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We believe you deserve a second chance at life. We believe you and your 
family deserve support and access to tools that will enable you to get “off 

the list” and on to living your best life. 
 

You are embarking on a journey which will change your life forever. In your 
quest to find a kidney donor, you will experience many highs and lows. You 
are not alone…we will walk with you through the difficult and challenging 

journey of kidney transplantation. 

Off The ListTM is committed to supporting you and your family, providing 
assistance to you with proven tools to help you identify a donor, and 

increasing overall awareness about living kidney donation. 
 

Thank you for allowing us to be a part of your journey… 
it is truly an honor and privilege.

You have successfully completed your testing and have been added to the 
United Network for Organ Sharing (UNOS) Transplant List. At this point, 

you are probably relieved that the testing is done but also wondering what 
the next steps are in your journey towards transplantation. In this guide, 
you will find practical information, helpful tips and additional resources to 
help you and your family navigate your kidney journey. Although you have 

this information to guide you, we are here to walk beside you and look 
forward to partnering with you! 

Why a Living Kidney Donor?

Realities of the Transplant Journey

Understanding the Key People on Your Transplant Team
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Why a
Living Kidney Donor?

You have been given lots of information and are likely feeling overwhelmed. You 
don’t know what to do next, and sometimes it just feels easier to wait on the list for a 
kidney from a deceased donor. These are all very normal feelings, but there is HOPE!

You don’t need to wait. If your transplant team says you are eligible for a living kidney 
transplant, you can take action NOW by finding a living kidney donor.

There are many benefits to finding a living kidney donor: 

1) You can significantly decrease your wait time. After all the donor testing is 
complete and your transplant team has approved your donor, your surgery 
can be scheduled.

2) You increase the chances that your transplanted kidney will last longer 
than one received from a deceased donor. On average, a kidney from a 
living donor lasts 15-20 years versus a kidney from a deceased donor, 
which averages 8-12 years.

3) You might be able to avoid dialysis or shorten the amount of time you are 
on dialysis. In addition, you are more likely to have a better outcome with 
your new kidney if you are transplanted before starting or after a short time 
on dialysis.

4) You can schedule the transplant surgery at a time convenient for both you 
and the donor, allowing you and your family to prepare for major surgery.

5) You are more likely to receive a kidney that is a better genetic match, 
which may decrease the risk of organ rejection.

6) You are more likely to receive a kidney that will start working immediately 
upon transplantation. Deceased donor kidneys can be “sleepy” and take 
some time to “wake up” and start functioning.

And the good news is that even while you are searching for a living donor, you are still 
on the transplant list and eligible for a deceased donor kidney. 

Even though you know the benefits of living kidney donation, you may feel like no one 
would ever want to donate their kidney to you. You may feel uncomfortable asking 
someone to donate a kidney. These are common concerns, but we are here to help 
you with the next step in your transplant journey-finding a living kidney donor. Our 
“Finding Your Living Kidney Donor: Marketing 101” guide and seminar will give you 
the practical and proven tools to help you identify a donor. Please visit our website, 
www.getoffthelist.org for more information.

Transplant 101 Guide

 Average 
Lifespan of 

Donated 
Kidney 

Living Donor 
15-20 years

Deceased Donor 
8-12 years
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You are registered at a transplant center(s) and are eligible to receive a kidney 
transplant, but where will the kidney come from? 

Living Donation:

• Direct Donation occurs when the donor who stepped forward for you is 
compatible with your blood and tissue type. The kidney may come from a family 
member, friend, co-worker, neighbor or stranger.

• Non-Directed Donation/Paired Kidney Exchange 
occurs when you receive a kidney from a living donor. 
The kidney may come from a family member, friend, co-
worker, neighbor or stranger. However, in paired kidney 
exchange, you have a donor willing to donate a kidney 
on your behalf, but you are incompatible with the donor. 
With paired kidney exchange, your donor will donate their 
kidney to another recipient in exchange for a compatible 
kidney for you. As a result of this type of donation, both 
you and another individual are given the gift of life. 

Deceased Donation:  
You receive a kidney from someone who has died. 
 
Listing at Multiple Transplant Centers 
Should I be listed at multiple transplant centers?

The primary reason you would be listed at multiple transplant centers is to increase 
your chances of receiving a kidney from a deceased donor. The United States is 
divided into 11 geographic regions, and organ availability and distribution varies in each 
region.

If you decide to list at multiple centers, there are a few things  
to consider: 

• You will likely have to go through the complete medical and psychosocial testing 
process at each center you want to be listed.

• It is important that you are registered at a center that is not too far away from 
you; if you receive a call that a deceased organ is available, you will need to be at 
that center within a certain period of time (typically 2-4 hours).

• You will want to be aware of travel time and the requirements of each center as 
they may differ. Each center will review their specific requirements with you at 
your initial meeting.

Donor 1
Non Compatible

Non Compatible

Recipient 1

Donor 2 Recipient 2

Why a Living Kidney Donor?
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• During this process, you will experience a wide range of emotions. In just one 
day you may feel hopeful, discouraged, excited, and disappointed. These 
feelings are completely normal. 

• You probably won’t receive weekly calls from your donor coordinator (nurse 
or social worker) once you are on the list. Don’t worry, they haven’t forgotten 
about you and will call when they need to talk with you. However, this doesn’t 
mean you can’t call or send an email to check in.

• The living donor coordinator can’t tell you who has called on your behalf or 
where potential donors are in the evaluation process. A federal law (HIPAA) 
prohibits transplant centers from giving you this information to protect potential 
donors. This can be one of the most frustrating parts of this journey. Stay 
focused on sharing your story. 

• The evaluation process for a potential donor does not happen overnight. This 
is an elective surgery, and the donor’s health is of utmost importance. Similar 
to the extensive and lengthy testing you went through to be placed on the 
transplant list, there are multiple tests the donor must go through. It is not 
uncommon for the evaluation process to take many weeks or months.

• At the transplant center, you will have a coordinator, and potential donors 
will have a separate coordinator. As a result, your coordinator does not know 
about potential donors who may be going through the testing on your behalf. 
This policy is in place to avoid any potential conflict of interest between 
members of the transplant team.

• Although you only need one donor, it often takes many potential donors to step 
up to find an approved donor. People will call but may not follow through for 
a variety of reasons. Donors who continue through the testing process may 
not pass all the medical testing.  Sometimes a center can work up one donor 
and they are approved, while other times, they can work up ten donors before 
identifying an approved donor.

• As you go through the process of finding a living donor, it is important not to 
take things personally. You may be surprised that one of your closest friends 
doesn’t acknowledge the letter you sent. You may wonder why a family 
member doesn’t call to start the testing process. This is an emotional time, and 
each person will process the information differently. It is not you; give them time 
to process and keep spreading the word.

Realities of the
Transplant Journey

Transplant 101 Guide

A potential 
donor might be 
a match for you, 
but they can’t be 

a donor until 
they have 

completed testing 
and been 

approved by the 
transplant team.
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Realities of the Transplant Journey

• In some cases, you may be aware of a potential donor testing on your behalf. The 
evaluation process and medical testing can be stressful. Potential donors jump 
through a lot of hoops, and people who believe they are “healthy” may have medical 
issues that are found during the evaluation process. Try not to ask the potential 
donor about the status of their evaluation. Let them share information if they choose, 
as questions from the recipient often cause more stress.

• The more you share your story, the more likely you are to find a donor. It is often 
very hard to be vulnerable and share the details of your life, medical history and 
need. This is normal, and we will work together to help you create a story you are 
comfortable sharing.

• A potential donor may tell you they are a “match” for you. This is great news. 
However, that does not mean that they are an approved donor. Someone who is 
a good match shares your blood type and has some compatibility with your tissue 
type. An approved donor is someone who has completed all of the medical testing 
(not just blood testing) and is now ready to undergo surgery and donate their kidney.

You are not alone in your transplant journey. Listed below are additional 
resources that you may find helpful. 

Team Share a Spare (teamshareaspare.org) — A resource to help people learn 
what it’s like to be a living kidney donor from people who’ve done it.

National Kidney Foundation (kidney.org) — National organization that focuses  
on awareness, prevention and treatment of kidney disease. 

United Network for Organ Sharing (unos.org) — UNOS is a recipient guide for 
all transplant statistics. You can find wait times and success rates for all transplant 
centers in the United States. It is like the BBB but for transplant centers. 

National Kidney Registry (kidneyregistry.org) — Registry of potential kidney 
donors and recipients that uses technology for paired kidney exchange and altruistic 
donations.  

National Living Donor Assistance Center (livingdonorassistance.org) — Helps 
with the costs of donation that aren't always covered by insurance, such as 
transportation, lodging and food.

Scientific Registry of Transplant Recipients (srtr.org) — SRTR tracks and 
reports the statistics for all transplant centers nationwide. You can use this resource 
to compare waitlist times and transplant outcomes for each transplant center.
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Transplant 101 Guide

Understanding the Key People on
Your Transplant Team

Many individuals support you on your 
transplant journey. It is important to 
understand what they each do. Your team 
consists of medical and non-medical 
professionals, and although they have 
specific roles, their primary goal is to help 
you get successfully transplanted and on 
to living. 

TRANSPLANT CENTER 
PROFESSIONALS: 

Nephrologist: Your nephrologist is 
likely the person who referred you to a 
transplant center to begin the testing 
process. Now that you are on the 
transplant list, they will continue to 
monitor your kidneys and overall health 
and provide regular updates to your 
transplant team.

Transplant Nephrologist: A transplant 
nephrologist specializes in transplant and 
helps manage your transplant evaluation, 
medications, and post-transplant care.

Social Worker: Your social worker 
works with you to be sure you are set up 
for a successful transplant. They ensure 
you have a proper support plan in place 
and help answer non-medical-related 
questions and concerns.

Transplant Coordinator: Your 
transplant coordinator is your central 
point of contact at the transplant center. 
These individuals are nurses who are very 
knowledgeable in transplant, can answer 
your questions, and point you in the right 
direction. They are also responsible for 
scheduling your testing and ensuring it is 
up to date. You will have a coordinator 
assigned to you while you are in the 
evaluation phase, the wait-list phase, and 
again once after you are transplanted. 

Transplant Surgeon: While you were 
going through the testing process, you 
met with one of the transplant surgeons. 
This may or may not be the surgeon who 
actually performs your transplant when 
a kidney is identified for you. However, 
you will meet with a transplant surgeon 
again the closer you get to your transplant 
surgery.

Dietician: Most transplant centers have 
a full-time dietician available to help you 
both before and after transplant. More 
than likely, you will be on a specific diet 
to keep your kidneys functioning at their 
best. The dietician can provide you with 
resources to help you with meal planning, 
food choices, and overall nutrition.

Living Kidney Donor Coordinator: 
Living kidney donor coordinators are 
nurses who facilitate the medical testing 
for a potential donor, answer questions 
and walk potential donors through the 
donation process. You will have limited 
contact with the living kidney donor 
coordinator; their primary responsibility 
is to work with any potential donor who 
calls on your behalf. In addition, all calls 
they receive from potential donors are 
confidential. Due to HIPAA regulations, 
the living kidney donor coordinator is not 
allowed to share any information with you 
about potential donors.

Financial Coordinator: Your Financial 
Coordinator helps determine financial 
eligibility, verify your insurance and 
benefits, provide counseling, coordinate 
referrals and monitor hospital admissions.

Use form on the back page to list Use form on the back page to list 
your team's contact information.your team's contact information.



9© Copyright 2022 Off The List, Inc. 
All Rights Reserved.

Understanding the Key People on Your Transplant Team

KIDNEY DONOR CHAMPION:   
A Kidney Donor champion is a close 
friend or family member who is willing to 
share your story and need for a kidney 
transplant. It is very important for you 
to identify a Kidney Donor Champion 
shortly after you are placed on the kidney 
transplant list. 

Why do you need a Kidney Donor 
Champion? It is often very difficult 
for you, as the recipient, to ask other 
people for help. In addition, you are 
focused on managing your health, doctor 
appointments and potentially dialysis. 

Having a Kidney Donor Champion can 
help reduce some of your stress when 
you know that a trusted person is 

educating people about your need and 
raising overall awareness about living 
kidney donation. Once you have identified 
your Kidney Donor Champion, encourage 
them to attend our seminar “Being an 
Effective Kidney Donor Champion,” 
where we will provide specific training 
on how they can best support you and 
share your story. Dates and sign up are 
available on the Off The List website at 
getoffthelist.org.

Your Kidney Donor 
Champion can help reduce 
your stress. They will help 

you share your story.
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TOGETHER TOWARD TRANSPLANT TM: 
Our three-month program provides 
personalized and emotional support as 
well as assistance in developing your 
customized marketing campaign to 
help you find a donor. As a participant 
in Together Toward Transplant, you will 
participate in the following programs:  

• Transplant PalsTM:  
1:1 mentorship program that pairs 
you with an individual who is post-
transplant and has successfully 
navigated the transplant process. 
You will have the opportunity to build 
a relationship with someone who 
has personally walked the transplant 
journey and understands how you are 
feeling. 

• Transplant CirclesTM:  
Support groups where you can 
connect with other individuals going 
through the transplant process. Your 
Transplant Circle provides you a safe 
place to talk and share with others 
who understand what you are going 
through. 

• Transplanting HopeTM: 
Ongoing encouragement for you and 
your family through regular phone 
calls, cards, and weekly emails 
from someone who understands 
the transplant process. You are not 
alone…we will walk through this 
journey with you.

TOWARD TRANSPLANT:  
SELF-GUIDEDTM: You and your family 
can move at your own pace, accessing 
resources that will support you on your 
transplant journey and assist you in 
creating your marketing campaign to 
find a donor. A "Kidney Transplant 101" 
and "Finding Your Living Kidney Donor: 

Marketing 101" guides with step-by-
step directions and sample templates 
are available for you to download and 
customize for your marketing campaign.

RESOURCES: We encourage you 
to take advantage of these additional 
programs and services to help support 
you and your family on your kidney 
journey.

• Transplant EducationTM:  
Educational seminars offered monthly 
that provide practical support and 
training on the following topics: 
Finding your Living Kidney Donor: 
Marketing 101, Being an Effective 
Kidney Donor Champion, The 
Importance of Self-Advocacy & 
Realities of the Transplant Journey. 
You can register for any of these 
seminars on our website. 

• One-Stop Marketing ShopTM:  
Order all your customizable marketing 
materials in one place though our 
easy, web-based shop. Professionally 
printed at discounted pricing.

• Needs-Based MarketingTM: 
If you are concerned that you don’t 
have the financial resources to launch 
an effective marketing campaign, 
please consider applying to this 
program to see if you qualify for a free 
marketing package. More information 
is available on our website.

• Social Media:  
You can join us on Facebook and 
Instagram at Off The List. Tools 
and tips on how to find a donor, 
encouragement, and interaction with 
others in the group will help you on 
your journey.

Off The List
Is Here to Help
We offer the following programs and services.
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1.  Your Nephrologist (name, number and email) 

 _____________________________________________________________________________________________________________

2.  Your Dialysis Center (name, number and address) 

 _____________________________________________________________________________________________________________

3.  Your Transplant Center #1 (name and website)  

 _____________________________________________________________________________________________________________

Your Donor Coordinator or Social Worker (name, number and email) 

_________________________________________________________________________________________________________

Your Living Kidney Donor Coordinator (name, number and email) 

_________________________________________________________________________________________________________

Your Dietician (name, number and email) 

_________________________________________________________________________________________________________

Your Financial Coordinator (name, number and email) 

______________________________________________________________________________________

4.  Your Transplant Center #2 (name and website)  

 _____________________________________________________________________________________________________________

Your Donor Coordinator or Social Worker (name, number and email  

_________________________________________________________________________________________________________

Your Living Kidney Donor Coordinator (name, number and email)  

_________________________________________________________________________________________________________

Your Dietician (name, number and email) 

_________________________________________________________________________________________________________

Your Financial Coordinator (name, number and email) 

______________________________________________________________________________________

5.  Your Kidney Donor Champion (name, number and email)  

 _________________________________________________________________________________________

6.  Off The List contact info (name, website, Facebook and Instagram pages) 

 _____________________________________________________________________________________________________________

Document Your
Transplant Team

Document Your Transplant Team
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