ETCLC Patient and Donor Family Representatives:

Sharing Invaluable Lived Experience to Increase )

ESRD Treatment Choices Learning Collaborative

Organ Donation & Kidney Transplantation ESRD Treatment Choicos Loarning Collaborative

Overview Who's Involved PFR Engagement

These individuals make up
the ETCLC PFRs:

 Participated in monthly transplant and donor-centric Quality Improvement
Team meetings and pacing events to share insights and perspectives.

Patient and Donor Family
Representatives (PFRs) continue to

play an integral role in ESRD Treatment » Shared successful initiatives (e.g., waitlisting) of the ETCLC with the

Dialysis

Choices Learning Collaborative |
Patients on

(ETCLC) quality improvement activities.

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

Their engagement informs transplant Transplant » Worked to develop educational resources designed to reach people
programs, organ procurement. Waitlist where they are in their transplant journey, including partnering with the
organizations, and donor hospitals ESRD National Coordinating Center’s Patient Health Equity Workgroup

about the needs, expectations, and and the CMS Office of Minority Health.
recommendations of transplant

Kidney Donor
Family PFR-Developed Resources

Members

Purpose _ WD?.?J““

oved Ones’ Organs

candidates, recipients, and
donor families.

Understanding and Agreeing to
Better Than Dialysis

Considering and accepting a Better Than Dialysis kidney can

| . | | _ Kidney R
Implement innovative strategies to .~
can be a good option for you if you are older, K|d neys
their organs? Having a conversation about their wish for donation is extremely import: g
Discuss The Choice of Donation Honoring Your Loved Ones’ V

. Transplant
INCIrease the num ber Of Understanding Organ Donation have other medical conditions in addition to kidney disease,
¢ Patl e ntS Wh O See k p I ace m e nt O n important for you to understand that organ donation from your loved one only happer
also shorten your time on the transplant waitlist. These kidneys
° Patl e ntS th at Stay aCtlve a n d ready o Know your loved ones’ wishes and ask if they e Listen to and ask questions of you Expanded Criteria Kidneys High Kidney Donor Profile Index (KDPI)

, | | | |
Use the PFRs’ lived experiences to —a b
-
Better Than Dialysis Kidneys
ReCi pients Is your loved one registered as an organ donor? Or have they talked about their interest 5 if you have been on dialysis for several years.
have died or suffered an irreversible injury where there is no opportunity for ret
. o N s meaningful life. This resource will help you discuss the choice for organ donation and A : :
th e kl d n ey tra nS p I a nt Wa Itl ISt . loved ones’ wish, or choice, to be an ongan donar. may also be called expanded criteria or high KDPI kidneys.
Expanded criteria kidney donors have the following risk  KDPI is used to provide each kidney with a score to help

. . are a registered ﬂr.gﬂn dl.:rnﬂr.. T factors: transplant professionals match the right kidney for you.
tO re Ce |Ve a kl d n ey tra n S p I a nt . S— - * Support them in registering at * Accept when your loved one has ¢ s Donor age is over 60, or over age 50 with these KDPI scores are based on characteristics of the individual
¢ E TC LC Patl e nt EECR(NE e irreversible damage. risk factors: donating the kidney. A high KDPI kidney score may be
¢ Be clear about organ donation details and =  What are their wishes in th = History of high blood pressure, based on a kidney donor's:

circumstance? = Stroke as the cause of death, * Ape, height, and weight,

° Tra n S p I a nt Ce nte rS u S i n g h i g h . ‘ N ati O n a I FaC u Ity o Eglﬂzi;;h:gi:nﬂ:#;gﬁﬁz.ns to you = Are they a registered organ R e L KL WA ST ER

the kidney i d (this shows the level of i ' - i
and your loved one. e Partner with the hospital during tl e kidney is removed (this shows the leve * History of high blood pression and diabetes,

" " " _ _ _ kidney damage). * Cause of death,
I n ey O n O r rO I e n eX I n eyS ] I M e b e rS e |t is more than one conversation. time as they contact the local org; _ _ _ _ g
I I l = Aswe age, or our life circumstances donation organization. They will s Accepting one of these kidneys can improve your quality 5 [T
e . r . of life while also providing rest from dialysis. ]
change, it is important to discuss end-of- your loved one’s donation.
life choices, and document them through * Grieve your loss and celebrate the Your transplant center must get your written permission All or any of ﬂ'lt_%EE Ehﬂr_ﬂctE H'St_l'ﬂ‘i can help determine
a IlVlnE Wi" or thE HH:E WFEhES. I_ifE fﬂr HnﬂThEr. to consider one of these kid"E'fS for you. The kldﬂE‘}f may how IﬂnE the kldﬂE‘]’ will function for you.
® Speak to your loved ones often about their ® |earn from others who have expe not be perfect but could be a great option for you. These  igher KDPI scares are expected to function for a shorter
wishes and choices for end-of-life services. loss and organ donation. Kidneys may require some dialysis after the transplantto  amount of time and every transplant and recipient's
“kick start” the fun_c:tmn of the kidney, but your experience will vary. These kidneys may be a good
transplant team will have a plan for that. option if you do not want to stay on dialysis for a long
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