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Neonatal Intensive Care Unit PFAC
Established 2012, 11 family members, 2 staff members 
The Neonatal Intensive Care Unit (NICU) PFAC celebrated 
the long awaited installation of NicView® bedside cameras 
which allow parents, families and friends to see their 
infant in real-time. They provided insight throughout the 
development of the usage protocols for staff and 
families. Members worked closely with the Philanthropy 
Department to host their first virtual NICU reunion in 
conjunction with Dream Big Day. They consulted on 
numerous projects in the NICU including code blue 
responses and debriefings, palliative care, the Small Baby 
Unit and the creation of inpatient family surveys.

PFAC Alumni 
Established 2019, 10 members, 2 staff members 
The PFAC Alumni shared their experiences and guidance  
in preparation for the first Transition Conference to be held 
in 2021. Members serve on Children’s Mercy’s Transition 
Education and Marketing Workgroup and participated on 
the bereavement parent panel “What Matters Most” for 
Graduate Medical Education. The PFAC welcomed three 
former patients to the group. In February, they hosted 
dinner and met with families in the Ronald McDonald 
Family Room. This group is available to provide support to  
all the other PFACs.

PFAC Alumni serving dinner in the Ronald McDonald Family Room before the pandemic. 
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Rare PFAC 
Established 2017, 10 family members, 2 staff members 
The Rare PFAC sponsored a campaign to raise awareness 
about rare diseases within Children’s Mercy and the 
community. Parents participated in educational events 
for KU and UMKC medical students to share the effect 
of rare diseases on families. Members participated with 
Rare Across America in state legislative advocacy events, 
continued their partnership with RareKC, and two members 
joined the Genomics Answers for Kids ethics committee. 
The PFAC contributed to the creation of a video, “Live, 
Love, and Rare Disease” cmkc.link/LiveLoveRareDisease 
that connects the viewer to the life behind a rare disease 
diagnosis, provides information about the prevalence of  
rare diseases and shows the impact research can have  
on the quality of life for patients and families.

Window display raising awareness about rare diseases.

Spinal Differences PFAC  
Established 2019, 8 family members, 2 staff 
members.
The Spinal Differences PFAC welcomed their first 
former patient to the group who met separately 
with children of PFAC members to gather ideas 
on how to improve the clinic experience from the 
patient perspective. This resulted in the design of 
an “About Me” tool which the patient completes, 
and staff utilizes to personalize the visit. Members 
collaborated to improve the Spina Bifida Newborn 
Education Booklet as well as information and 
resources for the clinic website. They gave input for 
Children’s Mercy Education Day hosted virtually in 
October with the National Spina Bifida Association.
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TEEN ADVISORY 
BOARDS 
The three patient advisory councils, the Teen Advisory 
Board (TAB), the Hematology and Oncology Teens 
(HOT) and Kids Impacting Disease through Science 
(KIDSKC), joined forces virtually in 2020 to provide 
Children’s Mercy with feedback from teenage 
patients. TAB and HOT continued collaboration with 
the Innovation Center on the development of the 
MyCare App. KIDSKC participated in the virtual iCAN 
Conference and submitted a personal video story to 
inspire researchers, scientists and pediatric health 
care stakeholders. They also toured the Children’s 
Mercy Research Institute.

SPOTLIGHT ON 
VOLUNTEERS

  Teen Advisory Board  
  Hematology Oncology Teens
  Kids and Families Impacting Disease Through Science 

PFAC
patient family 
advisory council

PFAC News
The PFE team partnered with researchers in Health Services 
and Outcome Research to assess the demographic 
characteristics of FAB and the other 17 Patient Family 
Advisory Councils. The primary aim of this project was to 
assess demographic characteristics of PFAC members 
compared to the patient population. FAB plans to use this 
information to co-design interventions to achieve diversity 
and inclusion goals for targeted recruitment and retainment 
of diverse board members and continuous monitoring for 
areas of opportunity to improve engagement. 

The results of the demographic survey were shared with 
all PFAC leaders during the 3rd annual Leader Workshop. 
During the breakout sessions, family leaders and staff 
facilitators discussed recruitment and retention strategies, 

projects and goal setting, 
and virtual meeting 
logistics. Additionally,  
the new logos for each 
PFAC were revealed.

FAB and PFAC members continued to make meaningful and 
sustainable improvements throughout the hospital system. 
In recognition for their extraordinary service and dedication 
to Children’s Mercy, two PFAs were recognized in 2020 as 
Volunteers of the Month.

Tracheostomy PFAC 
Established 2017, 10 family members, 
3 staff members 
The Tracheostomy PFAC 
sold over 200 George the 
Giraffe T-shirts and hosted a 
fundraising team for Dream 
Big Day. The proceeds 
were used to purchase 
trach bags for families and 
educational equipment for 
the Tracheostomy program. 
Children’s Mercy was 
represented at the Global 
Tracheostomy Collaborative. 
Flipcharts and videos were 
created to assist with patient 
and family education, and 
a window display was 
designed to share information 
during Global Tracheostomy 
Week. Members held bi-
weekly virtual chats for other 
families and caregivers.  
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Kacy Seitz
December Volunteer of the Month

FAB and Beacon PFAC

Brenda Saenz QuintanaMay Volunteer of the MonthEl Consejo de Familias Latinas/Hispanas

PATIENT 
FAMILY 

ADVISORS
ADD TO THE 

SUCCESS 
OF OUR 

PROGRAMS
Congratulations  
Brenda and Kacy
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