PhD, University of Pittsburgh, Pittsburgh, PA

objectives
1 . Provide a brief overview of Joel Feinberg’s concept of a child’s 

right to an open future .
2 . Explore ways in which current and evolving medical technologies 

may challenge Feinberg’s conception of a child’s right to an open 
future .

In 1992, Joel Feinberg articulated the concept of a child’s “right to an 
open future” (RTOF) to mark the rights that should be held in trust 
for children to exercise when they achieve maturity . These “anticipa-
tory autonomy rights” are thought to include the right to reproduce, 
to pursue a set of values or exercise a religion, to craft—and pursue 
the ingredients of—one’s conception of the good, and to develop 
one’s potential . One way to conceptualize these rights held in trust is 
to focus on their potential breach: the closing off or limiting of signifi-
cant life choices . Many current technologies seem to hold the poten-
tial to foreclose significant future life choices of children, even as they 
simultaneously may help to secure their current and/or future welfare 
interests . Newborn genomic sequencing, fertility preservation for mi-
nors undergoing cancer treatment, surgeries for disorders of sexual 
development, bariatric surgeries for significantly overweight adoles-
cents—all of these technologies hold the potential to protect children 
from physical harm, and even to maximize their chances of current, 
or even long-term, happiness . But employing these technologies may 
also foreclose other possibilities, children’s future choices; thus they 
require us to revisit and reconceptualize the RTOF . Before engaging 
the audience in discussion, three panel members, representing fields 
of bioethics, health policy, philosophy, and social work, will discuss the 
potential impact on the RTOF of three technologies, and the govern-
ment and institutional policies governing them . The panelists suggest 
that a substantive conception of the good may rescue the notion of 
an open future from potential incoherence . Together, the presenta-
tions offer reason to consider social attitudes as posing a greater 
threat to the open future of children than either the medical technolo-
gies discussed or individual parents’ decisions to employ them .

PANEL SESSION (327)
graphic Medicine at Work: research outcomes When the 
intervention is a Comic
M. K. Czerwiec, MA RN, Northwestern University Feinberg School of Medicine, 

Chicago, IL
Leah R. Eisenberg, JD MA, Mayo Clinic, Rochester, MN
Alex Thomas, MD, University of Wisconsin School of Medicine and Public Health, 

Madison, WI
Catherine Belling, PhD, Northwestern University Feinberg School of Medicine, 

Chicago, IL

objectives
1 . Describe experiences with the use of comics as an intervention in 

biomedical research .
2 . Present results of three discrete studies, working with patients 

across the lifespan, that utilize comics as an intervention .
3 . Analyze and discuss shortcomings in current studies and poten-

tial areas of improvement .
The last several years have seen a rise in the usage of graphic novels 
to depict medical experiences and graphic stories for patient edu-
cation initiatives . A handful of preliminary studies suggest that the 
use of comics in health instructions increases patient engagement 
and reinforces recollection . In this panel, we will present three clini-
cal study vignettes investigating the impact of comics on patient 
research participation . The first presentation will describe a study 
that examined the usage of comics for health education in a pediatric 
population . This comic turns ordinary asthma medications into brave 
super-heroes and common allergens into monstrous villains . Using 
comics, animation, and character trading cards, this project helps kids 
understand how to take control of their asthma . The series was cre-
ated, drawn, and produced through the collaboration of a physician-
cartoonist and a health communication specialist . A pilot study is cur-
rently under way to evaluate the effectiveness of this multimedia proj-
ect in newly diagnosed asthmatic children at three locations: a private 
practice, an outpatient allergy clinic, and an inpatient hospital unit . 
Collaborators will share project background, audience testing results, 
and early outcomes from the pilot study . The second presentation will 
detail the experience of developing and testing a comic assent for 
children ages 12–18 who are enrolling in a research biobank and the 
effect of the assent’s format on participant preference and compre-
hension . Despite the ethical arguments surrounding the necessity of 
pediatric study participants’ assent, little data exists regarding chil-
dren’s understanding of it . Previous studies examining comprehension 
have suggested that children do not fully understand the information 
presented to them about research participation, a crucial element of 
viable assent . Preliminary data shows that multimedia assent forms 
may improve children’s understanding . In order for the concept of as-
sent to be meaningful, it is critical that minors understand the conse-
quences of participating in research and that their input is respected . 
The minor does not need to understand all the details about the 
project or be able to evaluate all the potential risks and benefits, but 
the child must be given adequate information to be able to make an 
affirmative decision to participate in the research . Simply providing 
the pertinent information is not enough; it must be presented in a way 
that the child can understand . The third presentation will describe 
the incorporation of a comic to an adult patient-centered medical 
education initiative . The comic “Mrs . B Changes Doctors” aims to 
improve patient outcomes by focusing on the clinic handoff process . 
The comic is targeted to high-risk adult primary care clinic patients in 
an attempt to engage patient participation, summarize the transition 
process patients will experience, and empower patients to play an ac-
tive role in the handoff process . Rationale to include the comic in the 
study, patient reactions to the comic, and derivative clinical outcomes 
of this study will be discussed in this final presentation of the panel .
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12:45–1:45 PM
LUNCH ON YOUR OWN

AFFINITY gROUP MEETINgS
history of Medical ethics (356)
The History of Medical Ethics Affinity Group is pleased to present a 
talk and discussion of “Love and Death (in Research) in the 1950s” 
by Susan Lederer, Robert Turell Professor of History of Medicine 
and Bioethics and chair of the Department of Medical History and 
Bioethics at the University of Wisconsin School of Medicine and 
Public Health and co-chair of the History of Medical Ethics Affinity 
Group . Professor Lederer observes that “one of the gaps in the his-
tory of 20th-century American research ethics is a sense of the ex-
tent of injury and death that occurred as a result of participation in 
research .” Although such tragic deaths as that of Jesse Gelsinger and 
Ellen Roche have received a great deal of attention in the last 2 de-
cades, earlier loss of research subjects’ lives remains little discussed . 
This presentation considers three such deaths in the 1950s and the 
contemporary response to their deaths .

Pediatrics: ethical, social, and Legal implications (eLsi) 
(357)

Clinical ethics (358)

social Work (359)

Dental ethics (360)

environmental ethics (361)

organizational (362)
Ethical Organizational Responses to Conscientious Objection

At key points in his recent book, Conscientious Objection in Health 
Care: An Ethical Analysis, Mark Wicclair (of West Virginia University 
and the University of Pittsburgh) discusses organizational policies and 
procedures for determining, in various sets of circumstances, whether 
or not an accommodation to a caregiver’s conscientious objection will 
be granted by the organization . Employing the fruits of his analysis 
of the ethics of conscientious objection in health care, Wicclair will 
discuss the ethical criteria that should guide organizations in the cre-
ation of such policies and procedures .

residency (363)
An Interdisciplinary Approach to Patient Care Management

C. B. Burnett, D. Weiss, N. Ward-Lev, A. Rayne-Levi, and L. Rigales, Northern New 
Mexico Family Medicine Residency Program (NNMFMRP), Santa Fe, NM

The NNMFMRP has trained 45 family medicine residents since 1996 . 
Residents have unique opportunities to practice in diverse settings, 
including rural NM, Native American Pueblos, and international sites; 
practicing in such a diversity of cultures with competing value sys-
tems offers challenges and opportunities .  To address these chal-
lenges the Interdisciplinary Problem Oriented Learning Series (IPOLS) 
was developed in 2004 .  The primary goal is to encourage residents 
to identify bioethical, cultural, spiritual, and behavioral issues; consider 
how biases and values may affect approaches to patient manage-
ment and outcomes; and determine moral obligations of professionals 
in complex healthcare systems . This unique program provides instruc-
tion in the constructs of spirituality and ethics, exploring how com-
munity connection, dignity, purpose and meaning, and fundamental 
clinical ethics principles affect the medical condition, particularly in 
complex conditions . Residents explore how to maintain professional 
boundaries and how to distinguish between their goals for a patient 

and the patient’s willingness to comply; they examine  ethical, spiritu-
al, cultural, and behavioral issues that affect their decisions concern-
ing approaches to patient care . To date, 33 residents have participat-
ed in IPOLS .  This presentation will provide an overview of the IPOLS 
program, illustrate types of cases and issues presented by residents, 
show evaluation data and describe the benefits of IPOLS in enhancing 
residents’ broader views of patient care, and provide tools to replicate 
the training activity in other residency programs .

Migration and global health (364)
Henk Ten Have and Mark Kuczewski will facilitate a discussion of this 
new affinity group’s goals and topics for future meetings . Time per-
mitting, the group will also hear a brief presentation on the current 
state of immigration reform efforts in the United States .

2–3 PM
CONCURRENT SESSIONS

PANEL SESSION (328) 
Checklists: Quality improvement in ethics Consultation
Lauren S. Flicker, JD MBE, Cleveland Clinic, Cleveland, OH
Susannah Z. Rose, PhD, Cleveland Clinic/Case Western Reserve University, 

Cleveland, OH
Margot M. Eves, JD MA, Cleveland Clinic, Cleveland, OH
Martin L. Smith, STD, Cleveland Clinic, Cleveland, OH

objectives
1 . Understand how ethics consultations can be improved through 

the use of a consultation checklist .
2 . Demonstrate how checklists can be used as an educational tool 

for trainees in ethics consultation .
3 . Learn about methods of quality improvement in the context of 

outcomes research in clinical ethics .
The use of checklists in healthcare has gained momentum in the 
United States, and their use is positively correlated with a wide range 
of health and quality outcomes in the literature . Research most 
strongly supports the use of checklists in procedurally based clinical 
interventions, but checklist use has not been systematically tested in 
clinical ethics . This panel will discuss the results of a pilot investiga-
tion assessing the use of an ethics consultation checklist (Checklist) 
among a sample of ethics consultants and ethics committee mem-
bers who, in aggregate, conduct more than 400 ethics consultations 
a year in a large Midwestern academic health system that includes 8 
community hospitals . The purpose of this panel presentation will be 
to advance the discussion of this potentially helpful tool and to ex-
plore its implications for ethics consultation and its usefulness and rel-
evancy for national quality standards . The purposes of the Checklist 
are (a) to improve the quality of ethics consultations at our hospitals 
and facilities by providing reminders to ethics consultants about 
process steps important for most patient-centered ethics consulta-
tions; (b) to help create consistency in the ethics consultation process 
at our hospitals and facilities; and (c) to provide an educational tool 
for use by trainers and trainees in clinical ethics consultation . Our 
sample includes 27 ethics consultants and members of ethics com-
mittees (representing a more than 64% response rate), who used the 
Checklist and completed a survey assessing several quality dimen-
sions . Preliminary analysis shows that 68% percent of consultants 
found the checklist to be “helpful” or “very helpful” in conducting 
consultations, and 67% of consultants found that the checklist was 
“helpful” or “very helpful” as a training tool . In addition to reviewing 
the results of the survey, this interdisciplinary panel will make spe-
cific recommendations based upon our findings in the context of the 
literature on checklists . The clinical ethicist on the panel will discuss 
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administrative and training implications, along with potential chal-
lenges to using checklists for ethics consultation . She will also high-
light the ethical issues that arise with the use of a checklist in ethics 
consultations . The health outcomes researcher panelist will discuss 
useful methods of assessing quality outcomes in clinical ethics and 
will discuss methods that can be easily adopted by other clinical ethi-
cists in their own institutions . The bioethics clinical fellow will discuss 
the benefits and challenges of using checklists as an educational tool 
from the perspective of a learner .

PAPER SESSION (329): CLINICAL ETHICS/
CONSULTATION 
at the Boundaries of Proven and unproven therapies: 
Considering ethics, evidence, and uncertainty in Pediatric 
Medical Decision Making
Emily Bell, PhD, Institut de Recherches Cliniques de Montreal, Montreal, QC, 

Canada
Eric Racine, PhD, Institut de Recherches Cliniques de Montreal, Montreal, QC, 

Canada

objectives
1 . Generate discussion regarding the trade-offs between the use of 

different categories of interventions .
2 . Reflect on the value of evidence and uncertainty in making ethi-

cal and medical decisions .
Faced with the limitations of currently available mainstream medical 
interventions, parents of children with neurodevelopmental disorders 
frequently seek information about unproven interventions . In fact, 
studies suggest that in various neurodevelopmental disorders as 
much as 50% of patients may use complementary and/or alternative 
medicine (CAM) (Hyman & Levy, 2005) . This raises important ethical 
challenges for physicians counseling parents who request unproven, 
alternative, or complementary therapies, especially under circum-
stances where evidence of safety and efficacy might be lacking . In 
this paper, we will discuss how a model that considers interventions 
on the basis of the available evidence (unproven versus proven thera-
pies) provides a valuable way to examine important ethical tensions in 
pediatric decision making . This model may also reduce the weight of 
paradigmatic differences between conventional and nonconventional 
interventions and the potential for these differences to lead to bias in 
the creation of divisions and categorizations . It also has the virtue of 
considering the use of investigational approaches outside of clinical 
trials as unproven therapies (i .e ., stem cell tourism or other forms of 
innovation) . These latter interventions may also be hard to fit in other 
categories; they are neither conventional therapies nor nonconven-
tional medicine . We will describe potential merits to using evidence to 
categorize the range of therapeutic options which include: (1) investi-
gating the value given to evidence and the meaning of possible ben-
efits and burdens articulated through choices or preferences made by 
families and (2) understanding how ethical principles prioritized by 
this approach (beneficence, nonmaleficence) compete with and are 
balanced with other ethical principles (justice and respect for auton-
omy) when physicians counsel parents . Moreover, we will explore how 
this model allows us to explore the complex relationship between 
evidence and uncertainty . Of course, uncertainty often accompanies 
the work of advancing medical and scientific frontiers . Sources of un-
certainty, however, create challenges for medical and ethical decision 
making on the parts of both patients and healthcare providers, and 
these impacts may be emphasized in the proposed unproven versus 
proven therapies framework .

Reference: Hyman S ., & Levy, S . (2005) . Introduction: Novel therapies 
in developmental disabilities—Hope, reason, and evidence . Mental 
Retardation and Developmental Disabilities Review, 11(2), 107–109 .

a nontraditional approach to help Parents Make 
Morally Challenging Decisions in the niCu: Collaborative 
Paternalism
William R. Sexson, MD, Emory University Center for Ethics, Atlanta, GA

objectives
1 . Describe the spectrum of decision-making methods within 

“shared decision making .”
2 . Describe collaborative paternalism as a distinct model .
3 . Discuss how questions might be asked and answered using the 

model of collaborative paternalism .
There is little argument that the family of a NICU baby has the moral 
right to autonomous goal setting for their child, because the physi-
cian has no special knowledge of the goals the family might choose 
for their baby . The physician on the other hand does have special 
knowledge into which therapies will work to best accomplish the 
goals once they are set . Generally, decisions around various therapies 
involve shared decision making that is based on information-sharing 
between the physician and the family in the process of shared deci-
sion making and consent . The shared decision-making process is not 
a single methodological approach but is, in fact, composed of a range 
of decision-making approaches . In this presentation, I will review the 
variety of approaches—from pure autonomy to pure paternalism—
that traditionally exist within the spectrum of shared decision making . 
Although it might be desirable for physicians and families to use an 
approach close to autonomy, in fact there are some situations that 
are so morally challenging and in which any outcome is so dismal that 
parents are simply not able to make an autonomous decision . This 
should hardly be surprising because medical presentations are aimed 
at making a logos decision (a decision of facts and logic), while the 
parents approach the decision from a pathos standpoint (a decision 
of the heart) . This tension within the traditional process of decision 
making leads some families to the point where a decision cannot be 
made . In this paper, I will discuss the definition of and the need for 
a specific decision-making process I call collaborative paternalism . 
Collaborative paternalism is a type of “opt-out” decision making . 
Although this process may appear to border on overt paternalism, 
my thesis for the current presentation is that collaborative paternal-
ism should truly be part of the shared decision-making spectrum and 
that it is an acceptable mechanism for physician-parent interaction 
in specific situations where high parental distress compromises their 
ability to make more autonomous decisions . In response to potential 
criticisms about the potential for taking autonomy away from parents, 
I argue that not only is this mechanism consistent with autonomy but 
that because of the family’s prior role in goal setting and because of 
the transparency of the information-sharing process, the family is in 
fact involved in the decision-making process without having them feel 
responsible for “harming their baby .” Expanding the shared decision-
making spectrum by including collaborative paternalism may accom-
plish several goals . Specifically, it may alleviate the burden of family 
guilt, and it may decrease the demand for unnecessarily harmful 
procedures that have little possibility of achieving the desired goals of 
care . While using the approach, physicians must be clear that there is 
no “patient abandonment” and that care will proceed according the 
“best interest” standard—in the context of the parent’s goals of care . 
Finally, collaborative paternalism is part of a larger decision-making 
process and does not alter the moral imperatives of the process .
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ethical Communication for Decision Making about 
Chronically ill Children: the Parent’s Perspective
Jennifer K. Walter, MD PhD MS, University of Pennsylvania, Philadelphia, PA
Katherine Nestor, BA, University of Michigan, Ann Arbor, MI

objectives
1 . Describe families’ common preferences and unmet needs regard-

ing their communication with providers about decision making 
for their child with cancer .

2 . Identify the challenges and possible solutions to fulfilling provid-
ers’ ethical obligations to provide timely, honest, and clear infor-
mation to families of children with chronic illness .

Background: Parents of children with cancer are expected to make 
decisions for their children about treatments that often have signifi-
cant side effects and require a sophisticated understanding of the 
risks involved . At times, these decisions are made without a clear 
understanding of their child’s prognosis . For physicians, assessing a 
family’s understanding of prognosis and providing information to aid 
decision making and informed consent is an ethical obligation that 
many providers feel unprepared to fulfill . Many families also describe 
having unmet needs when communicating with their child’s providers 
about decisions for their child’s care .

Aims: The purpose of this study was to identify the experiences of 
parents of children with cancer and their providers when communi-
cating about goals of care and decision making . Particular attention 
was paid to the family’s unmet needs and instances of communica-
tion breakdown or conflict and how the family recovered from these 
events . The goal for this pilot data is to better understand how fami-
lies experience communication with providers and delineate best 
practices and challenges to communicating with families to meet the 
provider’s ethical obligation of communicating honestly, clearly, and in 
a timely manner .

Methods: A convenience sample of 40 parents of pediatric patients in 
all stages of treatment for cancer, including those who had died, were 
given an online survey, and a subset (14) participated in semistruc-
tured interviews . Questions were asked about preferences for when, 
how, and who participated in conversations relevant for decision mak-
ing and times when communication did not meet the needs of fami-
lies . All interviews and open-ended survey questions were coded by 
two members of the team using a consensus method .

Results: A significant number of families had difficulty identifying 
their healthcare providers and often misunderstood information 
provided to them . Additionally, families had differing expectations 
for how much information and in what format information was to be 
conveyed . Most families initially did not believe they had any input 
into how, when, or by whom information was conveyed to them and 
requested more control over these domains . Withholding information 
was perceived as a barrier to trusting their physicians and problem-
atic for their decision making .

Conclusion: Learning firsthand from parents of children with chronic 
illness about their needs and the challenges they have faced commu-
nicating with providers is essential to developing interventions to train 
providers in communication and setting systems in place to facilitate 
ethically appropriate communication . To fulfill the ethical obligation of 
achieving adequate communication for decision making and informed 
consent, physicians will need to draw upon the expertise of the fields 
of nursing and social work as well as build upon what we’ve learned 
from families .

PAPER SESSION (330): HEALTH POLICY/PUBLIC 
HEALTH
Military Physicians in Combat: should there Be a Wartime 
hippocratic oath?
Katrina N. Burns, University of Pennsylvania, Philadelphia, PA

objectives
1 . Understand why the current documentation in place does not 

address the needs and experiences of doctors in combat .
2 . Understand the conflict of the military physician as a doctor and 

a soldier .
3 . Understand the challenge in the application of bioethical prin-

ciples focused on the individual in society versus application in 
utilitarian decisions such as combat triaging .

The medical unit in combat has always been understood to be a neu-
tral presence . However, the tactics of nonconventional warfare such 
as terrorism, coercive and subversive sabotage, and psychological 
attacks present a threat to medical personnel and expose vulnerabili-
ties that are specific to the military physicians because of their lack of 
training in combat leadership . The military physician has conflicting 
roles as healer, bound by the set of ethics that are focused on indi-
vidual autonomy and a soldier who has a nonnegotiable contractual 
obligation to physically engage the enemy and serve the utilitarian 
goals of the state . As with any soldier, unless the physician experi-
ences mental or physical adverse event, he or she is obligated to fulfill 
this contract or face consequences of court martial . The psychologi-
cal effects of the combat experience for military physicians, and 
perhaps for all soldiers, may require reinterpretation under a separate 
ethical framework . These vulnerabilities require a closer examination 
of the military physician’s role as a soldier during times of war . The 
transition of the military physician into combat suggests that review 
of current codes may be required, addressing the argument of defin-
ing “taking a life” and “saving a life” (e .g ., combat triage) from a civil-
ian and military stance and creating a code of ethics that includes 
challenges on the battlefield . In this paper, I will discuss the results 
of my analysis of the available documentation that currently pro-
vides ethical guidance for physicians . These documents include the 
Hippocratic Oath, the American Medical Association Code of Ethics, 
the Geneva Convention, and The Uniform Code of Military Justice . 
Close examination has revealed the authors, collaborators, their pos-
sible intent, and contradictions within the combat experience for 
military doctors . I would engage in a critical inquiry with the audience 
as to whether there is justification to consider a new set of criteria for 
a code of medical ethics specifically for combat . Examination of the 
combat environment from the perspective of the physician as soldier 
highlights some key conflicts within the military and between military 
and civilian citizens . The military must consider the risks to its medi-
cal support of physicians taking on combat leadership roles as well 
as adjustment in the hierarchy of the power structure in the field . The 
combat environment suggests a deviation from the civilian perception 
of a physician’s duty to the patient . Consideration of a combat ethics 
framework may serve to reconcile these conflicts .
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elucidating the ethical implications of extracorporeal 
Membrane oxygenation (eCMo) in the Management of the 
acutely ill in Critical Care Medicine
Annie Lai, Emory University, Atlanta, GA

objectives
1 . Describe the clinical situation in which ECMO is employed .
2 . Learn what sorts of ethical questions are raised in the practice of 

ECMO .
3 . Learn about  professional attitudes toward ECMO use and ethical 

implications of ECMO survey results .
In the era of medical innovation, an advanced technology has been 
evolving in the field of critical care medicine that is of ethical rel-
evance because it challenges the permissiveness of extraordinary 
measures that sustain human life, namely extracorporeal membrane 
oxygenation (ECMO) . ECMO is part of the extracorporeal life sup-
port (ECLS) armamentarium that functions as an artificial circulatory 
system employed when the heart or lungs of the critically ill person 
become physiologically insufficient . ECMO can be applied to patients 
within a spectrum of ages but is indicated only for patients whose (1) 
underlying medical condition has led to significant organ dysfunction, 
(2) status was unchanged following the exhaustion of all available 
clinical options, and (3) condition satisfies the disease pathogenesis 
reversibility criterion . Thus, strategic employment of ECMO is key . The 
provision of ECMO is not curative but rather is a clinical strategy to 
“buy time” in order to allow organs to recuperate from exogenous and 
endogenous insults . Problematically, rapid advancements in ECMO 
technology have displaced the ethical assessments of its clinical use; 
thus, deeper moral inquiry and greater ethical attention is warranted . 
Specifically, ECMO poses an interesting paradigm: although the tech-
nology has been shown (not proven) to be a lifesaving intervention, 
its use exacerbates the extant medical condition and additive patient 
burdens . However, without ECMO support, death is imminent . This 
moral deliberation of a “last-resort,” heroic effort to support human 
life (and to what ends) weighed against the imminence of death is 
ethically profound . It raises the following questions: What burdens 
ought we impose on the critically ill during heroic, lifesaving ECMO 
interventions, and are these burdens ethically permissible? Do the 
associated risks justify the anticipated yet uncertain benefits? These 
questions are particularly challenging in the practice of extracorporeal 
cardiopulmonary resuscitation (or emergent ECMO or ECPR) where 
critically ill patients are transitioned to ECMO following up to a near 
hour of CPR . It is important to note that the ethical issues that arise 
in ECMO practice conflict with the fundamental nature of moral prog-
ress; thus, a deeper understanding of what morally compels physi-
cians and clinical staff to perform extraordinary acts to sustain human 
life (or not) is of moral significance . Since its development in 1953, the 
ethical deliberations that occur during ECMO practice (and the ethi-
cal implications that follow) have never been examined . The effica-
cious uncertainty of ECMO generates significant discourse because 
of limitations in conducting randomized, prospective clinical research 
trials and has led to incongruencies in practice . Arguably, ECMO has 
yielded positive and promising outcomes; yet, the means in justifying 
such ends may, perhaps, not be morally defensible . Thus, the present 
work advocates a deeper moral inquiry in understanding the ethical 
deliberations that occur when employing ECMO for the acutely ill . 
The empirical study seeks to provide an accurate assessment of cur-
rent attitudes of physicians and clinical staff on the practice of ECMO 
in the critical care setting . Survey results will be reported, and both 
ethical and practical implications of the study, along with future pros-
pects of ECMO technology, will be discussed .

PANEL SESSION (331)
Moral Courage among Military health Providers: Caring for 
those in harm’s Way
Susanne W. Gibbons, PhD, Uniformed Services University of the Health Sciences, 

Bethesda, MD
Gloria Ramsey, JD RN FAAN, Uniformed Services University of the Health 

Sciences, Bethesda, MD
Edmund (Randy) G. Howe, MD JD, Uniformed Services University of the Health 

Sciences, Bethesda, MD
Michaela R. Shafer, Col., USAF NC(ret), PhD RN, Uniformed Services University, 

McCormick, SC

objectives
1 . Introduce and distinguish the concepts of moral injury and moral 

distress .
2 . Describe the ethical challenges inherent in dual loyalty .
3 . Examine military ethics case studies and highlight moral courage 

demonstrated by healthcare professionals .
Veterans across the nation, especially those injured in battle, have 
been cared for by nurses throughout modern history . The late Senator 
Daniel Inouye (D-Hawaii) praises the efforts of nurses who cared for 
him after he, a 17-year-old U . S . Army second lieutenant, lost his right 
arm in an attack on Pearl Harbor . It was during his hospitalization that 
he experienced the compassion of nursing, and it was a military nurse 
who taught him important life lessons . Since the time of Florence 
Nightingale and the Crimean War, military nurses have often been 
called “forgotten veterans .” Nurses do experience war and they know 
firsthand the challenges of combat . They work in austere environments 
and witness the extremes of human behavior in others and them-
selves . During wartime, nurses and other healthcare professionals face 
stressful experiences, and, given the duration of conflicts in Iraq and 
Afghanistan, nurses in the military continue to grapple with challenging 
ethical issues; and because of conflicting loyalties and responsibilities—
country, branch of service, profession—nurses are especially prone 
to suffer moral distress and moral injury . This interdisciplinary panel—
medicine and nursing, military and civilian—will explore how war is mor-
ally compromising and how the dual role of healer and military officer 
adds psychological distress to deployed nurses and physicians . The 
moderator will provide a brief overview of the role of physicians at war 
and describe moral courage in the environment of war . The first panel-
ist will discuss moral distress in the context of nursing ethics and the 
military . Jameton states that “moral distress arises when one knows the 
right thing to do, but institutional constraints make it nearly impossible 
to pursue the right course of action .” Consistent with the ANA Code 
of Ethics, this presentation will explore ethical decision making among 
civilian and military nurses in practice . The second panelist will discuss 
the concept of dual loyalty in civilian and military contexts and use 
bioethical principles to argue the proper obligations of nurses . There is 
consensus among nursing and medicine that ethical responsibilities of 
healthcare professionals to patients are the same in military and civilian 
life . Yet living up to such expectations is challenging when healthcare 
decisions can be influenced or directed by the requirements of military 
commanders and the urgent demands associated with combat . The 
obligation of nurses to rise above these pressures and to honor their 
ethical responsibilities even if this jeopardizes them personally will be 
addressed . The third panelist will explore moral injury and present em-
pirical data from military medical personnel . Moral injury is differenti-
ated as a dimensional phenomenon that involves a deeper emotional 
wound and is unique to those who bear witness to intense human suf-
fering and cruelty . For service members, moral injury occurs as a result 
of various operational acts of omission or commission that transgress 
deeply held beliefs, produce inner conflict, and are often accompanied 
by guilt, shame, and anger . We review representative cases from our 
study and suggest that moral courage does exist in the context of war .



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  81

sCheDuLe With aBstraCts—saturDay, oCtoBer 26

PANEL SESSION (332)
innovating Political Philosophy in Bioethics
Rob MacDougall, PhD, Dalhousie University, Halifax, NS, Canada
Nir Eyal, Harvard Medical School and Harvard University, Boston, MA
Jessica M. Flanigan, PhD, University of Richmond, Richmond, VA
Griffin Trotter, MD PhD, Saint Louis University, St. Louis, MO

objectives
1 . Understand why political philosophy is an indispensable tool for 

normative assessment of laws and policies governing health care .
2 . Give specific examples of bioethics debates that might be sig-

nificantly augmented by explicit attention to the literature and 
methods of political philosophy .

Bioethics has had political aspirations since its inception . At least one 
influential approach to bioethics method (Beauchamp and Childress’s 
principlism) was developed in the context of an early government 
commission on bioethics . And bioethics has always considered the 
critique of healthcare laws and policies to fall within its scholarly ju-
risdiction . However, although bioethics has been comfortable utilizing 
moral philosophy, it has made very little use of those philosophical 
methods designed specifically for evaluation of governmental actions, 
namely, the methods of political philosophy . This panel addresses 
some of the ways in which perspectives or methods from political 
philosophy can help create new approaches to bioethics issues that 
are partly legal in nature . The participants in this panel have diverse 
approaches to incorporating political philosophy in bioethics, but 
they share the conviction that the methods of political philosophy 
are essential to making progress on many bioethics problems . The 
first presentation illustrates how political philosophy sometimes calls 
into question healthcare laws that bioethics has traditionally taken for 
granted . This panelist argues that the political principle of nondiscrim-
ination supports the view that the prescription drug system is unjust . 
She argues that policies that single out groups based on their abilities 
or health status are unjust, even if they seek to give more legal op-
tions to such groups . For example, some disability rights advocates 
oppose policies that extend the right to die exclusively to severely 
sick people . Likewise, policies that prohibit access to drugs on the ba-
sis of health status should also be viewed as unjust . The second pan-
elist explains how an approach to distributive justice common in po-
litical philosophy, which focuses on inequalities between individuals’ 
shares, differs from approaches common in epidemiology and bioeth-
ics, which focus on inequality between groups’ shares . He argues that 
intergroup inequality is not always unjust . But he seeks a “remarriage” 
of political philosophy and bioethics . Some intergroup inequalities re-
main important to measure and fight, although for reasons other than 
those cited by bioethicists . Specifically, intergroup inequality is most 
problematic because it can culminate in large interindividual inequal-
ity . The third presentation begins with the observation that problems 
of social and theoretical value pluralism are just as acute in the realm 
of political philosophy as they are in moral philosophy . No canonical 
political vision has emerged, and no particular political theory has 
been established in non-question-begging terms . Nevertheless, lib-
eral egalitarianism has become the political orientation for bioethics, 
not because it has been established in scholarly discourse between 
bioethicists and political philosophers, but rather simply because it 
reflects the ideological presuppositions that characterize bioethicists 
as a social group . This reliance on the political intuitions of bioethicists 
presents the public with a contemporary, political version of the clas-
sic Euthyphro question: Is liberal egalitarianism good because bioethi-
cists love it, or do bioethicists love it because it is good?

PAPER SESSION (333): HUMANITIES
strong of spirit, Weak of Will: an alternate account of 
Conscience Claims
Nadia N. Sawicki, JD MBioethics, Loyola University Chicago School of Law, 

Chicago, IL

objectives
1 . Understand current conscience-based legal challenges to health-

care policies .
2 . Understand the application of virtue ethics theory to policy 

determinations of whether to provide legal accommodations of 
conscience .

Individuals with strong religious and conscientious commitments oc-
casionally seek exemption from public policies that burden their be-
liefs . One recent example is the First Amendment challenge brought 
by religious employers, including pharmacies, to enjoin enforcement 
of the contraceptive mandate adopted as part of the 2010 Patient 
Protection and Affordable Care Act . This paper presents an alternate, 
and controversial, account for understanding claims to conscientious 
accommodation . It posits that although those who pursue accom-
modation for conscientious belief typically frame their claims in terms 
of rights or moral entitlements, this representation is incomplete . 
Rather, a more realistic understanding of claims to conscientious ac-
commodation recognizes that these claims are made, at least in part, 
as an attempt to insulate oneself from one’s own moral weaknesses . 
Consider, for example, a law requiring that all pharmacists dispense 
emergency contraception when presented with a valid prescription . 
Two pharmacists, both with strong religious convictions, believe that 
dispensing such a prescription would make them complicit in the de-
struction of an ensouled human embryo . One pharmacist stands by 
her religious beliefs and refuses to dispense the prescription . She is 
willing to face professional discipline and other serious consequences 
for her faith; the law is irrelevant to her choice . The second pharmacist 
opts to dispense the prescription in accordance with state law but is 
plagued with guilt and regret for committing what she believes is a 
sin . Each of us hopes that if faced with this choice, we will take the 
nobler route, sacrificing our professional aspirations for our strongest 
religious beliefs . But this is nothing more than the Lake Wobegon ef-
fect—all the men are strong, all the women good-looking, and all the 
believers unwavering in their religious commitments . In reality, how-
ever, many people faced with this choice would choose job security, 
financial security, and avoidance of professional conflict over a firm 
commitment to religious doctrine . This, it should be emphasized, is a 
perfectly reasonable choice to make—it does not abandon conscience 
but rather weighs it against competing concerns . It is how we make 
decisions every day . Petitioning for conscientious accommodation 
frees us from having to make this extremely difficult choice . It al-
lows us to engage in the fantasy that we would, if pressed, be willing 
to prioritize our religious commitments over all others . I argue that 
conscientious accommodations that eliminate the opportunity for 
such critical decision points are ultimately bad for those with strong 
religious convictions . Maintaining religious belief means taking it seri-
ously: considering what role you want it to play in your life, and, most 
important, recognizing when it falls short of your ideals . Indeed, to 
develop virtue, we must acknowledge when our spirit is stronger than 
our will, and work to overcome these shortcomings . The consequence 
of legal accommodation for claims of consequence is that we insulate 
ourselves from the everyday conflicts that challenge our religious 
beliefs . Such an approach does little to strengthen our conscientious 
commitments or foster development of moral virtue, and should be 
resisted .
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fiction and refusal: Melville and Conscientious objection
Alvan A. Ikoku, MD PhD, Albert Einstein College of Medicine, New York, NY

objectives
1 . Make clear the insights of Melville’s fiction regarding the ethics of 

refusal .
2 . Demonstrate the value of literary modes of attention for bioeth-

ics conversations regarding conscientious objection .
The bioethics debate on conscientious objection has often focused 
on precepts best articulated through religion, philosophy, and policy: 
namely, the nature of conscience and the moral consequences of 
ignoring its injunctions, the nature of principles or values to be em-
phasized, and the recommended guidelines for conducting an ethical 
referral . This sustained emphasis on the religious, philosophical, and 
pragmatic dimensions of conscientious objection, though helpful, 
has also minimized attention to the insights of literature and literary 
analysis, particularly the ways narrative ethics may provide alterna-
tive approaches to dialogue in the setting of refusal . This paper will 
illustrate the central function literature has had in the discourse on 
conscientious objection . It will focus on Herman Melville’s short story, 
“Bartleby, the Scrivener,” as an early, influential attempt to explore 
refusal within professions and as an example of how fiction may elu-
cidate oft-ignored facets of the ethics of objection . The story makes 
apparent the archetypal structures (within professions) that frame 
refusal conversations, the manner in which such framing leads to 
repeat impasses in lieu of productive dialogue, the emotions typi-
cally produced by such impasses, and the mode of critical reflection 
that the most haunting cases of refusal demand . Melville’s two main 
protagonists, Bartleby and the chief lawyer, provide (respectively) a 
case study and model for the typical marginalization of a refuser and 
the atypical consideration of its ethics, as demonstrated via a process 
of retelling and narrative deliberation . The paper will therefore make 
three central claims: that literary modes of writing and reading permit 
a sets of ethics insights about refusal; that these often unrecognized 
insights are critical for understanding how recent scholarship in nar-
rative, dialogic, and micro ethics may facilitate the handling of refusal 
on the ground, as it were; and that such uses of fiction may also facili-
tate the debate on conscientious objection itself, particularly the im-
passes among bioethicists engaged for some time in a conversation 
framed primarily by religion, philosophy, and policy . An ultimate goal, 
therefore, will be to further open up modes of interdisciplinarity that 
have been formative for the field of bioethics .

PAPER SESSION (334): RESEARCH ETHICS
not Just another Lab rat: using Clinical trial Diaries to 
understand research ethics for serial healthy Volunteers in 
Phase i studies
Heather B. Edelblute, MPH, University of North Carolina at Chapel Hill, Chapel 

Hill, NC
Jill A. Fisher, PhD, University of North Carolina at Chapel Hill, Chapel Hill, NC

objectives
1 . Present a Web-based methodology for better understanding 

patterns of participation for serial healthy volunteers in clinical 
research .

2 . Explore how factors related to study participation influence 
screening behaviors and outcomes for healthy volunteers in 
Phase I studies .

3 .  Explore the ethical implications of serial study participation for 
clinicians conducting Phase I clinical studies .

Most healthy volunteers in Phase I clinical trials are serial participants 
who repeatedly enroll in studies primarily because of financial incen-
tives . In order to participate in studies, they often screen for and enroll 
in clinical trials at many clinics, sometimes even traveling significant 

distances to do so . Because this group focuses on qualifying for and 
enrolling in studies, their behavior raises ethical concerns regarding the 
quality of their self-reported trial history . On one hand, any false infor-
mation healthy volunteers provide to researchers might increase their 
risk of harm . On the other, their failure to observe washout periods or 
other study restrictions might compromise the validity of clinical data . 
Serial participation creates an additional ethical concern for how best to 
communicate salient risk information to healthy volunteers . Specifically, 
informed consent documents and procedures treat Phase I participa-
tion as a discrete decision, rather than presenting information about the 
attendant risks of harm that could result if healthy volunteers provide 
inaccurate or incomplete information during the screening process . 
Because little is known about how healthy volunteers participate seri-
ally in clinical trials over time, these ethical issues and their implications 
are not well understood . In this paper, we report on preliminary data 
from a 3-year longitudinal study of healthy volunteers (N = 200) . This 
study presents a new methodology for better understanding how serial 
participants make decisions about research participation . We present a 
three-part Web-based “clinical trial diary” that participants fill out when 
they (1) screen for a study, (2) find out whether they qualify for a study, 
and (3) complete participation in a study . The diaries collect data about 
how participants find out about specific studies, decide to screen for 
studies, perceive the risks and benefits of participation in different types 
of studies, and ultimately make decisions about research participation . 
Information about their experiences with side effects and study proce-
dures are also collected . The diaries are a tool that can reveal patterns in 
screening behaviors and study participation over time while illustrating 
how long-term involvement in clinical trials shapes participation . The 
clinical trial diaries also provide unique data on observance of washout 
periods as well as factors related to screening failures . Emergent from 
this study is a more comprehensive understanding of how and why 
serial participants enroll in different types of Phase I studies as well as 
insights into research ethics unique to healthy volunteers .

a seat at the table or a Voice in the Void: a Pilot study 
of the factors that shape Community Members’ roles on 
research review Boards
Stephanie R. Solomon, PhD, Saint Louis University, St. Louis, MO

objectives
1 . Describe a plausible correlation between the implicit rationales 

for recruitment and the types of people (and contributions) that 
are found on different types of research review boards .

2 . Distinguish between the common institutional review board 
(IRB) practice of recruiting community members for what they 
don’t know as opposed to the common community advisory 
board (CAB) practice of recruiting community members for 
what they do know .

3 . Provide guidance in how IRBs can learn from CABs to identify 
the community members who can best contribute to the ethical 
review of research .

There are many motivations for involving community members in the 
evaluation of human subjects’ research . These include increasing pub-
lic trust, counterbalancing researchers’ vested interest in furthering 
science, and providing the distinct perspectives and expertise of local 
communities on the research that involves them . These motivations 
and others have resulted in government policies encouraging and 
even mandating the involvement of community members in review-
ing human subjects research, most famously on IRBs as unaffiliated or 
nonscientific members . Community members increasingly review re-
search in other venues as well, such as on CABs or as active partners 
with academics in the research itself . Various policy advisory boards 
and scholars have criticized community involvement in IRBs for lack-
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ing in both number and diversity . In spite of the prevalence of these 
criticisms, there has been very little research studying what role com-
munity members who review research are actually expected to play 
and how recruitment and training shape the role that they ultimately 
have . I will present preliminary analyses from a pilot study in which I 
performed open-ended qualitative interviews with both community 
members on various IRBs and community members on community 
boards that review human subjects research . To each of these popula-
tions, I pose the same questions regarding how they were recruited to 
be on their respective boards, as well as the training and expectations 
provided to shape their performance . The stark differences between 
the recruitment, expectations, and training of community members 
on IRBs compared to CABs illustrates the diversity of roles com-
munity members can play as well as makes explicit the differing and 
often conflicting reasons the research enterprise has had for including 
these voices .

Pay-to-Participate research: a Worthwhile innovation?
Jason S. Robert, PhD, Arizona State University, Tempe, AZ

objectives
1 . Introduce the phenomenon of pay-to-participate or patient-

funded research .
2 . Explore ethical, economic, and regulatory dimensions of the 

putative advantages and disadvantages of pay-to-participate 
research .

3 . Present a research agenda for both normative and empirical 
bioethics work .

Pay-to-participate research (P2PR), also known as patient-funded 
research (PFR), is an approach to clinical trials whereby eligible study 
participants share some or most of the costs of participation in a 
study that might otherwise have been funded either publicly or pri-
vately . Although P2PR of this sort may lead to an increase in clinical 
and translational research studies, and so potentially help to bridge 
the gap between bench and bedside by means of a new funding 
source for studies, nonetheless this approach to research funding is 
controversial at best . P2PR shifts the ethical focus from unduly co-
ercing subjects into participating (whether they should be paid to 
take part) to requiring payment from them in order to participate 
(whether they should pay “us” and so fund the study as study par-
ticipants) . Whether P2PR is rare or widespread is currently unknown, 
though anecdotal data evince a 30-year history of P2PR . Two puta-
tive advantages of P2PR are as follows: it is an economically advanta-
geous pathway to clinical translation, and the validity of the results 
is likely to be higher than in traditionally funded studies because of 
improved adherence and more appropriate subject inclusion . But 
there are also putative disadvantages of P2PR, including the claims 
that requiring participants to pay to take part in a study is exploitative 
and that P2PR threatens to confuse research with clinical care in ways 
that are harmful to participants . Probing these putative benefits and 
disadvantages of PFR is critical to assessing the best ways, if at all, 
to integrate this research-funding scheme into the clinical and trans-
lational research enterprise . In this presentation, I characterize two 
cases of P2PR . I argue that one of the cases is clearly problematic, se-
ducing prospective participants via therapeutic misconception . I then 
explore the second case, which, although also problematic in some 
ways, nonetheless promises to satisfy regulatory and ethical consider-
ations . It remains to be determined whether most instances of P2PR 
schemes are of the first or the second variety and what innovations 
in research governance are necessary to enable adequate oversight . I 
conclude with some normative questions as well as a plan for gather-
ing empirical data to help decide these outstanding questions .

PAPER SESSION (335): gENETICS/PEDIATRIC END 
OF LIFE
growth hormone therapy for Children with short stature: 
scientific Controversy, social Bias, and shared Decision 
Making
Naomi T. Laventhal, MD, University of Michigan, Ann Arbor, MI
Miriam Shuchman, MD, University of Toronto, Toronto, ON, Canada
David E. Sandberg, PhD, University of Michigan, Ann Arbor, MI

objectives
1 . Explore approaches to discussing ongoing scientific controversy 

as part of a morally innovative shared decision-making model .
2 . Examine recent empirical evidence about parents’ expectations 

about communication, risk, and safety and child pharmaceutical 
treatments .

In the United States there is apparent consensus that recombinant hu-
man growth hormone (rhGH) is effective and safe for use in children 
with short stature—even those children who are not deficient in en-
dogenous growth hormone, for example, children with idiopathic short 
stature (ISS) . Use of rhGH is widespread for this indication, despite evi-
dence that it rarely results in dramatically increased height (the average 
increase in height is roughly 1 .4 to 3 inches) or that increased height 
improves psychosocial outcomes (which have not been definitively 
shown to be negatively impacted by short stature) . In fact, both physi-
cians who prescribe rhGH and parents of children who take it appear to 
have biased perceptions of the harms of short stature and the benefits 
of treating it with rhGH . Despite the belief that rhGH is safe, there has 
been very little research to support the assumption that there are no 
long-term, serious health effects associated with rhGH use in children, 
which often goes on for a number of years, sometimes at pharmaco-
logic rather than physiologic doses . In 2010, new data about the safety 
of rhGH resulted in warnings and subsequent pronouncements by the 
U .S . Food and Drug Administration and its European counterpart (the 
European Medicines Agency) regarding its use in children and ado-
lescents as an elective treatment for short stature . However, opinions 
about these new data are divergent: the FDA did not change the label 
of the drug and experts have argued for further research on the safety 
of rhGH, although the major professional organization of pediatric en-
docrinologists has not offered specific guidance to its members about 
the relevance of the findings, or their role in informed decision making . 
We use this case example to argue for moral innovation in applying a 
model of shared decision making, a central tenet of moral clinical prac-
tice . It is accepted that this decision-making model requires exchange 
of risk-benefit information, but there are no standards concerning 
when and how to share pronouncements by drug regulators that do 
not rise to the level of black-box warnings, divergent opinions about 
new data, or contextual information about the manufacturers of drugs 
and biotechnology . We will explore how social biases and mispercep-
tions about the deleterious effects of short stature and the benefits of 
added height influence decisions to prescribe rhGH and may affect dis-
cussions of the warnings by regulators . We will introduce some of our 
own recent survey data describing a nationally representative sample 
of parents’ expectations of drug safety information communication 
and the meaning they assign to safety and risk designation . Finally, we 
will describe an approach to fully supported shared decision making 
involving children and adolescents, proposing a more comprehensive 
approach to information sharing with patient and their parents that in-
cludes disclosure of controversies about benefit and risk (including the 
role of social biases about short stature and alternatives to widely ac-
cepted approaches to pharmacologic treatment of short stature), exist-
ing regulatory warnings, and the potential influence of pharmaceutical 
companies and other financial interests .
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henry k. Beecher and Moral Courage: aging, activism, and 
Bioethics
Susan E. Lederer, PhD, University of Wisconsin, Madison, WI

objectives
1 . Provide insight into Henry Beecher’s decision to go public with 

his critique of practices in human experimentation .
2 . Analyze the sources of moral courage for confronting ethical 

breaches in the use of human subjects .
In his now classic 1966 New England Journal of Medicine article, Henry 
K . Beecher, the Henry Isaiah Dorr Professor of Anesthesia Research 
at Harvard Medical School, called attention to the “difficult problems” 
created by the “revolutionary expansion of human experimentation 
since World War II .” Warning that the practice of using patients as 
experimental subjects in risky investigations without their knowledge 
or consent would create problems for American medicine, Beecher 
documented 22 troubling instances “not by exploring some minor 
activity in a remote corner but by [providing] examples from lead-
ing medical schools, university hospitals, private hospitals, govern-
ment military departments, (the Army, the Navy, the Air Force), 
government institutes (the National Institutes of Health), Veterans 
Administration Hospitals and industry .” Beecher’s exposé has justifi-
ably received considerable attention . Law professor Jay Katz has 
praised Henry Beecher’s courage and moral passion in publishing 
his article (as well as his capacity for martinis) . Placing Beecher at 
the epicenter of the nascent bioethics movement, historian David 
J . Rothman similarly praised Beecher’s courage, noting the NEJM 
exposé was “powerful, arousing, as classic exposés do, a sense of 
disbelief that such practices had continued for so long without either 
scrutiny or sanction .” Ruth Faden and Tom Beauchamp characterized 
Beecher’s 1966 article as “another landmark contribution,” crediting 
Beecher’s 1959 monograph, Experimentation in Man, as “perhaps 
the most significant” scholarly investigation of and publication on 
research ethics . The Hastings Center’s Beecher Award (established 
in 1976) named Beecher’s publication as the reason that the National 
Institutes of Health and the Food and Drug Administration altered 
their guidelines to require peer-reviewed supervision and evidence of 
informed consent in all human experiments . More recently, in 2004, 
Lainie Friedman Ross claimed that the modern history of the ethics 
of human experimentation began in 1966 with Beecher’s article . But 
what did it take to break with tradition and expose the foibles of his 
fellow researchers to the harsh glare of media scrutiny and govern-
mental oversight? Although many have tried to explain Beecher’s 
commitment, they have not focused on the one quality that Beecher 
himself identified, namely his advanced age . Beecher believed that his 
experience as a researcher, as a clinician, and as someone who had 
wrestled with the issues in human experimentation helped propel his 
decision to publish his “bombshell .’” But he also explicitly noted that 
being at the end of his career gave him freedom to act . Using his per-
sonal papers, this paper examines how Beecher’s moral insights into 
human experimentation developed over time and how his moral cour-
age reflected his own sense of retirement and reflection .

“But the internet said . . .”: how information is sent and 
received in one neonatal intensive Care unit
Sally Shigley, PhD, Weber State University, Ogden, UT
Anne H. Anderson, MD, McKay-Dee Hospital Center, Intermountain Healthcare, 

Ogden, UT

objectives
1 . Investigate information delivery methods in NICUs .
2 . Suggest better ways to deliver that information to the parents of 

patients .
The way in which information is delivered to the parents of critically 
ill infants in neonatal intensive care units (NICUs) does not always 
meet their needs . Professionals in NICUs express similar concern that 
patients misunderstand or doubt the information they do receive . We 
will argue that there are two reasons for this . The first and most dif-
ficult to control for is that physicians and others who control the con-
tent and dissemination of this information may approach the informa-
tion with a different set of epistemological assumptions than those of 
their audience . Their training predisposes them to value more infor-
mation rather than less and to be able to balance differing or seem-
ingly contradictory information without confusion or emotional upset . 
Second, the media used to disseminate this information to patients 
may not be congruent with the ways that this population consumes 
information . Written text in the form of pamphlets or posters may not 
be their preferred mode of learning, and oral discussions may lack 
the portability and stability of other forms or modes of information, 
especially when the information is delivered in a context unavoidably 
fraught with fear, grief, confusion, and sometimes guilt . We will ex-
plore data garnered from two separate surveys at a 32-bed, Level III 
regional NICU . The first survey will address parents’ responses about 
the level of satisfaction they have with the current information deliv-
ery methods and also query their information-gathering habits: where 
do they get most of their information? From their infants’ healthcare 
providers, reading, the Internet, social media, word of mouth? The 
second survey will query the medical team of the NICU infants who 
are providers of this information to the parents . Specifically, how do 
physicians, nurse practitioners, nurses, respiratory therapists, and so-
cial workers value and gather information, and what is their opinion 
about the best way to package this information to parents? When 
these data have been gathered and collated, we will examine the suc-
cesses and failures of the current system and propose changes to 
better serve this particular hospital population . Our research will be 
completed in late spring of 2013 and will be interpreted by the time 
of the October meeting . Prompted by the 2013 theme of “Tradition, 
Innovation, and Moral Courage,” we will take a hard look at the way 
the information pathway has worked and offer suggestions to better 
facilitate this critical connection between parents and unit staff .

PANEL SESSION (336)
novel networks: Bioethics and online social Media
Sandra S. Lee, PhD, Stanford University, Stanford, CA
Emily L. Borgelt, MA, Stanford University, Stanford, CA
Hayden Harvey, Stanford University, Stanford, CA
Amy McGuire, JD PhD, Baylor College of Medicine, Houston, TX

objectives
1 . Identify bioethics issues associated with novel online social networks in 

consumer genomics, collaborative research, and professional training .
2 . Discuss how online social networking may change cornerstone 

values of clinical and research ethics, such as privacy, expertise, 
informed consent, and professionalism .

3 . Explore how online social networking allows unprecedented 
ways for stakeholders to interact with others, engage with and 
direct biomedicine, share information, and exchange values .
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The current proliferation of ubiquitous Internet access and online so-
cial media platforms has led to the emergence of new social networks 
in biomedicine . These networks represent new social formations, 
disruptions and transformations of existing relationships, and un-
precedented modes of access to stakeholders in medicine, research, 
training programs, and the general public . However, the ethical impli-
cations of emerging media and novel networks remain unexamined 
in bioethics . This panel charts progressive online social networks in 
three major domains: consumer genetics, collaborative research, and 
medical training . The first panelist presents findings from a qualita-
tive study of consumers of the direct-to-consumer (DTC) personal 
genomics company 23andMe, Inc . These findings explore how con-
sumers use and value genetic information, and highlight ways in 
which notions of social networking, privacy, and expertise are being 
transformed alongside the practice of sharing genetic information 
via social media . Despite scientific and ethical concerns and motions 
to regulate the trade of genetic information, the consumer base of 
DTC genomics companies is growing at an astounding rate and using 
new media and tools to share genetic data, direct and participate in 
research, and construct social identities and groups . This presenta-
tion responds to these increasingly relevant questions: How do actual 
consumers of DTC personal genomic testing interpret, interact with, 
and share personal genetic information? And in what ways does ac-
cess to one’s genetic information in concert with social networking 
platforms disrupt or transform existing norms and relationships within 
healthcare? The second panelist provides a philosophical analysis of 
the increasing utilization of online networks to enable collaboration 
between researchers from academia and industry as well as patient-
participants and the public . This presentation outlines ethical and 
practical implications of transitioning from static, hypothesis-driven 
research to dynamic, collaborative research networks . Complicating 
forces in novel research collaborations include the vast amount of 
public participation required, openness of clinical information, and 
unprecedented access to researchers . The second panelist also ex-
plores the ways that novel approaches to networked science affect 
the duty—and practical ability—to provide participants with assur-
ances of anonymity, privacy, and informed consent . The third panelist 
then presents findings from a qualitative Web content analysis of a 
new, wildly popular online blog (#whatshouldwecallmedschool .tumblr .
com) created by and for medical students . The blog, “a humor site 
about the experience of medical training,” is an anonymously mod-
erated, open-access, interactive forum . Contributors use captioned 
graphics to represent shared experiences and to comment on those 
experiences . In this way, the blog captures and objectifies the subjec-
tive experiences, emotions, values, and trials felt by medical students . 
It also fosters online community, encourages real-time exchange, and 
interfaces with several online sharing platforms . It thus allows for an 
examination of the culture and values that medical students across 
institutions share, reinforce, and carry forward in their practice . This 
analysis characterizes how medical students represent three major 
thematic categories over 6 months: metrics of success, relationships 
(to trainers, other students, and patients), and inherited values of 
medicine . In addition to providing qualitative content analysis, the 
third panelist presents trends in sharing across themes .

3–3:15 PM
BREAK

3:15–4:15 PM
CONCURRENT SESSIONS

PANEL SESSION (337)
nonbeneficial treatment and Conflict resolution: Building 
Consensus
Craig M. Nelson, PhD CLS, Kaiser Permanente, Alta Loma, CA
Blanca Nazareth, MSW, Kaiser Permanente, Harbor City, CA
Dan Wilson, MAR LCSW, Kaiser Permanente Riverside, Riverside, CA
Mark J. Bliton, PhD, Kaiser Permanente Los Angeles Medical Center, Los 

Angeles, CA

objectives
1 . Review and discuss the experience of a medical center in utiliz-

ing a nonbeneficial treatment and conflict resolution policy .
2 . Discuss whether usage of this policy supported patient au-

tonomy and helped acknowledge the views of both patients and 
healthcare providers involved in treatment planning and decision 
making .

3 . Review the qualitative data presented and discuss whether treat-
ment plan consensus occurred as a result of using the process 
described in this policy .

Introduction: This panel addresses several controversial questions 
about nonbeneficial treatment (NBT) in clinical ethics consultation . 
In November 2009, as a means to provide a fair and explicit process 
for conflict resolution, and to acknowledge and respect the different 
views of patients, family, surrogates, and healthcare providers, an NBT 
and conflict resolution policy was adopted by a medical center in 
California . At that time a pilot study was also initiated . This pilot was 
designed to identify and document the range of criteria, outcomes, 
and ethical issues for clinical situations in which physicians and other 
healthcare providers judged that a requested treatment was non-
beneficial and therefore need not be provided to a patient . The panel 
will describe the qualitative methods used to evaluate an NBT and 
conflict resolution policy used at a medical center in California . The 
goal was to prospectively evaluate all bioethics consultations over 
a 3-year time frame in order to (1) identify triggers for requests for 
consultation, (2) identify the initially stated ethical issues and those 
later identified, and (3) document the outcomes of the process . In this 
way, case-specific data were obtained when disagreements or non-
consensus occurred during discussions about the need to withhold or 
withdraw NBTs .

Methods: A running record was kept of all cases and outcomes that 
formally used the NBT and conflict resolution policy . Also, a Crystal 
Reports Server 2008 clarity report was used to examine the medical 
center electronic database to capture the categories that helped us 
characterize the cases using the NBT policy process . All requests for 
ethics consultation at the medical center were routed to the clinical 
ethicist, who reviewed and evaluated them . Using these data collection 
methods (running records and clarity report), we documented the num-
ber of times the NBT and conflict resolution policy was used . Likewise, 
we identified the number of cases that reached decision-making con-
sensus as a result of utilizing the steps in the process outlined in the 
policy . The pattern of information collected showed when the NBT pro-
cess assisted the treatment team and patient or surrogate in building a 
stable treatment consensus in a situation in which original reports were 
of conflict or disagreement about treatment goals . Using our collection 
tools of running records and clarity report, we were able to generate 
case outcome data indicating that consensus building occurred in 95% 
of cases in which NBT was then withheld or withdrawn .
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Results: There were 146 (39 .4%) cases identified, out of 371 total 
bioethics consultations, where there was a treatment level conflict 
between patients or surrogates and the treatment teams respon-
sible for their care . In 54 (37%) of the cases, resolution occurred 
by providing the care . In 92 (63%) of the cases NBT was eventually 
withheld or withdrawn . In 87 (94 .6%) of the cases where treatment 
was withheld or withdrawn, the treatment teams and patients or 
surrogates reached consensus by the conclusion of the bioethics 
consultation process using the fair and explicit NBT and conflict 
resolution policy .

PANEL SESSION (338)
the role of the new york state task force on Life and 
the Law in shaping Public Policy: Lessons Learned and 
recommendations for action Beyond new york state
Valerie Gutmann Koch, JD, Illinois Institute of Technology Chicago–Kent College 

of Law and New York State Task Force on Life and the Law, Chicago, IL
Joseph J. Fins, MD MACP, Weill Cornell Medical College, New York, NY
Adrienne Asch, PhD, Yeshiva University, New York, NY
Susie A. Han, MA, New York State Task Force on Life and the Law, New York, NY

objectives
1 . Identify the specific aspects of the task force that make it differ-

ent from other state and federal bioethics commissions .
2 . Analyze how the task force’s objectives are met by its composi-

tion, methodological approach, and policies .
3 . Audience members will be able to identify aspects of the task 

force’s methodological approach that can be applied to other 
bioethics commissions and policy-making bodies .

In its nearly 30 years of existence, the New York State Task Force on 
Life and the Law has played a significant role in the field of bioeth-
ics and public policy . Established in 1985 by Governor Mario Cuomo, 
and reaffirmed by each subsequent state governor, the task force 
consists of 23 gubernatorial lifetime-appointed volunteer experts who 
assist the state in developing policy on issues arising at the interface 
of medicine, law, and ethics . The task force comprises leaders in the 
fields of religion, philosophy, law, medicine, and bioethics . As the lon-
gest continuously operating bioethics commission in the country, the 
task force provides a unique case study that other states and regula-
tory bodies may examine as they develop their own commissions 
or address challenging bioethical issues . The task force embraces 
diversity, works toward consensus and compromise, and is insulated 
from the political process because of members’ lifetime appoint-
ments . These aspects enable the task force to remain objective and 
autonomous as it crafts its recommendations . Furthermore, as politi-
cal and philosophical tides change, the task force is able to revisit its 
previous reports and update its recommendations where necessary . 
Unlike many other bioethics commissions, the task force’s recom-
mendations are specific and policy focused, attempting to avoid 
abstract philosophical and legal discourses that are not practically 
useful for state regulators and legislative bodies . Many of the task 
force recommendations have been adopted as legislation, regula-
tion, or guidance in New York and have also been embraced by other 
states, and they have greatly influenced the delivery of health care 
in New York and beyond . Moreover, task force work has been relied 
upon in a number of seminal federal and state court decisions . Panel 
members will highlight many of these historic enactments—including 
those relating to determination of death, do-not-resuscitate (DNR) 
orders, healthcare proxies, organ and tissue transplantation, surrogate 
parenting, determination of brain death, allocation of ventilators in 
the event of a pandemic influenza outbreak, genetic testing, assisted 
reproductive technologies, and palliative care . They will also explore 
the methodological approaches behind the task force’s analyses and 

deliberations . Panelists will describe the various features of the task 
force that ensure its relevance and longevity, as well as approaches 
that may have proven either effective or less successful in influencing 
policy outcomes . The panel will conclude with what other states can 
adopt or learn from the task force’s experiences . Panel participants 
will speak to the role that the task force has traditionally played on 
the state and federal stages in shaping public policy . As the boundar-
ies between science and politics blur and because there continues to 
be a need for ethical and legal guidance when policy on controversial 
and sensitive issues is being developed, policy makers should utilize 
bioethics commissions to explore and reconcile diverse viewpoints on 
subjects arising at the intersection of medicine, law, and ethics . The is-
sues at stake are ones that affect everyday decisions and the delivery 
of health care throughout the nation, and states must be proactive in 
addressing these difficult topics .

PAPER SESSION (339): HEALTH POLICY/PUBLIC 
HEALTH
the real-World Case for the affordable Care act and 
guaranteed access to health insurance
Alex Rajczi, PhD, Claremont McKenna College, Claremont, CA

objectives
1 . Help philosophers see how they can better address the real-

world concerns that drive health policy debates .
2 . Inform nonphilosophers about the ways in which philosophical 

argument can contribute to real-world policy debates .
3 . Explore how philosophers can better address the real-world 

concerns that drive health policy debates .
4 . Inform nonphilosophers about the ways in which philosophical 

argument can contribute to real-world policy debates .
The Affordable Care Act (ACA) has renewed the debate about 
whether every citizen deserves guaranteed access to health insur-
ance . Many philosophers and political theorists have defended univer-
sal access, and the most prominent arguments appeal to complicated 
political theory . For instance, the most famous argument for guaran-
teed access to health insurance may be Norman Daniels’s argument, 
which builds upon the political theory developed by John Rawls . No 
matter how impressive these arguments are, they have one limitation . 
In the real world, we cannot expect all reasonable people to agree on 
one particular political theory, and so any arguments built on a par-
ticular theory will inevitably have limited appeal . Philosophy has not 
yet made a broadly appealing case for guaranteed access to health 
insurance . However, we can do better . The first step is to examine em-
pirical research on political attitudes . The research shows that, contra 
media stereotypes, almost all Americans share a core set of principles 
that they use to evaluate health programs . Americans see good rea-
sons to establish programs that provide a decent minimum of health 
coverage to deserving citizens . But if establishing the program would 
require tax payments that are too burdensome, that is a competing 
reason against the program . Likewise, if the program would be inef-
fectual or counterproductive, that too is a competing reason against 
it . Finally, if the program would create serious fiscal risks, that is a final 
competing reason against it . The upshot is that although Americans 
really do disagree about programs like the ACA, it is not because 
they have different core principles . Instead they disagree about the 
extent to which health programs like the ACA are excessively burden-
some, inefficient, or fiscally risky . Moreover, it is not surprising that 
many Americans have shared principles, because the principles make 
philosophical sense . There are solid ethical reasons for having health 
safety net programs, but the three practical problems listed above, if 
they existed, would also provide reasons against the programs . Once 
we have found a set of shared principles to govern decisions about 
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health policy, the remaining task is to apply the principles correctly . 
Partly this will involve empirical investigation . For instance, if someone 
worried that the ACA will result in “death panels” and will thus be 
inefficient, then that objection can be countered with straightforward 
factual information . After clearing up these factual matters, what will 
remain are cases where the programs like the ACA will genuinely cre-
ate real-world problems, such as the risk of expanding debt and fiscal 
risk . This means that there are some reasons for the program and 
also some legitimate reasons against, and we can finish the case for 
guaranteed access only by arguing that the reasons in favor outweigh 
the reasons against . By completing all of these tasks, we would have 
made a broadly appealing, populist case for guaranteed access to 
health insurance . It would appeal to shared, defensible values, and it 
would address the real-world reasons that some Americans oppose 
expanded coverage .

Public and Private Mental health Benefit Disparities after 
the affordable Care act
Stacey A. Tovino, JD PhD, University of Nevada, Las Vegas, Las Vegas, NV

objectives
1 . Attendees will better understand how three federal laws, includ-

ing the Mental Health Parity Act of 1996, the Paul Wellstone and 
Pete Domenici Mental Health Parity and Addiction Equity Act of 
2008, and the Affordable Care Act of 2010, attempted to achieve 
greater equality between mental and physical health benefits .

2 . Attendees will better understand the mental health benefit dis-
parities that will remain even after the full implementation of the 
Affordable Care Act .

3 . Attendees will become acquainted with clinical, legal, historical, 
philosophical, and ethical arguments that can be used to chal-
lenge remaining mental health benefit disparities .

In this presentation, I will make clinical, legal, historical, philosophical, 
and ethical arguments against the mental health insurance benefit 
disparities that will remain in public healthcare programs and private 
health plans even after the full implementation of the Affordable 
Care Act on January 1, 2014 . As background, three federal laws—
the Mental Health Parity Act of 1996, the Paul Wellstone and Pete 
Domenici Mental Health Parity and Addiction Equity Act of 2008, and 
the Affordable Care Act of 2010—have attempted to achieve greater 
equality between physical and mental health insurance benefits in 
certain health plan settings . Although these laws have eliminated 
some types of mental health benefit disparities, disparities still remain . 
In particular, certain large group health plans, certain “grandfathered” 
health plans, and certain self-funded nonfederal governmental health 
plans are not required to comply with mental health parity laws, in-
cluding essential mental health and substance use disorder benefit re-
quirements, leaving significant populations of individuals with mental 
illness with unequal insurance benefits . In this presentation, I will make 
several arguments in favor of extending mental health parity law and 
essential mental health benefits requirements to all public and private 
insureds . First, I will review the empirical literature that shows that 
untreated mental illness is associated with increases in total health-
care costs and that treatment of mental illness is associated with de-
creases in total healthcare costs . Second, I will analyze health-related 
laws outside the context of mental health insurance law, including 
disability discrimination law, civil rights and human rights law, health 
information confidentiality law, and child and adult health and welfare 
law, not one of which discriminates against individuals with mental 
illness in favor of individuals with physical illness . Third, I will examine 
both historical and current professional, state, national, and interna-
tional definitions of health and demonstrate that these definitions 
almost uniformly identify both physical and mental health as equally 

important contributors to overall health . Finally, I place current mental 
health benefit disparities within the context of the centuries-old mind-
body problem and the stigma that continues to be associated with 
mental illness . In the end, I conclude that principles of beneficence, 
nonmaleficence, and justice support the elimination of remaining 
mental health benefit disparities .

Questioning the Principle of the Least restrictive 
alternative in Public health
Yashar Saghai, PhD MA, Johns Hopkins University, Baltimore, MD

objectives
1 . Evaluate critically the three mainstream understandings of the 

principle of the least restrictive alternative .
2 . Identify and compare the advantages of a three-step decision-

procedure understanding of the principle of the least restrictive 
alternative with rival views .

A widespread assumption among public health ethicists is that all 
morally justified public health measures (laws, policies, regulations) 
ought to respect the principle of the least restrictive alternative 
(PLRA) (Coggon, 2012; Holland, 2007; Kass, 2001) . PLRA is usually 
understood as stating that public authorities must give very strong 
priority to the use of means that are the least restrictive of personal 
liberties to achieve their public health objective . Proponents of PLRA 
disagree about its scope . As a principle of U .S . constitutional law, 
PLRA’s function is to provide enhanced protection to fundamental lib-
erties only (“narrow PLRA”) . In contrast, many public health ethicists 
believe constitutional PLRA is not protective enough of other liber-
ties (Gostin, 2008) . They believe that this principle should constrain a 
wider range of public health interventions than fundamental liberties . 
In fact, many argue that PLRA should be applied to all coercive inter-
ventions (“broad PLRA”) (Upshur, 2002) or even to all public health 
measures (“ubiquitous PLRA”) (Nuffield Council on Bioethics, 2007) . 
In this paper, I oppose broad and ubiquitous PLRA, but I also reject 
narrow PLRA . I defend the view that PLRA should instead be seen as 
a three-step decision procedure requiring public health authorities to: 
(1) determine the legitimacy of the public health goal they consider 
pursuing; (2) guarantee that the relationship between the means of 
the intervention and its ends is strong enough; and (3) be in a posi-
tion to demonstrate that they have minimized the infringement of 
that intervention in proportion to the importance of the liberty inter-
est at stake . I argue that the application of the decision procedure 
varies depending on which liberties are deemed more important than 
others according to a particular theory . Theorists with different com-
mitments might use my understanding of PLRA by plugging in their 
view of which liberties matter most . My own view is that a defensible 
version of PLRA should be combined with the tripartite division of 
liberties that I defended in an article jointly written with Madison 
Powers and Ruth Faden . According to this theory, liberties are vital, 
consequential or nonconsequential for leading a life that is, in its 
broad shape, self-determining . My understanding of PLRA would not 
require that public authorities systematically prefer less restrictive to 
more restrictive influences if a legitimate public health measure inter-
feres with nonconsequential liberties . I thus contend that contempo-
rary public health ethicists invoke a version of PLRA with too wide a 
scope . A broad or ubiquitous PLRA does not protect the right kind 
of liberty interests and requires public health practitioners to shoul-
der an impossibly heavy burden of proof, namely to prove that any 
intervention they are contemplating to implement actually minimizes 
restrictions on any liberty interests .
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PANEL SESSION (340)
What’s in a name? the Past, Present, and future of Medical 
humanities
Gretchen A. Case, PhD MA, University of Utah School of Medicine, Salt Lake City, 

UT
Delese Wear, PhD, Northeastern Ohio University, Rootstown, OH
Sally Shigley, PhD, Weber State University, Ogden, UT
Therese Jones, PhD, University of Colorado Anschutz Medical Campus, Aurora, 

CO

objectives
1 . Identify important terms and names used in the history of the hu-

manities’ long association with medicine and medical education .
2 . Analyze the impact of particular names on the intellectual and 

practical parameters of the field .
3 . Discuss whether best practices should exist for naming as the 

field moves forward .
This panel discusses the many names that have been associated with 
our field and how changes in nomenclature reflect the work we do . 
Those of us in the medical and health humanities often feel belea-
guered and diminished by the demands to calculate the value of what 
we do in terms of quality improvement or measurable outcomes . 
However, there are notable indicators that, in spite of our internal bat-
tles over who we are and what we do and external battles over why 
we matter, ground-breaking scholarship and educational initiatives 
are actually on the increase .

“Oh, the humanit(ies)!”: From Introduction to Inclusion . Presenter 1 
states that in 1937, E . E . Reinke calls for “leavening technical training 
with a liberal education” at Vanderbilt University School of Medicine . 
In 1944, the medical humanities “begin” as a nascent art therapy 
movement in the England when Adrian Hill publishes Art Versus 
Illness, describing the use of art to treat patients in a tuberculosis san-
atorium . In 1947, George Sarton uses the term medical humanities in 
a journal devoted to the history of science, medicine, and civilization . 
Two decades later, the first Department of Humanities in a medical 
school is established at what is now Pennsylvania State University’s 
Hershey College of Medicine . Small-group seminars were based on 
the three disciplines of religion, history, and philosophy; literature was 
added in 1969 .

Parsing the Power of Names . Presenter 2 will explicate the practical 
and symbolic valances of the names used to describe health humani-
ties historically: literature and medicine, medical humanities, and 
health humanities . What associations do health professionals and hu-
manities scholars have with the various names, and what are the so-
cial, political, and epistemological implications for each? What are the 
implications for programs that started in medical school if “medical” is 
dropped from the name? Does that empower other allied health pro-
fessionals or make programs more vulnerable to budget cuts?

Staking Claims and Naming Territories . Presenter 3 will discuss how 
we go forward as scholars and teachers . We are faced with questions 
of representation that begin—but do not end—with what we call our-
selves . Does “health humanities” better represent what we already do, 
or is it an attempt to broaden our goals? What about terms like pro-
fessionalism or humanism or even ethics, which we may not claim as 
our own but are invariably assigned to our work? How do we satisfy 
the practical need to define and explain our work as a whole while 
distinguishing among the many fields of study that make up that 
whole?

PANEL SESSION (341)
innovation through tradition: rediscovering the 
“humanist” in the “Medical humanities”
Julie E. Kutac, MA, University of Texas Medical Branch, Galveston, TX
Andrew M. Childress, PhD MA, University of Texas Medical Branch, Galveston, TX
Rimma Osipov, BA, University of Texas Medical Branch, Galveston, TX
Stephanie L. Darrow, BA, University of Texas Medical Branch, Galveston, TX

objectives
1 . Introduce the studia humanitatis as an origin narrative of the 

medical humanities .
2 . Explain what the tradition of Renaissance humanism can offer to 

the medical humanities as an educational and cultural project .
3 . Define how the study of Renaissance humanism open opportu-

nities for deep moral reflection, education, and interdisciplinary 
dialogue in the practice of the medical humanities .

This panel grapples with a question that is both fundamental and of-
ten overlooked: What do we mean when we call ourselves “medical 
humanists” and our practice “medical humanities?” Often confused 
with “secular humanism,” the work of the medical humanist is some-
times misinterpreted as simply one way of distinguishing oneself from 
those who work in the “hard” sciences . To others, medical humanities 
is often misunderstood as a project intent on restoring some lost “hu-
manity” within the practice of medicine and science . As developing 
medical humanists, we continually engage with these questions of 
identity . The first panelist will look at medical humanities through the 
lens of its origin narratives . What kinds of origin narratives do medi-
cal humanists ascribe to their field? How, in turn, do these disparate 
narratives shape the field and its practitioners’ work? Looking at the 
medical humanities as a movement that originated during the turbu-
lent 1960’s, this presentation will then focus on a group of scholars 
who were drawn to a particular origin narrative: that of the studia 
humanitatis and of Renaissance humanism . Just as the educational 
curriculum of the studia humanitatis served to empower Renaissance 
humanists to become introspective scholars who worked to make 
sense of a radically contingent world, the wisdom forged in this past 
era of profound cultural, epistemological, and intellectual transfor-
mation made for a compelling vision of how the medical humanities 
could also respond to the urgent ambiguities within modern science 
and medicine . The second panelist will discuss the studia humanita-
tis and its development in more detail . After introducing important 
figures within Renaissance humanism, the panelist will discuss how 
Petrarch’s particular response to deep suffering shaped the forma-
tion of the humanist curriculum . The studia humanitatis employed the 
study of texts combined with a contemplative, reflexive knowledge of 
the self . Humanism did not just promote the acquisition of facts but 
also engendered ways of being and knowing that harnessed emotion 
to the betterment of the self and the movement toward truth . This 
methodology united rhetoric and moral philosophy in order to make a 
person both intellectually sound and morally virtuous, all to the ends 
of practical engagement within the polis . The last panelist will dis-
cuss how the educational goals of the studia humanitatis are relevant 
for today’s medical humanist . In response to the new scholasticism 
of medical education as a project of developing technical compe-
tence, training in the interdisciplinary methodology of the medical 
humanities offers a means for developing the moral and dialogical 
self . Studying this tradition places one within a multifaceted and inter-
generational conversation about the nature of the human condition . 
Medical humanists combine a range of disciplinary perspectives and 
bring them to bear on various areas of moral inquiry related to medi-
cine . From this interdisciplinary training, medical humanists emerge 
able to synthesize diverse perspectives and show how they converge 
on moral issues in patient care or medical research . This training en-
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ables medical humanists to engage with healthcare providers as cul-
tural interlocutors committed to the goal of preserving the integrity 
of medicine as a moral career .

PAPER SESSION (342): RELIgION
Physicians’ religious Beliefs and Communication in 
Pediatric end-of-Life Care
Lori B. Bateman, MA, University of Alabama–Birmingham, Birmingham, AL
Jeffrey Michael Clair, PhD, University of Alabama–Birmingham, Birmingham, AL

objectives
1 . Explore the ways that pediatric physicians’ religious beliefs affect 

their communication with parents of children who are at the end 
of life .

2 . Evaluate the impact that pediatric physicians’ religious beliefs 
have on their care of dying children .

Studies indicate that religion continues to influence the worldview of 
both physicians and patients . Although much has been written about 
how the worldviews of patients affect their illness journeys, physicians 
are perceived as being objective interpreters of data (Curlin, 2008; 
Curlin et al ., 2005) . However, if medicine is a “moral enterprise,” reli-
gious beliefs no doubt affect physicians’ decisions in conscious and 
unconscious ways . Although little research has been done on how the 
religious orientation of physicians shapes their clinical practice, recent 
studies indicate that religious differences among physicians may ac-
count for much of the variation in medical care in controversial issues, 
including end-of-life (EOL) care (Christakis & Asch, 1995; Curlin, 2008; 
Wenger & Carmel, 2004) . In this research, we focus specifically on how 
religion affects physician-parent EOL communication . Good communi-
cation between physicians and parents is crucial to reaching the goals 
of EOL care with an emphasis on palliative care . In fact, clinical com-
munication has the potential to ensure parent and patient autonomy 
in decision making while also upholding the principle of beneficence 
in providing honest information about prognosis and the plausibility of 
available treatments . It also implies being empathetic to the patient’s 
and family’s emotional needs (Levetown & American Academy of 
Pediatrics, 2008; Salmon & Young, 2009) . It seems that if physicians’ 
religious beliefs affect their willingness to engage in certain EOL prac-
tices, such as the withholding or withdrawal of care, their communica-
tion with the child’s parents about these options would be influenced 
as well . Participants were recruited from a simulation study that was 
examining physician-parent communication in EOL pediatric patients . 
The current research naturally grew out of that study in order to attend 
to deeper questions related to EOL communication . From March to 
October 2012, we conducted one-on-one narrative interviews with 17 
participants who were either pediatric critical care or pediatric emer-
gency medicine physicians . The main interview question was “How has 
your background influenced the way you take care of dying children 
and their families?” Many of the physicians discussed in detail how their 
religious beliefs shaped their patient care . The data generated in this 
portion of the study led to further questions and topics that we wanted 
to explore with our participants, and so we interviewed our participants 
again between March and May 2013 . We asked them directly about 
their religious beliefs in addition to moral distress and personal pain 
they experience in their practice of caring for dying children . All inter-
views were transcribed by the principal investigator and then coded 
in two phases, according to the guidelines of grounded theory . Our 
preliminary results indicate that religious beliefs do indeed have the po-
tential to affect pediatric physicians’ approaches to EOL care, including 
their communication with parents . We believe that this investigation 
has the potential to provide significant insight into interventions that 
could promote better care for dying children and more positive interac-
tions between physicians and caregivers .

understanding Clinical Miracle-Language: a taxonomy
Trevor M. Bibler, MTS MA, Vanderbilt University, Nashville, TN

objectives
1 . Put forward four unique ways that the severely ill use the term 

miracle .
2 . Show the shortcomings of current responses to clinical miracle-

language .
Clinicians have recently developed practical strategies for dealing 
with families who imagine that a miraculous event will heal their loved 
one . According to these practical strategies, the clinician may reassess 
the patient’s understanding of her prognosis, work with the patient to 
redefine the nature of miracle, emphasize the communal aspects of a 
just use of medical resources, or constructively question the features 
of a God who rescues individuals . These responses are helpful insofar 
as they are practical suggestions for overworked clinicians, but these 
responses are inadequate because they do not take into account 
the robust and often fluctuating nature of “the miraculous” as used 
by patients and their loved ones . In this paper I construct a theoreti-
cal taxonomy of folk-conceptions of the miraculous, as found in the 
experiences of the very ill . Four distinct invocations of the miraculous 
constitute this taxonomy: the political, doxological, existential, and 
tragic . (1) The political use of miracle has little to do with observable 
theological struggles . When people employ theological concepts 
politically, questions of authority become paramount . These patients 
or families are not struggling with divine action or their place in the 
world; instead, the term affords an opportunity of influence . (2) The 
doxological use of miracle occurs when one responds to traumatic 
illness with uncritical praise of God or God’s plan . We find such ac-
counts in pop-spiritual memoirs (e .g ., Self’s From Medicine to Miracle) 
and news reports featuring “miracle babies” and their assured par-
ents . Firm and confident conceptual schemes buttress both the politi-
cal and the doxological invocation of miracle . (3) When a patient uses 
miracle in the existential sense, we find her trying to reconcile illness 
with God’s perfection . The speaker questions and doubts Providence . 
She finds no easy answer to the question, “Why would God do this to 
me?” Although the miracle hoped for never occurs, the afflicted per-
son eventually comes to integrate self, God, and world into a coherent 
scheme from which to live . Therefore, in this sense, disappointment 
serves a pedagogical function, eventually . (4) With the tragic use of 
the term, we find the patient or the patient’s loved one unable to in-
tegrate suffering into a coherent conception of self and world . Here 
we find a sense of self dissolving because she cannot understand how 
such events could be part of Providence . Tragic events occur when 
the world of the afflicted no longer makes sense; that is, he cannot 
find a foundation from which to act, believe, and live . If healthcare 
teams hope to adequately respond to the invocation of God’s heal-
ing powers in clinical settings, they must first discern how the term 
functions for the patient or her family member . Theological terms 
are intricate and complex . They have been colored by experience, 
and concepts such as miracle exist as facets of a system . Clinicians 
are mistaken when they treat every mention of God or miracle as a 
monolithic assertion that can be addressed with preestablished strat-
egies . My paper aims to correct this myopic view .

an ethics survey of religious Beliefs and reproductive 
Counseling Practices of Clergy
Kevin E. Voss, PhD MDiv DVM, Concordia University Wisconsin, Mequon, WI

objectives
1 . Demonstrate differences and similarities between Conservative 

rabbis, Roman Catholic priests, and Lutheran Church–Missouri 
Synod pastors regarding their beliefs and counseling practices 
about in vitro fertilization and prenatal genetic testing .
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2 . Explain why there is a need for directive, morally guided repro-
ductive counseling by congregational clergy .

3 . Argue that clergy of each faith tradition need to take seriously 
the duty to be competent in their professions by seeking clergy-
specific education in reproductive counseling .

A 112-item survey was mailed to 1,300 congregational clergy affiliated 
with the Conservative branch of Judaism, the Roman Catholic Church, 
and the Lutheran Church–Missouri Synod to determine their views 
about reproductive counseling conducted by clergy . Five sections of 
the questionnaire used a Likert scale to measure the clergy’s attitudes 
about the moral status of the human embryo, in vitro fertilization 
(IVF), prenatal genetic testing (PGT), clergy counseling needs, and re-
productive counseling . Two sections of the survey employed a binary 
scale (yes, no) to measure clergy experiences and counseling practic-
es regarding IVF and PGT . One section used 10 multiple-choice ques-
tions to test general knowledge of the clergy on the topics of human 
reproduction and genetics . A demographics section requested data 
about gender, age, state of residence, years of postsecondary educa-
tion, highest academic degree, years in ministerial or rabbinical work, 
current position, frequency of counseling sessions, religious affiliation, 
and personal experience with specific genetic diseases . Descriptive 
statistics were reported for demographic variables; Kruskal-Wallis H 
tests, one-way ANOVAs, and multiple regression analyses were car-
ried out . The final response rate of the survey was 33 .7%; 29 .6% of re-
spondents were Jewish, 45 .0% Lutheran, and 25 .4% Catholic . Almost 
90% of respondents possessed a master’s degree or higher . They 
indicated that they are in demand to provide counseling on reproduc-
tive technology, but they do not provide it very often; many clergy 
hesitate to provide reproductive counseling because their knowledge 
of reproductive technology is limited . Resources and educational pro-
grams for congregational clergy regarding IVF and PGT are needed . 
The results of this study confirm assumptions derived from the lit-
erature review that directive, morally guided reproductive counseling 
provided by congregational clergy is needed, but in order for that 
counseling to be effective, clergy of each faith tradition need to take 
seriously the duty to be competent in their professions by seeking ap-
propriate clergy education in reproductive counseling . This education 
needs to keep clergy current, not only in theological foundations, but 
also in the latest scientific findings concerning IVF and PGT . Because 
of their disparate beliefs, educational programs need to be estab-
lished for each of the three religious groups .

PANEL SESSION (343)
shortages and “hard triage” in Pediatrics: Moral Courage 
required
Donald J. Brunnquell, PhD, Children’s Hospitals and Clinics of Minnesota, 

Minneapolis, MN
Debjani Mukherjee, PhD, Northwestern University, Chicago, IL
Michael Sprehe, MD MPH, Children’s Hospitals and Clinics of Minnesota, 

Minneapolis, MN
Heather Gillen, Children’s Hospitals and Clinics of Minnesota, Minneapolis, MN

objectives
1 . Develop a practical response to rationing between two patients 

who each need a lifesaving medication in shortage when an 
insufficient supply exists for both patients .

2 . Explore whether a coherent account of the use of appreciating 
the benefits of life can be used as the basis for rationing can be 
used within a framework of justice and respect for persons .

Medication shortages in pediatrics raise questions about the basic 
goals of health care and complicate our conceptions of social justice 
and equity . Our pediatric hospital recently faced a less than 24-hour 
supply of lifesaving medication, and our ethics service was asked 
to develop an approach to making a rationing decision between 

two patients, one of whom would likely die without the medication . 
Previous attempts to delineate criteria for such decisions by Rosoff 
(2012) and Hurst and Danis (2007) are helpful but do not reach a 
level of specificity useful in guiding actual decisions . This panel dis-
cussion will examine and critique an attempt to develop a protocol 
for addressing a medication shortage that would allow for transpar-
ency and guide clinicians to make decisions that very few healthcare 
providers ever want to make . Prevention of death, minimization of 
illness, or enhancement of human flourishing as goals of health care 
lead to different implications and priorities . We argue that fairness, 
often considered a primary good in health care, is actually an instru-
mental good in relationship to these goals . We outline conditions that 
must be met before a rationing decision between two patients could 
be made (e .g ., exhausting possible suppliers and optimizing supply 
usage and alternatives) . Initially, a fundamental decision is required 
between a plan for random distribution (meeting goals of fairness) or 
reasoned distribution (meeting goals of optimizing nonmaleficence 
and beneficence) . We reject random distribution plans, such as lotter-
ies or first-come/first-served plans, as meeting none of the goals of 
health care, and we attempt to develop a reason-based rationing plan . 
This plan includes fair distribution but recognizes that all three basic 
goals imply minimizing random elements of triage . Selecting preven-
tion of death or minimization of illness prioritizes minimizing harms, 
but benefits are also taken into account by considering enhancement 
of human flourishing . It is this optimization of benefit that challenges 
generally accepted definitions of fairness in shortage situations but 
also provides a reasoned basis for decisions in lifesaving circumstanc-
es . In this session, we will examine the premise that the ability to ap-
preciate benefit by the individual is a condition that could be applied 
in rationing decisions . This introduces neurodevelopmental issues into 
the decision and challenges the typical presumption that level of con-
sciousness and mental ability are not relevant to the rationing choice . 
Using a threshold approach to determination of a level of awareness, 
above which all persons are considered to have the same ability to ex-
perience the benefits of human life, we suggest that years of survival 
with least anticipated morbidity to the typical development of the 
person be used as a criterion for making choices between individuals . 
A multidisciplinary panel including an acute care physician, a parent 
who has faced medication shortage for her child, an ethics consultant, 
and a psychologist from another institution with expertise in disability 
ethics will examine and critique this practical response to a healthcare 
dilemma that many hospitals may increasingly face .

PAPER SESSION (344): RESEARCH, TECHNOLOgY, 
AND gENETICS
genomic information in the electronic Medical record: 
Public hopes, Concerns, and expectations
Jennifer B. McCormick, PhD MPP, Mayo Clinic, Rochester, MN
Karen Maschke, PhD, The Hastings Center, Garrison, NY

objectives
1 . Describe the hopes, concerns, and expectations of research 

participants in a pharmacogenomic proof-of-principle study 
about incorporation of genomic/genetic information into their 
electronic medical record .

2 . Describe the understanding of research participants of a phar-
macogenomic research study that includes incorporation of the 
participants’ drug metabolism gene variant information into their 
electronic medical record .

Pharmacogenomics offers the potential to personalize drug therapy 
to a particular individual, thereby contributing to safer, more efficient 
disease management . As such, the incorporating information about 
an individual’s genetic makeup into the electronic medical record 
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(EMR) is occurring more . An individual’s DNA, or genetic identity, 
holds a privileged place in the minds of many, similar to the place of 
the human brain . This exceptionalism, coupled with notions of genetic 
determinism, causes some individuals to have concerns about having 
more of their genetic information placed into their medical record . 
Indeed, the Genetic Information Nondiscrimination Act (GINA) was 
placed to help placate these concerns; yet GINA is not an end-all-be-
all—for example, it does not protect individuals from discriminatory 
actions from life insurers and long-term disability insurers . To explore 
the hopes and concerns individuals might have about having their 
genetic information in their EMR, we took advantage of a pharma-
cogenomics proof-of-principle study (parent study) occurring at our 
institution aimed at (1) identifying the drug metabolism genetic vari-
ants in participants using a platform from the Pharmacogenomics 
Research Network (PGRN) and (2) placing that information into the 
participants’ EMR . We specifically sought to determine participants’ 
understanding of the parent study’s aims and process and to iden-
tify reasons influencing these individuals’ decisions to participate (or 
not participate) in the parent study . We sent a paper survey with 52 
close-ended questions to 300 individuals who consented to partici-
pate in the parent study, 300 who refused to participate in the parent 
study, and 300 who did not respond to the parent study recruitment 
mailings . Questions were designed to: (1) identify factors influenc-
ing survey respondents’ decisions to participate (or not participate) 
in the parent study on genomic information in the EMR; (2) deter-
mine hopes, concerns, and expectations of having their genomes 
sequenced in the context of the parent study; (3) determine their un-
derstanding of, and views about, basic concepts about genetics and 
genomics; and (4) identify survey respondents’ understanding of the 
parent study protocol . This presentation will present data from the 
survey (>50% response rate total, and within each subgroup of par-
ticipants) as well as from semistructured interviews we will conduct 
with individual survey respondents who have indicated they are will-
ing to be interviewed .

Medicine: Machine or human Profession? the effects of 
technique on the Practice of Medicine and a few Modest 
Proposals for their amelioration
Joseph P. Gibes, MD MBioethics, University of Chicago (NorthShore) Family 

Medicine Residency, Gurnee, IL

objectives
1 . Understand the category of technique, and its salient character-

istics as described by Jacques Ellul .
2 . Describe both the salubrious and the detrimental effects of tech-

nique on the practice of medicine .
3 . Consider ways to preserve the technique’s benefits while offset-

ting its ill effects .
For modern medicine, it is the best of times, and it is the worst of 
times . The techniques and technologies of medicine have allowed us 
to gain extraordinary control over nature and over diseases that have 
beset humankind through the ages, but patients and healthcare pro-
viders alike complain of the increasingly impersonal, and sometimes 
dehumanizing, nature of medical care . Yet the driving force bringing 
about the magnificent achievements in medicine is the same one re-
sponsible for bringing about those changes which we experience as 
dehumanizing: technique . Technique is a category not often perceived 
or spoken of, yet it is critical that we recognize it; because if we do 
not recognize it, we cannot control it . As medicine becomes ever 
more technicized, technique, unrecognized and uncontrolled, can act 
to destroy the nature of medicine as a human profession, transform-
ing it into a standardized, quantified, machine-like activity, driven by 
efficiency and maladjusted to human beings, both those who practice 
it and those whom it is supposed to serve . In this paper, I will analyze 

the category of technique (and its subset, technology) and its effects 
on the practice of medicine, relying heavily on Jacques Ellul’s descrip-
tion of technique . I will then explore ways to remedy the problems 
that technique causes while preserving the good that it achieves, in 
such areas as evidence-based medicine and its misapplication, the 
electronic medical record, and reproductive technologies . The role of 
narrative in counteracting the pernicious effects of technique will be 
highlighted .

subversive subjects: rule-Breaking and Deception in 
Clinical trials
Rebecca S. Dresser, JD, Washington University, St. Louis, MO

objectives
1 . Identify forms of surreptitious rule-breaking by clinical trial sub-

jects .
2 . Describe the ethical implications of subject rule-breaking .
3 . Evaluate different approaches to reducing rule-breaking by trial 

subjects .
Research subjects don’t always conform to research requirements . 
When their personal interests conflict with the demands of participa-
tion, some subjects surreptitiously break the rules . These subjects 
are subversive; they undermine the research endeavor . Subjects 
themselves, and the journalists and scholars who write about them, 
describe subversive behavior by normal volunteers and patients en-
rolled in clinical trials . Researchers also report finding various forms 
of rule-breaking by subjects . But because relatively few studies adopt 
measures to detect rule-breaking, the behavior often goes unnoticed . 
And some rule-breaking is, as a practical matter, undetectable . In 
some cases, independent verification is impossible . In others, verifica-
tion would require researchers to adopt costly and intrusive monitor-
ing procedures that few subjects would tolerate . In rejecting the re-
strictions research imposes, subversive subjects diminish the value of 
research results . From one vantage point, subversive subjects engage 
in unethical behavior . They create risks to themselves and others; they 
also disregard ethical responsibilities to adhere to research agree-
ments and tell the truth . At the same time, subversive subjects expose 
ethical problems in the design and conduct of clinical trials . Features 
of the research environment create fertile ground for subject subver-
sion . Intensified policing and guidance are two common strategies for 
reducing subject subversion, but collaborative reforms are a morally 
preferable approach to the problem . Like computer hackers, subver-
sive subjects have something valuable to teach the authorities . With 
the help of subversive subjects, researchers can develop a system 
that genuinely values study participants and strengthens their com-
mitment to the research endeavor .

PAPER SESSION (345): HISTORY/RESEARCH ETHICS
“something of an adventure”: Postwar nih research ethos 
and the guatemala stD experiments
Kayte Spector-Bagdady, JD MBioethics, Presidential Commission for the Study of 

Bioethical Issues, Washington, DC

objectives
1 . Analyze what role the National Institutes of Health (NIH) review 

structure played in the approval and conduct of the Guatemala 
experiments on sexually transmitted disease (STD) .

2 . Apply lessons learned from the federal funding of the Guatemala 
STD experiments to current ethics education .

Since their revelation to the public, the STD experiments in Guatemala 
from 1946 to 1948 have earned a place of infamy in the history of 
medical ethics . Expert analysis has found little scientific value to the 
experiments as measured by current or contemporaneous research 
standards . Such an obvious case of research malfeasance, which 
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violated research norms in place both in the past and now, has been 
uniformly repudiated . But if the Guatemala STD experiments were 
so “ethically impossible,” why did the U .S . government approve their 
funding in the first place? Much of the blame for the STD experiments 
has been directed at John C . Cutler, a senior surgeon at the Public 
Health Service and the lead investigator in Guatemala . The events in 
Guatemala did not just happen, however, because a rogue scientist 
exploited a loophole in an underdeveloped administrative scheme . 
The experiments were generated and supported by a structured 
grant system and defined research environment . This structured 
research grant system was the new NIH dual-review system . The 
World War II contract process of directed research gave way to an 
NIH grant process encouraging scientific freedom under the Division 
of Research Grants . This paper argues that tension existed at that 
time between the need for a system of governmental oversight and 
the desire to foster free scientific inquiry . The push toward scientific 
freedom, coupled with a lack of attention to serious conflicts of inter-
est at the grant review level, did not offer sufficient protection to the 
subjects of federally funded research . The failure to address these 
tensions adequately was a major element leading to the eventual 
corruption of the Guatemala experiments . The inaugural NIH study 
section recommended approval of the Guatemala STD experiments 
at its first meeting . Although the Division of Research Grants required 
annual reports from its grantees, the Guatemala researchers were 
able to time their more questionable experiments so as to evade de-
tailed reporting . Without the extensive regulatory structure currently 
in place, this NIH grant review process left protection of research 
subjects almost exclusively to the virtue of individual researchers . The 
needs to reconcile governmental oversight of research with scientific 
freedom and to mitigate conflicts of interest in targeted areas requir-
ing specialized expertise are issues that continue to challenge human 
participant research . In fact, the dual-review NIH structure in use to-
day was founded on this moral tradition of freedom for the scientist 
above all else . This paper concludes that although current research 
regulations are designed to prevent the abuses perpetrated on the 
subjects of the Guatemala STD experiments, it takes a comprehensive 
understanding of research ethics through professional education to 
achieve the long-standing ideal of the responsible investigator and 
ensure ethical research under any regulatory scheme .

from unification, registration: the genesis of research 
subject registries
Alison Bateman-House, MA MPH, Columbia University, New York, NY

objectives
1 . Describe the structure and the goals of the French and UK 

research subject registries and of the VIP Check International 
registry .

2 . Identify the ethical and scientific concerns about “professional” 
research subjects, “clinical trial tourism,” and overvolunteering .

3 . Explain how the creation of the European Union was linked to 
heightened anxiety about clinical-trial tourism .

Before being tested for efficacy in patients, experimental drugs and 
treatments are given to a small number of healthy people in a strictly 
controlled environment so that researchers can evaluate the safety 
of the new drug or treatment, identify its side effects, and determine 
a safe dosage range . This type of clinical testing is known as Phase 1 
research . In 2011, two prominent voices in American medicine, David 
Resnik and Greg Koski, called for the creation of a national registry 
for Phase I research participants in the United States . They laid out 
the need for such a registry as follows: thousands of people serve as 
healthy volunteers for Phase I clinical trials; their motivation is money; 
they have a financial incentive to conceal recent or concurrent trial en-

rollment that would, if known, disqualify them from enrollment; hence 
there is a need for a national registry for healthy volunteers in Phase 1 
clinical trials . In arguing for the need for a U .S . registry, Resnik and Koski 
noted the presence of national research subject registries in the UK and 
France . I discuss those national registries and an international (though 
primarily European) registry called VIP Check International . I situate 
the impetus for the creation of these registries in Western Europe in 
the late 1980s, and I argue that the registries were an expression of 
anxiety about the impending creation of the European Union (EU) . 
Clinical researchers feared that opening national borders to the citizens 
of the other EU member states would enable individuals to move from 
country to country for the purpose of participating in paid Phase I 
studies . Such a scenario would be dangerous to the research subjects 
and would taint the data being collected . At first blush, the creation of 
a research subject registry seems a progressive step toward protect-
ing the health of subjects; however, an examination of the history of 
these registries reveals that the impulse motivating the creation of such 
registries was primarily defensive, seeking to protect both the existing 
practice of clinical research and the validity of scientific data in a time 
when change was feared and anticipated .

Workplace hypersusceptibility screening in the 1970s and 
Discrimination Based on “genetic Makeup”
Janet E. Childerhose, PhD, The Research Institute of McGill University Health 

Center, Montreal, QC, Canada

objectives
1 . Learn about preemployment, hypersusceptibility screening in the 

1970s and the responses that it generated .
2 . Understand why this practice generated limited concern about 

the risk of Americans experiencing discrimination based on ge-
netic makeup .

3 . Understand how this practice could be considered an “entry 
point” to contemporary concern about genetic discrimination .

This paper is part of a broader genealogical account of why the con-
temporary problem of genetic discrimination has been portrayed as a 
significant barrier to the uptake of personalized medicine and partici-
pation in genomic research and also a civil rights problem requiring 
passage of a federal law . Before 1992, genetic discrimination did not 
exist as a discrete problem in the United States . But the roots of con-
cern about Americans’ being denied entitlements on the basis of their 
genetic makeup were present in what sociologist Troy Duster has 
called multiple “entry points” to the contemporary problem of genetic 
discrimination . In this paper, I draw on archival research and interviews 
with scientists to examine one such entry point—preemployment, 
hypersusceptibility genetic screening practiced by the chemical and 
manufacturing industries during the 1970s—and explore the critical re-
sponses that it generated . Much like the mandatory sickle cell screen-
ing of African Americans instituted in the 1970s, workplace screening 
illustrates how the enthusiastic embrace of screening technologies 
to predict future illness could be used against individuals who were 
healthy carriers of Mendelian traits . Although workplace screening 
generated substantially less attention and criticism than sickle cell 
screening programs, I argue that this was an important episode in 
the genealogy of genetic discrimination because it fostered a new 
awareness that healthy Americans who were not African American 
or members of ethnic groups could nonetheless be denied employ-
ment because they harbored genetic markers of disease . Despite this 
impact, workplace screening, like sickle cell screening before it, did 
not provoke a political consensus that Americans at large were at risk 
of experiencing discrimination because of their genetic makeup . In 
this paper, I explore some reasons that this practice did not generate 
widespread concern and that this episode of discrimination has been 
eclipsed by the contemporary problem of genetic discrimination .
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4:30–5:30 PM
CONCURRENT SESSIONS

PAPER SESSION (346): CLINICAL ETHICS/
CONSULTATION
factors related to ethics Consultation Volume and related 
attitudes at u.s. Children’s hospitals
George Hardart, MD MPH, Columbia University, New York, NY
Mindy Lipson, MPH, Manatt Health Solutions, New York, NY

objectives
1 . Gain understanding of the status of ethics consultation volume 

at U .S . children’s hospital and the factors that are associated with 
increased volume .

2 . Learn about the attitudes of pediatric clinical ethicists regard-
ing hospital credentialing of clinical ethics consultants and the 
incorporation of consult volume as a criterion for credentialing .

Interest in hospital credentialing of clinical ethicists has increased in 
recent years and the number of hospitals with credentialing policies 
is growing . Hospitals are developing credentialing criteria without the 
benefit of established criteria and without many published studies 
on the subject . The number of consults conducted by individuals has 
been incorporated into credentialing criteria, although little is known 
about the minimum volume of consults required to achieve clinical 
competency . Most freestanding children’s hospitals perform fewer 
than 10 consults per year, and little is known about the factors associ-
ated with consult volume or the views of pediatric ethicists on the 
subject . The objectives of this study were to: (1) measure the consult 
volume at U .S . children’s hospitals, (2) identify the factors associated 
with consult volume, and (3) determine the views of pediatric ethics 
consultants regarding consult volume as a clinical criterion for cre-
dentialing .

Methods: The study population was all U .S . children’s hospitals with 
at least 100 beds identified through the National Association of 
Children’s Hospitals and Related Institutions (NACHRI) that were de-
termined to have a dedicated pediatric ethics consultation service . 
The study was a cross-sectional, internet based survey of the best 
informants at these hospitals .

Results: Forty-eight of 56 hospitals responded to the survey (86%) . 
The median number of consults conducted per year was 8 (range 
1–57) . The median number of consults performed per individual con-
sultant per year was 2 . Factors univariably associated with consult 
volume were: salary support of the consultation service (p = 0 .0015), 
the frequency of periodic didactic ethics lectures by ethics commit-
tee members (p = 0 .0011), the frequency of ethics consultants infor-
mally visiting the hospital wards (p = 0 .0073), the presence of ethics 
consultants who were also practicing clinicians in the hospital (p = 
0 .017), and the ethics consultation service utilizing a call schedule (p 
= 0 .003) . After multivariable modeling that included hospital size and 
the number of ICU beds, the significant factors that remained were 
salary support (p = 0 .0011), the use of a call schedule (p = 0 .0006), 
and the frequency of didactic lectures (p = 0 .0027) . Seventy-eight 
percent of respondents believe that quality of ethics consultation is 
directly related to the number of consults conducted, and 68% sup-
ported minimum standards for number of consults performed in a 
credentialing policy . Overall, 64% expressed support for credentialing 
of hospital ethicists .

Conclusions: The number of pediatric ethics consultations conducted 
at U .S . children’s hospitals is low . Salary support of hospital ethicists, 
the utilization of a call schedule by the consultation service, and fre-
quent didactic lectures on ethics topics are associated with increased 

numbers of pediatric ethics consults . The pediatric ethicists that 
responded to this survey supported hospital credentialing of ethics 
consultants as well as minimum standards for the number of consults 
performed as a credentialing criterion .

Values, Quality, and evaluation in ethics Consultation
Lucia D. Wocial, PhD RN, Indiana University Health/Indiana University School of 

Nursing, Indianapolis, IN
Paul Helft, MD, Indiana University, Indianapolis, IN
Mary A. Ott, MD MA, Indiana University, Indianapolis, IN
Elizabeth E. Molnar, BA, Indiana University School of Medicine, Indianapolis, IN

objectives
1 . Identify key elements of an evaluation program for ethics consul-

tation .
2 . Discuss the impact of ethics consultation on healthcare provid-

ers’ values .
Background: Ethics consultation provides a necessary and vital ser-
vice to the hospital community . This presentation will review the 
results of a research project designed to evaluate the ethics consul-
tation service (ECS) at our organization in relation to the American 
Society for Bioethics and Humanities (ASBH) recommendations for 
quality monitoring of ethic consultation . In particular, this research 
explored the impact of ethics consultation on healthcare providers’ 
personal values when faced with ethically challenging patient care 
situations .

Methods: An initial assessment of previous ECS activity provided data 
to guide a more detailed “real time” evaluation of the ECS . During a 
1-year study period, activities of the ECS were tracked in real time . 
Any member of the healthcare team involved in an ethics consultation 
was invited to participate in an online anonymous survey . Participants 
who self-identified as the requestor of the ethics consultation were 
asked specific questions about the nature of their request for assis-
tance . Forty-eight randomly selected individuals who completed the 
online survey also participated in semistructured interviews .

Results: Physicians, nurses, social workers, and other profession-
als participated in the study . More than 80% of respondents agreed 
that the ethics consultant’s recommendations were consistent with 
institutional values and their personal values . In more than 50% of 
the surveys, participants indicated that the consultation clarified their 
values or the values of the patient/patient’s family . More than 90% 
of survey respondents had an overall positive experience with the 
ECS . Healthcare providers felt supported and respected by the ECS . 
Seventy-five percent of respondents reported that the ethics consul-
tation increased their confidence in the patient’s plan of care . Most 
requestors reported contacting the ECS because they had ethical 
concerns about the plan of care or the behavior or attitude of a care 
provider .

Discussion: Participation in ethics consultation may lead to better 
understanding of the ethical issues and provide an opportunity for 
clarification and self-examination of healthcare providers’ values . The 
ECS provided healthcare professionals with reassurance in the plan of 
care for patients .

Why Bioethics needs a Disability Moral Psychology and 
epistemology
Joseph A. Stramondo, MA, Michigan State University, East Lansing, MI

objectives
1 . Uunderstand an argument for why the historical conflict that 

exists between the disability movement and field of bioethics is 
the result of subtle but important differences in moral reasoning 
and perception between disabled and nondisabled people rather 
than merely a difference in ideology .
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2 . Understand an argument for how the field of bioethics has been 
established as a “zone of distrust” that is morally alienating to 
disabled people and how this moral alienation has produced the 
historic conflict between the disability movement and the field of 
bioethics .

A careful study of the field of professional bioethics’ encounters with 
disability activism reveals a sustained pattern of conflict that spans 
the full breadth of bioethical topics . After briefly describing the emer-
gence of this tension, I will argue that it is not merely a conflict be-
tween two insular communities of disability activists and bioethicists 
but a conflict between those who have experienced disability and 
those who have not . That is, I maintain that it is a mistake to think of 
this conflict as arising from a difference in ideology or political com-
mitments, because it is a much deeper difference, one rooted in moral 
psychology and epistemology . Further, I will argue that, because the 
dominant moral framework of bioethics has been constructed around 
the moral psychology and epistemology of nondisabled people, dis-
abled people often feel alienated from the project of bioethics, which 
has been constructed as—to borrow a term from Margaret Urban 
Walker—a zone of distrust for them . To create a zone of trust within 
bioethics for disabled people, the profession must fully develop new 
understandings of bioethics’ core moral concepts and principles that 
arise from the experience of disability, and recenter the discipline 
on these revisions . Only this sort of full-scale remodeling of bioeth-
ics’ core moral principles—taking into account the moral knowledge 
produced by life with a disability—could possibly hope to realize the 
field’s potential to truly, fundamentally critique the moral structure of 
biomedicine’s practices and institutions . Although I do claim that sub-
tle differences in moral psychology and epistemology have produced 
these tensions between disabled and nondisabled people evaluating 
bioethical dilemmas, the field will be able to progress past these con-
flicts only when all bioethics is disability bioethics .

PANEL SESSION (347)
hand feeding: Moral obligation or elective intervention
Carol R. Taylor, PhD RN, Georgetown University, Washington, DC
Robert Barnet, MD MA, Georgetown University, Washington, DC
Gerrit K. Kimsma, MD MPh, Radboud University Medical Center, Nijmegen, 

Gelderland, Switzerland
Laura J. Bishop, PhD, Georgetown University, Washington, DC

objectives
1 . Evaluate the philosophical justification for honoring surrogate 

requests not to hand feed institutionalized individuals who are 
cognitively impaired—able to eat and swallow safely, but whose 
brains fail to tell them to bring food and drink to their mouths .

2 . Analyze whether hand feeding cognitively impaired individuals 
who are able to eat and swallow safely but whose brains fail to 
tell them to bring food and drink to their mouths is obligatory 
care, like paying attention to hygiene or assisting with toileting or 
an optional intervention .

“Don’t feed him, please . Bring the tray and set it in front of him . But 
if he doesn’t eat, don’t help him . He would never want to live this 
way .” Increasingly, nurses caring for institutionalized individuals with 
cognitive impairments are being asked not to hand feed residents 
who are capable of eating safely but whose brains fail to tell them to 
bring food and drink to their mouths . Behind these requests is usu-
ally a loving family member worn down by the relentless ravages of 
Alzheimer’s disease or another dementia . Surprisingly, professional 
caregivers lack consensus about whether hand feeding is part of 
basic nursing care like paying attention to hygiene and helping with 
toileting or instead, an optional intervention, like ventilatory support, 
which may be forgone if a valid surrogate requests no hand feeding . 

In a recent survey in a large hospice, professional caregivers were 
split almost 50/50 when asked if they would honor a request not to 
hand feed . Those in favor of honoring these requests generally offer 
as a rationale respecting the autonomous preference of a resident as 
communicated by a valid surrogate using the substituted judgment 
standard . In some instances, an advance directive refusing medical 
nutrition and hydration in select circumstances was offered as proof 
that the resident would not want to be hand fed, although the direc-
tive did not address hand feeding . Several professional caregivers 
went so far as to say that they were amending their own advance 
directives to state that if they were ever in a similar situation they 
would not want to be hand fed . Those opposed to honoring requests 
not to hand feed were especially troubled when residents seemed 
to enjoy eating . They believe that if they honor these requests, they 
are definitely causing death by failing to do something they are obli-
gated to do . Further complicating the issue have been recommenda-
tions to families who want someone not to be hand fed to take the 
resident home where they can do as they please . Those who believe 
that everyone should be hand fed are then in the position of having 
to decide whether or not to report such a family to adult protective 
services . Although this panel will address the specific concern about 
hand feeding, the underlying issue of what care is owed cognitively 
impaired individuals will serve as a backdrop . One family member 
recently opined, “Society is soon going to have to decide what to do 
about all the people we are warehousing .” The three dual-degree pre-
senters with expertise in medicine, nursing, philosophy, and ethics will 
use case studies and discussion to explore the phenomenon of hand 
feeding . The presenters will be able to provide an international per-
spective because one is from a European country where euthanasia is 
legal . Participants will be asked to share how they believe ethics con-
sultants should respond to requests for clarification about how best 
to respond to requests not to hand feed residents who are capable of 
eating and swallowing safely but who require assistance .

PANEL SESSION (348)
health Disparities and Public health ethics at the Centers 
for Disease Control and Prevention
Drue H. Barrett, PhD, Centers for Disease Control and Prevention, Atlanta, GA
Leonard W. Ortmann, PhD, Centers for Disease Control and Prevention, Atlanta, 

GA
Ana Penman-Aguilar, PhD MPH, Centers for Disease Control and Prevention, 

Atlanta, GA
Cynthia Cassell, PhD, National Center on Birth Defects and Developmental 

Disabilities, Centers for Disease Control, Atlanta, GA

objectives
1 . Describe the broader social justice issues raised by health dis-

parities .
2 . Describe programmatic efforts and strategies to address health 

disparities being explored at CDC .
At the Centers for Disease Control and Prevention (CDC), the Public 
Health Ethics Unit focuses on ethical analysis and decision making 
for public health practitioners and policy makers, while various other 
CDC programs and centers address health disparities . Addressing 
health disparities and their underlying social determinants entails 
engaging communities, collaborating with administrative sectors 
outside of public health, and fostering structural transformation . The 
first presenter will address the question of why public health ethicists 
do not collaborate more with those who address health disparities . 
Consideration will be given both to the broader question of whose 
proper task this is and to the social justice rationale for addressing 
health disparities . Some suggestions will be offered about how to 
holistically support this rationale and increase public health ethicists’ 
collaboration with those who directly address health disparities . The 
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other presenters will examine efforts to address health disparities in 
two different CDC centers and offices . One presenter will examine 
how addressing health disparities depends on defining and opera-
tionalizing the goal of achieving health equity . Health equity can be 
defined as attaining the highest level of health for all people . Attaining 
it requires valuing everyone equally, eliminating health and healthcare 
disparities, and sustaining targeted societal efforts to address health 
inequities and historical and contemporary injustices . If health ineq-
uities reflect differences in health outcomes and their determinants 
between segments of the population that are unfair and avoidable, 
then operationalizing this definition requires morally evaluating what 
is unfair and judging what is avoidable . This creates a tension be-
tween valuing the health of all and addressing injustices that differ-
entially affect some populations, thus raising the question of whether 
all disparities can be eliminated . This presenter will focus on how the 
CDC, as the nation’s leading prevention agency, plays two key roles in 
fostering health equity: shedding light on health disparities through 
measurement and identifying evidence-based strategies for address-
ing health disparities . The third presenter will focus on potential sta-
tistical biases in data analysis . Many health and vital statistics records 
track race and ethnicity but rely on self-reporting and use different 
classificatory schemas . Because of confidentiality concerns, data are 
often collapsed from small minority populations into other categories . 
These actions may distort disease prevalence and incidence rates, 
thus decreasing funding for research, prevention efforts, and screen-
ing and treatment programs, targeting these groups . How race and 
ethnicity are captured and categorized may need to change to accu-
rately portray and measure health outcomes, such as mortality, mor-
bidity, and access to and quality of care among these populations . 
This session will focus on children with special healthcare needs and 
explore how public health can engage these issues and raise justice 
and health equity concerns .

PAPER SESSION (349): JUSTICE
hepatitis e Vaccine Clinical trial in nepal: exploitation of 
Vulnerable Populations and other ethical Concerns
Wendy A. Cook, MSN RN, University of Washington, Seattle, WA

objectives
1 . Examine concerns about the exploitation of vulnerable popu-

lations of research participants in a hepatitis E clinical trial in 
Nepal .

2 . Become familiar with the concerns of those who criticized the 
research ethics of this trial .

In the early 2000s, U .S . military researchers and a major pharma-
ceutical company collaborated in the development of a hepatitis E 
vaccine that was tested in Nepal, one of the world’s poorest nations . 
Hepatitis E, a primarily water-borne disease caused by the hepatitis 
E virus, is prevalent in Nepal . Because there is no curative treatment 
and consequences can be serious, it is important to prevent hepatitis 
E infection through basic sanitation as well as vaccine development . 
Testing initially included as subjects the disadvantaged citizens of 
Lalitpur, Nepal, until local nongovernment organizations and com-
munity leaders opposed participation because of concerns about 
exploitation . The study was redesigned to include military personnel 
as subjects, and 2,000 Royal Nepal Army (RNA) members volun-
teered to test the vaccine . The research received criticism for alleged 
research ethics violations . A primary concern was the questionable 
inclusion of vulnerable populations of research participants . The study 
as originally proposed (with citizens of Lalitpur) and as conducted 
(with RNA members) involved the unjustified inclusion of vulnerable 
populations . Because there were no provisions for how participants 
would benefit from the research, it appeared that both groups repre-

sented convenient populations sought for their high rates of hepatitis 
E virus exposure . The population serving to test a drug should ulti-
mately benefit from the drug if it is found useful . It was never clear 
who stood to benefit from the research, and it was questionable 
whether the groups involved would benefit at all . Some questioned 
the appropriateness of collaboration between U .S . military research-
ers and the RNA, an organization with documented international 
human rights violations . Study sponsors were criticized for failing to 
support infrastructure development in Nepal by offering immediate 
solutions to prevent disease such as improving sanitation and water 
safety . Study sponsors failed to provide for benefit-sharing with the 
human subjects contributing to the research . Critics noted delays 
in reporting results, which went unpublished until 2007 . Though 
the study demonstrated the vaccine’s safety and efficacy, develop-
ment was not continued . In 2012, a different hepatitis E vaccine was 
introduced by Chinese investigators but is currently available only 
in China . Unfortunately, the people of Nepal remain without a hepa-
titis E vaccine . A brief analysis of Declaration of Helsinki, Council for 
International Organizations of Medical Sciences, U .S . Federal Code, 
and Belmont Report guidelines and regulations pertaining to vulner-
able populations and applicability to the hepatitis E trial will be in-
cluded . The hepatitis E clinical trial received approval by multiple ethi-
cal review committees (ERCs), highlighting the need to avoid overreli-
ance upon ERC approval to ensure compliance with ethical standards . 
Such approval does not guarantee that research is free of unethical 
elements and does not ensure that those beyond the ERC, such as 
outside scientists, the general public, or proposed participants, will 
not view the research as unethical or exploitative . Through reflection 
upon clinical trials such as the hepatitis E vaccine trial in Nepal, one 
can gain insight into the challenges of designing and conducting re-
search deemed ethically sound not only by the researchers and ERCs 
but by those beyond .

Do adult Children have Moral obligations to Care for their 
elderly Parents?
Thomas McDonald, MD MSc, Beth Israel Deaconess Medical Center, Boston, MA

objectives
1 . Enrich our understanding of the obligations that adult children 

have to care for their elderly parents .
2 . Explore the theoretical basis for these obligations from the per-

spective of virtue ethics .
3 . Specify four limits to these obligations .
Many cultures have moral traditions specifying that adult children 
have obligations to their elderly parents . These filial obligations are 
thought to include small things such as taking a parent to a doctor’s 
appointment as well as large things such as taking care of a par-
ent with Alzheimer’s disease . The latter is especially relevant in our 
society, given the 3–4 million Baby Boomers who will turn 65 every 
year for the next 15 years . This huge increase in the elderly population 
poses new challenges both to the healthcare system and to bioeth-
ics . Although it is commonly accepted that filial obligations exist, 
the theoretical basis for these obligations is unclear . It is important 
to note that these obligations are not based on consent: we do not 
choose to be our parent’s child . Various thinkers (e .g ., Jane English, 
Mark Wicclair, and Norm Daniels) have explored this issue . English ar-
gues that filial obligations stem from an ongoing friendship between 
the parent(s) and the adult child(ren); Wicclair asserts that gratitude 
is the basis for such obligations; and Daniels considers the family to 
be a social construct in which its various members give and receive 
care . This paper will begin by critically examining the arguments of 
English, Wicclair, and Daniels . It will contend that none of their views 
is able to account for one of our most common intuitions about filial 
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obligations, namely, that these obligations are not contingent upon 
something like friendship or gratitude . This paper will then assert that 
a virtue ethics approach to the question of filial obligations is able to 
account for this common intuition . To date, very little work has been 
done on filial obligations from the perspective of virtue ethics . This 
paper will offer a new view on filial obligations by exploring whether 
filial love should be considered a virtue in its own right . In particular, it 
will consider whether filial love is different from charity . This paper will 
then explore what limits there might be to filial obligations . For exam-
ple, are these obligations still binding if one had (or has) bad or even 
abusive parents? Four limits will be discussed . This paper will close by 
noting two obstacles that must be overcome before filial love can be 
considered a virtue in its own right .

the Dark side of the spoon: increases in funding for 
addiction treatment
Nicholas G. Zautra, MA, Arizona State University, Tempe, AZ

objectives
1 . Identify ethical challenges concerning increases in funding for 

addiction treatment .
2 . Gain an understanding of the costs and benefits associated with 

increases in funding for addiction treatment .
There is a growing scientific consensus on the importance and ef-
fectiveness of treatment for addiction, which is now recognized as a 
chronic relapsing brain disease . According to the Substance Abuse 
and Mental Health Services Administration’s (SAMHSA’S) National 
Survey on Drug Use and Health, 23 .5 million persons aged 12 years or 
older in the United States were considered to need addiction treat-
ment in 2009 (9 .3% of persons 12 years or older) . Of these, only 2 .6 
million (11 .2%) of those who needed treatment received it at a treat-
ment facility . Proponents of closing the gap between the need for 
treatment and availability of services say public and state funding 
is far less than what is needed and should be increased . Skeptics of 
addiction treatment, however, are not so certain . Inpatient treatment 
has a very low lifetime success rate (1%–5%) coupled with a high cost 
($10,000–$50,000 for 30 days), no standard guidelines for regulating 
treatment, and a lack of follow-up studies . In addition, dissenters raise 
the larger ethical question that if individuals such as addicts willfully 
endanger their health, is it reasonable for the state to pay for the con-
sequences? Applying the theory of utilitarianism to these ethical di-
lemmas surrounding increases in the funding of addiction treatment, 
I analyze arguments from both camps in order to offer an answer 
to the normative question: Should initiatives to increase federal and 
state funding for addiction treatment be supported? Utilitarianism (as 
opposed to other ethical theories) is applied to this case for its effec-
tive ability to offer concrete advice and enrich policy discussions on 
the moral conflict surrounding treatment for addiction . Utilitarianism 
is used to simplify this complex ethical dilemma by utilizing its single 
ultimate rule—maximize well-being—which allows the consideration of 
dynamic factors that might not be accounted for otherwise . Although 
moral philosophers bring up problems with consequentialist theories 
such as their demanding degree of self-sacrifice, failure to account for 
partiality, and intermittent request to commit injustice, I will not at-
tempt to address or refute these issues; they are not the focus of this 
presentation . Utilitarianism will be used not to prove or disprove with 
any certainty the support for or abstention from increases in funding 
for addiction treatment—because a large part of every government 
decision regarding spending is concerned not only with what might 
promote or increase well-being, but with the protection of individual 
liberty—but to offer clear advice and broaden the discussion on this 
pressing issue .

PAPER SESSION (350): PROFESSIONALISM
exploring the next frontier: Clinical ethics for the 
Physician’s office
Marianne L. Burda, MD PhD, Independent, Wexford, PA

objectives
1 . Describe a comprehensive clinical ethics program for the physi-

cian’s office, including education, implementation, and evaluation .
2 . Discuss unique challenges and barriers to a clinical ethics pro-

gram in the physician’s office setting .
3 . Compare similarities and differences between ethics issues and 

value conflicts encountered in the physician’s office versus the 
hospital setting .

Clinical ethics activities (education, consultations, policy development, 
and closing ethics quality gaps) traditionally occur in the hospital and 
inpatient settings where the sickest patients and most ethically chal-
lenging issues and cases are usually located . But medicine is increas-
ingly emphasizing shifting patient care to the outpatient setting and 
physician’s office whenever possible . The advent of accountable care 
organizations, patient-centered homes, insurance reimbursement 
based on quality instead of quantity of care, telemedicine, and contin-
ued advancements in pharmaceuticals and technologies will contribute 
to this trend . Even as clinical ethics struggles to gain an active and vis-
ible presence in some hospital and inpatient settings, it must keep up 
with the changes occurring in health care and expand to the next fron-
tier: the physician’s office . Crucial conversations and decisions about 
which potentially lifesaving treatment and care patients pursue or 
decline frequently take place in the physician’s office . Many day-to-day 
routine office activities include ethics issues that physicians and office 
staffs may never think about, for example, conflicts of interest associat-
ed with the sale of medications and products to patients . Office staffs, 
especially if located off the main health system campus or employed 
by a private physician practice, can be somewhat isolated and unaware 
of where to turn when value conflicts arise . Educational opportunities 
may be few and far between . Office quality and safety initiatives may 
not include identifying and closing ethics quality gaps, resulting in 
missed opportunities to improve the overall quality of care for patients . 
This presentation outlines a clinical ethics program for the physician’s 
office setting, drawing on office safety and quality initiatives as devel-
opment sources . The office clinical ethics program consists of three 
parts: education, implementation, and evaluation, each of which will be 
discussed in detail . Unique barriers and challenges to implementing of-
fice clinical ethics programs include the number of offices, their varying 
locations and schedules, the diversity of staffs and specialties, and the 
ownership of physician practices . Utilization of technology, media, and 
other creative tools to help overcome these challenges and barriers, 
especially with providing ethics education, will be described . Although 
integrated health systems can require employee participation in clinical 
ethics office programs, no regulatory standard compels private physi-
cian practices to initiate this type of program . Unlike quality and safety, 
accreditation by professional organizations and financial incentives 
from insurance companies are not currently available to entice private 
practice physicians to participate in a clinical office ethics program . 
Strategies to encourage participation at the individual practice, profes-
sional medical organization, and regulatory levels will be explored . One 
such strategy involves health systems providing clinical ethics office 
programs to affiliated private physician practices, because high-quality 
ethics programs in the office setting will prevent many inpatient eth-
ics issues . Benefits of establishing clinical office ethics programs will 
be detailed, including the potential for fewer value conflicts between 
patients and providers, improved communication and shared decision 
making, and a decrease in unwanted care and use of healthcare re-
sources in both the office and hospital settings .
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healthcare Providers’ experiences supporting Culturally 
Diverse Patients and families through Complex healthcare 
Decisions
Kim Taylor, MA, University of British Columbia, Vancouver, BC, Canada
Alice Hawkins Virani, PhD, University of British Columbia, Vancouver, BC, Canada
Anita Ho, PhD, University of British Columbia, Vancouver, BC, Canada

objectives
1 . Reflect on healthcare providers’ reports on barriers and resourc-

es to supporting diverse patients and families in making complex 
healthcare decisions .

2 . Examine notions of cultural competence and supportive decision 
making .

3 . Discuss how healthcare systems might mitigate barriers and 
engender an inclusive care approach for diverse populations .

Background: In recent decades, the primacy of respect for autonomy 
in Western bioethics has led to various legal requirements and formal-
ized attempts to promote patients’ self-determination and to protect 
them from potential exploitation . Nonetheless, healthcare providers 
(HCPs) continue to face challenges in working with patients, long-
term care residents, and families in making healthcare decisions that 
respect people’s agency . 

Purpose: This presentation reports on findings from a larger study 
funded by the Canadian Institutes of Health Research on the inter-
secting social, contextual, cultural, and systemic factors affecting 
patients/families of diverse cultural backgrounds’ ability to make 
complex healthcare decisions . This presentation explores barriers to 
supportive decision making and resources to accommodate diverse 
values and experiences from the standpoint of HCPs .

Methods: In-depth semistructured interviews were conducted with 
a range of HCPs (N = 23) in an urban Canadian city . Interviews were 
audio recorded and transcribed verbatim (average 45 minutes) . 
Grounded theory informed the thematic analysis . Constant compara-
tive techniques were employed by three researchers to compare 
data with data and categories with categories throughout all coding 
stages using NVivo 9 software .

Results: This presentation focuses on three notable areas of the 
HCPs’ experiences: (1) Challenges working with diverse populations . 
Challenges included not only bridging gaps with patients who are 
distrustful of Western healthcare and language barriers but also other 
subtle obstacles that had profound impacts on HCPs’ relationship 
with patients/families that have not been fully explored in the litera-
ture . These included the inability to engage in spontaneous conversa-
tions at the bedside with non-English-speaking patients/families, the 
constraints of bringing linguistic interpreters into formalized meet-
ings, and a lack of cultural brokers . (2) HCPs’ cultural competence 
training . Few participants (33%) reported having any cultural com-
petence training, yet most found it a superficial, “Band-aid” approach 
that was insufficient in preparing them with the necessary tools to 
engage in supportive decision making with diverse populations . Most 
participants reported having developed practice-based skills by shad-
owing experienced mentors skilled in building rapport and communi-
cating with diverse patients . (3) Recommendations to support diverse 
populations . Cultural competence training was identified as only one 
element to supporting patients/families . Rather, participants focused 
on building capacity within and across institutions by providing ma-
terials on important healthcare information in multiple languages and 
with visual aids, improving access to service-specific expertise (e .g ., 
pastoral care, ethics services, risk management), collaborating with 
community leaders as cultural brokers and for guidance, and creating 
interactive e-learning tools with comprehensive lists of culturally ap-
propriate services available locally .

 Discussion and Conclusion: Our findings indicate that the challenges 
HCPs face in supporting diverse populations through complex health-
care decisions cannot be addressed solely through individual-level 
means, such as cultural competence training . As indicated by one of 
our participants, this approach will not repair these deeply rooted 
problems; rather, more systemic approaches are also required in order 
to engender inclusive and supportive care environments for diverse 
populations .

“getting Burned” stories: Conflict, Catastrophizing, and 
Clinician Discomfort in Pain Management
Megan Crowley-Matoka, PhD, Northwestern University, Chicago, IL

objectives
1 . Describe and analyze the emotional registers and narrative 

genres characteristic of clinician discourse concerning pain man-
agement .

2 . Explore the clinical and ethical consequences for both patients 
and clinicians of this highly charged pain-related discourse .

Pain is the most common reason for seeking medical care and is an 
elemental human experience . Yet pain management remains a deeply 
contentious area of clinical practice, one where clinicians and patients 
often feel pitted against one another and filled with frustration . Part 
of the problem is the fundamentally, even radically, subjective nature 
of pain . Stubbornly resistant to objective measurement by medicine’s 
many means for rendering bodily harm reassuringly visible and hence 
“real,” pain remains an area of considerable clinical uncertainty . Such 
clinical uncertainty about pain’s presence is further deepened by the 
controversies surrounding its management, with entrenched constitu-
encies simultaneously decrying the under- and over-treatment of pain 
with equal fervor . Further complicating (and often moralizing) such 
debates are the various risks perceived to accompany one of the pri-
mary tools in the pain management arsenal, opioid analgesics . These 
include risks to the patient (of addiction), to society (of misdirection 
for illicit use), and to the prescribing clinician (of regulatory oversight 
and sanctions) . Such a fraught state of affairs in pain management is 
clearly, and troublingly, consequential for patients . But it also, as this 
paper explores, has serious clinical and ethical implications for clini-
cians themselves . Against this contentious backdrop, this paper draws 
on ongoing ethnographic research to explore how clinicians contend 
with pain in their everyday practice and how those pain-related expe-
riences shape their sense of professional and moral self . This institu-
tional review board–approved study involved extended shadow ob-
servations and in-depth interviews with clinicians in primary care and 
emergency care settings . In all, 42 clinicians across two urban aca-
demic medical centers participated in this research, portions of which 
have also been shared with and enriched by presentations to other 
clinician colleagues around the country . In tracking how clinicians 
frame the place of pain in their daily practice, the heightened emo-
tional registers and distinctive narrative genres that often characterize 
this discourse are ubiquitous and striking . Indeed, vividly somaticized 
expressions of distaste and distress, as well as frequently recounted 
stories of “getting burned” by deceptive pain patients emerge with 
insistent regularity in clinician discourse . Most clinicians agree that 
“problem pain patients” represent a tiny proportion of their overall 
practice, yet such “getting burned” stories seem to exert an imagina-
tive power that far exceeds their clinical incidence . This imaginative 
pull might be usefully analogized to the notion of “catastrophizing” 
sometimes used to describe how patients may become dispropor-
tionately fixated on fears about their pain . Seen as a form of catastro-
phizing, such highly charged and often adversarial clinician discourse 
seems not merely a flexing of all-too-familiar medical power but also 
an expression of deeply felt vulnerability . Intriguing here is the way 
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the very notion of “getting burned” works to deftly shift focus from 
the pain of the patient to the unease of the clinician, expressed in a 
language of embodied suffering . This is a discursive move with critical 
clinical and ethical consequences, one that calls us to attend seriously 
both to the disservice this does to the patient pain it thus elides and 
to the genuine clinician distress it signals .

PANEL SESSION (351)
Photography as narrative
Muriel Lederman, PhD, Virginia Tech, Blacksburg, VA
Mary DeShazer, PhD, Wake Forest University, Winston-Salem, NC
Mary D. Lagerwey, PhD RN, Western Michigan University, Kalamazoo, MI
D. Micah Hester, PhD, University of Arkansas for Medical Sciences, Little Rock, AR

objectives
1 . Appreciate the use of photography as a valid narrative medium .
2 . Appreciate the breadth of subjects that can be addressed using 

photography as narrative .
3 . Appreciate the ethics that accompany using photography in a 

narrative context .
The earliest conceptualization of narrative medicine focused on us-
ing the written word to describe the lives of those who are ill and the 
lives of their caregivers . Since then, other forms, such as theater and 
a variety of visual arts, have been accepted as legitimate media for 
storytelling; this panel will focus on photography as narrative . In On 
Photography (1973), Susan Sontag writes, “Photographs alter and 
change our notions of what is worth looking at and what we have 
the right to observe . They are a grammar, and even more impor-
tant, an ethics of seeing .” These words nicely frame the talks in this 
panel . Just as tools for narration have broadened, we will expand the 
subjects subsumed under the rubric of medicine to include history 
and memory . The first presenter shows how the flourishing of the 
international eugenics movement was aided by developments in the 
scientific use of photography . By the early days of the 20th century, 
photography was believed to represent and indeed constitute reality 
and increasingly served as evidence . It was an ideal tool for defining 
the unfit—criminal types, the “feeble-minded,” and generations of 
“degenerates .” Photographs facilitated a quick grasp of eugenic ideol-
ogy among the public and popularized constructed ideals of eugenic 
perfection . Employing perspectives from the Frankfort School and 
critical discourse analysis, this paper examines the form, content, ab-
sences, and contexts of photography at Better Baby and Fitter Family 
contests at state and county fairs in the United States Midwest in the 
early 20th century . The second presenter will compare, in the context 
of an ethics of commemoration, the visual representations of breast 
cancer in photographs of Susan Sontag by Annie Liebovitz and pho-
tography of Stephanie Bynam by Charlee Brodsky . The focal photo-
graphic collections are Liebovitz’s A Photographer’s Life (2006) and 
Brodsky’s Knowing Stephanie (2003) . This presenter uses theories of 
ethical photographic representation by Roland Barthes, Sontag, and 
Marianne Hirsch and feminist theories of embodied memorialization 
by Griselda Pollock and Judith Butler as grounding points for her 
presentation . The third speaker considers the grammar that Sontag 
mentions: in writing, the grammar is the organization of words; in 
photography, the photographs are the words, and thus the immediate 
means of “letting the body speak for itself .” She claims that current 
society sanitizes declining health and dying; one function of written 
or spoken narrative within the family and society at large is to substi-
tute for the actual lived experience and also to soften our reaction to 
reality . An image of illness can come as a shock but may remove an 
impediment to direct communication . This presenter suggests that 
photography may be the most egalitarian medium to promote under-
standing of those afflicted: There are no preconceptions of race, class, 

or gender to color the viewer’s reaction . Moral issues on a personal 
and societal level are woven into all three presentations: Who is a le-
gitimate visual chronicler? Who decides the end to which images are 
used? What are the rights of the photographed subjects?

PAPER SESSION (352): RESEARCH ETHICS
randomized Clinical trials in Maternal-fetal surgery: Who 
is the Patient and Why it Matters
Julie Emberley, MD, Memorial University of Newfoundland, St. John’s, NL, 

Canada

objectives
1 . Understand and appreciate the complexities in determining clini-

cal equipoise for randomized trials of maternal-fetal surgery .
2 . Discuss competing theories for who should be considered the 

research participant in these trials .
3 . Explore arguments for why the mother should be considered the 

sole research participant .
Increasingly sophisticated prenatal screening has made it possible 
to detect many serious conditions long before the birth of affected 
fetuses . Fetal surgery has the potential to reduce morbidity and mor-
tality from conditions such as spina bifida, sacrococcygeal teratoma, 
and congenital diaphragmatic hernia . Many experts believe that ran-
domized controlled trials are necessary to determine whether fetal 
surgery is superior to traditional postnatal management for these 
conditions . Controversy surrounds the benefits of maternal-fetal sur-
gery; however, its proponents have reason to be optimistic . Azdick 
and colleagues (2011) showed that prenatal surgery for spina bifida 
reduced the need for shunting of hydrocephalus and improved motor 
outcomes at 30 months of age . These results have renewed enthusi-
asm for the development of novel fetal surgical techniques, which will 
likely lead to more clinical trials of maternal-fetal surgery in the future . 
However, many of the unique ethical questions raised by random-
ized controlled trials of maternal-fetal surgery remain unanswered . 
The determination of clinical equipoise, an essential criterion for any 
ethical research study, is clouded by disagreement as to who is the 
research subject: the pregnant woman, the maternal-fetal unit, or the 
fetus alone . This presentation will explore the arguments for each po-
sition and describe the current state of debate . Although some argue 
otherwise, I submit that it is essential that the pregnant woman be 
considered the sole research participant and that the risk-benefit ratio 
be determined on the basis of maternal interests alone . Considering 
the pregnant woman as the subject of the trial, it is clear that she will 
encounter significant risk to her own health and future reproductive 
well-being without experiencing any direct physical benefit . Maternal-
fetal surgery requires the woman to undergo two surgeries, a classic 
caesarean section in order to facilitate fetal surgery, followed by a 
second caesarean section to deliver the baby . Moreover, the woman 
must deliver all future pregnancies by caesarean section because of 
the risk of uterine rupture, a potentially life-threatening condition, as a 
result of having had the classical caesarean section in the first place . 
Psychosocial benefits to pregnant women undergoing maternal-fetal 
surgery have been inadequately explored and need to be researched 
further before such women can make an informed risk-benefit deter-
mination . Without data to support the long-term maternal psycho-
social benefits of fetal surgery, there is little evidence to support the 
idea that pregnant women benefit from fetal surgery . Rather than re-
jecting the prospect of maternal-fetal surgery trials on this basis, this 
presentation will explore why they should be undertaken, provided 
the scope of long-term outcomes is widened to take into account im-
provements in maternal socioeconomic and psychological well-being 
in order to inform future risk-benefit calculations and determinations 
of equipoise . Because more maternal-fetal surgery trials will be under-
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taken in the future, it is essential that the scientific community come 
to a consensus on who is the patient in these trials in order to ensure 
ethical research .

exploiting altruism in human subjects research
Trisha B. Phillips, PhD, Mississippi State University, Mississippi State, MS

objectives
1 . Describe the exploitation of altruism .
2 . Provide guidance on identifying and preventing the exploitation 

of altruism in human subjects research .
Many people think that exploitation is not a widespread problem in 
human subjects research because most people volunteer for altruistic 
reasons . That is, people volunteer for studies in order to help other 
people, so they are not exploited when other people gain and they 
do not . Many studies have challenged the first assumption in this ar-
gument, that subjects are motivated by altruism . These critics claim, 
indeed some present evidence, that subjects are motivated to partici-
pate for reasons other than altruism, for example, a desire for health-
related benefits or material goods . If subjects seek material or non-
material benefits through their participation, then they are vulnerable 
to exploitation . This paper is not concerned with monetary or health-
related exploitation, but instead with the possibility of exploiting altru-
ism . It therefore challenges the second assumption, that people who 
are motivated by altruism cannot be exploited . It shows that people 
who are motivated by altruism can be exploited, and it identifies the 
conditions under which such exploitation occurs . Because it can be 
difficult to recognize this problem in human subjects research, this 
presentation begins with a fictional case study of a charity that pro-
vides care for hospitalized veterans . When presented with the back-
ground features of the case, most members of the audience will feel 
that people who donate to this charity are wronged in some way, and 
the presentation will then provide the analytical tools to show that the 
wrong in this case is exploitation . Using Alan Wertheimer’s theory of 
exploitation in which A exploits B when A gains in a way that is unfair 
to B, as well as Joel Feinberg’s insights on the causes of exploitation, 
the presentation will identify the basic model of exploiting altruism . 
However, altruism cannot be easily assimilated to market models of 
fairness, so difficulty will remain in understanding and identifying 
what fairness requires in altruistic transactions . Here, Wertheimer’s 
notion of the “best alternative to negotiated transaction” will be use-
ful in showing how a charity can exploit the altruism of its donors . The 
presentation then shows that this type of exploitation is both possible 
and a cause for concern in human subjects research . Using examples 
from social science research and clinical trials, especially those involv-
ing second-generation, “me too,” and medical cosmetic therapies, 
this presentation shows that it is possible to exploit altruism in human 
subjects research . It also explains why this type of exploitation is ethi-
cally problematic . Ultimately, it concludes with some practical advice 
for researchers and institutional review boards on how to identify and 
prevent the exploitation of altruism .

am i (still) a human research subject? evolution of Moral 
and Legal thought on the rights of Participants in novel 
forms of research
Beth E. Roxland, JD MBioethics, Hofstra University, New York, NY

objectives
1 . Identify several core tenets of human subjects research and the 

ways in which they are evolving to meet the shifting paradigms 
of new forms of stem cell research .

2 . Provide ethical arguments that support and contradict adher-
ence to traditional notions of human subjects research and show 
how adherence to these principles may affect the stem cell 

research enterprise .
Traditional notions of what it means to be a participant in human 
subjects research—and the rights attendant to such participation—are 
in the midst of a comprehensive reexamination in light of the wide-
spread use of stem cell repositories and biobanks . Although these 
repositories facilitate useful sharing among researchers and promote 
efficient domestic and international transfer of lines, these banks—
and indeed, the entire globalization of stem cell research more gener-
ally—raise a host of ethical issues concerning the original biological 
materials donor, including autonomy, privacy, and transparency . The 
enterprise challenges even the core concept of where participation in 
research begins and (potentially) ends . A basic aspect of autonomous 
decision making requires participants to provide fully informed con-
sent to the nature and type of research in which they will participate . 
Although obtaining informed consent to the harvesting and initial 
usage of the tissues from the donor is ethically appropriate, the even-
tual banking and wide distribution of cell lines derived from donors’ 
tissues make it nearly impossible for the researcher to disclose, and 
the participant to consent to, all types of future research . This issue is 
particularly acute when stem cell lines are transferred internationally, 
where jurisdictional rules may differ substantially . Another core prin-
ciple challenged by stem cell research is the right of the participant 
to withdraw from the research at any time, without prejudice . This 
fundamental right ensures that individuals retain the right to bodily 
integrity and the ability to be free of unwanted bodily intrusion . Two 
key questions regarding withdrawal arise in the stem cell context, 
however: do donors have the right to withdraw the original tissue 
from research at any time, and do donors have the right to demand 
destruction of cell lines derived from their tissue after derivation has 
occurred? Regardless of the stance taken on the right to withdraw, 
what is the import of this right if it is practically unenforceable after 
the cell lines have been banked and disseminated internationally? All 
these issues lead to the most fundamental question: Is there a point 
in the research process where the original donor should no longer 
be considered a research subject, such that their rights are either se-
verely curtailed or completely extinguished? Even if such paradigm 
shift were legally permissible, would it be ethically appropriate? This 
session will address not only how many of the existing norms of ethi-
cal research, including autonomy, privacy, and transparency, have 
become increasingly difficult to apply but how the shifting research 
paradigm has called into question whether and to what extent these 
core principles should be adhered to in the stem cell research context . 
It will explore various viewpoints and strive to find areas of consensus 
on whether intermediary rights might be granted to donors that are 
lesser than the full rights accorded to other participants, but never-
theless uphold the fundamental tenets of research participation and 
ensure the public trust in this important enterprise .

PAPER SESSION (353): NEURO/DISABILITY
functional Magnetic resonance imaging studies, social 
Justice, and the intensification of Pain stigma
Daniel Goldberg, JD PhD, Brody School of Medicine/East Carolina University, 

Greenville, NC

objectives
1 . Identify three reasons that functional magnetic resonance imag-

ing studies are not objective .
2 . Explain why functional magnetic resonance imaging studies pose 

significant risks of intensifying pain stigma .
3 . Explain why the intensification of pain stigma contravenes social 

justice .
The central claim of this paper is that novel functional magnetic reso-
nance imaging (fMRI) techniques do not and cannot provide objec-
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tive proof of pain and that their utilization for pain sufferers is much 
more likely to intensify pain stigma than to diminish it . The paper 
extends my analytic approach to central issues in neuroethics, which 
applies insights drawn from public health ethics to neuroscience . As 
I have argued, medical technologies can most fruitfully be analyzed 
beyond the micro-level therapeutic dyad, because such technologies’ 
potential to increase costs, inequalities, and adverse events produces 
significant effects on health and its distribution in human popula-
tions . The need for a population-level vantage point is even important 
with regard to medical imaging, which has proliferated dramatically 
in the United States in particular, even in paradigms of illness such as 
chronic pain, in which the evidence strongly suggests that the imag-
ing is unlikely to be of clinical benefit . Moreover, the global burden of 
pain within both global North and global South is staggering, with 
alarming epidemiologic growth trajectories in prevalence, incidence, 
and inequities along strata of race, class, and socioeconomic status . 
These inequities, which frequently track social gradients of power 
and affluence, make the distribution of pain a crucial issue of social 
justice . The available evidence also suggests that chronic pain stigma 
is both common and distributed unequally, which in turn implies that 
the most disadvantaged who bear disproportionate burdens of pain 
across the globe also face the greatest risk of being stigmatized . 
Situated in these contexts, the claims of some proponents that fMRI 
techniques can generate objective evidence of pain and thereby 
reduce pain stigma have significant ethical implications . Indeed, pro-
ponents of biologizing and geneticizing disease have made similar 
claims with regard to mental illness in particular, and there is com-
pelling evidence to the contrary . Given the immense global burdens 
of pain, analogous claims regarding the capacity of neuroimaging 
techniques to ameliorate pain stigma merit exacting scrutiny . This 
paper interrogates the concept of objectivity underlying such claims, 
rigorously defines and assesses stigma in a public health context, and 
explains why novel fMRI techniques pose a much higher likelihood 
of intensifying such stigma than alleviating it . Stigma increases hu-
man suffering and is robustly correlated with adverse health, which 
renders it a critical problem in public health ethics . Powers and Faden 
argue that their health sufficiency model of social justice prioritizes 
remediation of factors that exacerbate the “densely-woven webs of 
disadvantage” that determine health and its distribution . The paper 
concludes that application of Powers’s and Faden’s model shows 
the serious ethical deficiencies that may attend proliferation of fMRI 
studies regarding pain: because pain across the globe already tracks 
social inequities, the potential imposition of an additional significant 
social and health disadvantage (stigma) on those populations already 
bearing disproportionate burdens of pain contravenes mandates of 
social justice .

Lost in translation: the need for Cross-Disciplinary 
exchange in research on autism
Emily Y. Liu, BA, Stanford University, Stanford, CA
Lauren C. Milner, PhD, Stanford University, Stanford, CA
Mildred Cho, PhD, Stanford University, Stanford, CA

objectives
1 . Describe the variety of ways that autism spectrum disorder is 

discussed in publications from different disciplines .
2 . Relate different rhetorical framings of autism within the research 

literature to specific underlying values and overarching goals for 
research .

3 . Discuss the implications of our findings for biomedical and 
translational research communities (e .g ., for language used in 
publications) and for the concept of community engagement in 
research .

The traditional model of translational research moves from “bench 

to bedside” and focuses on the translation of research findings into 
useful clinical applications . In recent years, there has been a growing 
emphasis from researchers and policy makers on the public uptake 
of innovations resulting from translational research . Consequently, the 
current model of translational research encourages the involvement 
of lay communities in the entire research process, the aim being to 
generate data and applications that better address the needs and 
concerns of those impacted by research outcomes . The concepts be-
hind this type of engagement require a rethinking of the obligations 
and goals of research . Essential to and often assumed within transla-
tional research is the existence of shared values among scientists and 
the lay communities they seek to engage . However, for conditions 
such as autism, which are as much socially contested identities as de-
fined clinical entities, this is rarely the case . Thus, there is the potential 
for conflicts of values in determining appropriate research goals with 
relation to the treatment of the condition as well as affected indi-
viduals, which must be addressed for translational progress to occur . 
Research on autism is particularly salient to our discussion because 
of the early involvement of and significant impact had by commu-
nity stakeholders in determining research directions and priorities . 
However, despite their collective efforts in research advancement, di-
verse participant groups, including scientists and clinicians as well as 
autistic individuals and parent advocates, hold conflicting beliefs re-
garding the nature of autism and the appropriate treatment of autistic 
individuals . To examine the framing of autism by researchers and their 
implied values, we conducted a rhetorical analysis of descriptions 
of autism found within 40 research articles published in 2007–2012 
across four disciplines to understand how researchers conceptual-
ize autism and consequently prioritize research goals . The disciplines 
selected—basic science, clinical science, special education and reha-
bilitation, and disability studies—constitute fields of inquiry along the 
translational pathway important for those with autism . The image of 
autism research that emerged depicts a fractured landscape domi-
nated by incompatible models that imply specific understandings of 
autism and promote specific goals for research and treatment . Within 
our sample, basic and clinical science articles tended to discuss au-
tism as a defined pathological condition, requiring effective diagnosis 
and treatment, whereas special education and rehabilitation articles 
stressed the need for broader social supports for autistic individuals . 
Finally, disability studies articles from our sample emphasized the dif-
ficulties endured by autistic individuals as resulting from societal as-
sumptions and biases that stem from autism’s classification as a dis-
ability or clinical disorder, thereby reflecting premises of the disability 
critique . This presentation will discuss the limitations of each of these 
conceptual models and the need for moral courage and innovation in 
the creation of a translational research framework that reconciles as 
well as incorporates existing understandings of autism . We will also 
discuss the implications of these findings for translational researchers 
and those with autism, highlighting the need for translation between 
participant groups through meaningful cross-disciplinary exchanges 
within and along the translational pathway .

extracorporeal Membrane oxygenation in adults: a Primer 
for the Clinical ethicist
Ellen C. Meltzer, MD MSc FACP, Weill Cornell Medical College, New York, NY
Natalia Ivascu, MD, Weill Cornell Medical College, New York, NY

objectives
1 . Describe the typical clinical trajectory for patients on extra-

corporeal membrane oxygenation (ECMO), divided into three 
phases: initiation and resuscitation, maintenance and bridging, 
and discontinuation .

2 . Address the major decision points that arise in each phase of 
ECMO care, along with their associated ethical dilemmas, and, 
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using moral reasoning, suggest appropriate resolutions .
3 . Introduce a novel method of informed decision making with 

ECMO for physicians, patients and surrogates, one that inte-
grates a delineation of goals of care, a discussion of an antici-
pated timeline, and guidelines for withdrawal of ECMO .

ECMO is increasingly being used as life-sustaining therapy, and the 
skilled clinical ethicist must be ready to guide physicians, patients, 
and surrogates as they face the complexities of medical decision 
making with this innovative technology . We strive to help prepare 
clinical ethicists for this task . ECMO is similar to traditional heart-lung 
bypass machines, however unlike intraoperative cardiopulmonary 
bypass, ECMO can be used outside the confines of the operating 
room to provide continuous circulatory support and oxygenation via 
surgically implanted vascular catheters . While on ECMO, patients with 
severe pulmonary failure and/or cardiac dysfunction may be sup-
ported for extended periods . Many of the ethical issues surrounding 
ECMO are familiar; similar concerns certainly arise with dilemmas in-
volving withholding or withdrawing other life-sustaining technologies . 
However ECMO’s ability to provide ongoing mechanical cardiovascu-
lar support presents novel challenges . For example, this technology 
was never intended to support individuals indefinitely, because relat-
ed complications mount over time in the absence of cardiopulmonary 
recovery . Some patients who fail to recover native cardiac function 
on ECMO are not candidates for transplantation or for a longer-term 
mechanical circulatory support device . In these cases, the only pos-
sible clinical outcome inevitably involves terminal discontinuation 
of the ECMO circuit . Experience has demonstrated that this can be 
particularly problematic when patients or surrogates have religious 
or ethical objections to the discontinuation of life-sustaining therapy . 
This presentation will describe the typical clinical trajectory for pa-
tients on ECMO, divided into three phases: initiation and resuscitation . 
maintenance and bridging, and discontinuation . We will specifically 
address the major decision points that arise in each phase of care, 
along with their associated ethical dilemmas and, using moral reason-
ing, will suggest appropriate resolutions . Finally, we will introduce a 
novel method of informed decision making with ECMO for physicians, 
patients, and surrogates, one that integrates a delineation of goals of 
care, a discussion of an anticipated timeline, and guidelines for with-
drawal of ECMO . Thus, when established goals can no longer be met, 
or when ECMO no longer serves its intended purpose, patients and 
families may be more prepared for and accepting of its discontinu-
ation . As the clinical applications for ECMO expand, clinical ethicists 
will increasingly be called upon to navigate the practicalities of deci-
sion making and end-of-life care for adults in this novel context . Let 
us ensure that we are prepared .

PAPER SESSION (354): gENETICS
governing the Pre-Demented: genetic testing for 
alzheimer’s Disease in germany, the united kingdom, and 
the united states
Maggie A. Curnutte, PhD, Baylor College of Medicine, Houston, TX

objectives
1 . Show how, in the theoretical framing and approach to the sub-

ject matter, science and technology studies offers insights as to 
how nations approach bioethical issues .

2 . Show how Germany, the United Kingdom, and the United States 
have approached the governance of direct-to-consumer genetic 
testing differently .

The ethical debate over genetic testing for Alzheimer’s disease 
continues with the test’s migration into the market and across the 
Atlantic . In this case study, drawing on methodology from science 
and technology studies (STS), I trace the availability of genetic testing 

for Alzheimer’s disease in Germany, the United Kingdom (UK), and 
the United States to explore the availability of self-directed genetic 
testing in these different national contexts . An increasing number of 
private companies are harnessing the power of the Internet and the 
promise of the Human Genome Project to innovate genetic testing 
and whole genome services for consumers who are interested in “em-
powered” health care without the mediation of traditional healthcare 
professionals . To understand how direct-to-consumer genetic testing 
is playing out internationally, this case study focuses on the availabil-
ity of genetic testing for Alzheimer’s disease, because such genetic 
testing raises particular concerns about its utility, given that the dis-
ease has no cure . Physicians, genetic counselors, and bioethicists have 
questioned whether providing information about one’s probability of 
developing the disease is at all beneficial, or even potentially harmful, 
to presymptomatic adults . Proponents have argued that the test is 
valuable for identifying research participants and is useful for plan-
ning end-of-life care . In this paper, I focus my attention on discourses 
of utility for treatment and research . Utility proves a useful lens for 
analyzing the way national contexts shape imagined benefits . I use 
Foucaultian theory to explore how different ideas of the genetic test’s 
utility legitimize the ways that each state governs the technology and 
reveal how different institutions envision the governable subject . I ar-
gue that the German paternalistic approach emphasizes containment, 
the British interest-balancing approach focuses on the greatest utility, 
and the U .S . market-driven approach supports liberal consumerism . 
These varying national approaches have important implications for 
how genetic testing is understood, deployed, and integrated into each 
society .

What it takes: stem Cell scientists’ advice to the next 
generation
Emily L. Borgelt, MA, Stanford University, Stanford, CA
Christopher T. Scott, Stanford University, Palo Alto, CA

objectives
1 . Report findings from a qualitative interview study about what 

advice established stem cell scientists would give to a young 
person considering a career in stem cell research .

2 . Discuss how major categories of advice to young scientists 
reveal the values of scientists and the role of ethics in shaping a 
nascent field .

3 . Explore how stem cell scientists’ view their rightful role in public 
policy debates, advocacy, and ethics engagement .

Stem cell biology is characterized by its young age and the aston-
ishing speed at which its discoveries have transformed the biologi-
cal sciences . Although stem cell science is remarkable for its rapid 
growth, it is also marked by ethical and political controversy . When 
considering career choices, not only did stem cell scientists contend 
with the uncertainties of jumping into an uncharted area of biology, 
but they had to negotiate a vigorous and extended public debate 
where supporters sensationalized and opponents demonized their 
research . They also had to distance themselves from highly publicized 
scientific and ethical scandals, while creating a robust moral frame-
work for their research . Although debate centered on cells derived 
from 2-day-old human embryos, the impacts of policies that would 
criminalize or restrict certain types of stem cell research raised pro-
found questions about whether the field was sustainable and how 
deeply the impacts would reach into allied disciplines . In academia, 
stem cell research quickly became institutionalized . Buildings were 
raised, faculty recruited, and departments created . Establishment of 
a new field, however, requires that it be professionally “immortalized” 
by matriculating and training students and fellows who then go on to 
further build the discipline . This is a deliberate process tied to fund-
ing, sociopolitical factors, laboratory environments, and curricula . 
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We asked: In the face of unprecedented excitement and uncertainty, 
what advice would the pioneers of stem cell research give the next 
generation of young scientists? In shaping nascent stem cell science 
careers, how do scientists factor in their past and present experi-
ences, and how do they gauge uncertainties of the future, particularly 
those related to changing political and moral values? Moreover, would 
scientists who navigated the tumultuous development of stem cell 
research encourage a new generation to enter the fray? Here, we 
present findings from an analysis of semistructured interviews with 38 
established stem cell scientists which focused on the question “What 
advice would you give to a young person considering a career in stem 
cell research?” This analysis characterizes how stem cell scientists 
forecast the future of their field and how they manifest their anticipa-
tion of the future when giving career advice . Our analysis explores 
topics related to stem cell researchers’ professional activities, their 
choices in research, their relationship with ethics and policy, and they 
ways that they articulate these themes to young scientists interested 
in a stem cell research career . Major points of advice include direction 
on how to (1) understand the rigors of research, (2) be aware of one’s 
environment and future, (3) act like a good scientist, (4) embody the 
traits of a good scientist, and (5) choose wisely (e .g ., lab, cell line re-
search) . We explore what kinds of moral courage scientists evince in 
their advice to budding scientists and how they engage their trainees 
with the ethics of stem cell research . In addition to offering particular 
advice, participating scientists discussed how they view their duties 
as scientists for engagement in ethics and public debate, what values 
they hold in the practice of research, and how they transmit these val-
ues forward in their trainees .

Policy uncertainty, ethical Considerations, and the funding 
of stem Cell science
Aaron D. Levine, PhD, Georgia Tech, Atlanta, GA

objectives
1 . Enumerate the challenges faced by scientists working in uncer-

tain policy environments .
2 . Articulate and justify the responsibility of funding organizations 

to minimize harm to scientists studying ethically contentious 
emerging technologies .

Emerging technologies, such as stem cell research, nanotechnology, 
and synthetic biology, offer the potential to substantially advance 
scientific knowledge and enhance our quality of life . Yet emerging 
technologies often raise challenging ethical questions and pose dif-
ficulties for policy makers . As a result of these and other tensions, 
oversight approaches for emerging technologies often vary from 
place to place and time to time, yielding a heterogeneous and uncer-
tain policy environment . This paper draws on the development and 
implementation of stem cell policy in the United States as a lens to 
explore ethical considerations relevant to conducting and funding 
research on emerging technologies . First, data from a series of quali-
tative interviews conducted with early-career stem cell scientists and 
a larger survey of stem cell scientists are analyzed in order to inves-
tigate and enumerate the myriad challenges that ethical controversy 
and the resulting policy environment impose on scientists working in 
this field . Analysis of these data sets indicates that ongoing policy un-
certainty imposes substantial costs on stem cell scientists, interrupt-
ing long-term projects and hindering the development of new lines of 
research . In addition, policy uncertainty encourages some scientists 
to opt for less promising, but less contentious, research or to conduct 
duplicative research with multiple model systems . Both of these ap-
proaches represent rational decisions by individual scientists but are 
inefficient from a broader social perspective . Next, the paper consid-
ers the normative implications of these findings for our understanding 

of emerging technology research . Although I consider the implica-
tions for scientists working in both emerging fields and funding orga-
nizations, I conclude that the distinctive nature of emerging technol-
ogy research primarily imposes obligations on funding organizations, 
such as the National Institutes of Health and the California Institute of 
Regenerative Medicine . In particular, I argue that the intrinsic uncer-
tainty associated with emerging technology research obligates fund-
ing agencies to structure policy changes, to the extent possible, such 
that they minimize harm to individual scientists working in the field . 
This argument is justified on both equity and social welfare grounds . 
The paper concludes by outlining specific steps that funding organi-
zations seeking to meet this obligation could consider .

5:45–7 PM
AFFINITY gROUP MEETINgS
research ethics (366)

reproduction (367)
A panel of speakers will facilitate a discussion of the ethical dilemmas 
posed by the Affordable Care Act (ACA) in the context of reproduc-
tive health . The contraceptive mandate has been the focus of much 
debate, but the ACA has many other provisions that will have an 
impact on reproductive health services, for example, the role of ob-
stetricians and gynecologists in medical homes for women or other 
alternative delivery systems and issues that may arise as a result of 
the shift to value-based payment structures . Also of note are provi-
sions regarding abortion restrictions, breastfeeding, and funding to 
train more nurse midwives .

Literature and Medicine (368)
Doing Art, Learning Medicine: Engaging the Creative Arts in 
Medical Education

Arno K. Kumagai, MD, University of Michigan Medical School, Ann Arbor, MI
Jay Baruch, MD, Alpert Medical School at Brown University, Providence, RI
Katherine Burke, MFA, Cleveland Clinic Center for Ethics, Humanities, and 

Spiritual Care, Cleveland, OH
Art has been used in medical education for a variety of instrumental 
purposes, such as to sharpen skills in observation, description, critical 
thinking, and communication . The creative arts, including the visual 
arts, film, music, and dance, have also served more humanistic ends 
as a mode of self-care and to facilitate reflection on the meaning of 
illness and the nature of doctoring . At the authors’ institutions, the 
creation and cocreation of original artwork by medical students has 
focused on the exploration of the human dimensions of chronic ill-
ness and medical care and served as a means to assess students’ 
understanding of the patient’s experience of illness and well-being . 
In these contexts, the creative arts may represent a means for en-
hancing empathy, reflective practice, and professional development 
among healthcare professionals in training . The first objective of this 
meeting is to use examples of established programs at three different 
institutions to engage audience members in an interactive discussion 
of the educational objectives, approaches, and outcomes involved in 
the incorporation of creative arts in medical education . The second 
objective is to understand that the creative arts are distinct from, and 
complementary to, humanities disciplines and are an equally impor-
tant element of a comprehensive medical education .
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Conflict resolution (369)
A healthcare environment free of conflict is rare, if it exists at all, ex-
cept on a moment-to-moment basis . Resolving conflict, transforming 
conflict, negotiating conflict, facilitating conflict, ad infinitum, goes 
on all day, every day in healthcare environments . “Good outcomes” 
that allow practitioners, patients, and family members to maintain 
their personal integrity and ethical decision-making processes are 
supported by well-practiced and well-honed conflict resolution and 
facilitation skills . Hence, the focus of this Conflict Resolution Affinity 
Group is applicable to many and can be beneficial to all . Contribute 
your thoughts, frustrations, hopes, and inspiration to give form and 
function to what this affinity group represents . The agenda has only 
two items for participants: (1) share the three things you would like 
to receive from this group at conferences or throughout the year and 
the one thing you are willing and able to contribute, and (2) share 
with the group your favorite paradigm, tool, or approach that helps 
reduce conflict and moves a group forward with an agreed-upon goal 
of care .

ethics and humanities educators in the health Professions 
(370)

student (371)

neuroethics (372)
Grace Lee, PhD, University of British Columbia, Vancouver, BC, Canada
The Neuroethics Affinity Group discusses topics of brain science inno-
vation framed around four pillars: brain science and the self, brain sci-
ence and social policy, ethics and practice of brain science, and brain 
science and public discourse . A comprehensive neuroethics discus-
sion is ideally multidisciplinary, encompassing input from scientists, 
lawyers, philosophers, health professionals, and the general public to 
align advances in neuroscience research with human values . This ses-
sion provides a platform to discuss advances in neuroscience research 
within the context of human values . All ASBH members are welcome 
to attend .

7:15–8:30 PM
SPECIAL PERFORMANCE (OE3)
Miss Evers’ Boys: Dramatic reading and Panel response
ASBH hosts a reading of Dr . David Feldshuh’s highly acclaimed play 
Miss Evers’ Boys. First produced in 1989, the play was adapted in 
1997 into an HBO movie that garnered four Emmy Awards, includ-
ing the award for best picture . Some believe that the movie played 
a role in President Bill Clinton’s issuing a public apology on behalf of 
the United States to the survivors of the Tuskegee Study and to their 
families .

The staged reading is produced by Atlanta’s Alliance Theatre in part-
nership with the Ethics and the Arts Program at Emory University’s 
Center for Ethics . Dr . Rueben Warren, director of the Tuskegee 
University National Center for Bioethics in Research and Health Care, 
is a panelist .

Admission is free, thanks to generous donations by Emory University 
Center for Ethics and Loyola University Chicago’s Online Graduate 

Bioethics Program.
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Sunday, October 27

7:30–8:30 aM
CONTINENTAL BREAKFAST

8:30–9:30 aM

CONCURRENT SESSIONS

PANEL SESSION (401)
innovation and uncertainty in neonatal-Perinatal Medicine
Jennifer C. Kett, MD, Treuman Katz Center for Pediatric Bioethics, Seattle, WA
Nickie Niforatos, MD FAAP, Children’s National Medical Center, Washington, DC
Paul C. Mann, MD, University of Washington/Seattle Children’s Hospital, Seattle, 

WA
Holly K. Tabor, PhD, University of Washington, Seattle, WA

objectives
1 . Discuss the issue of uncertainty in innovation as it relates to 

neonatal-perinatal medicine .
2 . Explore our obligations, if any, to inform families of the limits of 

our understanding of new technologies, using fetal MRI imaging, 
postnatal neuroimaging, and exome/whole genome sequencing 
in the neonate as examples .

Innovation has had a profound impact on neonatal-perinatal medicine 
in the last 50 years . Critically ill neonates who would not have sur-
vived in previous generations can now routinely live because of ad-
vancements in thermoregulation, gentle ventilation, surfactant admin-
istration, and other techniques . Although new innovations can reduce 
neonatal morbidity and mortality, they may also introduce a degree of 
uncertainty into patient care: significant time is required to integrate 
new technologies and evaluate their impact on outcomes . In light of 
this, how should we counsel patients and their families? What are our 
obligations, if any, to communicate the limits of our understanding of 
new techniques as they are implemented? Although this question has 
been explored in other contexts, no standard ethical framework exists 
to guide our practice . This panel will examine this issue as it applies 
across the spectrum of neonatal-perinatal medicine, including fetal 
magnetic resonance imaging (MRI), postnatal brain imaging tech-
niques, and exome/whole genome sequencing for neonates . The first 
panelist will discuss the increasing use of fetal MRI in prenatal diag-
nosis . Fetal MRI has emerged in recent years as a powerful tool with 
many advantages over traditional prenatal ultrasound . However, for 
many conditions, existing outcome data is based on postnatal clinical 
criteria, and it is not clear whether it is applicable to fetal MRI diagno-
sis . In spite of this, clinicians and families may rely heavily on fetal MRI 
findings when making decisions regarding pregnancy continuation or 
postdelivery care . The first panelist will review the advantages of fetal 
MRI, outline areas of diagnostic uncertainty, and examine the ways in 
which this uncertainty might affect counseling . The second panelist 
will discuss innovations in postnatal neuroimaging techniques . Head 
ultrasonography (HUS) and MRI are commonly utilized methods for 
evaluating the neonatal brain . Recent advances in both technologies 
have heightened imaging resolution and the perceived ability of neu-
roimaging to predict neurodevelopmental impairment . Clinicians of-
ten regard neuroimaging findings as prognostic and may rely heavily 
upon them when counseling families about withdrawal of life support . 
Although neuroimaging has the ability to identify abnormalities in 
the neonatal brain, a limited predictive value has been demonstrated 
for many areas of neurodevelopment . The second panelist will ex-
amine this phenomenon and argue that clinicians have an obligation 
to inform families of the significant limitations and wide confidence 
intervals for neuroimaging techniques in the prediction of long-term 

neurodevelopmental outcomes . The final panelist will introduce the 
concepts of exome and whole genome sequencing for neonates . This 
emerging technology has the potential to provide important data 
relevant to early diagnosis and treatment, future decision making, 
and family reproductive counseling . However, uncertainty remains 
regarding its potential for harm, including the provision to families of 
unexpected results, results that are not clinically meaningful, or results 
that are overwhelming . The final panelist will describe a novel way to 
mitigate this: an innovative Web tool that allows parents to manage 
the type of genetic information received over time with the support 
of experts in genetic counseling .

PAPER SESSION (402): END OF LIFE/ORgAN 
DONATION
Jewish Medical ethics and Brain Death: Courageous 
innovation of tradition
Naomi Scheinerman, The Hastings Center, Garrison, NY

objectives
1 . Analyze the interpretive methodology of Jewish medical ethics .
2 . Examine the interaction between Jewish and secular medical 

ethics, in particular how one informs the other .
3 . Apply moral understandings from both tradition and modern 

ethics to the case of brain death .
In 2008, doctors at Children’s National Medical Center pronounced 
12-year-old Motl Brody brain dead and therefore legally dead . Motl 
was unable to breathe on his own, and only a combination of drugs 
kept his heart beating . The chief rabbi of his community rejected the 
legal ruling on the basis of a traditional Jewish understanding that 
only the cessation of heartbeat indicates death . There are a number 
of passages in Jewish texts that inform a Jewish understanding of 
death, and they do not produce identical conclusions . Passages in the 
Talmud reveal that physical decapitation of an animal constitutes a 
conclusive indicator of death, leading many to argue that the destruc-
tion of the brain stem and absence of brain activity are equivalent to 
decapitation . The Talmud also states that an individual trapped under 
a collapsed building can be presumed dead without checking for a 
heartbeat, leading scholars to argue further that cessation of cardiac 
respiration is not required for declarations of death . Yet some, such as 
Motl’s rabbi, cite passages that they believe define death as the termi-
nation of cardiac respiration, and thus disallow the hastening of death 
by removing brain-dead individuals from respirators . Today’s Jewish 
ethics is derived from this body of laws that both indicate and directly 
regulate proper conduct . The process of Jewish medical ethical deci-
sion making features the deliberate interpretation of Jewish sources, 
which include classical texts such as the Hebrew Bible (including the 
Torah), the Talmud, and centuries of commentaries on them, as well 
as enormous compilations of contemporary writings . Jewish medical 
ethicists endeavor to expose the ways in which the specified rules of 
conduct in these sources are relevant or analogous to modern medi-
cal ethical quandaries . Innovation and adaptation to modern times 
are possible only when courageous interpretations account for mod-
ern moral conditions or arguments derived from alternative ethical 
methodologies that exist external to the tradition . How then should 
we understand Motl’s rabbi’s position, which is quite discordant with 
modern medical understandings of brain death as death? Motl’s case 
presents one of many fascinating puzzles now facing practitioners of 
Jewish medical ethics: In what ways does and should Jewish medical 
ethics, a practice and methodology rooted in ancient text and inter-
pretation, intersect with contemporary secular approaches to bioeth-
ics? In turn, how relevant should modern ideas and secular medical 
ethics be to the process of Jewish decision making? Furthermore, 
does the process of Jewish ethical decision making lose any validity 
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when its methodology relies heavily on interpretation of analogy? 
Although Jewish medical ethics answers may appear arbitrary or 
antiquated (permissive of practitioners like Motl’s rabbi to remain un-
productively wedded to past tradition), I argue that the technique of 
analogical interpretation ultimately allows Jewish medical ethics to be 
innovative while simultaneously preserving tradition . In this presen-
tation I analyze Jewish medical ethics methodology, discourse, and 
function, as well as its interaction and often discordance with secular 
ethics, by examining the case of brain death, which has significant im-
plications for understanding life, organ donation, and just distribution 
of medical resources .

two approaches to assessing how Bad it is to Die
Joseph Millum, PhD, National Institutes of Health, Bethesda, MD

objectives
1 . Explain and evaluate a central argument concerning which ac-

count of death we should adopt .
2 . Demonstrate that different accounts of what makes death bad 

affect the relative weight that should be given to different health 
interventions .

3 . Apply these theoretical conclusions to a specific case of priority 
setting .

How should governments spend money on health care? At least in 
part, their decisions should reflect the relative benefits of different in-
terventions that prevent or treat illnesses and avert premature death . 
Comparisons between these interventions therefore require a common 
measure that relates how bad it is to be in various health states and 
how bad it is to die . Summary measures of health, such as quality-
adjusted life years (QALYs), are designed to provide such common 
measures . Philosophers have developed two types of account of the 
badness of death . According to life-comparative accounts, how bad it 
is to die is given by the difference between how well the person’s life 
went, given that she died, and how well it would have gone had the 
event that caused her death not occurred . According to acquired po-
tential accounts, how bad it is to die is a function not just of how much 
worse the decedent’s life therefore went but also of how, at the time 
of her death, she is related to the periods of life that she misses out on 
through dying . For example, Jeff McMahan has developed a time-rela-
tive interests account of the badness of death, according to which how 
bad it is to miss out on future life depends on the degree of psycho-
logical unity that holds between the individual at the time she dies and 
herself at the future times she misses out on . One of the key issues that 
divides the two views is how well they explain intuitions about how bad 
it is to die at different ages . For example, McMahan’s central argument 
in favor of his view relies on the inability of life-comparative accounts to 
explain why most people do not think that miscarriages are tragic on 
account of the harm caused to the fetus . Acquired-potential accounts 
can explain such judgments, because they typically think that fetuses 
and infants are less closely related, in the ways that matter, to their fu-
ture selves . In response, Ben Bradley recently argued that McMahan’s 
argument relies on a mistaken principle: that it is always important to 
prevent great harms . In this talk, I examine what moral intuitions about 
the deaths of fetuses and infants can tell us about how bad it is to 
die . I argue, contra Bradley, that when we characterize the intuitions 
correctly, they provide presumptive evidence in favor of an acquired-
potential account . Moreover, if an acquired-potential account is correct, 
then it will make a significant difference to the relative value assigned 
to certain health interventions . In particular, it will imply that we should 
give less weight to preventing the deaths of young children and more 
weight to ensuring that they do not suffer from chronic diseases . I 
close by sketching how this could affect a specific case of priority set-
ting for spending on global health .

the end of end-of-Life Law
Lois L. Shepherd, JD, University of Virginia, Charlottesville, VA

objectives
1 . Critically consider whether and to what extent special rules 

about end-of-life decision making should be abandoned for fail-
ure to promote patient autonomy and good patient care .

2 . Critically consider whether certain legal and ethical norms origi-
nating within end-of-life decision making should be imported 
into care for patients at any stage of life and health .

Over the last 35 years or so, end-of-life law has had a life, so to speak, 
of its own . States have adopted complex statutes that govern the 
withholding and withdrawal of life-prolonging measures . A few states 
have passed special laws requiring physicians to tell their patients 
when they have a terminal condition . At the federal level, hospitals 
that receive Medicare and Medicaid funding are required to ask pa-
tients about advance directives . Recently adopted federal rules have 
come close to including special reimbursement for end-of-life ad-
vance care planning, but political ramifications have caused them to 
be abandoned . Meanwhile, books have been written, classes taught, 
and an entire generation of healthcare practitioners, ethicists, and 
lawyers educated about how decision making at the end of life should 
be treated differently from decision making about other important 
questions regarding medical care . This paper argues that the time 
has come to abandon this way of thinking . Many of the special rules 
for end-of-life decision making insist on legally exact and increasingly 
complex documentation; depend on idealized, unrealistic notions of 
patient autonomy; and are driven by political ideology rather than 
concern for patients . There is little evidence that they produce good 
and some evidence that they produce harm . Although perhaps neces-
sary at the time of their origin, these special laws have outlived their 
usefulness . Questions about medical care at the end of life should be 
approached like other important questions about medical care—with 
consideration for patients’ wishes, values, interests, and relation-
ships—and the law should support and encourage that perspective . 
Reducing legal distinctions between end-of-life decisions and other 
healthcare decisions can bring desirable changes to both sorts of 
decision-making processes . On the one hand, we can bring appropri-
ate legal and ethical norms in caring for patients generally to caring 
for them when they are dying . On the other hand, we can bring im-
portant lessons learned from decades of end-of-life law and ethics to 
the care of patients at any stage of life and health . Specific examples 
of the first type of reforms addressed are (a) the elimination of de-
fault rules in favor of life; (b) the removal of limitations on the kinds 
of conditions a patient must be in before treatment is withdrawn or 
withheld (e .g ., terminal illness, permanent vegetative state); (c) the 
elimination of complicated documentary requirements for certain re-
fusals of treatment, such as artificial nutrition and hydration, and the 
unique privileging of legal forms; and (d) the reconceptualization of 
futility so that it does not single out end-of-life decisions . Examples 
of the second type of reforms (in which existing end-of-life norms 
are imported into other realms of medical care decisions) include (1) 
the recognition of mental healthcare advance directives, (2) greater 
access to palliative care, (3) better reimbursement for physician time 
consulting with patients about all healthcare decisions, and (4) the 
appointment of a proxy decision maker upon admission to a hospital . 
Examples of recent legislative and regulatory actions consonant with 
this approach will be examined as potential models .
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PANEL SESSION (403)
accepting the role of advocacy in Bioethics: fostering 
effective Vaccination against the human Papillomavirus
Ian Mitchell, MD MA, University of Calgary, Calgary, AB, Canada
Robert A. Bednarczyk, PhD, Kaiser Permanente Georgia, Atlanta, GA
Aviva Goldberg, MD, University of Manitoba, Winnipeg, MB, Canada
Juliet Guichon, MA, University of Calgary, Calgary, AB, Canada

objectives
1 . Present the social justice case for in-school human papillomavi-

rus vaccination .
2 . Describe the impediments encountered and measures to circum-

vent them .
3 . Present principles to be used in bioethicist-led public health 

campaigns .
This panel session focuses on how bioethics successfully fostered a 
public health intervention for the disadvantaged, against religious 
opposition and despite lukewarm public health authority support . In 
2007, the Canadian Federal Government allocated $300 million for 
routine in-school human papillomavirus (HPV) vaccine administration 
for girls . In 2008, six provincial Roman Catholic bishops discouraged 
such vaccination because “a school-based approach to vaccination 
sends a message that early sexual intercourse is allowed, as long as 
one uses ‘protection .’” The publicly funded Catholic School District 
Board voted against in-school HPV vaccine administration . In 2009, 
vaccine uptake was 70% in local public schools and 18 .9% in Catholic 
schools . Advancing the conference theme, we will discuss how each 
presenter was instrumental in encouraging the Catholic school board 
to overturn its vaccine ban . Innovation: When an elected school board 
put health and lives of female students at risk, the legal scholar devel-
oped a new approach to counter trustees’ delegation of elected du-
ties . Moral Courage: A clinician-bioethicist implemented the approach 
by leading a team of clinicians to address trustees in person and then 
in writing again and again and again . Success was eventually achieved 
by mobilizing public opinion and by making available the data created 
by the scientists . Consistent with tradition, basic research published 
in Pediatrics demonstrated no link between HPV vaccination and 
change in sexual behavior . Final success was achieved within 10 days 
of their publication of the finding that HPV infection is associated 
with genital warts and cancers . These have a significant inverse rela-
tion to socioeconomic status (SES) . Prevention of these illnesses will 
therefore benefit in particular the already disadvantaged . The most 
effective and cost-efficient method of delivering HPV vaccine is by 
nurses on school premises . Detailed analysis, combining immunization 
rates with information on SES, shows a hierarchy of vaccine uptake, 
greater to lower: (1) high SES and in-school vaccination > (2) low SES 
and in-school vaccination > (3) high SES and no school vaccination 
> (4) low SES and no school vaccination . Therefore, board policy 
banning in-school vaccination particularly disadvantages families of 
low SES standing who are already at increased risk of HPV disease . 
This workshop will (1) describe the chronology of events; (2) discuss 
briefly the evidence for HPV vaccination and religious opposition to 
it; (3) present the social justice case for in-school vaccination; (4) 
describe the impediments encountered and measures to circumvent 
them; (5) present principles to be used in bioethicist-led public health 
campaigns; and (6) invite audience commentary on the strategies 
and principles .

PANEL SESSION (404)
innovation through tradition: rediscovering the 
“humanist” in the “Medical humanities”
Julie E. Kutac, MA, University of Texas Medical Branch, Galveston, TX
Andrew M. Childress, PhD MA, University of Texas Medical Branch, Galveston, TX
Rimma Osipov, BA, University of Texas Medical Branch, Galveston, TX
Stephanie L. Darrow, BA, University of Texas Medical Branch, Galveston, TX

objectives
1 . Introduce the studia humanitatis as an origin narrative of the 

medical humanities .
2 . Explain what the tradition of Renaissance humanism can offer to 

the medical humanities as an educational and cultural project .
3 . Define how the study of Renaissance humanism open opportu-

nities for deep moral reflection, education, and interdisciplinary 
dialogue in the practice of the medical humanities .

This panel grapples with a question that is both fundamental and of-
ten overlooked: What do we mean when we call ourselves “medical 
humanists” and our practice “medical humanities?” Often confused 
with “secular humanism,” the work of the medical humanist is some-
times misinterpreted as simply one way of distinguishing oneself from 
those who work in the “hard” sciences . To others, medical humanities 
is often misunderstood as a project intent on restoring some lost “hu-
manity” within the practice of medicine and science . As developing 
medical humanists, we continually engage with these questions of 
identity . The first panelist will look at medical humanities through the 
lens of its origin narratives . What kinds of origin narratives do medi-
cal humanists ascribe to their field? How, in turn, do these disparate 
narratives shape the field and its practitioners’ work? Looking at the 
medical humanities as a movement that originated during the turbu-
lent 1960’s, this presentation will then focus on a group of scholars 
who were drawn to a particular origin narrative: that of the studia 
humanitatis and of Renaissance humanism . Just as the educational 
curriculum of the studia humanitatis served to empower Renaissance 
humanists to become introspective scholars who worked to make 
sense of a radically contingent world, the wisdom forged in this past 
era of profound cultural, epistemological, and intellectual transfor-
mation made for a compelling vision of how the medical humanities 
could also respond to the urgent ambiguities within modern science 
and medicine . The second panelist will discuss the studia humanita-
tis and its development in more detail . After introducing important 
figures within Renaissance humanism, the panelist will discuss how 
Petrarch’s particular response to deep suffering shaped the forma-
tion of the humanist curriculum . The studia humanitatis employed the 
study of texts combined with a contemplative, reflexive knowledge of 
the self . Humanism did not just promote the acquisition of facts but 
also engendered ways of being and knowing that harnessed emotion 
to the betterment of the self and the movement toward truth . This 
methodology united rhetoric and moral philosophy in order to make a 
person both intellectually sound and morally virtuous, all to the ends 
of practical engagement within the polis . The last panelist will dis-
cuss how the educational goals of the studia humanitatis are relevant 
for today’s medical humanist . In response to the new scholasticism 
of medical education as a project of developing technical compe-
tence, training in the interdisciplinary methodology of the medical 
humanities offers a means for developing the moral and dialogical 
self . Studying this tradition places one within a multifaceted and inter-
generational conversation about the nature of the human condition . 
Medical humanists combine a range of disciplinary perspectives and 
bring them to bear on various areas of moral inquiry related to medi-
cine . From this interdisciplinary training, medical humanists emerge 
able to synthesize diverse perspectives and show how they converge 
on moral issues in patient care or medical research . This training en-
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ables medical humanists to engage with healthcare providers as cul-
tural interlocutors committed to the goal of preserving the integrity 
of medicine as a moral career .

PAPER SESSION (405): PROFESSIONAL 
DEVELOPMENT
Moral Courage and residents’ Likelihood of speaking up 
about threats to Patient safety
William Martinez, MD MS, Brigham and Women’s Hospital, Boston, MA
Sigall K. Bell, MD, Harvard Medical School, Boston, MA

objectives
1 . Examine the role of moral courage in ensuring the quality and 

safety of patient care .
2 . Present a new metric to measure moral courage among health-

care providers .
Background: Unprofessional behavior and ineffective communication 
are common and can undermine patient safety . Thus, patient safety 
experts advocate assertive communication, defined as stating con-
cerns with persistence until there is a clear resolution . However, given 
medical residents’ position in the medical hierarchy, this type of com-
munication may require moral courage to do what is right for patients 
despite potential risks (e .g ., alienating oneself from the team) . Metrics 
for moral courage among healthcare professionals are underdevel-
oped, and the association between moral courage and the likelihood 
of speaking up about threats to patient safety is unexplored . Thus, we 
sought to determine the likelihood of residents’ speaking up about 
common threats to patient safety and measure moral courage among 
residents and its association with speaking up .

Methods: We conducted a cross-sectional survey of 403 medical and 
329 surgical residents across two large academic medical centers . 
The questionnaire included two vignettes to assess residents’ per-
ceived likelihood and content of speaking up to attending physicians . 
Vignette A (traditional patient safety threat) depicted a physician 
forgetting to wash hands after examining a patient with a Clostridium 
difficile infection, which is transferred between patients mainly via the 
hands of healthcare personnel . Vignette B (professionalism-related 
patient safety threat) depicts a physician distracted by texting on a 
phone during rounds in the intensive care unit . The questionnaire also 
includes a newly developed moral courage scale for healthcare pro-
viders (MCS-HP) . We adapted the Professional Moral Courage scale, 
developed by Sekera and colleagues (Journal of Business Ethics, 
2009) among military officers, to create items that centered on moral 
courage in patient care . We performed cognitive interviewing and 
pilot testing with physicians to refine scale items . Finally, we used 
factor analysis to consolidate the scale to 9 items (score range: 9 to 
56, Cronbach's alpha =  .90 . Higher scores represent greater moral 
courage . McNemar’s test was used to compare residents’ likelihood of 
speaking up between vignettes . Logistic regression was used to as-
sess the relationship between MCS-HP score and speaking up .

Results: Data collection is ongoing . After one e-mail request, 172 
(23%) residents have responded . Residents reported being very 
likely or completely likely to report speaking up when faced with a 
traditional patient safety threat (Vignette A) than a professionalism-
related patient safety threat (Vignette B) (56% vs . 9%; P <  .001) . This 
was despite perceiving the potential for harm to the patient to be 
high or very high similarly in both vignettes (35% vs . 32%; P =  .57) . 
The MCS-HP score was significantly associated with speaking up in 
both Vignette A (odds ratio [OR], 1 .08; 95% confidence interval [CI], 
1 .03–1 .14) and Vignette B (OR, 1 .13; 95% CI, 1 .07–1 .19) .

Conclusions: Many residents may not feel comfortable speaking up 

about threats to patient safety, and particularly, professionalism-
related patient safety threats . Moral courage was associated with 
increased odds of speaking up . Cultivating moral courage among 
trainees may improve patient safety .

the Courage to Be Compassionate: inviting Medical 
students to Care
Timothy B. Depp, BS, University of Pittsburgh, Pittsburgh, PA
Daniel E. Hall, MDiv MD MHSc, VA Pittsburgh Healthcare System, Pittsburgh, PA
Jeremy D. Kauffman, University of Pittsburgh School of Medicine, Pittsburgh, PA

objectives
1 . Share our single-center experience in formulating a series of 

extracurricular discussions intended to foster a dialectic of com-
passion in medicine .

2 . Explore how faculty and students might continue efforts to hu-
manize patient care in the clinical context .

Despite the consensus that compassion and empathy are qualities to 
be desired in a physician, data suggest that compassion and empathy 
decrease throughout medical training . However, few medical schools 
have well-developed curricula focused on developing and maintaining 
compassion and empathy, even while evidence points to the ongo-
ing negative influence of the “hidden curriculum .” Hypothesizing that 
explicit discussions would enable students to develop and maintain 
a moral language to entrench their values, we sought to develop an 
opportunity for students to develop a cohesive framework for com-
passionate care and to explore ways in which it might be fostered and 
protected .

Methods: We arranged eight monthly discussions led by residents 
or faculty, which were offered to third- and fourth-year students in 
their clinical rotations . Topics addressed included burnout, fatigue, 
and cynicism on the wards; defining compassion and discovering 
and developing a personal ethical framework; learning compassion 
as a virtue within the community; professional identity formation and 
self-efficacy; structuring learning and training environments to foster 
compassion; working with difficult patient populations such as those 
with dual-diagnoses or the homeless; developing skills to counteract 
moral distress; compassion as impetus for clinical excellence; reclaim-
ing idealism as a path beyond cynicism and negative ethics; and 
moving past professionalism and technical expertise as inadequate 
motivators for moral and professional excellence .

Results: Attendance averaged 15 students at each session . Sessions 
were well received by both students and faculty, who described the 
sessions as “enriching,” “best discussion in medical school,” and “in-
valuable .” Many noted the conspicuous absence of training in this do-
main within the formal medical curriculum .

Conclusion: We found that monthly meetings allowed progressively 
deepening conversation without undue impact on students’ clini-
cal schedules . Conducting the discussion on a weekend evening 
maximized student involvement, and potluck meals in faculty homes 
fostered open participation in a comfortable environment . Optional 
prereadings focused the discussion . Students responded to Socratic, 
question-directed discourse better than a lecture style . Restricting 
participation to third- and fourth-year medical students kept the 
discussions grounded in clinical realities . Early recruitment of lead-
ers from the third-year class was critical in ensuring that the sessions 
would continue in the following year . Attempts to formalize the offer-
ing as a longitudinal mini-elective sponsored by medical school were 
thwarted by a policy that restricts mini-electives to first- and second-
year students . In spite of an eager faculty sponsor and committed 
students, the medical school administration was unable to formally 
accommodate these sessions as a part of its curriculum, thus reinforc-
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ing the persisting barriers (both hidden and visible) to this kind of 
instruction . In spite of little institutional support, students continue to 
be very excited about this series aimed at strengthening and galva-
nizing their commitment to compassionate patient care .

enhancing the Moral Development of Medical students 
through an extracurricular honors Program: results from a 
Pilot survey
Katherine Wasson, PhD MPH, Loyola University Chicago, Maywood, IL
Lena Hatchett, PhD, Loyola University Chicago Stritch School of Medicine, 

Maywood, IL

objectives
1 . Describe and explore how extracurricular honors programs can 

be used to enhance the moral development of medical students .
2 . Examine the results from a survey of honors program alumni 

from one medical school .
Although medical schools have multiple ways of teaching bioethics 
and professionalism in their curricula, very little is known or pub-
lished about the role or effectiveness of extracurricular programs in 
enhancing medical students’ knowledge and awareness of bioeth-
ics and professionalism issues . At one medical school, the aim of its 
Bioethics and Professionalism Honors Program (BPHP) is to enhance 
the further development of the character and intellect of its students 
in these areas . Students enter the program in their first year and com-
plete it at the end of their third year . The program provides a formal 
structure for students to enhance their knowledge and awareness of 
bioethics and professionalism issues, while allowing them to select 
specific activities in which to participate . The program requirements 
include goal setting and participation in bioethics and professionalism 
activities, reflections, seminars, and a capstone project . Students are 
paired with mentors who meet with them and provide feedback on 
their work via an online portfolio system .

Methods: To evaluate the effectiveness of and gather feedback to 
improve the BPHP, we began surveying 2009 graduates of the pro-
gram after their postgraduate year 1 (PGY1) . The 22-item survey 
was created for this study, and responses were generally rated on 
a 5-point Likert scale from “strongly agree” to “strongly disagree” 
and also included open-ended questions . It was delivered through 
SurveyMonkey . Data for 2009–2011 graduates are reported here .

Results: Fifty-four BPHP graduates completed the survey, a 54% re-
sponse rate . Student engagement throughout the 3-3-year program 
was consistently high, with 58%–67% of those who began the program 
completing it . When asked whether they had maintained their involve-
ment with bioethics activities in PGY1, there was an increasing trend 
toward those answering “agree” and “strongly agree” combined over 
the 33 years (37%–45 .2%) . Although there was no clear trend regard-
ing professionalism activities, 53%–72% indicated that they agreed 
or strongly agreed that they had maintained their involvement with 
professionalism activities, and 66%–84% responded that they had 
maintained their interest in bioethics and professionalism . When asked 
to rate the BPHP at meeting its aims, there was an increase in the per-
centages of students answering “excellent” and “good” in 2010 (94 .4%) 
and 2011 (82 .3%) compared to 2009 (78 .9%) . Students also provided 
feedback on what they liked best and least about the program .

Conclusions: The overall evaluations of the BPHP reflect that students 
were highly engaged in the extracurricular program and continued 
their interest in and involvement with bioethics and professionalism is-
sues and activities amidst the demands of PGY1 . Although the students 
completing the program and survey are a self-selecting subgroup, their 
responses prompt the need for further examination of the role of ex-
tracurricular programs in enhancing and maintaining a commitment to 
bioethics and professionalism during medical school and beyond .

PAPER SESSION (406): EMPATHY, SOCIAL MEDIA, 
AND INTERPROFESSIONAL LEADERSHIP
should residency Programs access students’ social 
Media Pages When formulating a Match List? Disconnect 
Between Medical student and residency admissions 
Committee Perspectives
Daniel George, PhD, Penn State College of Medicine, Hershey, PA
Michael J. Green, MD MS, Penn State College of Medicine, Hershey, PA

objectives
1 . Discuss the disconnect between current practices by residency 

admissions committees and perceptions of medical students 
toward social media sites .

2 . Share data from a national survey regarding medical students’ 
perceptions of inappropriate content posted on social media sites .

3 . Explore creative pedagogical approaches to addressing the dis-
connect between residency admissions committee practices and 
the perceptions and practices of medical students .

Background: It has recently been established that 1 in 10 residency 
programs in the United States uses social networks (e .g ., sites such as 
Facebook, Twitter, LinkedIn) to screen applicants . Further, 53% report 
that unprofessional information posted on students’ websites could 
adversely affect admission to their programs . However, little is known 
about students’ beliefs regarding the impact of their social media ac-
tivities on the residency admissions process .

Methods: In 2011–2012, the Association of American Medical Colleges 
and Penn State College of Medicine conducted a national survey to 
explore how students are engaging with social media, including their 
beliefs about ethically challenging situations that they may encounter 
as trainees . A random sample of 1,859 medical students participated . 
One of the survey questions posed a hypothetical scenario in which 
a residency admissions committee used Facebook to learn more 
about applicants and, in doing so, discovered inappropriate pictures 
of a student drinking beer and looking inebriated while dressed in a 
lewd and provocative Halloween costume . Survey takers were que-
ried about how the residency admissions committee ought to regard 
these pictures .

Results: The majority of respondents (63 .5%) indicated that “the pic-
tures should be considered along with other factors, but should not 
be grounds for automatic rejection of the application .” A third (33 .7%) 
believed “the pictures should have no bearing on my application; the 
pictures are irrelevant .” Only 2 .8% endorsed the belief that “the pic-
tures should be grounds for automatic rejection of the application .”

Discussion: Althoughmore than half of residency admissions com-
mittees report that unprofessional social media content could com-
promise student residency applications, an overwhelming majority of 
students believe that such content should have little bearing on their 
applications, and less than 3% share the belief expressed by admis-
sions committees that it would be acceptable to reject an application 
based solely on a review of an applicant’s social media postings . Such 
a disconnect speaks to the need for better communication between 
students and representatives of residency programs and presents an 
opportunity for medical schools to better educate applicants about 
social media screening strategies used by some residency admissions 
committees . A sensible approach to this problem would be for medi-
cal schools and educators to develop curricular materials to explic-
itly teach students about how to use privacy settings to safeguard 
sensitive content and to better understand how actions online can 
affect professional reputations . Schools could also provide forums to 
encourage discussion about these issues and to explore the pano-
ply of ethical dilemmas that student engagement with social media 
presents . Social media are a pervasive part of modern life for medical 
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students, with >90% reporting use of social networking sites . Thus, 
educators should avoid unrealistic “abstinence-only” or punitive ap-
proaches to social media, which seems unreasonable in an era when 
students have come of age using social media and have incorporated 
these tools (and the norms surrounding their use) into their personal 
identities . Rather, educators should think proactively and collabora-
tively about these issues and work with students to determine best 
practices for integrating such technologies into medical education .

innovation, Courage, Passion, and Persistence: Developing 
an interprofessional Leadership Curriculum for Medical, 
nursing, and Physician assistant students
Jeannie S. Garber, DNP RN NEA-BC, Jefferson College of Health Sciences and 

Virginia Tech Carilion School of Medicine, Roanoke, VA

objectives
1 . Discuss the importance of nontraditional, continuous student 

feedback via various methods (e .g ., survey, focus groups) .
2 . Describe the process of innovative curriculum revision in re-

sponse to stakeholder feedback .
3 . Gain insight into faculty members’ perseverance and support of 

each other as vehicles for creative curriculum evolution .
Healthcare leaders are challenged to work collaboratively to imple-
ment innovative interprofessional education that will prepare health-
care providers of the future to work together to improve patient 
outcomes (World Health Organization, 2010) . The questions before us 
are these: How do we design and deliver the message of interprofes-
sionalism so that it has an impact on how students think and prac-
tice? And how do we find the moral courage needed to do what is 
right even when feedback is negative? Interprofessional faculty from 
a new medical school and a college of health sciences will share their 
story of how student’s voices served as the catalyst for curriculum 
evolution and how to encourage and support faculty when feedback 
is negative about their work, their passion, and their purpose . A new 
medical school that embraced interprofessionalism as a foundational 
domain and a health sciences college seized the opportunity to cre-
ate a longitudinal interprofessional curriculum for medical, nursing, 
and physician assistant students . Electronic Likert-scale student 
evaluations for the 2010–2011 and 2011–2012 academic years revealed 
discontent with curriculum design, delivery, and content, despite sig-
nificant changes in the second year . In preparation for the 2012–2013 
academic year, facilitated student focus groups were conducted with 
the primary purpose of listening to the student’s voice . Suggestions 
for strengthening the curriculum were to create a highly interactive 
learning environment where interprofessional skills and behaviors are 
practiced and assessed with an emphasis on clinical application of 
content . The curriculum was redesigned again with the priority being 
active learning for skill development . Passionate and persistent faculty 
remained focused on improving the interprofessional curriculum de-
spite challenging student feedback . Iinnovation, courage, and atten-
tion to the student’s voice were the catalysts for renewed purpose .

PAPER SESSION (407): NEUROETHICS
Moral enhancement or how to get rid of Morality
Arleen L. Salles, PhD, Centro de Investigaciones Filosóficas, Buenos Aires, 

Buenos Aires, Argentina
Inmaculada De Melo-Martin, PhD, Weill Cornell Medical College, Cornell 

University, New York, NY

objectives
1 . Examine arguments for moral enhancement .
2 . Show that moral enhancement has nothing to do with mor al 

improvement .
The possibility and desirability of moral enhancement have recently 

caught the interest of the bioethical community . Both defenders and 
critics agree that moral enhancement would involve some kind of 
neurointervention in brain regions presumably associated with moral 
emotions or dispositions (although the possibility of manipulating 
cognitive capacities as well is not ruled out) . Biomedical and genetic 
means could then be used to improve people’s responses to others, 
their dispositions toward altruism and justice, and ultimately their 
motivation to do the right thing . Even if our biotechnological abilities 
make this impossible today, recent advances in the identification of the 
neurobiological basis of moral judgment and of chemical substances 
that modulate neural activity lead many to agree that some interven-
tions to modify intuitions and motivations will be possible at some 
point . Proponents of moral enhancement take moral education to be a 
form of moral enhancement and see biomedical and genetic interven-
tions as morally comparable—but faster and more efficient—means to 
achieve the same goal . They believe that moral enhancement is not just 
permissible but required if we wish to avoid the catastrophic effects 
(e .g ., complete annihilation of the human species) that can result from 
the combination of our scientific and technological powers and our 
capacity for evil . In contrast, many of its detractors are less sanguine 
about the benefits of moral enhancement, call attention to the poten-
tial bad consequences of targeting specific brain areas for temporary 
or permanent activation or deactivation, and question whether human 
freedom is consistent with moral enhancement . In this presentation 
we show that this debate is not only about how to attain a morally 
better society . Artificial moral enhancement presents a challenge to a 
traditional understanding of what morality and moral progress entail . 
Indeed, despite disagreement on substantive issues, plausible moral 
approaches since Plato have agreed on a particular kind of methodol-
ogy—strongly connected to moral reflection and the conscious honing 
of moral capacities—to achieve moral progress . Advocates of moral 
enhancement propose a different methodology but end up relying on 
an implausible and ultimately hopelessly misleading notion of morality . 
We first unravel some of the main ways in which the term moral en-
hancement has been used in current discussions, noting the unjustified 
slippage from “more” to “better .” We then show that the apparent clar-
ity of this term obscures a whole range of philosophically substantive 
issues, such as how to understand morality and moral progress and 
how to conceptualize moral agency . When such substantive issues are 
brought to light, it becomes clear that claims about the possibility and 
desirability of biomedical and genetic interventions to achieve “morally 
enhanced” beings rest on a highly debatable understanding of what 
counts as moral and what moral agency requires . Indeed, even recog-
nizing moral pluralism, it becomes clear that moral enhancement has 
nothing to do with moral improvement .

an innovative account of the ethics of neurocognitive 
enhancement in Children: is it in their Best interests?
Nathalie Gaucher, MD, University of Montreal, Montreal, QC, Canada
Eric Racine, PhD, Institut de Recherches Cliniques de Montreal, Montreal, QC, 

Canada
Antoine Payot, MD PhD, Sainte-Justine University Hospital Center, Montreal, QC, 

Canada

objectives
1 . Understand traditional debates surrounding the ethics of neuro-

cognitive enhancement in pediatrics .
2 . Understand how the best-interests standard allows for an inno-

vative approach to the ethics of neurocognitive enhancement in 
children .

3 . Be better prepared to respond to issues regarding the neurocog-
nitive enhancement of children in the clinical setting .

Recent studies have shown that individuals are consuming neuro-
pharmaceuticals in the hopes of increasing intellectual capacities and 
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performance . High school and college students report using these 
substances to facilitate or improve academic work . These anecdotal 
accounts have led many authors to conclude that neurocognitive 
enhancement has become a socially acceptable practice . Thus, the 
question being asked most often today is not whether cognitive 
enhancement is morally acceptable but, rather, how can cognitive 
enhancement be done ethically and responsibly in research, policy, 
and clinical settings . Articles examining the ethics of neurocognitive 
enhancements in children suggest that although the practice may be 
morally questionable, it may be inevitable . They thus offer practical 
approaches to conduct ethical clinical, research, and policy work in 
this field . However, to date, there have been no thorough critical as-
sessments of the ethical acceptability of neurocognitive enhancement 
in children . Traditional debates often focus on two strongly opposed 
moral positions for or against the neurocognitive enhancement of 
individuals and their children, frequently referred to as liberal or con-
servative views . We suggest that the best-interests standard offers 
an innovative approach to critically appraising the neurocognitive 
enhancement of children, allowing us to move the debate beyond 
these two classically conflicting positions and in a progressive and 
stimulating direction . Indeed, the best-interests standard is an essen-
tial principle to guide ethical, legal, social, and medical decision mak-
ing for children, often used by healthcare practitioners involved in the 
care of children . In this presentation, we will first propose an approach 
to distinguishing treatments from enhancements with regard to the 
use of psychostimulants in children . We will then introduce and define 
the best-interests standard, drawing on work by Loretta Kopelman, 
and articulate an analysis reflecting the obligations of societies, par-
ents, and clinicians toward children, in the context of neurocognitive 
enhancement . Finally, we will delineate a practical approach to re-
sponding to questions raised about and requests for neurocognitive 
enhancement in the pediatric context, based on the best-interests 
standard . This will lead us to propose areas for future research and 
policy development in this field .

References: Maher, B . (2008) . Poll results: Look who’s doping . Nature, 
452(7188), 674–675 . Wilens, T . E ., Adler, L . A ., Adams, J ., Sqambati, 
S ., Rostrosen, J ., Sawtelle, R . .  .  . Fusillo, S . (2008) . Misuse and diver-
sion of stimulants prescribed for ADHD . Journal of the American 
Academy of Child and Adolescent Psychiatry, 47(1), 21–31 . Farah, M . J ., 
Illes, J ., Cook-Deegan, R ., Gardner, H ., Kandel, E ., King, P . .  .  . Wolpe, P . 
R . (2004) . Neurocognitive enhancement: What can we do and what 
should we do? Nature Reviews Neuroscience, 5(5), 421–425 . Berg, J . 
W ., Mehlman, M . J ., Rubin, D . B ., & Kodish, E . (2009) . Making all the 
children above average: Ethical and regulatory concerns for pediatri-
cians in pediatric enhancement research . Clinical pediatrics (Phila), 
48(5), 472–480 . Singh, I ., & Kelleher, K . (2010) . Neuroenhancement in 
young people: Proposal for research, policy and clinical management . 
AJOB Neuroscience, 1(1), 3–16 . Committee on Bioethics, & American 
Academy of Pediatrics . (1995) . Informed consent, parental permission, 
and assent in pediatric practice . Pediatrics . 95(2), 314–17 . Kopelman, 
L . M . (1997) . The best-interests standard as threshold, ideal, and 
standard of reasonableness . The Journal of Medicine and Philosophy, 
22(3), 271–289 .

Confusions of Moral enhancement
Lily E. Frank, MPhil, Graduate Center, City University of New York, New York, NY

objectives
1 . Understand how the notion of moral enhancement is currently 

being used in the bioethics literature .
2 . Understand three problematic assumptions that advocates of 

moral enhancement make .

Out of the nascent field of neuroethics a new debate is emerging on 
the permissibility, possibility, and desirability of moral enhancement . 
Advocates of moral enhancement argue that it is a necessary way 
for human beings to make moral progress . The case for the moral 
enhancement of human beings’ capacity for moral motivation has 
been forcefully made in recent work by Julian Savelescu and Igmar 
Persson, Unfit for the Future: The Need for Moral Enhancement . 
Advocates of moral enhancement argue that moral enhancement can 
make humanity less aggressive, less violent, and more compassion-
ate and can imbue us with a greater sense of fairness . I argue against 
moral enhancement as a form of moral innovation on the grounds 
that its advocates make three unjustified and unexamined assump-
tions . First, they do not closely examine the normative theories and 
cultural values that underlie their conception of what a morally en-
hanced human being would actually be like . For example, advocates 
of enhancement often rely on a problematic consequentialist frame-
work . A Kantian would argue that a morally enhanced person who 
does something kind out of merely a natural inclination to be kind, a 
result of, for example, an increased dopamine level in their brain, did 
not perform a morally praiseworthy action at all . Second, they assume 
that by altering the brain through chemical or surgical manipulation, 
the resulting change could actually constitute a moral enhancement, 
rather than just a psychological change in the standard human psy-
chology . Third, advocates of moral enhancement do not consider the 
dangers of the medicalization of morality that have been articulated 
by feminists who are critical of the medicalization of sexual difference 
and childbirth, for example, or the arguments against medicalization 
that come from critics of psychiatry . History is rife with examples of 
conditions being classified as diseases that were later determined not 
to be so, such as the disease of masturbation .

PAPER SESSION (408): gENETICS
Preimplantation genetic Diagnosis: Why Canadians should 
Care about national oversight
Timothy M. Krahn, Novel Tech Ethics, Dalhousie University, Halifax, NS, Canada

objectives
1 . Explain the various international models for regulating PGD and 

the specific historical and new legal and policy instruments used 
to regulate PGD in Canada .

2 . Critically assess the harms and benefits (for various stakehold-
ers) of national oversight of PGD versus professional self-regula-
tion by region .

3 . Provide practical recommendations for building national struc-
tures to implement public consultation procedures that could 
provide a central forum for policy debate around new reproduc-
tive technologies like PGD .

Preimplantation genetic diagnosis (PGD) is a technique used to iden-
tify and select against heritable genetic anomalies in embryos created 
through in-vitro fertilization . Its main use is to prevent children being 
born with certain heritable conditions . PGD is a powerful technology . 
Deciding who should have access to PGD, under what conditions, 
and for what purposes implicates a variety of private and public in-
terests involving diverse parties (e .g ., assisted human reproduction 
[AHR] companies, clinicians, women, children, disability groups) with 
varying degrees of power to voice their interests . Prior to 2004, ac-
cess to AHR technologies in Canada was chiefly determined by the 
market and the views of individual attending physicians . The Assisted 
Human Reproduction Act (2004) responded to some of the risks of 
this situation by introducing a clear set of prohibitions and controlled 
activities . Soon thereafter, Quebec challenged the act, claiming that it 
infringed provincial responsibilities under the Constitution (1867) “to 
regulate and promote the benefits of medical practice and research 
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related to AHR,” while the defense justified the legislation as falling 
within federal powers under the Constitution “to protect morality, 
safety, and public health” (Baylis, 2011, p . 317) . In 2010, the Supreme 
Court struck down most sections of the act that would have allowed 
the federal government to regulate PGD as a controlled activity . 
Provincial and territorial health authorities are now at liberty to decide 
whether and how to institute regulations . Some would argue that, 
absent risk of egregious public harm, the lack of federal regulation is 
not a problem . After all, if PGD is used solely for medical indications 
(e .g ., Tay-Sachs disease) and not for social purposes (e .g ., social sex 
selection), then professional self-regulation (operating within regional 
medical authorities) is sufficient to provide “soft law,” which is well 
suited to the fast-changing field of reprogenetics . This presenta-
tion outlines why Canadians ought to be concerned with the shift 
away from national oversight of PGD . Section 1 challenges the social-
medical distinction and shows that PGD is already available for social 
purposes . Section 2 argues that professional self-regulation by region 
is insufficient to regulate access to PGD . From an ethical standpoint, 
these bodies are not a suitable jury for deciding the specific social 
purposes for which PGD can or cannot be used, and they risk being 
ethically obstructive if they assume the role of moral gate-keepers . 
Section 3 explains why continued absence of or variability in regula-
tion across regions has the potential to (1) exacerbate (already) unfair 
conditions of access to PGD and foster reproductive tourism, with 
compromises to women’s reproductive autonomy, and (2) lessen 
the chances of mandating and implementing consistent standards 
and structures for collecting data needed for ensuring the safety of 
patients and their prospective children . Such data—especially when 
collected on a wider (national) scale—could also prove useful for 
monitoring consumer demands, which would be crucial for designing 
timely, responsive, and measured regulation for the future . The pre-
sentation concludes with a discussion of the comparative advantages 
of national structures for implementing public consultation proce-
dures to provide a central forum for policy debate .

Whole genome sequencing in Pediatric Care: a Journey 
from Moral tradition to Moral inquiry to Moral innovation
Randi L. Zlotnik Shaul, JD PhD LLM, Hospital for Sick Children, Toronto, ON, 

Canada
Michael J. Szego, PhD, University of Toronto, Toronto, ON, Canada
Cheryl Shuman, MS, Hospital for Sick Children, Toronto, ON, Canada
Robin Z. Hayeems, PhD ScM, University of Toronto, Toronto, ON, Canada
M. Stephen Meyn, MD PhD, Hospital for Sick Children, Toronto, ON, Canada
Sarah Bowdin, MSc BM, Hospital for Sick Children, Toronto, ON, Canada

objectives
1 . Understand how moral traditions have led to variability in ap-

proach to consent for pediatric whole genome sequencing .
2 . Understand arguments for moral innovation based on recent 

inquiry into consent and whole genome sequencing .
3 . Recognize current moral inquiry aimed at further moral innova-

tion in consent to pediatric whole genome sequencing .
Whole genome sequencing (WGS) will provide a transformative 
set of tools for gene discovery and clinical care (e .g ., replacing mul-
tiple single- or multigene tests, reducing disease morbidity through 
early detection and treatment, reducing adverse drug reactions, and 
predicting future diseases), but major challenges exist regarding its 
implementation into clinical care from the perspectives of available 
ethical frameworks . Although the use of WGS is becoming increas-
ingly widespread, there is a paucity of published data examining the 
perceived benefits and risks of WGS from the perspective of WGS 
participants/parents and stakeholder healthcare providers . Also, al-
though many genomics researchers agree that clinically significant 
results should be disclosed to research participants/parents and re-
search ethics guidance endorses this approach, there is no consensus 

on what constitutes a clinically significant result . The locus of decision 
making is especially complex in the context of WGS because clini-
cally relevant variants identified in a child’s genome may have health 
implications for parents, siblings, and other relatives . An examination 
of 43 pediatric research consent forms from across Canada revealed 
variability and inconsistencies in many key areas, including return of 
research results and incidental findings . This variability mirrors the 
lack of national or international guidelines on how incidental findings 
should be treated in pediatric research . As such, developing a con-
sistent, ethically defensible, innovative, and inquiry-based approach 
to informed consent and return of research results in the pediatric 
context is especially important . The hospital through which the au-
thors work is initiating a genome clinic research project that will ad-
dress a number of challenges, including the design of a novel consent 
process for WGS in the pediatric setting . A morally innovative feature 
of the genome clinic consent process is the choice given to parents 
and/or capable patients about the disclosure of variants associated 
with medically actionable adult-onset disorders . Past genetic test-
ing paradigms have generally favored withholding this information 
from parents because testing and disclosure were not considered to 
be in the best interest of the child . Aligned with emerging guidelines, 
the creators of the genome clinic consent have interpreted best in-
terests more broadly: the presence of a disease-associated variant 
(e .g ., BRCA 1 or 2) in the patient has potential health implications for 
the parent, and knowledge about parental disease risks, in turn, has 
implications for the best interests of the child . Authors of this presen-
tation are currently participating in research inquiry aimed at further 
moral innovation . This inquiry is examining participant/parent per-
ceptions and expectations regarding WGS and their experience with 
the consent process as well as clinician expectations and challenges 
regarding WGS . The data gleaned from this study will stimulate a 
number of downstream moral innovations, including the development 
of evidence-based standards for informed consent . This inquiry aimed 
at moral innovation is the first to examine these issues in a Canadian 
pediatric population .

PANEL SESSION (426)
Cultivating empathy: a Component of Professional identity 
formation
Nicole M. Piemonte, MA, University of Texas Medical Branch, Galveston, TX
Susan D. McCammon, MD MFA, University of Texas Medical Branch, Galveston, 

TX
Sarah E. Baker, BA, University of Texas Medical Branch, Galveston, TX
Mark A. Clark, University of Texas Medical Branch, Galveston, TX

objectives
1 . Recognize the inherent challenges of defining, teaching, and as-

sessing empathy .
2 . Understand how empathy relates to moral courage and profes-

sional identity formation in medical education .
3 . Be aware of specific texts, poems, films, and writing prompts 

suited for cultivating empathy and fostering professional identity 
formation in medical education .

Empathy is universally lauded as a desirable quality in a healthcare 
provider . Medical educators, clinicians, policy makers, and members 
of the public state that it is one of the core values of the medical 
tradition that they wish to preserve and cultivate . Indeed, the codes 
produced by the medical professionalism movement often mandate 
it . Yet the term empathy is also fraught with imprecision and misun-
derstanding . Teaching and assessing empathy pose significant chal-
lenges at all levels of medical education, and these efforts are often 
met with disproportionate resistance and skepticism . This panel will 
delve into the origin and theoretical genealogy of the term and of-



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  112

sCheDuLe With aBstraCts—sunDay, oCtoBer 27

fer an innovative curriculum that accepts its problematized history 
and engages directly with the challenges of educating or forming 
“empathic practitioners .” The first panelist will discuss the historical 
origins of the term and contextualize its development and current 
usage in the fields of medicine and the humanities . Emphasis will be 
placed on the methods used now for teaching and assessing em-
pathy in undergraduate medical education . The panelist will discuss 
the distinctions Jodi Halpern makes between resonance and imagi-
nation work and contrast that to Mohammadreza Hojat’s use of the 
cognitive and emotional domains of empathy in patient care . The 
first panelist will conclude by discussing various critiques of empa-
thy, such as false empathy, familiarity bias, assumption of universals, 
and empathy as a manipulative tool, as well as reasons that it may 
be uniquely resisted within clinical practice . The second panelist 
will use the work of literary theorists Susan Keen and Patrick Colm 
Hogan to introduce the idea of situational empathy and the fluid 
interrogation of self and other that forms the basis of both empathic 
understanding and identity formation . The current focus on profes-
sional identity formation in medical education will be assessed from 
this perspective, and the questions and challenges facing each level 
of trainee will be considered . The role of moral courage will be iden-
tified in the intersection of virtue ethics, character development, and 
identity formation . Moral courage is demonstrated through cleaving 
to one’s own values in the face of dissent or disinterest, and the abil-
ity to understand “one’s own values” as a product of both self and 
other is at the very heart of empathy . The third panelist will draw 
together the historical, critical, and pedagogical themes of the pre-
ceding two presentations and provide specific examples of learning 
encounters, emphasizing the use of literature, poetry, and reflective 
writing exercises . Using Wayne Booth’s neologic construct of coduc-
tion, this panelist will demonstrate the power of dialogic interac-
tions that are “corrected in conversation .” Such iterative corrections 
offer a powerful model of experiential empathy that can overcome 
the charge lodged against medical education that its assessment 
of such qualities is too reductive . The panel will conclude with a 
discussion of Rafael Campo’s poem “On the Wards,” highlighting its 
potential use for cultivating empathy in medical education . The pan-
elists will elicit commentary from the audience about the relation of 
recognition and remorse to empathy and identity .

9:45–10:45 aM
CONCURRENT SESSIONS

PANEL SESSION (409)
Letters to a young Bioethicist: Practice Beyond the seminar 
(or, how to get started, With or Without a Degree in 
Bioethics)
Virginia L .Bartlett, PhD, Cedars-Sinai Medical Center, Los Angeles, CA
Kyle L. Galbraith, PhD, Carle Foundation Hospital, Urbana, IL
Daniel Morrison, PhD MA, Pepperdine University, Malibu, CA
Mindy McGarrah Sharp, PhD, Phillips Theological Seminary, Tulsa, OK

objectives
1 . Promote discussion of professional development for junior or 

young professionals in the evolving field of bioethics .
2 . Raise questions about what aspects of education and training are 

helpful for young professionals establishing careers in bioethics .
3 . Highlight how a broadly conceived interdisciplinary training 

program in bioethics supports student transitions to a variety of 
careers important for the large field of bioethics .

As individuals and institutions work on the idea of credentialing and 
certification in the field of bioethics (with its overlapping subfields 
of academic [bio]ethics, research ethics, medical ethics, nursing eth-

ics, and clinical ethics, to name the most prominent), many ongoing 
discussions of how to educate and train future professionals focus 
on what types of training programs—theoretical or practical or clini-
cal—are helpful (and should thus be required) . Different programs 
are experimenting with detailed curricula, offering specific degrees in 
bioethics and using different markers of success as their students em-
bark on professional careers in bioethics, which highlights the ongoing 
questions of what it means to work in bioethics and how one prepares 
for that work . Parallel to these concerns is a different set of questions 
concerning how best to help with the transition from student to profes-
sional in this widely varying field . Different opportunities for discussion 
and practice have developed around this topic, for example, immersion 
programs for clinical ethics, writing workshops for junior scholars, and 
a mentoring program through ASBH; a 2012 issue of the Cambridge 
Quarterly of Healthcare Ethics featured the journey-to-the-field narra-
tives of “the coming generation of American bioethicists .” Yet an ex-
plicit discussion of the challenges of transitioning from student to pro-
fessional—especially by those in transition—has yet to be offered and 
would contribute an important perspective to the broader conversation 
about preparing for, and working in, the field of bioethics . As a model 
for such discussions, this panel session will include four recently gradu-
ated and newly practicing bioethics professionals with a variety of 
disciplinary backgrounds, whose shared studies at the ethics center of 
a major university and its medical center included extensive and multi-
disciplinary theoretical, practical, and clinical training . Though the cen-
ter did not offer a degree in bioethics, the contributions of this group 
of young professionals includes work across the range of bioethics: 
academic teaching, social science and medical research, clinical consul-
tation, and combinations thereof, perhaps challenging current trends 
toward narrowly focused degree or certification programs in bioeth-
ics . Offering critical reflections on their shared learning (via a unique 
seminar in clinical and research ethics) and on their transition to pro-
fessional roles, these young bioethicists will create an opportunity to 
publicly discuss what helps young professionals in the field to address 
the challenges and questions facing bioethicists at the beginning of 
their careers . To open dialogue about training and transitions for young 
professional bioethicists, the moderator will describe the panelists’ shared 
education and will introduce the panelists and their current professional 
roles: social science professor and researcher, professor of pastoral theology 
and ethics, clinical ethics consultant, and institutional review board manager . 
Each panelist will reflect on what aspects of his or her education and train-
ing were most important or helpful over the first few years of developing 
a professional practice and what advice they can offer current students 
pursuing bioethics careers and educators developing degree programs . The 
facilitated discussion among panelists and audience will consider what mat-
ters in efforts to educate and train—and transition—emerging bioethicists, 
regardless of their institution or degree .

PAPER SESSION (410): END OF LIFE/ORgAN 
DONATION
opting out: Confidentiality and alibis for Living kidney Donors
Carrie Thiessen, MD PhD, Yale–New Haven Hospital, New Haven, CT
Yunsoo A. Kim, Yale University, New Haven, CT
Richard Formica, MD, Yale School of Medicine, New Haven, CT
Sanjay Kulkarni, MD FACS, Yale School of Medicine, New Haven, CT

objectives
1 . Understand the guidelines for confidentiality and provision of an 

“alibi” after a candidate living donor opts out of evaluation .
2 . Learn about U .S . transplant centers’ current practices for inform-

ing candidate living kidney donors about opt-out confidentiality 
of candidate status, decision, reason, health information, and the 
availability of an alibi .
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3 . Become familiar with recommendations for improving candidate 
donor understanding of opt-out confidentiality and for using 
nonspecific alibis .

Background: An individual who withdraws from evaluation as a can-
didate living kidney donor (CD) may be uncomfortable informing the 
intended recipient (IR) . To protect CD autonomy and relationships, 
the Live Organ Donor Consensus Group states that transplant teams 
may offer CDs a nonfalsified “medical disclaimer” or “medical alibi .” 
We examined centers’ practices regarding opt-out confidentiality and 
alibis .

Methods: We asked all U .S . sites that performed fewer than five living 
kidney transplants (LKT) from July 2010 to June 2011 (184) for their 
donor evaluation informed consent forms . Thirteen sites were ineli-
gible . Text about opt-out confidentiality and process was indepen-
dently coded by two authors; discrepancies were settled via discus-
sion . Consent checklists were excluded except for the frequency of 
the right to opt out . Program differences (volume, region) and year of 
consent revision were assessed with descriptive statistics .

Results: We obtained 131 consent forms and 17 checklists (87% of eli-
gible sites) . Six sites (4%) declined, 9 (5%) did not reply, and 8 (5%) 
did not have available forms . Decliners performed fewer LKTs than re-
sponders (mean 13 vs . 35, p < 0 .0001); respondent groups were oth-
erwise similar . Most sites (143, 97%) informed the CD that she had the 
right to opt out at any time . Ninety sites (69%) with consent forms 
addressed opt-out confidentiality . However, specific assurances about 
the confidentiality of CD health information (42, 34%), candidacy 
status (23, 18%), opt-out decision (33, 25%), and opt-out reason (30, 
23%) were less common . Upon CD withdrawal, 57 sites (44%) were 
willing to intervene with the IR on the CD’s behalf . Although most 
sites required CD authorization or request to do so, 9 (7%) always 
shared some information with the IR . One-fifth of centers offered CDs 
a “nonspecific” (25, 19 .1%) or medical (3, 2 .3%) statement of “unsuit-
ability for donation .” Results did not vary by center volume, region, or 
consent form year .

Conclusions: Although most sites state that CDs can opt out any time, 
CDs would benefit from greater clarity about what information will be 
shared with the IR after withdrawal . Relatively few centers offer alibis 
to opted-out donors . In contrast to the consensus group allowance 
of medical alibis, nonspecific alibis are more common . We support 
this shift, which eliminates concerns about deception . Further work 
should explore whether increased alibi use would encourage more 
individuals to undergo living donor evaluation .

helping the invisible Children: family strategies to 
overcome sibling Distress During a Pediatric allogeneic 
hematopoietic stem Cell transplant
Rebecca Pentz, PhD, Emory University, Atlanta, GA
Kristopher A. Hendershot, BS, Emory University, Atlanta, GA
Margie D. Dixon, Emory University, Atlanta, GA
Tehseen Dossul, BA, Emory University, Atlanta, GA
Wendy Pelletier, MSW RSW, Alberta Children’s Hospital, Calgary, AB, Canada
Kristin Stegenga, PhD RN CPON, Children’s Mercy Hospital, Kansas City, MO
Lidia Hanevold, Emory University, Decatur, GA
Pamela Hinds, PhD RN FAAN, Children’s National Medical Center, Washington, 

DC

objectives
1 . Describe family members’ strategies for helping the siblings of 

pediatric patients undergoing an allogeneic hematopoietic stem 
cell transplant to navigate through the potentially distressful 
process .

2 . Discuss possible interventions and other deliverables to assist 
families and healthcare team members identify and alleviate the 
distress of siblings during the transplant period .

Introduction: The view and role of the child within a family and soci-
ety has been divergently described in various cultural and historical 
traditions . Rousseau is credited with demarcating a period of life as 
“childhood,” a time of innocence to be protected: “Why rob these in-
nocents of the joys which pass so quickly?” This notion of protection 
persisted in the Western tradition, with the addition of respect, being 
embodied in the bioethical practice of assent . Thus, the contempo-
rary Western view of the child is as an emerging person, valued and 
protected . However, when one child faces a life-threatening disease, 
the siblings may become “invisible,” rather than valued and protected, 
with some research suggesting the existence of posttraumatic stress . 
Having previously identified this phenomenon of the invisible child, 
we completed a primary and secondary analysis to identify strategies, 
both successful and unsuccessful, that families used to restore sib-
lings to their traditional role within the family .

Methods: We completed a primary, one-site, qualitative analysis of 
interviews querying strategies from 16 members of four families, ei-
ther pretransplant or 4–12 months posttransplant, and 6 bone marrow 
transplant team members . Additionally, we conducted secondary, 
qualitative analysis of strategies mentioned in interviews from four 
sites with 137 members of 36 families interviewed longitudinally at five 
time points: pretransplant and 5, 8, 9, and 12 months posttransplant .

Results: Our data suggest two sources of sibling distress: lack of in-
clusion and lack of information . Strategies suggested by family mem-
bers to combat the former include daily phone calls, cards, prayer, 
exchanging photographs, and video chats; parents sharing time 
between home and the hospital; evenly distributing gifts; and sibling 
hospital visits . Strategies to combat the latter include giving informa-
tion on a need-to-know basis, with an age-appropriate or “junior” 
version, or at nearly an adult level . More unique strategies suggested 
were having both parents stay with the patient, with siblings living 
with extended family; having one parent stay with the patient, with 
no visitors for infection control; and giving the siblings adult-like re-
sponsibilities, such as bill paying and caregiving . The healthcare team 
members confirmed the notion of the invisible child: “We just don’t 
see the siblings that much .”

Discussion: We will present illustrative family member narratives and 
the strategies embedded in them . The strategies reveal a tension be-
tween the notions of protection and respect within the Western tradi-
tion . Protectionist strategies attempt to safeguard the patient through 
isolation or shield the siblings from unsettling information . However, 
some strategies showed great respect for the sibling, almost at an adult 
level, even reverting to what is often considered an outdated view—the 
child valued for usefulness, as a key player in safeguarding family wel-
fare . We believe a discussion of these strategies will translate beyond 
the arena of seriously ill children, to inform the wider discussion of the 
current view of the child as well as to inform interventions to assist dis-
tressed families better meet their goals of nurturing all their children .

PANEL SESSION (411)
health equity in Praxis: ethics, Practice, and Policy 
implications
Lena Hatchett, PhD, Loyola University Chicago Stritch School of Medicine, 

Maywood, IL
John Stone, MD PhD, Creighton University, Omaha, NE
Aletha Akers, MD MPH, University of Pittsburgh, Pittsburgh, PA
Mary A. Garza, PhD MPH, University of Maryland School of Public Health, College 

Park, MD

objectives
1 . Identify the terms and relationship between health equity and 

health disparities .
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2 . Evaluate the policy implications of community-based participa-
tory research (CBPR) cases in health promotion .

3 . Evaluate the ethical and practice implication of CBPR cases in 
health promotion .

In the United States, there is a growing focus on health equity . 
Important for the bioethics community are answers to three funda-
mental questions: What is health equity? How does it relate to health 
disparities? And what does health equity look like in practice? Related 
questions are these: Is health equity merely a new term for existing 
justice concepts, or does health equity have new and meaningful 
implications for praxis and policy on health promotion? This panel 
will review ethical foundations of health equity and explore the rela-
tionship between health equity, health disparities, and public health 
practice . To illustrate ethical, practice, and policy implications, we 
will describe and analyze three interdisciplinary cases that promote 
health equity through the use of community-based participatory re-
search (CBPR) . CBPR is a best-practice approach for reducing health 
disparities through engaging communities and stakeholders equally 
and fairly in the process of promoting health improvement . Among 
other things, CBPR principles do so through mutual knowledge shar-
ing in horizontal partnerships that build on community and investi-
gator strengths and resources . The first case addresses food access 
and employment access in a low-income urban neighborhood . The 
second examines whether increasing adherence to pediatric preven-
tive care guidelines regarding the delivery of anticipatory guidance to 
parents of adolescents can reduce adolescent sexual health dispari-
ties . The third case focuses on advancing fourth-generation research 
using public health critical race praxis, which complements the aims 
of health equity and can help reduce community-wide cancer dispari-
ties . All cases show that to practically foster health equity, health sys-
tems and research endeavors need moral courage and action .

PANEL SESSION (412)
from the Bedside to the administrator’s office: Moral 
Courage in health Care
Ruchika Mishra, PhD, California Pacific Medical Center, San Francisco, CA
William S. Andereck, MD, California Pacific Medical Center, San Francisco, CA
Ellen M. Robinson, PhD RN, Massachusetts General Hospital, Boston, MA
Ruth Purtilo, PhD, MGH Institute of Health Professions, Charlestown, MA

objectives
1 . Understand the meaning of moral courage.
2 . Apply the concept of moral courage to patient care both at an 

individual patient’s level and at an organizational level .
3 . Understand the role of ethics consultation in developing moral 

courage at an institutional level while addressing barriers to 
moral courage and offering solutions .

This panel presentation will explore the conceptual meaning of moral 
courage and apply it within the framework of patient care in the clini-
cal and organizational setting of health care . While discussing the 
different elements of moral courage as a disposition and a process, 
the presenters will consider the need for moral courage in healthcare 
practitioners as well as healthcare administrators in discharging their 
ethical obligations and providing ethically appropriate and high-
quality care to patients . Using ethics consultation cases, this panel of 
experienced ethics consultants will demonstrate that hospital ethics 
committees serve an organizational function in advising healthcare 
providers and the institution’s leadership regarding their ethical obli-
gations to patients, the implementation of which requires moral cour-
age; addressing barriers to the application of moral courage at the 
bedside and the organizational level; and sharing practical sugges-
tions for influencing practices and policies consistent with sustained 
courageous action . This presentation includes the experience of eth-

ics consultants from three institutions and hospital ethics committees 
across the United States . In the combined experience of these highly 
active ethics committees, ethics consultations are often requested in 
the face of an ethical dilemma resulting in moral distress experienced 
by healthcare providers . As the ethics consultant or the hospital eth-
ics committee members frame the recommendations for the consul-
tation, they play a unique role in assessing the various facets of the 
complex situation . This includes assessing the initial question posed 
by the requestor, the distress faced by the providers, the ethical issues 
as determined by the ethics consultant as well as the needs of the 
team, and the organizational setup in implementing the ethics rec-
ommendations . It is common experience that the most complex and 
distressing patient care cases are brought to the attention of the hos-
pital ethics committee . Providing the right patient care requires not 
only moral courage from the healthcare team but also courage and 
support from the organization’s leadership . The hospital ethics com-
mittee plays a vital role in taking these cases from the bedside to the 
administrator’s office and advising ethically appropriate healthcare 
delivery at the organizational level . This presentation also highlights 
the need for moral courage in the ethics consultant and the hospital 
ethics committee as they embrace the challenging dimensions of a 
complex patient care situation . Compassion wedded to moral cour-
age can empower the ethics consultant to restore calm and trust 
among patients, families, and healthcare professionals and in the 
organization . The ethics committee’s knowledge, experience, and ex-
pertise can serve as resources to foster confidence among distressed 
providers . As a bridge between the bedside and the administration, 
the ethics consultant’s moral courage serves to establish support-
ive institutional mechanisms, which in turn create an organizational 
culture of commitment to professional values, sustained courageous 
action, and optimal patient care . The presenters will focus on moral 
courage at the bedside and in the institution and the role of ethics 
consultation in developing institutional moral courage .

PAPER SESSION (413): JUSTICE
guidelines, Beneficence, and social Justice
Lou-Anne Beauregard, MD, Heart Specialists of Central Jersey, Freehold, NJ

objectives
1 . Understand how guidelines may not address ethical issues in 

medicine .
2 . Develop better guidelines that incorporate an appreciation of 

careful use of resources .
Quality improvement advocates the use of guidelines in patient man-
agement . The American College of Cardiology and Heart Rhythm 
Society has developed evidence-based guidelines for implantation 
of implantable cardioverter-defibrillators (ICDs) . ICDs are devices 
that shock a patient in order to stop life-threatening arrhythmias and 
provide pacing either as backup or as part of heart failure manage-
ment, or cardiac resynchronization therapy (CRT) . Eligible patients 
have symptomatic, life-threatening arrhythmias (secondary preven-
tion) or have impaired heart function and are at high risk of arrhyth-
mias (primary prevention) . CRT devices, which use pacing to control 
the contraction of the heart, may be pacemakers or defibrillators . 
These indications are mirrored in the Medicare National Coverage 
Determination . However, the Medicare document is not a guideline 
but a payment document . It has specific requirements for primary 
prevention devices: (1) patients need to sign consent, and (2) all pa-
tients must be in a device registry . This is because a large number of 
patients may meet cardiac criteria for primary prevention devices . 
Both documents cite limited life expectancy, refractory arrhythmias, 
and Class IV heart failure as contraindications to implantation of ICDs, 
except CRT devices in the latter case . The documents have gray 
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areas, and ethical use of them requires consideration of both benefi-
cence and use of limited resources . Clinical cases illustrate where be-
neficence and social justice may be in conflict . Case 1: An 80-year-old 
on dialysis has developed a low ejection fraction . His son wants him 
to have an ICD . Although he meets criteria, he has been noncompliant 
with dialysis, and patients with renal failure often die nonarrhythmic 
deaths . It is not clear that the device will help him without placing a 
burden on him . Case 2: A 90-year-old with a primary prevention ICD 
needs replacement . Because he has never had a shock, he was ad-
vised to consider not replacing the device . His wife wants the device 
replaced . The guidelines do not address age as a factor in ICD man-
agement . Case 3: An 80-year-old with a primary prevention CRT-ICD 
has reached replacement time . She has progressive dementia and 
cannot sign her own consent . With difficulty, her family has agreed 
to replacement with a CRT pacemaker, in part because Medicare will 
deny coverage . Case 4: A 95-year-old with refractory heart failure re-
ceived a CRT-ICD . The benefit of an ICD in this population is unclear . 
The physician did not consider implanting a CRT-pacemaker . Case 5: 
A 75-year-old with Class IV heart failure received an ICD (not CRT) . 
One month later, he was placed in hospice . Guidelines would not have 
supported implantation of a standard ICD . 

Conclusions: Guidelines serve to identify patients who might benefit 
from an ICD or CRT, but they fall short of guiding ethical and moral 
decisions . A device that has a significant cost to society may not be 
appropriate for all patients who meet clinical criteria . Neither guide-
lines nor coverage determination is clear on how to manage elderly 
patients, patients with cognitive impairment, or those with significant 
comorbidities .

Parsimonious Care: Penurious Promises or Just Prudence?
Leonard M. Fleck, PhD, Michigan State University, East Lansing, MI

objectives
1 . Understand the moral challenges associated with a commitment 

to delivering parsimonious care .
2 . Understand that if seven conditions are met, then parsimoni-

ous care does not represent disloyalty to the best interests of 
patients .

The American College of Physicians generated a small media fire-
storm with the sixth edition of their Physicians Ethics Manual, wherein 
they recommended that physicians should provide “parsimonious 
care” to their patients for reasons of both equity and efficiency . A 
number of critics called attention to the linguistic point that parsi-
mony carries with it the connotation of stinginess, something few 
physicians would regard as a medical virtue . Other critics called at-
tention to the morally relevant point that parsimonious care repre-
sented disloyalty to the best interests of their patients . Tilburt and 
Cassel have argued that the ethics of parsimonious medicine is not 
the ethics of rationing (Journal of the American Medical Association, 
2013, pp . 773–74) . Their contention is that parsimonious care is about 
eliminating wasteful medical practices that yield no good for patients . 
Such practices generate no just claims and hence do not represent 
disloyalty to patient interests . I argue, however, that little medical care 
in actuality fits this definition . Most often parsimonious care will mean 
denying patients care that is only marginally beneficial in specific clin-
ical circumstances, which is rationing . Such choices represent the wise 
and responsible use of healthcare resources . Parsimonious care is not 
stingy care, unless stingy care is relativized to exaggerated patient 
expectations . I defend the claim that parsimonious medical care is 
presumptively morally permissible if the following conditions are met: 
(1) We have limited resources to meet virtually unlimited healthcare 
needs . (2) As a society we are failing to meet numerous just claims to 
needed health care because we squander resources in multiple ways 

in meeting the health needs of the very well insured, i .e ., excessive di-
agnostic testing; low-benefit, high-cost, dubiously necessary surgical 
procedures; high-cost drugs where lower-cost drugs would suffice . 
(3) Objective medical grounds exist for believing that a specific in-
tervention for a certain type of patient (and this particular patient as 
well) will likely yield little benefit . (4) Those objective medical grounds 
are captured in evidence-based, expert-derived practice protocols 
congruent with the core values of medicine, as opposed to insti-
tutionally generated guidelines designed to maximize the financial 
self-interest of an organization . (5) The parsimonious practice proto-
cols are public and transparent and have been legitimated through a 
process of rational democratic deliberation so that it can be justifiably 
said that future possible patients have endorsed these protocols as 
reasonable and necessary for reasons of equity and efficiency . (6) 
Savings achieved through parsimonious practices are captured and 
redistributed toward meeting the higher-priority healthcare needs of 
a specific patient population, as opposed to rewarding investors or al-
lowing those savings to be used for noncare purposes . (7) High-cost 
patients are not discriminated against; instead their healthcare needs 
are met as efficiently as possible with effective healthcare interven-
tions, even if those interventions are not cost effective . The goal is not 
maximal parsimony but equitable parsimony .

Concentrated risk, Coventry Blitz, Chamberlain’s Cancer
Nir Eyal, Harvard Medical School and Harvard University, Boston, MA

objectives
1 . Understand the distinction between personal prospects and 

personal outcomes as potential currencies of distributive justice 
in health .

2 . Understand the use of personal outcomes as the only currencies 
of distributive justice in health .

Suppose that Churchill had known in advance about the German 
Blitz plan for Coventry and decided to do nothing against it, in order 
to cut overall British war casualties by a little . Would that decision 
be wrong? Norman Daniels has recently argued that abandoning 
individuals or groups to what he calls “concentrated risk,” higher risk 
than others face, “is wrong, other things being equal .” This chimes in 
with recent ideas by Michael Otsuka, Johann Frick, and others and 
affects many bioethics dilemmas: Should we fund expensive treat-
ment (or only cost-effective prevention)? What about research and 
development of drugs for rare diseases? Regarding Coventry, Daniels 
might claim that fairness toward the inhabitants of Coventry would 
have made it wrong to abandon them to concentrated risk of death . 
Their abandonment would achieve a slightly better outcome, but 
only through very unfair risk distribution . I argue against treating risk 
this way, as a currency of distributive justice . As Chamberlain neared 
death, evidence suggested that he was healthy; in fact he had termi-
nal cancer . Epistemically, Chamberlain was low risk, but non-epistem-
ically he was high risk . As I show, applying fairness considerations to 
risk distribution is absurd on either an epistemic or a non-epistemic 
interpretation . Starting with epistemic risk, consider what a moral 
duty to equalize epistemic risk would have to amount to . Such a duty 
would mean that if electric power operators in a dense British city 
noticed, in the course of a Blitz attack, that the street light near one 
house is not dimmed (which put the house residents at concentrated 
risk of being targeted for aerial bombardment), then their duty would 
have been to cut the power to that light even if doing so would only 
divert bombing to other houses in town; any failure to divert the risk 
would knowingly abandon that house’s residents to concentrated 
epistemic risk . But surely diverting bombing from one house’s resi-
dents to another’s is pointless . And ascribing such an obligation to 
the electric power operators is absurd . Fair distribution of life and 
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death matters would have easily justified—indeed, demanded—con-
siderable financial sacrifice; not so for a futile game of musical chairs . 
Now consider what would follow if it were obligatory to equalize ob-
jective risk . That would mean that any British cabinet decision likely to 
affect determinate German Blitz plans and “reshuffle” which Britons 
are objectively at concentrated risk would be wrong, other things 
equal . But that would have made nearly every high-impact wartime 
decision wrong in some important respect, even if decision makers 
were entirely oblivious as to which Britons would assume greater risk 
as a result . That condemnation seems misplaced as well . I conclude 
that risk distribution has no intrinsic (dis)value . We often have prag-
matic reasons to fund expensive treatment and research and devel-
opment for rare diseases, but the only true currency of distributive 
justice in health is (access to) good and bad outcomes .

PANEL SESSION (414)
Moral innovation in a Changing World: ethically 
researching Medical Countermeasures with Children
Michelle Groman, JD, Presidential Commission for the Study of Bioethical Issues, 

Washington, DC
David DeGrazia, PhD, George Washington University, Washington, DC
Robert M. Nelson, MD PhD, Food and Drug Administration, Silver Spring, MD
Lisa M. Lee, PhD MS, Presidential Commission for the Study of Bioethical Issues, 

Washington, DC

objectives
1 . Understand how pediatric medical countermeasure research 

challenges traditional research ethics .
2 . Understand different ethical approaches to pediatric medical 

countermeasure research .
In January 2012, the Secretary of Health and Human Services asked 
the Presidential Commission for the Study of Bioethical Issues (the 
Bioethics Commission) to thoroughly review the ethics of conduct-
ing medical countermeasure research with children, that is, pediatric 
studies of products and interventions used in response to chemical, 
biological, radiological, and nuclear attacks . The Secretary noted 
that “the development of appropriate medical countermeasures 
for children lags, in part due to challenges in collecting basic dose 
and immunogenicity studies in pediatric populations .” In March, 
the commission released “Safeguarding Children: Pediatric Medical 
Countermeasure Research,” responding to the Secretary’s charge . 
Pediatric medical countermeasure research challenges traditional re-
search ethics . Testing interventions to respond to a massive bioterror-
ism attack was not the type of research that the National Commission 
for the Protection of Human Subjects of Biomedical and Behavioral 
Research (the National Commission) considered in the 1970s when 
it formulated the foundational Belmont principles and made its rec-
ommendations on which current pediatric research regulations are 
based . This panel will discuss different ethical approaches to under-
standing pediatric medical countermeasure research and will focus 
on how various traditions can inform the ethical analysis of a problem 
that was unanticipated decades ago . The first panelist, a pediatric 
research ethicist, will discuss traditional approaches to pediatric re-
search ethics, including the work of the National Commission and rel-
evant federal regulations . Although neither the National Commission’s 
reports nor the federal regulations directly anticipated pediatric medi-
cal countermeasure research when drafted, they are both prescient in 
allowing for flexibility in the face of novel situations . The second pan-
elist, a Bioethics Commission staff member, will discuss the Bioethics 
Commission’s report, “Safeguarding Children .” This panelist will focus, 
in particular, on the Bioethics Commission’s principled approach to 
its ethical analysis and the practical recommendations that resulted . 
The third panelist, a philosopher, will discuss a rights-based approach 
to pediatric research ethics and, more specifically, its application to 

pediatric medical countermeasure research . Making explicit the idea 
of moral rights that is implicit in the current ethical and regulatory 
framework, this panelist will discuss a child’s right to participate in 
decision making regarding his or her involvement in research and a 
child’s right to adequate protection from harm . After the panel pre-
sentation, the audience will be asked to engage in a discussion about 
ethical approaches to pediatric medical countermeasure research, 
the approaches discussed by the panelists, and other suggestions 
for analyzing an ethically complex and relatively new dilemma in 
research ethics . As the Bioethics Commission recognized, pediatric 
medical countermeasure research warrants an ongoing national con-
versation to ensure the highest standards of protection for children . 
These standards reflect an unwavering commitment to safeguard all 
children from unacceptable risks in research and through research 
that promotes their health and well-being . This panel aims to continue 
the national conversation on this challenging topic, gathering input 
from various moral traditions, ethical theories, and methodological 
approaches .

PANEL SESSION (415)
Late-Breaking session: office for human research 
Protections and suPPort
Nancy M. P. Kind, JD, Wake Forest School of Medicine and Wake Forest 

University, Winston-Salem, NC
Carl T. D’Angio, MD, University of Rochester Medical Center, Rochester, NY
Benjamin S. Wilfond, MD, University of Washington and Seattle Children’s 

Hospital, Seattle, WA
Lois Shepherd, JD, University of Virgina School of Medicine and School of Law, 

Charlottesville, VA

objectives
1 . Understand the objectives of the SUPPORT study and the study 

design .
2 . Explore why some bioethicists believe that the approach to 

parental permission fell below the regulatory threshold and that 
the determination by the Office for Human Research Protections 
(OHRP) was justified .

3 . Explore why some believe that the approach to parental permis-
sion did not fall below the regulatory threshold and that the 
OHRP’s determination was not justified .

The SUPPORT study, which compared different target oxygen satura-
tion levels in premature infants, was controversial because of a lack 
of consensus about key issues related to risk, parental permission, 
and the role of oversight . Much of the controversy centers on how 
federal regulations for the protection of human subjects should be 
applied to research randomizing participants to two or more interven-
tions considered to be within the standard of care in the nonresearch 
context . Differing views on how to understand and communicate the 
risks and potential benefits of research enrollment in such studies re-
sulted in two groups of bioethicists expressing opposing views about 
the determination by the Office for Human Research Protections 
that researchers in the SUPPORT study failed to disclose reasonably 
foreseeable risks in the parental permission process . This session will 
explore these issues and provide the audience with an opportunity to 
collectively explore these differing views . The first speaker will provide 
background information about the study, and the next two speakers 
will explain why they see this case differently . The second half of the 
session will be a facilitated discussion by the moderator .
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PANEL SESSION (416)
Moral Courage in Women’s health: Critical Decisions 
regarding the use of innovative Medical Devices
Ruth M. Farrell, MD MA, Cleveland Clinic, Cleveland, OH
Carmen Paradis, MD, Cleveland Clinic, Cleveland, OH
Ellen R. Solomon, MD, Cleveland Clinic, Cleveland, OH
Linda D. Bradley, MD, Cleveland Clinic, Cleveland, OH

objectives
1 . Identify the clinical and ethical challenges associated with clinical 

implementation of innovative medical devices .
2 . Describe the nuanced implications associated with the use of 

novel medical therapies and devices in women’s health .
3 . Recognize that changes in the practice of medicine call for 

healthcare providers to have moral courage in developing clinical 
practice frameworks around the use of innovative medical thera-
pies and procedures .

The Dalcon shield . Norplant . Vaginal mesh . New implantable medi-
cal devices generate salient ethical and clinical issues for women and 
their healthcare providers . Although the development of these devices 
can have a significant impact on the health and well-being of patients, 
their implementation comes with a host of clinical and ethical consid-
erations, including the possibility of unknown complications that may 
emerge only after the device has been implanted . In this age of trans-
lational medicine, physicians must decide if, when, and how to use in-
novative medical therapies in the care of their patients . In this panel, we 
will explore the leading ethical and clinical issues that arise in conjunc-
tion with the use of new medical devices, particularly those developed 
to manage conditions that affect women’s health, reproduction, and 
sexuality . At the conclusion of this panel, we will provide the audience 
with critical points to consider with the introduction of innovative de-
vices into patient care and strategies to address the ethical implica-
tions of such early use . The moderator, a leader in the field of women’s 
health, will present the salient issues that arise with the introduction of 
a new medical device that has the potential to significantly improve pa-
tients’ health and quality of life . She will speak to the moral obligation 
that physicians have to safeguard the health and well-being of patients 
in deciding to use these devices and when to rely on existing (possibly 
even suboptimal) therapies until further outcome data are available . 
She will also speak to the challenges that arise when a patient experi-
ences a serious complication from a new device that may have indelible 
implications for her health and reproductive/sexual function . The sec-
ond speaker, a pelvic reconstructive surgeon, will use a highly relevant 
case example from which to illustrate these clinical challenges . She will 
discuss the current controversy over vaginal mesh, an innovative medi-
cal device used to treat women suffering from urinary incontinence . 
She will present the story of this device, from its initial emergence on 
the market to the ongoing clinical response to serious complications 
resulting from its use . The third speaker, a surgeon and expert in the 
ethical implications of surgical innovation, will discuss the current 501K 
process by which new medical devices receive approval . In her analysis, 
she will discuss the strengths and weaknesses of the current system 
for assessing such devices’ safety and the ethical implications of this 
process on patient care and translational medicine . The final speaker, 
an expert in informed consent, will discuss the ethical obligations that 
physicians have in delineating their clinical practice patterns, specifi-
cally the responsibility to understand primary safety and outcome 
data about these devices, and, as part of that process, recognize the 
well-studied influence of industry on practice and prescribing patterns . 
In addition, she will discuss the importance of the informed consent 
process associated with the utilization of new medical devices . In doing 
so, she will outline a new kind of moral courage that is required of phy-
sicians in the current climate of innovative medical practice .

11 aM–noon
CONCURRENT SESSIONS

PANEL SESSION (417)
Decision aids in Bioethics: innovations in Patient-Centered Care
Elisa J. Gordon, PhD MPH, Northwestern University, Chicago, IL
Michael J. Green, MD MS, Penn State College of Medicine, Hershey, PA
Jamie Brehaut, PhD, University of Ottawa, Ottawa, ON, Canada
Craig M. Klugman, PhD, University of Texas Health Science Center at San 

Antonio, San Antonio, TX

objectives
1 . Define decision aids .
2 . Explain how decision aids can be used in bioethics .
3 . Describe the future of decision aids in bioethics contexts .
As patients and policy makers increasingly advocate for patient-
centered care and shared decision making, patients have come to 
play a central role in healthcare treatment decision making . To fa-
cilitate patient-centered care, patients must be provided with clear, 
evidence-based information about their treatment options, the con-
sequences of these options, and assistance with clarifying how their 
values correspond with each treatment option . Decision aids have 
been developed to support patients in making treatment decisions 
for a plethora of clinical conditions; they aim to tailor the decisions to 
the patient’s particular values and needs, which is crucial for optimiz-
ing informed consent . In the bioethics context, decision aids are more 
complex and nonlinear than simple videos, comprising Web-based 
tools that integrate computer adaptive learning, adult learning theory, 
and interactive tailored activities to personalize treatment decisions . 
However, most of what we know about decision aids for enhancing 
informed decision making is from research settings rather than the 
clinical arena, thus raising questions about their ultimate usefulness . 
In this session, we will showcase three examples of decision aids that 
address important ethical issues, focusing on how these tools serve 
to personalize medical care . Additionally, presenters will highlight the 
value of decision aids for communicating ethical issues, challenges 
involved in developing and using decision aids, and future directions 
for their use in bioethics . Presentations will be given by faculty with 
diverse backgrounds, including a social scientist who will discuss the 
development and evaluation of a decision aid to help educate kidney 
transplant candidates about kidneys from increased-risk donors . The 
presentation will present preliminary data from a randomized con-
trolled trial of the decision aid plus current education versus current 
education alone to illustrate how computer adaptive learning can be 
used to facilitate the informed consent process . A physician will dis-
cuss the use of a decision aid to help cancer patients make end-of-life 
decisions, highlighting the challenges and triumphs of decision sup-
port tools for advance care planning, and a cognitive psychologist will 
discuss the value of decision aids for bioethics as well as future direc-
tions in their use, scope, topical areas, and technology .

PAPER SESSION (418): END OF LIFE/ORgAN 
DONATION
Presumed Consent Laws are not the answer to increasing 
organ Donation: how Can We find out What is?
Jennifer S. Bard, JD MPH, Texas Tech University School of Law, Lubbock, TX

objectives
1 . Identify the research findings suggesting that presumed consent 

laws do not increase organ donation rates .
2 . Use this information to begin to develop, on the basis of one’s 

own field of expertise, a hypothesis about the differences be-
tween low- and high-donating societies .
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Almost all countries with the resources to perform transplant surgery 
face critical shortages of donor organs . This shortage has fueled 
the growth of an international black market in organ sales as well as 
considerable individual suffering . However, the extent of the short-
age in rate of donation varies significantly among countries that are 
otherwise similar in health resources and outcomes . This presenta-
tion will ask its listeners to take a public health approach by first 
identifying the differences in attitudes between high-donating and 
low-donating countries and then developing strategies designed to 
address the specific barriers to donation . It will present evidence sug-
gesting that current beliefs among those advocating donation about 
why families choose not to donate and what interventions would 
change their decisions are based on misconceptions unsupported 
by the available data . We in the United States have long bemoaned 
our low rate of donation, 26 .6 deceased organ donors per million 
people, in comparison to 34 .3 in Spain and 28 .0 in Belgium . Yet the 
problem is even more acute in Great Britain, 16 .4 per million, and 
Oceania, where Australia has a donation rate of 13 .5 per million and 
New Zealand one of the lowest in the world with only 8 .7 per mil-
lion people . Conventional wisdom among professionals interested in 
increasing donation rates attributes this shortage to laws requiring 
family consent to donation . They associate high donation rates with 
the presence of “presumed consent” laws in Spain and Belgium and 
note the absence of these laws in the United States, Australia, and 
New Zealand . These laws make it possible for healthcare providers to 
harvest organs from eligible donors without seeking permission from 
their families unless the individual has left written instructions opting 
out of being a donor . Using this evidence, advocates for increasing 
organ supply have consistently argued that adopting “presumed-con-
sent” laws would directly increase the supply of donor organs . So far, 
however, no low-donation countries have adopted such laws, leaving 
advocates frustrated and without data to support continued efforts . 
Evidence already exists that the population of low-donation countries 
may have less trust that they will receive aggressive life-sustaining 
treatment if they identify as donors . This presentation will question 
the assumption that adopting presumed-consent laws would in-
crease donation by pointing to research demonstrating that although 
presumed-consent laws are correlated with high donation rates, there 
is no evidence that these laws cause high donation rates . To the con-
trary, research shows that countries with presumed-consent laws had 
high rates of donation before passing presumed-consent laws . This 
scenario is currently playing out in Wales, where the donation rate 
is already among the highest in Europe . The Welsh government has 
introduced a presumed-consent law with strong public support . Given 
the seriousness of the organ shortage, I suggest that this is a problem 
requiring the expertise of many different disciplines and that we all 
have a role to play by encouraging further research into the difference 
in attitudes between low-donation and high-donation countries .

too young to Be a good samaritan? setting age 
restrictions for nondirected kidney Donors
Ashley R. Hurst, JD MDiv, University of Virginia, Charlottesville, VA
Kenneth L. Brayman, MD PhD, University of Virginia, Charlottesville, VA
Anita K. Sites, BSN RN CCTC, University of Virginia Health System, 

Charlottesville, VA
Jason R. Freeman, PhD, University of Virginia School of Medicine, Charlottesville, VA
Emily D. Lyster, LCSW, University of Virginia, Charlottesville, VA

objectives
1 . Outline the ethical issues presented by 18–24 year olds offering 

to be Good Samaritan (nondirected) kidney donors .
2 . Explore these issues using the guiding principles of bioethics and 

the source of the appellation for these donors (the biblical par-
able of the Good Samaritan) .

Although nondirected kidney donors constitute only a small percent-
age of all living kidney donations, they have increased exponentially 
over the last decade . In both the media and medicine, they have been 
dubbed “Good Samaritan donors” because they voluntarily come to 
the aid of a stranger . Facing a sustained critical shortage of kidneys, 
transplant centers are seeking ways to take advantage of nondirected 
kidney donations without taking advantage of Good Samaritans . One 
growing point of concern is the donor’s age . Most policies require 
Good Samaritan donors to be 18 years of age (the age of legal con-
sent) . However, a few centers have raised the bar for Good Samaritan 
donors, requiring a minimum age of 21 or 25 years, and other centers 
are informally questioning the capacity of 18- to 24-year-olds to make 
such a momentous decision on behalf of a stranger . In particular, 
recent neuroscience discoveries suggesting the advanced cognitive 
areas of the brain are not fully formed until around age 25 raise perti-
nent questions about the ability of young Good Samaritan donors to 
appreciate fully the ramifications of their decisions . However, age re-
strictions prohibiting 18- to 24-year-olds from being Good Samaritan 
donors raise issues concerning paternalism and respect for the auton-
omy of this age group . In evaluating these potentially conflicting is-
sues, the basic principles of bioethics provide guidance on respecting 
persons, seeking justice, and weighing benefit and harm . Additionally, 
the parable of the Good Samaritan from the Christian Bible, which is 
the source of the term Good Samaritan, also provides guidance by ex-
ploring principles that emphasize human connectedness and interde-
pendence beyond the family, care for the stranger, and care for one’s 
self . Engaging the principles provided by both traditions offers a rich 
resource for evaluating whether 18- to 24-year-olds are too young to 
be Good Samaritan donors .

PAPER SESSION (419): ON TRUTH
are We sophists? adherence, Persuasion, and aristotelian 
Metarhetoric
Bradley O. Thornock, MPH, Saint Louis University, St. Louis, MO

objectives
1 . Demonstrate the need for ethicists and humanists to reflect 

deeply on the role of persuasion in medical discourse .
2 . Discuss current ways in which rhetoric is explicitly or implicitly 

incorporated into medical pedagogy and why a metarhetorical 
approach is more appropriate .

3 . Begin a dialogue regarding how to implement a metarhetorical 
approach into medical education .

Patient nonadherence to treatment plans is a major public health con-
cern, linked to increased morbidity and mortality rates as well as ris-
ing healthcare costs . Most studies have identified doctor-patient com-
munication as key to patient adherence . Though often not thoroughly 
discussed, these studies also showcase the importance of persuasive 
speech in the clinical encounter . Many ethicists and institutions are 
understandably queasy about physician persuasion, feeling it to 
be corrosive to patient autonomy; however, in order to achieve the 
healing and/or caring ends of medicine, patients must be convinced 
that they can and should act upon extraclinical lifestyle commit-
ments and treatment protocols . Therefore, the central question is not 
whether physicians ought to persuade patient but what constitutes 
an effective yet ethical approach to persuasive medical discourse? 
In this presentation, I argue that such an approach should apply an 
Aristotelian metarhetorical technique instead of the more commonly 
utilized Sophist rhetorical method . Current pedagogical instruction on 
persuasive patient communication for medical students and residents 
generally inhabits two forms: emulation of more senior practitioners 
and the application of health communication models . Both of these 
forms are akin to the ancient Sophists’ rhetoric schools, in which stu-
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dents were encouraged to imitate the speech patterns and arguments 
used by their teachers or found in handbooks . This type of rhetoric 
education through replication is limited in scope, lacks the needed 
guidance for dynamic interactions, and depends on aggregate under-
standings that ignore the singularity of individuals, making it a poor 
means of physician tutelage . Aristotelian metarhetoric is not merely 
the teaching of persuasive language but a hermeneutic exercise . In 
On Rhetoric, Aristotle’s view of rhetoric is the “ability, in each particu-
lar case, to see the available means of persuasion” (1 .2 .1) . Specifically, 
successful rhetors are skilled at understanding the artistic types of 
persuasion derived from: logos (the probable argument), ethos (the 
character of the speaker), and pathos (the emotions awakened within 
the audience) (1 .2 .1) . Virtuous rhetors are aware of the importance 
and shortcomings of their probable arguments; they consider how 
they view their own character and how to attend and adjust it to 
meet the character of their audience; they concern themselves with 
the specifics of who their audience is by accounting for the context 
of the audience’s life (2 .22 .4) and hierarchy of goods (2 .19 .26) . The 
physician’s ability to consider the multifactorial relationships inherent 
within patient adherence is also an interpretative task . The differ-
ences between patient and self, home and clinic, acquiescence and 
commitment, coupled with how doctors and patients view their roles, 
the value of medicine, and the good of health, create complex webs 
of meaning, the untangling of which constitutes the physician’s chief 
mental charge . Current rhetorical instruction fails to consider and 
foster this hermeneutical acumen within physicians, thus curbing their 
capacity to truly and ethically create proper treatment plans and elicit 
adherence .

Lying in the face of Death: how reflections upon the 
Clinical setting suggest a kantian Defense of self-
Deception
Paddy McShane, Georgetown University, Washington, DC

objectives
1 . Reflect, generally, on self-deception in the clinical setting .
2 . Articulate and evaluate a Kantian argument for the permissibility 

of self-deception in the clinical setting .
Kant is renowned for his absolute prohibition against lying and de-
ception . In his (in)famous paper “On a Supposed Right to Lie from 
Altruistic Motives,” Kant goes so far as to argue that we must honestly 
answer a murderer’s inquiry about the whereabouts of his intended 
victim . Finding unattractive Kant’s rigoristic prohibition against ly-
ing, many contemporary Kantians have sought to explain why lying 
is sometimes morally permissible—e .g ., why it’s okay (and perhaps 
even required of us) to lie to the murderer at the door . But consider 
a case from the clinical setting: Steve was recently diagnosed with 
cancer . The doctors detected the cancer in its late stages, and Steve’s 
chances of survival, for the type of cancer he has, are low . Still, Steve 
feels confident about his recovery . Steve repeatedly tells himself that 
he’s certain he’ll beat his cancer, and eventually he convinces himself 
that he’ll soon be better . Although Kant himself wrote admittedly little 
on self-deception, it is clear that he thought that just as it is always 
wrong to lie to another, it is always wrong to lie to oneself . Some 
contemporary scholars are very sympathetic to Kant’s views on this 
matter; for example, Allan Wood writes, “I think [Kant] quite plausibly 
regards lying [to oneself] as always an expression of disrespect for 
oneself, hence always violation of a duty to oneself .” So, according to 
Kant and some of his followers, Steve acts wrongly in convincing him-
self that he’ll recover from his cancer . What if we assume that Steve 
engages in self-deception in order to refrain from falling into despair 
and to more fully commit himself to his treatment and recovery? 
Empirical research has repeatedly shown that positive expectations 

of recovery are in fact associated with better health outcomes . So 
Steve’s self-deception is plausibly construed as an effective means 
to his recovery . Under these assumptions, it becomes hard to see 
how Steve’s self-deception entails a failure of self-respect . It seems 
intuitively unproblematic for Steve, and all his real-life counterparts, 
to engage in self-deception . In this paper, I argue that Kantians can 
explain the permissibility of lying in the face of death: just as Kantians 
have the tools to vindicate lying to the murderer at the door, so too 
do they have the tools to defend Steve’s self-deception . To make my 
argument, I will appropriate the resources that Christine Korsgaard 
sets out in her seminal paper, “The Right to Lie: Kant on Dealing with 
Evil .” In her paper, Korsgaard argues that Kantians can make sense of 
lying to the murderer at the door if they help themselves to a two-lev-
el, ideal/nonideal theory: they can consistently argue that, under ideal 
conditions, it is absolutely impermissible to lie, while maintaining that 
under nonideal conditions (e .g ., in the face of moral evil), it is permis-
sible to lie . I will make the case that a parallel argument works in the 
case of natural evil . This will allow me to explain why sometimes self-
deception is a permissible way to promote better health outcomes .

therapeutic Doublethink: a novel Concept to ethically 
Justify unrealistic optimism in Patients with advanced 
Cancer
Irene Ying, MD CCFP, University of Toronto, Toronto, ON, Canada

objectives
1 . Introduce the novel concept of therapeutic doublethink.
2 . Explore the plausibility of therapeutic doublethink by grounding 

it in existing psychological and neurobiological theories .
3 . Analyze the ethical implications of therapeutic doublethink as it 

pertains to patient care, the physician-patient relationship, and 
research ethics .

Palliative oncology patients may have difficulty coming to terms with 
the incurable nature of their disease and as such are more vulnerable 
to unrealistic optimism (UO) when agreeing to active treatment such 
as chemotherapy . However, misinterpreting the aims of treatment to 
be curative does not preclude acceptance of a terminal diagnosis . As 
introduced by George Orwell in his seminal dystopian novel Nineteen 
Eighty-Four, “doublethink” is the concept of “holding two contradicto-
ry beliefs in one’s mind simultaneously, and accepting both of them .” 
Following this, palliative cancer patients may not be in denial, but 
rather are using UO as a psychological mechanism to minimize cog-
nitive dissonance . At the same time, they may also accept that they 
will die from their disease . The concept of unrealistic optimism has 
been defined as “a person’s belief that she is more likely to experience 
positive outcomes (or less likely to experience negative outcomes) .” 
Interestingly, UO has been linked to better psychological outcomes 
and better physician-patient relationships for patients with advanced 
cancer . However, the major concern with UO is its potential to impede 
informed consent and autonomy in the clinical decision-making pro-
cess . For example, if patients with advanced cancer are misinterpret-
ing the goals of active treatment as curative, do they truly have the 
capacity to consent? And as a corollary, if decisions are being made 
on false pretenses, is autonomy truly being upheld? Perhaps a special 
situation exists where a patient is able to simultaneously believe in a 
cure and accept a terminal diagnosis, and in fact may be the “best of 
both worlds .” A palliative care physician may discuss end-of-life issues 
with a patient when all the while the patient continues to see a medi-
cal oncologist regularly and still expresses the belief that chemother-
apy will lead to a curative outcome . Working closely with palliative 
care physicians, I have heard such stories from them, and we share 
a mutual bewilderment that such conflicting beliefs can coexist . The 
concept of doublethink was given a negative connotation in Nineteen 
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Eighty-Four because it was the cognitive bias through which a totali-
tarian regime justified and perpetuated its manipulative and control-
ling tactics . But as a personal tool to cope with cognitive dissonance, 
doublethink has the potential to be of psychological benefit . To dis-
tinguish the Machiavellian potential of doublethink from its restorative 
potential, I term the latter scenario therapeutic doublethink . I posit 
that when therapeutic doublethink exists, UO is morally acceptable 
and even beneficial for patients with advanced, incurable cancer . This 
presentation will develop the concept of therapeutic doublethink (1) 
by grounding it in existing psychological and neurobiological theories 
and (2) by analyzing its ethical implications as it pertains to patient 
care, the physician-patient relationship, and research ethics .

PAPER SESSION (420): ORgANIzATIONAL ETHICS
Communication of Medical error: Lowering the Price of 
Moral Courage
Deborah J. Love, JD MBA MA, University of North Carolina, Chapel Hill, NC

objectives
1 . Establish the relationship between psychologically safe institutional 

cultures and facilitation of morally courageous action on the part of clini-
cians in communicating medical error to patients and families .

2 . Illuminate the role that institutional leaders play in fostering and 
sustaining the conditions that support morally courageous ac-
tion, including communication about errors .

Patient safety has risen to the forefront in American health care since 
publication of the influential Institute of Medicine report “To Err is 
Human” 13 years ago . Yet the incidence of medical error remains high 
and continues to be undercommunicated to patients and families, 
despite endorsement of disclosure in professional codes as well as 
in guidelines published by quality advocacy groups and the Joint 
Commission . Although evasion of error communication is often at-
tributed to moral weakness, even clinicians who genuinely aspire 
to virtues of fidelity and truthfulness may doubt the advisability of 
disclosure when confronted with institutional and peer resistance . 
Pellegrino observes: “[T]he virtuous physician cannot fully actualize 
his personal virtues unless there is a community of virtues to sustain 
and reinforce his commitments to the virtues .” Clinicians’ feelings 
of guilt and remorse, which Wu suggests are borne by the “second 
victim” of error, are compounded when the institutions in which they 
practice are characterized by punitive cultures and aversion to litiga-
tion . These settings exact a high price from the physician seeking to 
summon the moral courage needed to explain to a patient or family 
that harm arose from treatment intended to be beneficial . Drawing 
from organization development theory, this presentation asserts that 
psychological safety for practitioners and medical safety for patients 
go hand in hand . Psychological safety, when coupled with account-
ability, gives rise to a learning culture, which in turn yields continu-
ously improving patient safety . The patient safety/quality movement 
advocates that blame be removed from error analysis, recognizing 
that medical error is rarely attributable to one individual . However, 
many of the factors that inhibit psychological safety inadvertently 
originate from the patient safety/quality movement itself . This presen-
tation explores these and other institutional factors that undermine 
psychological safety . Finally, this presentation will reexamine the suc-
cess of one institutional model of error disclosure in light of the psy-
chological safety it engenders . In this model, healthcare system lead-
ers effectively articulate institutional values and implement practices 
that facilitate practitioners’ moral action, resulting in improved patient 
safety while significantly reducing the financial and emotional costs 
of litigation . In summary, institutional leaders who demonstrate moral 
courage pave the way for others to follow their moral path .

organizational ethics and organizationally Mandated 
intragroup referrals
David T. Ozar, PhD, Loyola University Chicago, Chicago, IL

objectives
1 . Explain how to determine when a professional’s conflicting inter-

ests are professionally benign and when they are professionally 
unethical .

2 . Explain why organizationally mandated intragroup referrals are 
ethically problematic for the professionals involved .

3 . Describe one category of obligation that healthcare organiza-
tions have because their services to patients are provided by 
professionals who are socially committed, as professionals, to 
abide by certain ethical standards .

Multidisciplinary groups benefit financially and in competitiveness in 
today’s high-pressure marketplace whenever member physicians refer 
patients needing the services of a specialist to a specialist who is also 
a member of the group . Such intragroup referrals may be sufficiently 
valuable that those who manage medical groups may be tempted to 
mandate intragroup referrals, prohibiting member physicians from 
referring patients to specialists outside the group in any situation 
in which a specialist in the needed discipline is available within the 
group . A careful examination of the ethical issues raised by such an 
organizational prohibition is valuable in three ways . First, explaining 
why such an organizational prohibition is ethically problematic for 
the professionals involved highlights the key difference between pro-
fessionally benign and professionally unethical conflicts of interest . 
Second, it illuminates the importance of expanding our understanding 
of bioethics to include questions about what healthcare organizations 
(of all sizes) ought and ought not do, precisely as organizations (i .e ., 
examining bioethical issues from an organizational ethics perspec-
tive), particularly when organizational policies and financial pressures 
are having more and more influence on the provision and every other 
aspect of health care . And, third, it enables us to identify one particu-
lar kind of obligation that healthcare organizations have because their 
services to patients are provided by professionals who are socially 
committed, as professionals, to abide by certain ethical standards .

(not) Cutting the Baby in half: how Dignity health 
Preserved a Moral tradition When it Lost its Catholic name
Carol Bayley, PhD, Dignity Health, San Francisco, CA

objectives
1 . Understand the role of religious congregations and Catholic bish-

ops in Catholic hospitals .
2 . Recognize the difference between a hospital that abides by the 

Ethical and Religious Directives for Catholic Health Care and one 
that operates in the larger Catholic moral tradition .

King Solomon is famous for, among other things, figuring out a way 
to determine the mother of a baby brought to him by two women 
who were each claiming to be its mother . When he equitably sug-
gested that the baby simply be cut in half, with each half going to 
one woman, the true mother allowed the baby to go to the other 
woman, because that would prevent its death . Solomon wisely deter-
mined that the one who loved the baby enough to save its life, even 
if it meant losing the baby, was his true mother . X health system is 
comprised of 40 hospitals, 15 of which are not Catholic but, with the 
exception of the provision of contraceptive services, operate in ac-
cord within the Catholic moral tradition . In health care, this tradition 
manifests in respect for the dignity of persons, a prohibition on abor-
tion and euthanasia, a commitment to giving employees a voice in the 
conditions of their work, caring for people regardless of their ability to 
pay, ensuring that the voice of the patient is respected when the ben-
efits of treatment are outweighed by the burden of it, and attending 
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to the spiritual dimension of patients and families . In 2010, the United 
States Catholic bishops, in an effort to maintain the purity of Catholic 
moral teaching, decided that if a hospital did not uphold every aspect 
of the Ethical and Religious Directives for Catholic Health Care, espe-
cially those concerning permanent contraception, that hospital could 
not be considered a ministry of the Church and could not be part of 
an organization sponsored by an order or orders of Roman Catholic 
Sisters . In effect, X system was told to abandon or sell the non-Cath-
olic hospitals or face the loss of recognition as a Catholic ministry . 
When these non-Catholic hospitals originally joined the system, the 
bishops at the time understood the conditions under which they 
joined (i .e ., they would continue to provide sterilization and would not 
become Catholic hospitals), and did not object; the ability to preserve 
a certain range of women’s services was reflected in the legal agree-
ments binding both parties . The Sister sponsors and the board of 
directors decided that rather than break agreements with 15 hospitals 
or cut them away from the health system, it would be preferable to 
allow the system to change its name and structure, not be sponsored 
by the religious congregations who founded it, and no longer be 
considered a ministry of the Catholic Church . The other 25 Catholic 
hospitals remain in good standing as ministries, but the system itself 
is not . I contend that the courage that these women found to choose 
the life of the system, rather than have it rent asunder, makes them its 
true mothers and promotes the chances that the Catholic tradition 
will remain alive and well even in the non-Catholic hospitals . As in the 
Solomon story, they were ready to let go rather than see death; only 
in this case, they really had to let go .

PAPER SESSION (421): HUMANITIES
reforming research ethics education through an 
innovative Medical humanities Curriculum
Andrew M. Childress, PhD MA, University of Texas Medical Branch, Galveston, TX

objectives
1 . Identify, describe, and apply the skills of aesthetic attunement to 

ethical problems inherent in the investigator-subject relationship .
2 . List four ways in which a medical humanities curriculum would 

help investigators develop their ability to fully respect persons .
Throughout the brief history of biomedical research using healthy 
subjects, human subjects have been treated by some clinician-
investigators as mere objects of study . This scientific objectification 
has led to some egregious violations of human dignity . This historical 
pattern of dehumanizing treatment indicates that some investigators 
saw subjects as mere objects, undeserving of respect or recognition 
of their intrinsic value . In response, normative guidelines and method-
ological constraints have been imposed upon the scientific commu-
nity to prevent future abuses . Foremost among them is the impera-
tive that investigators show respect for research subjects as persons . 
However, investigators have not been trained to think of subjects as 
persons . Instead, the rhetoric of reductionism within medical science 
has perpetuated the view that persons are bodies and bodies are 
merely biological objects . In order to fully respect persons, investiga-
tors must learn to recognize their intrinsic value . Through a carefully 
guided examination of aesthetic experiences, investigators can learn 
to cultivate and enhance this ability . Medical humanists and bioethi-
cists must be able to provide this training through the discerning use 
of works of art that provoke and stimulate moral growth through 
engagement and dialogue . In this presentation, I provide pedagogi-
cal suggestions for teaching clinical investigators how to develop 
their moral vision through exposure to the curriculum of the medi-
cal humanities . By broadening and deepening moral vision through 
aesthetic attunement, investigators can discover how strengthening 
their relationships with subjects will lead to better outcomes in terms 

of recruitment and retention . Showing respect for persons occurs on 
the level of the individual investigator-subject relationship . Exposing 
clinical investigators to aesthetic experiences offers an opportunity 
for cultivating relationships with subjects that are based on mutual 
respect and recognition . Developing, strengthening, and maintain-
ing these relationships are integral to both scientific integrity and 
the integrity of medical research as an ethical practice . As I show in 
the second section of this presentation, the current program of in-
struction in the responsible conduct of research, although helpful for 
avoiding violations of scientific integrity, is inadequate for properly 
forming future investigators’ moral vision . Research ethics training 
should not merely be concerned with complying with the federal 
regulations regarding human research subjects . More important, it 
should help investigators develop moral habits that broaden their 
understanding of the ethical issues that arise in the face-to-face en-
counter with human subjects . In the third section of this presentation, 
I show how visual images may be used as a starting point for devel-
oping moral vision . To this end, I use examples from my own teaching 
experiences to indicate how exposure to visual images challenges 
students’ preconceived notions about body types, racial stereotypes, 
and gender roles . Learning to see and interpret visual images is an es-
sential skill for cultivating aesthetic attunement . By developing skills 
of deep looking through careful study of visual images, investigators 
can learn to expand their moral vision . Learning to see the essential 
features of a work of art is analogous to feeling for the essence of the 
person who has agreed to become a human research subject .

Why Doctors Listen When this sick girl speaks: how the 
text of a Cystic fibrosis Patient Performs narrative repair 
on Medicine’s Cultural Myths of Dying
Susan J. Sample, MFA, University of Utah, Salt Lake City, UT

objectives
1 . Investigate why an unconventional and unlikely patient narrative 

has been legitimized in academic and professional medicine .
2 . Propose an integrated cross-disciplinary theory of narrative 

repair to understand how patient narratives function at three 
levels: as body-self stories repairing the identity of individual 
patients; as counterstories representing subordinated classes of 
people in the culture of medicine (physicians as well as patients); 
and as grand narratives that support or, in this case, resist cul-
tural myths held by members of society at large .

3 . Explore how an integrated cross-disciplinary, multilevel theory of 
narrative repair may facilitate ethical, meaningful, and productive 
discussions about dying for medical professionals and students, 
as well as for patients .

More than 300 medical schools and hospitals nationwide have in-
vited Tiffany Christensen, a 34-year-old cystic fibrosis (CF) patient, 
to present her book at grand rounds and workshops since its publi-
cation 5 years ago . The popularity of Sick Girl Speaks! Lessons and 
Ponderings along the Road to Acceptance could be attributed to the 
power of a patient narrative, which has been discussed by scholars 
across disciplines: physicians Howard Brody (1987), Arthur Kleinman 
(1988), Tricia Greenhalgh and Brian Hurwitz (1998), and Rita Charon 
(2006); medical sociologist Arthur Frank (1995); literary scholars 
Kathryn Montgomery Hunter (1991) and Anne Hunsaker Hawkins 
(1999); and communication scholars Barbara Sharf and Marsha 
Vanderford (2003) and Lynn Harter, Phyllis Japp, and Christina Beck 
(2005), among others . However, Christensen’s unconventional narra-
tive makes it a seemingly arbitrary choice for academic and profes-
sional audiences . Sick Girl Speaks! is a self-published manuscript by 
a woman who had not completed her college degree yet claims the 
authority of a “PhD in Patientology” and openly calls for a “medical 
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revolution .” Structurally, her text also does not conform to the genre 
of patients’ narratives or pathographies . No scholar, however, has criti-
cally analyzed Christensen’s narrative to understand why physicians 
and healthcare professionals and students continue to listen to her 
and find her book meaningful . In this presentation, Sick Girl Speaks! 
will be examined through three theories of narrative repair from 
medical sociology (Frank; Bury, 2005); philosophy (Hilde Lindemann 
Nelson, 2001); and communication (Gaye Tuchman, 1978; Lance 
Bennett, 1985; Kitch, 2007) . It will be argued that only when integrat-
ed into a cross-disciplinary theory can narrative repair be understood 
in terms of the authority Christensen wields at three levels: as an in-
dividual patient, a representative of patients as a subordinated class 
of individuals in the culture of medicine, and as a member of society 
at large . Furthermore, an integrated theory shows how Christensen 
herself enacts narrative repair by inviting medical professionals and 
students to voice their uncertainty about issues related to dying, 
thereby creating their own counterstories . This CF patient embodies a 
fundamental paradox of medicine that often remains unspoken: phy-
sicians are trained to provide medical care to prolong and sustain life, 
even though all patients will inevitably die . The narrator is a terminally 
ill girl who unequivocally considers herself healthy; a patient tethered 
to an oxygen tank who uses her limited breath after two double-lung 
transplants to speak about death, an issue often silenced in medicine 
as well as in today’s society . By speaking out, this sick/healthy girl 
reverses roles of patient/provider as she instructs healthcare audi-
ences on how to talk about dying and addresses myths about dying 
to which they have been enculturated . Thus, a cross-disciplinary inte-
grated theory of narrative repair may prove useful in defining a new 
role for patient narratives beyond this single text, in which these nar-
ratives facilitate end-of-life conversations on multiple levels and help 
repair cultural myths of dying: issues of increasing concern with the 
accelerated aging of the American population .

seeing and interpreting illness: forging new Collaborations 
in fine art and Medicine
Devan J. Stahl, MDiv, Saint Louis University, St. Louis, MO

objectives
1 . Introduce the value of patient narratives and visual art into the 

interpretation of medical images .
2 . Revisualize disability and chronic illness .
In contemporary culture, technological advances have led to the 
massive production and dissemination of visual images, all of which 
demand interpretation . In stark contrast to the long history of ana-
tomical art, in our recent history the power to produce and interpret 
medical images—MRIs, CAT scans, X rays, etc .—has been the sole 
domain of the medical expert . Whereas physicians and artists once 
worked together to create images that were meant to both educate 
and inspire the public through deeply contexualized and philosophi-
cal representation, contemporary medical images are so technical 
and abstract that they are virtually meaningless to the patient whose 
pathology they are meant to represent . We have now come to ex-
pect that only the “objective” medical expert could find any truth 
(diagnostic or otherwise) in such an image . The problem with allow-
ing medicine the sole power of interpretation is that the knowledge 
produced from them tends to be reductive and can be wielded over 
patients in dominating and alienating ways . Taught to see disease in 
an objective and data-driven fashion, the physician is likely to over-
look the patient’s subjective bodily experience in her diagnosis . In this 
paper, I discuss my own struggle with interpreting medical images 
from my experience as a scholar and a patient with chronic illness . 
Finding little of my own experience or illness narrative represented in 
the MRI, I have begun to work directly with an artist who transforms 

my MRI slides into contextualized and evocative images (which I will 
show during my presentation) . Through our collaboration, the artist 
and I are forging new interpretations of illness that are displayed for 
public consumption . Acknowledging that all bodies are irreducible 
and contain inherent dignity that cannot be fully represented in the 
medical context, we are attempting to open up the interpretation of 
medical images to new fields of inquiry . Together, we will attempt to 
answer the following questions: What importance or weight ought 
we to give such images in our vision of the human person? What sort 
of truth are the images able to provide? How can these images be 
universalized or particularized? Can such a reductive image ever find 
coherence within one’s body image? How can we understand such 
images alongside the “lived” body? By granting others the power of 
interpretation, we hope the images will help the public to reconsider 
how they see illness and disability . Likewise, we believe that patients 
who are given the opportunity to share in the power of interpretation 
will learn to see themselves differently and may begin to feel less ob-
jectified and alienated in the medical process .

PAPER SESSION (422): INTERDISCIPLINARY TOPICS
Moral Distress and the healthcare organization
Andy Kondrat, MA, Loyola University Chicago, Chicago, IL

objectives
1 . Explain why moral distress ought to be considered an organizational 

ethics issue, as opposed to a general, nursing, or clinical ethics issue .
2 . Provide solutions to moral distress situations as alternatives to 

those currently used by healthcare organizations .
The study of moral distress among caregivers has become an increas-
ingly important topic in the bioethics literature . As usually under-
stood, moral distress occurs when healthcare providers are unable 
to translate their moral choices into moral action . Since the concept 
was introduced nearly 30 years ago, writers have discussed moral 
distress as a nursing ethics issue, or more broadly as a clinical ethics 
issue, but no one has addressed moral distress in healthcare profes-
sionals as an organizational ethics issue . First, I will briefly summarize 
the literature that has established the presence and extent of moral 
distress in healthcare professionals and explain why such distress is 
rightly considered an organizational ethics issue that healthcare insti-
tutions ought to be addressing . Second, I will look at what is currently 
being done by healthcare organizations to address moral distress 
and show that the most prevalent responses are hierarchically based: 
that is, situations of moral distress are typically resolved through an 
appeal to institutionally established structures of authority . Third, I 
will argue that such a hierarchical response is an ethically incorrect 
response to moral distress in healthcare professionals and show that 
a hierarchically based answer to moral distress is unavoidably mor-
ally defective because it ignores—and in fact undermines—the moral 
equality of healthcare professionals who must address complex ethi-
cal questions together . Thus, healthcare organizations ought to ad-
dress moral distress in a different, equality-preserving way . Beginning 
with the description of “moral friends,” “moral strangers,” and “moral 
acquaintances” developed in the work of H . Tristram Engelhardt and 
Kevin Wildes, and connecting this with Jürgen Habermas’s account of 
discourse ethics, I will argue that organizations ought to find what I 
will call content-thin procedural responses to moral distress that treat 
their healthcare professionals as moral acquaintances with shared 
ethical obligations providing a common moral framework . I will close 
with several practical proposals on how organizations might address 
moral distress in an ethically appropriate, equality-preserving manner, 
including a potential role for ethicists in hospitals and other settings 
as facilitators, and institutional ethics committees as organizational 
guides, in responding to and mitigating moral distress among health-
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care providers .

advancing Moral Courage: embedding the Concept 
through recognition
Christian Carrozzo, MA, MedStar Washington Hospital Center, Washington, DC
Evan G. DeRenzo, PhD, MedStar Washington Hospital Center, Washington, DC

objectives
1 . Learn about a current model for engendering moral courage in 

hospitals and other institutions .
2 . Generate discourse on the definition of moral courage and how 

to recognize it in clinical and otherwise settings .
The fact that the American Society for Bioethics and Humanities 
(ASBH) is shining a light on the concept and practice of moral 
courage is of particular importance to improving the care of dying 
hospitalized patients . Approximately 20% of hospitalized patients 
die during admission to a hospital’s intensive care unit (ICU), or at 
the patient’s first discharge from the ICU . It takes moral courage to 
provide such patients with excellent care . Of the many avenues to 
achieving the goal of excellence in end-of-life care in hospitals, moral 
courage is a lesser understood, yet necessary component to such 
care performance . This year’s ASBH meeting will be a time of informal 
collegial discussions and formal presentations of established models 
that have been designed to advance differing institutions’ awareness 
and demonstration of moral courage, which will allow concepts and 
ideas to be shared across the country . In this session, we will present 
a replicable model that ASBH members can implement in their home 
institutions to elevate the level of moral courage within their own 
systems . Many hospitals are spending significant time and money on 
programs promoting what is sometimes termed “a culture of safety .” 
A hallmark of such programs is an effort to get hospital personnel, 
when appropriate, to speak up to authority . Speaking up to those in 
power is an essential component at the heart of the contemporary 
bioethics movement . Bioethicists are expected to have the ability to 
do so; it’s a big part of our job . But for a nurse or a first-year resident 
to question a physician in a higher position of authority within a hos-
pital’s power structure calls for that person to exercise moral courage . 
Establishing models that help healthcare professionals and those in 
other institutions recognize the importance and value of these actions 
when motivated by an ethical imperative has the potential to advance 
moral courage throughout an organization . Because institutions, 
in particular hospitals and medical centers, function in accordance 
with a structured hierarchy, our model has been designed to fit any 
existing pattern of infrastructure within any organization . Although 
there is often disagreement about how to define and subsequently 
operationalize an advancement in the practice of moral courage, this 
presentation includes ways to embed the concept into the fabric of a 
system while providing concrete practice development . Patients need 
their physicians and other caretakers to know what moral courage is 
and to be able to practice it when called upon by the ethical circum-
stances to do so . In this presentation, moral courage will be defined 
in a way that hospital personnel at all levels of professional dedication 
can understand and incorporate into their daily activities .

PAPER SESSION (423): RESEARCH ETHICS
research with human subjects with Mental and Cognitive 
Disabilities: shifting Paradigms in the Discourse on Moral 
agents and human rights
Maya Sabatello, PhD, Columbia University, New York, NY

objectives
1 . Reconsider the traditional discussion on research with human 

subjects with cognitive and mental disabilities in light of scholas-
tic and legal developments .

2 . Explore the emerging investigators’ responsibilities and skills 
while carrying out such studies .

Innovative medical devices and medications often epitomize the 
progress of the 20th and 21st centuries . From implantable joints and 
internal organs to prosthetic limbs to brain implants to nanotechnol-
ogy, there is no end to human invention . This progress is particularly 
important in the context of persons with disabilities . Although such 
devices often hold great potential in overcoming physiological and 
cognitive limitations, they also pose important ethical questions about 
the meaning of disability and, potentially, the human rights of persons 
with disabilities . Furthermore, given the innovative features of many 
medical devices and drugs, their utility is often not yet established . 
Experimentation with human subjects with mental and cognitive dis-
abilities thus becomes a necessary step . These intertwined issues 
raised in return multiple bioethical questions . Should individuals with 
mental and cognitive disabilities participate in experiments with such 
devices? If so, under what conditions? And what are the investigator’s 
responsibilities toward the individual subjects and the larger disability 
community at stake? Historically, bioethicists and investigators have 
followed the conventional principles of medical ethics to resolve such 
questions . Focusing on the notions of autonomy and informed con-
sent, they raised concerns about the incapacity of such individuals to 
take calculated risks and about their need in protection . Subsequently, 
either the consent of an appointed guardian was sought or, when such 
consent was unavailable, persons with mental and cognitive disabilities 
were excluded altogether from such studies . Scholarship in disability 
studies and the recent adoption of the Convention on the Rights of 
Persons with Disabilities (CRPD) raises questions whether this stance 
can still hold . This research revisits this discussion in light of scholastic 
and legal developments . It challenges the philosophical underpinning 
of medical ethics and calls for the reconceptualization of the concepts 
of autonomy and capacity so they reflect the up-to-date understand-
ing of subjects as moral agents under human rights law . Building on 
scholarly and practitioners’ work on concepts of participation, support-
ive decision making, and access to justice, this study further suggests 
the replacement of paternalism with notions of inclusion and highlights 
the investigators’ responsibilities and skills in equalizing the rights and 
dignity of individuals with cognitive and mental disabilities as subjects 
of research . As nations increasingly adopt the international standards, 
this study, which is innovative in its examination of this issue, hopes to 
further develop the discourse about the shifting paradigms of moral 
agency and disability rights .
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open scholarly Communications and international 
Cooperation: equity in Bioethics Publishing
Jere Odell, MA MLS, Indiana University–Purdue University Indianapolis, 

Indianapolis, IN
Ibrahim Garba, JD MA LLM, Indiana University, Indianapolis, IN

objectives
1 . Learn how changes in scholarly publishing impact international 

contributions and access to the research ethics literature .
2 . Learn how the Universal Declaration of Human Rights provides 

a conceptual foundation for addressing current inequities in bio-
ethics publishing .

In recent decades, scholarly communications (the exchange of peer-
reviewed knowledge and research information) has been transformed 
by the availability of Web-based publishing . Ostensibly, this change 
should make the delivery of bioethics literature faster and cheaper . 
Publishers, libraries, and readers are no longer facing the burden of 
shipping expensive materials to remote locations . Government ini-
tiatives, such as the U .S . National Institutes of Health Public Access 
Policy and the World Health Organization HINARI Programme, rep-
resent significant efforts to take advantage of these changes by re-
ducing or removing price barriers to electronic biomedical literature 
for readers in developing countries . These policies are supplemented 
by the growth of open-access publishing—a growth that is increas-
ingly distributed around the world . For example, 61% of the 445 new 
open-access journals released in the Western hemisphere during 
2012 were published in Central and South America . At the same time, 
the availability of Internet access and the use of mobile information 
devices continue to spread . Yet international barriers to the bioethics 
literature remain stubbornly in place . Preliminary analysis of bioethics 
literature indexed in PubMed Medline shows that the journal literature 
is, in large part, closed to readers without the resources to pay for 
rising subscription costs (open access quotient: bioethics = 7%) . This 
inequity may be exacerbated in the future as the “author-pays” or 
“Gold Open Access” model of publishing accelerates . Thus, even as 
advocates work to make bioethics literature more accessible, the cul-
ture of academic publishing may continue to disadvantage contribu-
tions from developing economies . In international research ethics, this 
means that bioethicists in these economies will increasingly be able to 
read about the ethical challenges of biomedical research in their com-
munities, but, at the same time, become more and more marginalized 
in the scholarly debate . In this paper, we propose that Article 15(4) of 
the International Covenant on Economic, Social, and Cultural Rights 
(ICESCR) (codifying Article 27 of the Universal Declaration of Human 
Rights), provides a principled basis for changing the culture of schol-
arly publishing in bioethics . Article 15(4) recognizes the importance of 
“international contacts and cooperation in the scientific and cultural 
fields .” Current publishing trends militate against the development 
of forums in which issues of common (if not global) concern can be 
debated by an internationally diverse community of bioethicists . By 
enabling robust discussions of ethical issues within the “pages” of in-
dividual open-access journals, bioethicists could align their publishing 
market with their principles .

Does gay equality eliminate Vulnerability? ethics and 
Lesbian-gay-Bisexual-transgendered Persons as research 
subjects
Darren M. Henson, Marquette University, Milwaukee, WI

objectives
1 . Become familiar with the Institute of Medicine’s 2011 report on 

lesbian, gay, bisexual, and transgendered (LGBT) people’s health 
and to draw attention to the need for research in this area .

2 . Heighten participants’ awareness of the past abuses in research 
involving LGBT persons .

3 . Contend with and evaluate differing perspectives regarding gays 
as a vulnerable population in clinical research .

In the spring of 2011, the Institute of Medicine (IOM) released a com-
prehensive study titled “The Health of Lesbian, Gay, Bisexual, and 
Transgender People: Building a Foundation for Better Understanding .” 
The report repeatedly drew attention to the paucity of data, and it 
encouraged further research . One might question why more clinical 
research has not specifically targeted the LGBT population . To the ex-
tent that it has, what was the experience of LGBT persons as research 
subjects? This essay proceeds in two parts, and it will focus on the 
experience of gay men and men who have sex with men, with extrap-
olations offered regarding others in the LGBT community . The essay 
first examines the historically significant cases whereby clinical re-
search intersected with the gay male population, in particular the Nazi 
concentration camps and the Tearoom Trade Study . The historical ap-
proach will establish the traditional paradigm in which gays had been 
treated as subjects by researchers . Furthermore, it contrasts with the 
depth of moral courage exemplified by the reaction of the gay com-
munity, which up-ended research protocols during the AIDS epidemic 
to gain access to the only drug that could potentially save the lives of 
HIV-positive men . The second part of the essay examines the possible 
benefits as well as unfavorable consequences of identifying gays as a 
vulnerable population for clinical research . The collision between the 
gay community and researchers during the AIDS crisis, coupled with 
the ongoing momentum in the United States toward LGBT equality, 
suggests that affording gay men and other LGBT persons special 
protections as research subjects is misguided . Cases abound whereby 
institutional review board (IRB) efforts to protect LGBT persons 
amounted to little more than heterosexism . Nevertheless, increas-
ing social and civil equality does not absolve the need in all cases for 
special protections in some clinical research protocols involving gay 
subjects . As clinical researchers heed the call for innovations aimed at 
shrinking health disparities experienced by LGBT persons, IRBs must 
also innovate their processes . Moral courage is needed to discover a 
nuanced balance between never and always affording gays special 
protections in clinical research . On the one extreme is heterosex-
ism that patronizes gays and always distinguishes gay subjects as a 
vulnerable population . The other extreme advocates never identify-
ing gays as a vulnerable population . Balancing the two requires both 
moral courage and innovation . The conclusion highlights some con-
siderations for IRBs when protocols involve LGBT persons .

PANEL SESSION (424)
Brain Death, autonomy, and informed Consent: Disability 
studies Perspectives
Harold Braswell, Emory University, Atlanta, GA
Rebecca Garden, PhD, Upstate Medical University, Syracuse, NY
Anita Tarzian, PhD RN, University of Maryland, Baltimore, MD
William Peace, PhD, Columbia University and Syracuse University, Syracuse, NY

objectives
1 . Provide clinicians, through the concept of situated autonomy, with a 

wider meaning of autonomy than the control of bodily functions .
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2 . Examine how disability studies scholarship can inform and deep-
en clinical decision making regarding the designation of death .

3 . Discuss ways that disability rights awareness may influence the 
informed consent process for persons with disabling conditions .

End-of-life care (EOL) providers and disability rights advocates have 
much in common . Both advocate for individual- and family-centered 
care that maximizes quality of life, if possible, in a noninstitutional set-
ting . But EOL providers share an additional goal of achieving a peace-
ful death for persons with a terminal prognosis . Of central concern is 
that persons who are terminally ill will experience a painful dying pro-
cess . In contrast, a main concern among disability rights advocates is 
that persons who are disabled will have death imposed on them by 
healthcare providers who are unaware of their own biases . This ses-
sion will focus on how disability rights and disability studies inform 
EOL care . A disability studies and bioethics scholar trained in anthro-
pology will challenge the notion of respect for autonomy that figures 
prominently in the right to refuse medical treatment, doctor-patient 
confidentiality, advance directives, and EOL care . Despite its impor-
tance, autonomy is narrowly understood as the control of one’s bodily 
functions and the struggle for independence . This notion may con-
tribute to unexamined moral judgments of healthcare providers about 
atypical bodies, which may bias healthcare decision making for or by 
individuals who are disabled . This presentation will explore an alterna-
tive conception: situated autonomy . People cannot only withstand a 
degree of lost autonomy due to a given bodily deficit but can thrive 
as well . Analyzing the medical and social construction of autonomy 
via the disabled body can demonstrate how all people are intercon-
nected . A scholar of disability studies, history, and bioethics will draw 
on the history of medicine to reframe current bioethical discussions of 
death . Since the 1970s, bioethicists have defined death as the absence 
of neural and coronary functionality . But, by not considering how their 
definition of functionality is conditioned by social norms, bioethicists 
have been insensitive to the power dynamics implicit in their catego-
ries . By combining neuropsychoanalytic accounts of functionality with 
disability studies scholarship, this presentation proposes an alterna-
tive definition of death as a social process subject to power relations 
and cultural difference . This new definition facilitates the reorientation 
of bioethical methodologies toward reflective social science and hu-
manistic methods that are more attuned to the constitution of ethi-
cal dilemmas in clinical settings . A nurse trained in clinical ethics and 
hospice care will explore medical decision making for an individual 
with ALS, with a focus on how disability rights awareness influences 
informed consent . When an individual with a life-limiting prognosis 
considers whether to initiate, withhold, or withdraw life-sustaining 
medical interventions, healthcare providers try to determine whether 
the choice is autonomous and the patient has been informed of avail-
able options . Yet biases about disability and dependence may unfairly 
limit options . As Bach wrote: “What usually makes [ALS and related 
diseases] terminal is the physician’s attitude toward severe disability, 
the therapeutic nihilism the physician presents to his/her patients, 
and the clinician’s failure to offer respiratory muscle aids” (Arch Phys, 
2003) . This presentation will explore ways to reduce the risk of dis-
ability bias negatively impacting medical decision making for indi-
viduals with chronic fatal prognoses like ALS .

PANEL SESSION (425)
Moral Distress across the healthcare Professions
Marjorie D. Timmer, MBA MHA RRT, Emory University Hospital, Atlanta, GA
Kathy Kinlaw, MDiv, Emory University, Atlanta, GA
Sarah B. Putney, JD, Emory University, Atlanta, GA
Ann B. Hamric, PhD RN FAAN, Virginia Commonwealth University, Richmond, VA

objectives
1 . Identify similarities and differences among healthcare disciplines 

in job-related categories that may cause moral distress, such as 
clinical care, work environment, professional boundaries, and 
team membership .

2 . Discuss the correlation between moral distress and perception of 
workplace ethical environment .

3 . Discuss the effects of moral distress and perception of ethical 
environment on healthcare workers’ intentions to leave a current 
position or field .

Moral distress is “the psychological disequilibrium and negative feel-
ing state” a person experiences when he or she has made a moral de-
cision but does not follow through on the corresponding correct mor-
al action . A great deal of research has been done on moral distress 
among the nursing population, but less study has been performed 
among other healthcare workers (HCWs) . Manifestations of moral 
distress include anger, frustration, depression, burnout, anxiety, night-
mares, headaches, migraines, and a decision to leave one’s job or pro-
fession . It is important to study this problem in all bedside caregivers 
because they are all at high risk for moral distress . Supporting HCWs 
and minimizing the risks of attrition among them is critical to quality 
and safety in patient care . Researchers have called for more studies of 
moral distress in a variety of healthcare disciplines and for clear iden-
tification of the similarities and differences between them . Ideally, the 
existing validated survey instruments should be used for that research 
to optimize comparisons . To the extent that all HCWs are equally af-
fected by the same situations, that recommendation is appropriate . 
Each of the three panelists will present data on moral distress across 
the spectrum of the healthcare disciplines as represented in the cur-
rent research literature . Panelist 1 will present information on validated 
measurement instruments used in research, an overview of moral dis-
tress research findings to date, and commonalities from that research 
expected to be applicable to all healthcare disciplines . Panelist 2 will 
present data from a random sample of respiratory therapists surveyed 
about moral distress and perception of workplace ethical climate us-
ing validated instruments (MDS-R and HECS) and on the reliability 
and validity of five supplemental moral distress survey items based 
upon respiratory therapist job characteristics . The claim is made that 
each healthcare profession faces unique professional situations and 
moral challenges that trigger moral distress and that may or may not 
do so in providers of other disciplines . The panelist’s study will dem-
onstrate the importance of analyzing job characteristics of individual 
healthcare professions for specific causes of moral distress while con-
tinuing to acknowledge and address those causes that are common 
to all of the healthcare disciplines . Panelist 3 will discuss the issue of 
moral distress in medical students and across the spectrum of HCWs . 
Panelist 4 is the moderator .



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  126

sCheDuLe With aBstraCts—sunDay, oCtoBer 27

PANEL SESSION (427)
ethical Considerations, Policy options, and the oversight 
of gamete Donation
Hillary Alberta, MSPP, Georgia Institute of Technology, Atlanta, GA
Katherine Johnson, PhD, Tulane University, New Orleans, LA
Naomi Cahn, JD, George Washington University, Washington, DC
Sean Tipton, MA, American Society for Reproductive Medicine, Washington, DC

objectives
1 . An interdisciplinary panel of public policy, sociology, and legal 

scholars will examine the ethical issues raised by gamete dona-
tion .

2 . The panel will assess the current U .S . policy regime with regard 
to gamete donation .

The use of gametes provided by a third party is an important op-
tion for many people struggling with infertility . In the United States, 
donated eggs are used in approximately 18,000 IVF cycles each year 
and, although no recent data are available, donor sperm are likely 
used in thousands of cycles as well . The use of donated gametes and 
the compensation of gamete donors raise a range of ethical issues, 
including concerns about commodification of human gametes, undue 
inducement of gamete donors, and the potential for harm to children 
born following gamete donation . Because of these ethical concerns, 
many countries have chosen to regulate or restrict the practice of 
gamete donation . The United States differs from most other devel-
oped countries in its relatively lax approach to the oversight of this 
practice . With the exception of limited FDA and CDC rules, few formal 
regulations address the practice of gamete donation . Instead, the 
fertility industry addresses ethical concerns associated with gamete 
donation and resulting children through self-regulation in the form of 
guidelines promulgated by the American Society for Reproductive 
Medicine (ASRM) . An interdisciplinary panel of public policy, sociol-
ogy, and legal scholars drawn from three different institutions will 
examine the ethical issues raised by gamete donation and assess the 
current U .S . policy regime . The panel will begin with the presentation 
of a novel empirical study assessing compliance with both ASRM’s 
self-regulatory guidelines and state law on risk disclosure in advertise-
ments recruiting egg donors . In this presentation, a doctoral student 
in public policy will report on research conducted in collaboration 
with two public policy faculty finding poor compliance with voluntary 
guidelines and slightly better, although still poor, compliance with 
relevant state law . The second presenter, a sociologist, will draw on 
feminist theorizing about reproductive autonomy to address how egg 
and sperm donors are potentially treated quite differently when it 
comes to decisions about and control over their own bodily products . 
The third presentation, by a legal scholar, will discuss legal regulation 
of gamete donation, showing how technology has outpaced the law 
concerning the establishment of parenthood, the rights of children, 
and the safety of gamete donation . Each presentation will last for ap-
proximately 13 minutes . The moderator, a practitioner with expertise 
in policy issues related to assisted reproduction, will then offer a brief 
response, commenting on common themes across the three presen-
tations . The moderator will then expand the conversation to include 
the audience (approximately 15 minutes) . The complementary topics 
addressed by the panelists with diverse disciplinary perspectives, the 
commentary from a practitioner’s perspective, and the inclusion of 
the audience in the final segment will provide a distinctive and illumi-
nating examination of the ethical and policy issues associated with 
gamete donation in the United States .
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seven kinds of Crazy, fleeting Lucidity, and a Demented 
gentleman: the Complicated Portrait of Mental illness in 
Cormac McCarthy’s Child of god
Woods Nash, PhD MA MPH, University of Tennessee, Knoxville, TN

objectives
1 . Elucidate the complicated portrait of mental illness in Cormac 

McCarthy’s novel Child of God .
2 . Prompt my audience to consider whether their regarding others 

as mentally ill might sometimes be a product of their limited 
capacity to identify with them .

Set in the mountains of east Tennessee in the mid-20th century, 
Cormac McCarthy’s novel, Child of God, is the intriguing tale of Lester 
Ballard, who devolves from land-stripped outcast to cave-dwelling 
murderer and necrophiliac . Throughout the story, the novel’s main 
narrator, townsfolk narrators, and several characters comment on 
Ballard’s mental state, often employing the word crazy and synony-
mous terms to describe him . However, these commentaries fail to 
yield a coherent picture of the nature and etiology of Ballard’s de-
rangement . Instead, these various epithets and their contexts make it 
possible to articulate at least seven distinct conceptions of Ballard’s 
insanity . Furthermore, most of these informal diagnoses locate the 
onset of Ballard’s illness at some time prior to his crimes . For example: 
“They say he never was right after his daddy killed hisself,” a townsfolk 
narrator remarks, referring to the suicide that Ballard discovered when 
he was still a child . On this first picture, Ballard’s crimes are largely 
an expression of preexisting conditions (e .g ., familial, biological), and 
this implies that his violence is in no way provoked by his wider so-
ciety . In contrast, Ballard is also depicted as crazy both during the 
time and after he becomes a murderer and necrophiliac, and the text 
suggests that those acts are Ballard’s twisted response to the social 
rejection that he suffers . “You ain’t even a man,” a young woman tells 
Ballard, spurning his advances . “You’re just a crazy thing .” “I might 
be more than you think,” Ballard replies before killing her and fleeing 
with her body . On this second picture, Ballard’s society is complicit in 
his crimes, for, in various ways, others motivate and sustain him in his 
mad rampage . These conflicting depictions of Ballard’s insanity (i .e ., 
crazy apart from his society versus crazy because of it) are comple-
mented by the awkward position to which readers are assigned 
vis-à-vis Ballard, for a reader meets him as “a child of God much like 
yourself perhaps .” That “perhaps,” in other words, prompts readers to 
decide eventually whether they will sympathize with Ballard as one 
made crazy by his society or, instead, join his society in acquitting 
themselves of responsibility by regarding Ballard alone as culpable 
for his crimes . And readers might find that choice further compli-
cated by Ballard’s fleeting experiences of lucidity, introspection, joy, 
and wonder—moments at which readers might be inclined to regard 
him as sane and identify with him . Finally, the novel again obscures 
Ballard’s mental status, especially from his own perspective, when, at 
story’s end, he encounters a fellow patient in a mental asylum . The 
main narrator calls that patient “a demented gentleman who used to 
open folks’ skulls and eat the brains inside with a spoon” and reports 
that Ballard declines to speak with this patient, having “nothing to say 
to a crazy man .” Thus, overall, in its complicated portrait of mental ill-
ness, this novel invites us—as healthcare providers, as laypeople—to 
consider whether our regarding others as crazy might sometimes be 
a product of our limited capacity to identify with them .

Videoconferencing in the niCu to support Provider-Parent 
relationships: a Pilot study
Elizabeth G. Epstein, PhD RN, University of Virginia, Charlottesville, VA
Michelle C. Hehman, MSN RN, University of Virginia, Charlottesville, VA
Amy Blackman, University of Virginia, Charlottesville, VA
Robert A. Sinkin, MD MPH, University of Virginia, Charlottesville, VA

Jennifer Kutsch, NNP-BC, University of Virginia Health System, Charlottesville, VA
Karen S Rheuban, MD, University of Virginia, Charlottesville, VA

objectives
1 . Describe the importance of attending to relationships in inten-

sive care settings .
2 . Describe preliminary findings of a pilot study using real-time 

videoconferencing in the NICU .
Background: In a 2012 commentary in the New England Journal of 
Medicine, pediatrician and ethicist Robert Truog remarked that it is “an 
erroneous notion that one can derive ethical conclusions from scientific 
facts [alone]” and that “clinical decisions must always include consider-
ation of the values and preferences of the patient .” To understand these 
values and preferences, effective relationships must be established . 
Intensive care settings such as the neonatal intensive care unit (NICU) 
pose significant challenges to relationship development because many 
providers are involved . However, effective relationships in these settings 
are critical because of the complexity of treatment options and the 
frequency of decision points . Past studies of ICU family members have 
identified provider inconsistency and ineffective communication as 
contributing factors to decisional conflict . Efforts to identify meaningful 
interventions to support relationships in intensive care may ultimately 
improve communication and satisfaction and reduce decisional conflict . 
The use of Internet technology in health care is exploding . In the NICU, 
webcam programs that allow parents to see their infant are increasing-
ly common, but none include real-time interaction . One concern is con-
fidentiality . However, publicly accessible videoconferencing modalities, 
such as Skype, have enhanced security through end-user encryption 
and are used by military personnel even in highly sensitive areas . Skype, 
therefore, may be a useful and easy tool for supporting relationships 
in the intensive care setting with appropriate consent . Here, we report 
the preliminary findings of our ongoing study to evaluate the feasibility, 
risks, and benefits of a Skype intervention in the NICU .

Methods: This IRB-approved study uses a pre-post, mixed-methods 
approach . Fifteen English-speaking NICU parents are targeted for 
enrollment (current, N = 8) . Parents complete brief interviews and a 
relationship-focused survey before and after the intervention . NICU 
providers complete feasibility surveys after each intervention . Brief 
(5–10 minute) Skype updates are provided by a physician, nurse prac-
titioner, or bedside nurse once daily for 5 days .

Results: Seven of eight participants have been White mothers, and all 
were college graduates . Infants ranged from 26 to 32 weeks’ gesta-
tion at birth and were 10 or more days old at the time of study enroll-
ment . Initial logistical problems involved timing of updates, connectiv-
ity, and complexity of the protocol . Adjustments were made to im-
prove collaboration between the research team and staff, streamline 
the protocol, and to time the updates to avoid busy times (rounds, IV 
line changes) . No parent has expressed concern about confidentiality . 
One provider was wary of provider vulnerability, particularly if up-
dates were recorded by parents . Parents have appreciated the oppor-
tunities for siblings and other family members to see the baby . One 
parent said, “The Skype study allowed my child’s great-grandfather to 
meet her before he passed away [the following day] .”

Discussion: Using videoconferencing in the NICU is a feasible modality 
for interacting with parents . Confidentiality risks should continue to 
be investigated as the use of technology in health care continues to 
increase . Ongoing work will illuminate whether such technologies as 
real-time videoconferencing are effective in supporting relationship 
building in intensive care settings .
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the Critical role of study Partners for Persons with 
Dementia Who Participate in research
Betty S. Black, PhD, Johns Hopkins University, Baltimore, MD
Holly A. Taylor, PhD MPH, Johns Hopkins University, Baltimore, MD
Peter Rabins, MD MPH , Johns Hopkins School of Medicine, Baltimore, MD
Jason Karlawish, MD, University of Pennsylvania, Philadelphia, PA

objectives
1 . Describe the role and responsibilities of study partners for per-

sons with dementia who participate in research from researchers’ 
perspectives .

2 . Discuss the potential ethical challenges posed by the role of 
study partners to researchers and the individuals who serve as 
study partners .

Research that involves people with Alzheimer disease and other de-
mentias usually requires each subject to have a study partner to serve 
as an informant for the cognitively impaired research participant . 
Although study partners (usually family members) may or may not 
also be subjects in the research study, these individuals are critical to 
the dementia research process by fulfilling responsibilities that often 
go beyond that of an informant, for example, providing transporta-
tion . This empirical qualitative research study examines how study 
partners are involved in dementia research to understand their role, 
responsibilities, and ethical challenges from the perspectives of re-
searchers and study partners . Findings derived from semistructured 
individual interviews with researchers (i .e ., principal investigators, 
study coordinators, other study team members) (N = 15) working 
on dementia studies at two academic sites will be presented . The 
interviews obtained researchers’ opinions on study partners’ role and 
responsibilities, ideal qualities, motivations for research participation, 
challenges in their role, and potential benefits . Researchers report that 
study partners’ primary roles and responsibilities include serving as 
the subject’s informant, making or helping to make research-related 
decisions, understanding the research, facilitating study visits, and 
monitoring the subject during the research process, but responsibili-
ties vary by study characteristics . From researchers’ perspectives, 
ideal qualities in a study partner are that they do not expect benefits 
from the research; they are knowledgeable and reliable informants; 
they are dependable, available, and organized; and they understand 
what they have agreed to do . Researchers think that study partners 
are motivated to participate in research because of altruism, hope for 
direct benefits to the subject, the desire to obtain dementia-related 
education and support, a physician’s referral or recommendation, or 
the subject’s request . Researchers believe that the study partners’ 
role as a caregiver to the person with dementia is a greater challenge 
for them than their role as a study partner . Other challenges for study 
partners that researchers noted include acknowledging or learning of 
the subject’s illness, diagnosis, or decline during the study and learn-
ing what is “not normal” for the subject and how to report it to the 
researchers . The benefits of research participation for study partners 
that researchers identified were dementia-related education, social or 
emotional support from study team members, and satisfaction from 
contributing to science . These findings from researchers’ perspectives 
depict the role of study partners as not only vital to the research pro-
cess but one that can be complex, can be laden with hope and expec-
tations, and can add to the study partner’s responsibilities in the care-
giving role . This presentation will include a discussion of the potential 
ethical challenges posed by the role of study partners to researchers 
and to the individuals who serve as study partners .

going forward: Prototype guidance for addressing ethical 
Challenges in healthcare resource allocation and Policy 
Decision Making
Krista L. Harrison, Johns Hopkins Bloomberg School of Public Health, Baltimore, 

MD
Holly A. Taylor, PhD MPH, Johns Hopkins University, Baltimore, MD

objectives
1 . Describe community access programs .
2 . Describe the three categories of considerations for ethical 

resource allocation and policy decision making in healthcare 
organizations .

3 . Identify the gaps in existing frameworks where additional con-
ceptual research is needed .

Purpose: In the United States, healthcare policy makers face moral 
and practical dilemmas regarding who receives care and how much, 
given limited resources . However, no one framework providing guid-
ance on ethical heathcare resource allocation decision making has 
risen to prominence as being comprehensively useful for healthcare 
organizations struggling with health policy dilemmas . The ultimate 
goal for a health policy ethics decision-making framework is to pro-
duce one that is grounded in ethics theory and sufficiently approach-
able so a policy maker could use it without specialized training . To 
accomplish this aim, health policy ethics scholars must engage in an 
iterative process of consulting both the ethics literature about how 
decisions ought to be made and the empirical data on how decisions 
are actually made until the resulting tool for decision making works 
both empirically and conceptually . This project uses an empirical 
comparative case study of values and resource allocation decision 
making in county-level community access programs (CAPs) to evalu-
ate conceptual guidance for decision making in the ethics literature . 
CAPs comprise roughly 50 county-based efforts to improve access 
to care for the uninsured across the United States; 29 provide access 
to a specific set of services at reduced or no cost for eligible individu-
als, typically adults at or near the poverty level otherwise ineligible for 
other public insurance plans .

Methods: Based on a literature review of the health policy, public 
health, and organizational ethics literature, 11 published conceptual 
frameworks for ethical decision making are selected, assessed for 
their adequacy in describing factors relevant to the CAP decision-
making process, critiqued, and specified . Conceptual gaps are identi-
fied . Based on this analysis, preliminary guidance is offered for use in 
future conceptual and empirical research .

Results: The conceptual analysis identifies two domains of organi-
zational considerations, five domains of procedural considerations, 
and six domains of substantive considerations that are present both 
in the empirical case study data and in the 11 conceptual frameworks 
reviewed . Of these, only three domains of substantive considerations 
identified gaps in the adequacy of the conceptual frameworks to 
describe the CAP context: distributive justice, stewardship, and au-
tonomy . Based on the conceptual analysis, a preliminary action guide 
(proto-guide) for CAP decision making is proposed . The proto-guide 
includes organizational considerations of mission and of relationships 
with employees and members; procedural considerations of transpar-
ency, participation, quality data, accountability, feasibility, and accep-
tance; and substantive considerations of providing access to care, as 
well as promoting benefits, social justice, distributive justice, steward-
ship, and autonomy .

Implications: This proto-guide represents a first step toward providing 
CAP decision makers with a conceptually grounded but environment-
specific guidance for ethical resource allocation and policy decision 
making . Additional conceptual and empirical work will be needed 
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to further develop the proto-guide . Future conceptual work will be 
needed to develop accounts of autonomy, stewardship, and distribu-
tive justice that are theoretically sound, pragmatically useful, and ac-
count for the empirical experience of CAPs . Future empirical work will 
be needed to test how the proto-guide described in this paper or a 
future iteration of this framework can be deployed effectively in CAPs 
and other healthcare organizations .

solid organ transplantation in Children with intellectual 
Disabilities
Aaron Wightman, MD, Seattle Children’s Hospital/University of Washington, 

Seattle, WA
Jodi Smith, MD MPH, University of Washington, Seattle, WA
Douglas S. Diekema, MD MPH, Treuman Katz Center for Pediatric Ethics, Seattle, 

WA

objectives
1 . Describe the historic experience of children with intellectual dis-

abilities requiring solid organ transplantation .
2 . Describe the current experience of children with intellectual dis-

abilities requiring solid organ transplantation .
3 . Explain the inadequacy of the current system of transplant listing 

decision-making process .
Solid organ transplantation requires the expenditure of limited re-
sources to temporarily restore organ function to a patient . Historically, 
mental retardation was considered an absolute contraindication for 
organ transplant . Reasons for exclusion included belief of reduced 
life expectancy, lack of cognitive ability to understand transplanta-
tion and comply with the required posttransplant therapy, and a lack 
of improvement in quality of life . In 1995, the American Society of 
Transplant Physicians released guidelines stating cognitive impair-
ment should be considered a contraindication to transplantation only 
when it is so severe as to impair compliance with essential medica-
tion regimens and a caregiver was unavailable to compensate for the 
individual’s limitations . The principle of beneficence suggests that 
any patient who would benefit from a solid organ transplant should 
be listed for one . In practice, the final decision to list a patient lies 
completely with the transplant center . This decision does not involve 
the child’s family or primary doctor . This paternalism has been justi-
fied because organs are a scarce resource . Transplant centers have 
served as stewards in an effort to justly distribute while considering 
the quality and length of life and probability of benefit derived from 
transplant . There are considerable inconsistencies between transplant 
centers regarding how children with intellectual disabilities are evalu-
ated and whether they will be considered candidates for transplant 
listing . It has been reported that some centers would consider a child 
with intellectual disability for organ transplant only if a parent or fam-
ily member agrees to be a living donor rather than to list the child for 
a deceased donor transplant . Since 2008, United Network for Organ 
Sharing (UNOS) has required a description of children’s cognitive 
development and academic level at time of listing for renal transplant . 
Using this data set, we demonstrated that from 2008 to 2010, 7% of 
all pediatric renal transplant recipients had a definite intellectual dis-
ability and an additional 10% had a probable intellectual disability . We 
also showed that children with intellectual disabilities had comparable 
1-year outcomes compared with other children . Given that renal trans-
plantation in children with intellectual disabilities is relatively common 
and the outcomes appear comparable to other children, I question 
the consideration of cognitive ability in transplant listing decisions . 
Including cognitive ability makes organ allocation less of a medi-
cal decision, but rather one that incorporates the values held by the 
transplant team based on the perceived quality of life of a disabled 
child . This violates the principle of beneficence, the family’s autonomy 
(because the decision is made at the discretion of the transplant cen-

ter), and the principle of justice (because these decisions vary from 
center to center) . There is a need for empirical research to establish 
the long-term outcomes and quality of life of children with intellectual 
disability after solid organ transplantation and the impact of trans-
plantation on their families . This work will help in establishing clear 
guidelines for evaluation and listing for all children including the incor-
poration of families in transplant listing decisions and underscores the 
role for ethicist participation in these decisions .

Where is the ethicist? a solution to the Question
Christine E. McColeman, University of Toronto and Scarborough Hospital, 

Toronto, ON, Canada

objectives
1 . Provide experiential reflections of ethics facilitators in their new 

roles .
2 . Validate the hub and spokes model of ethics facilitation as a 

means to secure integration, sustainability, and accountability in 
healthcare .

Introduction: Ethical dilemmas are a part of everyday life in healthcare 
for patients and staff . The traditional model of the lone ethicist or eth-
ics committee may fail to sufficiently address issues of ethics integra-
tion, accountability, and visibility throughout an organization . There is 
a solution, the “hub and spokes” strategy piloted by the Joint Centre 
for Bioethics at the University of Toronto in 2001 . This model helps 
to decentralize the practice of ethics . Using a wheel as a metaphor, 
the bioethicist is configured as the hub, and the spokes (facilitators) 
are key individuals strategically placed throughout the organization . 
These facilitators have received specialized training in ethics and can 
act as a local resource for staff . These clinicians and managers are 
well known in their patient service groups and can intuitively change 
the practice of ethics from “reactive to proactive .” They are present 
on the unit as issues evolve and can intervene promptly (McRae et 
al ., 2005) . This is an extremely efficient strategy that should be em-
braced by all institutes . This model was implemented at my hospital 
10 months ago, and I practice as one of the facilitators . As a seasoned 
veteran in my department, I am well known among my colleagues . As 
a facilitator and bedside clinician, I have ethical dilemmas on my radar . 
As a shift worker, I am also available on nights and weekends, expand-
ing the scope of ethics availability . This model has already proven suc-
cessful in the realm of addressing staff moral distress . Facilitators may 
have intimate knowledge of ongoing ethical issues and encourage 
corrective discourse among staff . This in turn can facilitate a forum 
with the bioethicist, at which time dilemmas are discussed and strate-
gies formulated for resolution . This model has many advantages . It 
brings ethics to the bedside and enhances visibility of the program . 
It overcomes obstacles to consultation by providing staff with direct 
access to a valued colleague . This can improve staff morale, diminish 
power indifferences, and promote greater patient advocacy . In the 
long run, it can prevent staff burnout, potentially decrease sick time, 
and promote a team environment . An experiential reflection by the 
ethics facilitators at this time would provide credence to this model 
and validate its effectiveness . Practice Issues: The hub and spoke 
strategy for ethics facilitation was instituted 10 months ago . Has it en-
hanced ethics integration at the local level? Process: A pilot survey of 
ethics facilitators will be performed to obtain their experiential reflec-
tions thus far . Outcome: Program evaluation . What are the overarch-
ing ethical issues? Is the staff aware of the facilitators and utilizing 
them as resources? Has there been an increase or decrease in specific 
types of consults? Has the facilitator model empowered staff, encour-
aging a team mentality? Future Directions: A needs assessment for 
program improvement could be compiled and educational sessions 
arranged . A report to the corporate team may encourage program 
expansion .
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Reference: MacRae, S ., Chidwick, P ., Berry, S ., Secker, B ., Hébert, P ., 
Shaul, R . Z .,  .  .  . Singer, P . A . (2005) . Clinical bioethics integration, sus-
tainability, and accountability: The hub and spokes strategy . Journal of 
Medical Ethics, 31(5), 256–261 .

Moral Distress in Pediatric healthcare Providers
Karen A. Trotochaud, MN MA RN, Children’s Healthcare of Atlanta, Atlanta, GA
Joyce Coleman, MS MBA RN, Children’s Healthcare of Atlanta, Atlanta, GA
Nicolas Krawiecki, MD, Emory University School of Medicine, Atlanta, GA

objectives
1 . Describe how moral distress impacts nurses, physicians, and 

other providers working in a variety of clinical specialties .
2 . Identify three situations that pediatric providers find most mor-

ally distressing .
In this study, moral distress experienced by pediatric providers 
working in a variety of pediatric clinical settings was assessed, and 
clinical situations that most impact moral distress were evaluated . 
Correlations were determined between moral distress and profession, 
clinical specialty, and intent to leave a clinical position .

Methods: Physicians, nurses, and other providers working at a large 
pediatric healthcare system completed the Moral Distress Scale–
Revised (MDS-R) . A composite moral distress score was determined 
as well as the frequency of experience and level of disturbance with 21 
morally distressing situations . Scores were analyzed relative to profes-
sion and clinical specialty . The relationship of moral distress score to 
intent to leave a clinical position was determined .

Results: Pediatric physicians reported significantly higher moral dis-
tress scores as compared to pediatric nurses . Physicians also reported 
significantly higher frequency of morally distressing events than nurs-
es and other providers . There was no difference in level of disturbance 
from morally distressing situations reported by different professional 
groups . There was a significant difference in moral distress relative to 
intent to leave a clinical position, with the highest scores reported for 
those considering leaving now and those who had considered leaving 
a position but did not leave . Generally, providers in intensive care set-
tings reported the highest moral distress . Nurses working in intensive 
care settings reported higher moral distress compared to all other 
clinical settings . Other providers in intensive care settings reported 
higher moral distress compared to those working in hematology/on-
cology . However, physicians working in intensive care settings had no 
difference in moral distress compared to physicians working in other 
clinical specialties . Situations that most affected moral distress in-
cluded those when there was perceived “futile” treatment, especially 
at the end of life, including treatments believed to not be in the child’s 
best interest, that only prolonged dying, or that were hopeless . Other 
reported morally distressing situations included diminished quality of 
care due to poor team communication and lack of provider continuity .

Conclusions: As an important factor in pediatric provider burnout and 
intent to leave their job, moral distress must be addressed . Although 
previous studies report higher moral distress in nurses, this study 
which included pediatric physicians indicates that moral distress is a 
significant problem for them as well, signifying that appropriate inter-
ventions will need to address the entire pediatric team . Interventions 
will need to focus on two primary areas: (1) supporting providers who 
are facing clinical situations where they perceive continued aggres-
sive treatment of the child is futile and (2) addressing increased and 
improved team collaboration with a focus on team communication 
and provider continuity of care .

are Psychologists’ ethical Violations at guantanamo Bay 
Morally Justifiable?
Ashley J. Malin, MA Clinical Psychology, York University, Toronto, ON, Canada

objectives
1 . Increase knowledge and understanding about the moral and 

ethical dilemmas healthcare professionals face when employed in 
national security–related positions .

2 . Facilitate critical thinking regarding the acceptability of violating 
ethical and moral principles in the name of protecting national 
security .

Since psychologists began working at Guantanamo Bay detention 
facility, their presence has been met with considerable controversy . 
Initial speculation surrounded the nature and ethicality of their roles . 
Mounting evidence of ethical misconduct and violations of detainee 
human rights, however, prompted the current question of whether 
such violations are morally justifiable if they ultimately benefit na-
tional security and protect innocent people . This poster will provide 
an overview of psychologists’ roles in enhanced interrogation proce-
dures (EIPs) at Guantanamo Bay, the ethical violations committed, 
and the response to them by the American Psychological Association 
(APA) . The argument presented is that it is not morally justifiable for 
Guantanamo psychologists to violate ethical standards in the name 
of protecting national security . Several reasons are provided to sup-
port this position . First, there is little evidence suggesting that EIPs 
have been effective at extracting intelligence information, and they 
appear to have produced far more information that was false than 
true (Fouad Mahmoud Al Rabiah et al. v. United States et a.l, 2009; 
Hosenball, 2012; Saki Bacha and Mohammed Jawad et al. v. Barack 
Obama et al., 2009) . Second, the detainee population at Guantanamo 
is not composed primarily of enemy combatants, and many innocent 
people have been and are being held there (Denbeaux et al ., 2006; 
Hope, Winnett, Watt, & Blake, 2011) . Third, evidence suggests that 
EIPs were carried out by healthcare professionals to gather informa-
tion unrelated to terrorism, specifically for experimental purposes 
(PRH, 2010; USSCAS, 2008) . These issues, along with their broader 
social implications, will be discussed .

a Model of ethical Discernment: Learning from the Quaker 
tradition of Clearness
Tedford J. Taylor, MDiv BCCC, Robert Wood Johnson University Hospital 

Hamilton, Hamilton, NJ

objectives
1 . Gain familiarity with the Quaker clearness process .
2 . Observe the implementation of an ethical decision-making pro-

cess based in religious/spiritual practices and values .
How do spiritually centered individuals navigate a path through the 
difficult decisions faced in our complex medical system? Is there a 
way to use Quaker testimonies and precepts to examine and discern 
a spirit-led way through murky bioethical dilemmas? This poster pre-
sentation outlines a day retreat/workshop that will shed light on these 
queries . In the course of the day, participants will experiment with 
an ethical decision-making process based on the Quaker clearness 
committee model of discernment . Specific bioethical issues will be ex-
plored using this process, including the topics of abortion, healthcare 
relationships, mental health, and end-of-life care . At the end of the 
retreat, participants will have gained insight into many of the bioethi-
cal issues faced by Friends and will have a new tool with which to 
discern a way through ethical dilemmas . The poster presentation will 
outline a curriculum for the retreat/workshop, including references to 
PowerPoint slides and case studies that are included in the program . 
Program goals: (a) Participants will be able to identify the four funda-
mental precepts operant in bioethical discourse (autonomy, benefi-
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cence, nonmaleficence, and justice) . (b) Participants will gain familiar-
ity with the bioethical dilemmas and issues attending the following 
topics: (1) abortion, (2) physician-patient relationships, (3) mental 
health/psychiatric illness, and (4) end-of-life care . (c) Participants 
will be able to practice a Quaker ethical decision-making process in 
the context of group clearness, using case studies from each of the 
above topics . (d) Participants will experiment with the Quaker ethical 
decision-making process for a personal ethical dilemma .

the u.s. Public health service’s sexually transmitted 
Disease research in guatemala: structural injustices 
identified
Charlene Galarneau, PhD, Wellesley College, Wellesley, MA

objectives
1 . Describe the structural injustices integral to the U .S . Public 

Health Service’s Guatemala research context .
2 . Argue convincingly that structural injustice must be assessed in 

any comprehensive ethical evaluation of research .
Extending the 2011 report of the Presidential Commission for the 
Study of Bioethical Issues, “Ethically Impossible”: STD Research in 
Guatemala from 1946 to 1948, this paper examines structural injus-
tices that suffused the social and institutional relations fundamental 
to the moral landscape of this research done by the U .S . Public Health 
Service . In particular, I argue that racism, sexism, and heternormativity 
contributed to, as the commission put it, “reprehensible exploitation 
of our fellow human beings” and “unconscionable violations of eth-
ics .” An understanding of the gendered, sexualized, and racialized 
contexts in which these experiments were developed and conducted 
is necessary for an ethical analysis that recognizes, for example, the 
unique violations experienced by sex workers and by indigenous 
Guatemalans who were disproportionately institutionalized as sol-
diers, prisoners, and psychiatric patients . Combined with medical ar-
rogance and military support, these structural injustices deepened the 
vulnerability and oppression of Guatemalan research participants and 
facilitated the moral wrongs of U .S . and Guatemalan researchers . Thus 
structural features of the research context are critical subjects of ethi-
cal assessment and point to the need for a multilayered notion of re-
sponsibility that accounts for not only individual but also institutional 
and structural wrong-doing . Finally, I identify potential U .S . responses 
that begin to address the structural injustices of this research .

is spiritual Care from nurses and Physicians appropriate at 
the end of Life? Predictors for attitudes of appropriateness 
among Patients, nurses, and Physicians
Angelika Zollfrank, MDiv, Massachusetts General Hospital, Boston, MA
Michael J. Balboni, PhD, Harvard Medical School, Boston, MA
Tracy A. Balboni, MD MPH, Harvard Medical School, Boston, MA

objectives
1 . Describe attitudes of patients, nurses, and physicians regarding 

the ethical appropriateness of spiritual care in the palliative care 
cancer context .

2 . Describe characteristics of patients, nurses, and physicians on 
the ethical appropriateness of medical professional provision of 
spiritual care in a palliative cancer context .

National standards require that medical professionals address the 
spiritual needs of patients at the end of life (EOL) . However, little data 
are available on how advanced cancer patients, nurses, and physi-
cians perceive the appropriateness of specific types of spiritual care 
(SC) in an EOL context .

Methods: An interview-based, multisite survey of advanced cancer 
patients, oncology nurses, and oncology physicians conducted from 
March 2006 through January 2009 . We interviewed 75 consecutive 

advanced cancer patients (response rate = 73%) and 339 oncol-
ogy nurses/physicians (response rate = 63%) . Assessments included 
participant spirituality, religiousness, intrinsic religiosity, religious af-
filiation, religious service attendance, and appropriateness of eight 
example SC scenarios . Patient assessments include demographic 
information and Karnofsky performance status . Practitioner assess-
ments included demographic and professional information, reception 
of SC training, and perception of time as an SC barrier . All participants 
rated the appropriateness of eight types of SC on a scale from 1 (nev-
er appropriate) to 7 (always appropriate) . Item ratings were summed 
to generate an overall SC appropriateness score, with total possible 
scores ranging between 6 and 48 . Chi-square tests compared patient 
and practitioner religious/spiritual characteristics . Univariable (UVA) 
and multivariable linear regression analyses (MVA) assessed percep-
tions of appropriateness of SC .

Results: Patients were the most likely to rate themselves religious and 
spiritual, nurses as spiritual not religious, and physicians as neither 
religious nor spiritual . Participants differed in their religious affilia-
tions, with Catholic being the most common affiliation for patients 
and nurses, and physicians most likely to be Jewish . Most participants 
rated each of the eight SC types as at least occasionally appropriate 
in the advanced cancer setting, with patient appropriateness rat-
ings (62%–90%) generally being slightly lower than those for nurses 
(76%–99%) and physicians (60%–98%) . Patients were, however, more 
likely than physicians to indicate the occasional appropriateness 
of patient-practitioner prayer . The only MVA predictor of patient-
assessed appropriateness of nurse/physician-provided SC was female 
gender (ß = 5 .5, p =  .03) . The UVA predictors of nurses’ perceptions 
of the appropriateness of SC was intrinsic religiosity (ß = 3 .05, p = 
 .01), which remained significant on MVA (ß = 3 .26, p =  .02) . Attitudes 
of appropriateness among physicians on UVA included being female 
(ß = 3 .10, p >  .0001), younger age (ß =  .17, p =  .0005), years practiced 
less than11 (ß = 3 .72, p =  .0001), palliative care field (ß = 4 .49, p =  .01), 
intrinsic religiousness (ß = 2 .06, p =  .006), insufficient time (ß = 2 .32, p 
=  .03), and increased spirituality (ß = 5 .04, p <  .0001) . Only spirituality 
remained significant on MVA (ß = 4 .64, p =  .001) .

nurses and Moral Distress: Communication and Caregiving 
at the end of Life
Maura C. Schlairet, EdD MA MSN RN CNL, Valdosta State University, Valdosta, GA

objectives
1 . Describe common characteristics of robust end-of-life care com-

munication .
2 . Identify barriers to end-of-life care communication in acute care 

settings .
3 . Explain the relationship between ethical environments in health 

care and end-of-life communication .
Because good communication throughout end-of-life (EOL) caregiv-
ing is difficult, yet contributes toward maintaining the ethical climate 
of a healthcare setting, awareness of clinicians’ EOL care communica-
tion characteristics and level of moral distress is essential in assessing 
ability to provide quality care at life’s end .

Method: Using two instruments, the Caring for Terminally Ill Patients 
Nurse Survey (CTIPNS) (Boyd et al ., 2011) and Moral Distress Scale–
Revised (MDS-R) (Hamric et al ., 2012), associations between EOL 
care communication and moral distress among nurses were explored . 
Registered nurses (RNs) working in 11 acute care areas at two hospi-
tals in a northeastern United States healthcare system participated in 
data collection over a 4-month period (N = 129) .

Results: RNs strongly agree (85%) that dying patients should be told 
of their prognosis and recognize that talking with patients and family 
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about dying is difficult for them personally (57%) . RNs also recognize 
that this is difficult for physicians (62%) and report (57%) that physi-
cians are reluctant to tell patients directly that they are dying . RNs 
strongly agree (60%) that hospice care better meets the needs of 
the dying, agree that patients would benefit if hospice care was initi-
ated earlier (83%), and agree that many terminal patients who should 
receive hospice do not receive it (57%) . Yet disparities were noted 
among average number of terminal patients RNs cared for (5 .6) and 
those with whom RNs discussed hospice care (2 .6) in 3 months prior 
to the survey . Less than 40% of RNs agree that they are knowledge-
able enough to discuss hospice care, and almost 60% of RNs (n = 74) 
agree with or are neutral toward the statement, “I never raise the hos-
pice discussion unless the patient’s physician has already discussed 
hospice care .” Mean moral distress composite scores (possible range 
0–336) were low at 78 .6 (43 .3) . No relationships were noted between 
moral distress score and the number of terminal patients for whom 
RNs provided care, the number of patients with whom RNs discussed 
hospice, difficulty talking with patients and family about dying, having 
sufficient knowledge to discuss hospice, or training to care for EOL 
patients .

Conclusion: Analysis suggests low moral distress composite scores 
for this sample of RNs, despite finding characteristics of difficult EOL 
communication and barriers to EOL care . The MDS-R and CTIPNS 
were useful in identification of RNs’ moral distress, attitudes toward 
EOL communication, and care for the terminally ill across diverse 
acute care settings . Additional analyses will be required to better 
understand the complex relationship between EOL communication, 
caregiving, and moral distress among RNs .

should We Count stillbirths?
John Phillips, BA, National Institutes of Health Clinical Center, Bethesda, MD
Joseph Millum, PhD, National Institutes of Health, Bethesda, MD

objectives
1 . Understand the policy implications of including stillbirths in sum-

mary measures of population health .
2 . Consider an ethical argument in favor of including stillbirths in 

measures of population health .
Estimates of the burden of disease, such as the recently published 
2010 Global Burden of Disease study, assess the mortality and mor-
bidity that result from diseases and injuries by producing summary 
measures of population health that allow for comparisons between 
diseases and injuries and between regions . These comparisons are an 
important tool for setting research and healthcare priorities . Summary 
measures of health typically do not include stillbirths (fetal deaths 
occurring during the later stages of pregnancy or during labor) 
among the negative health outcomes that they catalogue . As a result, 
priority-setting decisions that rely on summary measures of health 
are likely to place little value on the prevention of the more than 3 
million stillbirths that occur each year . Stillbirths are not mentioned in 
the Millennium Development Goals and many countries do not col-
lect data on stillbirths when they compile health statistics . In contrast, 
neonatal deaths, which occur in comparable numbers, have a sub-
stantial impact on estimates of the burden of disease and are com-
monly seen as a pressing health concern . The discrepancy between 
the treatment of neonatal deaths and stillbirths in the measurement 
of health and in priority setting is justified only if there is a morally 
relevant difference between a fetus shortly before birth and an infant 
shortly after . However, current empirical evidence suggests that most 
of the capacities that might explain why it is important to prevent 
people from dying do not appear at the moment of birth . In many 
ways, a 1-day-old infant is much the same as a fetus on the verge of 
birth: each may be highly developed, have the potential for a full and 

healthy life, and be valued by its parents . In this paper, we present an 
ethical argument in favor of incorporating fetal deaths that occur late 
in wanted pregnancies into estimates of the burden of disease . The 
argument is based on the similarity between late-term fetuses and 
newborn infants and the assumption that protecting newborns is im-
portant . We consider and respond to four objections to counting still-
births: (1) that fetuses are not yet part of the population and so their 
deaths should not be included in measures of population health, (2) 
that valuing the prevention of stillbirths will undermine women’s re-
productive rights, (3) that including stillbirths in estimates of disease 
burden implies that miscarriages (fetal deaths early in pregnancy) 
should also be included, and (4) that birth itself is in fact ethically 
significant . We conclude that our proposal is ethically preferable to 
current practice and, if adopted, is likely to lead to improved priority-
setting decisions .

Paternalistic individualism and other Contradictions: the 
strange new World of Post-soviet Clinical trials
Anna Gotlib, JD PhD, Brooklyn College CUNY, Brooklyn, NY

objectives
1 . Review the literature addressing the various difficulties, dangers, 

and unique predicaments of potential Russian medical trial sub-
jects .

2 . Describe the theoretical and practical difficulties involved in un-
derstanding, accurately describing, and acting upon the uniquely 
liminal status of the Russian test subject .

3 . Apply novel approaches to addressing the dilemmas inherent in 
medical trials within Russia, given the moral, medical, and socio-
economic hazards of “paternalistic individualism .”

The fact that a significant proportion of the research and develop-
ment by Western pharmaceutical companies takes place in the eco-
nomically underdeveloped and medically underserved global South, 
although morally troubling, is neither unfamiliar nor, sadly, particularly 
shocking . Indeed, in part because of a dearth of beneficiary-country 
volunteers and in part because of economic opportunism, Africa, 
India, and other “developing” areas have served as sources of des-
perately poor test subjects—and of lax, or nonexistent, oversight and 
protection protocols . This paper, however, will not address the numer-
ous moral dilemmas endemic to the pharmaceutical exploitation of 
the global South . Indeed, another trend within biomedical research 
also calls for a response: Always seeking new pools of available and 
eager trial participants, researchers have expanded their focus from 
the global South to a part of the world not often associated with 
developing-world poverty—post–Soviet Russia . What is most interest-
ing about this choice is perhaps also what is most troubling: Unlike 
the global South, Russia, for all of its economic turmoil, is perceived 
to be a peer of the trial-conducting West . Yet its sociopolitical bur-
dens and biomedical practices differ from Western ones in ways that 
ought to be a source of moral worry for bioethicists . Specifically, de-
spite assumptions and hopes to the contrary, Russia’s history of (and 
continued yearning for) totalitarian, centralized power has been tem-
pered not by a move toward a more deliberative respect for individual 
autonomy but by a cynical rejection of rules, contracts, and other 
practices of mutual moral (and legal) understandings—and medicine 
and medical research are not immune . Combined with these deepen-
ing authoritarian tendencies, the lure of the free market has resulted 
in chaotic, anarchic biomedical practices that only seem to respond 
to the government’s growing hegemonic paternalism . Here, I suggest 
that this sociopolitical volatility ought to be properly viewed as a mor-
al hazard for any potential Russian test subjects: First, Russia, without 
the obvious markers of developing-world poverty, nevertheless offers 
an abundance of medically underserved and economically disad-
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vantaged test subjects, ready-made for pharmaceutical exploitation . 
Second, reared on a paternalistic medical model, these populations 
are too often overly trusting of underpaid, and sometimes unscru-
pulous, physicians . Third, Russia’s centralized, yet poorly regulated, 
medical care and hospital system often dispenses with any semblance 
of proper subject recruitment protocols . I thus make two claims: I first 
suggest that Russian “paternalistic individualism,” where mercenary 
“individualism” threatens test subject safety while culturally-ingrained 
“paternalism” encourages their exploitation, creates a unique moral 
hazard—unique, because the complex predicament of the Russian 
test subject makes her a liminal figure to those not familiar with the 
context of her “decision” to participate in trials (Prodanov, 2001) . 
I further argue that it is precisely because the Russian case defies 
preestablished classification—and thus, as a result, escapes much of 
the scrutiny directed at the troubling research practices in the global 
South—that bioethicists ought to turn their attention to the possibility 
of this less obvious, but no less damaging, exploitation .

Lies, Damned Lies, and Medical Care
Rebecca Volpe, PhD, Penn State College of Medicine, Hershey, PA
Maria J. Baker, PhD MS, Penn State Hershey Medical Center, Penn State Hershey 

Cancer Institute, Hershey, PA

objectives
1 . Describe whether providers are justified in requiring complete 

honesty from their patients .
2 . Explain providers’ professional obligations to patients who are ly-

ing .
Do patients lie to providers? If so, what are providers’ obligations to 
patients who lie? The scholarship on deceit falls generally into four 
categories: physicians lying to patients (typically about diagnosis or 
prognosis), patients lying to physicians (often to obtain pain medi-
cations or exemptions), physicians lying to third parties (to secure 
reimbursement), and physicians lying to one another (to avoid em-
barrassment or avoid unpleasant tasks) . Normal everyday lies about 
alcohol consumption, sexual history, or family history have not been 
well studied in the medical context . We do know that providers tend 
not to be very good at recognizing deception when it occurs: In one 
retrospective review, physicians identified a standardized patient only 
10% of the time; the other 90% of the time, the physicians believed 
they were interacting with a real patient with real problems . In order 
to clarify professional obligations to patients who lie, we examine a 
clinical case: a 26-year-old woman who requests prophylactic bilateral 
mastectomy with reconstruction . The patient reports a dramatic fam-
ily history: a sister and mother diagnosed with breast cancer in their 
teens and 20s, respectively; multiple aunts who died of breast cancer; 
a number of other malignancies in young relatives; and a brother with 
esophageal cancer at age 19 . Members of the medical team discover 
that the patient is fraudulently raising money to attend a Young 
Cancer summit (a cancer-focused conference) in Las Vegas . By post-
ing pictures of herself with a bald head—the supposed result of che-
motherapy, which she hadn’t received—she had raised several thou-
sand dollars . In this context, what are the providers’ responsibilities to 
this patient? To society? In particular, does the medical team have an 
obligation to perform a surgical procedure on a woman who reports a 
potentially fictitious family history? Does the team have an obligation 
to report a patient who appears to be defrauding the general public? 
To explore these questions, we will briefly present this clinical case 
and then offer theoretical and empirical literature on patient dishon-
esty in the medical setting .

the numerous Ways Clinicians Discuss “the Miraculous” in 
electronic Medical records
Trevor M. Bibler, MTS MA, Vanderbilt, Nashville, TN

objectives
1 . Show the various ways clinicians and patients use the term 

miracle .
2 . Analyze underlying assumptions about the clinical experience for 

those who use the term miracle .
The concept of “the miraculous” has much traction in contemporary 
American medicine . Patients come to the clinic hoping for a miracle 
cure for their arthritis . Others seek that miracle doctor who intu-
its their needs and provides miracle drugs . Family members of the 
moribund may pray for a miraculous healing from God . Clinicians, 
too, describe events, therapies, and patients as miraculous . Using 
Vanderbilt’s deidentified patient record database (the Synthetic 
Derivative), I analyze the various ways patients and clinicians use the 
concept of miracle in electronic medical records (EMRs) . A signifi-
cant occurrence of some variation of the term miracle occurred 305 
times, in 300 unique patient records . Using a modified grounded 
theory approach, I categorized each instance of the term into one 
of six categories of the miraculous: drugs, people, surgeries, cures, 
health/hospital-related functions, and patient improvement . The term 
miracle drug occurs most often, 179 times, with pain medications and 
psychoactive drugs, from Abilify to Zyprexa, frequently receiving the 
label . Clinicians and patients refer to four types of miraculous people: 
babies, doctors, patients, and workers/makers . In total, I found 30 in-
stances of a patient or provider describing a person with one of these 
monikers . Describing a surgery as “miraculous” occurred in 26 unique 
patient records, and miracle cures (i .e ., nonsurgical and nonprescrip-
tion drug therapies such as a change in diet or a healing from God) 
accounted for 24 occurrences . I found nearly as many examples of 
patients and clinicians describing common hospital occurrences, such 
as a rescheduled visit or a successful skilled-nursing placement, as mi-
raculous (23); additionally, I found the same number of records con-
taining descriptions of a miraculous recovery or improvement . Often, 
the EMR shows clinicians quoting a patient’s use of the term . For 
example, according to a Vanderbilt pathologist, a middle-aged man 
from Kentucky “stated [that] he hopes for a miracle cure” for his rare 
autoimmune disorder . Showing that theological hope and intensive 
care are not mutually exclusive, this man and his family hope for a mi-
raculous cure while he simultaneously undergoes chemotherapy . Such 
a scenario occurs often in these records . Clinicians also use “miracle” 
while emphasizing the unlikely nature of miraculous events . In one 
record, a psychiatric nurse describes EMDR (eye movement desensi-
tization and reprocessing) “not as a miracle drug, but [a therapy] that 
helps [the patient] work out things in her head and get new coping 
mechanisms .” This example shows that mitigating a patient’s expec-
tations often accompanies an evocation of “miracle drug .” With this 
poster, I analyze examples that show the versatile and complex nature 
of miracle-language in the EMR . Ranging from the banal use (“It’s a 
miracle you could reschedule on such short notice!”) to the theologi-
cally complex (“[The patient] is an amazing miracle in that both of his 
organs have been working relatively well, although we do know by bi-
opsy that hepatitis C has returned into his liver transplant”), this term 
refers to both common and rare events .
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Postmarketing Prescription Drug and Vaccine surveillance 
in underrepresented Populations: toward an ethical 
framework
Alison K Thompson, PhD, University of Toronto, Toronto, ON, Canada

objectives
1 . Outline the ethical issues in postmarket prescription drug and 

vaccine surveillance in underrepresented populations .
2 . Present a provisional ethics framework to guide decision making 

for regulators, policy makers, and healthcare providers .
This paper presents the findings of a Canadian Institutes of Health 
Research–funded study that identifies the ethical dimensions of prob-
lems arising from postmarket surveillance of prescription drugs and 
vaccines in groups for whom evidence of safety and effectiveness is 
minimal or nonexistent . There is a dearth of ethical analysis pertaining 
to this issue: By framing the problem as one of public health ethics, 
one can examine issues pertaining to social justice and vulnerability 
while taking into consideration the broader social and political con-
text . It is necessary to “map the field” in terms of the range of moral 
problems and ethical issues that are posed by the restriction or exclu-
sion of women, children, older people, and First Nations, Metis and 
Inuit peoples from clinical trials and the subsequent issues raised by 
the need for postmarket surveillance . This research lays the ground-
work for the development of a robust ethics framework for analyzing 
problems related to real-world safety and effectiveness of prescrip-
tion drugs in populations underrepresented in clinical trials . The spe-
cific objectives were (1) to analyze the scholarly literature on clinical, 
public health, and research ethics to identify key ethical processes 
and values relevant to the research question (e .g ., exclusion of partic-
ular groups from clinical trials, vulnerability of these particular groups 
more broadly, privacy, transparency, consent and surveillance, stigma-
tization, duty to warn, etc .); (2) to conduct two case studies: (a) the 
Human Papillomavirus Vaccination Program in Canada, (b) the use of 
bisphosphonates for osteoporosis treatments in Canada; (3) to articu-
late a set of procedural and substantive values based on the findings 
from objectives 1 and 2 in order to create a provisional framework to 
guide decision making for regulators, policy makers, and healthcare 
providers . This presentation will report on the findings from this study 
and present the provisional ethical framework . The next steps and fu-
ture research directions will also be discussed .

how Pediatric residents and fellows Process the Death of 
Patients
David L. McDaniel, MDiv, Children’s Mercy Hospital, Kansas City, Missouri

objectives
1 . Locate themes of similarities and differences in how pediatric 

residents and fellows process the death of patients .
2 . Describe how pediatric residents and fellows perceive the qual-

ity of care they provide for other patients after the death of a 
patient they have cared for .

Although the majority of a physician’s educational career is spent 
learning how to heal the body and provide comfort to patients, the 
reality is that some patients return to a healthy life and some patients 
die . The deaths of these patients have the possibility to deeply affect 
the physician on emotional and physical levels . Feelings such as guilt, 
failure, sadness, and inadequacy are only a few of the emotions that 
some physicians report; ultimately, though, feeling responsible for the 
death of a patient is reported . Insomnia and changes in appetite are 
some of the physical reactions reported by physicians when a patient 
dies . Alcohol and drug abuse are potential long-term consequences . 
And although a patient’s death in general can have an impact on 
the physician, the death of a child seems to carry a heavier burden: 
children are not meant to die because they have not led a fulfilled 

life . Because of this, when a pediatric patient dies, the pediatrician 
faces not only the death but the young person’s lost opportunity to 
fulfill his or her life potential . Pediatricians, therefore, are placed in a 
vulnerable situation because their patient population encompasses 
a group that has the possibility of affecting the personhood of the 
physician . There are questions about how pediatricians in training are 
taught to process the death of their patients . As to date, there is no 
standard teaching tool for physicians to use to process for themselves 
the death they experience . At best, some residency training programs 
require their residents to attend death and dying retreats; others pro-
vide lectures on the death of patients; and other institutions initiate 
Balint groups, groups of physicians who regularly meet to discuss the 
thoughts and emotions a physician goes through with a specific case . 
It is of note, though, that learning how to internally process the death 
of pediatric patients is not always taught . This poster will show the 
results of a study currently under way that focuses on how pediatric 
residents and pediatric fellows working in the emergency department, 
pediatric intensive care unit, and neonatal intensive care unit in a 
Midwestern children’s hospital process their experience of the deaths 
of patients in the hospital . The subjects are being surveyed concern-
ing the various coping mechanisms they use to process these deaths, 
how they rate the training they have received to process death, and 
how they perceive the care they provide for other patients after the 
death of a patient . In addition, individuals are being interviewed 2 
weeks after the death of a patient they cared for to learn how they 
processed that specific death . Information will then be analyzed in 
both the surveys and interviews to locate various themes and to note 
similarities and differences across subspecialties and classes (i .e ., first 
-year resident, second-year resident, third-year resident, fellow) . Data 
were collected through June 30, 2013 .

helping families, hurting Patients: Where are the 
Boundaries?
Joseph B. Fanning, PhD, Vanderbilt University, Nashville, TN

objectives
1 . Make explicit the kinds of clinical situations that compel clinicians 

to confer benefits to families at the expense of the patients .
2 . Introduce and assess a typology of benefit configurations pro-

vided to families and patients across clinical contexts .
A healthcare team’s receptiveness and responsiveness to a family 
can improve the quality of care provided to the patient . But the in-
tention to help families can sometimes lead practitioners to treat in 
ways that increase the patient’s burden with no measurable benefit . 
The slow code might be the most recognized example . It remains 
controversial in part because it is deceptive but more important 
because the patient’s body undergoes additional treatments to ac-
commodate the family’s need to “do everything .” Helping families 
in ways that harm patients happens in a range of clinical settings, 
most often when patients lack capacity to make their own decisions . 
Pediatricians prescribe antibiotics for infections that are likely viral in 
part to satisfy parents . Pediatric and adult oncologists sometimes fail 
to protect patients from coercive family members grasping desper-
ately at research protocols . Intensivists and surgeons continue futile 
advanced-supportive technologies to allow families time to accept an 
inevitable death . Clinicians in trauma units prolong ventilatory support 
for patients who are brain dead to allow time for family to be present . 
Although clinicians, ethics committees, and ethics consultants across 
the nation have encountered situations like these, very little general 
guidance has been provided in the ethics literature . One purpose 
of this paper is to initiate a discussion to establish a general ethical 
framework for providing benefits to families . We propose a typology 
of benefit configurations that are commonly conferred to families and 
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then argue for the permissibility of some and the prohibition of oth-
ers . Actions of healthcare providers provide patients’ families benefits 
in four distinct ways: (1) Actions by healthcare providers can directly 
benefit the patient and indirectly benefit the family . A successful 
surgery allows a patient to return to her role as spouse, mother, and 
daughter, for example . (2) Actions by healthcare providers can di-
rectly benefit the family and indirectly benefit the patient . An attend-
ing physician in an MICU provides emotional support by listening and 
responding to the concerns of a family member . In turn, this family 
member has a calmer presence in the patient’s room . The decision 
by the attending does not increase any dimension of the patient’s 
burden . (3) Actions by healthcare providers can directly benefit the 
family but provide no help to the patient and increase the duration of 
patient’s current treatment burden . A decision is made not to escalate 
care and to continue with current treatments until the family can ac-
cept the reality that the patient is dying . (4) Actions by healthcare 
providers can directly benefit the family, provide no clear benefit to 
the patient, and increase the duration and intensity of the patient’s 
current treatment burden . The first two configurations of benefits 
are acceptable in many clinical situations . The last two kinds deserve 
much more scrutiny . The third type of benefit is permissible in very 
limited circumstances . And finally, the last configuration of benefits, 
I shall argue, should not be permitted under any foreseeable clinical 
circumstance .

White Complicity and White Moral responsibility in the 
genomic era
Kaija L. Zusevics, PhD MPH CHES, Medical College of Wisconsin, Milwaukee, WI
Sheri Johnson, PhD, Medical College of Wisconsin, Milwaukee, WI

objectives
1 . Define White complicity .
2 . Describe how White complicity relates to racism in the genomics 

era .
3 . Explain the role of White moral responsibility in addressing 

health disparities in the genomics era .
The rapidly advancing field of genomics has provided a modern 
context for the debate about whether there is a genetic component 
to race . This discussion is salient to the discourse on causes of and 
solutions to disparities in health outcomes . One body of literature 
argues that racial classifications are not genetic, but purely a social/
political/historical concept . These scholars emphasize the need to 
examine how socioecological factors, including racism, contribute to 
health disparities . Another body of literature argues that recent ge-
nomic research that demonstrates a genetic determinant of a race, 
regenerating the notion that racial disparities in health and other 
outcomes are attributable to genetics . It is unlikely that genomics will 
put an end to the debate about race . However, if left unexamined, it 
is possible that genomics may dilute efforts to address racism and its 
pervasive impacts on health and society . There have been strides in 
public health and genomics to address this very issue through several 
calls in the literature for academics to explicitly describe how they 
define, measure, and utilize race in their research . Adherence to this 
recommendation remains tenuous, as does the focus on addressing 
racism in the context of genomics . And yet simply defining race and 
narrowly discussing racism in the context of genomics will not be 
sufficient to make progress on tackling deep-seated causes of health 
disparities . In order to address unjust racial differences in health out-
comes, it is essential to understand what could be contributing to 
the continued debate and seeming lack of progress toward health 
equity through systemic change, which includes academic discourse . 
This stalemate presents an opportunity to apply a novel lens to this 
“race debate”: that of White complicity and White moral responsibil-
ity . White complicity and White moral responsibility will be defined 

and their core components examined within the academic context of 
genomics, race, and racism . This application will ask questions includ-
ing the following: What is the role of White complicity in the general 
dismissal of calls for academics to more concretely define race in 
their research? How does the relentless focus on whether or not race 
is genetic detract from addressing the impacts of racism in society? 
How can the concept of White complicity be used to justify how aca-
demics may be doing a disservice to efforts to reduce racism? How 
can White moral responsibility support scholarly progress toward 
acknowledging, taking responsibility for, and taking action on White 
complicity in the genomics era? Along with providing preliminary 
responses to these questions, this paper will highlight the community-
based participatory research approach as one mechanism through 
which researchers, regardless of race, can begin to reflect and act on 
White complicity in their own work and in academic discourse overall . 
This ethical framework offers the opportunity to critically examine 
the role of White complicity in the debate about race in genomic lit-
erature and consider White moral responsibility as a potential way to 
make more concerted efforts to address racism in the genomics era .

Challenging the traditional image of the risks of Phase 
i research: a systematic review of Phase i studies with 
healthy Volunteers
Rebecca A. Johnson, MA, National Institutes of Health, Bethesda, MD

objectives
1 . Understand in detail the landscape of phase I research with 

healthy volunteers, including the types of agents studied, the 
geographical locations of trial sites, the disease areas prioritized, 
and other descriptive information fruitful for ethical analysis .

2 . Better understand the potential risks of phase I research and the 
harms that come to pass for healthy participants, and the com-
parison in risk level between phase I trials and other clinical and 
nonclinical activities .

3 . Understand the normative implications of our empirical analy-
sis for debates over phase I trial participation as a form of “risky 
work,” the off-shoring of clinical trials, the outsourcing of clini-
cal trials to for-profit contract research organizations, and what 
healthy volunteers ought to be informed of in the 

 consent process .
One of the central ethical concerns about phase 1 research is that 
it imposes risks on individuals for the benefits of others, a concern 
particularly acute when phase 1 research is conducted with healthy 
volunteers whose health is endangered to gather information that 
might help future patients . Ethical concerns about phase 1 research 
with healthy volunteers are rooted in three aspects of the trials . First, 
some view the risks of phase I studies as especially uncertain and/or 
serious, especially studies that are first-in-human or that escalate a 
drug’s dose until it reaches a toxic level . Second, some are concerned 
about the vulnerabilities that may characterize healthy volunteers: 
the economically disadvantaged, either recruited from low-income 
populations within a given nation or low-income nations within the 
global order, and students or employees who face institutional pres-
sures to participate . The third concern is that healthy volunteers are 
usually paid for participating in a phase 1 trial, which may lead partici-
pants to underestimate the risks of study participation and thereby 
undermine informed consent . Given the controversy about phase 1 
research with healthy volunteers, it is surprising that the empirical 
literature on the composition of phase I studies and the risks they 
pose is relatively scarce, unsystematic, and largely dated . Our empiri-
cal study corrects this gap in the literature with a comprehensive re-
view of 483 phase I studies published in PubMed, Embase, Cochrane, 
Scopus, and PsycINFO-indexed journals between 2008 and 2012 (in-
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clusive), a sample that includes more than 27,000 healthy volunteers . 
To describe the trial composition, we will discuss the breakdown of 
geographical locations where the trials were conducted, the type of 
investigational agent (e .g ., small molecule versus biologic), the dis-
ease area under study, the funding source for the trial, the type of 
site where the trial was conducted (e .g ., contract research organiza-
tion versus hospital), and the demographic breakdown of healthy 
participants . To try to quantify the trials’ risks, we find the incidence 
of mild, moderate, and severe adverse events per treatment and per 
placebo participant, and explore the relationship between various trial 
characteristics—investigational agent type, funding source, disease 
area—and the presence of serious adverse events related to the inves-
tigational agent . In this presentation, we discuss our results and touch 
on the implications for several ongoing debates within research eth-
ics, also acknowledging our review’s limitations . First, given data that 
show that some healthy volunteers view repeat clinical trial participa-
tion as a form of “work,” what sorts of risky jobs can participation 
be compared to, and what ethical implications about compensation, 
exploitation, and other issues follow from this comparison? Second, 
to what extent does our sample document the “offshoring” of phase I 
clinical research to lower- and middle-income countries and the ethi-
cal problems that this offshoring may raise? Third, what does the vari-
ability in riskiness between different sorts of trials funded by different 
sponsoring entities imply for what should be disclosed to healthy vol-
unteers considering participation in a given trial? Our empirical find-
ings lend quantitative insight to these conceptual issues .

Pharmaceutical industry Conflicts of interest: evidence 
from the repurposing of Pramipexole for the treatment of 
restless Legs syndrome
Andrew D. Plunk, PhD MPH, Washington University School of Medicine, St Louis, 

MO
Stephen M. Moerlein, PharmD PhD, Washington University, St Louis, MO
Richard A. Grucza, PhD, Washington University School of Medicine, St. Louis, MO
Joel S. Perlmutter, MD, Washington University in St. Louis, St. Louis, MO

objectives
1 . Justify study by explaining research methodology .
2 . Communicate relevant findings, i .e ., that metropolitan statistical 

areas (MSAs) were differentially affected based on academic 
medical center (AMC) presence and that trial location was as-
sociated with more prescriptions for the whole area .

Background: Several areas of pharmaceutical industry interaction with 
physicians represent potential conflicts of interest, including industry-
sponsored continuing medical education (CME) and the conduct of 
phase IV clinical trials . The repurposing of pramipexole, approved for 
Parkinson’s disease (PD) in 1997 and indicated for restless leg syn-
drome (RLS) in 2006, offers an opportunity to investigate how these 
potential conflicts influence physician prescribing behavior . Before 
receiving its indication, pramipexole was a common off-label treat-
ment for RLS . However, a similar drug (ropinirole) was approved for 
RLS 18 months before pramipexole, likely reducing that off-label use . 
There was also a Phase IV clinical trial for pramipexole that coincided 
with its RLS indication . The impact of both these events on prami-
pexole prescriptions were examined using claims data aggregated 
at the metropolitan statistical area (MSA) level . We also tracked the 
presence of academic medical centers (AMCs) in each MSA, which 
are thought to affect the degree to which physicians are reliant on 
industry-sponsored CME .

Methods: Express Scripts, a U .S .-based prescription benefit provider 
with national coverage, supplied claims data for all drugs used to 
treat PD during the period of January 2004 through September 
2009 . Pramipexole market share, determined by dividing its claims 
by the total claims for all PD drugs, was the outcome for our two 

analyses . First, repeated measures ANOVA was used to quantify the 
apparent effect on pramipexole market share associated with ropini-
role receiving FDA approval for RLS treatment before pramipexole . 
A difference-in-differences analysis was then used to assess how the 
presence of a pramipexole Phase IV clinical trial for RLS might impact 
its market share .

Results: Across all MSAs, there was a significant 4 .0 percentage point 
reduction in pramipexole market share associated with the period in 
which a competitor’s drug (ropinirole) was the only approved treat-
ment for RLS (F[1, 8321] = 142 .39, MSE = 2 .65, p < 0 .001) . MSAs with 
an AMC saw a 2 .8 percentage point reduction, while non-AMC MSA 
market share decreased by 4 .4 percentage points (F[1, 8321] = 127 .15, 
MSE = 2 .36, p < 0 .001); the between-groups difference was statisti-
cally significant (F[1, 8321] = 4 .46, MSE = 0 .08, p = 0 .034) . Overall, the 
presence of the Phase IV RLS trial within an MSA was associated with 
a 4 .2% increase in pramipexole market share (B = 0 .042, SE = 0 .011, 
p = 0 .046) . Trial presence for MSAs without an AMC was associated 
with a 10 .5% increase in pramipexole market share (B = 0 .105, SE = 
0 .045, p = 0 .016), while trial MSAs with an AMC did not see a signifi-
cant change (B = 0 .004, SE = 0 .016, p = 0 .766); the between-groups 
difference was significant (B = 0 .100, SE = 0 .047, p = 0 .033) .

Conclusion: Our findings suggest that physicians responded differ-
ently to Phase IV clinical trials or market appearance of a competitive 
drug based on whether there was an AMC in the area . Phase IV trial 
location was also associated with increased pramipexole claims, but 
this effect was also likely driven by the association for areas without 
an AMC .

tele-ethics in rural indiana
Katie A. McPherson, BA, Indiana University School of Medicine, Indianapolis, IN
Margaret Gaffney, MD, Indiana University School of Medicine, Indianapolis, IN
Gabriel Bosslet, MD MA, Indiana University, Indianapolis, IN

objectives
1 . Raise awareness about the complicated nature of rural ethics 

consultations .
2 . Begin a discussion about “innovation” via tele-ethics as a medi-

um with which to provide new ethics resources for rural hospitals 
and promote ethics education, consultations and awareness .

The Joint Commission requires that ethics consultation be available 
in all hospitals including small rural hospitals . In a study published in 
2004, William Nelson investigated the unique rural challenges that 
face ethics committees, citing sicker patients, homogenous cultural 
beliefs, and difficulty keeping patient confidentiality as potential com-
plications (Nelson, 2004) . Finding resources for these committees has 
been a challenge . In one case report, the hospital met this challenge 
by utilizing telemedicine with ethics-trained physicians from a nearby 
tertiary care center to respond to two ethical dilemmas (Kon et al ., 
2009) . In this case report, telemedicine was felt to increase the ethi-
cist’s ability to engage with family members, patients, and doctors as 
well as pick up on subtle nonverbal clues that allowed for further in-
vestigation that would have been missed with telephone consultation . 
Another study in Texas utilized a virtual peer review model with se-
cure telephone lines and patient records to achieve a centralized eth-
ics committee (Bolin et al ., 2008) . No study to date has quantified the 
potential use of telemedicine to help with ethics consultation (“tele-
ethics”) for rural hospitals . To understand the potential for innovation 
in meeting the needs of rural hospitals and to capture attitudes to-
ward such a consultation process, a survey of critical access hospital 
(CAH) CEOs in rural Indiana was conducted . The questionnaire specif-
ically targeted information about current ethics resources and the po-
tential use of tele-ethics in these rural sites . Twelve CAHs responded 
to the survey out of the 35 CAHs, all of whom were contacted; 92% 



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  137

Poster aBstraCts

of the hospitals that responded had a functioning ethics committee . 
Only 42% of these committees included someone with formal ethics 
training . Of the surveyed CEOs, 83% said they would consider using 
tele-ethics . Overwhelmingly, rural hospitals in Indiana say they would 
utilize this technology, which speaks to the potential benefits in allevi-
ating problems with confidentiality and providing an outside perspec-
tive from someone with formal ethics training . Two barriers that were 
identified by the CEOs surveyed included older physicians’ reluctance 
to embrace new technology as well as hesitation with the “need” 
to have a visual component . Of the places that said they would not 
utilize tele-ethics, the most common reason cited was that they had 
strong institutional support from their affiliated tertiary care center, 
and most of these responders said they would frequently engage 
in phone conversations with an ethicist from their parent institution . 
This survey could be used to think about how to effectively provide 
adequate remote ethics services in a rural community and as a way to 
advance education in addition to ethics consultations .
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the Mind is the final frontier: reconceptualizing Mental 
illness through science fiction—Legislation and the future 
of neuroscience
Bryn Esplin, BA, William S. Boyd School of Law, Las Vegas, NV

objectives
1 . Examine what monster means in a sociopolitical discourse in an 

attempt to reconceptualize a vulnerable population in the future .
2 . Understand how metaphors reinforce and reify stigma, but show 

how, by embracing new science and technology, we can eradi-
cate past discrimination in law and society and ultimately treat 
each other more humanely .

Historically, individuals with mental illness have been regarded with 
contempt, fear, and cruelty and met with an underlying prejudice that 
they were somehow more responsible for their conditions than those 
with physical illnesses . In the wake of recent national tragedies involv-
ing gun violence, debates regarding gun control and mental illness 
have a tendency to frame individuals with mental illness as morally 
reprehensible “monsters .” For example, in December 2012, the CEO 
and executive vice president of the National Rifle Association ap-
peared on “Meet the Press” to discuss his organization’s official posi-
tion on gun control after the Newtown, CT, school shooting . What 
began as a discussion of the Second Amendment quickly became an 
opportunity to shift culpability from the accessibility of guns to the 
inadequacy, if not utter failure, of our mental healthcare system . In 12 
minutes, “monster” was used five times as a metaphor for individu-
als with mental illness . The interview ominously concluded: “We’ve 
got a mentally ill system that’s got monsters walking the streets .” 
This project is not an attempt to engage or dismiss arguments re-
garding gun control but rather to examine what monster means in a 
sociopolitical context in an attempt to reconceptualize this vulnerable 
population in the future . Monster, when viewed through the lens of 
science fiction, provides an opportunity to critique antiquated legisla-

tion, explore emergent brain technology, and articulate the essence 
of our humanity . In science fiction, a monster is a human being who 
undergoes a transformation but is at least semirational throughout 
the story; in this way, the monster is less accidental than the creatures 
from the horror genre and less fantastical than the aliens from outer 
space . Interestingly, both implicit in law and the science fiction genre 
is an underlying assumption that however misguided men’s actions 
may be, and however disastrous the result, men are essentially able to 
control their own destinies in either an affirmative or negative man-
ner and are thus free agents who can and should be held morally and 
socially responsible . Three science fiction narratives that I’ll explore in 
depth, Invasion of the Body Snatchers, Forbidden Planet, and Kafka’s 
The Metamorphosis, complicate the assumption of free will and show 
how traditional morality can be a problematic paradigm for adjudi-
cating guilt or innocence . Although purely psychoanalytic theories 
were popular in the first half of the 20th century, biological theories 
of mental illness, especially unicausal hormone-based theories, began 
to emerge in the second half of the 20th century . Even more recently, 
advances in neuroscience technology have enhanced both qualitative 
and quantitative knowledge about the brain and behavior and satis-
fied legal evidentiary requirements by proving a biological basis for 
mental illness . Through an investigation of three monster narratives, 
case law, and legislation, I will show how innovations in neuroimaging 
technology, evolving models of the mind, and the literary genre of 
science fiction can help foster a more humane discourse and provide 
the moral courage necessary to overcome the unfortunate tradition of 
discrimination and stigma .

speech-acts, Lament, and the needs of the Dying Patient: 
Psalmic Poetry as a Vehicle for Patients’ expression of Pain
Tara Flanagan, MDiv, Loyola University Chicago, Chicago, IL

objectives
1 . Demonstrate the value of nonpharmacological means of pain 

management, particularly the use of psalms and poetry for pa-
tients in distress .

2 . Demonstrate the limits and the value of narrative methods of 
care for terminal patients or patients in pain .

This presentation draws on three sources to highlight the ways in 
which speech-acts can work to meet the needs of dying patients 
and patients in pain . The first source is a study published by J . Gavrin 
and C .R . Chapman regarding the clinical needs of dying patients; the 
second is German theologian Dorothee Soelle’s work on suffering, 
the psalms, and her three-step model of speech-acts; and the third 
is narratives offered by dying patients themselves . Included in the 
presentation is an exploration of the ways in which nonpharmacologi-
cal methods of comfort can supplement clinical pain management 
through allowing a patient to name and communicate his or her expe-
rience . Poetry and psalms that are familiar to a patient can provide a 
shared world of meaning through which verbal patients can commu-
nicate their experience to others and mitigate the sense of isolation 
that can come with terminal illness, chronic pain, and grief . Psalmic 
poetry recognizes that not all pain has meaning or is deserved, and 
not all pain can be assuaged . Even when physical pain is controlled, 
in some situations there is no comfort for a patient’s experience of 
psychological or spiritual distress or the despair that can result from 
the attenuation of relationships that often accompanies illness . The 
psalms, particularly the psalms of lament, describe the sense of divine 
abandonment and betrayal that patients may feel, and it is through 
this honesty about the reality of pain that the psalms function as a 
vehicle for recognition, solace, and understanding for patients in dis-
tress . Although not all patients are verbal or have full command of 
their cognitive faculties, this presentation recognizes the value that 
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comes from the use of poetry, including psalmic poetry, in ways that 
do not necessitate symbolic understanding of the texts . Patients can 
derive comfort from the familiarity of the sounds of a text or from the 
rhythm of the language, without needing to parse a poem or psalm 
or interpret the material analytically . The phonetic value of psalmic 
poetry for patients with limited verbal or cognitive capacities supple-
ments Soelle’s position on the agential function of language for those 
who are able to speak, read, and interpret texts .

Whistle Blowing: Perceptions, Portrayals, and 
Professionalism
David H. Flood, PhD, Drexel University, Philadelphia, PA
Rhonda L. Soricelli, MD, Drexel University College of Medicine, Philadelphia, PA

objectives
1 . Understand whistle blowing as not only an event-specific ethical 

dilemma but also a societally constructed response .
2 . Identify three background factors that shape responses to po-

tential whistle-blowing events .
3 . Describe cultural materials and educational constructs that influ-

ence attitudes toward whistle blowing and, subsequently, medi-
cal professionalism .

The scenarios are all too familiar, and they occur at all levels of health 
care . We discover that a colleague is stealing drugs for personal use 
and denies the behavior . Should we report the individual? Do we? We 
find that our hospital is intentionally overbilling Medicare for services 
provided to help make ends meet . What should we do? An investiga-
tion might result in the facility closing, taking away a needed resource 
from an underserved population . A pharmaceutical company has 
been ignoring or purposely suppressing information about side ef-
fects of a popular drug . Are we willing to take on the corporate ma-
chinery in an attempt to expose the deception knowing that beyond 
even our own social, physical, and material well-being, our family’s 
livelihood and position in the community could be threatened? Do we 
have a right to jeopardize them, too? An ethical challenge in health 
care that plumbs the depths of moral courage involves the decision of 
whether or not to blow the whistle on a colleague or corporate entity 
for perceived wrongdoing . Although ethical analysis of both sides 
of such dilemmas is an important consideration of any approach to 
whistle blowing, focusing on the specific episode leaves out an impor-
tant component . Entering in long before we are faced with any par-
ticular whistle-blowing crisis is the moral and social context in which 
our decision will be made . This context strongly determines both our 
sense of the rightness of whistle blowing and our willingness to follow 
through and thus influences our evaluation of the risk in relation to 
reward . But how is this context formed? Values instilled by family and 
friends, the ethos of workplace or educational environment, and soci-
etal valuations through media portrayals are all influential in shaping 
attitudes toward whistle blowing . Our purpose will be to examine the 
last two of these three, especially as they exist in a medical context, 
and determine how they might relate to the formation of one’s sense 
of medical professionalism . Using studies of attitudes toward whistle 
blowing in medical education and practice settings; films such as 
Damaged Care, The Insider, and The Constant Gardener; and sample 
news stories, dramas such as Miller’s adaptation of An Enemy of the 
People, medical thrillers, online blogs, and advertisements for lawyers, 
we shall examine how these various influences potentially add to 
an internalized moral value system a dimension of learned attitudes 
toward whistle blowing that in turn become a part of medical profes-
sionalism .

habitual immersion
Vania H. Phuoc, Baylor College of Medicine, Houston, TX

objectives
1 . Present a series of photographs with influences from different 

moral traditions .
2 . Visually interpret foreign influences in the subtext of Western 

medical ethics .
Within a series of photographs, various influences from foreign moral 
traditions present themselves in the everyday functioning of Western 
medicine . Obvious roles include the use of translators to overcome 
language barriers, commonplace multilingual signs and paperwork, or 
chaplains well versed in different religious philosophies . More subtle 
impressions come in the form of a Buddhist foundation in the appeal 
to consequences, a Confucian basis for patient autonomy, and Hindu 
views on surrogate decision makers . These photos bring to light the 
inspiring diversity seen in the day-to-day activities of health care and 
medical ethics .

the Case against Cesarean Delivery on Maternal request in 
Labor
Paul Burcher, MD PhD, Albany Medical College, Albany, NY
Lisa Campo-Engelstein, PhD, Albany Medical College, Albany, NY

objectives
1 . Identify how cesarean delivery upon maternal request (CMDR) in 

labor differs from CDMR prior to labor in important medical and 
ethical ways .

2 . Describe why it is more difficult to attain informed consent for 
an elective procedure during labor than for a medically indicated 
procedure .

3 . Explain how the technical imperative contributes to higher cesar-
ean rates and undermines patient and provider autonomy .

Although cesarean delivery upon maternal request (CDMR) is now an 
accepted option for pregnant women, it is less clear how the timing 
of the request could affect the appropriate physician response . We 
argue that requests for cesarean delivery during labor should gener-
ally not be granted for three reasons . First, much of the logic behind 
the ethical permissibility of CDMR is underpinned by the lack of data 
showing one route of delivery to be clearly superior to another in 
purely medical terms . But this parity of risks and benefits falls away 
once a woman is laboring, particularly if she has ruptured membranes . 
When choices are no longer equal in medical terms, it is not required 
or even recommended that physicians offer or provide the less bene-
ficial choices . Second, empirical research has shown that labor can di-
minish decisional capacity . However, the feasibility and ethics of get-
ting informed consent during labor depend upon both the procedure 
itself and the circumstances under which the procedure is done (i .e ., 
obstetrically indicated versus elective) . CDMR in labor is by definition 
nonindicated, elective surgery, and hence the informed consent pro-
cess needs to be more careful and deliberate in these circumstances 
than in an emergency or clearly indicated surgical recommendation . 
What is relevant in a CDMR decision is a wide-ranging discussion of 
short and long-term risks and benefits—a discussion that women in 
labor may not be able to have . Elective surgery decisions should be 
made in a low-stress environment and preferably over several prena-
tal visits . Just as few if any obstetricians would perform a postpartum 
tubal ligation on a women if her first request and discussion of this 
occurred in labor, we believe that requests for cesarean delivery dur-
ing labor must be seen in the same light . The highest standards for 
informed consent should be held for procedures without a medical 
indication . Third, CDMR in labor may have an erosive effect on deci-
sion making in labor and delivery, driving up cesarean rates for all 
women, and blurring the distinction between medically indicated and 
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nonindicated cesarean birth . The increasing use of technology during 
childbirth makes it easy and acceptable (and sometimes even socially 
required) to turn to cesarean delivery without much medical justifica-
tion . This technical imperative in childbirth undermines women’s au-
tonomy by giving the façade of choices without offering nontechno-
logical options for childbirth . Furthermore, the ubiquity of technologi-
cal interventions engenders feelings of incompetence among women 
regarding their ability to engage in reproductive activities without 
medical assistance . Physicians’ autonomy is also affected by this 
technical imperative: they sometimes feel intense pressure to perform 
CDMR in labor and may be accused of paternalism or held liable if 
they do not . The American College of Obstetrics and Gynecology has 
not differentiated between CDMR when the request is made prior to 
labor and CDMR in labor . We believe there are important reasons to 
distinguish between these two circumstances and to reject requests 
for elective cesarean during labor .

Making Meaning of empathy: a Qualitative study of 
students’ understandings of empathy in Medical Practice
Sarah E. Baker, BA, University of Texas Medical Branch, Galveston, TX

objectives
1 . Explore how the personal value systems of medical students and 

the value systems of the faculty and students with whom they 
work influence the definitions and meanings they give to empathy.

2 . Explore how medical students take up and interpret moral 
education on empathy, which they receive through coursework 
and through their clinical experiences during the first 3 years of 
medical school .

3 . Propose a more broad-based pedagogical approach to empathy 
education that addresses larger structural influences on patient 
care .

Empathy has been emphasized as part of a larger professionalism 
initiative nationwide in medical education and has been a contentious 
topic insofar as there has been much academic debate over its defini-
tion and application in clinical settings . Although recent research has 
focused on quantification of student empathy and ways to improve 
empathy education, there has been little critical analysis of what the 
term means to students and factors influencing this meaning-making 
process . Students at one academic health science center are taught 
about empathy formally through their coursework and informally 
through modeling by physicians and other students . They then adapt 
and mold the concept according to their own needs, experiences, and 
social environments . Using a qualitative constructivist paradigm with 
a focus on the social aspects of empathy, I explored how the concept 
of empathy was defined and operationalized by medical students 
at this institute who volunteered at a student-run free health clinic . 
Through participant observation and semistructured interviews, I ex-
plored both the rhetoric and the reality of empathy, as experienced 
by the students, in order to contribute to the critical evaluation of this 
frequently used term . Through this research, I found that empathy 
education provided medical students with a tool kit for playing the 
role of doctor convincingly; yet this toolkit mentality foreclosed broad 
thinking about external influences on the physician-patient relation-
ship, particularly the influence of market-based medicine . By omitting 
discussion of larger imperatives—historical, structural, and econom-
ic—from dialogue, empathy education failed to provide the analyti-
cal skills that students needed to adeptly interpret the multifaceted 
lessons that guide their performance of the doctor role . Yet courses 
that included nonphysician faculty members with backgrounds in the 
humanities and social sciences did provide a space for discussion of 
these larger influences . In making meaning of empathy, students had 
to negotiate competing agendas, including those of the institution, 

those of the medical profession, and those related to their status as 
students, including the desire to graduate and enter the residency of 
their choice . Some lessons were rejected, and others were adapted 
to their own strengths . In particular, the importance of clinical work 
became evident, because the students recognized the important role 
of the body in understanding empathy . Medical education should 
address the meaning-making process of empathy . To conclude, I will 
provide recommendations regarding how to improve pedagogical ap-
proaches to empathy education, specifically suggesting the inclusion 
of acknowledgment of its larger structural influences .

Buddhist Philosophies in the Clinical ethics Workup
Vania H. Phuoc, Baylor College of Medicine, Houston, TX

objectives
1 . Analyze Buddhist influences within each step of the clinical eth-

ics workup .
2 . Elaborate on Buddhist philosophies applicable to contemporary 

Western medical ethics .
The ethics workup serves as a structured guide to clinical decision 
making in controversial patient cases . After identifying the case’s rel-
evant facts, additional information required, and alternative courses 
of action, the workup assesses relevant ethical appeals for each al-
ternate perspective . An argument for only one presented course of 
action may then lead to an appropriate management plan . Buddhism 
appears influential in the medical ethics workup, most prominently 
manifesting in the ethical appeals to consequences, rights, virtues, 
justice, moral constraints, and special obligations . This presentation 
will elaborate upon the specific Buddhist beliefs and teachings similar 
to ideals present in Western medical ethics, focusing on those perti-
nent to each of the ethical appeals as well as the other steps within 
the ethics workup .

ethical issues with genetic testing for Children and 
adolescents: an analysis of Current guidelines and Policies
Anisha Bajaj, Columbia University, New York, NY
Nina Nnamani, Columbia University, New York, NY

objectives
1 . Describe the current landscape of guidelines regarding best 

practices for whole genome sequencing in children .
2 . Explore the bioethical implications of genetic testing in children 

and adolescents .
3 . Identify key areas for future policy recommendations .
As the price of genetic testing (screening and sequencing) exponen-
tially drops, the implementation and pervasiveness in mainstream 
health care cannot be ignored . Although there is no question that re-
markable medical advancements such as diagnostic tools and gene-
targeted drug therapies may emerge from such research, numerous 
ethical and legal issues arise within the realms of policy and regula-
tion . Thus far, the debate centers on regulating the application, use, 
and privacy of this information in clinical medicine . However, these is-
sues become further complicated in the case of sequencing the DNA 
of children and adolescents who cannot legally consent . Although 
genetic testing can be extremely valuable in maintaining the health of 
individuals of any age, it sees the most potential in younger individu-
als . Perhaps, with the knowledge gained, certain preventative steps 
such as frequent screenings or adjusting one’s diet can be taken to 
theoretically lessen the effects of the predisposed health condition . 
This poster will address issues in genetic testing of children through a 
bioethical perspective—with precedence given to autonomy, benefi-
cence, nonmaleficence, and justice . We analyze current policies and 
guidelines from the American College of Medical Genetics and the 
American Academy of Pediatrics and identify the major ethical con-
siderations that still remain unresolved, such as protecting against the 
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potential misuse of this sensitive information and the appropriate age 
at which a child should receive full disclosure . We consider the long-
term implications of genetic testing and discuss the benefits and risks 
that knowledge of such information can have on one’s childhood . 
Finally, we highlight the challenges in the realm of regulatory policy 
that lie ahead .

using technology in obtaining informed Consent
Heather N. Carson, JD, University of Texas Medical Branch, Galveston, TX

objectives
1 . Understand the potential use of technology in informed consent .
2 . Understand the ethical implications of technology in informed 

consent .
Informed consent is one of the most complicated processes for re-
searchers and clinicians . It can also be confusing and frustrating for 
the patient/subjects . The consent must be detailed enough to give 
patients and their families a clear view of what the procedure or re-
search study will entail yet be simple enough for the average patient 
to understand . In a world where medical technology is expanding 
every day, informed consent is still very much in the dark ages . This 
presentation will discuss the legal and ethical implications of using 
technology-based and technology-enhanced methods of informed 
consent . Consent, much less informed consent, is actually a fairly 
recent development in medicine . Historically, patients were not given 
a choice about treatment and occasionally not even told what they 
were being treated for . Consent issues have been well litigated in the 
past century . Modern courts appear to agree that patients have a 
right to know and understand the medical procedure and research 
studies that they are considering, including the potential risks and 
benefits, in order to make an informed decision about their participa-
tion . There is no national standard on what should be disclosed to 
patients . Some states, such as Texas, do have disclosure requirements 
for certain procedures but not all . What every patient wishes to know 
will vary . Being able to balance the needs of the patient and the re-
quirements for obtaining informed consent is not easy . Research con-
sent forms are long, often technical documents, and not enough time 
is allocated to reviewing them with patients . Medical consents are 
often cursory, with patients not taking as much time as they would 
like or need to ask questions of their physicians . With Web-based in-
teractive learning, the entire process of informed consent can change, 
allowing patients to receive the amount of information best suited for 
them from the basic requirements to in-depth discussion . Technology 
can be used to improve patient/subject experience in both clinical 
and research settings by facilitating conversations with medical staff .

encouraging Bioethics research and education at 
historically Black Colleges and universities: a “train-the-
trainer” Program
Lauren B. Solberg, JD MTS, University of Florida, Gainesville, FL
Carol Freund Taylor, PhD, Meharry Medical College, Nashville, TN

objectives
1 . Describe the efforts of a historically black college to create a 

bioethics “train-the-trainer” program to train current faculty 
members on issues in bioethics .

2 . This session will identify the strengths and weaknesses of this 
“train-the-trainer” program .

The lack of minority bioethics researchers and educators is well 
documented . With the recognition that historically black colleges and 
universities (HCBUs) graduate a significant number of minority physi-
cians and scholars in the biomedical sciences each year, this histori-
cally black college determined that it needed a plan to educate its 
students about, and encourage them to conduct future research on, 
issues in bioethics, especially as they relate to minorities and health 

disparities . It was concluded that an effective way to accomplish this 
goal would be to provide a more formalized education program for 
the faculty who would be teaching and mentoring these students . By 
selecting faculty members already teaching and conducting research, 
rather than simply hiring new faculty members, we could maximize 
the resources already available on campus for teaching trainees, in-
cluding students, postdoctoral fellows, and junior faculty, about bio-
ethics . These faculty members could be provided with a more formal-
ized education in bioethics that they could use to inform their teach-
ing and research . They could also strategize as a group how best to 
pass this information along to the trainees . A campus-wide bioethics 
Train-the-Trainer (TtT) program thus was implemented . In order to 
better assess the needs of the campus regarding bioethics education, 
we conducted three focus-group discussions with a small group of 
faculty members from each of the schools on campus . On the basis 
of the information gathered during these focus groups, a request for 
applications was then distributed to all faculty members . From 21 ap-
plicants, a core group of six faculty members ranging from assistant 
professor to professor with appointments across all of the schools on 
campus was chosen to participate . They were selected because of 
their interest—but not necessarily specific expertise—in bioethics, as 
well as their stated commitment to teaching and conducting research 
in bioethics . Facilitated by two program leaders, the group met ap-
proximately every other week for a 6-month period in a seminar-style 
setting . Each session included a discussion of assigned readings and 
an examination of ways in which student awareness of and educa-
tion in bioethics could be expanded . The program concluded with the 
group’s attendance at the annual Georgetown University Kennedy 
Institute of Ethics intensive bioethics course . Five of the six members 
of the TtT program completed a TtT evaluation form, and all reported 
that they would recommend that other faculty members participate 
in the program if it were to be offered again . All five also reported 
that they have used the knowledge/skills they learned during the 
program period in their teaching, and three of the five reported using 
the knowledge/skills they learned during the program period in their 
research . Further research will be required to conclusively establish 
whether a TtT program such as this increases the number of minority 
researchers in bioethics . In the short term, however, we conclude that 
this program has been a success .

the ethical Limits of informed Consent: insights from 
Jewish sources
Alyssa Henning, MA, Northwestern University, Evanston, IL

objectives
1 . Appraise the speaker’s argument about the limitations of using 

informed consent as an ethical gatekeeper for research with hu-
man subjects .

2 . Critically engage with some of the ways in which religious 
sources—specifically Jewish sources—can enrich and contribute 
to discussions about research ethics .

3 . Begin thinking about texts and sources from other religious tra-
ditions that can contribute to discussions about research ethics .

To date, voices from religious traditions have not contributed sig-
nificantly to discussions about the ethical issues that arise when 
using human subjects in scientific research . A recent bibliography 
on human subjects protection composed by the staff of President 
Obama’s Presidential Commission for the Study of Bioethical Issues, 
contained more than 1,100 sources; fewer than 10 dealt with religious 
traditions or perspectives . The absence of Jewish approaches to re-
search ethics is particularly curious, because discussions about the 
ethics of research with human subjects are so intertwined with the 
Nazi experiments and the Nuremberg trials . In fact, some historians 
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trace the birth of modern bioethicsto the Nuremberg Code . Scholars 
have offered analyses, based on Jewish law and ethics, of whether it 
is ethical to use data collected from Nazi experiments but have not 
used the Nazi experiments as a point of entry into the larger ques-
tion of what makes an experiment ethical . The absence of Jewish 
scholarship on research ethics is also notable because of bioethicist 
Benjamin Freedman’s dual interests in Jewish bioethics and secular 
research ethics . Were it not for his untimely death in 1997, Freedman 
might have eventually bridged his two scholarly interests to develop 
a Jewish ethic for research involving human subjects . This paper will 
begin to bridge the gap between Jewish bioethics and the ethics 
of research involving human subjects . Since the Nuremberg Code’s 
introduction in 1947, the doctrine of voluntary and informed consent 
has become ubiquitous with the ethical use of human research sub-
jects . As Onora O’Neill and Neil Mason noted in Rethinking Informed 
Consent in Bioethics, the shortcomings of informed consent as an 
ethical gatekeeper typically prompt scholars, researchers, and policy 
makers to seek ways of improving the informed-consent process 
rather than allow for the possibility that informed consent is unable, 
on its own, to ensure the ethical treatment of human research sub-
jects . In a similar vein, I argue that the doctrine of informed consent 
cannot perform the ethical “heavy lifting” we have come to expect 
of it . Indeed, overreliance upon informed consent allows scholars, 
researchers, ethicists, and policy makers to ignore the difficult ethi-
cal choices that must be made about exploitation, compensation, or 
the amount of risk society or science may reasonably ask a person 
to bear . Religious sources are especially useful for understanding the 
ethical limits of a doctrine like informed consent because interpreta-
tions of these sources can speak with what Courtney Campbell has 
called a “prophetic voice” that highlights and reinterprets values 
already embedded in society that may be overlooked as technology 
advances . In this paper, I use chapter 8 of Mishnah Bava Kamma, part 
of the rabbinic legal code redacted in the second century, to illustrate 
the ways in which Jewish sources help redirect our attention to other, 
overlooked ethical concerns accompanying research involving human 
subjects and help us recognize the limits of voluntary and informed 
consent as an ethical doctrine .

Can researchers Learn about social responsibility online? 
assessment results
Karin D. Ellison, PhD, Arizona State University, Tempe, AZ
Heather E. Canary, PhD, University of Utah, Salt Lake City, UT

objectives
1 . Introduce content of newly released online materials on social 

responsibilities of researchers .
2 . Review methods for evaluating gains in ethical sensitivity and 

knowledge of ethical norms and standards from using such mate-
rials .

3 . Analyze outcomes of learners using new online materials on 
social responsibilities of researchers .

Can online materials concerning social responsibilities of researchers 
in the Collaborative Institutional Training Initiative (CITI) program’s 
Responsible Conduct of Research (RCR) courses increase ethical sen-
sitivity and knowledge of ethical norms and standards on this topic? 
This paper will report the results of a project to develop and assess 
such materials . Our team developed social responsibility materials 
for CITI RCR courses . These are a required foundation text, optional 
cases, and optional supplementary topic overviews . The first half of 
the foundation text explains researchers’ social responsibilities as ob-
ligations to improve public welfare and sources of the obligations . The 
text concludes with a discussion of ways researchers can act on so-
cial responsibilities . Eight cases and four short essays further explore 
these themes . We assessed the outcomes of learners viewing the ma-

terials with a survey that measured ethical sensitivity and knowledge 
of ethical norms and standards corresponding to two topics in CITI 
RCR courses: social responsibility of researchers and data acquisi-
tion, management, sharing, and ownership . Assessment items were 
validated either in previous projects or in a pilot phase of this project . 
Assessment compared three groups at two times . Learners initially 
completed the assessment immediately after finishing a CITI RCR 
course . One group viewed a CITI RCR course that included materials 
on social responsibilities (Group 1) . Another group took a CITI RCR 
course without social responsibility materials (Group 2) . A control 
group did not have any RCR training immediately prior to assessment 
participation (Control Group) . To gauge retention, we invited partici-
pants in the first two groups to complete the assessment instrument 
a second time 4 months after they completed a CITI RCR course . 
Results of the initial assessment indicate group differences in knowl-
edge and ethical sensitivity, as predicted . Three hundred eighty-four 
participants completed the initial assessment survey (Group 1, N = 113; 
Group 2, N = 156; Control Group, N = 115) . ANOVA was used to test 
group differences on the three outcome measures (true-false mea-
sure of knowledge of data and social responsibility items, multiple-
choice measure of knowledge of social responsibility items, and scale 
measure of ethical sensitivity of data and social responsibility issues) . 
Results indicate significant group differences for the multiple-choice 
measure (F[2, 370] = 6 .00, p =  .003) and for the ethical sensitivity 
measure (F[2, 367] = 7 .46, p =  .001) . There were no significant group 
differences in the true-false measure of knowledge . As predicted, 
participants who read social responsibility materials scored higher 
on the multiple-choice measure for social responsibility knowledge 
than participants who read existing CITI RCR modules . In addition, 
as predicted, both groups that took CITI RCR courses scored higher 
than the control group on ethical sensitivity . Beyond explaining these 
initial findings fully, the presentation will outline the results from mul-
tivariate tests conducted to examine effects of native language, previ-
ous ethics training, and interaction effects . It will also include results 
from the 4-month follow-up assessment survey currently in progress . 
Interpretations will discuss implications for RCR education and online 
modalities .

Ventricular assist Devices: a framework for Just allocation
Jeremy Kobulnik, MD, University of Toronto, Toronto, ON, Canada
Mena Gewarges, MA HBSc, University of Toronto, Toronto, ON, Canada

objectives
1 . Understand the ethical implications of ventricular assist devices 

for the definitive management of advanced heart failure .
2 . Appreciate how the framework of “accountability for reasonable-

ness” could be applied to ventricular assist device therapy for 
advanced heart failure .

Ventricular assist devices (VADs) are mechanical pumps implanted 
into patients to improve the function of the pumping chamber of their 
hearts . The device is an expensive but realistic solution for the treat-
ment of advanced heart failure; however, VADs cost approximately 
$100,000 per device, and it has become clear that those who can 
benefit from these devices far outnumber those to whom society can 
realistically provide the therapy . To address this resource allocation 
dilemma, I will present an explicit just-allocation framework for this 
powerful medical innovation VADs are indicated in patients awaiting 
a heart transplant as a bridge to transplant or for those who are ineli-
gible for heart transplantation as destination therapy (DT) . The major-
ity of DT candidates are older with significant comorbidities that pre-
clude the use of heart transplantation . In the United States, as many 
as 400,000 could benefit from VAD as DT . Currently, the decision to 
implant a VAD is made at the bedside, on a case-by-case basis, with 
a focus on medical candidacy . The recently published International 
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Society of Heart and Lung Transplantation guidelines offer no guid-
ance in how to select from among medically eligible candidates . The 
lack of more specific guidelines on how to allocate this innovative 
technology demonstrates a significant lag in moral innovation . In this 
presentation, I will first discuss the results of a qualitative study in 
which cardiologists, cardiac surgeons, cardiac nurses, and members 
of the general public underwent semistructured interviews about the 
ethical use of VADs as DT . Questions included these: Do all patients 
have a right to a mechanical heart when their own heart is failing? Is 
age a relevant factor when deciding who should get this expensive 
therapy? Is there an ethical difference between therapy that replaces 
a failing organ and therapy that restores a native organ’s normal 
physiology? Is there an ethical difference between renal replacement 
therapy and mechanical cardiac therapy? Informed by the results of 
this study, I intend to show how Daniels’s and Sabin’s process of ac-
countability for reasonableness could be applied to the resource allo-
cation issue of VAD as DT . I will present a morally reasoned framework 
that will help guide decision makers in determining which patients 
should get a VAD when not all medically eligible patients can . This 
framework will help decision making evolve from an implicit process 
potentially plagued by moral inconsistency to an explicit and justifi-
able one . VAD therapy has the potential to radically change heart 
failure management in the coming decade and improve the lives of 
thousands . The development of a resource allocation framework for 
VAD therapy is an example of the moral innovation that must accom-
pany technical innovation .

Moral Distress among emergency Department Providers 
During Periods of overcrowding
Diane M. Plantz, MD MA, Children’s Mercy Hospital, Kansas City, MO

objectives
1 . Recognize the effects overcrowding and boarding in the emer-

gency department have on patient morbidity and mortality .
2 . Appreciate moral distress endured by emergency department 

staff by providing suboptimal care during periods of overcrowd-
ing and boarding .

3 . Develop ways staff and hospital administration cope with moral 
distress endured by emergency department staff during periods 
of overcrowding and boarding .

Moral distress in the workplace occurs when one knows the “right 
thing” to do, but institutional constraints make it nearly impossible 
to pursue the “right” course of action . The determination of the right 
thing is directed not only by our personal values and beliefs but also 
by our professional duties and ethics . This internal suffering caused 
by being required to act in a way that is contrary to one’s professional 
duty or personal beliefs or the conflict between one’s personal values 
and one’s professional duty creates moral distress . Overcrowding in 
the emergency department is a worldwide issue . We know that over-
crowding negatively affects patient safety and mortality . It has effects 
on physician and nurse stress levels and potential burnout . Part of this 
increased stress level and burnout comes from the moral distress en-
countered by emergency department nurses and physicians resulting 
from the feeling of providing suboptimal care . Hospital administrations 
try to support their emergency department staffs through these peri-
ods of overcrowding via various different measures: increasing staffing 
and expanding the number of inpatient beds, among other means . 
Yet they fail to support and recognize the suffering endured when the 
physicians and nurses are placed in the situation of providing subopti-
mal care, knowing that their patients are at increased risk of morbidity 
and mortality with overcrowding, longer stays, and boarding within 
the department while not being allowed to pursue the right course of 
action, the final disposition of the patient . The recognition and sup-

port of the moral distress encountered by these physician and nurses 
will decrease their personal struggle with this form of moral distress . 
Using a case-based approach, this presentation will explore the effects 
that overcrowding in the emergency department and the provision of 
suboptimal care have on emergency department staff . We will discuss 
the ethical framework supporting the conclusion that the hospital ad-
ministration needs to find ways not only to decrease overcrowding and 
boarding in the emergency department but also to provide psychoso-
cial support to the staff .

stewardship Model of Biobanking: ethical Challenges are 
systems Challenges
Ann M. Mongoven, PhD MPH, Michigan State University, East Lansing, MI
Stephanie R. Solomon, PhD, Saint Louis University, St. Louis, MO

objectives
1 . Understand philosophical disanalogies between the ethics of 

clinical research and the ethics of biobanking and correspond-
ingly appreciate the benefits of applying a surrogacy/advance 
directive model of biobanking ethics as a viable alternative to 
clinical research ethics .

2 . Consider how systems challenges in implementing surrogacy 
designation/advance directives in clinical medicine pose analo-
gous challenges to a stewardship model of biobanking .

3 . Explore evolving best systems practices in clinical advance care 
planning, and consider their analogical relevance to biobanking, 
looking at systemic practices of planning for advance surrogate 
decision making in both healthcare systems and biobanks that 
offer current best-practice models .

The ethical conventions of clinical research ill fit ethical needs in the 
context of biobanking . Unlike a research subject asked by an identi-
fied researcher to participate in a specific study, a biobank recruit is 
asked by a third party (the biobank) to participate in unknown future 
research, by unknown future researchers . In previous work, we argued 
that this disanalogy leads to an incoherent model of informed con-
sent, as well as a misunderstanding of the relationship between donor 
and biobank . We have suggested that the biobank recruit grappling 
with future unknown research is more akin to the medical patient 
grappling with future unknown medical scenarios . That patient must 
designate a surrogate decision maker and write advance directives 
from a position of uncertainty . Although the surrogacy/advance di-
rective model offers a promising conceptual analogy for biobanking 
ethics, the spotty record of that model in clinical medical practice 
illustrates challenges that biobanks should consider . Despite a gen-
eration of advocacy for surrogate designation and advance direc-
tives, clinicians all too often face situations in which direly ill patients 
have no clear surrogate or advance directives, or have confusing 
advance directives . Increasingly, the advance care planning move-
ment recognizes that the success of surrogate appointments and 
advance directives depends upon the development of a systematic 
infrastructure for their support and continuous revisiting . Supportive 
systems include the development of decision aids, continuous recon-
sideration with identified points for renewed reflection, sophisticated 
tracking systems, and extensive community liaison and buy-in . Such 
infrastructure promotes values discernment that is paradoxically both 
adequately general and adequately specific to guide future decision 
making . We argue that these new systems models of advance care 
planning offer valuable lessons for biobanks that strive to institution-
alize a stewardship ethos . We explore lessons offered by state-of-the-
art advanced care planning systems, such as the successful one cre-
ated by Gunderson Lutheran Health System in LaCrosse, WI . We also 
consider analogous systems efforts by state-of-the-art biobanks that 
embrace the charitable trust model, such as the UK biobank and the 
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University of British Columbia biobank . In short, we conclude that eth-
ical challenges of advance decision making are systems challenges, 
both for medical advance care planning and for biobanks .

Who Decides? Parent and Child Perspectives about 
Children Participating in research
Erin D. Talati, MD JD MBe, Boston Children’s Hospital, Boston, MA
Steven Joffe, MD MPH, Dana-Farber Cancer Institute, Boston, MA

objectives
1 . Understand the requirement for assent in the conduct of re-

search involving children .
2 . Describe the role of children as perceived by parents and chil-

dren in decision making about research participation .
3 . Appreciate the reasons underlying satisfaction with research 

decision making for children .
Research involving children requires parental permission . Federal 
regulations governing research involving children also require inves-
tigators to seek assent from child participants . We report the experi-
ence of assent and consent for children participating in research at an 
academic clinical research center .

Methods: We completed a 360-degree investigation of assent and 
consent in a cross-sectional interview and survey-based study of 
investigators, parents, and children participating in research in an 
outpatient study unit at a quaternary care pediatric facility . We con-
ducted in-person interviews of parents and children who were en-
rolled in a research study to gather information regarding the decision 
to participate .

Results: The sample included 25 parent-child dyads . Child subjects 
were 7–18 years old and mostly white non-Hispanic (64%) . Half of 
the child subjects had participated in a previous research study . 
Parents were mostly female (91%) and married (68%) . Education 
level ranged from high school (20%) to college (36%) to graduate or 
doctoral training (44%) . Parents and children were first asked about 
who should and who actually made decisions regarding participation . 
Parents reported that decision making regarding a child’s participa-
tion should rest with the family rather than the study doctor, with 
84% preferring that decision making mostly or entirely rest with the 
family . Within the family, 48% of parents and 32% of children believed 
that decision making should be shared equally between parent and 
child, whereas 28% of parents and 32% of children said that the par-
ent should be the primary decision maker and 24% of parents and 
36% of children said that the child should be the primary decision 
maker . When asked about who actually made the decision for their 
current study, only 32% of parents and 16% of children said that par-
ents and children played equal roles . In contrast, 44% of parents and 
36% of children said that the parent had been the primary decision 
maker . Parents and children were also asked to describe the child’s 
involvement in the assent and consent process . Most parents (96%) 
and children (80%) said that the child was given the right amount of 
information regarding the study . Most parent (72%) and child (88%) 
respondents also believed that children were given the right amount 
of say regarding participation . Child respondents reported that they 
felt included by the study doctor (88%) . Although almost all parents 
(96%) reported that they asked their child about their willingness to 
participate, fewer children (80%) reported being asked by their par-
ent if they wanted to participate . All children reported that they were 
satisfied with how the decision about participation was made, with 
reasons ranging from incentives/gift cards to helping others .

Conclusions: Parents and children both report a preference for shared 
decision making in decisions about research participation, although 
each group reported that it played the greater role in the decision 

about the current study . Children reported feeling involved in and sat-
isfied by the decision-making process .

Clinical research with Brain-Dead subjects
Marilyn C. Morris, MD MPH, Columbia University, New York, NY
George Hardart, MD MPH, Columbia University, New York, NY

objectives
1 . Learn from stakeholders in the medical research community 

about research involving brain-dead humans .
2 . Learn from the community of research ethics experts how the 

information gathered should best inform policies regarding re-
search with brain-dead humans .

Background: The bodies of individuals declared dead by neurological 
criteria can retain reasonable organ function for days or even weeks 
if kept on a ventilator . This serves as the basis for their appeal as solid 
organ donors . There is interest in using them for medical research be-
cause they have largely intact physiologic responses but cannot ex-
perience bodily harm . Some research has been done with brain-dead 
subjects, but little is known about the stakeholder opinions concern-
ing this type of research . The goal of this qualitative study is to collect 
and analyze opinions about conducting medical research with brain-
dead subjects from the following stakeholder groups: ICU healthcare 
providers, medical researchers, and lay people . 

Methods: Semistructured interviews with 30 individuals: 10 clinical 
or translational research investigators, 10 intensive care unit clini-
cians, and 10 laypeople, recruited from the Columbia Community 
Partnership for Health . Thematic analysis will be conducted using 
NVivo qualitative data analysis software .

Results: The interviews were scheduled for completion in April 2013 . 
Preliminary analysis of the interviews conducted to date reveals the 
following themes: (1) Research with brain-dead humans commonly 
evokes uneasiness . (2) The potential to advance medical knowledge 
through clinical research involving brain-dead subjects is high . (3) 
There is wide variability in the types of research deemed acceptable, 
but consensus that research protocols must be limited in terms of 
duration and degree of invasiveness . (4) There is no consensus as to 
whether research involving brain-dead humans should be conducted 
in preference to research with living animals . (5) The informed con-
sent of the family is required, and evidence that postmortem research 
participation would have been consistent with the subject’s wishes is 
at least desirable . A requirement for specific training in informed con-
sent for research using brain-dead subjects may be appropriate .

 Conclusions: Academic medical centers should develop specific re-
view criteria and guidelines for clinical research involving brain-dead 
research subjects . Protocols must be limited in duration and degree 
of invasiveness, and informed consent from families is required . 
Institutions should consider identifying or training an expert in the 
ethical issues involved and ensuring that this individual participates in 
the informed consent process in all cases .

expanding the Moral Circle: the Bioethical Wisdom of the 
Chinese “great Learning”
Guy Axtell, PhD, Radford University, Radford, VA

objectives
1 . Provide a brief, clear exposition of the Chinese “Great Learning” 

and “Doctrine of the Mean” and the virtue of sincerity .
2 . Show how the Chinese virtue of sincerity connects with the 

conference theme of moral courage and how it provides for in-
novation and self-development or moral progress, including in 
health-related practices .

3 . Encourage audience participation in discussing this Chinese liter-
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ary tradition’s pertinence to bioethics and to the virtues of health 
professionals .

The ancient Chinese “Great Learning” and “Doctrine of the Mean” pro-
vide a reflection of Chinese culture and the meaning of moral courage 
(sincerity) in respect to the relationship between humans and their 
environment . The “Great Learning” is a distinctly Chinese way of sup-
porting personal growth and self-realization through a “progressive” 
broadening of one’s ethical “circle” to include consideration respect 
for nature and nonhuman life . As such, it provides a literary and 
philosophic way to understand environmental bioethics, the personal 
virtues of conscientious practitioners . This poster presentation will 
explain this tradition, with special focus on the Chinese/Confucian 
virtues of sincerity, courage, and other virtues of healthcare providers 
and on ways to effectively integrate non-Western course materials in 
the medical/health humanities .

“ethico-Metry”: an empirical approach to ethical analysis 
and Decision Making
Ghaiath M. Hussein, PhD, University of Birmingham, Edgbaston, Birmingham, 

United Kingdom

objectives
1 . Demonstrate the different approaches to the role of bioethics in 

healthcare provision and research .
2 . Present the concept and an example of ethicometric approach 

to bioethics in health care .
3 . Discuss the potential strengths and limitations of this approach .
The approach to ethical reasoning and decision making varies accord-
ing to the background and aims of those using the approach . There 
are two main streams . One is more concerned with the philosophical 
and conceptual approaches and is more interested in asking ques-
tions . The second is the empirical and practical one that is needed 
by the healthcare providers and researchers to find answers to the 
ethical dilemmas they face in practice . There have been trials to com-
bine both approaches . I present an empirical approach that would 
help ethics committees (both clinical and research), practitioners, 
and researchers to decide on ethical issues . This approach is based 
on a score system that involves the main ethical issues commonly 
encountered in healthcare practice and research by interpreting them 
as scores on a scale . I give an example of the Vulnerability Scale that 
is applicable to clinical ethics, research ethics, and public health and 
show how to decide on an ethical issue related to each, using the 
suggested ethicometric approach . I will end by demonstrating the 
strengths and weaknesses or limitations of this approach .

the Mission or More? Clinicians’ obligations in Disaster 
relief
Emily Largent, RN, Harvard University, Cambridge, MA
Nir Eyal, Harvard Medical School and Harvard University, Boston, MA
Paul Firth, MBChB, Massachusetts General Hospital, Boston, MA

objectives
1 . Identify an ethical issue that arises for clinicians in the course of 

delivering disaster relief .
2 . Describe an ethically appropriate approach to disaster relief .
3 . Apply our framework to actual cases from disaster relief .
Many clinicians who respond to disasters struggle to answer the fol-
lowing question: To what extent, if at all, are clinicians participating in 
disaster relief missions obligated to go beyond the narrow definition 
of their mission (namely, disaster relief) and do more to address their 
patients’ other medical and nonmedical needs? Although this ques-
tion is seldom systematically discussed in relation to disaster relief, 
parallel discussions exist regarding ancillary care obligations in clinical 
research . Our presentation will briefly argue that the ancillary care 
debate can further our understanding of what constitutes ethically 

appropriate disaster relief and, based on that, defend one approach 
to the latter question . One extreme view in the ancillary care debate 
is that researchers are akin to physicians and have the exact same 
obligations; the Declaration of Helsinki (2008), for example, com-
mits investigators to the claim that “the health of my patient will be 
my first consideration .” It calls upon investigators to provide research 
participants all ancillary care that a clinician would normally provide 
a similarly situated patient . Given that disasters often have an im-
pact on many determinants of health and well-being, applying such 
a dictum to disasters suggests that rescuers would be obligated to 
assume many medical and possibly nonmedical duties beyond their 
mission as a matter of meeting a professional standard . Imagine that 
rescuers are caring for a child with a crushed limb and discover he 
has a cardiac defect; should they be held responsible for treating this 
as well? This professional standard is too demanding and, arguably, 
leads to absurd conclusions . In the same context of clinical research, 
a far more limited definition of the clinician’s duty has also been pro-
posed . On this view, because researchers fulfill a distinctly scientific 
role, and participants volunteer to participate in research, there are 
no fundamental duties to provide ancillary care . If we were to apply 
this to disasters, it would seem to yield the conclusion that there is 
an obligation only to address medical needs that result directly from 
the proximate disaster . Yet this conclusion seems far too narrow: Can 
we ethically discriminate between a child who broke his arm when he 
was caught under rubble and one who broke her arm as a result of 
falling off a bike? This would certainly seem inconsistent with the hu-
manitarian ethos that motivates clinicians to volunteer for disaster re-
lief . As neither of the extreme views appears plausible, we propose a 
more nuanced approach . Generally, rescuers do not have professional 
obligations to meet nonmedical needs; however, within the range 
of medical needs, they are permitted—and may at times be morally 
obligated—to provide care that goes beyond the narrow mission of 
disaster relief . Using case studies as illustrations, we will show how our 
approach can be applied in the field .

What Do Patients really Want from Deep Brain 
stimulation? an empirical examination of Patients’ Values 
and goals
Cynthia Kubu, PhD, Cleveland Clinic, Cleveland, OH
Scott Cooper, MD PhD, Cleveland Clinic, Cleveland, OH
Paul J. Ford, PhD, Cleveland Clinic, Cleveland, OH

objectives
1 . Recognize the relationships between patients’ stated goals for 

deep brain stimulation (DBS) surgery and the standard widely 
used outcome metrics .

2 . Discuss who should define successful outcome and for what 
purpose in the context of elective neurosurgery .

Research confirms significant benefit per standard motor and quality-
of-life outcome metrics following deep brain stimulation (DBS) for the 
treatment of Parkinson’s disease . Yet patients may choose to undergo 
DBS to address highly individual goals that may or may not be related 
to standard measures . We completed a prospective study examining 
patients’ goals with respect to DBS surgery . The relationships be-
tween participants’ severity ratings of their individually defined goals 
and standard outcome metrics were examined pre- and postsurgery .

Method: Fifty-two participants completed baseline assessments, and 
postoperative data were available on 42 . Most participants were men 
(75%), with an average age of 61 .3 and an average age at diagnosis of 
52 .1 years . Participants identified three symptom goals and three be-
havioral goals associated with their desire to pursue DBS . Participants 
ranked these goals and rated the severity of their individually defined 
symptom goals and limits to their ability to pursue their behavioral 
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goals on visual analog scales before and 6 months following DBS . 
Standard treatment of care metrics included the Parkinson’s disease 
Quality of Life-39 scale (PDQ-39) and Unified Parkinson’s Disease 
Rating Scale (UPDRS) Part II (Activities of Daily Living) and Part III 
(Motor) . The relationships between participants’ severity ratings on 
the six research measures (symptoms 1–3 and behavioral goals 1–3 se-
verity ratings) and the standard metrics were examined using Pearson 
correlations .

Results: Tremor (n = 43) was the most often cited symptom, fol-
lowed by gait difficulties (n = 32) and nonmotor symptoms (n = 31) . 
Hobbies/leisure time was the most commonly cited behavioral goal 
(n = 47), followed by work (n = 27), activities of daily living (n = 26), 
and social activities (n = 25) . In general, the average baseline sever-
ity ratings for the participants’ symptom and behavioral goals were 
not consistently significantly related to the UPDRS-III baseline mo-
tor score (1/6 correlations significant), the baseline UPDRS-II score 
(2/6 correlations significant), and the baseline PDQ-39 (2/6 cor-
relations significant) . Virtually all of the baseline research severity 
measures were significantly correlated with each other (13/15 pos-
sible correlations) . Following DBS, all of the postoperative research 
severity ratings were significantly correlated with the postoperative 
PDQ-39 and UPDRS-II scores (r range 0 .343 to 0 .642, p values < 
 .05) .

an ethical framework for examining Variation in the 
Quality of hospital Care
Molly K. Viscardi, MPA RN, University of Pennsylvania, Philadelphia, PA

objectives
1 . Understand the ethical underpinnings of variation in the quality 

of hospital care .
2 . Propose an ethical framework for examining variation in access 

to quality care .
For many patients, the choice of care provider is influenced by fac-
tors beyond personal preference: location, insurance status, referral 
patterns, experience, social network, and more . In other words, many 
patients do not choose the hospital at which they receive care . If 
members of a vulnerable population, such as patients of low socio-
economic status, are systematically receiving care of a lower quality 
because that is the only place available to them, this is a social injus-
tice . Access to care for vulnerable populations has historically been an 
issue in the United States . As the Affordable Care Act enhances the 
ability to receive care, the issue of whether vulnerable groups have 
access to high-quality care will become more salient . Over the last 
20 years, there has been increasing attention in the health services 
literature to variation in the quality of hospital care, especially by race 
and geographical region . The focus is frequently on the variation in 
the cost and frequency of procedures or on the morbidity or mortal-
ity rates . However, even in studies demonstrating higher mortality at 
hospitals serving primarily minority patients, the ethical components 
of this injustice in access are rarely articulated . This paper aims to for-
mulate the ethical argument for ensuring access to high-quality care 
among vulnerable populations .

Longitudinal Clinical ethics education: an integrated 
Curriculum for an innovative Clerkship
Katharine R. Meacham, PhD, Mars Hill College and University of North Carolina 

School of Medicine–Asheville, Asheville, NC

objectives
1 . Identify the basic ingredients of a longitudinal integrated clinical 

ethics curriculum .
2 . Discuss the preliminary results of the study comparing two dif-

ferent clerkship models on ethical knowledge and skills .

A medical school with an integrated, longitudinal clerkship initiated an 
ethics curriculum in its third year of operation . The longitudinal clerk-
ship has a faculty working on an interdisciplinary team, with students 
following their own panel of patients, across specialties . The ethics 
curriculum is integrated into some of the clinical aspects of the pro-
gram and includes structured ethics conversations with the students 
and ethicist-physician teams . The focus of these ethics conversations 
is to practice using moral imagination with the student-identified 
cases . Because of the longitudinal nature of the clinical curriculum, 
ethics is able to be integrated into each dimension of clinical practice . 
One student, assessing the value of the ethics curriculum, reflected: 
“What I learned this year is while medicine is often about algorithms, 
evidence, and consensus statements that clearly delineate ‘correct’ 
from ‘incorrect,’ medical ethics is devoid of such clear-cut ‘rights’ and 
‘wrongs .’ I held people’s secrets this year . I learned the pain that they 
had in their lives and the things they felt ashamed of . I kept these 
secrets even when their children or spouses begged to know more . 
I kept these secrets even when they were so painful that my knowl-
edge of them caused me anguish that I wanted to share and release . . . .
When placed in positions of moral distress, our ethics meetings gave 
me a safe place to process the tensions I experienced .” In 2012–2013, 
a team developed a study to assess the level of ethical knowledge 
and moral imagination for students completing their clerkships: one 
from the innovative longitudinal clerkship, with its ethics curriculum, 
and one from a traditional rotational model clerkship . There are two 
learning outcomes identified: students can identify ethical issues as 
they arise, and students exercise moral imagination in resolving these 
issues, at least in retrospect . This presentation will introduce the inte-
grated ethics curriculum and present the initial results of the compar-
ative study with a traditional clerkship . The presentation is designed 
to engage the audience in two ways . An audience-response system 
will allow the listening audience to explore the cases that the students 
identified . The audience will also have an opportunity to engage in 
conversation about future research and curriculum development to 
create safe spaces for teaching ethics and humanism in the clerkship 
years .

What is an incidental finding in genomic research?
Michele C. Gornick, PhD MA, University of Michigan, Ann Arbor, MI

objectives
1 . Inform the current debates surrounding the ethical implications 

of incidental findings in genomic research by providing data-
based estimates of frequency and nature of potential incidental 
finding .

2 . Demonstrate how deliberate analytic decisions that research-
ers use to define incidental events influence interpretation of 
genomic sequence data .

The use of genome sequencing technologies within biomedical re-
search increases the possibility of encountering variants known or 
suspected to cause disease, and those that are “incidental” to the 
original study purpose . Numerous recent reports speculate about 
the ethical obligations and clinical impact of uncovering incidental 
research findings . Much of this discussion surrounding incidental find-
ings in genomic research takes place without a close examination 
of the meaning of “incidental .” In fact, what should be considered 
incidental is not straightforward because the discovery of incidental 
findings (IFs) varies greatly according to the choices made in analyz-
ing the sequence data . The quantity and nature of IFs will depend 
on the research question, disease context, and perhaps most impor-
tant, the bioinformatics analyses chosen by the researcher . Using 
whole-exome and whole-genome sequencing data from 121 subjects 
in the MI-Oncoseq study (an ongoing cancer genomics study at 
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the University of Michigan Comprehensive Cancer Center aimed at 
customizing medication regimens for individuals with advanced or 
treatment-resistant cancer), we are exploring how the variety and 
frequency of potential incidental events are affected by the various 
analytic decisions and methodologies that are inevitably involved 
(e .g ., bioinformatics filters that determine the appropriate depth of 
genomic coverage, quality of alignment to a reference genome, and 
the ability of a sequence read to map to its correct genomic location) 
in the interpretation of genomic data . For example, when allowing 
filters to screen genomes for clinically relevant variants other than 
those related to cancer, we uncovered numerous recessively inherited 
variants, extending disclosure of sensitive results beyond the patient 
to other family members . When including examination of the micro-
biome, unexpected and potentially stigmatizing findings associated 
with the presence of human papillomavirus and other viral patho-
gens were revealed, creating the need to develop informed consent 
processes that anticipate the range of genetic findings generated by 
genome sequencing . The results to be presented will inform the cur-
rent debates surrounding the ethical implications of IFs in genomic 
research by providing data-based estimates of frequency and nature 
of potential IFs and show how deliberate analytic decisions that re-
searchers use to define incidental events influence interpretation of 
genomic sequence data . Findings also suggest that informed-consent 
processes may need to be enhanced or modified to anticipate the dif-
ferent types of genetic information generated by emerging sequenc-
ing approaches .

Withholding Lifesaving surgery for infants with Physical 
anomalies: Can rawls’s social Contract theory help ensure 
Justice for Vulnerable neonates?
Julie Emberley, MD, Memorial University of Newfoundland, St. John’s, 

Newfoundland, Canada

objectives
1 . Present a novel application of Rawls’s social contract theory .
2 . Discuss the strengths and limitations of applying Rawls’s social 

contract theory to decision making in situations where parents 
refuse lifesaving surgery

Infants can be born with congenital intestinal anomalies that are 
lethal if not surgically corrected soon after birth . In most cases, par-
ents readily consent for their children to undergo lifesaving surgery . 
However, in rare cases where parents refuse lifesaving surgery, the 
medical team is forced to confront whether or not it is ethically justifi-
able to withhold such treatment . This issue was brought to the fore-
front of public attention in the United States with the Baby Doe case 
in the 1970s and remains a relevant ethical issue confronting health-
care professionals working in neonatal intensive care today . Neonates 
are highly vulnerable and dependent on others to act in their best 
interests . In the majority of cases, there is no question that parents 
are acting in the best interests of their children . But how do we ensure 
justice for infants, particularly those with disabilities, when there is 
concern that parental interests may be taking precedence? Rawls’s 
social contract theory is a novel approach to examining decisions of 
this kind . Rawls’s original position behind the veil of ignorance is a 
hypothetical thought experiment meant to help citizens determine 
broad principles of justice to help govern their society . According 
to Rawls, all beings with the capacity for moral personality are en-
titled to claims of justice . Thus, because infants and children have the 
capacity for moral personality, albeit not yet fully realized, they are 
nonetheless entitled to claims of justice . A decision negotiated from 
the original position using the veil of ignorance ensures that a natural 
duty of justice is upheld for all persons . Newborns are unable to ad-
vocate for themselves, and there is a risk that their interests may be 
superseded by those charged with caring for them . Impartial deliber-

ation behind the veil of ignorance can be helpful in clarifying the prin-
ciples of justice for these vulnerable infants . Rawls’s social contract 
theory can serve as a safeguard to ensure that decisions regarding 
the care of newborns are consistent with the principles of justice to 
which they are entitled and give physicians a lens with which to view 
the situation impartially .

Mental health research ethics: What have We Learned 
after 25 years of research?
James M. DuBois, DSc PhD, Saint Louis University, St. Louis, MO

objectives
1 . Identify best practices in mental health research ethics (e .g ., 

practices that enhance the informed-consent process, minimize 
risks, and foster respect for persons and communities) .

2 . Examine areas in mental health research ethics that require fur-
ther research .

3 . Communicate resources for more information on mental health 
research ethics .

The National Institute of Mental Health funded a 4-year scientific 
meeting grant titled “Best Practices in Mental Health Research Ethics .” 
Each meeting involved a public conference followed by an expert 
panel meeting aimed at reviewing the finds of empirical studies on 
research ethics conducted over the past 25 years and crafting recom-
mendations for best practices and future research . Panelists routinely 
included researchers in psychiatry and psychology, mental health 
advocates, institutional review board members, and ethicists—most 
of whom had conducted empirical research on research ethics . Each 
year a review article was published with expert recommendations . 
This poster presentation provides (1) a synopsis of each meeting top-
ic, (2) a list of the expert panelists, (3) a reference to the article pub-
lished by the expert panel, (4) a short list of key literature reviewed by 
the panelists, and (5) a summary of the panel’s key recommendations . 
Topics for the four conferences are (1) “Informed Consent: Assessing 
Decisional Capacity and Enhancing Understanding,” (2) “Ethics and 
Community Engagement in Mental Health Research,” (3) “Confronting 
Risks in Mental Health Research,” and (4) “Restoring Balance in 
Research with Vulnerable Participants .” The poster offers practical 
guidance to conference participants on each of these topics and ref-
erences for further reading .

ecce (no) homo: recognizing Multidimensional 
Masculinity in title Vii of the Civil rights act of 1964
Bryn Esplin, BA, William S. Boyd School of Law, Las Vegas, NV

objectives
1 . Examine how the antihomosexual phrase, no homo, functions in 

pop culture and then analyze it through linguistic and psycho-
analytic theories to show how it may function ironically, saying 
more than the speaker may want or intend it to .

2 . Understand and deconstruct Title VII’s “because of sex” provision 
to include a more inclusive approach of individuals across the 
sex/gender spectrum .

In pop culture and musical lyrics by artists such as Kanye West and 
Jay-Z, the slang, “no homo,” has become ubiquitous . Saying “no 
homo” is an illocutionary act that functions as a verbal parenthesis 
to retroactively insist that the speaker (almost always male) of the 
prior ambiguous speech act, which may have given rise to the pre-
sumption, does not actually have any homosexual desire and is most 
emphatically not gay . Created as a remedial statute to eradicate 
workplace inequity, Title VII of the Civil Rights Act of 1964 prohibits 
an employer from failing to hire or to discharge any individual or 
“otherwise discriminate against any individual with respect to his 
compensation, terms, conditions, or privileges of employment, be-
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cause of such individual’s race, color, religion, sex, or national origin 
of an individual in employment .” Therefore, these five characteristics 
become seen as sites of vulnerability that are constructed according 
to a series of physiological and sociological criteria to form multiple 
and oppositional categories of being . Focusing on the first Title VII 
case to recognize same-sex sexual harassment, Oncale v. Sundowner 
Offshore Services, Inc., I show how the law itself is an institution built 
upon sex stereotypes that mediate and therefore govern the relation-
ships we have not only to each other but also to ourselves . Further, by 
tracing the expansion and evolution of Title VII’s “because of sex” pro-
vision, we can see how the anxiety of legislative interpretation mirrors 
the process of exposing and overcoming the anxiety that lurks in the 
very nature of language itself: insistence on statutory stability in the 
body of law mimics the desire for stable bodies and individual identi-
ties because such concepts would seem to provide predictability, 
security, and survival, even when such stability is built upon inherently 
shaky ground . Fortunately, law and language are flexible institutions 
and can be reconstituted and reinterpreted; they are capable of mul-
tiple meanings at once . For example, what is most interesting about 
“no homo” is that in the very act of trying to “purify” an utterance of 
any possible gayness, no homo must contaminate it first—in this way 
it is an ironic statement, both a denial and an affirmation of possibility . 
This is not to suggest that saying “no homo” is radical or progressive, 
but, as in all language, there is a sense in which the phrase does not 
simply function as discretely as its users may hope . Rather than a 
limiting self-expression, “no homo” actually recognizes the possibil-
ity of different iterations of identity; uttering “no homo” forces those 
who say it to scrutinize everything they say for trace gayness, and in 
so doing, both the speakers and the audience are forced to recognize 
sex and gender’s ubiquity . Now, in a series of recent cases involv-
ing transgender plaintiffs seeking recognition under Title VII, we are 
presented with an opportunity to overcome the traditional restrictive 
gender binary and embrace a fuller vision of equality under the law 
for all individuals across the spectrum of sex and gender identity .

the impact of immigration on the Development of 
resilience among Latina Mothers
Gretchen C. Edwards, Vanderbilt University School of Medicine, Nashville, TN

objectives
1 . Identify collective attitudes toward and perceptions of the im-

migration experience .
2 . Evaluate how the “immigrant experience” influences the develop-

ment of personal and family resilience .
Despite extensive history of trauma, undocumented status, economic 
instability, and disruption of the core family unit due to immigration 
and/or deportation, not all Latina women and their children face poor 
health outcomes . This project seeks to understand and evaluate how 
the immigrant experience shapes both personal and family resilience 
among first-generation Spanish-speaking immigrant mothers, with 
the ultimate goal of incorporating these skills and attitudes into lo-
cal health and social service resources . After partnerships were es-
tablished with two community organizations, 20 in-depth individual 
interviews were performed and major themes were identified . The 
primary source of stress among participants was revealed to be un-
documented status, contributing to depression, isolation, and anxiety . 
This stress was compounded by extensive history of trauma as well as 
geographic and linguistic isolation . Despite these barriers, qualitative 
analysis revealed two major factors contributing to resilience and im-
proved mental health status: early establishment of support networks 
as well as a high level of participation in group-centered, culturally 
sensitive educational programs . Finally, first pregnancy within the 
United States was identified as a key intervention interval for involv-

ing Latina immigrant mothers in community health and social service 
resources . This project is unique in that it utilizes community-based 
participatory research to evaluate positive health outcomes in the set-
ting of unusual adversity . These qualitative findings will thus provide 
continued support for existing programming and form the basis for 
future mental health intervention programs among our community 
partners .

two Different Protocols of Do-not-resuscitate orders: 
incidence, implications, and outcomes
Yen-Yuan Chen, MD PhD MPH, National Taiwan University College of Medicine, 

Taipei, Taiwan

objectives
1 . Examine the demographic factors associated with do-not-resus-

citate comfort care arrest (DNRCC-Arrest)/ do-not-resuscitate 
comfort care (DNRCC) .

2 . Examine the clinical outcomes associated with DNRCC-Arrest/
DNRCC .

Motivated in part to provide a clear direction to healthcare work-
ers about medical care provided to do-not-resuscitate (DNR) pa-
tients, the Ohio Department of Health established Ohio’s Do-Not-
Resuscitate Law in 1998 . This law sets forth two different protocols 
of DNR that allow patients or their surrogates to choose the medical 
interventions and treatments they wish to receive after DNR orders 
are written but before arrest occurs . Ohio’s Do-Not-Resuscitate Law 
clearly describes how DNRCC-Arrest (do-not-resuscitate comfort 
care arrest) and DNRCC (do-not-resuscitate comfort care) orders 
should be executed: after a DNRCC-Arrest order is written, the pa-
tient is eligible to receive aggressive interventions to extend life short 
of arrest if the use of the interventions is ethically appropriate . CPR 
will not be performed at the moment of cardiopulmonary arrest . After 
a DNRCC order is written, the patient will receive only comfort care to 
relieve symptoms until the end of life or the withdrawal of the DNRCC 
order . The objective of this study was to examine the clinical and de-
mographic factors associated with DNRCC-Arrest/DNRCC patients . 
The patients in this study were concurrently and retrospectively col-
lected from August 2002 to December 2005 in an MICU . For explor-
ing the characteristics of DNRCC-Arrest/DNRCC patients, two multi-
variate logistic regression models were generated as distinguished by 
the dichotomous dependent variables: first, the dependent variable 
was whether the patients had a DNR order written or not; second, 
the dependent variable was whether the patient had a DNRCC-Arrest 
order or a DNRCC order . Among the 389 DNR patients, the MICU 
and hospital mortality rates were 37 .28% and 57 .33%, respectively . 
After controlling for confounding variables, each yearly increment 
of age was significantly associated with 3% increased odds of hav-
ing a DNR order written . Black patients were less likely than white 
patients to have DNR . Each unit increment of APACHE II score on 
MICU admission was 1 .12 times more likely to have a DNR order writ-
ten . Patients cared for by only one intensivist during MICU stay were 
less likely than those cared for by more than one intensivists to be 
designated DNR . The sample for examining factors associated with 
DNRCC-Arrest and DNRCC decisions had 285 patients . One hundred 
ninety-four patients were designated DNRCC-Arrest orders, and 91 
patients had a DNRCC order . The MICU and hospital mortality rates 
for DNRCC-Arrest patients were 15 .46% and 30 .41%, respectively . The 
MICU and hospital mortality rates for DNRCC patients were 53 .85% 
and 79 .12%, respectively . In the multivariate logistic regression analysis 
for DNRCC-Arrest and DNRCC, only APACHE II score on MICU admis-
sion, time from MICU admission to DNR made, and being cared for 
by only one intensivist during MICU stay were significantly associated 
with DNRCC-Arrest/DNRCC decisions after controlling for confound-
ing variables . Although every 1-year increment of age on MICU ad-



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  148

Poster aBstraCts

mission was associated with 1% increased odds of having a DNRCC-
Arrest order, this result did not have statistical significance . Gender 
and the use of mechanical ventilation did not influence the decisions 
of DNRCC-Arrest/DNRCC .

a new script: talking with families of infants with trisomy 21
April R. Dworetz, MD MPH, Emory University, Atlanta, GA

objectives
1 . Understand at least two problems with the traditional way that 

neonatologists explain to parents what it means that their child 
has trisomy 21 .

2 . Understand the social model of disability .
3 . Understand new ways that neonatologists can discuss with new 

parents the fact that their child has trisomy 21 .
In this paper, I will present a clinical case, that of a child with Down 
syndrome, and the typical conversation that a neonatologist has with 
the family to inform them that their child has the disorder . Next, I will 
analyze the problems with this conventional dialogue and replace it 
with a new script that incorporates goals from the social model of 
disability, provides new language for the physician, and engages neo-
natologists in conversations that incorporate their professional goals 
at the same time enabling their disabled patients and their families . 
Traditionally, when a neonatologist informs parents that their child is 
potentially (or certainly) disabled, she shatters their expectations . She 
enlightens these devastated parents of the diagnosis, the potential 
treatment, the prognosis, and the lack of a cure . The “good” neo-
natologist expresses empathy, allowing the parents to convey their 
sadness and voice their concerns . If applicable, she asks about the 
parents’ values, starting the conversation about withholding or with-
drawing life-sustaining therapy . Such communication arises from the 
neonatologists’ moral understanding of the best care for her patient . 
However, the typical neonatologist lacks knowledge of the harm she 
does to these tiny, soon-to-be-disabled children and their families . 
To understand how this seemingly moral, kind, gentle series of con-
versations causes harm, one must reference the work of disability 
activists and scholars who have described various models of disability 
including the two most prominent, the medical and social models . 
In the medical model, disability is a misfortune caused by an impair-
ment that must be treated or cured (Davidson, 2010, p . 136; Oliver 
& Barnes, 2012, pp . 19–22; Smith, 2009, pp . 15, 18) . According to the 
social model, the environment’s failure to accommodate impairment 
causes disability (Andreou, 2010, p . 464; Shakespeare, 2008, pp . 11–
14) . Disability scholars reject the medical model and its implicit focus 
on the impairment as the problem . Healthcare professionals (HCPs) 
use the medical model and often don’t know that other models ex-
ist . However, proponents of each of these models work (or write) to 
improve the existence of disabled people . Neonatologists, like most 
physicians, perceive themselves as healers . Their goals encompass 
diagnosing and treating medical illnesses or disorders; social agendas 
seemingly retain no place in medical care . Yet, like most of the medi-
cal world, they know little about disabled persons’ perspectives on 
life . Negative attitudes about disability persist among HCPs as well 
as among the general population . The breadth of scholarship about 
disability has not reached most HCPs . Yet they impact the lives of dis-
abled persons, sometimes to the extent of recommending whether to 
continue or end life based on the prospect of disability . The provision 
of this medical care implies agreement with a set of values with which 
HCPs may not agree . This unrecognized complicity demands clarifica-
tion of the role they play in harming their patients and suggestions for 
alternative narratives .

Biobank or Biotrust? Metaphor and the ethics of 
Biobanking
Ann M. Mongoven, PhD MPH, Michigan State University, East Lansing, MI

objectives
1 . Understand, conceptually and psychologically, how metaphorical 

language shapes ethical practice—often in ways unaccounted for 
in prevalent ethical theories .

2 . Explore ethical insights and distortions of commonly employed 
metaphors surrounding research biorepositories (for example, 
“biobanks” versus “biotrusts”; “donors” versus “conscripts”; 
“informed consent” versus “surrogacy designation”; “return of 
results” versus “sharing of results”) .

3 . Promote systematic consideration of the ethical implications of 
biobanking metaphors, including an appeal to use multiple fami-
lies of metaphors in order to address ethics of this new phenom-
enon adequately .

Research tissue-repositories—biobanks—develop ahead of related 
conceptual vocabulary . But language matters, often in ways unad-
dressed by standard ethical theories . According to rhetoricians 
Lakeoff and Johnson, the analogical grip of metaphors relates both 
to the “sense” and “no-sense” of their nonliteral appeal . What meta-
phors should be used to promote ethical intentionality? I explore the 
“sense” and “no-sense,” ethical insights and distortions, of commonly 
employed metaphors for biobanking . “Biobank” is a commercial 
metaphor . Although banks are essential to social transactions, the re-
cent financial crisis underscores that banks may have institutional in-
terests at odds with public good . Therefore depositors may rightfully 
distrust banks . “Public good” is itself a metaphor . Within that rubric, 
alternative philosophical definitions compete, each implying different 
selection criteria for research to be supported by a “public interest” 
biobank . Reacting against the commercial “biobanking” metaphor, 
some commentators propose a “stewardship” or “charitable trust” 
model, envisioning the repository as a “biotrust .” However appeal-
ing, this metaphor implies governance structures that don’t exist in 
many biobanks . Various contexts of “trust”—to entrust, to become 
a trustee, etc .—have important connotations for biobanks . Although 
it is common to speak of biobank “donors,” many people whose 
tissue samples are in biobanks remain unaware of that . “Donor” 
implies intent that is often lacking . But “participant” also implies ac-
tive involvement that may be misleading, even for voluntary donors . 
Naming the biosample is also challenging: “tissue” is neither the same 
as “specimen” nor as “body part .” “Bloodspots” sound very different 
from “blood .” “Informed consent” for biobanking is itself a metaphor, 
an analogy from a different research context . An important precondi-
tion for informed consent—the ability to assess risks and benefits of 
research—does not exist for the future research to be conducted by 
a biobank . Metaphors such as “blanket” or “tiered” consent have their 
own insights and distortions . “Surrogacy” and “advance directives,” 
metaphors from advance care planning in medicine, redress some 
weaknesses of “informed consent .” However, taking those metaphors 
seriously would entail transformative ramifications for biobank pub-
lic engagement and governance . “Anonymizing” or “de-identifying” 
samples to protect privacy may mislead, given the uniqueness of 
DNA and the hopes of most biobanks to link samples to other data 
about the donor . “Return of results” is question begging: return 
to whom? The preponderance of metaphors derived from clinical 
medicine—informed consent, respect for privacy and confidential-
ity—presses toward risk analysis at the level of individual donor . But 
group interests are also legitimately at stake in biobanking . Ethical 
language from public health venues that negotiate complex tradeoffs 
in the assessment of community goods could rebalance group and in-
dividual interests . I conclude by arguing that (a) commonly employed 
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metaphors in biobanking are inadequately reflective and entail ethi-
cal dangers; (b) bioethics should be attentive to the “no-senses” of 
these metaphors and should explicitly explore alternative metaphors; 
(c) multiple metaphors may be necessary to encompass the com-
plexity of biobanking while avoiding excesses that attach to singular 
metaphors; and (d) two-way metaphorical analysis, considering both 
conceptual strengths/weaknesses and institutional/practice implica-
tions, can support the development of ethically sensitive biobanks—or 
biotrusts .

glimpses of eternity: sampled religious understandings of 
Disability, genetic testing, and reproductive Choice in new 
Zealand
Kristin E. Clift, MA, Mayo Clinic, Rochester, MN

objectives
1 . Consider how Mormonism creates a framework for interpreting 

the spiritual and practical dimensions of disability as well as the 
moral implications surrounding prenatal genetic testing .

2 . Explore decision-making processes associated with prenatal 
genetic testing options as well as the moral reasoning and situ-
ational factors influencing decisions of who is born and who is 
not .

This ethnographic study explores the narratives of 17 members of 
the Church of Jesus Christ of Latter-day Saints (LDS) in southern 
New Zealand as they explain the meaning of disability and prenatal 
genetic testing and its ethical and spiritual significance within their 
lives . Qualitative interviews were conducted with participants who 
were careworkers, parents of children with disabilities, and people 
with disabilities . This research analyzes these narratives of life with the 
experience of one or several impairments and the LDS doctrine of the 
spirit’s journey . The narratives related by the participants reveal a spir-
itual model of disability . The faith-based approach to viewing these 
issues, which the LDS participants describe, reveals a unique disability 
cosmology . For example, most participants believed that a spirit is au-
tonomous and chooses in the premortal existence to live out life with 
a disability . Additionally, LDS doctrine teaches that in the resurrection, 
all bodies will be made whole . Thus, disability is only a temporary 
condition in the eternal scheme, and this eternal timeframe through 
which the participants viewed disability is a strong point of contrast 
with most contemporary models of disability . Furthermore, many 
participants rejected prenatal genetic testing in their own family life 
because of their spiritual understanding of disability . However, when 
speaking to the wider social and regulatory environment surrounding 
genetic testing, participants expressed a range of ideals displaying 
varying degrees of opinions from extremely averse to hesitantly sup-
portive of people’s rights to engage in prenatal genetic testing .

Dealing with uncertainty: Care ethics and the Path to 
Multiple sclerosis Diagnosis
Timothy M. Krahn, Novel Tech Ethics, Halifax, NS, Canada

objectives
1 . Outline the clinical practices involved in making a determination 

of multiple sclerosis, and review the literature concerning patients’ 
experiences of receiving or not receiving a multiple sclerosis diag-
nosis .

2 . Identify the ethical challenges faced by healthcare professionals in 
knowing what, when, and how to communicate with patients who 
are undergoing the involved process of multiple sclerosis diagnosis .

3 . Describe care ethics and explain why this ethical theory is particu-
larly well suited for making sense of the ethical terrain traversed 
by the patient and physician as they journey through the process 
of multiple sclerosis diagnosis .

Multiple sclerosis (MS) is a chronic disorder without (as yet) any de-
finitive clinical test . Diagnosis is reached through a process of elimina-
tion . Upon what basis should physicians decide the “what,” “when,” 
and “how” in communicating the different levels of uncertainty that 
attach to the various stages of reaching an MS diagnosis? This pre-
sentation explains how care ethics is especially useful for attending 
to a broader swath of responsibilities (different from minimal duties 
of truth telling) implicated in meeting patients’ situational vulnerabil-
ity and overall needs for care as they negotiate the journey through 
uncertainty involved in the diagnosis of MS . Making and communicat-
ing an MS diagnosis is not an act but a process . Though the literature 
shows that a strong majority of MS patients wish to know the “truth” 
about diagnosis once it is certain, not all prefer to be apprised of the 
levels of (un)certainty during the preceding stages of testing . Most 
accounts in the literature focus on rules for truth-telling, either from: 
(a) a deontological approach of full disclosure and physicians’ obliga-
tions to provide information to their patients, or (b) a consequentialist 
approach that emphasizes the effects of giving and receiving, or not 
giving and receiving, notice of relevant information . Both principlist 
approaches are prone to overlooking the complexity of the situa-
tion as well as the context-specific needs of the particular patient . 
I argue that care ethics is an important lens with which to focus on 
the changing relational space between patient and physician as they 
journey toward MS diagnosis . Care ethics highlights the importance 
of empathizing with other people’s experiences, making a path for 
manifesting concern toward them, rather than adopting an impartial 
stance . Some common features of care ethics include abandoning the 
project of reducing all of ethics to abstract, universal principles and 
making room for values such as trust, care, and responsibility; attend-
ing to particular contextual details in ethical reasoning; and acknowl-
edging there is moral importance to preserving relationships . For phy-
sicians to properly judge what of the various complex stages in their 
reasoning process are suitable to share is not just a matter of applying 
certain rules and abstract principles pertaining to professional duties 
in observance of a patient’s individual rights . Proper disclosure and 
effective communication requires discernment; tact; timing; the prac-
tice of flexible, caring responsibility; and sustained attention to the 
particular needs of “this” patient in her own situational context . Duties 
tend to indicate the minimal, abstract, formal conditions contracting 
parties expect from their relationships . Comparatively, responsibilities 
usually imply more detailed, “thicker” expectations brought upon our-
selves because of our close connections with others . Care ethics is es-
pecially useful for: (a) attending to the particular conditions necessary 
for preserving quality relations between MS patients and physicians 
as the ground for giving and receiving proper care, of which giving 
and receiving a proper diagnosis is one critical component; and (b) 
sensitizing both parties to the need for open-ended responsibilities 
germane to a responsive, trusting patient/physician relationship so 
critical for healthcare delivery over the lifespan of the patient .

the e-Portfolio as a teaching approach: fostering 
reflective thinking in interdisciplinary Bioethics Programs
Monica List, Michigan State University, East Lansing, MI

objectives
1 . Describe the e-portfolio as a teaching approach in an undergrad-

uate bioethics course at Michigan State University .
2 . Propose applications of this approach in teaching bioethics at 

the undergraduate level .
3 . Provide reasons that e-portfolios are well suited to interdisciplin-

ary teaching generally .
Bioethics is arguably defined as an interdisciplinary field . However, 
how this interdisciplinarity translates to the teaching of bioethics  
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depends strongly on the nature and purpose of each particular 
program . The Program in Bioethics, Humanities, and Society (BHS) 
is an undergraduate specialization coordinated by the Center for 
Ethics and Humanities in the Life Sciences (CEHLS) at Michigan State 
University (MSU) . The specialization caters to an average of 400 stu-
dents per academic year; this population currently includes students 
from 11 colleges and 48 majors . As with many other ethics education 
programs, administrative funding and support of the BHS specializa-
tion does not depend on one particular college or department; its 
courses and instructors are drawn from, and reliant upon, units across 
campus . The specialization curriculum is based on a list of undergrad-
uate courses offered by other departments at MSU; these courses are 
selected based on their potential to foster a broad and systematic 
understanding of bioethics and the medical humanities . Students 
are required to complete five courses totaling 15 credits in order to 
graduate with the BHS specialization . This structure allows students 
to select courses based on their own interests and encourages incor-
poration of bioethical issues into their own disciplinary perspectives . 
Nevertheless, the lack of program-specific courses or a unified cohort 
experience could also compromise some of the broader goals of the 
specialization, such as making students’ baccalaureate experience 
more integrated and cohesive and fostering student consciousness of 
the unique value of interdisciplinary approaches . The current struc-
ture of the specialization makes it difficult to determine how, and to 
what extent, these goals are being fulfilled . In 2012, the BHS special-
ization launched a pilot e-portfolio course in an attempt to address 
these potential shortfalls . The e-portfolio model was selected based 
on its potential to engage students in metacognitive processes and 
to stimulate reflection on their own understanding and progress and 
in recognition of the current resource-intensive nature of traditional 
classrooms . In keeping with the mission and objectives of the BHS 
specialization, the e-portfolio model fosters an understanding of bio-
ethics as a practice and allows students to become aware of the skills 
and competencies that are relevant to the practice of bioethics, while 
also giving them the possibility of bringing in skills and competencies 
from their particular disciplines . According to the literature, the use 
of e-portfolios as part of undergraduate programs in various disci-
plines has become more common in the past few years, but their use 
in interdisciplinary teaching in bioethics has not been documented 
thus far . Therefore, beyond particular benefits for the BHS students 
and program, the implementation of the e-portfolio course as part of 
the BHS specialization program will provide valuable insights into the 
challenges and successes of incorporating innovative curricular modi-
fications into other undergraduate bioethics programs . In this paper, 
I describe the approach used in this particular e-portfolio course and 
provide reasons that this type of approach is particularly suited to 
teaching in an interdisciplinary field such as bioethics .

four-year Medical school Certificate Program: ethics/
humanities/spirituality
Cheryl Erwin, JD PhD, Texas Tech University School of Medicine, Lubbock, TX

objectives
1 . Show the relevance of the interrelatedness of ethics/humanities/

spirituality in the training of medical students through a 4-year 
certificate program .

2 . Report student response to the certificate program as part of 
their overall training .

The Ethics/Humanities/Spirituality Certificate Program offers physi-
cians in training an enriched understanding of the dynamic relationship 
between medicine and the larger social world of which it is a part . By 
exploring medicine through the lenses of these three interrelated dis-
ciplines, students can gain insights into the nature of human condition, 

human suffering, personhood, and the responsibilities of individuals to 
one another in sickness and in health . Ethics relates to medicine as a 
social enterprise that must balance cultural values and moral principles 
with scientific goals . The humanities, literature, and the visual arts can 
convey the personal experiences of sickness and healing, revealing the 
subjective side of clinical/humane care . Spirituality relates the prac-
tice of medicine to a reflection on meaning in the life of patients and 
practitioners alike . The poster outlines the overall certificate program 
requirements across 4 years . The first 2 years involve seminar interac-
tive experiences in ethics/humanities/spirituality, with a focus on per-
sonal exploration expressed in a series of reflective papers . Outreach 
to persons in need is also an element of years one and two . The third 
year experience focuses on journal keeping, describing significant 
patient encounters during each of the third-year rotations . The fourth 
year involves the completion of a senior research project, identified in 
the first year of the certificate program . This project can be a research 
paper, a short story, a collection of poems, a musical composition, or 
any other written or artistic undertaking that captures an expression 
of essential meaning enshrined in the practice of medicine as a calling . 
The poster also captures student responses to the certificate program, 
now in its fourth year . The poster shows how tradition, innovation, and 
moral courage can coalesce in a 4-year certificate program embracing 
the interrelatedness between ethics, humanities, and spirituality in the 
training of future practitioners .

Does the Practice of surgical innovation require innovation 
in governance of research?
Jenny D. Brian, PhD, Arizona State University, Tempe, AZ
Jason S. Robert, PhD, Arizona State University, Tempe, AZ

objectives
1 . Orient the audience to the practice of surgical innovation as a 

problem of research governance .
2 . Explore particular refinements in research governance as a pros-

pect for improved management of the space between innovation 
and research .

We explore the practice of surgical innovation as a means to shed 
light on the adequacy of research protections for human subjects . 
Our research demonstrates that the lines between innovation and 
research are not as clear as might be presumed and that there are 
issues of inference, evidence, and governance (in surgery and else-
where) that must be addressed in order responsibly to advance the 
science and art of medical praxis at the bleeding edge . Numerous 
bioethicists have characterized the climate for clinical research en-
gendered by misguided, understaffed, underfunded, or otherwise 
underprepared institutional review boards (IRBs) as chilling and 
foreboding . Many have contended that IRBs are so deeply corrupted 
by personal and institutional conflicts of interest that they are inef-
fective at protecting patients from harm . And many have urged that 
some kinds of research really do raise no serious human subjects 
concerns and so should not fall to IRBs for adjudication . Clinicians and 
clinician-investigators share some of these same perspectives, yield-
ing conflicts about whether and how to navigate or rather simply to 
bypass the current regulatory system . They may be swayed by the se-
ductiveness of “innovation’” as distinct from the more accurate—and 
less saleable—“nonvalidated procedure .” Of course, not all innovations 
should count as research or as research worthy, and so it is critical 
to explore the relationship between them . At least three criteria are 
relevant in distinguishing between innovation and research in surgery 
(potentially as elsewhere); one is the significance or insignificance of 
the innovation; another is the context of the innovation, whether op-
erating room or boardroom, whether “on-the-fly” or “premeditated,” 
whether emergent or routine; and the third is the particularity of the 
patient—rather than being generic, there is instead something special 
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about this individual case . One underlying problem is that innovative 
surgery seems to mix two apparently distinct categories: practice 
aimed at better health outcomes for a particular patient and research 
aimed at better knowledge for no patient in particular but rather for 
all patients . But where the “something new”‘ to be tried is so innova-
tive, where the issue is nonemergent and/or the innovative proce-
dure premeditated, or where there is generalizable knowledge to be 
gained, we argue that describing a procedure as innovative practice 
rather than as research may be simply disingenuous—a rationalization 
or redescription masking more than it reveals . In this presentation, 
our ambitions are both conceptual and practical . Conceptually, we 
aim to shed more light on the nature of surgical innovation and by 
interrogating the concept of innovation as such, we aim to propose a 
constructive role for ethicists in the protection of patients in the realm 
of appropriate innovations . Simultaneously, we aim to challenge the 
adequacy of our current system of research oversight, itself in need 
of innovation . For, at present, patients are at risk of harm, surgeons 
and institutions are at risk of lawsuits, scarce resources are at risk of 
being wasted, and medicine and medical research are at risk of social 
distrust .

Whistle Blowing, Moral Courage, and Bioethicists as Public 
representatives
Rob MacDougall, PhD, Dalhousie University, Halifax, NS, Canada

objectives
1 . Understand why a bioethicist’s (putative) role as a moral expert 

cannot ground a responsibility to whistle-blow .
2 . Examine the role of the bioethicist as a public representative in 

detail, and explore the implications of this role for situations in 
which bioethicists are confronted with wrongdoing in their em-
ploying institutions .

This paper explores whether bioethicists have a heightened responsi-
bility to be morally courageous by exploring whether and in what cir-
cumstances they have a duty to whistle-blow . Moral courage is acting 
on one’s moral convictions when there are reasons to think that oth-
ers will repay this action with some kind of harm . Whistle blowing is 
going public with concerns that one’s employer is engaged in an ac-
tivity that puts the public at risk . Whistle blowing will normally involve 
moral courage because whistleblowers typically either lose their jobs 
or face adversity in their work environment as a result of their whistle-
blowing actions . I examine the claim that as a result of their moral ex-
pertise, bioethicists have a heightened ability for recognizing wrong-
doing and consequently a heightened duty to expose it . I argue that, 
whether or not bioethicists have moral expertise, whistle blowing can 
only be posed as an obligation in the case that the wrongdoing has 
already been recognized . Furthermore, moral obligations bind all alike 
and do not place more stringent obligations on some persons be-
cause of their training or abilities . Rather than rely on claims of moral 
expertise, I will argue that bioethicists usually do have a heightened 
responsibility to whistle-blow because of their role as public represen-
tatives . Some commentators have thought that whistle blowing is oc-
casionally morally optional because it involves a conflict between loy-
alty to an employer and loyalty to the public . The distinction between 
loyalties to one’s employer and to the public becomes particularly 
problematic in the case of bioethicists, however, because bioethicists 
are often hired precisely because of their appearance as public rep-
resentatives, as those who act first in the interest of the public or the 
common good . In the case that a bioethicist is hired for this reason, 
or in the case that an employer materially benefits from the appear-
ance that the bioethicist is representing the public, bioethicists have 
a strong obligation to the public . Bioethicists also have a particularly 
strong obligation to the public when their employer is a governmental 

institution of some sort, whether they are paid with governmental 
research funds or through a salary at a public education institution . In 
such cases bioethicists not only represent the public but are actually 
employed by the public, even if this employer-employee relationship 
is mediated through other parties, such as the administration at the 
public university . In cases of wrongdoing, the bioethicist’s obliga-
tion to the public is ideally expressed by revealing the potential harm 
internally to the employer, who then has the option of rectifying 
the problem before it goes public . However, in cases where the em-
ployer is unwilling to do this, the bioethicist will have an obligation to 
whistle-blow as a last resort . I will conclude that bioethicists usually 
do have a heightened responsibility to demonstrate moral courage, at 
least in cases of whistle blowing . However, this responsibility, like the 
similar responsibility of government employees and other profession-
als, has its source in the bioethicist’s role as a public representative 
rather than any special moral knowledge or expertise .

representing What Cannot Be represented: Painting and 
illness
Jazmine L. Gabriel, PhD, Siena College, Loudonville, NY

objectives
1 . Consider the value of works of art for developing the skill of 

looking carefully and reading patients’ nonverbal signals .
2 . Consider the virtues of painting as a medium for conveying pa-

tient emotion .
3 . Consider how both abstract and representational art can contrib-

ute to understanding human emotion .
Five patient stories will form the basis of an artistic study of feelings 
and illness . For each narrative, I will paint an abstract work, emphasiz-
ing form and color, and a representational work, emphasizing the hu-
man face or bodily gestures . Audience members will be encouraged 
to discuss which paintings best capture the primary emotion of the 
patient story . The virtues of both approaches as they relate to patient 
self-expression may also be discussed .

Lee Je-Ma’s sasang Constitutional Medicine and Philosophy 
in Contemporary Dietary therapy in south korea
Hajung Lee, Boston University, Boston, MA

objectives
1 . Articulate the significance of the human body as a moral entity 

in the perspective of Sasang constitutional medicine .
2 . Compare Lee’s approach to medicine with the western approach 

in an ethical paradigm .
3 . Understand the importance of “self-cultivation” in maintaining 

good health .
Lee Je-Ma founded Korean indigenous Sasang constitutional medi-
cine (SCM) by creating the contextualized constitutional type in the 
19th century . Lee was an SCM doctor and neo-Confucian philosopher . 
He created Korean approaches to four constitutional types—Tae-yang, 
Tae-eum, So-yang, and So-eum . His understanding of healing focused 
on the constitutional type rather than the clinical symptoms, based on 
his neo-Confucian philosophy . The development of contemporary di-
etary therapy reconnects South Koreans with this indigenous Korean 
medical tradition . Sasang constitutional medicine’s holistic approach 
considers physical features and emotional conditions of individuals . 
This study will explore Lee’s Sasang philosophy and the contempo-
rary application of his theory in contextualized dietary therapy . I ex-
amine Lee’s literature, scholarly journals, Korean news media sources, 
and the websites of Korean contemporary dietary clinics . Many 
Korean scholars in Chinese traditional medicine have written on the 
practice of Lee’s theory and the efficacy of its practice from a medi-
cal standpoint . However, the influence of religious worldview upon 
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the burgeoning use of SCM has been missing . My research applies a 
religious lens to SCM and offers an interdisciplinary analysis of SCM in 
the Korean context . Lee’s theory was notable because he recognized 
disruptions of the mind as the primary causes of illness . Lee sought 
harmony in one’s social life to promote good health . Unlike Confucian 
teachers in Lee’s time, he understood the human body as the core for 
practicing morality . His philosophy located the human body within a 
human-centered paradigm . He asserted that the human body is the 
central entity for maintaining the Middle Path by controlling extreme 
emotions . By the influence of neo-Confucian thought on four moral 
virtues, Lee stressed the mutual interaction of body and mind, based 
on the Confucian concept of self-cultivation . Lee’s philosophy initially 
took the Chinese internal classics Lingshu and adopted Mencius’s 
concepts of the “unmoving mind .” He contended that illness is caused 
by the imbalance of inner Seong-myung . Many contemporary prac-
titioners have followed his theory, and his dietary therapy recently 
became popularized for healing obesity . SCM theory explains metab-
olism in terms of the balance of qi and body fluid within the human 
body and with its external environment . The suggested SCM diets are 
formulated with the purpose of achieving an optimum balance of qi 
in one’s social life . The contemporary obesity healing practice of SCM 
becomes a tailored medicine by considering patients’ physical fea-
tures and emotional conditions in social life . It is remarkably different 
from the Western approach to dieting . Western doctors provide pre-
scriptions for medications and suggestions of exercise using a cookie-
cutter, scientific formula for patients at diet clinics . On the other hand, 
the constitutional perspective of SCM offers individually tailored 
treatment with a holistic approach by considering one’s social life 
and moral practice . SCM takes a complex approach that is deficient 
in Western medicine by emphasizing human characteristics and har-
mony in social life . These Korean traditional concepts and practices 
will effectively complement Western medicine in South Korea .

the american Medical student association humanities 
institute: a Model for Medical student education
Aliye Runyan, MD, American Medical Student Association, Sterling, VA

objectives
1 . Analyze the development of attitudes and behaviors toward 

humanities in medical education .
2 . Discuss the institute model in medical education .
3 .  Describe the American Medical Student Association’s focus on 

unmet needs in medical education .
The American Medical Student Association (AMSA) Medical 
Humanities Institute is designed for students who appreciate the 
power of using creative expression to bear witness to their patients’ 
and their own experiences in medicine . This institute incorporates nar-
rative medicine, creative writing workshops and the arts, and hands-
on sessions that explore topics of student wellness and ways to avoid 
burnout . Sessions are led by guest faculty physicians, authors, and 
wellness experts . The Humanities Institute is an intensive experience 
with both didactic and experiential learning components . It combines 
student-led and field expert–led sessions . Sample sessions may in-
clude the following topics: narrative medicine; writing for advocacy; 
medical journalism; art, perception, and diagnosis; the physician-
poet; writing for wellness; one-on-one writing feedback from guest 
faculty; healers’ voices; open mic night; well student workshops on 
yoga, nutrition, and stress management . AMSA institutes are open 
to premedical, medical, resident, and allied health members . AMSA 
institutes are 3-day workshops coordinated by medical student lead-
ers and overseen by the education and research director and fellow in 
the national office . This presentation will discuss the AMSA institute 
model in general and the benefits of teaching humanities in medicine 
using this model . We experienced success at the first AMSA Writers’ 
Institute in July 2010 and are expanding on the content areas for the 
February 2013 Humanities Institute . We have developed a pre- and 
post-institute evaluation focusing on the growth and development of 
attitudes and behaviors toward humanities in medical education as a 
result of the experience . We hope to foster an enlightening discussion 
and exchange ideas on the utility of this model .
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Arts, Literature, and Cultural Studies
(206) The Moral Limits of Medicine: Rhetorics of Medical Controversy, 

Friday, October 25, 8–9 am

(228) Difference, Representation, and Inclusion in Bioethics and 
Humanities, Friday, October 25, 1–2:30 pm

(322) A Documentary Approach to Learning Patient Care, Saturday, 
October 26, 11:45–12:45 pm

(421) Seeing and Interpreting Illness: Forging New Collaborations in 
Fine Art and Medicine, Sunday, October 27, 11 am–Noon

(306) First-Person Narratives of Cancer by Physicians: Three Phases 
of Moral Courage, Saturday, October 26, 8–9 am

(204) My Doctor Is a Premodern gardener: Victoria Sweet and the 
Renewal of Medicine, Friday, October 25, 8–9 am

(333) Fiction and Refusal: Melville and Conscientious Objection, 
Saturday, October 26, 2–3 pm

(315) Medicalized Torture, Tortuous Medicine: Structural Parallels in 
Popular Culture, Saturday, October 26, 10:30–11:30 am

(323) An Intrapersonal Medical Encounter and Moral Courage in a 
Short Story by David Foster Wallace, Saturday, October 26, 
11:45 am–12:45 pm

(340) What’s in a Name? The Past, Present, and Future of Medical 
Humanities, Saturday, October 26, 3:15 pm–4:15 pm 

Clinical Ethics
(107) Transforming Moral Distress: Contemplative Practice as a 

Practical Path to Moral Courage and Resilience, Thursday, 
October 24, 1–2:30 pm

(003) Introductory Skills Workshop in Mediation: Learning the 
Techniques of Facilitation and Conflict Resolution for Use in 
Clinical Ethics Consultations, Thursday, October 24, 8 am–Noon

(007) Advanced Skills Workshop for Clinical Ethics Consultation, 
Thursday, October 24, 8 am–Noon

(310) Developing Quality Standards in Clinical Ethics, Saturday, 
October 26, 10:30–11:30 am

(329) A Nontraditional Approach to Help Parents Make Morally 
Challenging Decisions in the NICU: Collaborative Paternalism, 
Saturday, October 26, 2–3 pm

(335) Growth Hormone Therapy for Children with Short Stature: 
Scientific Controversy, Social Bias, and Shared Decision 
Making, Saturday, October 26, 2–3 pm

(422) Advancing Moral Courage: Embedding the Concept Through 
Recognition, Sunday, October 27, 11 am–Noon

(214) Childhood Cancer and Chemotherapy Shortages: Ethical 
Challenges and Tragic Choices, Friday, October 25,  
10:30–11:30 am

(301) One of Our Own: The Ethics of Caring for Patients Who Are 
Healthcare Providers by Profession, Saturday, October 26,  
8–9 am

(234) Palliative Care for Prisoners: Tempering Justice with Mercy, 
Friday, October 25, 2:45–3:45 pm

(310) Measuring Quality in Healthcare Ethics Consultation, Saturday, 
October 26, 10:30–11:30 am

(408) Whole Genome Sequencing in Pediatric Care: A Journey from 
Moral Tradition to Moral Inquiry to Moral Innovation, Sunday, 
October 27, 8:30–9:30 am

(209) Moral Courage When the Courts Impinge on the Patient-
Doctor Relationship, Friday, October 25, 10:30–11:30 am

(419) Are We Sophists? Adherence, Persuasion, and Aristotelian 
Metarhetoric, Sunday, October 27, 11 am–Noon

(109) An AiB to Addressing Medical Futility Cases, Thursday, 
October 24, 2:45–3:45 pm

(331) Moral Courage Among Military Health Providers: Caring for 
Those in Harm’s Way, Saturday, October 26, 2–3 pm

(102) Achieving Patient-Centered Care Near the End of Life: 
Tradition and Innovation in Advance Care Planning, Thursday, 
October 24, 1–2:30 pm

(413) Guidelines, Beneficence, and Social Justice, Sunday,  
October 27, 9:45–10:45 am

(201) Impact of Implementing a Systematic Approach to Treatment 
Refusals by Patients Without Capacity, Friday, October 25,  
8–9 am

(343) Shortages and Hard Triage in Pediatrics: Moral Courage 
Required, Saturday, October 26, 3:15–4:15 pm

(407) An Innovative Account of the Ethics of Neurocognitive 
Enhancement in Children: Is It in Their Best Interests? Sunday, 
October 27, 8:30–9:30 am

(004) Building Bridges: End-of-Life Care Through a Cultural Lens, 
Thursday, October 24, 8 am–Noon

(350) Exploring the Next Frontier: Clinical Ethics for the Physician’s 
Office, Saturday, October 26, 4:30–5:30 pm

(416) Moral Courage in Women’s Health: Critical Decisions Regarding 
the Use of Innovative Medical Devices, Sunday, October 27, 
9:45–10:45 am

(110) Advance Directives, Exerting Control, and Other Myths About 
Endings, Thursday, October 24, 2:45–3:45 pm

(308) “Rational Suicide” as a Perceived Benefit of Presymptomatic 
Genetic Testing in Patients at Risk for Huntington’s Disease, 
Saturday, October 26, 8–9 am

(235) Surgeons, Intensivists, and Discretion to Refuse Requested 
Treatments, Friday, October 25, 2:45–3:45 pm

(329) At the Boundaries of Proven and Unproven Therapies: 
Considering Ethics, Evidence, and Uncertainty in Pediatric 
Medical Decision Making, Saturday, October 26, 2–3 pm

(419) Therapeutic Doublethink: A Novel Concept to Ethically Justify 
Unrealistic Optimism in Patients with Advanced Cancer, 
Sunday, October 27, 11 am–Noon

(110) Dementia-Specific Advance Care Planning: Project Findings, 
Thursday, October 24, 2:45–3:45 pm

(342) Understanding Clinical Miracle-Language: A Taxonomy, 
Saturday, October 26, 3:15–4:15 pm

(353) Extracorporeal Membrane Oxygenation in Adults: A primer for 
the Clinical Ethicist, Saturday, October 26, 4:30–5:30 pm

(306) Telling Life Stories: Caregiver Responsiveness in the Long-Term 
Care of Intellectually Disabled Children, Saturday, October 26, 
8–9 am
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(317) Ageism Versus the Technological Imperative in Hemodialysis—
Moral courage Is Necessary to Find the Golden Mean in 
the Face of Changing Financial Incentives in Medicare 
Reimbursement, Saturday, October 26, 10:30–11:30 am

(230) Transplant Issues for Intellectually Disabled Individuals in the 
United States after Amelia Rivera: Implications for Bioethicists 
and Transplant Social Workers, Friday, October 25, 1–2:30 pm

(310) Compassionate Ethics Consultation, Saturday, October 26, 
10:30–11:30 am

(210) Physicians’ Beliefs and Behaviors in the Face of Medical Futility, 
Friday, October 25, 10:30–11:30 am

(203) Shelter for Good? Examining the Ethical Issues of Housing-
First Approaches for Homeless Substance Abusers, Friday, 
October 25, 8–9 am

(002) Narratives in Practice: Reading and Writing Stories as a Form 
of Innovative Bioethical Inquiry, Thursday, October 24,  
8 am–Noon

(110) Palliative Care Killed the Ethics Consultation Star, Thursday, 
October 24, 2:45–3:45 pm

(202) When Silence Is (Still) Death: How Should We Respond to 
Requests for Nondisclosure at the End of Life? Friday,  
October 25, 8–9 am

(308) Primary Care and the Ethics of Integrating Genomic Medicine, 
Saturday, October 26, 8–9 am

(231) The Craft of Clinical Ethics: Practical Ethics Applied to the 
Clinical Setting, Friday, October 25, 2:45–3:45 pm

(005) Using Applied Improvisation to Improve Conflict Engagement 
by Bioethics Committees and Consultants, Thursday,  
October 24, 8 am–Noon

(337) Nonbeneficial Treatment and Conflict Resolution: Building 
Consensus, Saturday, October 26, 3:15–4:15 pm

(401) Innovation and Uncertainty in Neonatal-Perinatal Medicine, 
Sunday, October 27, 8:30–9:30 am

(328) Checklists: Quality Improvement in Ethics Consultation, 
Saturday, October 26, 2–3 pm

Education
(106) Assessing “Minimal Competence”‘ in Bioethics Master’s 

Education, Thursday, October 24, 1–2:30 pm

(421) Reforming Research Ethics Education Through an Innovative 
Medical Humanities Curriculum, Sunday, October 27, 11 am–
Noon

(341) Innovation through Tradition: Rediscovering the “Humanist” in 
the “Medical Humanities,” Saturday, October 26, 3:15–4:15 pm

(304) The Courage to Educate: Undocumented Medical Students, 
Saturday, October 26, 8–9 am

(230) Obesity Bias and Attitudes Among U .S . Medical Students, 
Friday, October 25, 1–2:30 pm

(406) Should Residency Programs Access Students’ Social Media 
Pages When Formulating a Match List? Disconnect Between 
Medical Student and Residency Admissions Committee 
Perspectives, Sunday, October 27, 8:30–9:30 am

(405) The Courage to Be Compassionate: Inviting Medical Students 
to Care, Sunday, October 27, 8:30–9:30 am

(108) From Tradition to Innovation in the Moral Development of 
Health Professionals: Designing Educational Experiences that 
Cultivate a “Capacity for Wonder,” Thursday, October 24, 
1–2:30 pm

(426) Cultivating Empathy: A Component of Professional Identity 
Formation, Sunday, October 27, 8:30–9:30 am

(409) Letters to a Young Bioethicist: Practice Beyond the Seminar 
(or, How to Get Started, with or Without a Degree in 
“Bioethics”), Sunday, October 27, 9:45–10:45 am

(405) Enhancing the Moral Development of Medical Students 
Through an Extracurricular Honors Program: Results from a 
Pilot Survey, Sunday, October 27, 8:30–9:30 am

(406) Innovation, Courage, Passion, and Persistence: Developing an 
Interprofessional Leadership Curriculum for Medical, Nursing, 
and Physician Assistant Students, Sunday, October 27, 8:30–
9:30 am

Empirical Research
(238) The Same, but Different: Attitudes and Experiences of 

Noninvasive Prenatal Testing from the Patient, the Provider, 
and the Public, Friday, October 25, 2:45–3:45 pm

(410) Opting Out: Confidentiality and Alibis for Living Kidney 
Donors, Sunday, October 27, 9:45–10:45 am

(327) Graphic Medicine at Work: Research Outcomes When the 
Intervention Is a Comic, Saturday, October 26,  
11:45 am–12:45 pm

(207) Attitudes About Regulating Consumer Genetic Testing 
Services: Views from Users, Friday, October 25, 8–9 am

(329) Ethical Communication for Decision Making About Chronically 
Ill Children: The ’Parent’s Perspective, Saturday, October 26, 
2–3 pm

(212) Stewardship as Courage: Empirical, Policy, and Normative 
Dimensions, Friday, October 25, 10:30–11:30 am

(201) The Moral Maze of Making Treatment Decisions for 
Incapacitated Patients, Friday, October 25, 8–9 am

(210) The Frequency and Cost of Futile Treatment in Critical Care, 
Friday, October 25, 10:30–11:30 am

(008) Writing Winning Aims for Bioethics Research: A Hands-On 
Experience, Thursday, October 24, 8 am–Noon

(302) Factors Associated with Hospital Implementation of Physician 
Orders for Life-Sustaining Treatment in California, Saturday, 
October 26, 8–9 am

(311) Coordinating the Future in the ICU: Obstacles to Patient and 
Family Preparedness, Saturday, October 26, 10:30–11:30 am

(346) Factors Related to Ethics Consultation Volume and Related 
Attitudes at U .S . Children’s Hospitals, Saturday, October 26, 
4:30–5:30 pm

(346) Values, Quality, and Evaluation in Ethics Consultation, Saturday, 
October 26, 4:30–5:30 pm

(350) Healthcare ’Providers’ Experiences Supporting Culturally 
Diverse Patients and Families Through Complex Healthcare 
Decisions, Saturday, October 26, 4:30–5:30 pm

(410) Helping the Invisible Children: Family Strategies to Overcome 
Sibling Distress During a Pediatric Allogeneic Hematopoietic 
Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am
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(354) What it Takes: Stem Cell Scientists’ Advice to the Next 
Generation, Saturday, October 26, 4:30–5:30 pm

(202) Nurses’ Communicative Work Regarding the Distribution 
of Responsibility for Death in Intensive Care Units, Friday, 
October 25, 8–9 am

(330) Elucidating the Ethical Implications of Extracorporeal 
Membrane Oxygenation (ECMO) in the Management of the 
Acutely Ill in Critical Care Medicine, Saturday, October 26,  
2–3 pm

(334) A Seat at the Table or a Voice in the Void: A Pilot Study of the 
Factors that Shape Community ’Member’s Role on Research 
Review Boards, Saturday, October 26, 2–3

(316) The Cost of Innovation in Noninvasive Prenatal Testing: Ethical 
and Practical Implications for Stakeholders, Saturday,  
October 26, 10:30–11:30 am

(207) A Quantitative Study of Perspectives on Genetic Incidental 
Findings, Friday, October 25, 8–9 am

(317) Best Practices for Managing Faculty-Industry Consulting 
Relationships in Medical Schools: Results of a Delphi Study, 
Saturday, October 26, 10:30–11:30 am

(202) “[We] Have High IQs but Low EQs”: Healthcare Providers’ 
Perceptions of Their Own Communication Barriers Regarding 
End-of-Life Issues, Friday, October 25, 8–9 am

(405) Moral Courage and Residents’ Likelihood of Speaking Up 
About Threats to Patient Safety, Sunday, October 27,  
8:30–9:30 am

(306) Mother Protection, Child Survival: African American Mothers’ 
Narratives of Motherhood, Blame, and Children’s Behavioral 
and Emotional Problems, Saturday, October 26, 8–9 am

Environmental Ethics
(303) Climate Change: A Neglected Topic in Bioethics, Saturday, 

October 26, 8–9 am

Health Policy
(338) The Role of the New York State Task Force on Life and 

the Law in Shaping Public Policy: Lessons Learned and 
Recommendations for Action Beyond New York State, 
Saturday, October 26, 3:15–4:15 pm

(418) Too Young to Be a Good Samaritan? Setting Age Restrictions 
for Nondirected Kidney Donors, Sunday, October 27,  
11 am–Noon

(408) Preimplantation Genetic Diagnosis: Why Canadians Should 
Care About National Oversight, Sunday, October 27,  
8:30–9:30 am

(311) Perinatal Hospice: Beyond Pro-Life and Pro-Choice, Saturday, 
October 26, 10:30–11:30 am

(233) Does the Affordable Care Act 80/20 Rule Matter? The Health 
Insurance Marketplace, Direct-to-Consumer Advertising, and 
Ethics, Friday, October 25, 2:45–3:45 pm

(233) The ACA Exemption of Health Care Sharing Ministries, Friday, 
October 25, 2:45–3:45 pm

(227) Business Ethics’ Contribution to Bioethics: The Case of the 
Pharmaceutical Industry, Friday, October 25, 1–2:30 pm

(229) Obesity Policy, Legitimacy, and Public Engagement, Friday, 
October 25, 1–2:30 pm

(427) Ethical Considerations, Policy Options, and the Oversight of 
Gamete Donation, Sunday, October 27, 11–Noon

(227) Federal Funds for Syringe Exchange Programs: A Necessary 
Component Toward Achieving an AIDS-Free Generation, 
Friday, October 25, 1–2:30 pm

(349) The Dark Side of the Spoon: Increases in Funding for Addiction 
Treatment, Saturday, October 26, 4:30–5:30 pm

History
(345) From Unification, Registration: The Genesis of Research 

Subject Registries, Saturday, October 26, 3:15–4:15 pm

(335) Henry K . Beecher and Moral Courage: Aging, Activism, and 
Bioethics, Saturday, October 26, 2–3 pm

(227) Land-Grant Ideology, the Wisconsin Idea, and the Foundations 
of Van Rensselaer Potter’s Bioethics, Friday, October 25,  
1–2:30 pm

(345) “Something of an Adventure”: Postwar NIH Research Ethos 
and the Guatemala STD Experiments, Saturday, October 26, 
3:15–4:15 pm

(315) Abortion in New York City Before Roe v. Wade: Lessons from 
the Archives, Saturday, October 26, 10:30–11:30 am

(345) Workplace Hypersusceptibility Screening in the 1970s and 
Discrimination Based on “Genetic Makeup”, Saturday, October 
26, 3:15–4:15 pm

Interdisciplinary
(313) Bucking Tradition: Questioning Barriers to Research on 

Controlled Drugs, Saturday, October 26, 10:30–11:30 am

(354) Governing the Predemented: Genetic Testing for Alzheimer’s 
Disease in Germany, the United Kingdom, and the United 
States, Saturday, October 26, 4:30–5:30 pm

(333) Strong of Spirit, Weak of Will: An Alternate Account of 
Conscience Claims, Saturday, October 26, 2–3 pm

(351) Photography as Narrative, Saturday, October 26, 4:30–5:30 pm

(315) Letting Posttraumatic Narratives Breathe: Resonant 
Reiteration, Rereading, and Resilience, Saturday, October 26, 
10:30–11:30 am

(225) How to Get Fired in Bioethics: A User’s Guide to Success, 
Friday, October 25, 1–2:30 pm

(209) A Capability Approach to Menstrual Management and 
Education, Friday, October 25, 10:30–11:30 am

(317) The “Making Up” of Biological Citizens: Ethics, Medicalization, 
and Home Rapid HIV Testing, Saturday, October 26,  
10:30–11:30 am
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(335) “But the Internet Said  .  .  .”: How Information Is Sent and 
Received in One Neonatal Intensive Care Unit, Saturday, 
October 26, 2–3 pm

(326) A Child’s Right to an Open Future in the 21st Century, Saturday, 
October 26, 11:45 am–12:45 pm

(203) Courage, Innovation, and Advance Directives for Persons 
Experiencing Homelessness: A New Model for Interdisciplinary 
Collaboration, Friday, October 25, 8–9 am

(352) Am I (Still) a Human Research Subject? Evolution of Moral and 
Legal Thought on the Rights of Participants in Novel Forms of 
Research, Saturday, October 26, 4:30–5:30 pm

(314) Has Bioethics Undermined Medical Ethics? Saturday, October 
26, 10:30–11:30 am

(336) Novel Networks: Bioethics and Online Social Media, Saturday, 
October 26, 2–3 pm

(006) The Moral Reasoning Course in the 21st Century: Neuroethical 
Deconstructions, Thursday, October 24, 8 am–Noon

(307) Psychological Pain: Metaphor or Reality? Saturday, October 26, 
8–9 am

(417) Decision Aids in Bioethics: Innovations in Patient-Centered 
Care, Sunday, October 27, 11 am–Noon

(302) Layers of Truth: How a Longitudinal End-of-Life Study in 
Switzerland Triggered a Media Project for Society’”s Most 
Vulnerable Groups . A Multimedia Presentation, Saturday, 
October 26, 8–9 am

(320) Exploring the Shifting Moral Landscape as NBS Evolves into 
NBSeq: The Paradoxes in Pandora’s Box Portrayed Through a 
Vignette-Play, Saturday, October 26, 11:45 am–12:45 pm

(421) Why Doctors Listen When this Sick Girl Speaks: How the 
Text of a Cystic Fibrosis Patient Performs Narrative Repair on 
Medicine’s Cultural Myths of Dying, Sunday, October 27,  
11 am–Noon

(339) Public and Private Mental Health Benefit Disparities After the 
Affordable Care Act, Saturday, October 26, 3:15–4:15 pm

(307) The Social Thinking Curriculum for Children with Autism: Does 
It Stifle Principled Thinking and Moral Courage? Saturday, 
October 26, 8–9 am

(425) Moral Distress Across the Healthcare Professions, Sunday, 
October 27, 11 am–Noon

(113) Moral Agency: Institutions, Physicians, and Patients, Thursday, 
October 24, 2:45–3:45 pm

(347) Hand Feeding: Moral Obligation or Elective Intervention, 
Saturday, October 26, 4:30–5:30 pm

(423) Research with Human Subjects with Mental and Cognitive 
Disabilities: Shifting Paradigms in the Discourse on Moral 
Agents and Human Rights, Sunday, October 27, 11 am–Noon

(424) Brain Death, Autonomy, and Informed Consent: Disability 
Studies Perspectives, Sunday, October 27, 11 am–Noon

(232) Improving Care Near the End of Life: Why It’s Still So Difficult, 
Friday, October 25, 2:45–3:45 pm

(308) Naming and Framing in Commercial Genetic Testing, Saturday, 
October 26, 8–9 am

(216) 3D Tug-of-War: Neuroimaging, Policy, and the Minimally 
Conscious State, Friday, October 25, 10:30–11:30 am

(418) Presumed Consent Laws Are Not the Answer to Increasing 
Organ Donation: How Can We Find Out What Is? Sunday, 
October 27, 11 am–Noon

(204) Holocaust Survivors’ Stories: Contextualizing the Dilemma of 
Nazi Data Use, Friday, October 25, 8–9 am

(324) Postprivacy and Progress: Emerging Legal and Ethical Issues in 
Whole Genome Sequencing, Saturday, October 26,  
11:45 am–12:45 pm

(344) Medicine: Machine or Human Profession? The Effects of 
Technique on the Practice of Medicine and a Few Modest 
Proposals for Their Amelioration, Saturday, October 26,  
3:15 pm–4:15 pm

Law
(203) The Undocumented Unwell: International and Comparative 

Legal and Ethical Perspectives, Friday, October 25, 8–9 am

(227) The Internet Revolution and the Necessary Evolution of 
Informed Consent, Friday, October 25, 1–2:30 pm

(103) The Status of Prenatal Humans in Law, Ethics, and Health Care: 
Person? Patient? Nothing? Thursday, October 24, 1–2:30 pm

(201) Reasonable Medical Certainty: Courting Trouble, Friday, 
October 25, 8–9 am

(215) Reconceptualizing Research Risks and Benefits in an Era of 
Racially Stratified Research, Friday, October 25, 10:30–11:30 am

(402) The End of End-of-Life Law, Sunday, October 27, 8:30–9:30 am

(321) Legal Update 2013: Top 10 Legal Developments in Bioethics, 
Saturday, October 26, 11:45 am–12:45 pm

Organizational Ethics
(420) (Not) Cutting the Baby in Half: How Dignity Health Preserved 

a Moral Tradition When It Lost Its Catholic Name, Sunday, 
October 27, 11 am–Noon

(302) What Doesn’t Kill You Will Make You Stronger: A Story of 
Do-Not-Resuscitate(DNR) Quality Improvement, Saturday, 
October 26, 8–9 am

(230) Ethics in Extremis: The Case of Correctional Health Services, 
Friday, October 25, 1–2:30 pm

(420) Organizational Ethics and Organizationally Mandated 
Intragroup Referrals, Sunday, October 27, 11 am–Noon

(422) Moral Distress and the Healthcare Organization, Sunday, 
October 27, 11 am–Noon

(412) From the Bedside to the Administrator’s Office: Moral Courage 
in Health Care, Sunday, October 27, 9:45–10:45 am

(420) Communication of Medical Error: Lowering the Price of Moral 
Courage, Sunday, October 27, 11 am–Noon

(330) Military Physicians in Combat: Should There Be a War-Time 
Hippocratic Oath? Saturday, October 26, 2–3 pm

(205) Bioethics Capacity Building in a Corporate Setting: One 
Pharmaceutical Company’s Experience, Friday, October 25, 
8–9 am
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Philosophy
(301) Relational Autonomy: From Critique to Action, Saturday, 

October 26, 8–9 am

(236) Why (Re-)Categorizing Mental Disorder Is an Ethical Activity, 
Friday, October 25, 2:45–3:45 pm

(204) Do We Have a New Moral Duty for You? Reprogenetics and 
Parental Moral Obligations, Friday, October 25, 8–9 am

(323) Human Rights and Human Nature, Saturday, October 26, 11:45 
am–12:45 pm

(332) Innovating Political Philosophy in Bioethics, Saturday, October 
26, 2–3 pm

(115) The Devil’s in the Detailing: The Ethics of Physician Interactions 
with Pharmaceutical Representatives, Thursday, October 24, 
2:45–3:45 pm

(316) Bend It Like Beckham! The Ethics of Genetically Testing 
Children for Athletic Potential, Saturday, October 26, 10:30–
11:30 am

(236) Moral Neutrality and Moral Progress: Are They Compatible? 
Friday, October 25, 2:45–3:45 pm

(413) Parsimonious Care: Penurious Promises or Just Prudence? 
Sunday, October 27, 9:45–10:45 am

(339) Questioning the Principle of the Least Restrictive Alternative in 
Public Health, Saturday, October 26, 3:15–4:15 pm

(413) Concentrated Risk, Coventry Blitz, Chamberlain’s Cancer, 
Sunday, October 27, 9:45–10:45 am

(419) Lying in the Face of Death: How Reflections Upon the Clinical 
Setting Suggest a Kantian Defense of Self-Deception, Sunday, 
October 27, 11 am–Noon

(226) Medical Researchers’ Ancillary-Care Obligations: Working 
Out a Philosophical Account that Is Empirically Informed and 
Practically Useful, Friday, October 25, 1–2:30 pm

(111) Nudging Toward Health? Thursday, October 24, 2:45–3:45 pm

(236) Unnecessary Roughness: Ethical Considerations in Sport-
Related Neurotrauma, Sports Participation, and Consent, 
Friday, October 25, 2:45–3:45 pm

(323) Ethical Challenges to Global Commercial Surrogacy: 
Exploitation, Commodification, Occidentalization, Saturday, 
October 26, 11:45 am–12:45 pm

(349) Do Adult Children Have Moral Obligations to Care for Their 
Elderly Parents? Saturday, October 26, 4:30–5:30 pm

(346) Why Bioethics Needs a Disability Moral Psychology and 
Epistemology’, Saturday, October 26, 4:30–5:30 pm

(339) The Real-World Case for the ACA and Guaranteed Access to 
Health Insurance, Saturday, October 26, 3:15–4:15 pm

(224) Interests and Uncertainty in Medical Judgment, Friday, 
October 25, 1–2:30 pm

(231) Thinking Through the Ethics of Pregnancy Reductions, Friday, 
October 25, 2:45–3:45 pm

(111) Adoption, Obligation, and the Demands of Morality, Thursday, 
October 24, 2:45–3:45 pm

(402) Two Approaches to Assessing How Bad It Is to Die, Sunday, 
October 27, 8:30–9:30 am

(111) Collectivizing Rescue Obligations in Bioethics, Thursday, 
October 24, 2:45–3:45 pm

(303) Gun Control, Ethics, and Public Health, Saturday, October 26, 
8–9 am

Public Health
(211) Thinking About Infectious Disease Pandemics Beyond 

Influenza: Ethical Challenges in Addressing the Emerging 
Threat of Tuberculosis, Friday, October 25, 10:30–11:30 am

(411) Health Equity in Praxis: Ethics, Practice, and Policy 
Implications, Sunday, October 27, 9:45–10:45 am

(312) Contagion and the Limits of Irony: Resistance, Autonomy, and 
Global Public Health, Saturday, October 26, 10:30–11:30 am

(211) Names and Norms: Noninfectious Disease Vaccines and the 
Ethics of Classification in Public Health, Friday, October 25, 
10:30–11:30 am

(311) Solidarity and Mortality—Civic Palliative Care, Saturday, 
October 26, 10:30–11:30 am

(348) Health Disparities and Public Health Ethics at the Centers for 
Disease Control and Prevention, Saturday, October 26,  
4:30–5:30 pm

(353) Functional Magnetic Resonance Imaging Studies, Social 
Justice, and the Intensification of Pain Stigma, Saturday, 
October 26, 4:30–5:30 pm

(403) Accepting the Role of Advocacy in Bioethics: Fostering 
Effective Vaccination Against the Human Papillomavirus, 
Sunday, October 27, 8:30–9:30 am

Religious Studies
(223) Integrating Practical Judgment into Catholic Moral Thinking: 

It’s Not Just About the Rules, Friday, October 25, 1–2:30 pm

(230) Addressing the Problem of Preterm Births with a Preferential 
Option for the Poor, Friday, October 25, 1–2:30 pm

(115) The Moral Courage of Paracelsus: Medical, Religious, and Social 
Reform, Thursday, October 24, 2:45–3:45 pm

(305) Secularizing the Sacred Story: Why Research on Chaplaincy Is 
Difficult, Saturday, October 26, 8–9 am

(342) An Ethics Survey of Religious Beliefs and Reproductive 
Counseling Practices of Clergy, Saturday, October 26,  
3:15–4:15 pm

(307) Innovation in Catholic Ethics: Developing Moral Theology for 
Advancements in Neuroscience, Saturday, October 26, 8–9 am

(101) Inculcating Virtues and Remaining Faithful to the Law: 
Examining Efforts to Promote Organ Donation Among 
Muslims Through an Islamic Bioethical Lens, Thursday,  
October 24, 1–2:30 pm

(115) Recovering Osteopathic Spirituality for the Future of a Holistic 
Bioethics, Thursday, October 24, 2:45–3:45 pm

(301) Among All Physicians, Is There a Physician? Irony and the 
Practice of Medicine, Saturday, October 26, 8–9 am
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Research Ethics
(105) Delivering Research Ethics Education: Strategies for Training 

Community Research Partners, Thursday, October 24,  
1–2:30 pm

(414) Moral Innovation in a Changing World: Ethically Researching 
Medical Countermeasures with Children, Sunday, October 27, 
9:45–10:45 am

(303) Ethical Issues Surrounding the Use of Social Media Platforms in 
Disease Surveillance and Epidemiological Research, Saturday, 
October 26, 8–9 am

(334) Pay-to-Participate Research: A Worthwhile Innovation? 
Saturday, October 26, 2–3 pm

(237) Community Consultation for Research in Emergency Settings: 
An Innovative Strategy for a Challenging Situation or a Source 
of Unnecessary Confusion and Work? Friday, October 25, 
2:45–3:45 pm

(352) Exploiting Altruism in Human Subjects Research, Saturday, 
October 26, 4:30–5:30 pm

(354) Policy Uncertainty, Ethical Considerations, and the Funding of 
Stem Cell Science, Saturday, October 26, 4:30–5:30 pm

(423) Does Gay Equality Eliminate Vulnerability? Ethics and LGBT 
Persons as Research Subjects, Sunday, October 27, 11 am–Noon

(344) Genomic Information in the Electronic Medical Record: Public 
Hopes, Concerns, and Expectations, Saturday, October 26, 
3:15–4:15 pm

 (215) IRBs in Existential Crisis: Proposals for Evaluating the Efficacy 
of IRB Oversight, Friday, October 25, 10:30–11:30 am

(349) Hepatitis E Vaccine Clinical Trial in Nepal: Exploitation of 
Vulnerable Populations and Other Ethics Concerns, Saturday, 
October 26, 4:30–5:30 pm

(423) Open Scholarly Communications and International 
Cooperation: Equity in Bioethics Publishing, Sunday, October 
27, 11 am–Noon

(215) Student-Led Research Review Panel: An Alternative to IRB 
Review of Medical Student Projects, Friday, October 25, 10:30–
11:30 am

(344) Subversive Subjects: Rule-Breaking and Deception in Clinical 
Trials, Saturday, October 26, 3:15–4:15 pm

(334) Not Just Another Lab Rat: Using Clinical Trial Diaries to 
Understand Research Ethics for Serial Healthy Volunteers in 
Phase I Studies, Saturday, October 26, 2–3 pm

(352) Randomized Clinical Trials in Maternal-Fetal Surgery: Who Is 
the Patient and Why It Matters, Saturday, October 26,  
4:30–5:30 pm

(211) Privacy and the Regulation of Research in Academic and 
Corporate Settings, Friday, October 25, 10:30–11:30 am

(207) Translating Whole Genome Sequencing into the Clinical: 
Ethical, Legal, Policy, and Social Considerations for Institutional 
Leaders, Friday, October 25, 8–9 am

(318) Public/Scientist Partnerships in the Production of Biomedical 
Knowledge: Advocates, Enablers, and Gamers, Saturday, 
October 26, 10:30–11:30 am

Social Science
(342) Physician Religious Beliefs and Communication in Pediatric 

End-of-Life Care, Saturday, October 26, 3:15–4:15 pm

(353) Lost in Translation: The Need for Cross-Disciplinary Exchange 
in Research on Autism, Saturday, October 26, 4:30–5:30 pm

(231) Autonomy’s Child: Exploring the Warp and Woof of Shared 
Decision-Making, Friday, October 25, 2:45–3:45 pm

(350) “Getting Burned” Stories: Conflict, Catastrophizing, and 
Clinician Discomfort in Pain Management, Saturday,  
October 26, 4:30–5:30 pm

Theme
(114) Disabled Bioethics: Ability, Disability, and Difference, Thursday, 

October 24, 2:45–3:45 pm

(402) Jewish Medical Ethics and Brain Death: Courageous Innovation 
of Tradition, Sunday, October 27, 8:30–9:30 am

(319) Is “Traditional” Inpatient Bioethics Suited to the New 
Outpatient Healthcare Context? Saturday, October 26, 11:45 
am–12:45 pm

(213) Must We Be Courageous? Friday, October 25, 10:30–11:30 am

(407) Moral Enhancement or How to Get Rid of Morality, Sunday, 
October 27, 8:30–9:30 am

(407) Confusions of Moral Enhancement, Sunday, October 27,  
8:30–9:30 am

Visual Arts/Poetry
(112) Poetic License: Reflections on Inspiration, Permission, Process 

and Ownership, Thursday, October 24, 2:45–3:45 pm
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Adamson, Peter C ., MD (214) Childhood Cancer and Chemotherapy Shortages: Ethical Challenges and Tragic Choices, 
Friday, October 25, 10:30–11:30 am

Agarwal, Ashwin, BS (316) The Cost of Innovation in Noninvasive Prenatal Testing: Ethical and Practical Implications 
for Stakeholders, Saturday, October 26, 10:30–11:30 am

Akers, Aletha, MD MPH (411) Health Equity in Praxis: Ethics, Practice, and Policy Implications, Sunday, October 27,  
9:45–10:45 am

Alberta, Hillary, MSPP (427) Ethical Considerations, Policy Options, and the Oversight of Gamete Donation, Sunday, 
October 27, 11 am–Noon

Allan, Elizabeth A ., BA (209) A Capability Approach to Menstrual Management and Education, Friday, October 25, 
10:30–11:30 am

Allyse, Megan A ., PhD (238) The Same, but Different: Attitudes and Experiences of Noninvasive Prenatal Testing—
Patient, the Provider, and the Public, Friday, October 25, 2:45–3:45 pm

Andereck, William S ., MD (412) From the Bedside to the Administrator’s Office: Moral Courage in Health Care, Sunday, 
October 27, 9:45–10:45 am

Anderson, Anne H ., MD (335) “But the Internet Said  .  .  .”: How Information Is Sent and Received in One Neonatal 
Intensive Care Unit, Saturday, October 26, 2–3 pm

Anderson, Emily, PhD MPH (105) Delivering Research Ethics Education: Strategies for Training Community Research 
Partners, Thursday, October 24, 1–2:30 pm

Andreae, Michael, MD (313) Bucking Tradition: Questioning Barriers to Research on Controlled Drugs, Saturday, 
October 26, 10:30–11:30 am

Arras, John D ., PhD (213) Must We Be Courageous? Friday, October 25, 10:30 am–11:30 am

Asch Adrienne, PhD (338) The Role of the New York State Task Force on Life and the Law in Shaping Public Policy: 
Lessons Learned and Recommendations for Action Beyond New York State, Saturday,  
October 26, 3:15–4:15 pm

 (232) Improving Care Near the End of Life: Why It’s Still So Difficult, Friday, October 25,  
2:45–3:45 pm

Aultman, Julie, PhD (204) Holocaust Survivors’ Stories: Contextualizing the Dilemma of Nazi Data Use, Friday, 
October 25, 8–9 am

Axtell, Guy, PhD (500) Expanding the Moral Circle: The Bioethical Wisdom of the Chinese “Great Learning,” 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Baker, Sarah E ., BA (501) Making Meaning of Empathy: A Qualitative Study of Students’ Understandings of 
Empathy in Medical Practice, Thursday, October 24, 10 am–Friday, October 25, 10 am

 (426) Cultivating Empathy: A Component of Professional Identity Formation, Sunday, October 
27, 8:30–9:30 am

Baker, Maria J ., PhD MS (556) Lies, Damned Lies, and Medical Care, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Balboni, Tracy A ., MD MPH (502) Is Spiritual Care from Nurses and Physicians Appropriate at the End of Life? Predictors 
for Attitudes of Appropriateness Among Patients, Nurses, and Physicians, Thursday, October 
24, 10 am–Friday, October 25, 10 am

Balboni, Michael J ., PhD (502) Is Spiritual Care from Nurses and Physicians Appropriate at the End of Life? Predictors 
for Attitudes of Appropriateness Among Patients, Nurses, and Physicians, Thursday, October 
24, 10 am–Friday, October 25, 10 am

Ballan, Michelle S ., PhD (230) Transplant Issues for Intellectually Disabled Individuals in the United States After Amelia 
Rivera: Implications for Bioethicists and Transplant Social Workers, Friday, October 25, 1–2:30 pm

Banda, Jonathan P ., BA/BS (317) The “Making Up” of Biological Citizens: Ethics, Medicalization, and Home Rapid HIV 
Testing, Saturday, October 26, 10:30–11:30 am

Banja, John D ., PhD (006) The Moral Reasoning Course in the 21st Century: Neuroethical Deconstructions, 
Thursday, October 24, 8 am–Noon

Bard, Jennifer S ., JD MPH (418) Presumed Consent Laws Are Not the Answer to Increasing Organ Donation: How Can We 
Find Out What Is? Sunday, October 27, 11 am–Noon
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Barina, Rachelle, MTS (319) Is “Traditional” Inpatient Bioethics Suited to the New Outpatient Healthcare Context? 
Saturday, October 26, 11:45 am–12:45 pm

 (314) Has Bioethics Undermined Medical Ethics? Saturday, October 26, 10:30–11:30 am

Barnet, Robert, MD MA (347) Hand Feeding: Moral Obligation or Elective Intervention, Saturday, October 26,  
4:30–5:30 pm

Barnhill, Anne, PhD (229) Obesity Policy, Legitimacy, and Public Engagement, Friday, October 25, 1–2:30 pm

Barrett, Tyler D ., BA (203) Shelter for Good? Examining the Ethical Issues of Housing-First Approaches for 
Homeless Substance Abusers, Friday, October 25, 8–9 am

Barrett, Drue H ., PhD (348) Health Disparities and Public Health Ethics at the Centers for Disease Control and 
Prevention, Saturday, October 26, 4:30–5:30 pm

Bartlett, Virginia L ., PhD (409) Letters to a Young Bioethicist: Practice Beyond the Seminar (or, How to Get Started, 
With or Without a Degree in “Bioethics”), Sunday, October 27, 9:45–10:45 am

 (110) Advance Directives, Exerting Control, and Other Myths About Endings, Thursday, October 
24, 2:45–3:45 pm

Baruch, Jay, MD (112) Poetic License: Reflections on Inspiration, Permission, Process, and Ownership, Thursday, 
October 24, 2:45–3:45 pm

Bateman, Lori B ., MA (342) Physician Religious Beliefs and Communication in Pediatric End-of-Life Care, Saturday, 
October 26, 3:15–4:15 pm

Bateman-House, Alison, MA MPH (345) From Unification, Registration: The Genesis of Research Subject Registries, Saturday, 
October 26, 3:15–4:15 pm

Batten, Jason, MA (231) The Craft of Clinical Ethics: Practical Ethics Applied to the Clinical Setting, Friday, October 
25, 2:45–3:45 pm

Bayley, Carol, PhD (420) (Not) Cutting the Baby in Half: How Dignity Health Preserved a Moral Tradition When It 
Lost Its Catholic Name, Sunday, October 27, 11 am–Noon

Bélisle Pipon, Jean-Christophe (227) Business Ethics’ Contribution to Bioethics: The Case of the Pharmaceutical Industry, 
Friday, October 25, 1–2:30 pm

Beauchamp, Tom L ., PhD (205) Bioethics Capacity Building in a Corporate Setting: One Pharmaceutical Company’s 
Experience, Friday, October 25, 8–9 am

Beauregard, Lou-Anne, MD (413) Guidelines, Beneficence, and Social Justice, Sunday, October 27, 9:45–10:45 am

Bednarczyk, Robert A ., PhD (403) Accepting the Role of Advocacy in Bioethics: Fostering Effective Vaccination Against the 
Human Papillomavirus, Sunday, October 27, 8:30–9:30 am

Bell, Emily, PhD (329) At the Boundaries of Proven and Unproven Therapies: Considering Ethics, Evidence, and 
Uncertainty in Pediatric Medical Decision Making, Saturday, October 26, 2–3 pm

Bell, Sigall K ., MD (405) Moral Courage and Residents’ Likelihood of Speaking Up About Threats to Patient 
Safety, Sunday, October 27, 8:30–9:30 am

Belling, Catherine, PhD (315) Medicalized Torture, Tortuous Medicine: Structural Parallels in Popular Culture, Saturday, 
October 26, 10:30–11:30 am

 (327) Graphic Medicine at Work: Research Outcomes When the Intervention Is a Comic, 
Saturday, October 26, 11:45 am–12:45 pm

Berg, Jessica, JD MPH (227) The Internet Revolution and the Necessary Evolution of Informed Consent, Friday, 
October 25, 1–2:30 pm

Berger, Jeffrey T ., MD (213) Must We Be Courageous? Friday, October 25, 10:30–11:30 am

Bergman, Edward J ., JD (003) Introductory Skills Workshop in Mediation: Learning the Techniques of Facilitation and 
Conflict Resolution for Use in Clinical Ethics Consultations, Thursday, October 24, 8 am–Noon

Berkman, Benjamin E ., JD MPH (207) A Quantitative Study of Perspectives on Genetic Incidental Findings, Friday, October 25, 
8–9 am

Berlinger, Nancy, PhD (232) Improving Care Near the End of Life: Why It’s Still So Difficult, Friday, October 25,  
2:45–3:45 pm

Bia, Margaret, MD (410) Opting Out: Confidentiality and Alibis for Living Kidney Donors, Sunday, October 27, 
9:45–10:45 am
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Bibler, Trevor M ., MTS MA (503) The Numerous Ways Clinicians Discuss “the Miraculous” in Electronic Medical Records, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

 (342) Understanding Clinical Miracle-Language: A Taxonomy, Saturday, October 26, 3:15–4:15 pm

Biddle, Justin B ., PhD (224) Interests and Uncertainty in Medical Judgment, Friday, October 25, 1–2:30 pm

Biro, David E ., MD PhD (307) Psychological Pain: Metaphor or Reality? Saturday, October 26, 8–9 am

Bishop, Laura J ., PhD (347) Hand Feeding: Moral Obligation or Elective Intervention, Saturday, October 26,  
4:30–5:30 pm

Bishop, Jeffrey P ., MD PhD (319) Is “Traditional” Inpatient Bioethics Suited to the New Outpatient Health Care Context? 
Saturday, October 26, 11:45 am–12:45 pm

 (314) Has Bioethics Undermined Medical Ethics? Saturday, October 26, 10:30–11:30 am

Biss, Eula (312) Contagion and the Limits of Irony: Resistance, Autonomy, and Global Public Health, 
Saturday, October 26, 10:30–11:30 am

Biss, Mavis L . (312) Contagion and the Limits of Irony: Resistance, Autonomy, and Global Public Health, 
Saturday, October 26, 10:30–11:30 am

Black, Betty S ., PhD (504) The Critical Role of Study Partners for Persons with Dementia Who Participate in 
Research, Thursday, October 24, 10 am–Friday, October 25, 10 am

Blackman, Amy (514) Videoconferencing in the NICU to Support Provider-Parent Relationships: A Pilot Study, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Blanck, Heidi M ., PhD MS (229) Obesity Policy, Legitimacy, and Public Engagement, Friday, October 25, 1–2:30 pm

Bliss, Sally E ., MSB RN (310) Measuring Quality in Healthcare Ethics Consultation, Saturday, October 26, 10:30–11:30 am

Bliton, Mark J ., PhD (337) Nonbeneficial Treatment and Conflict Resolution: Building Consensus, Saturday,  
October 26, 3:15–4:15 pm

Bogdan-Lovis, Elizabeth A ., MA (231) Autonomy’s Child: Exploring the Warp and Woof of Shared Decision Making, Friday, 
October 25, 2:45–3:45 pm

Borgelt, Emily L ., MA (336) Novel Networks: Bioethics and Online Social Media, Saturday, October 26, 2–3 pm

 (354) What It Takes: Stem Cell Scientists’ Advice to the Next Generation, Saturday, October 26, 
4:30–5:30 pm

Bosslet, Gabriel, MD MA (538) Tele-Ethics in Rural Indiana, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Bowdin, Sarah, MSc BM (408) Whole Genome Sequencing in Pediatric Care: A Journey from Moral Tradition to Moral 
Inquiry to Moral Innovation, Sunday, October 27, 8:30–9:30 am

Braddock, Clarence H ., MD MPH (108) From Tradition to Innovation in the Moral Development of Health Professionals: Designing 
Educational Experiences that Cultivate a “Capacity for Wonder”,” Thursday, October 24,  
1–2:30 pm

Bradley, Linda D ., MD (416) Moral Courage in Women’s Health: Critical Decisions Regarding the Use of Innovative 
Medical Devices, Sunday, October 27, 9:45–10:45 am

Braswell, Harold (424) Brain Death, Autonomy, and Informed Consent: Disability Studies Perspectives, Sunday, 
October 27, 11 am–Noon

Brayman, Kenneth L ., MD PhD (418) Too Young to Be a Good Samaritan? Setting Age Restrictions for Nondirected Kidney 
Donors, Sunday, October 27, 11 am–Noon

Brehaut, Jamie, PhD (417) Decision Aids in Bioethics: Innovations in Patient-Centered Care, Sunday, October 27,  
11 am–Noon

Bressler RachelS, JD (324) Post-Privacy and Progress: Emerging Legal and Ethical Issues in Whole Genome 
Sequencing, Saturday, October 26, 11:45 am–12:45 pm

Brian, Jenny D ., PhD (505) Does the Practice of Surgical Innovation Require Innovation in Governance of Research? 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Brousseau, David, MD MS (215) Student-Led Research Review Panel: An Alternative to IRB Review of Medical Student 
Projects, Friday, October 25, 10:30–11:30 am

Brunnquell, Donald J ., PhD (343) Shortages and Hard Triage in Pediatrics: Moral Courage Required, Saturday, October 26, 
3:15 pm–4:15 pm
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Buckley, Brian, JD PhD MPhil (103) The Status of Prenatal Humans in Law, Ethics, and Health Care: Person? Patient? 
Nothing? Thursday, October 24, 1–2:30 pm

Bunnik-Sweijs, Eline M . (308) Naming and Framing in Commercial Genetic Testing, Saturday, October 26, 8–9 am

Burcher, Paul, MD PhD (506) The Case Against Cesarean Delivery on Maternal Request in Labor, Thursday, October 
24, 10 am–Friday, October 25, 10 am

Burda, Marianne L ., MD PhD (350) Exploring the Next Frontier: Clinical Ethics for the Physician’s Office, Saturday,  
October 26, 4:30–5:30 pm

Burns, Katrina N . (330) Military Physicians in Combat: Should There Be a War-Time Hippocratic Oath? Saturday, 
October 26, 2–3 pm

Bush, Lynn W ., PhD MS MA (320) Exploring the Shifting Moral Landscape as NBS Evolves into NBSeq: The Paradoxes in 
Pandora’s Box Portrayed Through a Vignette-Play, Saturday, October 26, 11:45 am–12:45 pm

Cahn, Naomi, JD (427) Ethical Considerations, Policy Options, and the Oversight of Gamete Donation, Sunday, 
October 27, 11 am–Noon

Campbell, Amy T ., JD MBE (321) Legal Update 2013: Top 10 Legal Developments in Bioethics, Saturday, October 26,   
11:45 am–12:45 pm

Campo-Engelstein, Lisa, PhD (506) The Case Against Cesarean Delivery on Maternal Request in Labor, Thursday, October 
24, 10 am–Friday, October 25, 10 am

Canary, Heather E ., PhD (512) Can Researchers Learn About Social Responsibility Online? Assessment Results, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Capron, Alexander M ., LLB (226) Medical Researchers’ Ancillary-Care Obligations: Working Out a Philosophical Account 
that Is Empirically Informed and Practically Useful, Friday, October 25, 1–2:30 pm

Carrozzo, Christian, MA (422) Advancing Moral Courage: Embedding the Concept Through Recognition, Sunday, 
October 27, 11 am–Noon

Carse, Alisa L ., PhD (107) Transforming Moral Distress: Contemplative Practice as a Practical Path to Moral Courage 
and Resilience, Thursday, October 24, 1–2:30 pm

Carson, Heather N ., JD (507) Using Technology in Obtaining Informed Consent, Thursday, October 24, 10 am–Friday, 
October 25, 10 am

Carter, George M . (313) Bucking Tradition: Questioning Barriers to Research on Controlled Drugs, Saturday, 
October 26, 10:30–11:30 am

Case, Gretchen A ., PhD MA (340) What’s in a Name? The Past, Present, and Future of Medical Humanities, Saturday, 
October 26, 3:15–4:15 pm

Cassell, Cynthia, PhD (348) Health Disparities and Public Health Ethics at the Centers for Disease Control and 
Prevention, Saturday, October 26, 4:30–5:30 pm

Chandrasekharan, Subhashini, PhD (316) The Cost of Innovation in Noninvasive Prenatal Testing: Ethical and Practical Implications 
for Stakeholders, Saturday, October 26, 10:30–11:30 am

Charland, Louis (006) The Moral Reasoning Course in the 21st Century: Neuroethical Deconstructions, 
Thursday, October 24, 8 am–Noon

Chen, Clara A . (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Chen, Yen-Yuan, MD PhD MPH (508) Two Different Protocols of Do-Not-Resuscitate Orders: Incidence, Implications, and 
Outcomes, Thursday, October 24, 10 am–Friday, October 25, 10 am

Childerhose, Janet E ., PhD (345) Workplace Hypersusceptibility Screening in the 1970s and Discrimination Based on 
“Genetic Makeup,” Saturday, October 26, 3:15–4:15 pm

Childress, Andrew M ., PhD MA (421) Reforming Research Ethics Education Through an Innovative Medical Humanities 
Curriculum, Sunday, October 27, 11 am–Noon

 (341) Innovation Through Tradition: Rediscovering the “Humanist” in the “Medical Humanities,” 
Saturday, October 26, 3:15–4:15 pm

Cho, Mildred, PhD (353) Lost in Translation: The Need for Cross-Disciplinary Exchange in Research on Autism, 
Saturday, October 26, 4:30–5:30 pm

 318) Public/Scientist Partnerships in the Production of Biomedical Knowledge: Advocates, 
Enablers, and Gamers, Saturday, October 26, 10:30–11:30 am
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Chung, Corinna (107) Transforming Moral Distress: Contemplative Practice as a Practical Path to Moral Courage 
and Resilience, Thursday, October 24, 1–2:30 pm

Clair, Jeffrey Michael (342) Physician Religious Beliefs and Communication in Pediatric End-of-Life Care, Saturday, 
October 26, 3:15–4:15 pm

Clark, Mark A . (426) Cultivating Empathy: A Component of Professional Identity Formation, Sunday,  
October 27, 8:30–9:30 am

 (315) Letting Posttraumatic Narratives Breathe: Resonant Reiteration, Rereading, and 
Resilience, Saturday, October 26, 10:30–11:30 am

Clift, Kristin E ., MA (509) Glimpses of Eternity: Sampled Religious Understandings of Disability, Genetic Testing, 
and Reproductive Choice in New Zealand, Thursday, October 24, 10 am–Friday, October 25, 10 
am

Cohn, Felicia, PhD (228) Difference, Representation, and Inclusion in Bioethics and Humanities, Friday, October 25, 
1–2:30 pm

Coleman, Joyce (507) Moral Distress in Pediatric Healthcare Providers, Thursday, October 24, 10 am–Friday, 
October 25, 10 am

Cook, Wendy A ., MSN RN (349) Hepatitis E Vaccine Clinical Trial in Nepal: Exploitation of Vulnerable Populations and 
Other Ethics Concerns, Saturday, October 26, 4:30–5:30 pm

Cooper, Scott (531) What Do Patients Really Want from Deep Brain Stimulation? An Empirical Examination of 
Patients’ Values and Goals, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Crawley, LaVera, MD MPH (004) Building Bridges: End-of-Life Care Through a Cultural Lens, Thursday, October 24, 8 am–
Noon

Crowley-Matoka, Megan, PhD (350) “Getting Burned” Stories: Conflict, Catastrophizing, and Clinician Discomfort in Pain 
Management, Saturday, October 26, 4:30–5:30 pm

 (113) Moral Agency: Institutions, Physicians, and Patients, Thursday, October 24, 2:45–3:45 pm

Curlin, Farr A ., MD (319) Is “Traditional” Inpatient Bioethics Suited to the New Outpatient Health Care Context? 
Saturday, October 26, 11:45 am–12:45 pm

 (301) Among All Physicians, Is There a Physician? Irony and the Practice of Medicine, Saturday, 
October 26, 8–9 am

Curnutte, Maggie A ., PhD (354) Governing the Predemented: Genetic Testing for Alzheimer’s Disease in Germany, the 
United Kingdom, and the United States, Saturday, October 26, 4:30–5:30 pm

Czerwiec, MK, MA RN (327) Graphic Medicine at Work: Research Outcomes When the Intervention Is a Comic, 
Saturday, October 26, 11:45 am–12:45 pm

Darrow, Stephanie L ., BA (341) Innovation Through Tradition: Rediscovering the “Humanist” in the “Medical Humanities,” 
Saturday, October 26, 3:15–4:15 pm

Davidson, Lauren, MA (231) The Craft of Clinical Ethics: Practical Ethics Applied to the Clinical Setting, Friday,  
October 25, 2:45–3:45 pm

Davis, Dena S ., JD PhD (209) Moral Courage When the Courts Impinge on the Patient-Doctor Relationship, Friday, 
October 25, 10:30–11:30 am

 (326) A Child’s Right to an Open Future in the 21st Century, Saturday, October 26, 11:45 am–
12:45 pm

De Melo-Martin, Inmaculada, PhD (204) Do We Have a New Moral Duty for You? Reprogenetics and Parental Moral Obligations, 
Friday, October 25, 8–9 am

 (407) Moral Enhancement or How to Get Rid of Morality, Sunday, October 27, 8:30–9:30 am

DeBaets, Amy M ., PhD (115) Recovering Osteopathic Spirituality for the Future of a Holistic Bioethics, Thursday, 
October 24, 2:45–3:45 pm

DeCamp, Matthew, MD PhD (214) Childhood Cancer and Chemotherapy Shortages: Ethical Challenges and Tragic Choices, 
Friday, October 25, 10:30–11:30 am

DeGrazia, David, PhD (303) Gun Control, Ethics, and Public Health, Saturday, October 26, 8–9 am

 (414) Moral Innovation in a Changing World: Ethically Researching Medical Countermeasures 
with Children, Sunday, October 27, 9:45–10:45 am
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Delva, Valerie, MS (233) Does the Affordable Care Act 80/20 Rule Matter? The Health Insurance Marketplace, 
Direct to Consumer Advertising & Ethics, Friday, October 25, 2:45–3:45 pm

Depp, Timothy B ., BS (405) The Courage to Be Compassionate: Inviting Medical Students to Care ., Sunday, October 
27, 8:30–9:30 am

DeRenzo, Evan G ., PhD (422) Advancing Moral Courage: Embedding the Concept Through Recognition, Sunday, 
October 27, 11 am–Noon

Derse, Arthur, MD JD (321) Legal Update 2013: Top 10 Legal Developments in Bioethics, Saturday, October 26, 11:45 
am–12:45 pm

DeShazer, Mary, PhD (351) Photography as Narrative, Saturday, October 26, 4:30–5:30 pm

DeWitt, Paula M ., PhD (311) Coordinating the Future in the ICU: Obstacles to Patient and Family Preparedness, 
Saturday, October 26, 10:30–11:30 am

Dickert, Neal W ., MD PhD (237) Community Consultation for Research in Emergency Settings: An Innovative Strategy for 
a Challenging Situation or a Source of Unnecessary Confusion and Work? Friday, October 25, 
2:45 pm–3:45 pm

Diekema, Douglas S ., MD MPH (557) Solid Organ Transplantation in Children With Intellectual Disabilities, Friday, October 25, 
10 am–Saturday, October 26, 1:30 pm

Dixon, Margie D . (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Donovan, G . Kevin, MD MA (304) The Courage to Educate: Undocumented Medical Students, Saturday, October 26,  
8–9 am

Doobay, Chad R ., JD MPA (304) The Courage to Educate: Undocumented Medical Students, Saturday, October 26, 8–9 am

Doris, Margaret, MDiv (227) Land-Grant Ideology, the Wisconsin Idea, and the Foundations of Van Rensselaer Potter’s 
Bioethics, Friday, October 25, 1–2:30 pm

Dossul, Tehseen, BA (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Dresser, Rebecca S ., JD (344) Subversive Subjects: Rule-Breaking and Deception in Clinical Trials, Saturday, October 26, 
3:15–4:15 pm

Drought, Theresa S ., PhD RN (004) Building Bridges: End-of-Life Care Through a Cultural Lens, Thursday, October 24, 8 am–
Noon

DuBois, James M ., DSc PhD (510) Mental Health Research Ethics: What Have We Learned After 25 Years of Research? 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Dudzinski, Denise M ., PhD MTS (007) Advanced Skills Workshop for Clinical Ethics Consultation, Thursday, October 24,  
8 am–Noon

Dugdale, Lydia S ., MD (314) Has Bioethics Undermined Medical Ethics? Saturday, October 26, 10:30–11:30 am

Dworetz, April R ., MD MPH (511) A New Script: Talking with Families of Infants with Trisomy 21, Thursday, October 24, 10 
am–Friday, October 25, 10 am

Eckstein, Lisa, SJD . (215) Reconceptualizing Research Risks and Benefits in an Era of Racially Stratified Research, 
Friday, October 25, 10:30–11:30 am

Edelblute, Heather B, MPH (334) Not Just Another Lab Rat: Using Clinical Trial Diaries to Understand Research Ethics for 
Serial Healthy Volunteers in Phase I Studies, Saturday, October 26, 2–3 pm

Edwards, Gretchen C . (530) The Impact of Immigration on the Development of Resilience Among Latina Mothers, 
Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Egginton, Jason, MPH (212) Stewardship as Courage: Empirical, Policy, and Normative Dimensions, Friday, October 25, 
10:30–11:30 am

Eisenberg, Leah R ., JD MA (327) Graphic Medicine at Work: Research Outcomes When the Intervention Is a Comic, 
Saturday, October 26, 11:45 am–12:45 pm

Ellison, Karin D ., PhD (512) Can Researchers Learn About Social Responsibility Online? Assessment Results, 
Thursday, October 24, 10 am–Friday, October 25, 10 am
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Emberley, Julie, MD (352) Randomized Clinical Trials in Maternal-Fetal Surgery: Who Is the Patient and Why It 
Matters, Saturday, October 26, 4:30–5:30 pm

 (513) Withholding Lifesaving Surgery for Infants with Physical Anomalies: Can Rawls’ Social 
Contract Theory Help Ensure Justice for Vulnerable Neonates? Thursday, October 24, 10 am–
Friday, October 25, 10 am

Epstein, Elizabeth G ., PhD RN (514) Videoconferencing in the NICU to Support Provider-Parent Relationships: A Pilot Study, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Erwin, Cheryl, JD PhD (515) Four-Year Medical School Certificate Program: Ethics/Humanities/Spirituality, Thursday, 
October 24, 10 am–Friday, October 25, 10 am

Esplin, Bryn, BA (517) The Mind is the Final Frontier: Reconceptualizing Mental Illness Through Science Fiction: 
Legislation and the Future of Neuroscience

 (516) Ecce (NO) Homo: Recognizing Multidimensional Masculinity in Title VII of the Civil Rights 
Act of 1964, Thursday, October 24, 10 am–Friday, October 25, 10 am

Eves, Margot M ., JD MA (328) Checklists: Quality Improvement in Ethics Consultation, Saturday, October 26, 2–3 pm

Eyal, Nir (332) Innovating Political Philosophy in Bioethics, Saturday, October 26, 2–3 pm

 (413) Concentrated Risk, Coventry Blitz, Chamberlain’s Cancer, Sunday, October 27,  
9:45–10:45 am

 (532) The Mission or More? Clinicians’ Obligations in Disaster Relief, Friday, October 25, 10 am–
Saturday, October 26, 1:30 pm

Fanning, Joseph B ., PhD (518) Helping Families, Hurting Patients: Where Are the Boundaries? Thursday, October 24, 10 
am–Friday, October 25, 10 am

Farkas, Cristina M ., BS (311) Coordinating the Future in the ICU: Obstacles to Patient and Family Preparedness, 
Saturday, October 26, 10:30–11:30 am

Farrell, Ruth M ., MD MA (416) Moral Courage in Women’s Health: Critical Decisions Regarding the Use of Innovative 
Medical Devices, Sunday, October 27, 9:45–10:45 am

Feltner, Cindy, MD MPH (322) A Documentary Approach to Learning Patient Care, Saturday, October 26,  
11:45 am–12:45 pm

Fiester, Autumn, PhD (003) Introductory Skills Workshop in Mediation: Learning the Techniques of Facilitation and 
Conflict Resolution for Use in Clinical Ethics Consultations, Thursday, October 24, 8 am–Noon

Finder, Stuart G ., PhD (110) Advance Directives, Exerting Control, and Other Myths About Endings, Thursday,  
October 24, 2:45–3:45 pm

Fins, Joseph J ., MD MACP (338) The Role of the New York State Task Force on Life and the Law in Shaping Public Policy: 
Lessons Learned and Recommendations for Action Beyond New York State, Saturday,  
October 26, 3:15–4:15 pm

 (216) 3D Tug-of-War: Neuroimaging, Policy, and the Minimally Conscious State, Friday, 
October 25, 10:30–11:30 am

Firth, Paul, MBChB (532) The Mission or More? Clinicians’ Obligations in Disaster Relief, Friday, October 25, 10 am–
Saturday, October 26, 1:30 pm

Fisher, Jill A ., PhD (334) Not Just Another Lab Rat: Using Clinical Trial Diaries to Understand Research Ethics for 
Serial Healthy Volunteers in Phase I Studies, Saturday, October 26, 2 pm–3 pm

Fisher, Carl E ., MD (216) 3D Tug-of-War: Neuroimaging, Policy, and the Minimally Conscious State, Friday,  
October 25, 10:30–11:30 am

Flanagan, Tara, MDiv PhDc (519) Speech-Acts, Lament, and the Needs of the Dying Patient: Psalmic Poetry as a Vehicle for 
Patients’ Expression of Pain, Thursday, October 24, 10 am–Friday, October 25, 10 am

Flanigan, Jessica M ., PhD (332) Innovating Political Philosophy in Bioethics, Saturday, October 26, 2–3 pm

Fleck, Leonard M ., PhD (413) Parsimonious Care: Penurious Promises or Just Prudence? Sunday, October 27,  
9:45–10:45 am

Flicker, Lauren S ., JD MBE (328) Checklists: Quality Improvement in Ethics Consultation, Saturday, October 26, 2–3 pm

Flood, David H ., PhD (520) Whistle Blowing: Perceptions, Portrayals, and Professionalism, Thursday, October 24, 10 
am–Friday, October 25, 10 am
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Flynn, Jennifer A ., PhD (231) Thinking Through the Ethics of Pregnancy Reductions, Friday, October 25, 2:45–3:45 pm

Ford, Paul J ., PhD (531) What Do Patients Really Want from Deep Brain Stimulation? An Empirical Examination of 
Patients’ Values and Goals, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Formica, Richard, MD (410) Opting Out: Confidentiality and Alibis for Living Kidney Donors, Sunday, October 27, 
9:45–10:45 am

Frader, Joel, MD MA (235) Surgeons, Intensivists, and Discretion to Refuse Requested Treatments, Friday,  
October 25, 2:45–3:45 pm

Frank, Lily E ., M .Phil (407) Confusions of Moral Enhancement, Sunday, October 27, 8:30–9:30 am

Freedman, Lori R ., PhD (113) Moral Agency: Institutions, Physicians, and Patients, Thursday, October 24, 2:45–3:45 pm

Freeman, Jason R ., PhD (418) Too Young to Be a Good Samaritan? Setting Age Restrictions for Nondirected Kidney 
Donors, Sunday, October 27, 11 am–Noon

Freitag, Lisa C ., MD (306) Telling Life Stories: Caregiver Responsiveness in the Long-Term Care of Intellectually 
Disabled Children, Saturday, October 26, 8–9 am

Freund Taylor, Carol (531) Encouraging Bioethics Research and Education at an HBCU: A “Train-the-Trainer” 
Program, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Gabriel, Jazmine L ., PhD (521) Representing What Cannot be Represented: Painting and Illness, Thursday, October 24, 10 
am–Friday, October 25, 10 am

Gaffney, Margaret, MD (538) Tele-Ethics in Rural Indiana, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Galarneau Charlene, PhD (233) The ACA Exemption of Healthcare Sharing Ministries, Friday, October 25, 2:45–3:45 pm

 (559) The U .S . Public Health Service’s Sexually Transmitted Disease Research in Guatemala: 
Structural Injustices Identified, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Galbraith, Kyle L ., PhD (409) Letters to a Young Bioethicist: Practice Beyond the Seminar (or, How to Get Started, 
With or Without a Degree in “Bioethics”), Sunday, October 27, 9:45–10:45 am

 (215) IRBs in Existential Crisis: Proposals for Evaluating the Efficacy of IRB Oversight, Friday, 
October 25, 10:30–11:30 am

Garba, Ibrahim, JD MA LLM (423) Open Scholarly Communications and International Cooperation: Equity in Bioethics 
Publishing, Sunday, October 27, 11 am–Noon

Garber, Jeannie S ., DNP RN NEA-BC (406) Innovation, Courage, Passion, and Persistence: Developing an Interprofessional 
Leadership Curriculum for Medical, Nursing, and Physician Assistant Students, Sunday,  
October 27, 8:30–9:30 am

Garden, Rebecca, PhD (424) Brain Death, Autonomy, and Informed Consent: Disability Studies Perspectives, Sunday, 
October 27, 11 am–Noon

 (228) Difference, Representation, and Inclusion in Bioethics and Humanities, Friday, October 25, 
1–2:30 pm

Garland-Thomson Rosemarie, PhD (228) Difference, Representation, and Inclusion in Bioethics and Humanities, Friday, October 25, 
1–2:30 pm

 (114) Disabled Bioethics: Ability, Disability, and Difference, Thursday, October 24, 2:45–3:45 pm

Garrett, Jeremy, PhD (111) Collectivizing Rescue Obligations in Bioethics, Thursday, October 24, 2:45–3:45 pm

Garza, Mary A ., PhD MPH (411) Health Equity in Praxis: Ethics, Practice, and Policy Implications, Sunday, October 27,  
9:45–10:45 am

Gaucher, Nathalie, MD (407) An Innovative Account of the Ethics of Neurocognitive Enhancement in Children: Is It in 
Their Best Interests? Sunday, October 27, 8:30–9:30 am

Gelinas, Luke, PhD (111) Nudging Toward Health? Thursday, October 24, 2:45–3:45 pm

Geller, Gail, ScD MHS (108) From Tradition to Innovation in the Moral Development of Health Professionals: Designing 
Educational Experiences that Cultivate a “Capacity for Wonder”, Thursday, October 24,  
1–2:30 pm

George, Daniel, PhD (406) Should Residency Programs Access Students’ Social Media Pages When Formulating 
a Match List? Disconnect Between Medical Student and Residency Admissions Committee 
Perspectives, Sunday, October 27, 8:30–9:30 am
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Gerardi, Debra, JD MPH RN (005) Using Applied Improvisation to Improve Conflict Engagement by Bioethics Committees 
and Consultants, Thursday, October 24, 8 am–Noon

Gervais, Karen G ., PhD (110) Dementia-Specific Advance Care Planning: Project Findings, Thursday, October 24, 2:45–
3:45 pm

Gewarges, Mena, MA HBSc (528) Ventricular Assist Devices: A Framework for Just Allocation, Thursday, October 24, 10 
am–Friday, October 25, 10 am

Gibbons, Susanne W ., PhD (331) Moral Courage Among Military Health Providers: Caring for Those in Harm’s Way, 
Saturday, October 26, 2–3 pm

Gibes, Joseph P ., MD MA Bioethics (344) Medicine: Machine or Human Profession? The Effects of Technique on the Practice of 
Medicine and a Few Modest Proposals for Their Amelioration, Saturday, October 26, 3:15–4:15 pm

Gillen, Heather (343) Shortages and Hard Triage in Pediatrics: Moral Courage Required, Saturday, October 26, 
3:15–4:15 pm

Gligorov, Nada, PhD (006) The Moral Reasoning Course in the 21st Century: Neuroethical Deconstructions, 
Thursday, October 24, 8 am–Noon

Gliwa, Catie (207) A Quantitative Study of Perspectives on Genetic Incidental Findings, Friday, October 25, 
8–9 am

Goldberg, Daniel, JD PhD (353) Functional Magnetic Resonance Imaging Studies, Social Justice, and the Intensification of 
Pain Stigma, Saturday, October 26, 4:30–5:30 pm

Goldberg, Aviva, MD (403) Accepting the Role of Advocacy in Bioethics: Fostering Effective Vaccination Against the 
Human Papillomavirus, Sunday, October 27, 8:30–9:30 am

Gollust, Sarah, PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Goold, Susan D ., MD MHSA MA (212) Stewardship as Courage: Empirical, Policy, and Normative Dimensions, Friday, October 25, 
10:30–11:30 am

Gordon, Elisa J ., PhD MPH (417) Decision Aids in Bioethics: Innovations in Patient-Centered Care, Sunday, October 27,  
11 am–Noon

Gornick, Michele C ., PhD MA (522) What Is an Incidental Finding in Genomic Research? Thursday, October 24, 10 am–Friday, 
October 25, 10 am

Gotlib, Anna, JD PhD (523) Paternalistic Individualism and Other Contradictions: The Strange New World of Post-
Soviet Clinical Trials, Thursday, October 24, 10 am–Friday, October 25, 10 am

Gray, Stacy W ., MD AM (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Green, Robert C ., MD MPH (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Green, Michael J ., MD MS (417) Decision Aids in Bioethics: Innovations in Patient-Centered Care, Sunday, October 27,  
11 am–Noon

 (406) Should Residency Programs Access Students’ Social Media Pages When Formulating 
a Match List? Disconnect Between Medical Student and Residency Admissions Committee 
Perspectives, Sunday, October 27, 8:30–9:30 am

Griggins, Cynthia, PhD, MA (210) Physicians’ Beliefs and Behaviors in the Face of Medical Futility, Friday, October 25, 10:30–11:30 
am

Groman, Michelle, JD (414) Moral Innovation in a Changing World: Ethically Researching Medical Countermeasures 
with Children, Sunday, October 27, 9:45–10:45 am

Grucza, Richard A ., PhD (548) Pharmaceutical Industry Conflicts of Interest: Evidence from the Repurposing of 
Pramipexole for the Treatment of Restless Legs Syndrome, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm

Guichon Juliet, MA (403) Accepting the Role of Advocacy in Bioethics: Fostering Effective Vaccination Against the 
Human Papillomavirus, Sunday, October 27, 8:30–9:30 am

Gutmann Koch, Valerie, JD (338) The Role of the New York State Task Force on Life and the Law in Shaping Public Policy: 
Lessons Learned and Recommendations for Action Beyond New York State, Saturday,  
October 26, 3:15–4:15 pm
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Haddad, Amy M ., PhD (112) Poetic License: Reflections on Inspiration, Permission, Process, and Ownership, Thursday, 
October 24, 2:45–3:45 pm

Hall, Daniel E ., MDiv MD MHSc (405) The Courage to Be Compassionate: Inviting Medical Students to Care, Sunday,  
October 27, 8:30–9:30 am

Hallberg, Jon S ., MD (322) A Documentary Approach to Learning Patient Care, Saturday, October 26,  
11:45 am–12:45 pm

Hammer, Rachel R ., MFA (230) Obesity Bias and Attitudes Among U .S . Medical Students, Friday, October 25, 1–2:30 pm

Hamric, Ann B ., PhD RN FAAN (213) Must We Be Courageous? Friday, October 25, 10:30–11:30 am

 (425) Moral Distress Across the Healthcare Professions, Sunday, October 27, 11 am–Noon

Han, Susie A ., MA (338) The Role of the New York State Task Force on Life and the Law in Shaping Public Policy: 
Lessons Learned and Recommendations for Action Beyond New York State, Saturday,  
October 26, 3:15–4:15 pm

Hanevold, Lidia (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Hanrahan, Donna (303) Ethical Issues Surrounding the Use of Social Media Platforms in Disease Surveillance and 
Epidemiological Research, Saturday, October 26, 8–9 am

Hardart, George, MD MPH (320) Exploring the Shifting Moral Landscape as NBS Evolves into NBSeq: The Paradoxes in 
Pandora’s Box Portrayed Through a Vignette-Play, Saturday, October 26, 11:45 am–12:45 pm

 (346) Factors Related to Ethics Consultation Volume and Related Attitudes at U .S . Children’s 
Hospitals, Saturday, October 26, 4:30–5:30 pm

 (542) Clinical Research with Brain-Dead Subjects, Friday, October 25, 10 am–Saturday, October 26, 
1:30 pm

Harris, Lisa, MD PhD (113) Moral Agency: Institutions, Physicians, and Patients, Thursday, October 24, 2:45–3:45 pm

Harrison, Krista L ., PhD(c) (524) Going Forward: Prototype Guidance for Addressing Ethical Challenges in Healthcare 
Resource Allocation and Policy Decision Making, Thursday, October 24, 10 am–Friday, October 
25, 10 am

Harvey, Hayden (336) Novel Networks: Bioethics and Online Social Media, Saturday, October 26, 2–3 pm

Hatchett, Lena, PhD (405) Enhancing the Moral Development of Medical Students Through an Extracurricular 
Honors Program: Results from a Pilot Survey, Sunday, October 27, 8:30–9:30 am

 (411) Health Equity in Praxis: Ethics, Practice, and Policy Implications, Sunday, October 27,  
9:45–10:45 am

Hausman, Bernice L ., PhD MA (206) The Moral Limits of Medicine: Rhetorics of Medical Controversy, Friday, October 25, 8–9 am

Hawkins Virani, Alice, PhD (202) “[We] Have High IQs but Low EQs”: Healthcare Providers’ Perceptions of Their Own 
Communication Barriers Regarding End-of-Life Issues, Friday, October 25, 8–9 am

 (350) Healthcare ’Providers’ Experiences Supporting Culturally Diverse Patients and Families 
Through Complex Healthcare Decisions, Saturday, October 26, 4:30–5:30 pm

Hayeems, Robin Z ., PhD ScM (408) Whole Genome Sequencing in Pediatric Care: A Journey from Moral Tradition to Moral 
Inquiry to Moral Innovation, Sunday, October 27, 8:30–9:30 am

Hehman, Michelle C ., MSN RN (514) Videoconferencing in the NICU to Support Provider-Parent Relationships: A Pilot Study, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Helft, Paul, MD (346) Values, Quality, and Evaluation in Ethics Consultation, Saturday, October 26, 4:30–5:30 pm

Hendershot, Kristopher A ., BS (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Henning, Alyssa, MA (103) The Status of Prenatal Humans in Law, Ethics, and Health Care: Person? Patient? 
Nothing? Thursday, October 24, 1–2:30 pm

Henson, Darren M . (423) Does Gay Equality Eliminate Vulnerability? Ethics and LGBT Persons as Research 
Subjects, Sunday, October 27, 11 am–Noon

Hester, D . Micah, PhD (351) Photography as Narrative, Saturday, October 26, 4:30–5:30 pm

Hinds, Pamela, PhD RN FAAN (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am



American Society for Bioethics + Humanities | Annual Meeting | October 24–27, 2013 | Atlanta, GA |  169

inDeX of Presenters anD authors

Hirsch, Joy, PhD (216) 3D Tug-of-War: Neuroimaging, Policy, and the Minimally Conscious State, Friday, October 
25, 10:30–11:30 am

Ho, Anita, PhD (202) “[We] Have High IQs but Low EQs”: Healthcare Providers’ Perceptions of Their Own 
Communication Barriers Regarding End-of-Life Issues, Friday, October 25, 8–9 am

 (350) Healthcare Providers’ Experiences Supporting Culturally Diverse Patients and Families 
Through Complex Healthcare Decisions, Saturday, October 26, 4:30–5:30 pm

Holmes, John, PhD (223) Integrating Practical Judgment into Catholic Moral Thinking: It’s Not Just About the 
Rules, Friday, October 25, 1–2:30 pm

Homan, Mary E ., MA MS (230) Addressing the Problem of Preterm Births with a Preferential Option for the Poor, Friday, 
October 25, 1–2:30 pm

Howe, Edmund (Randy) G ., JD MD (331) Moral Courage Among Military Health Providers: Caring for Those in Harm’s Way, 
Saturday, October 26, 2–3 pm

Huebner, Bryce, PhD (224) Interests and Uncertainty in Medical Judgment, Friday, October 25, 1–2:30 pm

Hulkower, Rachel (227) Federal Funds for Syringe Exchange Programs: A Necessary Component Toward 
Achieving an AIDS-Free Generation, Friday, October 25, 1–2:30 pm

Hull, Gordon, PhD (211) Privacy and the Regulation of Research in Academic and Corporate Settings, Friday, 
October 25, 10:30–11:30 am

Hull, Sara C ., PhD (207) A Quantitative Study of Perspectives on Genetic Incidental Findings, Friday, October 25, 
8–9 am

Hunter, Jennifer L ., PhD RN (305) Secularizing the Sacred Story: Why Research on Chaplaincy Is Difficult, Saturday, 
October 26, 8–9 am

Hurst, Ashley R ., JD MDiv (418) Too Young to Be a Good Samaritan? Setting Age Restrictions for Nondirected Kidney 
Donors, Sunday, October 27, 11 am–Noon

Huynh, Thanh N ., MD, MSHS (210) The Frequency and Cost of Futile Treatment in Critical Care, Friday, October 25,  
10:30–11:30 am

Ikoku, Alvan A ., MD PhD (333) Fiction and Refusal: Melville and Conscientious Objection, Saturday, October 26, 2–3 pm

Iltis, Ana, PhD (312) Contagion and the Limits of Irony: Resistance, Autonomy, and Global Public Health, 
Saturday, October 26, 10:30–11:30 am

Ivascu, Natalia, MD (353) Extracorporeal Membrane Oxygenation in Adults: A Primer for the Clinical Ethicist, 
Saturday, October 26, 4:30–5:30 pm

Janssens Cecile, PhD MA MSc (308) Naming and Framing in Commercial Genetic Testing, Saturday, October 26, 8–9 am

Janvier, Annie, MD PhD FRCPC (002) Narratives in Practice: Reading and Writing Stories as a Form of Innovative Bioethical 
Inquiry, Thursday, October 24, 8 am–Noon

Jennings, Bruce, MA (311) Solidarity and Mortality—Civic Palliative Care, Saturday, October 26, 10:30–11:30 am

Jeschke, Erika A ., MTS (310) Compassionate Ethics Consultation, Saturday, October 26, 10:30–11:30 am

Joffe, Steven, MD, MPH (214) Childhood Cancer and Chemotherapy Shortages: Ethical Challenges and Tragic Choices, 
Friday, October 25, 10:30–11:30 am

 (552) Who Decides? Parent and Child Perspectives About Children Participating in Research, 
Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Johnson, Sheri, PhD (558) White Complicity and White Moral Responsibility in the Genomic Era, Friday, October 25, 
10 am–Saturday, October 26, 1:30 pm

Johnson, Katherine, PhD (427) Ethical Considerations, Policy Options, and the Oversight of Gamete Donation, Sunday, 
October 27, 11 am–Noon

Johnson, Rebecca A ., MA (527) Challenging the Traditional Image of the Risks of Phase I Research: A Systematic Review of 
Phase I Studies with Healthy Volunteers, Thursday, October 24, 10 am–Friday, October 25, 10 am

Johnson, Syd M ., PhD (236) Unnecessary Roughness: Ethical Considerations in Sport-Related Neurotrauma, Sports 
Participation, and Consent, Friday, October 25, 2:45–3:45 pm

Jones, Christopher A ., MD (202) When Silence Is (Still) Death: How Should We Respond to Requests for Nondisclosure at 
the End of Life? Friday, October 25, 8–9 am
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Jones, Therese, PhD (340) What’s in a Name? The Past, Present, and Future of Medical Humanities, Saturday, 
October 26, 3:15–4:15 pm

Jotterand, Fabrice, PhD (236) Moral Neutrality and Moral Progress: Are They Compatible? Friday, October 25,  
2:45–3:45 pm

Jurchak, Martha, PhD MS RN CS (109) An Aid to Addressing Medical Futility Cases, Thursday, October 24, 2:45–3:45 pm

Kalia, Sarah S ., ScM CGC (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Karlawish, Jason, MD (504) The Critical Role of Study Partners for Persons with Dementia who Participate in 
Research, Thursday, October 24, 10 am–Friday, October 25, 10 am

Kauffman, Jeremy D . (405) The Courage to Be Compassionate: Inviting Medical Students to Care, Sunday,  
October 27, 8:30–9:30 am

Kelleher, J . Paul, PhD (323) Human Rights and Human Nature, Saturday, October 26, 11:45 am–12:45 pm

Kelly, Terrence, PhD (115) The Devil’s in the Detailing: The Ethics of Physician Interactions with Pharmaceutical 
Representatives, Thursday, October 24, 2:45–3:45 pm

Kelly-Blake, Karen, PhD (231) Autonomy’s Child: Exploring the Warp and Woof of Shared Decision Making, Friday, 
October 25, 2:45–3:45 pm

Kett, Jennifer C ., MD (401) Innovation and Uncertainty in Neonatal-Perinatal Medicine, Sunday, October 27,  
8:30–9:30 am

Kim, Hyun-Hee (215) Student-Led Research Review Panel: An Alternative to IRB Review of Medical Student 
Projects, Friday, October 25, 10:30–11:30 am

Kim, Scott, MD PhD (008) Writing Winning Aims for Bioethics Research: A Hands-On Experience, Thursday, 
October 24, 8 am–Noon

Kim, Yunsoo A . (410) Opting Out: Confidentiality and Alibis for Living Kidney Donors, Sunday, October 27, 
9:45–10:45 am

Kimsma, Gerrit K ., MD MPh (347) Hand Feeding: Moral Obligation or Elective Intervention, Saturday, October 26,  
4:30–5:30 pm

Kinghorn, Warren, MD, ThD (314) Has Bioethics Undermined Medical Ethics? Saturday, October 26, 10:30–11:30 am

Kinlaw, Kathy, MDiv (425) Moral Distress Across the Healthcare Professions, Sunday, October 27, 11 am–Noon

Kipnis, Kenneth, PhD (230) Ethics in Extremis: The Case of Correctional Health Services, Friday, October 25, 1–2:30 pm

Kleerup, Eric C ., MD (210) The Frequency and Cost of Futile Treatment in Critical Care, Friday, October 25,  
10:30–11:30 am

Klugman, Craig M ., PhD (417) Decision Aids in Bioethics: Innovations in Patient-Centered Care, Sunday, October 27,  
11 am–Noon

Kobulnik, Jeremy, MD MHSc (528) Ventricular Assist Devices: A Framework for Just Allocation, Thursday, October 24,  
10 am–Friday, October 25, 10 am

Koch, Tom, PhD (114) Disabled Bioethics: Ability, Disability, and Difference, Thursday, October 24, 2:45–3:45 pm

Kockler, Nicholas J ., PhD MS (223) Integrating Practical Judgment into Catholic Moral Thinking: It’s Not Just About the 
Rules, Friday, October 25, 1–2:30 pm

Kodish, Eric, MD (209) Moral Courage When the Courts Impinge on the Patient-Doctor Relationship, Friday, 
October 25, 10:30–11:30 am

Koenig, Barbara A ., PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Kohn, Martin, PhD (112) Poetic License: Reflections on Inspiration, Permission, Process, and Ownership, Thursday, 
October 24, 2:45–3:45 pm

Kon, Alexander A ., MD (007) Advanced Skills Workshop for Clinical Ethics Consultation, Thursday, October 24,  
8 am–Noon

Kondrat, Andy, MA (422) Moral Distress and the Healthcare Organization, Sunday, October 27, 11 am–Noon

Kornu, Kimbell, MD MAR (115) The Moral Courage of Paracelsus: Medical, Religious, and Social Reform, Thursday, 
October 24, 2:45–3:45 pm
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Krahn, Timothy M ., MAc (408) Preimplantation Genetic Diagnosis: Why Canadians Should Care About National 
Oversight, Sunday, October 27, 8:30–9:30 am

 (529) Dealing with Uncertainty: Care Ethics and the Path to Multiple Sclerosis Diagnosis, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Krawiecki, Nicolas, MD (555) Moral Distress in Pediatric Healthcare Providers, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm

Kubu, Cynthia, PhD (531) What Do Patients Really Want from Deep Brain Stimulation? An Empirical Examination of 
Patients’ Values and Goals, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Kuczewski, Mark G ., PhD (304) The Courage to Educate: Undocumented Medical Students, Saturday, October 26, 8–9 am

Kukla, Rebecca, PhD (224) Interests and Uncertainty in Medical Judgment, Friday, October 25, 1–2:30 pm

Kulkarni, Sanjay, MD FACS (410) Opting Out: Confidentiality and Alibis for Living Kidney Donors, Sunday, October 27, 
9:45–10:45 am

Kurtz, Sharyn L ., MPAS PA-C (301) One of Our Own: The Ethics of Caring for Patients Who Are Healthcare Providers by 
Profession, Saturday, October 26, 8–9 am

Kutac, Julie E ., MA PhD(c) (341) Innovation Through Tradition: Rediscovering the “Humanist” in the “Medical Humanities”, 
Saturday, October 26, 3:15–4:15 pm

Kutsch, Jennifer, DPCc NNP-BC (514) Videoconferencing in the NICU to Support Provider-Parent Relationships: A Pilot Study, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Labrecque, Cory Andrew, PhD (106) Assessing “Minimal Competence”‘ in Bioethics Masters Education, Thursday, October 24, 
1–2:30 pm

Lagerwey, Mary D ., PhD RN (351) Photography as Narrative, Saturday, October 26, 4:30–5:30 pm

Lai, Annie Y ., BS (330) Elucidating the Ethical Implications of Extracorporeal Membrane Oxygenation (ECMO) in 
the Management of the Acutely Ill in Critical Care Medicine, Saturday, October 26, 2–3 pm

Lantos, John D ., MD (002) Narratives in Practice: Reading and Writing Stories as a Form of Innovative Bioethical 
Inquiry, Thursday, October 24, 8 am–Noon

 (305) Secularizing the Sacred Story: Why Research on Chaplaincy Is Difficult, Saturday, 
October 26, 8–9 am

Largent Emily, RN (532) The Mission or More? Clinicians’ Obligations in Disaster Relief, Friday, October 25, 10 am–
Saturday, October 26, 1:30 pm

 (226) Medical Researchers’ Ancillary-Care Obligations: Working Out a Philosophical Account 
That Is Empirically Informed and Practically Useful, Friday, October 25, 1 pm–2:30 pm

Latthivongskorn, Jirayut (304) The Courage to Educate: Undocumented Medical Students, Saturday, October 26, 8–9 am

Laventhal, Naomi T ., MD (335) Growth Hormone Therapy for Children with Short Stature: Scientific Controversy, Social 
Bias, and Shared Decision Making, Saturday, October 26, 2–3 pm

Lawrence, Heidi, PhD (206) The Moral Limits of Medicine: Rhetorics of Medical Controversy, Friday, October 25, 8–9 am

Leahman Dee, MA (102) Achieving Patient-Centered Care Near the End of Life: Tradition and Innovation in 
Advance Care Planning, Thursday, October 24, 1–2:30 pm

Lederer, Susan E ., PhD (335) Henry K . Beecher and Moral Courage: Aging, Activism, and Bioethics, Saturday,  
October 26, 2–3 pm

Lederman, Muriel, Ph .D (351) Photography as Narrative, Saturday, October 26, 4:30–5:30 pm

Lee, Grace, PhD (216) 3D Tug-of-War: Neuroimaging, Policy, and the Minimally Conscious State, Friday,  
October 25, 10:30–11:30 am

Lee, Hajung (561) Lee Je-Ma’s Sasang Constitutional Medicine and Philosophy in Contemporary Dietary 
Therapy in South Korea, Thursday, October 24, 10 am–Friday, October 25, 10 am

Lee, Lisa M ., PhD MS (414) Moral Innovation in a Changing World: Ethically Researching Medical Countermeasures 
with Children, Sunday, October 27, 9:45–10:45 am

Lee, Sandra S ., PhD (336) Novel Networks: Bioethics and Online Social Media, Saturday, October 26, 2–3 pm

Levi, Benjamin H ., MD PhD (201) Reasonable Medical Certainty: Courting Trouble, Friday, October 25, 8–9 am

Levine, Robert J ., MD (205) Bioethics Capacity Building in a Corporate Setting: One Pharmaceutical Company’s 
Experience, Friday, October 25, 8–9 am
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Levine, Aaron D ., PhD (354) Policy Uncertainty, Ethical Considerations, and the Funding of Stem Cell Science, 
Saturday, October 26, 4:30–5:30 pm

Lewis, Michelle, MD JD (320) Exploring the Shifting Moral Landscape As NBS Evolves into NBSeq: The Paradoxes in 
Pandora’s Box Portrayed Through a Vignette-Play, Saturday, October 26, 11:45 am–12:45 pm

Liaschenko, Joan, PhD RN FAAN (202) Nurses’ Communicative Work Regarding the Distribution of Responsibility for Death in 
Intensive Care Units, Friday, October 25, 8–9 am

Lipman, Hannah I ., MD (201) Impact of Implementing a Systematic Approach to Treatment Refusals by Patients 
Without Capacity, Friday, October 25, 8–9 am

Lipson, Mindy, MPH (346) Factors Related to Ethics Consultation Volume and Related Attitudes at U .S . Children’s 
Hospitals, Saturday, October 26, 4:30–5:30 pm

List, Monica (533) The E-Portfolio as a Teaching Approach: Fostering Reflective Thinking in Interdisciplinary 
Bioethics Programs, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Liu, Emily Y ., BA (353) Lost in Translation: The Need for Cross—Disciplinary Exchange in Research on Autism, 
Saturday, October 26, 4:30–5:30 pm

Love, Deborah J ., JD MBA MA (420) Communication of Medical Error: Lowering the Price of Moral Courage, Sunday,  
October 27, 11 am–Noon

Lowe, Robert, BA (005) Using Applied Improvisation to Improve Conflict Engagement by Bioethics Committees 
and Consultants, Thursday, October 24, 8 am–Noon

Lyons, Colleen, MBe (302) What Doesn’t Kill You Will Make You Stronger: A Story of Do-Not-Resuscitate (DNR) 
Quality Improvement, Saturday, October 26, 8–9 am

Lyster, Emily D ., LCSW (418) Too Young to Be a Good Samaritan? Setting Age Restrictions for Nondirected Kidney 
Donors, Sunday, October 27, 11 am–Noon

MacDougall, Rob, PhD . (332) Innovating Political Philosophy in Bioethics, Saturday, October 26, 2–3 pm

 (534) Whistle Blowing, Moral Courage, and Bioethicists as Public Representatives, Friday, 
October 25, 10 am–Saturday, October 26, 1:30 pm

Macpherson, Cheryl C ., PhD (303) Climate Change: A Neglected Topic in Bioethics, Saturday, October 26, 8–9 am

Magnus, David, PhD (318) Public/Scientist Partnerships in the Production of Biomedical Knowledge: Advocates, 
Enablers, and Gamers, Saturday, October 26, 10:30–11:30 am

Mah, Victoria A ., MPH (237) Community Consultation for Research in Emergency Settings: An Innovative Strategy for 
a Challenging Situation or a Source of Unnecessary Confusion and Work? Friday, October 25, 
2:45–3:45 pm

Malin, Ashley J ., MA Clinical Psychology (535) Are Psychologists’ Ethical Violations at Guantanamo Bay Morally Justifiable? Friday, 
October 25, 10 am–Saturday, October 26, 1:30 pm

Mann, Paul C ., MD (401) Innovation and Uncertainty in Neonatal-Perinatal Medicine, Sunday, October 27,  
8:30–9:30 am

Marks, Jonathan H ., MA BCL (Oxon) (203) The Undocumented Unwell: International and Comparative Legal and Ethical 
Perspectives, Friday, October 25, 8–9 am

Martinez, William, MD MS (405) Moral Courage and Residents’ Likelihood of Speaking Up About Threats to Patient 
Safety, Sunday, October 27, 8:30–9:30 am

Maschke, Karen, PhD (207) Translating Whole Genome Sequencing into the Clinical: Ethical, Legal, Policy, and Social 
Considerations for Institutional Leaders, Friday, October 25, 8–9 am

 (344) Genomic Information in the Electronic Medical Record: Public Hopes, Concerns, and 
Expectations, Saturday, October 26, 3:15–4:15 pm

Matharu, Kabir (230) Obesity Bias and Attitudes Among U .S . Medical Students, Friday, October 25, 1–2:30 pm

McCammon, Susan D ., MD MFA (426) Cultivating Empathy: A Component of Professional Identity Formation, Sunday,  
October 27, 8:30–9:30 am

McClimans, Leah M ., PhD (310) Developing Quality Standards in Clinical Ethics, Saturday, October 26, 10:30–11:30 am

McColeman, Christine E ., MHSc BA RRT  (536) Where Is the Ethicist? A Solution to the Question, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm
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McCormick, Jennifer B ., PhD MPP (207) Translating Whole Genome Sequencing into the Clinical: Ethical, Legal, Policy, and Social 
Considerations for Institutional Leaders, Friday, October 25, 8–9 am

 (344) Genomic Information in the Electronic Medical Record: Public Hopes, Concerns, and 
Expectations, Saturday, October 26, 3:15–4:15 pm

McDaniel, David L ., MDiv (305) Secularizing the Sacred Story: Why Research on Chaplaincy Is Difficult, Saturday, 
October 26, 8–9 am

 (537) How Pediatric Residents and Fellows Process the Death of Patients, Friday, October 25, 
10 am–Saturday, October 26, 1:30 pm

McDonald, Thomas, MD MSc (349) Do Adult Children Have Moral Obligations to Care for Their Elderly Parents? Saturday, 
October 26, 4:30–5:30 pm

McGarrah Sharp, Mindy, PhD (409) Letters to a Young Bioethicist: Practice Beyond the Seminar (or, How to Get Started, 
With or Without a Degree in “Bioethics”), Sunday, October 27, 09:45–10:45 am

McGuire, Amy, JD PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

McGuire, Amy, JD PhD (008) Writing Winning Aims for Bioethics Research: A Hands-On Experience, Thursday, 
October 24, 8 am–Noon

 (336) Novel Networks: Bioethics and Online Social Media, Saturday, October 26, 2–3 pm

McLean, Paul C . (109) An Aid to Addressing Medical Futility Cases, Thursday, October 24, 2:45–3:45 pm

McPherson, Katie A ., BA (538) Tele-Ethics in Rural Indiana, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

McShane, Paddy, PhDc (419) Lying in the Face of Death: How Reflections upon the Clinical Setting Suggest a Kantian 
Defense of Self-Deception, Sunday, October 27, 11 am–Noon

Meacham, Katharine R ., PhD (539) Longitudinal Clinical Ethics Education: An Integrated Curriculum for an Innovative 
Clerkship, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Meltzer, Ellen C ., MD MSc FACP (353) Extracorporeal Membrane Oxygenation in Adults: A Primer for the Clinical Ethicist, 
Saturday, October 26, 4:30–5:30 pm

Mendola, Annette, PhD (203) Courage, Innovation, and Advance Directives for Persons Experiencing Homelessness: A 
New Model for Interdisciplinary Collaboration, Friday, October 25, 8–9 am

Merriam, Garret (006) The Moral Reasoning Course in the 21st Century: Neuroethical Deconstructions, 
Thursday, October 24, 8 am–Noon

Merrill, Shana L ., MS CGC (308) “‘Rational Suicide”‘ as a Perceived Benefit of Presymptomatic Genetic Testing in Patients 
at Risk for Huntington’s Disease, Saturday, October 26, 8–9 am

Merritt, Maria W ., PhD (108) From Tradition to Innovation in the Moral Development of Health Professionals: Designing 
Educational Experiences that Cultivate a “Capacity for Wonder”, Thursday, October 24,  
1–2:30 pm

 (226) Medical Researchers’ Ancillary-Care Obligations: Working Out a Philosophical Account 
That Is Empirically Informed and Practically Useful, Friday, October 25, 1–2:30 pm

Meyn, M . Stephen, MD PhD (408) Whole Genome Sequencing in Pediatric Care: A Journey from Moral Tradition to Moral 
Inquiry to Moral Innovation, Sunday, October 27, 8:30–9:30 am

Michie, Marsha, PhD (238) The Same but Different: Attitudes and Experiences of Noninvasive Prenatal Testing from 
the Patient, the Provider, and the Public, Friday, October 25, 2:45–3:45 pm

Millum, Joseph, PhD (544) Should We Count Stillbirths? Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

 (402) Two Approaches to Assessing How Bad It Is to Die, Sunday, October 27, 8:30–9:30 am

Milner, Lauren C ., PhD (353) Lost in Translation: The Need for Cross-Disciplinary Exchange in Research on Autism, 
Saturday, October 26, 4:30–5:30 pm

 (318) Public/Scientist Partnerships in the Production of Biomedical Knowledge: Advocates, 
Enablers, and Gamers, Saturday, October 26, 10:30–11:30 am

Mishra, Ruchika, PhD (412) From the Bedside to the Administrator’s Office: Moral Courage in Health Care, Sunday, 
October 27, 09:45–10:45 am

Mitchell, Ian, MD MA (403) Accepting the Role of Advocacy in Bioethics: Fostering Effective Vaccination Against the 
Human Papillomavirus, Sunday, October 27, 8:30–9:30 am
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Moerlein, Stephen M ., PharmD PhD (548) Pharmaceutical Industry Conflicts of Interest: Evidence from the Repurposing of 
Pramipexole for the Treatment of Restless Legs Syndrome, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm

Mohrmann, Margaret, MD PhD (213) Must We Be Courageous? Friday, October 25, 10:30–11:30 am

Molnar, Elizabeth E ., BA (346) Values, Quality, and Evaluation in Ethics Consultation, Saturday, October 26, 4:30–5:30 pm

Mongoven, Ann M ., PhD MPH (540) Stewardship Model of Biobanking: Ethical Challenges Are Systems Challenges, Friday, 
October 25, 10 am–Saturday, October 26, 1:30 pm

 (541) Biobank or Biotrust? Metaphor and the Ethics of Biobanking, Friday, October 25, 10 am–
Saturday, October 26, 1:30 pm

Montello, Martha, PhD (002) Narratives in Practice: Reading and Writing Stories as a Form of Innovative Bioethical 
Inquiry, Thursday, October 24, 8 am–Noon

Morain, Stephanie, MPH (317) Best Practices for Managing Faculty-Industry Consulting Relationships in Medical Schools: 
Results of a Delphi Study, Saturday, October 26, 10:30–11:30 am

 (229) Obesity Policy, Legitimacy, and Public Engagement, Friday, October 25, 1 pm–2:30 pm

Moreno, Tanya A ., PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Morley, Angela M ., JD MPH (110) Dementia-Specific Advance Care Planning: Project Findings, Thursday, October 24,  
2:45–3:45 pm

Morris, Marilyn C . (542) Clinical Research with Brain Dead Subjects, Friday, October 25, 10 am–Saturday, October 
26, 1:30 pm

Morrison, Daniel, PhD MA (409) Letters to a Young Bioethicist: Practice Beyond the Seminar (or, How to Get Started, 
With or Without a Degree in “Bioethics”), Sunday, October 27, 9:45–10:45 am

Morrison, Wynne, MD MBE (112) Poetic License: Reflections on Inspiration, Permission, Process, and Ownership, Thursday, 
October 24, 2:45–3:45 pm

Morrow, Jason, MD PhD (110) Palliative Care Killed the Ethics Consultation Star, Thursday, October 24, 2:45–3:45 pm

Moses, John W . (322) A Documentary Approach to Learning Patient Care, Saturday, October 26, 11:45 am–12:45 
pm

Moskop, John C ., PhD (102) Achieving Patient-Centered Care Near the End of Life: Tradition and Innovation in 
Advance Care Planning, Thursday, October 24, 1–2:30 pm

Mountain, Joanna, PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Mozersky Jessica, PhD (238) The Same, but Different: Attitudes and Experiences of Noninvasive Prenatal Testing from 
the Patient, the Provider, and the Public, Friday, October 25, 2:45–3:45 pm

Mukherjee, Debjani, PhD (343) Shortages and Hard Triage in Pediatrics: Moral Courage Required, Saturday, October 26, 
3:15–4:15 pm

Myers, Douglas, MD (002) Narratives in Practice: Reading and Writing Stories as a Form of Innovative Bioethical 
Inquiry, Thursday, October 24, 8 am–Noon

Myser, Catherine, PhD (228) Difference, Representation, and Inclusion in Bioethics and Humanities, Friday, October 25, 
1–2:30 pm

Nash, Woods, PhD MA MPH (323) An Intrapersonal Medical Encounter and Moral Courage in a Short Story by David Foster 
Wallace, Saturday, October 26, 11:45 am–12:45 pm

 (543) Seven Kinds of Crazy, Fleeting Lucidity, and a Demented Gentleman: The Complicated 
Portrait of Mental Illness in Cormac McCarthy’s Child of God, Friday, October 25, 10 am–
Saturday, October 26, 1:30 pm

 (203) Courage, Innovation, and Advance Directives for Persons Experiencing Homelessness: A 
New Model for Interdisciplinary Collaboration, Friday, October 25, 8–9 am

Nazareth, Blanca, MSW (337) Nonbeneficial Treatment and Conflict Resolution: Building Consensus, Saturday,  
October 26, 3:15–4:15 pm

Nelson, Robert M ., MD PhD (414) Moral Innovation in a Changing World: Ethically Researching Medical Countermeasures 
with Children, Sunday, October 27, 9:45–10:45 am
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Nelson, Lawrence J ., PhD JD (103) The Status of Prenatal Humans in Law, Ethics, and Health Care: Person? Patient? 
Nothing? Thursday, October 24, 1–2:30 pm

Nelson, Craig M ., PhD CLS (337) Nonbeneficial Treatment and Conflict Resolution: Building Consensus, Saturday,  
October 26, 3:15–4:15 pm

Nestor, Katherine, BA (329) Ethical Communication for DecisionvMaking About Chronically Ill Children: The ’Parent’s 
Perspective, Saturday, October 26, 2–3 pm

Niforatos, Nickie, MD FAAP (401) Innovation and Uncertainty in Neonatal-Perinatal Medicine, Sunday, October 27,  
8:30–9:30 am

Nobis, Nathan (006) The Moral Reasoning Course in the 21st Century: Neuroethical Deconstructions, 
Thursday, October 24, 8 am–Noon

Nussbaum, Abraham M ., MD MTS (204) My Doctor Is a Premodern Gardener: Victoria Sweet and the Renewal of Medicine, Friday, 
October 25, 8–9 am

Odell, Jere, MA MLS (423) Open Scholarly Communications and International Cooperation: Equity in Bioethics 
Publishing, Sunday, October 27, 11 am–Noon

Ogburn, Lisa, MEd (322) A Documentary Approach to Learning Patient Care, Saturday, October 26,  11:45 am–12:45 
pm

Ortmann, Leonard W ., PhD (348) Health Disparities and Public Health Ethics at the Centers for Disease Control and 
Prevention, Saturday, October 26, 4:30–5:30 pm

Osipov, Rimma, BA (341) Innovation Through Tradition: Rediscovering the “Humanist” in the “Medical Humanities”, 
Saturday, October 26, 3:15–4:15 pm

Ott, Mary A ., MD MA (346) Values, Quality, and Evaluation in Ethics Consultation, Saturday, October 26, 4:30–5:30 pm

Ouellette, Alicia, JD (321) Legal Update 2013: Top 10 Legal Developments in Bioethics, Saturday, October 26, 11:45 
am–12:45 pm

Ozar, David T ., PhD (420) Organizational Ethics and Organizationally Mandated Intragroup Referrals, Sunday, 
October 27, 11 am–Noon

Padela, Aasim I ., MD MSc (101) Inculcating Virtues and Remaining Faithful to the Law: Examining Efforts to Promote 
Organ Donation Among Muslims Through an Islamic bioethical lens, Thursday, October 24, 
1–2:30 pm

Panitch, Vida M ., PhD (323) Ethical Challenges to Global Commercial Surrogacy: Exploitation, Commodification, 
Occidentalization, Saturday, October 26, 11:45 am–12:45 pm

Paradis, Carmen, MD (416) Moral Courage in Women’s Health: Critical Decisions Regarding the Use of Innovative 
Medical Devices, Sunday, October 27, 9:45–10:45 am

Parker, Clint, MD PhD (102) Achieving Patient-Centered Care Near the End of Life: Tradition and Innovation in 
Advance Care Planning, Thursday, October 24, 1–2:30 pm

Parker, Lisa, PhD (326) A Child’s Right to an Open Future in the 21st Century, Saturday, October 26, 11:45 am–
12:45 pm

Payne, Richard, MD (232) Improving Care Near the End of Life: Why It’s Still So Difficult, Friday, October 25,  
2:45–3:45 pm

Payot, Antoine, MD PhD (002) Narratives in Practice: Reading and Writing Stories as a Form of Innovative Bioethical 
Inquiry, Thursday, October 24, 8 am–Noon

 (407) An Innovative Account of the Ethics of Neurocognitive Enhancement in Children: Is It in 
Their Best Interests? Sunday, October 27, 8:30–9:30 am

Peace, William, PhD (424) Brain Death, Autonomy, and Informed Consent: Disability Studies Perspectives, Sunday, 
October 27, 11 am–Noon

Peden-McAlpine, Cynthia, PhD ACNS BC (202) Nurses’ Communicative Work Regarding the Distribution of Responsibility for Death in 
Intensive Care Units, Friday, October 25, 8–9 am

Pelletier, Wendy, MSW RSW (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Pender, Kelly, PhD (206) The Moral Limits of Medicine: Rhetorics of Medical Controversy, Friday, October 25, 8–9 am

Penman-Aguilar, Ana, PhD MPH (348) Health Disparities and Public Health Ethics at the Centers for Disease Control and 
Prevention, Saturday, October 26, 4:30–5:30 pm
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Pentz, Rebecca, PhD (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Perlmutter, Joel S ., MD (548) Pharmaceutical Industry Conflicts of Interest: Evidence from the Repurposing of 
Pramipexole for the Treatment of Restless Legs Syndrome, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm

Phillips, Trisha B ., PhD (352) Exploiting Altruism in Human Subjects Research, Saturday, October 26, 4:30–5:30 pm

Phillips, John, BA (544) Should We Count Stillbirths? Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Phuoc, Vania H . (545) Habitual Immersion, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

 (546) Buddhist Philosophies in the Clinical Ethics Work-Up, Friday, October 25, 10 am–
Saturday, October 26, 1:30 pm

Piemonte, Nicole M ., MA (426) Cultivating Empathy: A Component of Professional Identity Formation, Sunday,  
October 27, 8:30–9:30 am

Pike, Elizabeth R ., JD LLM (324) Post-Privacy and Progress: Emerging Legal and Ethical Issues in Whole Genome 
Sequencing, Saturday, October 26, 11:45 am–12:45 pm

Plantz, Diane M ., MD MA (547) Moral Distress Among Emergency Department Providers During Periods of 
Overcrowding, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Plunk, Andrew D ., PhD MPH (548) Pharmaceutical Industry Conflicts of Interest: Evidence from the Repurposing of 
Pramipexole for the Treatment of Restless Legs Syndrome, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm

Pope, Thaddeus M ., JD PhD (321) Legal Update 2013: Top 10 Legal Developments in Bioethics, Saturday, October 26,  
11:45 am–12:45 pm

Powderly, Kathleen E ., PhD CNM (315) Abortion in New York City Before Roe v . Wade: Lessons from the Archives, Saturday, 
October 26, 10:30–11:30 am

Powell Kandyce, MSN RN (234) Palliative Care for Prisoners: Tempering Justice with Mercy, Friday, October 25,  
2:45–3:45 pm

Powers, Carol L ., JD (109) An Aid to Addressing Medical Futility Cases, Thursday, October 24, 2:45–3:45 pm

Press Nancy, PhD (238) The Same, but Different: Attitudes and Experiences of Noninvasive Prenatal Testing from 
the Patient, the Provider, and the Public, Friday, October 25, 2:45–3:45 pm

Pressgrove, Geah N . (310) Developing Quality Standards in Clinical Ethics, Saturday, October 26, 10:30–11:30 am

Purtilo, Ruth, PhD (412) From the Bedside to the Administrator’s Office: Moral Courage in Health Care, Sunday, 
October 27, 9:45–10:45 am

Putney, Sarah B ., JD (425) Moral Distress Across the Healthcare Professions, Sunday, October 27, 11 am–Noon

Rabins, Peter (504) The Critical Role of Study Partners for Persons with Dementia Who Participate in 
Research, Thursday, October 24, 10 am–Friday, October 25, 10 am

Racine, Eric, PhD (329) At the Boundaries of Proven and Unproven Therapies: Considering Ethics, Evidence, and 
Uncertainty in Pediatric Medical Decision Making, Saturday, October 26, 2–3 pm

 (407) An Innovative Account of the Ethics of Neurocognitive Enhancement in Children: Is It in 
Their Best Interests? Sunday, October 27, 8:30–9:30 am

Rahimzadeh, Vasiliki N . (308) Primary Care and the Ethics of Integrating Genomic Medicine, Saturday, October 26, 8–9 am

Rajczi, Alex, PhD (339) The Real-World Case for the ACA and Guaranteed Access to Health Insurance, Saturday, 
October 26, 3:15–4:15 pm

Ramsey, Gloria, JD RN FAAN (331) Moral Courage Among Military Health Providers: Caring for Those in Harm’s Way, 
Saturday, October 26, 2–3 pm

Rasheed, Shoaib (101) Inculcating Virtues and Remaining Faithful to the Law: Examining Efforts to Promote 
Organ Donation Among Muslims Through an Islamic Bioethical Lens, Thursday, October 24, 
1–2:30 pm

Rasmussen, Lisa M ., PhD (211) Privacy and the Regulation of Research in Academic and Corporate Settings, Friday, 
October 25, 10:30–11:30 am
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Reed, Amy R ., PhD (206) The Moral Limits of Medicine: Rhetorics of Medical Controversy, Friday, October 25, 8–9 am

Reiter-Theil, Stella (302) Layers of Truth: How a Longitudinal End-of-Life Study in Switzerland Triggered a Media 
Project for Society’”s Most Vulnerable Groups . A Multimedia Presentation, Saturday,  
October 26, 8–9 am

Rheuban, Karen S ., MD (514) Videoconferencing in the NICU to Support Provider-Parent Relationships: A Pilot Study, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Rhodes, Rosamond, PhD (313) Bucking Tradition: Questioning Barriers to Research on Controlled Drugs, Saturday, 
October 26, 10:30–11:30 am

Rich, Ben A ., JD PhD (234) Palliative Care for Prisoners: Tempering Justice with Mercy, Friday, October 25,  
2:45–3:45 pm

Richardson, Henry S ., JD MPP PhD (226) Medical Researchers’ Ancillary-Care Obligations: Working Out a Philosophical Account 
That Is Empirically Informed and Practically Useful, Friday, October 25, 1–2:30 pm

Richman, Kenneth A ., PhD (307) The Social Thinking Curriculum for Children with Autism: Does It Stifle Principled 
Thinking and Moral Courage? Saturday, October 26, 8–9 am

Rid, Annette, MD (201) The Moral Maze of Making Treatment Decisions for Incapacitated Patients, Friday, 
October 25, 8–9 am

Rieder, Travis N . (111) Adoption, Obligation, and the Demands of Morality, Thursday, October 24, 2:45–3:45 pm

Robert, Jason S ., PhD (505) Does the Practice of Surgical Innovation Require Innovation in Governance of Research? 
Thursday, October 24, 10 am–Friday, October 25, 10 am

 (334) Pay-to-Participate Research: A Worthwhile Innovation? Saturday, October 26, 2–3 pm

Roberts, J . Scott, PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

Robinson, Ellen M ., PhD RN (412) From the Bedside to the Administrator’s Office: Moral Courage in Health Care, Sunday, 
October 27, 9:45–10:45 am

Rose, Susannah Z ., PhD (328) Checklists: Quality Improvement in Ethics Consultation, Saturday, October 26, 2–3 pm

Rosenberg, Leah B ., MD (202) When Silence Is (Still) Death: How Should We Respond to Requests for Non-Disclosure 
at the End of Life? Friday, October 25, 8–9 am

Rothenberg, Karen, JD MPA (320) Exploring the Shifting Moral Landscape as NBS Evolves into NBSeq: The Paradoxes in 
Pandora’s Box Portrayed Through a Vignette-Play, Saturday, October 26, 11:45 am–12:45 pm

Roxland, Beth E ., JD MBioethics (352) Am I (Still) a Human Research Subject? Evolution of Moral and Legal Thought on the 
Rights of Participants in Novel Forms of Research, Saturday, October 26, 4:30–5:30 pm

Runyan, Aliye, MD (560) The American Medical Student Association Humanities Institute: A Model for Medical 
Student Education, Thursday, October 24, 10 am–Friday, October 25, 10 am

Rushton, Cynda H ., PhD RN FAAN (107) Transforming Moral Distress: Contemplative Practice as a Practical Path to Moral Courage 
and Resilience, Thursday, October 24, 1–2:30 pm

Sabatello, Maya, PhD (423) Research with Human Subjects with Mental and Cognitive Disabilities: Shifting Paradigms 
in the Discourse on Moral Agents and Human Rights, Sunday, October 27, 11 am–Noon

Sabbatini, Amber K ., MD MPH (212) Stewardship as Courage: Empirical, Policy, and Normative Dimensions, Friday, October 25, 
10:30–11:30 am

Saghai, Yashar, PhD MA (339) Questioning the Principle of the Least Restrictive Alternative in Public Health, Saturday, 
October 26, 3:15–4:15 pm

Salles, Arleen L ., PhD (407) Moral Enhancement or How to Get Rid of Morality, Sunday, October 27, 8:30–9:30 am

Salter, Erica K ., PhD (319) Is “Traditional” Inpatient Bioethics Suited to the New Outpatient Healthcare Context? 
Saturday, October 26, 11:45 am–12:45 pm

Sample, Susan J ., MFA (421) Why Doctors Listen When This Sick Girl Speaks: How the Text of a Cystic Fibrosis Patient 
Performs Narrative Repair on Medicine’s Cultural Myths of Dying, Sunday, October 27, 11 am–Noon

Sandberg, David E ., PhD (335) Growth Hormone Therapy for Children with Short Stature: Scientific Controversy, Social 
Bias, and Shared Decision Making, Saturday, October 26, 2–3 pm

Sartell, Elizabeth A . (101) Inculcating Virtues and Remaining Faithful to the Law: Examining Efforts to Promote 
Organ Donation Among Muslims Through an Islamic bioethical lens, Thursday, October 24, 
1–2:30 pm
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Savulescu, Julian (006) The Moral Reasoning Course in the 21st Century: Neuroethical Deconstructions, 
Thursday, October 24, 8 am–Noon

Sawicki, Nadia N ., JD MBioethics (333) Strong of Spirit, Weak of Will: An Alternate Account of Conscience Claims, Saturday, 
October 26, 2–3 pm

Sayres, Lauren C ., BA (316) The Cost of Innovation in Noninvasive Prenatal Testing: Ethical and Practical Implications 
for Stakeholders, Saturday, October 26, 10:30–11:30 am

Scheinerman, Naomi (402) Jewish Medical Ethics and Brain Death: Courageous Innovation of Tradition, Sunday, 
October 27, 8:30–9:30 am

Schermer, Maartje, MD PhD (308) Naming and Framing in Commercial Genetic Testing, Saturday, October 26, 8–9 am

Schetky, Diane H ., MD (234) Palliative Care for Prisoners: Tempering Justice with Mercy, Friday, October 25,  
2:45–3:45 pm

Schlairet, Maura C ., EdD MA MSN RN CNL (549) Nurses and Moral Distress: Communication and Caregiving at the End of Life, Friday, 
October 25, 10 am–Saturday, October 26, 1:30 pm

Schmidt, Harald, PhD MA (229) Obesity Policy, Legitimacy, and Public Engagement, Friday, October 25, 1–2:30 pm

Schonfeld, Toby, PhD (106) Assessing “Minimal Competence”‘ in Bioethics Master’s Education, Thursday, October 24, 
1–2:30 pm

Schwartz, Jason L ., PhD MBE (211) Names and Norms: Noninfectious Disease Vaccines and the Ethics of Classification in 
Public Health, Friday, October 25, 10:30–11:30 am

Schwarze, Margaret, MD MPP (235) Surgeons, Intensivists, and Discretion to Refuse Requested Treatments, Friday,  
October 25, 2:45–3:45 pm

Scott, Christopher T . (354) What it Takes: Stem Cell Scientists’ Advice to the Next Generation, Saturday, October 26, 
4:30–5:30 pm

Scott, Charity, JD MSCM (005) Using Applied Improvisation to Improve Conflict Engagement by Bioethics Committees 
and Consultants, Thursday, October 24, 8 am–Noon

Seltzer, Daniel, JD MA (225) How to Get Fired in Bioethics: A User’s Guide to Success, Friday, October 25, 1–2:30 pm

Sexson, William R ., MD (329) A Nontraditional Approach to Help Parents Make Morally Challenging Decisions in the 
NICU: Collaborative Paternalism, Saturday, October 26, 2–3 pm

Shafer, Michaela R ., Col USAF NC (ret) PhD RN (331) Moral Courage Among Military Health Providers: Caring for Those in Harm’s Way, 
Saturday, October 26, 2–3 pm

Shannon, Sarah E ., PhD RN (007) Advanced Skills Workshop for Clinical Ethics Consultation, Thursday, October 24, 8 am–Noon

Shapiro, Johanna, PhD (230) Obesity Bias and Attitudes Among U .S . Medical Students, Friday, October 25, 1–2:30 pm

Sharp, Richard R ., PhD (207) Attitudes About Regulating Consumer Genetic Testing Services: Views from Users, 
Friday, October 25, 8–9 am

 (318) Public/Scientist Partnerships in the Production of Biomedical Knowledge: Advocates, 
Enablers, and Gamers, Saturday, October 26, 10:30–11:30 am

Shepherd, Lois L ., JD (402) The End of End of Life Law, Sunday, October 27, 8:30–9:30 am

Shigley, Sally, Ph .D (335) “But the Internet Said  .  .  .”: How Information is Sent and Received in One Neonatal 
Intensive Care Unit, Saturday, October 26, 2–3 pm

 (340) What’s in a Name? The Past, Present, and Future of Medical Humanities, Saturday, 
October 26, 3:15–4:15 pm

Shuchman, Miriam (335) Growth Hormone Therapy for Children with Short Stature: Scientific Controversy, Social 
Bias, and Shared Decision Making, Saturday, October 26, 2–3 pm

Shuman, Cheryl, MS (408) Whole Genome Sequencing in Pediatric Care: A Journey from Moral Tradition to Moral 
Inquiry to Moral Innovation, Sunday, October 27, 8:30–9:30 am

Silva, Diego S ., PhD (211) Thinking About Infectious Disease Pandemics Beyond Influenza: Ethical Challenges in 
Addressing the Emerging Threat of Tuberculosis, Friday, October 25, 10:30–11:30 am

Sinkin, Robert A ., MD MPH (514) Videoconferencing in the NICU to Support Provider-Parent Relationships: A Pilot Study, 
Thursday, October 24, 10 am–Friday, October 25, 10 am

Sisti, Dominic A ., PhD (236) Why (Re-)Categorizing Mental Disorder is an Ethical Activity, Friday, October 25,  
2:45–3:45 pm
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Sites, Anita K ., BSN RN CCTC (418) Too Young to Be a Good Samaritan? Setting Age Restrictions for Nondirected Kidney 
Donors, Sunday, October 27, 11 am–Noon

Slashinski, Melody J ., PhD MPH (306) Mother Protection, Child Survival: African American Mothers’ Narratives of Motherhood, 
Blame, and Children’s Behavioral and Emotional Problems, Saturday, October 26, 8–9 am

Smith, Maxwell J ., MSc BA (211) Thinking About Infectious Disease Pandemics Beyond Influenza: Ethical Challenges in 
Addressing the Emerging Threat of Tuberculosis, Friday, October 25, 10:30–11:30 am

Smith, Jodi (557) Solid Organ Transplantation in Children with Intellectual Disabilities, Friday, October 25, 
10 am–Saturday, October 26, 1:30 pm

Smith, Patrick T ., MDiv PhDc MA (109) An Aid to Addressing Medical Futility Cases, Thursday, October 24, 2:45–3:45 pm

Smith, Martin L ., STD (328) Checklists: Quality Improvement in Ethics Consultation, Saturday, October 26, 2–3 pm

Solberg, Lauren B ., JD MTS (551) Encouraging Bioethics Research and Education at an HBCU: A “Train-the-Trainer” 
Program, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Solomon, Ellen R ., MD (416) Moral Courage in Women’s Health: Critical Decisions Regarding the Use of Innovative 
Medical Devices, Sunday, October 27, 9:45–10:45 am

Solomon, Stephanie R ., PhD (334) A Seat at the Table or a Voice in the Void: A Pilot Study of the Factors that Shape 
Community ’Member’s Role on Research Review Boards, Saturday, October 26, 2–3 pm

 (105) Delivering Research Ethics Education: Strategies for Training Community Research 
Partners, Thursday, October 24, 1–2:30 pm

Sommer, Dane, DMin MDiv BCC (305) Secularizing the Sacred Story: Why Research on Chaplaincy Is Difficult, Saturday, 
October 26, 8–9 am

Sommers, Amanda K . (204) Holocaust Survivors’ Stories: Contextualizing the Dilemma of Nazi Data Use, Friday, 
October 25, 8–9 am

Soricelli, Rhonda L ., MD (520) Whistle Blowing: Perceptions, Portrayals, and Professionalism, Thursday, October 24, 10 
am–Friday, October 25, 10 am

Spector-Bagdady, Kayte, JD MBioethics (324) Post-Privacy and Progress: Emerging Legal and Ethical Issues in Whole Genome 
Sequencing, Saturday, October 26, 11:45–12:45 pm

 (345) “Something of an Adventure”: Postwar NIH Research Ethos and the Guatemala STD 
Experiments, Saturday, October 26, 3:15–4:15 pm

Spellecy, Ryan, PhD (215) Student-Led Research Review Panel: An Alternative to IRB Review of Medical Student 
Projects, Friday, October 25, 10:30–11:30 am

 (105) Delivering Research Ethics Education: Strategies for Training Community Research 
Partners, Thursday, October 24, 1–2:30 pm

Spike, Jeffrey P ., PhD (007) Advanced Skills Workshop for Clinical Ethics Consultation, Thursday, October 24, 8 am–
Noon

Sprague, Stuart, PhD (007) Advanced Skills Workshop for Clinical Ethics Consultation, Thursday, October 24, 8 am–Noon

Sprehe, Michael, MD MPH (343) Shortages and Hard Triage in Pediatrics: Moral Courage Required, Saturday, October 26, 
3:15–4:15 pm

Stahl, Devan J ., MDiv (114) Disabled Bioethics: Ability, Disability, and Difference, Thursday, October 24, 2:45–3:45 pm

 (421) Seeing and Interpreting Illness: Forging New Collaborations in Fine Art and Medicine, 
Sunday, October 27, 11 am–Noon

Stegenga, Kristin, PhD RN CPON (410) Helping the Invisible Children: Family Strategies to Overcome Sibling Distress During a 
Pediatric Allogeneic Hematopoietic Stem Cell Transplant, Sunday, October 27, 9:45–10:45 am

Stock, Barbara A ., Ph .D . (301) Relational Autonomy: From Critique to Action, Saturday, October 26, 8–9 am

Stoddard, Hugh A ., PhD MEd (106) Assessing “Minimal ’Competence” in Bioethics Master’s Education, Thursday, October 24, 
1–2:30 pm

Stokes, Theophil, MD (002) Narratives in Practice: Reading and Writing Stories as a Form of Innovative Bioethical 
Inquiry, Thursday, October 24, 8 am–Noon

Stone, John, MD PhD (411) Health Equity in Praxis: Ethics, Practice, and Policy Implications, Sunday, October 27,  
9:45–10:45 am
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Stramondo, Joseph A ., MA (346) Why Bioethics Needs a Disability Moral Psychology and Epistemology’, Saturday, 
October 26, 4:30–5:30 pm

Strand, Nicolle K ., JD MBioethics (324) Post-Privacy and Progress: Emerging Legal and Ethical Issues in Whole Genome 
Sequencing, Saturday, October 26, 11:45–12:45 pm

Stutzki, Ralf (302) Layers of Truth: How a Longitudinal End-of-Life Study in Switzerland Triggered a Media 
Project for Society‘s Most Vulnerable Groups . A Multimedia Presentation, Saturday, October 26, 
8–9 am

Sugarman, Jeremy, MD MPH MA (237) Community Consultation for Research in Emergency Settings: An Innovative Strategy for 
a Challenging Situation or a Source of Unnecessary Confusion and Work? Friday, October 25, 
2:45–3:45 pm

Swetz, Keith, MD (317) Ageism vs . the Technological Imperative in Hemodialysis—Moral courage is Necessary 
to Find the Golden Mean in the Face of Changing Financial Incentives in Medicare 
Reimbursement, Saturday, October 26, 10:30–11:30 am

Szego, Michael J ., PhD (408) Whole Genome Sequencing in Pediatric Care: A Journey from Moral Tradition to Moral 
Inquiry to Moral Innovation, Sunday, October 27, 8:30–9:30 am

Tabor, Holly K ., PhD (401) Innovation and Uncertainty in Neonatal-Perinatal Medicine, Sunday, October 27,  
8:30–9:30 am

Talati, Erin D ., MD JD MBe (552) Who Decides? Parent and Child Perspectives About Children Participating in Research, 
Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Tarzian, Anita, PhD RN (424) Brain Death, Autonomy, and Informed Consent: Disability Studies Perspectives, Sunday, 
October 27, 11 am–Noon

Taylor, Tedford J ., MDiv BCCC (553) A Model of Ethical Discernment: Learning from the Quaker Tradition of Clearness, Friday, 
October 25, 10 am–Saturday, October 26, 1:30 pm

Taylor, Carol R ., PhD RN (347) Hand Feeding: Moral Obligation or Elective Intervention, Saturday, October 26,  
4:30–5:30 pm

Taylor, Holly A ., PhD MPH (504) The Critical Role of Study Partners for Persons with Dementia who Participate in 
Research, Thursday, October 24, 10 am–Friday, October 25, 10 am

 (524) Going Forward: Prototype Guidance for Addressing Ethical Challenges in Healthcare 
Resource Allocation and Policy Decision Making, Thursday, October 24, 10 am–Friday, October 
25, 10 am

Taylor, Kim, MA (202) “[We] Have High IQs but Low EQs”: Healthcare Providers’ Perceptions of Their Own 
Communication Barriers Regarding End-of-Life Issues, Friday, October 25, 8–9 am

 (350) Healthcare Providers’ Experiences Supporting Culturally Diverse Patients and Families 
Through Complex Healthcare Decisions, Saturday, October 26, 4:30–5:30 pm

Therasse, Donald G ., MD (205) Bioethics Capacity Building in a Corporate Setting: One Pharmaceutical Company’s 
Experience, Friday, October 25, 8–9 am

Thiessen, Carrie, MD PhD (410) Opting Out: Confidentiality and Alibis for Living Kidney Donors, Sunday, October 27, 
9:45–10:45 am

Thomas, Alex, MD (327) Graphic Medicine at Work: Research Outcomes When the Intervention Is a Comic, 
Saturday, October 26, 11:45 am–12:45 pm

Thompson, Alison K ., PhD (554) Postmarketing Prescription Drug and Vaccine Surveillance in Underrepresented 
Populations: Toward an Ethical Framework, Friday, October 25, 10 am–Saturday, October 26, 
1:30 pm

Thornock, Bradley O ., MPH (419) Are We Sophists? Adherence, Persuasion, and Aristotelian Metarhetoric, Sunday,  
October 27, 11 am–Noon

Thorsteinsdottir, Bjorg, MD (317) Ageism vs . the Technological Imperative in Hemodialysis—Moral Courage is Necessary 
to Find the Golden Mean in the Face of Changing Financial Incentives in Medicare 
Reimbursement, Saturday, October 26, 10:30–11:30 am
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Tilburt, Jon C ., MD (317) Ageism vs . the Technological Imperative in Hemodialysis—Moral Courage is Necessary 
to Find the Golden Mean in the Face of Changing Financial Incentives in Medicare 
Reimbursement, Saturday, October 26, 10:30–11:30 am

 (008) Writing Winning Aims for Bioethics Research: A Hands-On Experience, Thursday, 
October 24, 8 am–Noon

 (212) Stewardship as Courage: Empirical, Policy, and Normative Dimensions, Friday, October 25, 
10:30–11:30 am

Timmer, Marjorie D ., MBA MHA RRT (425) Moral Distress Across the Healthcare Professions, Sunday, October 27, 11 am–Noon

Tipton, Sean, MA (427) Ethical Considerations, Policy Options, and the Oversight of Gamete Donation, Sunday, 
October 27, 11 am–Noon

Tomlinson, Mark, MD MBA (223) Integrating Practical Judgment into Catholic Moral Thinking: It’s Not Just About the 
Rules, Friday, October 25, 1–2:30 pm

Tovino, Stacey A ., JD, PhD (339) Public and Private Mental Health Benefit Disparities After the Affordable Care Act, 
Saturday, October 26, 3:15–4:15 pm

Trancik, Emily K . (307) Innovation in Catholic Ethics: Developing Moral Theology for Advancements in 
Neuroscience, Saturday, October 26, 8–9 am

 (114) Disabled Bioethics: Ability, Disability, and Difference, Thursday, October 24, 2:45–3:45 pm

Trotochaud, Karen A ., MN MA RN (555) Moral Distress in Pediatric Healthcare Providers, Friday, October 25, 10 am–Saturday, 
October 26, 1:30 pm

Trotter, Griffin, MD PhD (332) Innovating Political Philosophy in Bioethics, Saturday, October 26, 2–3 pm

Tuohey, John F ., PhD (223) Integrating Practical Judgment into Catholic Moral Thinking: It’s Not Just About the 
Rules, Friday, October 25, 1–2:30 pm

Unguru Yoram, MD MS MA (214) Childhood Cancer and Chemotherapy Shortages: Ethical Challenges and Tragic Choices, 
Friday, October 25, 10:30–11:30 am

Urushihara, Urvil Nobue, PhD (306) First-Person Narratives of Cancer by Physicians: Three Phases of Moral Courage, 
Saturday, October 26, 8–9 am

Van Campen, Luann E ., PhD (205) Bioethics Capacity Building in a Corporate Setting: One Pharmaceutical Company’s 
Experience, Friday, October 25, 8–9 am

VanDyke, Amy M ., PhDc MSW LSW (326) A Child’s Right to an Open Future in the 21st Century, Saturday, October 26, 11:45 am–
12:45 pm

Vawter, Dorothy, PhD (110) Dementia-Specific Advance Care Planning: Project Findings, Thursday, October 24,  
2:45–3:45 pm

Violi-Satkoske, Valerie B ., PhD (326) A Child’s Right to an Open Future in the 21st Century, Saturday, October 26, 11:45 am–
12:45 pm

Viscardi, Molly K ., MPA RN (525) An Ethical Framework for Examining Variation in the Quality of Hospital Care, Thursday, 
October 24, 10 am–Friday, October 25, 10 am

Volpe, Rebecca, PhD (556) Lies, Damned Lies, and Medical Care, Friday, October 25, 10 am–Saturday, October 26, 1:30 pm

Voss, Kevin E ., MDiv DVM PhD (342) An Ethics Survey of Religious Beliefs and Reproductive Counseling Practices of Clergy, 
Saturday, October 26, 3:15–4:15 pm

Wahlert, Lance, PhD (003) Introductory Skills Workshop in Mediation: Learning the Techniques of Facilitation and 
Conflict Resolution for Use in Clinical Ethics Consultations, Thursday, October 24, 8 am–Noon

Walter, Jennifer K ., MD PhD MS (329) Ethical Communication for Decision Making About Chronically Ill Children: The ’Parent’s 
Perspective, Saturday, October 26, 2–3 pm

Wasson, Katherine, PhD MPH (405) Enhancing the Moral Development of Medical Students Through an Extracurricular 
Honors Program: Results from a Pilot Survey, Sunday, October 27, 8:30–9:30 am

Watson, Katie L ., JD (113) Moral Agency: Institutions, Physicians, and Patients, Thursday, October 24, 2:45–3:45 pm

Wear, Delese, PhD (340) What’s in a Name? The Past, Present, and Future of Medical Humanities, Saturday, 
October 26, 3:15–4:15 pm

Weber, Markus (302) Layers of Truth: How a Longitudinal End-of-Life Study in Switzerland Triggered a Media 
Project for Society’s Most Vulnerable Groups . A Multimedia Presentation, Saturday, October 26, 
8–9 am
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Wendler . David, PhD (201) The Moral Maze of Making Treatment Decisions for Incapacitated Patients, Friday, 
October 25, 8–9 am

Wenger, Neil, MD MPH (210) The Frequency and Cost of Futile Treatment in Critical Care, Friday, October 25,  
10:30–11:30 am

 (302) Factors Associated with Hospital Implementation of Physician Orders for Life Sustaining 
Treatment in California, Saturday, October 26, 8–9 am

 (311) Perinatal Hospice: Beyond Pro-Life and Pro-Choice, Saturday, October 26, 10:30–11:30 am

White, Douglas, MD MAS (235) Surgeons, Intensivists, and Discretion to Refuse Requested Treatments, Friday,  
October 25, 2:45–3:45 pm

 (008) Writing Winning Aims for Bioethics Research: A Hands-On Experience, Thursday, 
October 24, 8 am–Noon

Wicclair, Mark R ., PhD (235) Surgeons, Intensivists, and Discretion to Refuse Requested Treatments, Friday,  
October 25, 2:45–3:45 pm

Wightman, Aaron, MD (557) Solid Organ Transplantation in Children with Intellectual Disabilities, Friday, October 25, 
10 am–Saturday, October 26, 1:30 pm

Wiley, Joshua F ., MA (210) The Frequency and Cost of Futile Treatment in Critical Care, Friday, October 25,  
10:30–11:30 am

Williams-Jones, Bryn, PhD (227) Business Ethics’ Contribution to Bioethics: The Case of the Pharmaceutical Industry, 
Friday, October 25, 1–2:30 pm

Wilson Dan, MAR LCSW (337) Nonbeneficial Treatment and Conflict Resolution: Building Consensus, Saturday,  
October 26, 3:15–4:15 pm

Winslade, William J, JD PhD (216) 3D Tug-of-War: Neuroimaging, Policy, and the Minimally Conscious State, Friday,  
October 25, 10:30–11:30 am

Wocial, Lucia D ., PhD RN (346) Values, Quality, and Evaluation in Ethics Consultation, Saturday, October 26, 4:30–5:30 pm

Wolf, Leslie E ., JD MPH (227) Federal Funds for Syringe Exchange Programs: A Necessary Component Toward 
Achieving an AIDS-Free Generation, Friday, October 25, 1–2:30 pm

Wolf, Susan M ., JD (232) Improving Care Near the End of Life: Why It’s Still So Difficult, Friday, October 25,  
2:45–3:45 pm

Wright, David, MD (237) Community Consultation for Research in Emergency Settings: An Innovative Strategy for 
a Challenging Situation or a Source of Unnecessary Confusion and Work? Friday, October 25, 
2:45–3:45 pm

Ying, Irene, MD CCFP (419) Therapeutic Doublethink: A Novel Concept to Ethically Justify Unrealistic Optimism in 
Patients with Advanced Cancer, Sunday, October 27, 11 am–Noon

Yurkiewicz, Ilana R ., MD(c) BS (207) A Quantitative Study of Perspectives on Genetic Incidental Findings, Friday, October 25, 
8–9 am

Zautra, Nicholas G ., MA (349) The Dark Side of the Spoon: Increases in Funding for Addiction Treatment, Saturday, 
October 26, 4:30–5:30 pm

Zlotnik Shaul, Randi L ., JD PhD LLM (408) Whole Genome Sequencing in Pediatric Care: A Journey from Moral Tradition to Moral 
Inquiry to Moral Innovation, Sunday, October 27, 8:30–9:30 am

Zollfrank, Angelika, MDiv (502) Is Spiritual Care from Nurses and Physicians Appropriate at the End of Life? Predictors 
for Attitudes of Appropriateness Among Patients, Nurses, and Physicians, Thursday, October 
24, 10 am–Friday, October 25, 10 am

Zoloth, Laurie, PhD (312) Contagion and the Limits of Irony: Resistance, Autonomy, and Global Public Health, 
Saturday, October 26, 10:30–11:30 am

 (225) How to Get Fired in Bioethics: A User’s Guide to Success, Friday, October 25, 1–2:30 pm

Zusevics, Kaija L ., PhD MPH CHES (558) White Complicity and White Moral Responsibility in the Genomic Era, Friday, October 25, 
10 am–Saturday, October 26, 1:30 pm


