
PFR Engagement
• Participated in monthly transplant and donor-centric Quality Improvement 

Team meetings and pacing events to share insights and perspectives.
• Shared successful initiatives (e.g., waitlisting) of the ETCLC with the 

End Stage Renal Disease (ESRD) Networks and with the Centers for 
Medicare & Medicaid Services (CMS) during Quality Conference.

• Worked to develop educational resources designed to reach people 
where they are in their transplant journey, including partnering with the 
ESRD National Coordinating Center’s Patient Health Equity Workgroup 
and the CMS Office of Minority Health.

PFR-Developed Resources

Overview
Patient and Donor Family 
Representatives (PFRs) continue to 
play an integral role in ESRD Treatment 
Choices Learning Collaborative 
(ETCLC) quality improvement activities. 
Their engagement informs transplant 
programs, organ procurement 
organizations, and donor hospitals 
about the needs, expectations, and 
recommendations of transplant 
candidates, recipients, and  
donor families.

Purpose
Use the PFRs’ lived experiences to 
implement innovative strategies to 
increase the number of:
• Patients who seek placement on  

the kidney transplant waitlist.
• Patients that stay active and ready  

to receive a kidney transplant.
• Transplant centers using high  

Kidney Donor Profile Index kidneys.

ETCLC Patient and Donor Family Representatives: 
Sharing Invaluable Lived Experience to Increase 
Organ Donation & Kidney Transplantation

Who’s Involved
These individuals make up 

the ETCLC PFRs: 

Dialysis 
Patients on 
the Kidney 
Transplant 
Waitlist

Kidney Donor 
Family 
Members

Kidney 
Transplant 
Recipients

ETCLC Patient 
National Faculty 
Members
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