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Lupus: An URGENT National Public Health Issue
Every day, lupus exacts a brutal toll on the lives of people affected by this
misunderstood and unpredictable disease — physically, emotionally and
financially. It ravages different parts of the body, and has no known cause
and no known cure. And while lupus can strike anyone at any time, 90
percent of people who develop lupus are young women in the prime of
life. The effects of lupus and the medications used to treat the disease are
devastating: disability, interruption of careers and infertility.
Lupus is serious and relentless — and so are we. People who have the
disease are always under the threat of a new health crisis and must be
brave in the face of what can be daunting and overwhelming. For them, we
offer the best answers available, the support of caring people, and referrals
to expert physicians. We are their allies in the search for a cure and in the
quest for resources to fund research. We work with lupus experts to help
us identify the most pressing scientific challenges and aggressively pursue
and fund a research agenda to find the answers to the most important and
challenging questions in lupus.
We are determined to bring an end to lupus while providing answers,
support and hope to all impacted by lupus. We advance our mission
through a comprehensive program of research, advocacy, education
and awareness.

Development of a Cutting-Edge Disease Management Tool
Since 2009, our direct grant programs, combined with
our advocacy efforts, have led to a total investment
of $37 million in new dollars for lupus research. Our
national research program is focused on bringing down
barriers to the development of new treatments for lupus.
This includes developing the first-ever global definition
of a lupus flare for use in clinical trials and practice,
spearheading an initiative to evaluate data from past lupus
clinical trials to improve how future trials are conducted,
and creating an innovative online tool to provide training
to clinical investigators on the instruments used in global
lupus clinical trials to improve how data is collected and
analyzed. All of these initiatives help bring us closer to
achieving our goal of having an arsenal of treatments
for lupus and the tools and resources to achieve the best
possible quality of life for people with lupus.

leading the
fight to end
lupus THROUGH
RESEARCH.

This year, we took another bold step forward with the development of the Lupus Foundation of America Rapid Evaluation of Activity in Lupus (LFA-REAL™), a first of its kind system
that will allow people with lupus and their rheumatologists to assess, evaluate treatment
decisions and improve data collection in clinical trials testing new lupus treatments.
The LFA-REAL™ system was the brainchild of the Foundation’s medical director and
researcher at the Oklahoma Medical Research
™
Foundation, Joan T. Merrill, MD and Columbia
University researcher and physician, Anca D.
Askanase, MD, MPH. While discussing how existing lupus assessment tools were complex, unreliable and time-consuming, they agreed there was
a significant need to have a simplified tool to assess disease activity and importantly, one that engaged people with lupus as partners in their care.
The tool has two parts that the clinician and the
patient each complete. Its purpose is to monitor
disease activity over time, encourage treatment
decisions to be made together and reduce unnecessary treatment and costs. It will be the only
tool for lupus to go through a special qualification and approval process by the Food and Drug
Administration (FDA) for use in lupus clinical trials. This means greater consistency in data from
clinical trials of potential new lupus therapies, so
that the trials can be completed more successfully,
allowing new medicines to get into the hands of
patients and physicians faster.

“The LFA-REAL system is
unique because, for the first
time, a tool is being developed
that will capture the patient
voice, address quality of life,
track disease activity AND
work in companion with the
rheumatologists’ assessment.
It ensures that the patient is
engaged in the treatment
and decision making process
alongside their physician.”
Anca D. Askanase, MD, MPH
Columbia University Medical School

More Research success:
— Funded new research studies to advance the science and medicine of lupus. Since its inception, the
Foundation has supported the efforts of more than 400 investigators at 100 institutions across the
United States.
— Presented in-depth analyses of additional data from the Lupus Foundation of America Collective Data
Analysis Initiative (LFA CDAI), which has provided valuable insight into the impact of medicines that
people with lupus take during lupus clinical trials.
— Joined forces with medical publisher British Medical Journal (BMJ) to establish Lupus Science and
Medicine™, the first open-access peer reviewed medical journal dedicated to lupus.

2013 - 2014 ANNUAL REPORT | 5

bringing
Research
down National
Program Grantees &
Initiatives
the
™
BARRIERS
Neuropsychiatric Lupus
Mark W. DiFrancesco, PhD
Cincinnati Children’s Hospital
Medical Center
Cincinnati, OH
Imaging the Blood-Brain Barrier in Childhood-Onset
Neuropsychiatric Lupus
Presented in memory of Kassie McMullin Biglow
and made possible in part by funds provided by the
Lupus Foundation of America Greater Ohio Chapter.

Adult Stem Cells
Laurence M. Morel, PhD
University of Florida College
of Medicine
Gainesville, FL
Genetic Regulation of Stem Cell Dysfunction in a Mouse
Model of Lupus
This grant is in honor of the Cooper Family
Foundation and is provided through a trust created
in memory of Stephen and Catherine Pida.

Michael Jon Barlin Pediatric Lupus
Research Program:
Lisabeth V. Scalzi, MD, MS
Pennsylvania State University Milton S. Hershey
Medical Center
Hershey, PA
Impact of Social Media and Online Support for SelfManagement in Adolescents with Lupus
This is the Lucy Vodden Research Grant Award,
which was established in memory of Lucy Vodden
by the Lupus Foundation of America and Julian
Lennon. This grant is made possible in part by funds
provided by the Lupus Foundation of America
Philadelphia Tri-State Chapter.
Career Development Award:
Candace H. Feldman, MD, MPH
Brigham and Women’s Hospital
Boston, MA
Comparative Risks of Infections in Lupus Patients on
Immunosuppressants
Created to help fellows interested in pursuing lupus
research meet their financial needs.

Gina M. Finzi Memorial Student Summer
Fellowship Program:
Elisabeth Adkins
The Jackson Laboratory
Bar Harbor, ME
The Sackler School of Graduate Biomedical Sciences
at Tufts University
Boston, MA

Lupus Insight Prize:
Mark J. Shlomchik, MD, PhD
University of Pittsburgh
Pittsburgh, PA
Dr. Shlomchik investigated the connection between
the death of neutrophils, the body’s most abundant
white blood cells, and lupus.

Origins of Follicular T cells and Interleukin 21 Signaling in
Systemic Lupus Erythematosus

LFA Rapid Evaluation of Activity in Lupus
(LFA-REAL™):

Stefan M. Gysler
Yale University School of Medicine
New Haven, CT

Anca D. Askanase, MD, MPH
Columbia University
New York, NY

Role of microRNAs in Trophoblast Responses to
Antiphospholipid Antibodies
Danusha Jebanesan
University of Toronto and The Hospital for
Sick Children
Toronto, ON, Canada
Multiple Targets of Maternal Autoantibodies in Lupus
Pregnancies
Hans Kim
State University of New York Upstate
Medical University
Syracuse, NY

Diane L. Kamen, MD, MSCR
Medical University of South Carolina
Charleston, SC
Joan T. Merrill, MD
Oklahoma Medical Research Foundation
Oklahoma City, OK
S. Sam Lim, MD, MPH
Emory University
Atlanta, GA

Nuclear Magnetic Resonance-Based Metabolomic Study
for Systemic Lupus Erythematosus
Morgan Morelli
Allegheny-Singer Research Institute
Pittsburgh, PA
Association of PC4d with Thrombosis and Cardiovascular
Disease in Systemic Lupus Erythematosus
LFA Collective Data Analysis
Initiative (CDAI):
Mimi Kim, ScD
Albert Einstein College of Medicine of Yeshiva
University and Montefiore Medical Center
Bronx, NY
An Integrated Analysis of Data from Placebo Groups
Participation in Multi-Center Clinical Trials for Lupus
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Our investment in advocacy
efforts has generated
huge dividends for lupus
research. In 2013 alone,
the Foundation’s activists
successfully stimulated
more than $11 million
in new funding for lupus
research and education
programs. The Foundation
has an amazing track record
of success, stimulating $28
in federal lupus research
and education for every
$1 invested in advocacy.

SecurED More than $11 Million for Lupus Research
and Education
Kidney failure. Months of rehabilitation and therapy. Loss of employment.
These are just a few ways lupus has affected 42 year old Toni Grimes from
Arizona. During the Lupus Foundation of America’s National Advocacy Lupus
Summit, Toni and more than 250 lupus activists
from 31 states shared with members of Congress
and their staff the countless and sometimes devastating ways lupus has affected them and their
families. Along with other activists, she delivered
the Foundation’s National Research petition, containing more than 30,000 signatures.
We are committed to telling the stories of people
affected by lupus to underscore the urgent need
to increase funding for lupus research. We will
keep the pressure on our nation’s leaders on Capitol Hill and in state houses across the country until
we achieve our goal of improving the quality of
life for Toni and the millions of others who struggle with this terrible disease every day.

We are determined to make

“Participating in the National
Lupus Advocacy Summit was
empowering and inspiring.
Sharing my story with my
representatives and being with
hundreds of other activists
made me feel like we were in
this together, and we could
make a difference.”
Toni Grimes

lupus a national health care

Lupus Activist from Phoenix, Arizona

priority. We fight to improve
access to health care and
expand funding for lupus
education and research

leading the
fight to end
lupus THROUGH
ADVOCACY.

initiatives so we can find
better treatments and get
the answers we need to
solve the cruel mystery
of lupus.

More ADVOCACY success:
— Advocating successfully for the continued support of lupus research through the Department of
Defense Peer Reviewed Medical Research Program, which awarded $1.6 million to two biotechnology
companies to develop potential life-saving treatments for lupus. Another $3.4 million in grants was
provided to three research institutions to learn more about lupus.
— Secured an additional $2 million for a total of $6.5 million for The Lupus Initiative, which launched in
2013 to train more doctors on recognizing the signs and symptoms of lupus to improve early
diagnosis and treatment.
— Secured an additional $5.5 million to support the largest national epidemiology study conducted on
lupus through the Centers for Disease Control and Prevention, bringing total funding to $32 million.
The study will provide a more accurate estimate of the number of people with lupus and provide a clear
picture of the burden of disease on individuals and their families.
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Provided Caring Support and Programs for 200,000 People
Affected by Lupus
With the support of our National Network of chapters, offices, and support groups, we
are out in the community every day, hosting more than 2,400 support group meetings
and education programs and participating in more than 600 health fairs last year alone.
Through our National Health Educator Call Center and programs conducted by our National Network, we provided education, support
and referrals for more than 60,000 people.

Whether an individual has had lupus for six weeks
or six years, we know that a lupus diagnosis can be
overwhelming, confusing and at times frightening.
We’re here to listen and to make sure that everyone

Twenty-five year old Brittney McBath reached out
to the Foundation looking for answers and help after years of debilitating symptoms including joint
pain, fevers and neurological and gastrointestinal
issues. The Foundation provided resources and referred her to one of the leading experts in lupus,
who helped Brittney regain control of her health
and provided her with hope for the first time in
years.

gets the answers and support they need. Our work has
earned public confidence, and our advice is credible and

The resources and support
of the Lupus Foundation of
America changed my life. After
years of being sick and finding
no relief from my symptoms,
I finally was able to regain
control of my health and have
hope that I could live a long
and happy life.”

authoritative. We have years of experience and deep
roots with leading researchers and medical specialists. We

Brittney McBath
Diagnosed with lupus at age 18

collaborate with top lupus experts to provide the latest
information about developments in lupus education
and treatment.

More education success:
— Conducted live and online Continuing Medical Education (CME) programs for health professionals, to
explore advances in lupus management and treatment.

leading the
fight to end
lupus THROUGH
EDUCATION.

— Completed the first phase of the Help Us Solve the Cruel Mystery National Tour, which featured a 45
foot bus with interactive exhibits designed to showcase how lupus impacts the daily lives of
individuals and their families. The tour included a patient education program and a state-of-thescience continuing medical education (CME) program for healthcare professionals. The Tour reached
more than 90 million people through the media and impressions generated during its time on the road.
— Celebrated the tenth anniversary of Lupus Now®, the only national magazine exclusively for people
with lupus, their caregivers and health care professionals.
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We are committed to bringing lupus to the forefront of the
public’s consciousness, so that it can receive the attention
and resources needed to find its causes and cures.
Celebrities play a critical role, shining a light on lupus,
educating the public about its impact, and injecting lupus
into the national dialogue. Julian Lennon, Nick Cannon,
actor Ian Harding and Olympic soccer player Shannon Boxx
have all stepped up in recent years to help raise awareness
of lupus. The Foundation is leading the charge to rally
public support from all corners, including stars of film,
television and sports, to increase awareness of lupus.

SHINING A LIGHT ON LUPUS
Since his diagnosis of lupus kidney disease (lupus nephritis) in 2012, entertainer and host of America’s Got Talent, Nick Cannon, has added another title
to his resume: lupus activist. By sharing his story with the media, including
CNN and Good Morning America, he continues to bring greater attention and
awareness to the impact of lupus.
Cannon is also featured in an educational video which promotes the importance of clinical trials and awareness about clinical trial options for lupus nephritis. He served as Grand Marshal for our
Walk to End Lupus Now™ events in Washington,
D.C. and Los Angeles, which attracted more than
10,000 people to join the fight in those communities. Cannon also brings additional awareness
through social media, reaching his more than 4
million followers.

“We are all in this fight against
lupus together. Awareness
starts with us. Each of us can
do our part, raise our voice
and educate our families,
neighbors, friends and
communities.”
Nick Cannon
Actor, Entertainer and host of America’s Got Talent

More aWARENESS success:

leading the
fight to end
lupus THROUGH
AWARENESS.

— Exceeded 5 million annual visits to our website, lupus.org.
— Surpassed 150,000 likes on Facebook, becoming the largest lupus community online.
— Walk to End Lupus Now became the world’s largest lupus walk, with events in more than 60 communities
and 70,000 participants, generating visibility, public understanding and support for people with lupus.

Opposite: Nick Cannon (C) joined by actress Margaret Avery, Being Mary Jane (L) and Ian Harding (R) , Pretty Little Liars at Walk to End Lupus
Now in Los Angeles.
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Ways You Can Join the Fight
Make a Secure Tax Deductible Donation.
Visit lupus.org/donate or mail your check made payable to the Lupus Foundation of America, 2000 L Street NW, Suite 410, Washington, DC 20036.
Start a Team and Register for Walk to End Lupus Now™.
The nation’s largest lupus walk raises money for lupus research, increases
awareness of lupus and rallies public support. Find a walk in your community;
visit WalktoEndLupusNow.org.
Create a Page of Hope. Share your personal story and invite family and
friends to give in honor or in memory of someone, in lieu of giving or getting
gifts. Visit lupus.org/pagesofhope.
Make Your Voice Heard on Capitol Hill. Sign up to become an e-advocate. To
learn more, visit our Legislative Action Center at lupus.org/advocacy.

We thank our supporters, volunteers and
activists across the country, who join with us
year after year in the fight to end lupus. Without
you, our work would not be possible. We are
partners with a shared mission to improve the

Remember us in your will and estate planning.
To discuss options for leaving a lasting legacy, e-mail plannedgiving@lupus.
org or call 202.349.1153. Visit lupus.org/plannedgiving for more information
and language to use for bequests.
Become a Corporate Sponsor. Each year, many companies join the movement to solve the cruel mystery. Align your brand and company with our
cause and those living with lupus. To learn more, contact Donna Grogan at
grogan@lupus.org or 202-349-1152.

quality of life for all those affected by lupus.

leading the
fight to end
lupus WITH
YOU.

Opposite (clockwise from top left): Children get in
the spirit and show their support for people with
lupus at Walk to End Lupus Now™ in Washington,
DC; Senator Tom Harkin (D-IA) is honored in
Washington, DC for his 30 years of public service
for those affected by chronic diseases and
disabilitiesw; GRAMMY™ award-winning artist
Macy Gray performs at the Evening of Hope Gala
in New York City.
Bottom left: (L-R) Dr. William Haseltine, Founder
of Human Genome Sciences, Norah O’Donnell,
CBS This Morning anchor and Laurie Olson,
representing Pfizer Inc were honored for their
efforts in the fight against lupus at the Evening of
Hope Gala in New York City.
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Financial
HIGHLIGHTS

advocacy
& Awareness

We are focused and aggressive in our efforts to increase understanding of lupus among the public and our nation’s leaders so
lupus gets the attention and resources it needs.
We achieve this through:
— Advocating for expanded investment in lupus research, securing $9 million in
new government funding this year (a total of $37 million since 2009).
— Advocating for increased funding for Iupus awareness and education programs,
generating a total of $2 million this year in new government funding this
year (a total of $9 million since 2009).
— Ongoing outreach and education for government leaders and the public.

17%
fundraising

expenses **

Program Services**

4%
management
& general

Statement of Activities

Statement of Activities

For the Year Ended September 30, 2013

For the Year Ended September 30, 2013
$ 11,201,340

ExpenSES
Program Services
Management and General
Fundraising

Revenue and support

— Improving the design of lupus clinical trials so they can be completed
successfully.
— Creating an online training tool for researchers on the instruments used in
lupus clinical trials.
$ 17,687,201

— Developing a new disease assessment and treatment management tool.

ExpenSES
10,485,487
590,275
2,298,326

Program Services

14,801,945

Management and General

1,273,525

Fundraising

3,456,575

13,374,088

TOTAL EXPENSES	

19,532,045

Change in Net Assets

(2,172,748)

Change in Net Assets

(1,844,844)

Net Assets, End of Year

Our comprehensive National Research Program leads scientific
initiatives to stimulate the development of new treatments,
funds grants to lupus researchers and advocates for expanded
public and private investment in research on lupus. (See advocacy and awareness section above).
We achieve this through:
— Funding research where there is a gap in our understanding or the topic has
been underfunded.

TOTAL EXPENSES	

Net Assets, Beginning of Year

Research
& scientific
initiatives

LUPUS FOUNDATION OF AMERICA
& nATIONAL NETWORK

LUPUS FOUNDATION OF AMERICA**

Revenue and support

— Engaging the media and celebrities to shine a light on lupus.

78%

6,383,798
$ 4,211,050

Net Assets, Beginning of Year
Net Assets, End of Year

9,954,017
$ 8,109,173

A complete copy of the audited financial statements is available online or upon request from the Lupus Foundation of America National Office by calling
202-349-1155 or writing to Lupus Foundation of America, 2000 L Street NW, Suite 410, Washington, DC 20036.

education
& support
services

While on the quest for treatments and cures we provide answers, support and hope to people with lupus, their families
and the physicians who care for them.
We achieve this through:
— Patient education programs and support groups.
— Physician education and training.
— Our Health Educator Network that provide answers and referrals.
— Health management tools and resources, including Lupus Now® magazine.

** These are the program expenses for the Lupus Foundation of America national office.
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NATIONAL
NETWORK
The Lupus Foundation of America National Network is composed of chapters, offices and support
groups in communities throughout the United States. As a united force, we lead a nationwide movement to solve the cruel mystery of lupus and improve the quality of life for all people who suffer from
its brutal impact.

NATIONAL
BOARD OF DIRECTORS
& MANAGEMENT

Alaska Chapter

New Jersey Chapter

Officers

DIRECTORS

Anchorage, AK

Springfield, NJ

California Office

North Carolina Chapter

Peter M. Schwab
Chair
Chicago, IL

Judith Barlin
Miami, FL

Los Angeles, CA

Charlotte, NC

Connecticut Chapter

Pacific Northwest Chapter

Farmington, CT

Renton, WA

DC/MD/VA Chapter

Philadelphia Tri-State Chapter

Washington, DC

Jenkintown, PA

Florida Chapter

Memphis Area Chapter

Boynton Beach, FL

Memphis, TN

Georgia Chapter

Mid-South Chapter

Smyrna, GA

Nashville, TN

Greater Ohio Chapter
Brecksville, OH

Heartland Chapter
St. Louis, MO

Indiana Chapter
Indianapolis, IN

Iowa Chapter
Des Moines, IA

Kansas Chapter
Wichita, KS

Lone Star Chapter
Houston, TX

Texas Gulf Coast Chapter
Houston TX

Utah Chapter
Salt Lake City, UT

Vermont Chapter

Keith Brunini
First Vice Chair
Chicago, IL
Carol Ann Petren
Vice Chair
Scottsdale, AZ
CONRAD GEHRMANN
Treasurer
Seattle, WA
JANINE ALLEN
Secretary
Newport Beach, CA
Sandra C. Raymond
President and Chief
Executive Officer
Washington, DC
Joan T. Merrill, md
LFA Medical Director
Oklahoma City, OK

Karen B. Evans
Baltimore, MD
Joseph A. Arnold
Philadelphia, PA
Susan Manzi, MD,
MPH
Wexford, PA
Stephen Rabinowitz
New York, NY
Katherine A.
Ruffatto
Arlington, VA
Kathleen Ruiz
New York, NY
Christine Smith
Houston, TX
Marjorie s. Susman
Chicago, IL
Fran Tsimoyianis
New York, NY

COUNCIL OF
PROFESSIONAL
STAFF REPRESENTATIVE
Christine JohnFuller
Charlotte, NC
MEDICAL SCIENTIFIC
ADVISORY COUNCIL
REPRESENTATIVE
Gary S. Gilkeson, MD
Charleston, SC
National Council
Representatives to the
Board
Tamara Atkins
Houston, TX
J. Reeve Bright
Delray Beach, FL

SENIOR MANAGEMENT
Seung-Ae Chung
Chief Financial Officer
Mary Crimmings
VP, Marketing &
Communications
Leslie Hanrahan
VP, Education & Research
Donna Grogan
VP, Development &
Fundraising
Kimberly Cantor
VP, Advocacy &
Government Relations
Duane Peters
Sr. Director of
Communications

Marguerete A. Luter
Arlington, VA
HONORARY MEMBERS OF
THE BOARD
Evelyn V. Hess, MD,
MACP, MACR
Cincinnati, OH

Waterbury, VT

Wisconsin Chapter
Milwaukee, WI
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MEDICAL SCIENTIFIC
ADVISORY COUNCIL
Gary S. Gilkeson, MD,
Chair
Medical University of
South Carolina

Eliza F. Chakravarty,
MD, MS
Oklahoma Medical
Research Foundation

David R. Karp, MD,
PhD, Vice Chair
UT Southwestern
Medical Center

Glinda S. Cooper, PhD
US Environmental
Protection Agency

Joan T. Merrill, MD,
Ex-officio
Oklahoma Medical
Research Foundation

Karen H.
Costenbader, MD,
MPH
Harvard University
Medical School

Graciela S. Alarcon,
MD, MPH
University of Alabama,
Birmingham

Mary Anne Dooley,
MD, MPH
University of North
Carolina at Chapel Hill

Gerald B. Appel, MD
Columbia University

David F. Fiorentino,
MD, PhD
Stanford University
School of Medicine

Cynthia Aranow, MD
Feinstein Institute for
Medical Research-NSLIJ
Stacy P. Ardoin, MD,
MHS
The Ohio State University
Anca D. Askanase,
MD, MPH
Columbia University
Sasha R. Bernatsky,
MD, PhD, MSc
McGill University
Hermine I. Brunner,
MD, MSc, MBA
Cincinnati Children’s
Hospital Medical Center

Andrew G. Franks, Jr,
MD
New York University
School of Medicine

Bevra H. Hahn, MD
UCLA David Geffen School
of Medicine
Kenneth C. Kalunian,
MD
University of California,
San Diego
Diane L. Kamen, MD,
MSCR
Medical University of
South Carolina
Mariana J. Kaplan,
MD
National Institutes of
Health
Mimi Kim, ScD
Albert Einstein College of
Medicine
S. Sam Lim MD, MPH
Emory University School
of Medicine
Mark J. Mamula, PhD
Yale University School of
Medicine

Richard Furie, MD
Hofstra North Shore LIJ
School of Medicine

Susan M. Manzi, MD,
MPH
Allegheny Health Network

Emily C. Baechler
Gillespie, PhD
University of Minnesota

Timothy B. Niewold,
MD
Mayo Clinic

Dafna D. Gladman,
MD
University of Toronto

Brad H. Rovin, MD
The Ohio State University
Wexner Medical Center

Jennifer M.
Grossman, MD
University of California,
Los Angeles

F. Jorge SanchezGuerrero, MD, MS
Mount Sinai Hospital

Amr H. Sawalha, MD
University of Michigan
Laura E. Schanberg,
MD
Duke University Medical
Center
Betty P. Tsao, PhD
University of California,
Los Angeles
George C. Tsokos, MD
Beth Israel Deaconess
Medical Center
Tammy O. Utset, MD,
MPH
University of Chicago
Emily von Scheven,
MD, MAS
University of California,
San Francisco
Victoria P. Werth, MD
University of Pennsylvania
David Wofsy, MD
University of California,
San Francisco

2000 L Street NW, Suite 410
Washington, DC 20036
Toll Free: 1.800.558.0121
Main: 202.349.1155
Fax: 202.349.1156
lupus.org

