UNC CENTER FOR TRANSPLANT CARE

PATIENT HANDBOOK

This book is about getting a Kidney, Pancreas, or Kidney/Pancreas transplant at the
University of North Carolina Center for Transplant Care. This includes

information on living donation for kidney transplant.

Bring this book with you to appointments so you can remember to ask your
transplant providers. If you have any questions, call the transplant office at 984-

974-5200.
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THE KIDNEYS AND THE PANCREAS

What do your kidneys do?

Your kidneys look like kidney beans. They are about as big as your fist.

Most people have two, located in the lower back, on either side of the spine.

The kidneys make urine to get rid of body wastes and

extra fluids from the blood. They also:

e Help control blood pressure.
e Help with making red blood cells.

o Help control electrolytes needed by your body, like potassium.

Treatments for kidney failure

When you have a temporary injury to your kidney(s) that causes them to stop
working, this is called an acute kidney injury (AKI). This could be something
like an accident or infection. Some people will need dialysis for a short time to

help their kidney(s) heal.

If you have permanent kidney failure (End Stage Kidney Disease/ESKD), this
means that your kidneys have stopped working and are not expected to restart. If

you have ESKD, you have options for treatment:



e You can start dialysis and/or,
¢ You may want to have a kidney transplant.

e You may decide not to have any treatment.

Dialysis can replace some of the things that your kidneys normally do. For some
people who are doing well on dialysis, they may not want a transplant, or they may

not think that they need one.

Not everyone does well on dialysis. Some people do not feel well. Others may
feel tired and feel that they have no energy. Some may think that dialysis takes up
too much of their time. These people might choose kidney transplant as a

treatment.

Even if you choose to have a transplant, you may still need to start dialysis. Most
of the time, people have to wait for a transplant and will need dialysis while they
are waiting. In this situation, following

all of your dialysis recommendations =
can help you stay healthy enough to get E »

a transplant when an organ is available. ) .




What does the pancreas do?

The pancreas is an organ that sits behind the -
stomach and under your liver. It makes insulin,
which controls your blood sugar levels. Your

pancreas also makes digestive juices to help your

body break down food.

What is diabetes?

If a doctor has ever told you that you have diabetes, this means that your blood
sugars are too high. Too much sugar in your blood can lead to many other health

problems, including kidney damage.

There are different kinds of diabetes.

o Type I diabetes is caused when the body’s immune system attacks and
destroys the cells in the pancreas that make insulin. If you have type I
diabetes, then you must take insulin for the rest of your life to control your
blood sugar because your body can no longer do it.

o People with type I diabetes could be eligible for a pancreas transplant.

Talk to your provider to find out more information.



e Type II diabetes is caused when your pancreas is still making insulin, but
your body is no longer able to use it well or make enough. Patients with
type 11 diabetes might be able to improve their blood sugar levels by making
changes to their diet, losing weight, exercise, and taking medications (e.g.,
pills or insulin).

o People with type II diabetes are usually not eligible for a pancreas
transplant. Talk to your provider to find out more information.

o Gestational diabetes happens during pregnancy for some women. Most of
the time, this will go away after the baby is born.

e “Type 1.5” diabetes/Latent Autoimmune Diabetes in Adults (LADA) is
also caused when the immune system attacks the cells in your pancreas that
make insulin. However, this type is very gradual and slow acting, and is

usually found in adults.

Many patients with kidney failure feel that it is easier to control their blood sugar
after they start dialysis. Dialysis does not “cure” your diabetes.
Your blood sugar levels may seem to be getting better because

of other changes you are making due to your kidney disease.




If you get a kidney transplant, your blood sugars are likely to change and you will
have to start managing them again. It will be important to control this after

transplant, so that your diabetes does not damage your new organ(s).

Treatments for pancreas failure

When you are diagnosed with diabetes, you have a few options:

* You can decide to make lifestyle changes and/or take medicine to manage
your blood sugars.
e Ifyou have Type I diabetes, you may want to consider a pancreas

transplant.

* You may decide not to have any treatment.




TRANSPLANT AS A TREATMENT

The goal of transplant is to replace the function of an organ that is no longer
working well. The transplanted organ will take over the work of your sick kidneys
or pancreas and will hopefully allow you to live a longer life and have a better

quality of life.

Transplant is not a cure, but it can be a successful treatment for ESKD and the
effects of type I diabetes. However, there are not enough organs for everyone who
might want a transplant. That means that many patients will have to wait for

several years before an organ is available.
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WHERE DO KIDNEYS/PANCREATA COME FROM?

Kidneys that are used for transplant can come from two sources:
e Living Donors.

e Deceased Donors.

—

A pancreas that is used for transplant can come HUMAN
ORGAN
b

from only one source:

e Deceased Donors.

Living donor kidney transplant

This is one way to get a kidney transplant, but it does depend on someone else

being willing to give you one of their kidneys.

There are three different kinds of living donors:
e A relative, called a “living related donor” (LRD).
e A spouse, friend, or even someone you don’t know, called a “living
unrelated donor” (LURD).

¢ A Kidney Paired Donor (KPD) match.



There are several ways to coordinate a living donor transplant surgery, depending
on your situation. If you have a living donor, we will go over all of your options

with you.

Some people prefer a living donor because:
e The surgery can be planned, so you know the exact date of your transplant.
e You may not have to wait as long to get a transplant.

e In general, kidneys from a living donor work better and last longer.

A deceased donor kidney or pancreas comes from someone who made a decision

to donate their organs when they die. Their family can also make this decision.

Depending on your situation, providers will talk to you about the different options
for deceased donor kidneys and what may work best for you. Options to shorten
your waiting time could include:

e Donors with Hepatitis C.

¢ Donors of a different but compatible blood type (A»/A>B to B).

e Donors with a Kidney Donor Profile Index (KDPI) of 85% or higher.

We will talk more about these options a little later.



Remember that a deceased donor transplant cannot be planned.
e You could be called to the hospital anytime of the day or night for the
surgery.
e There are more people waiting than there are donated organs.

¢ You may have to wait several years to get a deceased donor transplant.

HEY! Did you know...?

...that about 13% of all adults in the United States have chronic kidney
disease?

...that 1 out of every 10 Americans has diabetes?

...about 90-95% of those Americans with diabetes have
Type 11?

...and 5-10% have Type I?

That’s a lot of people!




RISKS AND BENEFITS OF TRANSPLANT

Having a transplant could help you to feel better in many ways, as well as to live a

longer life. Before you get on the transplant waiting list, you will need a full

medical evaluation. We will talk to you about all of the possible risks and benefits.

Include but are not limited to:

Being put to sleep for surgery (anesthesia).

e There may be problems during or after surgery, like:

s

e You could get an infection after transplant, like a urinary tract infection

o Bleeding.
o Blood clots.

o Problems with your incision healing.

o Fluid collecting around your new organ(s).

(UTI) or pneumonia.
¢ You must take anti-rejection medicines after transplant for as long as the
organ is working.
¢ You could have some heart problems, like:
o Abnormal heart rhythms.

o Stroke.



o Heart Attack.
e You may have some changes in your mood, including feelings of
sadness/depression, worry/anxiety, fear, anger, or guilt.
¢ You may have some rejection of your new organ(s).
e Your new kidney may not work at first and you could need dialysis for a
while after surgery until it “wakes up”.
e Your new organ(s) may not work at all, though this is rare.

e Death is also a risk of any surgery or procedure.

Many patients will:
e Live longer after a transplant than they would if they had stayed on dialysis.
e Report feeling better and having more energy.
¢ Enjoy more free time without having dialysis each week.
e Be able to return to work, school, or other activities.
e Have fewer limits on what they can eat and drink after transplant.
e After pancreas transplant, you could be free from your regular diabetes care,

including blood sugar checks

and insulin shots. s E F‘ ! ,‘F* )




o Having normal blood sugar levels may help preserve your eyesight
and decrease/delay other complications of diabetes, such as vessel

disease, and diabetic nerve pain.

Many patients think that a single transplant will last for the rest of their lives, but
this is often not true. Many things can affect how long a transplanted organ will
last. Some of those things you will have control over and some you will not. The
earlier in life that your kidneys stop working, the more transplants you might need

over the course of your whole life.

Your transplant providers will expect you to be responsible for taking your
medicines as directed, getting your lab work done, and coming to your medical
appointments. We will expect you to keep in touch with your transplant team if

you have any problems or changes.
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THE EVALUATION PROCESS

Whether you get a living donor or a deceased donor kidney, the evaluation steps
are the same. We want to make sure you will be able to care for yourself and your
new organ(s) after surgery. We want to make sure that transplant is the right

treatment for you.

Your testing will probably be different from anyone else’s transplant testing
because everyone is different. Testing will usually take several days and will
include multiple tests, appointments and lab work. You will meet many different
providers. Every test will help us to know more about you and your health.

Nothing will be scheduled for you that is not needed.

The evaluation process for a pancreas transplant is the same as for a kidney

transplant, but does include some extra blood tests.

The transplant evaluation is very detailed and it will give the transplant team a lot
of information about your medical needs and how well we think you will do before
and after surgery. While every patient will have their evaluation match their needs,

most patients can expect the following:



Orientation Class: This class will teach you about transplant. It will give
you information about the evaluation process, including the risks and
benefits, and will explain your treatment options.
EKG and Chest X-ray: These tests will check your

heart and lungs.

Kidney Ultrasound: This is a way of looking at the P
hE e
shape and size of your kidneys using sound waves. Even though they may
not be working, we still want to check to make sure that they are not causing
you any other problems.
Stress Test/Echocardiogram: These tests check to make sure your heart is
healthy enough for surgery.
CT Scan: Sometimes called a “CAT” scan, this test allows doctors to take a
super detailed picture of the inside of your body, using x-rays and a
computer.

o This test can be used to give the surgeon a good picture of the blood

vessels leading to the kidneys.

Blood Work: You will need many blood tests over the course of your
evaluation. Some will need to be done more than once and some may need

to be repeated every year. We will use these tests to confirm your blood

type and check for infections like HIV or hepatitis.



o One special transplant blood test is called Tissue Typing. This test
will help us match a kidney to you, whether from a living donor or a
deceased donor.

o Another specialized test is called a Crossmatch, which will be done
every time you have a potential donor (living or deceased). This test
tells us if your body will accept a kidney from a specific donor.

o A Panel Reactive Antibody, or PRA test,

BL0OD TEST will predict the percent of people in the general

good match for you among potential donors.

population that likely will not be a good match

for you. This tells us the chances of finding a

e Health Maintenance: Depending on your age and assigned sex, you will
likely have some additional tests to complete on your own. Most will have
to be repeated in the future to continue to make sure that you are healthy. If
you have any problems getting these done close to home, let your transplant

nurse coordinator know and you can have them done at UNC.

o Examples could include things like:

= Pap Smear. .&

e
0K gy

= Mammogram (ages 40+).

= Colonoscopy (ages 45+).




YOUR TRANSPLANT TEAM

You will meet many people during your evaluation. Below are just a few of the
team members you may meet.
¢ Transplant Program Assistant (TPA): This person will work with your
transplant nurse coordinator to schedule all of the appointments needed for
your evaluation.
e Transplant Nurse Coordinator: This person
will help guide you through the evaluation
process. If you have any questions or

concerns, they should be your first contact.

e Transplant Social Worker: Our social
workers will meet with you to:
o Listen to your thoughts/feelings about transplant.
o Make sure that you understand all of the risks, benefits, and
responsibilities of getting a transplant.
o Make sure that you have the things you will need after surgery to be
successful. This could include things like safe housing, family/friend
support to help take care of you after surgery, and reliable

transportation.



e Transplant Financial Coordinator: You will meet with one of our
transplant financial coordinators who will:
o Review Medicare, Medicaid or any commercial insurance rules that
apply to you.
o Talk with you about any additional insurance you may have, like a
Medicare supplement plan.
o Help make sure that you will have insurance coverage for hospital and
medicine costs related to transplant.
e Transplant Nephrologist: A transplant nephrologist has had special

training in how to take care of

transplanted kidneys. They will: . % a . “
I.' . 1A | lr*. I'. "

o Review your medical history. ] 4 _
o Talk with you about transplant sy | 'ﬂ'
benefits and risks. ] l TN ] '.

o Give you a physical exam.

o Review the results of your testing up to that point.

o Answer your questions.

o Decide if other tests are needed before you can be placed on the

transplant waiting list.



e Transplant Surgeon: A transplant surgeon has had special training in how
to perform transplant surgeries. They will:
o Review your surgical history.
o Talk with you about transplant benefits and risks.
o Give you a physical exam.
o Review the results of your testing up to that point.
o Answer your questions.
o Decide if other tests are needed before you can be placed on the

transplant waiting list.



e Specialist Providers: Other medical providers may be needed during your
evaluation, depending on your health history. Your transplant nurse
coordinator will let you know what you need and a TPA can help schedule
these appointments. All test reports must be reviewed by the transplant team

to make a decision about putting you on the waiting list. Examples could

include:
o Cardiology. o Infectious Disease.
o Dentist. o Transplant Dietician.
o Dermatology. o Transplant Psychology.
o Hepatology. o Urology.
o Hematology. o Vascular Studies.

o Pulmonary.

Scan the QR code below to take you directly to our orientation class video.

A —
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ARE YOU READY FOR TRANSPLANT?

There are many reasons why someone may not be able to get a transplant. Some of

the reasons could change over time or with treatment, but some may not.

An absolute contraindication means that we cannot put anyone on the kidney
and/or pancreas transplant list that has any of following:
e Active tuberculosis (TB).
e Active substance abuse disorder and/or non-tetrahydrocannabinol (THC)
substance use.
e Serious heart, lung, or other medical problems that would make an elective
surgery too dangerous and/or life threatening.
e Ifyou do not want a transplant, or change your mind later about wanting a

transplant.




A relative contraindication means that there is an issue(s) that needs to be
addressed before a patient can be considered for active listing.

e Uncontrolled HIV.

o
Good ’ w' & o

. pasture’s Syndrome. okk & ’,
e Active infection. p Ro 'N

Com, cksss
e Severe vascular disease. r ',"Vc SOON

& y

¢ Body Mass Index (BMI) of 40% or more. "' d

e Problems following medical recommendations, like not completing all of
your dialysis treatments or not taking your medications as prescribed.

e Problems paying for your current bills and expenses that could affect your
success after transplant, like paying for your medicines.

e Having an unstable and unreliable support plan after transplant surgery.
This would include not having help at home and safe transportation.

e Any current diagnosis of cancer that suggests a survival of less than five
years.

e Any past or current history of cancer will require a specific treatment plan
and could require an extended wait period prior to active listing.

e Age 75 years and does not have a living donor.

e Severe deconditioning and needing help with multiple daily activities.



Smoking cigarettes, e-cigarettes, or vaping depending on insurance or other
risk factors/medial conditions.
Pediatric patients who weigh less than 10 kg, or about 22 lbs.
Specific to pancreas transplant:
o Age 60 years old or more.

o BMI of 32% of more.

Every patient will be evaluated based on their situation and medical history.
While we do not require all patients to stop smoking or using
tobacco/nicotine before transplant, we strongly recommend that you stop
before surgery.

o Research has shown that smoking after kidney transplant is associated
with an increase in heart disease, cancer, loss of your new organ and
death.

Some patients may be required to stop using
tobacco/nicotine before transplant because of

insurance or other health issues.

Your providers will discuss their recommendations with you.



Marijuana
We get many questions about the use of marijuana before and after transplant.
Please know that we address the use of marijuana on a case by case basis.
e Some patients may be required to stop using
marijuana before transplant because of other issues.
o Your providers will discuss their recommendations

with you.

CBD, vitamins, and over-the-counter products

As the use of CBD and hemp products become more popular, we ask all patients to
be honest with their transplant providers about the use of any over the counter
products. This could include (but is not limited to) things like herbal teas,
homeopathic medical remedies, vitamins, supplements, and nutrition/protein
powders.
¢ Do not assume that because something is labelled as “healthy”, “natural”, or
“organic” that it is good for you.
e Many over the counter products can get in the way with how well your
medications work in your body, or they could even hurt your new organ(s).

o Please discuss this with your providers so that they can talk with you about

your situation.
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HEY! Did you know...?

...that the first pancreas transplant was in December 1966 at
the University of Minnesota?

HEY! Did you know...?

...that the first successful kidney transplant was on December 23, 1954 at Brigham Hospital in
Boston, MA? Between 2 identical twin brothers, Richard and Ronald Herrick?

The amazing part is that Richard lived another 8 years with his brother’s kidney, and this was
BEFORE we had any anti-rejection medicines. How did that happen? Remember, they were
identical twins!

His brother and donor, Ronald, died in 2010 at the age of 79, after complications
related to heart surgery.
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THE WAITING LIST

Our center makes decisions about placing patients on the transplant waiting list

based on the input from a large team of providers. Our team has members from all
of the different areas that were included in your evaluation. The team will meet to
review and discuss all of your results to make sure that you meet our guidelines for

transplant and are healthy enough for surgery.

If the team approves you to be put on the waiting list, then your insurance
company may need to review your testing results too, and they will decide whether

to approve insurance coverage for transplant.

If you are approved by the team and your insurance company, your name will then

be placed on the kidney transplant waiting list. We will send you a letter and call

you when this happens.

You cannot be approved to be on the waiting
list until your evaluation is done and approved

by the transplant team and your insurance.




The “waiting list” is a list for the whole country and is managed by the United
Network for Organ Sharing (UNOS). Every person who needs a
kidney/pancreas is listed with UNOS.

Even if you have a living donor, you will still be placed on the waiting list, just in
case your donor is not able to donate a kidney.

e The average waiting time for a deceased donor kidney transplant in this area
is between 4-8 years based on the recipient’s (or the person who needs the
transplant) blood type. Different areas of the United States can have
different waiting times.

e Please know that the amount of time each person spends waiting for a
transplant can be very different. It might be anywhere from a few days to
over 10 years. Both of those situations would be rare, but have happened.

e Itis very hard to predict someone’s waiting time because we never know
when an organ will be offered, and who will be the best match.

e Ifyou are interested in getting listed at more than one transplant center
(“multi-center listing”), please see the brochure at the back of this book.

o You can also talk to your transplant nurse coordinator for more

information about multi-center listing.



Frequently Asked CQuestions about
Multiple Listing and
Waiting Time Transfer

HEY! Did you know...?

...that the current Guinness World Record holder for most kidney transplants receidvedby
one patient is Bjorn van Empel from the Netherlands. He received his 7% kidney transplant
in March 2014.




Patients have many common questions about the transplant process, including:
e How do organs get assigned to a person?
e Who decides what “a match” is?

e What number am I on the “The List”?

The decision about which kidney needs to go to which patient is complicated. Lots
of different things are considered, all with the hope that we can find the best match

for you. However, several things affect the waiting time.

These things could include:
e How long someone has been on dialysis.
¢ How long someone has been on the waitlist, for those not on dialysis yet.
e A high cPRA, which is a lab value that tells us how many antibodies
someone has in their blood; having a high number could

make it harder to find a match.

<
-
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e “0 mismatch”, otherwise known as “The Perfect
Match”.

o These do not happen very often, but when they

—ge-—
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do... it is a big deal. That organ will be placed AREREEST MAICH



with that patient no matter where they are in the United States, or how
long they have been waiting for an organ.
e People listed for more than one organ, like a Kidney/Pancreas,
Heart/Kidney, or Liver/Kidney.
e Pediatric patients (18 years old and younger).

e Prior living donors.

Another thing that can complicate where organs go is location. Most experts agree
that it is best to get a donor organ into another patient as soon as possible. In
general, kidneys and pancreata are offered to patients closest to the hospital where

the donor is located.

Offers will be sent out in a 250 Nautical Mile (NM) circle from wherever the donor

is located.

HEY! Did you know...?

...that a “nautical mile” is used over water, while a “statute mile” (or

regular old “mile”) is used over land and in the air?

ONE nautical mile =1.151 regular old miles




When a deceased donor kidney becomes available for transplant, it will be given a
score called a Kidney Donor Profile Index (KDPI).
e A KDPI score helps providers estimate how long the kidney is likely to work
when compared to other kidneys.
e A KDPI score is based on the donor’s age, height, and weight, cause of
death, medical history, and lab work.
e Scores can range from 0-100%. The lower the score, the longer the kidney
is estimated to last.
e Kidneys with a KDPI of 85% or higher are also a good option for some
patients.
o Waiting times are often shorter for these kidneys, which could get you
off dialysis faster.
o Every single kidney offer is looked at closely by one of our transplant
surgeons. Offers are only accepted if it is decided that this is a good

kidney for you.

Every recipient (the person who needs the kidney) will get a score called an

Estimated Post Transplant Survival (EPTS).



e An EPTS score helps providers estimate how long you will need a kidney to
work, when compared to other patients.

e An EPTS score is based on the patient’s age, time on dialysis and diabetes
status.

e Scores can range from 0-100. The lower the score, the longer the patient
will need a working kidney. For example, a patient with an EPTS score of

20 will need a kidney to last longer than a patient with an EPTS score of 90.

Remember that a new “list” is created for every donor organ. This means that
there are lots of individual “lists” that are made for every available kidney; not one
single “list” where all patients are listed in order. The idea is to make the best

match possible between each patient and organ.



Once a list is created for an available kidney, things start to sort out. Please see the
included UNOS brochure on Kidney Allocation that is included in your handouts
today.

e Patients that need a transplant to work the longest are offered the kidneys
that are estimated to last the longest. This means that kidneys with a KDPI
of 20 or less are offered first to patients with an EPTS score of 20 or less.

e Ifno one accepts the offer, then the kidney will be offered to patients within
the 250 NM circle who matches the donor,

regardless of their EPTS score.

Questions and Ariwers
for Tranuphant Candidter abowt

e The offer will keep being extended out from

Kidney

Allocation

where the kidney is located until an accepting

patient is found.

We may call you at any time of the day or night with a deceased donor transplant
“organ offer”. We need to always have working phone numbers for you and your
emergency contacts so we can reach you when an organ is available.
e Please call your transplant nurse coordinator as soon as possible with any
changes to your address, phone number, or emergency contact information.

e Ifyou only have a cell/mobile phone, make sure you are:



o Keeping your phone charged and on.

o Keeping your voice mail on and able to record new messages.

o Checking your voice mail regularly, especially if you screen your
calls.

e Be prepared to come to the hospital quickly and safely when we call you.

o This means that you will always need a L
, —==\ 0000
way to get to UNC Medical Center at ooo\ooono
all times that does not rely on any kind = olo =
—

of public or Medicaid transportation.

e Keep a hospital bag packed. Bring pajamas, hairbrush/comb, toothbrush,
medications, etc. Do not bring jewelry, cash, or other valuables.

e Ifyou have any children, pets, or other people/animals depending on you,
you will need someone to care for them while you are in the hospital. You
can expect to stay in the hospital about five days.

e Tell the transplant nurse coordinator if you have been sick or if you are
taking antibiotics for any reason.

e The transplant nurse coordinator will tell you when to stop eating and
drinking. You can take your medicine with small amounts of water.

e Ifyou have diabetes, bring glucose tablets or hard candy (not sugar free)

with you to keep your blood sugar from getting too low.



e Bring your medicines and dialysis information.

e Bring your insurance card(s).

If you accept the “offer”, you will have more tests done when you get to the
hospital. You will probably feel like you have had all of these tests before, but we
will need them again. These tests could include:

¢ Blood work (including cross match with the donor).

e EKG and Chest x-ray.

e Assessment by transplant nephrologist and surgeon.

Unfortunately, getting a call about a possible transplant does not guarantee you
will get the transplant. Usually, at least two patients are called for each organ. The
first patient called is the primary (or first) candidate, and the second person is
called a backup candidate. Back up patients are always called so that if the first
patient cannot have the transplant, we can move quickly to the backup patient.
Sometimes, the transplant could be cancelled because of a problem with the donor
kidney or the potential recipients. These are just examples of the many things that

could happen.



e You have the right to refuse any organ that is offered to you.

o [t will not affect your place on the transplant waiting list.

If you are not sure, please talk to the transplant nurse coordinator that is calling
you about the offer. They are a great resource and can answer your questions and

address your concerns.

HEY! Did you know...?

...that as of December 17, 2021, the US passed 40,000 transplants in ONE
YEAR... a new record!

U.S. tops

40,000

lifesaving transplants

in a single year
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HEY! Did you know...?

...that the first PEDIATRIC
transplant at UNC was in
19752

HEY! Did you know...?

...that the first successful PEDIATRIC living donor transplant was in
October 1959 between 12 year old twins? The first deceased donor
PEDIATRIC transplant followed in December 1963.
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THE TRANSPLANT SURGERY

Whether you are getting a kidney from a living or deceased donor, you can expect

many of the same things to happen during your surgery and hospital stay.
e To prepare for a possible surgery, your providers will probably ask you to do
several things that can lower your risk of having problems:
o Stop eating and drinking hours before the operation.
o Wash your body with a special antiseptic soap.
o Take some special medicine to make you go to the bathroom and
empty out your bowels (“bowel prep”).
¢ Once you are ready and in the operating room, you will be put under
anesthesia. Some people call this being put
“to sleep”. A special provider called an ®% \7
Anesthesiologist will be watching you Ug ]
closely while your transplant surgeon(s) are E =
doing the actual surgery.
e While you are “asleep”, a tube called a urinary catheter will be put into your
bladder. This lets us measure how much urine you are making during and
after surgery.

o It will be kept in place for one to two days after surgery.



o It will be removed either in your hospital room or later during a clinic
visit.

e A small tube called a nasogastric (NG) tube may be put down your nose and
into your stomach. This tube will help keep you from feeling sick and
throwing up after the surgery.

o Patients who are receiving a pancreas or

kidney/pancreas transplant will wake up with

this NG tube still in place.
o Patients who are getting a kidney transplant are
usually able to have this tube removed before they wake up from surgery.
¢ You will have at least one needle placed in your vein (“IV”), so you can
have fluids during and after the surgery. These fluids are very important to
keep your new kidney working and making a lot of urine.
¢ You may have a temporary surgical drain, called a JP placed.
e For all procedures, the skin incision will be closed with either staples or
surgical glue. The staples will be removed during a follow-up clinic visit
about 4-6 weeks after transplant. A gauze dressing will be put over the

incision to keep it clean and absorb any drainage, which is normal.



o Kidney transplant surgery lasts about four hours. The new kidney will

typically be put in the right or lower part of your abdomen (belly) just above

your hip bone.

e Most of the time your own kidneys are not taken out, so you may have three

kidneys in your body after
surgery.

e The blood vessels of the
donor kidney will be sewn
to your own blood vessels.
The tube that connects your
new kidney to your bladder
(called a ureter) will be
sewn to your bladder.

e A very small tube about the

thickness of thin spaghetti

Kidney Transplant

Diseased kidneys
remain in body

Transplanted Kidney

Ureter connected
to bladder

(called a stent) will be placed in the ureter to make sure urine passes without

problem. You will not even feel this tiny tube. It will be taken out 4-6

weeks after transplant during an outpatient procedure.




Pancreas transplant surgery

e Pancreas transplant surgery is similar to a kidney transplant. You will have
a urinary catheter, an IV, and an NG tube. The surgery usually takes 2-4
hours.

o The incision for surgery usually goes from your belly button to right above
your pubic bone, called a midline incision. The pancreas is usually placed
on the right side of your abdomen.

o The blood vessels of the new pancreas are sewn to the larger blood vessels
that go to your leg. The pancreas is also connected to part of your small
intestine so that it can drain digestive juices. Your own pancreas is not taken

out.

Native Pancreas

Donor duodenoum attached
to the recipient small intestine

Donor pancreas




Kidney and pancreas (K/P) transplant surgery

e Ifyou have a combined kidney and pancreas transplant, the surgery may
take 3-6 hours and both of the organs are put in through a midline incision.

The pancreas usually goes on the right side and the kidney on the left.

Before

Diseased
kidneys and
pancreas After

Donor Donor
pancreas kidney
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“Transplant” medicines
You will hear your transplant providers talk quite a bit about these special
medicines that must be taken after transplant. You may hear us refer to them as:

o Transplant medicines/drugs.

o Anti-rejection medicines/drugs.

¢ Immunosuppressants/immunosuppressant

medicines.

Remember that they are all the same thing!
Your body will react to your new organ as it would a foreign object. Think about
what happens when you have a splinter: the area gets red, swollen, and puffy and
your body tries to push it out. To prevent this type of reaction, called rejection,
you have to take anti-rejection medicine. All transplant patients have to take anti-

rejection medicines for as long as they have a working transplanted organ(s).

For your health and the health of your new organ(s), you must know all about your
medicines: what medicines you are taking, why you are taking them, when you

should take them, and how much you should take.



THE HOSPITAL STAY

e A transplant provider will come and talk with your family after surgery and

let them know how you are doing.

o After the operation, you will go to the recovery room (called the PACU/Post
Anesthesia Care Unit) for several hours where you will be carefully watched
until you wake up. You will get medicines for pain and IV fluids. Your
vital signs (blood pressure, heart rate, breathing, and temperature) will be
checked frequently.

e After the recovery room, you will go to the Surgical Trauma Critical Care
Unit (STCCU) for one to two days and then move to the main transplant
floor (5 West) for the rest of your hospital stay.

e Most patients typically stay in the hospital for 2-4 days.

e The transplanted kidney usually begins to work right away. Sometimes the
kidney does not work right away and you may need dialysis for a while until
the kidney is working better. A

small number of kidneys (less

than 1%) may never work. 2 *Y,



The amount of urine you are making will be checked every hour.

Blood work may be checked several times a day.

You will be weighed daily.

The nurses will ask you to turn in bed, cough, and breathe deeply at least
every 1-2 hours while you are awake.

The nurses will encourage you to get out of bed and walk several times a day.
¢ You can help decrease problems such as
pneumonia, constipation, or blood clots in your
legs if you cough, take deep breaths, and walk a

lot.

e An IV will be used to give you fluids until
you are able to eat or drink. The IV will be removed before you go home.
Due to the surgery and pain medicines, the bowels are sluggish for a short
time. You will be able to drink and eat once your bowels are moving
normally. You will start with liquids and by the time you go home, you
should be back to your usual diet. Your providers will talk with you more

about this after surgery.



e The incision will be closed with either staples or surgical glue and will have
a dressing over it. This dressing will be removed before you leave the
hospital. We will teach you how to keep your incision clean and dry. If you

have staples, they will be removed in 4-6 weeks in the transplant clinic.

HEY! Did you know...?

....that your pancreas can actually “taste” sugar, thanks to real taste
receptor cells? It can’t send that information to your brain (like the cells
on your tongue), but it does use that information to keep your blood sugar
levels stable. Cool, huh?




DISCHARGE FROM THE HOSPITAL

You will learn how to take care of your new organ(s) and yourself as a transplant
patient before you leave the hospital. This means you will:
¢ Need to have a thermometer, a scale, and a blood pressure cuff at home after
discharge. The inpatient transplant nurse coordinator will help you get these
if you do not already have them. For the first six
weeks, you will need to:
o Check your blood pressure twice a day.

o Check your temperature daily.

o Weigh yourself daily.
o Write down how much you drink and how much you urinate. This is
called checking your 24-hour fluid Intake and Output, or your “Is &
Os” or “ins and outs”.
e Some patients will go home with a temporary surgical drain, called a JP.
This is normal and we will teach you how to take care of it.
e Urinary catheter may stay in place for 2-7 days. Some patients will go home
with a urinary catheter. This is also normal and we will teach you how to

take care of it.



You will meet with our inpatient transplant nurse coordinator, transplant dietician
and transplant pharmacist before you leave the hospital. They will teach you and
your support person(s) about how to take care of your new transplant(s). This will
include things like:

e Signs (what to look for) and symptoms (how you feel) of infection.

e Signs and symptoms of rejection.

¢ Your new medicines and how to take them.

e Who to call if you have questions or an emergency.

e What you should and should not eat and drink after transplant.

Most of our patients will be seen by someone on our physical therapy (PT) and/or
occupational therapy (OT) team to make sure that you are strong enough to go
home and that you can move around safely.

e Keep in mind that if you were having any problems moving around
before surgery, it will be harder for you to get up and moving after
transplant. Your support person(s) might have to help you with things like
getting in/out of a chair or in/out of the shower.

e Our physical and occupational therapists will make recommendations if they
think that you will need any in-home services or medical equipment to help
you stay safe once you leave the hospital.

e Our care managers can help set this up for you before you go home.



After transplant, you have a big job: taking care of your transplanted
organ(s). It is important to follow the instructions and advice of your transplant
team, take all your medicines as you have been taught, get lab work regularly, and

come to all scheduled clinic visits.
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AFTER TRANSPLANT: LEAVING THE HOSPITAL

Every single patient needs support from their family and friends in order to have a
successful transplant. This is especially important in the first two weeks after
surgery. Patients that live more than 2 hours away may need to stay close to the
hospital after discharge for a short period of time, up to 2 weeks. Please plan
accordingly with your caregiver and support people. Patients are encouraged to
discuss lodging options with their social worker, transplant coordinator or financial
coordinator. If you have any problems after transplant, you might need help for
longer than expected.

e Your support person(s) should come with you to all of your social work

appointments while you are waiting for transplant.
¢ Your support person(s) should come to the hospital during your stay and

learn about post-transplant care.




e You will not be allowed to drive for 4-6 weeks after surgery, so you will
need people who can drive you:

o To the hospital for your surgery and home after

your discharge.
o To the hospital, anytime of the day or night, in case of an emergency.
o To the hospital for clinic appointments once a week for about 4-6
weeks.
o To get your blood work done three times a week for about 4-6 weeks.
This can be done near your home or at UNC Hospitals if you are

staying locally.

e For the first two weeks after surgery, your caregiver and support people
need to stay with you for 24 hours a day. For example, you will need help
with things like organizing your medicines, cooking meals, doing laundry,
and caring for pets/animals.

o If you were helping to take care of someone else before your surgery,
like an aging parent or small children, you may need help with those
things during your recovery. This is especially important to plan for if

you live more than 2 hours away.



e Everyone needs help staying organized. The first few weeks are busy and

full of new information. You will have many things to remember and your

instructions could change quickly.

e All patients will be asked to follow extra precautions to avoid infections and

getting sick after transplant surgery. We will talk to you about this in more

detail at discharge. This could include things like:

O

Washing your hands frequently.

Wearing a mask around other people.
Staying away from people who have been sick, or have been around
sick people.

Avoiding crowds and public places.

Avoiding public transportation, which would include Medicaid or

County Medical transportation services.




STAYING IN TOUCH

Keeping in touch with your transplant team is very important. Be sure to tell your

transplant nurse coordinator if: | commented [M1]:

¢ Your phone numbers, address, or insurance changes.

¢ You get sick or have any kind of infection (e.g., COVID, flu).

¢ You go to any emergency room, are admitted to any hospital, or have any

kind of surgery.

e (Call us if you have any questions or concerns — we are here for you!
We have a transplant nurse coordinator on call all day, every day, including
holidays and weekends. If you have an emergency after hours, you can reach
out to on-call transplant nurse coordinator by:

e Calling the UNC Medical Center’s hospital operator at

984-974-1000 and asking the operator to page the “on-

call kidney transplant nurse coordinator”.

You can also learn more about kidney transplant at UNC by going to our

website: www.unckidneytransplant.org



http://www.unckidneytransplant.org/
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INEED A NEW KIDNEY... WHAT ARE MY OPTIONS?

If your kidneys are not working, and you are interested in kidney transplant, you
may hear your providers talk about getting a kidney from a deceased or living

donor. If you need a kidney, here is what you need to know about your options.

4 TRUTHS ABOUT LIVING WITH KIDNEY FAILURE

1. IT'S EXHAUSTING
2. LODKS CAN BE DECEIVING

3. THERE IS NO CURE
4. THE PAIN IS REAL




LIVING DONOR OPTIONS

Most people are born with two kidneys. Since you only need one to live, some

people decide to donate one of their kidneys to someone else who needs a working
kidney. These people are called living donors. We know .

that asking someone to be your living donor might be ¢ o
uncomfortable. We encourage you to start by sharing your

story with your family and friends. You can also share the last section of this book

with them, labeled “Living Kidney Donation”.

They may know that you have kidney disease and are on dialysis but they may not
understand your need for a new kidney. While you will still need to be listed for a
kidney transplant, having a living donor can help you get a transplant faster. If you
are in need of both a kidney and pancreas transplant, you may be able to receive a
kidney from a living donor first while you wait for a pancreas from a deceased

donor.

Someone who is interested in being a kidney donor must contact our living donor
transplant nurse coordinator by phone or email; you cannot call or email for

them.



e (Call the living donor transplant nurse coordinator at 984-974-7568.
e Email the living donor transplant nurse coordinator at

livingdonors@unchealth.unc.edu

e Check out our website at www.uncmedicalcenter.org/livingdonors

With living donation, we have time to make a plan and this sometimes gives us

more options.

If you know someone who wants to donate a kidney to you, but they are not a good
match, they may still be able to help you. Sadly, about one third of living donors
are not a good match for their planned recipient. Because of that fact, many
providers have been working hard to try and make every possible match count for
someone...somewhere!

e Unmatched Blood Type transplant (or “Blood Type Incompatible”):
This is when a person gets a kidney from a donor that has a blood type that
would usually not be considered a match.

o Special blood tests have to be done ahead of time to see if this is an

option for you.


mailto:livingdonors@unchealth.unc.edu
http://www.uncmedicalcenter.org/livingdonors

o Ifitis, special medications and/or treatments are given to you before
the surgery. This allows the surgery to be done safely.

o Not every recipient is a good candidate for Blood Type Incompatible
transplant. Your transplant team will discuss this option with you if it

applies.

UNC also participates in a Kidney Paired Donation Program called the National
Kidney Registry (NKR).

¢ Kidney Paired Donation (KPD) is when two or more donor/recipient pairs
who are not a good match for each other (incompatible) exchange kidneys to
give each recipient the best possible matched kidney.

e All recipient and donor pairs can be considered for the KPD Program which
matches recipients and living donors from transplant centers across the
country.

e For more information on Kidney Paired Donation, please see the section at
the back of this book labeled “Living Kidney

Donation”. Recipient |

Recipient 2
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A microsite is a free, personalized website designed to help patients in need of

transplant find a living kidney donor.

There are two types of microsites: starter microsites and custom microsites. A
starter site includes standard text explaining that you need a kidney transplant and
asking potential donors to consider being tested to determine if they can donate on
your behalf. A custom microsite, you can post pictures and tell your unique story
of why you need a kidney transplant to help potential donors learn more about who

you are and feel a personal connection to you.

Once you set up your microsite, you will receive a unique URL to your site to
share, as well as 250 free business cards to hand out to family, friends, and

acquaintances. UNC is a microsite center. Use the QR code below to get started.

@\ NATIONAL KIDNEY REGISTRY "




DECEASED DONOR OPTIONS

A deceased donor is someone who has just died, and either they or their family

chose to donate any healthy organs at the time of death to others who might need

an organ transplant.

Because there are many more people waiting for a kidney transplant than there are
available organs, medical providers everywhere are trying very hard to use as
many available kidneys as possible. Many organs that would not have been used
in the past are now being used for someone on the waiting list. Our team members
will go over all of the options available with you and explain the risks and benefits

so that you can make a decision about what is right for you.



Please know that by signing a consent form to get expanded organ offers:

e You are not signing away your right to receive offers for other organs.
Rather, you are expanding your access to as many organs as possible. This
could help you get an organ offer sooner.

e When you receive an organ offer, the transplant nurse coordinator will give
you as much information as they can about the organ(s) so that you can

make a decision about what is best for you.

Please know that there will always be
- information that we cannot share because of
patient confidentiality laws (HIPAA). We

have to protect both your privacy, as well as

L SLRAN N )

the privacy of the donor and their family.

HEY! Did you know...?

...that your pancreas actually has TWO glands inside ONE organ?
Everyone has an exocrine gland that helps your body digest fats and proteins
so you can use them. The other one is the endocrine gland, which makes
hormones like insulin that help balance the amount of sugar in your blood.




Below are some of the types of expanded organ offers that your providers may talk
to you about:

e Risk for Acute Infection: You may be offered a kidney from a donor that
has done something in the past to put them at higher risk for having things
like HIV, hepatitis B or hepatitis C. Those “social behaviors” could include
things like IV drug use, spending time in prison, or getting paid for sex.

At the time of your offer, you will be told if your donor had any risk factors
for acute infection.

o The tests we use to look for donor infections are very good and the
risk of not finding one of these viruses is very low, but it is not zero.
There is a small chance that a test may be negative, even if the virus is
present.

o You will be tested for these viruses as part of your evaluation, just

before your transplant operation and again 1-2 months after transplant,

even if your donor did not have a risk m
for acute infection. m

o If transmission of any of these d{ a/

infections does occur, there are

‘\

medications available for treatment.



¢ Donors with hepatitis C: With your permission, we can consider donors
who tested positive for hepatitis C. If you receive a kidney from a donor
with hepatitis C, you will be followed closely and will be given treatment for
hepatitis C if needed.

¢ Donors with blood type A: or A:B: If your blood type is B, we may be able
to consider donors from other blood group. Many patients with blood type
B have long waiting times in the United States and this allows them some
additional options that could shorten their waiting times.

¢ Donors with a KDPI of 85% or greater: KDPI can be an indicator of how

long a kidney will last. These kidneys are a good option for some patients.

We will talk to you about all of your options, all of the risks and benefits, and help

you find a plan that feels comfortable to you!




LJF%(: CELEBRATING
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Come join our transplant family and take

part in a long tradition of excellence!

November 5, 2018: Celebrating 50 years of excellence in transplant at UNC Medical Center. Dr. Stanley Mandel, the surgeon
to perform the first successful kidney transplant at UNC Medical Center in 1968 addressing the crowd gathered.
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COMING TO UNC MEDICAL CENTER:
THINGS TO KNOW

Travel

e Plan to arrive a little early for your appointments.

o Allow yourself time for traffic, weather, parking, and
hospital construction. Arriving early will give you
plenty of time to park, register, and find your way

around the hospital.

o Check your appointment letters carefully for clinic locations

and if you appointment is in-person or by phone or video.

Getting around UNC Medical Center

e If walking is hard for you, you can ride to and from the Dogwood Deck to
the hospital in a shuttle van.

e Wheelchairs are available for visitors and patients once you get inside the
hospital.

o Hospital staff can also help you push a wheelchair or provide directions on
where you need to go. Just ask any staff at one of our Visitor/Information

Desks, which can be found throughout the ground floor of the hospital.



Food and snacks

Patients are welcome to bring their own snacks and drinks from home, especially
for our diabetic patients. However, food and drinks are available throughout the
hospital.

o Hospital Food Service locations accept

debit/credit cards and Freedom Pay only.
o Hospital gift shops and vending machines accept cash for drinks and snacks.

e We do not have vouchers available for food/meals.

Other things to think about

Plan for the day.

Bring a bag with books, magazines, food/snacks,

=
=
-

water, chargers... whatever you can carry that will help you be 5o
more comfortable as you wait for your appointments.

e Temperature can vary a lot from one end of the hospital to the other. Bring a
sweater or dress in layers.

e Wear shoes that are comfortable to walk in for most of the g @

day.



Finding your way in the hospital

¢ Do not hesitate to ask questions or ask for directions. It is easy to get lost!
Any hospital staff member will try to help you find where you are going.
e You can download the UNC Health app on your phone, which can help you

find your way throughout the hospital buildings.

WHAT CAN WE

HELP YOU

FE?7

TODAY

DOWNLOAD THE UNC HEALTH APP TODAY

TEXT UNCAPP TO 43506 OR SEARCH FOR "UNC HEALTH"
IN YOUR APP STORE

@& AppStore




WHERE CAN I LEARN MORE ABOUT TRANSPLANT?

If you or your loved ones would like to know more about transplant, please check

out some of the below resources for more information.

UNOS is the private, non-profit organization that manages the nation's organ
transplant system. Their website has some great information about transplant for

both patients and their support person(s).

UNOS provides a toll-free patient services line to help patients and families who
are interested in transplant understand where organs come from and how they are
transplanted. You may also call this number to discuss a problem you may have

with your transplant center or the transplant system in general.

The toll-free patient services line number is 1-888-894-6361. UNOS also has a

website at www.unos.org

—

O " UNITED NETWORK
‘ FOR ORGAN SHARING


http://www.unos.org/

This is a great website where you can find statistical data about different transplant
centers across the US. If you are interested in being on the waitlist at more than

one transplant center, this is a good place to start.

Their website can be found at www.srtr.org

SRTR also offers a “decision aid” for patients to use when talking to their

providers about transplant. It can help patients think about the pros and cons of

different treatments.

Check it out at www.srtr.org/tools/kidney-transplant-decision-aid/

SCIENTIFIC
REGISTRY CF
TRANSPLANT
RECIPIENTS



http://www.srtr.org/
http://www.srtr.org/tools/kidney-transplant-decision-aid/

UNC Center for Transplant Care/ Kidney transplant website

This is a good place to find information about our transplant programs and
providers here at UNC Medical Center. You can also find a link to our Orientation
Class video, if friends or family would like to watch and learn more about kidney

transplant. Scan the QR code below to take you directly to the video.

DUNC

HEALTH CARE

CENTER FOR
TRANSPLANT CARE

The UNC Center for Transplant Care website can be found at:

www.unckidneytransplant.org

SECU Family House at UNC Hospitals

The SECU Family House is open to all adult patients at UNC Medical Center, their
family members, and caregivers. They can provide a safe, affordable home for
patients and their loved ones who may have to travel to

UNC Medical Center for care.

SECU
FAMILY

See their website at www.secufamilyhouse.org H o U S E
at UNC Hospitals



http://www.unckidneytransplant.org/

SHIIP/Seniors' Health Insurance Information Program

Feeling lost and confused about Medicare? This great resource provides free and

unbiased information and counseling on Medicare.

You can find more information by calling 1-800-443-9354 or at their website

©

www.ncshiip.com

NC DEPARTMENT OF

INSURANCE

SENIORS' HEALTH INSURANCE
INFORMATION PROGRAM

DVRS/Division of Vocational Rehabilitation

The Division of Vocational

@a m Rehabilitation Services (DVRS) helps
@ cg;?ig:;?gr;?\abilitati o People with disabilities reach their goals

for work and independence.

For more information: https://www.ncdhhs.gov/divisions/dvrs



http://www.ncshiip.com/
https://www.ncdhhs.gov/divisions/dvrs

End-Stage Renal Disease Network (ESRD) Program

The mission of the ESRD Network Program is to promote safe, effective, efficient,
patient-centered, timely, and equitable health care for all patients with end-stage
renal (kidney) disease. North Carolina is represented by Network 6/ESRD

Network of the South Atlantic.

End-Stage Renal Disease
Network Program

I[PRO

For more information: https://esrd.ipro.org/

HonorBridge

The United States has 58 Organ Procurement Organizations (OPOs) that are
responsible for getting organs from the donor to the patient who needs them, as
well as teaching others about the importance of organ donation. In North

Carolina, we have three OPOs that serve all 100 counties.

HonorBridge is the designated organ procurement organization (OPO) for our

area, serving 77 counties of North Carolina and Danville, VA, and representing

some 7.2 million people.
’ HONORBRIDGE

See their website at https://www.honorbridge.org/



https://esrd.ipro.org/
https://www.honorbridge.org/

This is a great online resource for information about becoming a kidney living

donor at UNC Medical Center. Anyone who is interested in being a living donor
or would like to learn more about the process should
contact our team, either via our online form found at E ; E

LIFE

the below site, via phone at 984-974-7568, or via

email at livingdonors@unchealth.unc.edu l_ IVI N G

DONOR

The website can be found at www.uncmedicalcenter.org/livingdonors

The mission of the NLDAC is to help alleviate some of the financial burden on
people who are interested in, or approved to be, a kidney living donor. Priority is
given to donors who would not be able to donate without help. Interested donors
should ask their living donor social worker, independent donor advocate, or living

donor transplant nurse coordinator for more information.

See their website at www.livingdonorassistance.org



mailto:livingdonors@unchealth.unc.edu
http://www.uncmedicalcenter.org/livingdonors
http://www.livingdonorassistance.org/
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Patient Education Checklist for Placement on the Transplant Waiting List

HIM #: 12465

Page 1 of 3

| am going to be evaluated for & transplant for my (check all that apply):

I KIDNEY

1 PANCREAS

I UvVER

1 LUNG

1 HEART

I understand and agree to the following as explained to me by my transplant team:

This checklist is to be completed prior to beginning a transplant evaluation.

| must have a series of tests and consultations to determine if | am a transplant candidate.

The transplant team is responsible for helping me schedule the required tests and consultations.

| am responsible for attending my appointments as scheduled. If | am unable to attend, | am
responsible for letting a member of my transplant team know.

Once | have completed all tests and consultations, the transplant team will use the evaluation results
to decide if transplant is a good option for me. The decision may be:
* | am acandidate for transplant and will be added to the waitlist,
* | am not a candidate for transplant as a treatment, or

* More testing is needed to determine if | am a candidate or not.

The transplant team will communicate the decision to me in writing.

If | am placed on the waiting list and my health or financial status changes, | may have to be re-

evaluated, placed on hold, or be removed from the waiting list.

| understand the alternative treatment options to transplantation may include continued medical
management, no further treatment, or the organ-specific treatment options cutlined in the table
below (check all that apply):

Kidney Pancreas Liver Heart Lung
Transplant Transplant Transplant Transplant Transplant
(| [ 1 [ [
Dialysis, Pancreatic islet Hepatocyte Ventricular assist Artificial lung, stem cell
peritoneal cell transplantation, device (WVAD], therapy, lung valume
dialysis, transplantation, partial liver artificial heart, reduction, palliative care,
palliative care, medication transplant, palliative care, or or hospice
or hospice regimen, palliative medication hospice
care, or hospice regimen, palliative
care, or hospice




I understand the potential psychosocial risks related to transplant include, but are not limited to:
depression, post-traumatic stress disorder, and generalized anxiety. | may also have anxiety about
being dependent an others or having feelings of guilt. | may also be worried about my ability to get
medical, disability, and/or life insurance in the future.

| understand the potential medical and surgical complications related to transplant include, but are
not limited to: bleeding requiring a blood transfusion, infection, wound separation, numbness around
the site of the incision, fluid collection at or around the transplanted organ, blood clots, pneumonia,
organ rejection or failure that may lead to the need for re-transplant, abnormal heart rhythms,
cardiovascular collapse, lifetime use of medications to suppress the immune system, and multi-organ
failure. Rare risks of any procedure performed under general anesthesia include heart attack, stroke,
and death.

| understand the Scientific Registry for Transplant Recipients (SRTR) publishes transplant program-
specific reports online at www.srtr.org . | understand that | can contact my Transplant Murse
Coordinator with questions or help with the use of this website.

| understand efforts are made before transplant to find risks in the donor. These risks may include,
but are not limited fo: the donor's history, condition or age of the organ used, and undetected
infecticus diseases. The donor will have many tests done to look for these risks. It is rare that any
disease will be passed along from the donor organ, but it can happen. Bacterial infections, viral
infections, human immunaodeficiency virus (HIV), fungal infections, and cancer cells are some
examples.

| understand that some donors may have a risk for acute HIV, HBV, and HCV infections according to
the Public Health Service (PHS). My transplant team will let me know of any risk that may affect the

offer.

| have been given a copy of the United Network for Organ Sharing (UNOS) booklet “Frequently Asked
Questions about Multiple Listing and Waiting Time Transfer”. | understand that | may choose to be
listed at more than one center and other centers may need more testing to be done. 1 also
understand that each center will decide if | can be added to their waitlist.

| understand that if | do not receive a transplant at a Medicare certified facility, | may not be able to
obtain Part B Medicare benefits for the medicines that prevent rejection. The UNC Center for
Transplant Care, along with other hospital options located in North Carolina, is 3 Medicare certified
facility. If there is a change in our status, you will be notified.

| understand that the UNC Center for Transplant Care is staffed by Physicians, Surgeons, and
Transplant Murse Coordinators 24 hours a day, 7 days a week, 365 days a year. All the UNC Center
for Transplant Care transplant programs have more than one surgeon available for each transplant
program; if that changes, | will be notified.




| understand that | am NOT on the transplant waiting list until | complete the entire transplant
gvaluation process and | receive notification from my Transplant Murse Coordinator that | have been
placed on the waitlist or a decision has been made to not place me on the waitlist and | have been
given the reason for that decision.

| understand that if | am added to the transplant waiting list, | must meet the goals of the transplant
team. These goals will be discussed with me. If | am not able to fulfill these goals, then | may be
removed from the waitlist.

| understand that | have the right to refuse transplant at ANY time.

| understand what the transplant evaluation process requires and agree to undergo an evaluation to
identify if | am a possible candidate for transplantation.

Patient Signature:

If Applicable, Authorized Representative of Patient Signature:

Transplant Nurse Coordinator Signature:







