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Discussing Transplant as an Option

Introduction
Welcome to Module 3A, Discussing Transplant as an Option. This module has
four parts:

Part 1: Learning the Basics of Kidney Transplantation

Part 2: Introduction to the Kidney Transplantation Resource Toolkit
Part 3: Using the Toolkit
Part 4: Tips to Remember

This module is designed to help you continue your training to become a peer

mentor at your dialysis center, focusing on kidney transplant as an option.

Think back to when you were first told about your diagnosis that your kidneys
were failing. Were you overwhelmed? Did you feel alone with this problem? Was
it hard to remember and understand what you were being told? Maybe you felt

like you received too much information in too short a time.

Looking back, do you feel that
important information was not

provided to you?
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A newly diagnosed kidney patient has many important questions, including:
= How should | receive treatment?
» What type of vascular access should | have?
= What can | do to prevent infections?

» |s transplant an option for me?

The decisions that have to be made based on these questions can affect your

peer’s quality of life and experience of care.

In your role as a mentor, you can help a new kidney patient with these important
choices by sharing your personal experiences and offering educational resources
and tools. You can encourage your peer to get engaged and active in care
decisions. You can also help your peer connect with a member of his or her
dialysis care team or someone at the ESRD Network for additional support and

resources.

When you finish this module, you will be prepared to talk with your peers about

kidney transplantation.

...Let’s get started!
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Notes
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Part 1: Learning the Basics of Kidney
Transplantation

What is a Kidney Transplant?

Healthy kidneys remove excess fluid and waste from your blood. When your
kidneys lose their filtering ability, fluid and waste accumulate in your body — a
condition known as kidney failure or end stage renal disease (ESRD). A kidney

transplant is one of the treatment choices for kidney failure.

Kidney transplantation is a surgery in which a person whose kidneys have failed
receives a new kidney. This may be a person’s first transplant, or it may be a
replacement for another transplanted kidney. The new kidney takes over the
work of cleaning the blood. The new kidney comes from another person and only
one kidney is transplanted. A person can live a healthy life with one working

kidney.

Transplantation and Donors
There are two types of kidney donors, living donors and non-living donors.

Someone who has passed
away, and has previously
agreed to donate his or her
healthy organs or whose next
of kin has agreed to donate

Anyone who
is a match to

the recipient
and who wants
to donate.

the healthy organs
of the family
member.
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More than 120,000 people are currently waiting for lifesaving organ transplants in
the U.S. Of these, more than 100,000 persons await kidney transplants.

In 2014, more than 17,000 kidney transplants took place in the U.S. More than
11,500 of those used kidneys from non-living donors, and more than 5,000 came

from living donors.

Transplant Facts

Transplant is not an option for everyone. To be a candidate for transplant, an
individual has to be healthy enough to have the surgery and must be able to take
the medications that will help ensure that his or her body accepts the new kidney.
Your peer’s nephrologist and care team will help him or her get a referral to see a
transplant team. The transplant team will assess if he or she is eligible for a
transplant, and they will help answer any questions your peer might have about

the process.

The donor and the donor’s kidney must meet certain standards in order to be
used in a transplant. The kidney must also be a match for your peer’s blood and

tissue type.

U.S. Organ Transplant

Waiting List U.S. Kidney Transplants
o 15000
100% 84% 11,500
10000
0% 5,000
5000
16%
0% - o
Kidney Other Non-living Living Donors

Donors
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Waiting for a Kidney Transplant from a Non-Living Donor

There are more people who need kidney transplants than there are donated
kidneys. Anyone who chooses transplant from a non-living kidney donor has to
be placed on a waiting list. Time on the waiting list can depend on several

factors, including the recipient’s:

* Blood type

= Age

= Health history

= Support system

= Length of time on dialysis

» Length of time on the transplant
waiting list

The national waiting list follows strict
guidelines to make sure donated organs are
distributed fairly. More than 3,000 new
patients are added to the kidney waiting list each

month.

Waiting for a Kidney Transplant from a Living Donor
Waiting time for a transplant from a living donor is based on the time it takes to
evaluate the people who are willing to donate. Living donors are fully tested to
make sure that donating a kidney is safe for them and that they are a good match
to the recipient. This waiting time is usually shorter than the waiting time for a
transplant from a non-living kidney donor. There are several programs for living
kidney donation that the peer should learn about from their dialysis care team, in

order to fully understand his or her options.
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Why is Transplant an Important Treatment Choice?

A kidney transplant is the most effective treatment for kidney failure. It is the only
treatment that will work 24 hours a day. It's important to remember that kidney
transplant is only one of your peer’s treatment options. It is not a total cure for
kidney failure, and it doesn’t cure kidney disease. If an individual has a chronic
illness that caused kidney failure, having a new transplanted kidney may not cure

the illness.

The average life span of a donated kidney is 10 to 15 years. If the transplanted
kidney stops working, your peer may be able to get back on the waiting list for

another kidney. He or she may also resume dialysis.
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Some of the positive outcomes of kidney transplant are improved health and
quality of life, including:

= Greater freedom, since dialysis treatments are no longer necessary.
* Increased energy levels.

= Fewer diet restrictions.

There are important considerations about kidney transplant that your peer
should consider, including recovering from the surgery, possible rejection of the
kidney, side effects of anti-rejection medication, and the possibility of additional
medical expenses.
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Discussing Transplant as an Option

Everyone is different. What is right for one person is not always right for another.
Transplant is not an option for everyone. Remember to always speak with your
peer about transplant as a potential choice. The goal is to educate your peer

about transplant as an option.
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Part 2: Introduction to the Kidney
Transplantation Resource Toolkit

Now let’'s learn about the materials in your toolkit that will help you mentor
patients about this kidney care choice. Your resource toolkit for kidney
transplantation includes three educational resources.

The first resource is “Get the Facts: Kidney Transplantation,” a booklet that
provides basic and important information needed when anyone is considering
transplant as an option. The tool covers what a kidney transplant is, how it
works, where donor kidneys come from, outcomes and considerations for kidney
transplant, and important lifestyle changes,

The second tool is “Your Life, Your Choice,” a transplant story booklet. It
contains personal accounts of the transplant experience from kidney transplant
recipients and donors. The stories focus on positive experiences that may be
helpful to review with your peer if he or she has some concerns about
considering transplant as an option.

The third resource is “Is a Kidney Transplant Right for Me? Your Guide to the
Transplant Process.” This tool is a complete review of the steps involved in
kidney transplant, from evaluation by the transplant team through surgery, and
how life changes after receiving a transplant. It is meant for peers who are ready
to start thinking about transplant as a treatment

option.

“Isa
The tools build upon each other to inform Kidney
your peers and answer questions they Transplant
are likely to have. The toolkit starts Right for Me?

with the basics and then moves to
a review of patient stories.

Once your peer feels ready,
he or she can move on to
the transplant process “Your Life, Your Choice: Kidney
guide. Recipient/Donor Patient Story”

Your Guide to the
Transplant Process”

“Get the Facts: Kidney Transplantation” Brochure
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ud

Part 3: Using the Resource Toolkit

Now that you have a general idea of the tools, let's go into more depth about

each one.

Get the Facts: Kidney Transplantation

This tool reviews questions an individual might have as he or she begins to
consider a kidney transplant. It is a very basic review of facts and brings into
focus the benefits and other considerations of transplant. Topics in the “Get the
Facts” brochure include:

» What is a kidney transplant?

= Information about getting a transplant.

» Life changes after transplant.

» Transplant outcomes and considerations.
» Types of donors.

Types of
Kidney Donors

Living Donor

= Aliving related donor kidney comes
from a blood relative, such as a parent,
brother, sister, or an adult child, and is
the best transplant option.

= A living unrelated donor kidney comes
from someone who is not related to
the person receiving the kidney.

# The donor is evaluated by the
transplant center to make sure hefshe
is healthy enough to donate and is
offering his/her kidney willingly,
without pressure from anyone.

Non-Living Donor

= A non-living donor is semeone who
has recently died and has donated a
healthy kidney.

» Patients who do not have a living
donor can be placed on the national
organ transplant waiting list to receive
a deceased donor kidney.

Kidney Donor Exchange

# If your kidney donor is approved for a
living denation but is not 2 match with
you, you and the donor may be able to
join a living donor exchange program.

For more
information

€SRD Ncc
OO\

NATIONAL

COORDINATING
W

End Stage Renal Disease

National Coordinating Center

website: www.esrdncc.org
e-mail: ncc@ncc.esrd.net
(516) 209-5253

www.facebook.com/esrd.ncc

’ @esrdncc

Get the Facts:
Kidney
Transplantation

What is a kidney transplant?

= A kidney transplant is a surgery in which a
person with kidney failure receives a new
kidney. The transplanted kidney then cleans
your blood in the same way that your
kidneys did when they were healthy.

= The new kidney comes from another person.
Only one kidney is transplanted. A person
can live a healthy life with only one working
Kidney.

= Kidney transplant is one of your treatment
options. It is not a total cure for kidney
failure.

= Not everyone can receive a transplant.

What do I need to know about

getting a kidney transplant?

= Your medical practitioner will send you to a
transplant center. You will be evaluated by
a transplant team to make sure you are a
good prospect for a kidney transplant.

= You must be healthy enough to have the
surgery. You must also be able to take the
medications which help your body accept
the new kidney.

» Talk to your care team to leam more about
how to start the process for a transplant
referral and evaluation.

= Donor kidneys come from living donors
and non-living donors. A non-iving donor
is a person who has recently passed away
but has donated a healthy kidney. A living
donor could be anyone who is a match to
you and wants to donate.

* The donor kidney must match the blood and
tissue types of the person who is to receive
the kidney.

* More people need donor kidneys than there
are kidneys available. There is a waiting list for
kidneys from non-living donors. You can be on
more than one waiting list, even one ina
different state, if you are able to travel.

How will my life change after | get

a transplant?

+ Once you receive a transplant, you will need to
see your care team on a regular basis.

* You will have to take kidney medications for as
long as your new kidney lasts.

 Your diet may change after you receive a
transplant. Talk to your dietitian for more
information.

How will I pay for my kidney

transplant?

= Medicare typically covers 80% of the costs if
the transplant is done in 2 hospital approved by
Medicare to do kidney transplants. Coverage by
private insurers varies.

« Your transplant team will talk to you about the
possibility of your body rejecting the trans-
planted kidney. Part of the cost of anti-rejection
medicines may not be covered, These may be
expensive.

* A transplant social worker or financial advisor
will work with you to determine how your costs
will be covered.

What are some outcomes of a

kidney transplant?

« Your overall health and quality of life will
likely improve.

= You may be less tired and have more
energy.

« You have more freedom because you no
longer need dialysis.

What are some things | should
consider about having a kidney
transplant?

= With any surgery, there are possible
complications. This is true for transplant
surgery as well. Speak to your ransplant
care team.

« There is a risk that your body may reject
the kidney. Talk with your transplant care
‘team about possible risks.

* You will have to take anti-rejection
medications daily after a kidney
transplant. They may have side effects.

The following organizations provide
resources and additional information about
kidney transplantation:

United Network for Organ Sharing
WIWW.UNOS.0rg

National Institute of Diabetes and
Digestive and Kidney Diseases
‘www.niddk nih.gov
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You may use this tool to open up discussion, find out what your peer already
knows about kidney transplant, and learn if your peer needs more information at
this point.

Always start with finding out your peer’s understanding of the topic. Ask your
peer open-ended questions:

= What do you know about transplantation?
= What information has been given to you?
= What questions do you have, or what other information do you need?

If your peer doesn’t have enough information:

= Share and review the “Get the Facts” brochure.

If your peer is asking for more clinical information:

= Connect him or her with the healthcare team.

If your peer says he or she needs more time to think it over:

* Provide the brochure and say that you will check back at a later date.
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“Your Life, Your Choice”

The second tool is a compilation of stories from transplant recipients and donors,
told in their own words. It shares the perspective of individuals who have already
gone through this process and highlights their positive experiences.

The “Your Life, Your Choice” transplant stories booklet will help your peers:

= Navigate the transplant experience from the perspective of individuals who

have already gone through it.
= Learn more about the transplant process and think about their situation

differently.
» Feel more comfortable considering transplant as an option.

This tool can help you as a mentor to:

» Help your peer identify any concerns he or she has related to transplant,
so these concerns can be discussed with the healthcare team.

= Offer peers the opportunity to talk with someone who has been through the
experience.

. z

Your Life,

Your Choice
A Sampling of Stories

Jfrom Kidney Transplant
Patients and Donors

iy

s
. L L
.‘ - &\o‘\h Eq 7y
| & Approved

by Patients

°.. for Patients /7
T &
o @0

S Tion NS

T

splant stories for use in-the
Peer Mentorship Training Program

Developed through collaberation of ESRD Patients, Transplant Donors,
ESRD Networks, and the ESRD National Coordinating Center.
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These real-life stories were developed to address what patients might think of as
barriers to getting a kidney transplant, including age, gender, race or ethnicity.
They were designed to motivate kidney patients to explore all treatment options,
including kidney transplant. How can you use these stories? Here are a few
examples.

Your peer may say, “I'm too old to get a transplant.”

= You can direct him or her to a story related to age, in which a transplant
patient discusses how he or she worked through the issue.

Your peer has heard that women are less likely than men to receive a transplant.

» Guide her to a story from a female transplant recipient.

Your peer might think transplant isn’t an option because of his or her culture.

= There are stories in the booklet from a variety of races and ethnic groups.

Your peer is interested in asking a family member to consider donation but might
not understand the donor’s experience.

= The booklet includes a story from a living donor and recipient.

Table of Contents
INTRODUCTION ...ooiiiiiiiiiiiianniiaiinanns 3
STORIES ...ttt
Simone Bowen and Marcia Richards ................4
Dorothy Davis ......................ee B
ChrisElrod ... 0
This booklet contains reallife stories of kicney transplant recipients and
Roy Graham .. ..c...oooeiiiiiie el n donors, as tol N words.
The stories o share positive perspectives
Donnie Jacobs ...\ 12 A— b Ty e sttt motiens
d empower kidn and care partners to
Chrissy KIBT ..o 1 explore alltreatment choj ansplant.
Mike LUOnGO .+ s oo 15 The booklet does not provide medical advice or information, but rather

a firstthand narrative from the patient's perspective.

RO PHIGE e 7
Compiled and produced by the End Stage Renal Disease (ESRD)
Kennedy Taylor -.....................c..........19 el Gt ot WO o
rticipating ESRD Networks.
JackThomas ............ooccocoiiiiiia i 20 participating eawer
We are grateful to the transplant recipients and donors
ESRD NETWORKS ...........ccoovoreirio . 22 oo Gracicusly shared ther sories:

3 Your Life, Your Choice: A Sampling of Staries from Kidney Transplant Patients and Doniors
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“Is a Kidney Transplant Right for Me? Your Guide to the Transplant
Process”

After your peer has reviewed the transplant story booklet and has worked

through concerns about considering transplant as an option, you may want to

move on to discussing the transplant process. The third tool provides more detalil

about the steps involved in getting a transplant, care after surgery, and life with a

transplant.

Topics covered in the transplant process guide include:

An overview of transplant as an
option.

What is a transplant center?
The new Kidney Allocation
System.

Types of kidney donors.

The waiting list for a non-living
donor transplant, and the
multiple wait list option.

What is the surgery like?

What happens after the
surgery?

After-surgery care.

Ongoing and long-term
healthcare needs after a
transplant.

Cost of a kidney transplant.
Members of the transplant team.
Where to get more information

about their questions.

Is a kidney transplant

right for me?

Your guide to
the transplant process

= ‘N-

(XEX)

COORDINATING

www.esrdncc.org
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Make sure you know the guide and are familiar with the different sections before
you meet with your peer. You will be better able to talk about particular questions
or to refer your peer to the appropriate pages with information to help them.

For example, your peer may have questions about the transplant waiting list.
= You can direct him or her to page 5, on which this topic is discussed.

What if your peer is concerned about the recovery process after the surgery?
» Review “What Happens After the Surgery?” on page 6 of the tool.

Another question may be about insurance coverage or the cost of medications.
» Guide your peer to “How Much Does a Kidney Transplant Cost” on page 7.

Being familiar with the transplant process guide can help you connect your peers
to the information they need. Always remember to immediately direct health
questions to the healthcare team for the best answers, and continue to support

your peer through this important choice in their kidney care.

Contents

Introduction 3

. . What is a Transplant Center? 4

Only one kidney is transplanted. A hat s the Wting Lt i
person can live a healthy life with What Happens After the Surgery .
only one working kidney. Whats the Surgery Like? .
How Much Does a Kidney Transplant Cost? 7

Who Are The Members of the Transplant Team and What Do They Do?___ &

N 10

Do not be afraid to ask ANY questions!

Please feel free to talk with a member of your care team or contact your
local ESRD Network for more information. For help finding your Network visit
www.esrdncc.org.
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Part 4: Tips to Remember

Now, let’s review some important tips to help you be successful in your role.
Once you have completed reviewing the transplant toolkit with your peer, it is up
to your peer to take the necessary steps toward a transplant referral.

Remember:

= Encourage your peer to talk to a member of his or her care team about
getting a transplant referral.

= |f your peer chooses to talk to the care team about getting a transplant
referral, celebrate this choice and be encouraging.

» Your peer may not want to proceed at this point, and that is OK! He or she
may need more time to talk it over with family or friends. Or transplant may
not be a choice he or she wants to pursue. You have succeeded in your
role as a mentor by providing him or her with important information, so he
or she can make an educated decision about transplant as an option.
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Here are some more tips for supporting your peer. Check in as often as you can
to provide encouragement. If your peer:

Runs into any obstacles...

= Help by connecting him or her with the healthcare team.

Has questions along the way...
= Continue to share information from the toolkit, so your peer can prepare
questions for the healthcare team. Even when you have finished sharing
the tools, your peer may need time to process the information and may

have questions later on.

Learns that transplant is not an option...

= Provide support as he or she deals with this news.

Always remember there are other options for treatment that your peer can
consider. If transplant is not the option for your peer, that is okay. The best
choice is the one that is right for him or her!

Important Additional Resources

Your ESRD Network has several
resources that can help you and your
peers learn more about transplant and

The following organizations provide
resources and additional information about

other treatment choices. Several renal kidney transplantation:
organizations also provide educational United Network for Organ Sharing
resources for kidney patients. Feel free WWW.UNOS.0rQ

to share this information with your
peers so they can do additional
research on their own. You can also
ask your point of contact at your center www.niddk.nih.gov
for additional resources and for any

support you might need throughout the

mentoring process.

National Institute of Diabetes and
Digestive and Kidney Diseases
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Next Steps

Congratulations! You have successfully completed Module 3A.

Please complete the Module 3A: Discussing Transplant as an Option
Review Quiz and provide your results to your facility point of contact.

Once you complete the Review Quiz, you will be a certified ESRD NCC
Transplant Peer Mentor! Your point of contact will let you know what tools you
need to review to support your mentorship program. You can review your plans
with your facility point of contact, and get ready to begin mentoring peers.

Thank you for taking our training course! For additional information,
contact us at ncc@ncc.esrd.net.
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Review Quiz Questions

Please answer the following questions to earn your Module 3A completion
badge. You can review your quiz results with your facility point of contact
for this peer mentoring program.

1. Your role as a peer mentor is to? (Select which is NOT true):
dShare your personal experiences as a new kidney patient.
L Offer educational resources and tools.

DEncourage your peer to be engaged and active in his or her care
decisions.

el your peer which decision they should make based on your

experience.

DHeIp your peer get in touch with someone at his or her care team.

2. In order to be a transplant candidate there are criteria considered
to assess if you're eligible.

A donor kidney must meet certain standards.

A donor kidney must match the blood and tissue types of the person
who is to receive the kidney.

Patients and potential living donors have to undergo several medical
tests to find out if the kidney will be a good match.

LAl of the above.
None of the above.

Continue to next page.
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3. There is a waiting list for kidneys from living donors
True
False

4. The average life span for a donated kidney is 10 to 15 years.

DTrue
UFalse

5. You should check in with your peer often to?
DHeIp connecting him or her with the healthcare team.
(dReinforce information from the toolkit.
Provide support as he or she deals with the kidney care choice.
LAl of the above.
(None of the above.
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Review Quiz Answers
BOLD = CORRECT ANSWER

1. Your role as a peer mentor is to? (Select which is NOT true):
dShare your personal experiences as a new kidney patient.
JOffer educational resources and tools.

DEncourage your peer to be engaged and active in his or her care
decisions.

MTell your peer which decision they should make based on your
experience.

DHeIp your peer get in touch with someone at his or her care team.

2. In order to be a transplant candidate there are criteria considered
to assess if you're eligible.

A donor kidney must meet certain standards.

A donor kidney must match the blood and tissue types of the person
who is to receive the kidney.

dPatients and potential living donors have to undergo several medical
tests to find out if the kidney will be a good match.

MAn of the above.
L None of the above.

Continue to next page.
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3. There is a waiting list for kidneys from living donors
OTrue
MFalse

4. The average life span for a donated kidney is 10 to 15 years.

MTrue
UFalse

5. You should check in with your peer often to?
DHeIp connecting him or her with the healthcare team.
(dReinforce information from the toolkit.
dProvide support as he or she deals with the kidney care choice.
LAl of the above.
[INone of the above.

Page 28 of 29



Discussing Transplant as an Option

eSRD NCc
(HOOC)
NATIONAL
COORDINATING
End Stage Renal Disease National Coordinating Center

website: www.esrdncc.org - e-mail: ncc@ncc.esrd.net - support: (516) 209-5253

n www.facebook.com/esrd.ncc y @ESRDNCC

Course Instructors:

Jeanine Pilgrim
Patient/Family Engagement
Project Manager

Vicky Cash
Assistant Director
Quality Improvement

5. Prepared by the National Patient and Family
Approved @\ Engagement Learning and Action Network
by Patients (NPFE LAN), under the ESRD NCC.

> for Patients /5 The NPFE LAN includes 54 Patient members
@) $§' representing the 18 ESRD Network regions
Jcr, o NES across the country.

This publication was developed under Contract Number HHSM-500-2013-NWO002C, titled “End
Stage Renal Disease National Coordinating Center (ESRD NCC)", sponsored by the Centers for
Medicare & Medicaid Services (CMS), Department of Health and Human Services. The
contents presented do not necessarily reflect CMS policy.

Page 29 of 29



