
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 Hospital for Children at Indiana University Health by strengthening 

partnerships between patients, families, healthcare providers and the community.

Goals identified for 2018
1. Align Pediatric PFAC work with three strategic initiatives relevant to your local 

facility or business unit. The objective is to consider the “voice of the customer”  
in the initiatives:

■■ Initiative 1: Ensure that information shared with patients and families is 
meaningful, understandable and of value.

■■ Initiative 2: Increase patient and family participation in quality improvement 
efforts by providing feedback as requested at meetings, Rapid Improvement 
Events, Family Faculty presentations, conferences, seminars and other events 
so patient feedback is incorporated into program and policy development.

■■ Initiative 3: Contribute to the achievement of identified patient safety goals 
to reduce hospital-acquired infections, pressure injuries and medication 
errors.

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

3. Implement changes that positively impact patient experience delivery which 
utilizes Pediatric PFAC feedback.  

Presenters at 2018 meetings
Tracy Miller, director, Riley Experience Design: feedback on the problem statement 
for the off Value Stream Patient Experience A3; feedback on “what good listening 
looks like” to a Riley at IU Health family; periodic updates on the results of Real 
Time Feedback surveys

Laura Spiegel, Council member: parent feedback on newly installed metal 
detectors and staff not following basic infection prevention techniques for  
high-risk patients

Joe Primavera (Transformation) and Kara Casavan (Council member): update 
on recent national conference presentation, “Involving Family Advisors in Quality 
Improvement Efforts”

MEMBERS 2018
Holly Paauwe, Chair
Kara Casavan
Seema Dave
Brent Dikeman
Brittany Gummere
Carey Harris
Sherri Kraft
Kim Mears
Lesa Paddack
Toya Pitts
Stacey Snellenbarger
Laura Spiegel 
Angie Tyler

Following an intense recruiting effort, we 
added six members to the Council; they 
began their service in the fall of 2018. New 
members joining included Chris Conner, 
Sandy Davis, Cherilyn Salvo, Katie Vescelus 
and Roxanne Whitley Anderson. Kristen 
Sharpe began her term in January 2019.

RILEY HOSPITAL FOR CHILDREN 
AT IU HEALTH LEADERSHIP STAFF
Matt Cook, president

Paul Haut, chief operating officer

Elaine Cox, chief medical officer

Carrie Lahr, chief transformation officer

Emily Webber, MD, chief medical 
information officer

Tracy Miller, director, Riley Experience 
Design

Sharon Lauray, patient advocate

Joe Primavera, deployment leader, 
Transformation 

Doug Starr, deployment leader, 
Transformation

Staff support for the Council is provided 
by Darla Cohen, coordinator, Patient and 
Family Experience, Riley at IU Health 
administration.
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Presenters at 2018 meetings (continued) 
Miranda Grant and Adam Karcz, Infection Prevention: proposed totes project (and 
update on infection prevention stations placed on all floors of the Simon Family 
Tower garage, a project initiated in 2017)

Brittany Gummere: information learned at The Beryl Institute national patient 
experience conference

Holly Paauwe: the opportunity to more publicly recognize the role Pediatric PFAC 
plays in improving the patient care experience, as well as the delivery of care and 
providers in the Riley at IU Health system

Dena Vincent: conducting needs assessment of Block Family Library services for families

Emily Webber, MD: information on IU Health patient portal functions and use

Joe Primavera: updates on opportunities for family participation in transformation events

Brittany Gummere: feedback on newly developed tool for families, “My IU Health 
Passport,” to facilitate complete sharing of information related to children with 
complex health needs

Kim Mears: provided insights from her experience presenting at the Indiana 
Emergency Medical Services for Children (IEMSC) conference and at Society of 
Academic Emergency Medicine (SAEM) conference representing Riley at IU Health 
family advisors

Ian Singleton: feedback on a hospitalwide recycling program

Anna King: update on the Pediatric PFAC suggestions incorporated into the new 
patient menu, as well as information on the planned remodel of the cafeteria

Laura Lord: feedback on a proposed medication disposal plan at Riley at IU Health

Kara Casavan: feedback on proposed survey to assess mothers’ access to 
progesterone during pregnancy

Sara Barnett: update on work being done to accommodate children with specific 
behavioral issues (including questionnaire used to develop behavioral plan and the 
fill-in chart titled “Routines That Help Me Cope”)

IU Health Experience Design Team: request for mystery shoppers to assess regularly 
scheduled care visits

Kristen Wikel: feedback on more effective advertising of Riley School Program 
resources and services

Chris Fogle: feedback on IU Health patient portal awareness, use and effectiveness

In addition to the presenters already mentioned, Darla Cohen presented the 
following topics to the Council for consideration and comment, on behalf of various 

departments and individuals:

■■ Correction of the improperly installed automatic doors in 
the Riley Outpatient Center garage, thereby preventing 
injury (on behalf of Steve Smith and Facilities)

■■ Assessment of new methods and frequency of attempts 
for collecting real time feedback (on behalf of Nick 
McCallum and IU Health Experience Design)

2018 national presentations
Family advisors co-designed programs 
and quality improvement projects, 
presenting their work to national and 
international audiences throughout 
the year. Of particular note was the 
variety of these presentations—which 
included posters, podium sessions, 
panel discussions and webinars—
demonstrating the versatility of the 
advisors in communicating a wide 
assortment of content intended to 
improve the patient experience.

Stacey Snellenbarger (with Dana 
Hartman): Annual Conference on 
Pediatric and Cardiovascular Disease 
(February 2018, Phoenix, Arizona)

Kara Casavan (with Joe Primavera): 
PFCCpartners annual conference 
(March 2018, Los Angeles, California)

Kim Mears: Emergency Medical 
Services for Children
(April 2018, Austin, Texas)

Stacey Snellenbarger (with Dana 
Hartman): National Pediatric Quality 
Improvement Collaborative webinar 
(April 2018, national broadcast)

Kara Casavan (with Joe Primavera 
and Darla Cohen): The Beryl Institute 
patient experience webinar
(May 2018, national broadcast)

Kim Mears (with others): Society of 
Academic Emergency Medicine 
(May 2018, Indianapolis, Indiana)

Brittany Gummere: International Phelan- 
McDermid Syndrome conference 
(July 2018, Dallas, Texas)

Kara Casavan (with Darla Cohen): 
Institute for Healthcare Improvement 
National Forum 
(December 2018, Orlando, Florida)
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Additional topics (continued)

■■ Repeat invitation for families to join IU Health Insiders, with directions on how to 
sign up (on behalf of Nick McCallum and IU Health Experience Design)

■■ Family-preferred contents of welcome materials (IU Health Experience Design)

■■ Feedback on the USP 800 proposed signage related to expanded use of 
hazardous drug precautions (IU Health Experience Design)

■■ Feedback on the proposed strategy for development of the Pediatric Behavioral 
Health Center (Mary Ciccarelli, MD)

Guests and observers
Mackenzie Farmer, Customer Experience and Design

Laila Grayson, intern

Liz Linden, chief nursing officer

Topher Morris, potential member

Jordan Scott, analyst financial lead senior

Kylie Sowers, intern

Narissa Sudler, potential member

Olivia Urbanski, intern

Indiana University School of Medicine Community Pediatrics residents:
Abby Fieldhouse 
Allie Lyle
Jessica Saunders 
Megan Wells

Program highlights
The Pediatric Patient and Family Advisory Council formed in 2009 to improve the 
care experience for Riley at IU Health patients and families. In 2018 the Council 
worked toward achievement of its annual goals as well as participated in quality 
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 more than 350 volunteer hours on behalf of 
Riley at IU Health in addition to their attendance at monthly meetings, for a total of 
640 hours. Many contributed additional volunteer hours to other disease-specific, 
not-for-profit organizations and foundations intended to improve the healthcare 
experience for children. All members 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 and 
events throughout the year and many contributed their time to these efforts. Of 
particular note was the number and variety of local, state, national and international 
presentations made by council members. In 2018 council members presented 
two national webinars, attended six national conferences to present two podium 
presentations, two poster presentations and two panel presentations on a variety of 
topics including lean transformation and quality improvement, emergency pediatric 
medicine, cardiology, and patient and family engagement. Council members 

EXCELLENT NEWS!!! Thank 

you for championing our 

ideas and our voices!! I 

am so pleased to see my 

concerns for patient safety 

and sanitation with Band-

Aid® placement move from 

conversation to preventive 

action at Riley. Thank you for 

listening and ensuring that 

something was implemented 

to promote change and 

patient safety. 

Toya Pitts, parent, Pediatric PFAC, 
February 2018
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presented lectures at Riley New Nurse Orientation, educating more than 250 new 
Riley at IU Health nurses on the principles of patient- and family-centered care. 
In addition they presented at a Pediatric Grand Rounds, at the Indiana University 
School of Nursing and at a Riley at IU Health resource pool in-service day on how to 
effectively partner with families.

In 2018 the Council considered 25 individual agenda items and reviewed 34 
individual patient and family education documents offering suggestions for 
improvement. The educational materials addressed burn care, seizures, central 
venus access, cardiology, special education, gastroenterology, rehabilitation, 
neurology, pulmonology, and discharge instructions for mother and baby. 

Pediatric Patient and Family Advisory Council input resulted in multiple concrete 
improvements to the patient experience, evidenced this year by:

■■ Increased usage of Block Family Library following recommendations by Council to 
have staff visit units and add link to Riley at IU Health webpage

■■ Infection prevention stations placed in Simon Family Tower parking garage

■■ Infection prevention totes added to patient rooms

■■ In-room payment option for food implemented for families

■■ Content added to nursing orientation presentations to educate nurses on most 
sanitary way to apply Band-Aid bandages

■■ Phone chargers installed in the Emergency department

■■ Corrected problem with automatic doors closing on people in Riley Outpatient 
Parking Garage

■■ Pharmacy incorporated family feedback into plan for medication disposal

■■ E-Health team incorporated family feedback into changes on patient portal

■■ School program made adjustments to materials provided to families regarding 
special education resources and services

■■ IU School of Medicine survey for pregnant women revised according to 
recommendations by Council

■■ Riley at IU Health leadership incorporated family feedback into its strategic plan

■■ IU Health and Riley at IU Health admission kits revised based on family feedback

■■ The Teen Advisory Board formed 

■■ Adjustments made to the language of patient education material resulted in 
providing more meaningful information to families

■■ Council member participation in an Emergency Department Rapid Improvement 
Event improved patient flow

■■ Revised new provider orientation content related to real-time feedback, based on 
Council recommendations

Ideas still in progress
Implementation of USP 800 guidelines

Improved security and guest management system

I just wanted to take a 

moment and thank you for 

allowing me to attend the 

Pediatric PFAC meeting 

yesterday evening. It was such 

an invaluable experience and 

I am so grateful I was able to 

observe and hear the stories 

and information that I did. 

The work that you do and the 

opportunities that you allow 

for these parents are just 

amazing. Again, thank you so 

much! I am so appreciative to 

see this view and now have 

these voices when I think 

and do work around patient 

experience. Thank you! 

Mackenzie Farmer, Customer 
Experience Design, August 2018
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With gratitude to Holly Pauuwe, 2018 chair
It is with the utmost gratitude that we say farewell (although not goodbye) to Holly 
Pauuwe, who served for two terms as chair of Pediatric Patient and Family Advisory 
Council (2018 and 2019). In addition to her other full-time jobs as Avery’s mother 
and at the Indiana University School of Medicine Department of Pediatrics, Holly 
led the Council to reach its identified goals and accomplish several significant 
achievements. She is a very accomplished family advisor, serving in every type of 
role including Council member, family faculty, parent mentor and e-advisor.

As the rotation coordinator for IU School of Medicine Community Pediatrics and 
Developmental Behavioral Pediatrics, Holly introduced the practice of inviting 
pediatric residents to attend the monthly Pediatric PFAC meetings. No doubt 
educational for the residents, the council has benefited as well. More importantly, 
it has led to collaborative ventures between families and residents on projects of 
mutual interest. Conversely, she invited members of the Council to speak to the 
larger cohort of Community Pediatrics and Developmental Behavioral Pediatrics 
residents in an effort to teach them how vital a role the family plays in healthcare.

While serving as chair, Holly worked with Indiana legislators on issues of importance 
to families parenting children with special healthcare needs. She was an invited 
speaker at Riley at IU Health new nurse orientation, the Institute for Strengthening 
Families conference and the Pediatric Epilepsy Surgery conference. She continues 
her work with The Hemispherectomy Foundation as a specialty director and with  
the Hemimegalencephaly Family Support Network, which she founded. We wish  
her the best but know she will continue as a significant supporter of Riley at  
IU Health families.

Welcome Laura Spiegel, 2019 chair
We offer a warm welcome to Laura Spiegel, who has agreed to chair the Pediatric 
Patient and Family Advisory Council for 2019. She brings a wealth of experience 
and expertise that will no doubt advance the overall quality and safety of care at 
Riley at IU Health. We look forward to her leadership over the coming year. 

In her brief tenure on the Council, Laura has contributed in a variety of ways to 
improve the experience of Riley at IU Health patients and families. She partnered 
with IU Health Operations and Facilities teams to implement infection control 
stations at Simon Family Tower parking garage elevator banks and to heighten 
infection control procedures at the new security checkpoints at Simon Family Tower 
and Riley Outpatient Center. In addition, she was a participant for the consumer 
experience workgroup, representing the voice of families, and an invited speaker for 
Riley at IU Health Resource Nurse Training and nursing new-hire orientations. Laura 
provided feedback on numerous patient education materials.

A considerable amount of Laura’s time is devoted to the Riley Cystic Fibrosis Center, 
where she has served on the advisory board. She has partnered with the director 
and others to develop a proactive and actionable communication process for 
quarterly bacteria culture results and to implement infection control signage at a 
registration desk. She authored quarterly Riley Cystic Fibrosis Center newsletters to 
communicate self-care tips to 2,000-plus families, as well as a family support letter 
in the center’s Newly Diagnosed Family Guide. As a member of the board of directors 
of the Cystic Fibrosis Lifestyle Foundation, Laura is a bimonthly blog contributor for 
the 2,000-plus readers and a contributor to its five-year strategic plan.

Every year I am astonished by 
the accomplishments of the 
Pediatric Patient and Family 
Advisory Council. Every year I 
wonder how they will top the 
past year’s achievements. Every 
year this dedicated group of 
families does even better than 
the year before. 2018 is no 
exception. I am privileged to 
work with them and so grateful 
for all of their contributions to 
improve the Riley experience. 

Darla Cohen, CPXP, coordinator, 
Patient and Family Experience, Riley 
Hospital for Children at IU Health, 
December 2018

As a Riley Kid, being able to 
serve on the Pediatric Patient 
and Family Advisory Council 
(PFAC) means that I get use my 
experience to help and serve 
the next generation of patients 
and families. I am honored to 
know that my voice is heard, 
and I am so grateful to work 
with such compassionate 
Riley team members and 
fellow families. My work on 
the PFAC has even inspired my 
academic and career goals, and 
I am forever thankful for this 
incredible opportunity! 

Valerie Kraft, Riley at IU Health 
patient and Pediatric PFAC member, 
2018


