
MISSION

The Pediatric Patient and Family Advisory Council (Pediatric PFAC) is dedicated 

to promoting the delivery of the highest standard of patient and family centered 

care at Riley Children’s Health by strengthening partnerships between patients, 

families and healthcare providers and the community.

Goals identified for 2017
1. Integrate patient/family member feedback by aligning with three strategic 

initiatives relevant to pediatrics/Riley Children’s Health.

2. Improve engagement with senior leadership by including at least one senior 
leader at each PFAC meeting and publishing an annual report.

3. Implement at least two changes per quarter in patient experience delivery that 
include PFAC feedback. 

Presenters at 2017 meetings
Chelsea Cantu, Riley Children’s Foundation, on grateful families and increased 
collaboration between the Foundation and the Council in identifying patient/ 
family stories.

Michael Russ, IU Health Safety and Security, on security improvements at Riley  
at IU Health.

Sarah Burns and Chris Abbott, IU Health Social Media, on the topic of patient stories.

Dena Vincent, Riley Block Family Library, on assessing online material to ensure it 
is current, accurate and valid. 

Ashaki Rodney and Anna King, Nutrition Services, on the topic of revisions to the 
hospital menus.

Deann Martin, Perioperative Services, reporting on her new process for routinely 
asking families about their experience, and resolving problems and service failures 
in the moment.

Sara Barnett, Child Life, and Dena Vincent on policy implementation and 
enforcement for PG-13 videos and movies.

Adam Karcz, Jennifer Conrad, Miranda Grant on infection control policies and 
family education to reduce hospital-acquired infection and isolation protocols.
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Midyear, a number of members ended their 
terms on the council including Valerie Kraft, 
Dorothy Leap, Alyson Newkirk, Marvin Selva, 
Andrew VanGordon and Angie Vogt. New 
members joining this year included Brittany 
Gummere, Stacey Snellenbarger, Laura 
Spiegel and Angie Tyler. 
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Presenters at 2017 meetings (continued) 

Kristin Wikel, Riley School Program, on the topic of educating families about the 
variety of services provided by the school program team.

Andrea Pfeifle, associate dean and director, Indiana University Center for 
Interprofessional Health Education and Practice, and Brynne Belinger-Rogers, 
associate director, Strategic Planning, Indiana University School of Medicine, 
seeking information to inform the IUSM’s strategic planning process.

Cynthia Ricuitti-Brown, Karen Cernock, Nikaela Hill, Customer Experience, to share 
information regarding IU Health’s two new initiatives: “Real-Time Feedback” and 
“Journey Mapping.”

Guests and observers
Jamie Potter and Emily Doll, Clinical Service Line Customer Experience

Jennifer Baron, Customer Experience and Design

Eva Marquez, System Marketing

Susan Schwarz, Volunteer Services

Nick McCallum, Customer Experience

Ashley Straut, Hannah Manger and Candace Harsh, interns

Program highlights
The Pediatric Patient and Family Advisory Council formed nine years ago to 
improve the care experience for Riley at IU Health patients and families. In 2017 
the Council worked toward achievement of its annual goals. Members also 
participated in LEAN transformation improvement events, wrote blogs, shared their 
patient experience stories online and in person, presented at conferences and 
served on hospital, state and national committees. Members contributed over 300 
volunteer hours on behalf of Riley at IU Health in addition to their attendance at 
monthly meetings. Many contributed additional volunteer hours to other disease-
specific nonprofit organizations or foundations intended to improve the healthcare 
experience for children. All effectively use their voice to improve the quality and 
safety of healthcare for children.

Council members were invited to participate in a number of surveys, interviews, 
beta tests and events throughout the year, and many contributed their time 
to these efforts. One example was an invitation from the Children’s Hospital 
Association (CHA) that came via Public Relations Senior Associate Emily Garrett. 
Riley at IU Health is a member of CHA and from time to time participates in some 
of the activities it sponsors. The organization has a publication called Children’s 
Hospitals Today, which is very informative on a wide variety of topics. CHA was 
seeking patients and families who would be willing to submit some written pieces 
for its “Parent’s Perspective” series. Council members, past and present, are 
featured on the Riley at IU Health website under “Patient Stories.”

In 2017 the Council reviewed 26 individual patient/family education documents 
and offered suggestions for improvement. In addition to the guest presenters 

It is an honor to work 

with such motivated, 

compassionate and inspiring 

families. They challenge 

me to improve daily and 

without their encouragement 

and support I would not be 

as fulfilled as I am. I most 

certainly would not have 

attempted, nor achieved, 

my new designation as a 

Certified Patient Experience 

Professional. Thank you all. 

Darla Cohen, CPXP, coordinator, 
Patient and Family Experience,  
Riley Hospital for Children  
at IU Health

Dec. 1, 2017
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mentioned, Darla Cohen presented the following seven topics to the Council – on 
behalf of various department and individuals – for consideration and comment:

■■ Uniform modifications for select staff

■■ Isolation cards to be placed in patient rooms

■■ Electronic discharge instructions document

■■ Key drivers related to patient preferences and emotional support

■■ All About Me white board for patient rooms

■■ Information card related to transition from pediatrics to adult healthcare

■■ Safety care plans jointly developed with patients and staff

GOAL 1:
Integrate patient/family member feedback by aligning with three strategic 
initiatives relevant to pediatrics/Riley Children’s Health. The three pediatric 
initiatives selected were:

1. Contribute to the planning and development of the new Center for Maternal 
and Fetal Medicine via quality improvement work in current neonatal intensive 
care units (Riley Hospital for Children at IU Health, and IU Health Methodist and 
North hospitals).

2. Assist with plans to expand pediatric services opening in IU Health hospitals 
throughout the state to increase access to care and resources. For example, 
add content to the Riley at IU Health website about the Pediatric PFAC and 
other trusted resources available to families.

3. Contribute to the implementation of quality improvement work related to the 
Emergency department. For example, improve flow of patients from arrival to 
departure, develop pre-registration and admission standard work, or improve 
patient access to service.

Patient and family feedback was elicited throughout the year on a wide variety of 
topics related to the three identified initiatives. Maternity patients were interviewed 
for the Maternity Experience Innovation Sprints in June and families participated in 
several LEAN transformation projects for the NICU throughout the year. Working with 
the librarian for the Riley Block Family Library, materials to help educate families on 
how to assess material on the Internet were posted to the Riley at IU Health website. 
More information related to the transition from pediatric to adult healthcare was also 
posted on the site so families and patients are prepared for that milestone. Multiple 
rapid improvement events were conducted in the Emergency department and three 
council members participated, ensuring the voice of families was integrated into 
those activities.

GOAL 2:
Improve engagement with senior leadership by including at least one senior leader 
at each PFAC meeting and publishing an annual report.

The 2016 annual report was completed and posted. At the first meeting of 2017 
the Council modified the second goal, “to improve engagement of senior leaders” to 
include engagement with leaders throughout the hospital and the Academic Health 
Center. At least one, and frequently more, senior leaders attended every Council 
meeting, as did some directors and managers from departments throughout the AHC.  

I really enjoyed meeting with 

the family advisory council; 

what an amazing group of 

people who are very dedicated 

to Riley and its patients/

families! I got some great 

feedback from the meeting. 

Kristen Wikel, manager, Riley 
Hospital School Program

Oct. 16, 2017
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The Council considered a total of 19 individual topics as presented by 18 speakers 
from 11 different departments, including two from the Indiana University School 
of Medicine Dean’s Office. An additional six IU Health staff members and three 
interns attended Council meetings as observers.

GOAL 3:
Implement at least two changes per quarter in patient experience delivery that 
include PFAC feedback. 

Change takes time and many of the changes that were successfully implemented 
this year are the result of years of planning, preparation, tests and modifications. 
It is likely adjustments to the implemented improvements will continue. It’s 
important to note the Pediatric Patient and Family Advisory Council’s input was 
critical to 17 tangible improvements to the pediatric patient experience evidenced 
this year, including:

■■ Improved lighting and added reflective paint so the new pathway from the Simon 
Family Tower garage is safer

■■ Changed staff uniforms to decrease confusion among patients and families as to 
roles of those staff

■■ Reconfigured Riley NICU at IU Health Methodist Hospital to be more efficient for 
families and staff

■■ Made Council’s recommended suggestions to improve clarity of isolation card 
instructions for families

■■ Council’s suggestions for resources and criteria to evaluate the value of Internet 
resources were added to the Riley at IU Health website

■■ Created blog posts to educate families on additions to the Internet related to the 
evaluation of resources

■■ Added educational materials to the Riley at IU Health website related to 
preparation for the transition from pediatric to adult healthcare services

■■ Council’s recommended changes were implemented regarding the electronic 
discharge instructions for families

■■ Push plates to automatically open doors installed in the Riley Outpatient Center 
Garage to comply with Americans with Disabilities Act requirements

■■ Inappropriate electronic games removed from stations in the Riley Outpatient 
Center following identification by Council member

■■ Accepted and implemented the Council’s recommended wording of the check-out 
policy for PG-13 rated movies and video games

■■ Parent education material on school program incorporated into the 2018 version 
of the hospital admission packet as recommended by the Council

■■ Council members’ feedback will inform the Indiana University School of Medicine 
strategic plan

■■ Patient and family feedback included in implementation of real-time feedback 
plan at the system level

■■ Council members’ feedback will inform revisions to the transition awareness 
education materials

■■ Council members’ feedback for journal mapping project incorporated into final drafts

■■ Made multiple changes in Emergency department procedures and protocols 
based on family feedback in rapid improvement events

I just wanted to extend a 

heartfelt thank you to the 

Riley PFAC. The feedback 

we received was priceless 

and the steering committee 

member who facilitated the 

discussion and I agreed that 

this was the most powerful 

of the 19 focus groups we’ve 

done. We are truly grateful. 

Brynne Belinger-Rogers, associate 
director of Strategic Planning, 
Indiana University School of 
Medicine Dean’s Office

Sept. 21, 2017
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In addition, some Council members joined the newly 
formed “IU Health Insiders.” This online community is 
designed to elicit feedback from healthcare consumers 
on matters related to the system as a whole. According to 
staff, they had a very successful first year. Feedback from 
IU Health Insiders contributed to a number of changes 
in operations and policies. By responding to electronic 
surveys, members provided feedback as follows:

■■ What matters most when selecting and visiting a doctor

■■ Billing options and preferences

■■ Professional image among healthcare professionals

Ideas still in progress
Council members brought several ideas to the table in 
2017 that are as yet unfinished. One was to place infection 
control stations at the elevators on each floor of the Simon 
Family Tower parking garage so families could access a 
mask for their children prior to entering the elevator filled 
with people. As IU Health reviews its infection control 
stations systemwide, the Council recommends the garage 
as a priority location for placement of new stations.

Another idea proposed to enhance community support 
and engagement is modeled after the Goodnight Lights 
program at Hasbro Children’s Hospital. Each night at a 
designated time, everyone in the community flashes their 
lights to say good night to the patients. The patients are 
given flashlights to blink back at those on the outside. A 
number of other hospitals have adopted similar programs, 
and during 2018, the Council will collaborate with IU 
Health Marketing and Community Outreach to investigate 
implementing a similar program at Riley Hospital for 
Children at IU Health.

Dietary options at Riley Hospital for Children at IU Health 
are continually improving for both patients and guests. 
The options available for those with celiac disease are still 
minimal, especially for those in the Emergency department 
after normal business hours, outpatients and hospital 
guests. Work will continue on this very important effort 
together with Nutrition and Dietetics. 

Highlighted member accomplishments
The members of the Pediatric Patient and Family Advisory 
Council are passionate about improving the healthcare 
delivery system, community health in general, and quality 
of life for patients and families overall. To that end they are 
engaged in a multitude of activities at the hospital, system, 

state and national levels. In keeping with one of the 
primary principles of patient and family centered care, they 
are true collaborators in policy and program development 
and professional education as well as in the delivery of 
care. The following section illustrates select examples of 
those efforts. The contributions of each council member 
are highly valued. Our staff works diligently to develop 
leadership skills in every family advisor, based on his or 
her time and interest.

KARA CASAVAN
■■ Participant in week-long value stream activity for patient flow

■■ Serving on Riley Hospital for Children at IU Health Medical 
Quality and Safety Council

■■ Continued to raise funds and collect clothing for future family 
“closet” at Riley Hospital for Children at IU Health

■■ Co-presented at new nurse orientations and the 2017 retreat 
for family advisors

■■ Accepted to present at the national Patient & Family Centered 
Care conference in March 2018 on the Riley at IU Health 
transformation initiatives

■■ Attended family faculty training

SEEMA DAVE
■■ Assisted with first health advocacy summit for teens with 
chronic health conditions

SAMANTHA AND BRENT DIKEMAN
■■ Volunteered to be interviewed for journey mapping project

■■ Volunteered to be interviewed for Riley at IU Health blog

■■ Facilitated, coordinated and participated in over 20 service 
learning/volunteering experiences, resulting in over 2,000 
youth service hours 

■■ Awarded a home remodel from Samantha’s House & Van 
organization. Its mission is to provide accessible living 
arrangements for the medically fragile to ensure and 
maintain a high quality of life. 
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BRITTANY GUMMERE
■■ Participant in week-long rapid improvement event (RIE) in the 
Emergency department 

■■ Contributor to The Mighty blog on “living a life of rarity” as 
the parent of a child with a rare genetic condition

■■ Attended family faculty training

■■ Traveled to Capitol Hill to participate in Rare Disease Week 
as part of the Rare Disease Legislative Advocates

■■ Spoke at multiple schools about rare diseases, medical 
equipment, autism, special needs “life” and the importance 
of inclusion 

SHERRI KRAFT
■■ Member of the Community Engagement Council of the Food 
Allergy Research & Education organization

■■ Lead on initiative to improve food options at the hospital for 
individuals with celiac disease

KIM MEARS
■■ “Day in the life” participant to test procedures in place at 
Riley at IU Health

■■ Co-presented at new nurse orientation

■■ Participant in week-long RIE for the Emergency department 

■■ Participant in week-long RIE for Perioperative Services

■■ Invited parent advisor in the Family Advisor Network for the 
Indiana Emergency Medical Services for Children

■■ Parent advisor on the Society of American Emergency 
Medicine consensus group 

■■ Attended family faculty training

LESA PADDACK
■■ Attended January retreat for advisors

■■ Co-presented at new nurse orientation

■■ Staffs the Developmental Pediatrics program once weekly 
to provide families with information on Individuals with 
Disabilities Education Act as Amended and related services 
provided by IN*SOURCE

HOLLY PAAUWE
■■ Chair of Pediatric Patient and Family Advisory Council

■■ Attended January retreat for family advisors 

■■ Riley Hospital for Children at IU Health blog contributor 

■■ Presenter, The Institute for Strengthening Families 
Conference (Indianapolis)

■■ Volunteer family mentor, Hemispherectomy Foundation

■■ Participated in live, local (Indianapolis) news conference with 
U.S. Senator Joe Donnelly and other families of children with 
special healthcare needs re: proposed healthcare law 

■■ Presenter and panelist for 2017 Pediatric Epilepsy Surgery 
Conference and Family Reunion

■■ Participant in video vignettes on parent/family experience of 
care coordination used for September 2017 online webinar, 
“Pathways to Real Family-Centered Care Coordination.” 
This was funded by and used to help educate and train 
a consortium of pediatric hospitals on effective care 
coordination using learnings from Indiana University School 
of Medicine’s care coordination pilot project outcomes.

■■ Co-presented at new nurse orientation

TOYA PITTS
■■ Attended January retreat for family advisors 

■■ Parent mentor for Inflammatory Bowel Disease  
Parent Partners at Riley Hospital for Children at IU Health 
North Hospital 

■■ Parent representative for Improve Care Now

■■ Planning committee for annual Crohns Disease Walk

■■ Participant in real-time feedback survey 

■■ Interviewed for journey mapping project

■■ Co-presented at new nurse orientation

■■ Attended family faculty training

LAURA SPIEGEL
■■ Serving on Riley Hospital for Children at IU Health  
Cystic Fibrosis Family Advisory Board 

■■ Author for Riley Hospital for Children at IU Health  
Cystic Fibrosis Center quarterly newsletter 

■■ North American Cystic Fibrosis Conference panelist

■■ North American Cystic Fibrosis Conference Family Advisory 
Board presenter

■■ Riley at IU Health blog contributor

■■ Attended family faculty training

■■ Cystic Fibrosis Lifestyle Foundation Board of Directors

■■ Cystic Fibrosis Lifestyle Foundation grant writer and blogger 

ANGIE TYLER
■■ Wrote proposal that was funded for $7 million focusing  
on sustainability for Tangram, a nonprofit dedicated to 
creating innovative solutions to the challenges facing  
people with disabilities

■■ Board of directors for Family Voices, currently serving  
as treasurer

■■ Member of the finance committee for the Arc of Indiana

Thank you for allowing us to present at PFAC last night. Dena and I met this morning; wanted you to know how 
valuable the feedback was for us and that we have a great plan to start moving forward. Your work is critically 
important and I am thankful to have you leading the way with our families! Sara Barnett, manager, Child Life

Aug. 23, 2017
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