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UNC Health Care Center for Transplant Care  

Patient Education Handbook 
This book is about the process of receiving a lung transplant at the UNC Health Care 

Center for Transplant Care.  Keep this book handy and look back to it if you have 

questions.  At the back of the book, there is a page for you to write down your 

thoughts and questions. Bring this book with you to appointments so you can 

remember to ask your doctor or nurse. We hope your experience will be very special 

and satisfying. For any questions, call the transplant office at 984-974-7589 or 1-

888-263-5293.    
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The Lungs 

What do lungs do? 

The lungs have two main jobs. One is to take oxygen from the air that we breathe 

and put it into our blood. The blood takes oxygen to all of our organs and tissues to 

keep them alive and help them work right. The other job of the lungs is to take 

carbon dioxide out of our blood. When our bodies break down the food we eat, it 

makes carbon dioxide (a waste gas). We must breathe it out, because too much 

carbon dioxide can hurt us. 

 

People normally have two lungs, a right and a left, inside their chests.  The heart 

sits between the lungs and connects to them. In adults, each lung is about the size 

of a football. The lungs fill with air we breathe in through our nose or mouth. The 

air goes down the windpipe (trachea). The windpipe splits into two branches 

(bronchi) to enter the lungs. This splitting continues into smaller and smaller tubes. 

The smallest branches end in little bunches of air sacs (alveoli). These air sacs have 

many tiny blood vessels on them. 



 

 

Lung Disease 

People have end-stage lung disease when their lungs become so damaged that they 

can no longer get oxygen into and carbon dioxide out of their blood.  Some causes 

of end-stage lung disease are: 

• Bronchiectasis 

• Cystic fibrosis (CF) 

• Chronic obstructive pulmonary diseases (COPD) 

o Emphysema  

o Alpha-1 antitrypsin deficiency  

o Chronic bronchitis 

• Restrictive lung diseases 

o Pulmonary fibrosis  

o Sarcoidosis 

• Pulmonary hypertension 

Bronchiectasis  

Bronchiectasis occurs when the airways become wider than they are supposed to 

be, which causes people to start having trouble getting all the air out of their lungs.  

When this happens, people tend to get more infections, especially in the lower 

parts of the lungs.  Infections lead to scarring of the lungs. People with 

bronchiectasis may cough up large amounts of sputum every day.  They need to 

take antibiotics to treat the infections. 

 

Cystic Fibrosis 

Cystic fibrosis (CF) is an inherited disease that affects many different parts of the 

body.  In the lungs, CF causes the sputum to be thicker than normal.  This thick 

sputum allows bacteria to grow.  As with bronchiectasis, people start to have 

trouble getting all the air out of their lungs.  People with CF may also have problems 

with their liver, pancreas, intestines, and may have difficulty having children. 



 

 

 

For both bronchiectasis and CF, one of the most common infections is from 

Pseudomonas aeruginosa.  Doctors often treat this bacterium with two or more 

different types of antibiotics.  Over time, bacteria may resist the effects of many 

antibiotics.  Some bacteria, such as Burkholderia cenocepacia, make the risks of 

transplant too great.  Please contact the transplant team if you have any questions 

about specific bacteria. 

 

Chronic Obstructive Pulmonary Disease 

Chronic obstructive pulmonary disease (COPD) is really a group of diseases. They 

have one thing in common: they make it hard to blow air completely out of the 

lungs.  By far the most common cause of COPD is cigarette smoking.   

 

Emphysema 

With emphysema, the lungs are injured, normal lung tissue is lost, cysts form, and 

air sacs grow much bigger than they should.  These changes can lead to problems 

with airflow and air trapping.  The more people smoke, the more likely they are to 

get emphysema.   

 

Emphysema may run in families that have Alpha-1 antitrypsin deficiency.  This gene 

disorder may explain why some people get emphysema without long-term, 

frequent smoking. 

 

Chronic Bronchitis 

With chronic bronchitis, the lungs create a lot of mucus because of inflammation 

or swelling in the lungs.  This leads to coughing and even difficulty breathing.  This 

condition never completely goes away. 

Restrictive Lung Diseases 

Pulmonary Fibrosis 



 

 

People with pulmonary fibrosis form scar tissue in the lungs, which causes the lung 

tissue to become inflamed. The lungs then begin to grow stiffer over time, which 

keeps them from expanding or allowing a good deep breath. 

 

Pulmonary Sarcoidosis 

Doctors suspect pulmonary sarcoidosis when they find small areas of inflamed cells 

(granulomas) on the lung tissue.  As the disease gets worse there can be scarring 

that leads to pulmonary fibrosis.  Sarcoidosis may also spread to other organs 

including the heart.   

 

Pulmonary Hypertension 

Pulmonary hypertension means that the blood pressure in the lungs is too high.  

High blood pressure in the lungs causes problems with the way oxygen gets in to 

the blood.   

 

Treatments for End-Stage Lung Disease  

There is no cure for end-stage lung disease. You may be able to make changes to 

your lifestyle that will help. You also have options for treatment. 

 

Lifestyle Changes 

If you smoke, the most important thing you can do is to STOP SMOKING. If you are 

thinking about a lung transplant, you MUST quit smoking cigarettes completely for 

at least one year before we will schedule tests for transplant.  When you quit 

smoking, you lower your risks for cancer, heart attack, stroke, blood vessel disease, 

and blindness from macular degeneration. You get sick less often, and you heal 

faster. You are less likely to get colds, flu, bronchitis, and pneumonia. You may also 

find that your mood is better and you feel less stress. 

When and how will you feel healthier? 



 

 

Quitting has real health benefits that start from day 1 of being smoke-free. The 

longer you stay smoke-free, the healthier you get and the better you feel. 

• The first hours 

o After just 20 minutes, your blood pressure and heart rate go down. That 

means there is less stress on your heart and blood vessels. 

o Within 12 hours, the level of carbon monoxide in your blood drops back to 

normal. That makes room for more oxygen. With more oxygen in your body, 

you may notice that you have more energy than when you smoked. 

• After 2 weeks 

o Your lungs start to work better. 

o Your risk of having a heart attack starts to drop. 

• After 1 month 

o When your lungs are clear, you cough less and breathe deeper, so it is easier 

to be active. 

o Your sense of taste and smell return. That means you can enjoy food more 

than you have since you started smoking. 

• Over the years 

o After 1 year, your risk of heart disease is half what it would be if you kept 

smoking. 

o After 5 years, your risk of stroke starts to shrink. Within a few years after 

that, it is about the same as if you had never smoked. 

o After 10 years, your risk of dying from lung cancer decreases by about half.  

Your risk for many other types of cancer is lower too. 
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Medicine and Exercise 



 

 

o There is no drug to repair damaged lungs.  Some medicines (pills and 

inhalers) can make people feel a bit better, but they will not fix the problem.  

Your lung doctor can tell you what medicines might help. 

o Your doctor can also prescribe extra oxygen. When you breathe in more 

oxygen than is in the air, your body may work better and you may have more 

energy. 

o Exercise programs (pulmonary rehabilitation) can help people feel better and 

have more energy.  When you exercise regularly using extra oxygen, you 

train your breathing muscles to work better. People who get regular exercise 

say they feel better all around. 

o If you have pulmonary hypertension, it is important to talk about exercise 

with your doctor.  Exercise can make the blood pressure in your lungs even 

higher. It is important to try to keep the blood pressure in your lungs as low 

as possible. 

o Many patients with pulmonary fibrosis and sarcoidosis can use drugs, extra 

oxygen, and exercise and never need a lung transplant.  For a few patients, 

though, the disease keeps getting worse. In rare cases, pulmonary fibrosis 

gets worse quickly even with treatment. 
 

Lung Transplant 

o When your doctor says you have tried all of the medicine that can help your 

lungs, the next treatment choice could be transplant. The goal of transplant 

is to replace lungs that are no longer working well with lungs that do work.  

Patients with COPD usually have both lungs transplanted. Replacing just one 

lung may work sometimes. Due to long-term infections, many patients with 

bronchiectasis and CF need a double lung transplant. 

o When new lungs take over the work of your sick lungs, it should make you 

healthier, live longer, and have a better life. Transplant is not a cure, but it 

can be a successful treatment for end-stage lung disease.  However, there 



 

 

can be problems with transplant. We cannot promise that it will work, and 

there are side effects. There are not enough lungs for everyone who might 

want a transplant.  

 

No Treatment 

What treatment you choose is up to you. Some people choose not to take any 

treatment, or they decide not to take any extra treatment. If you choose not to 

accept any more treatment, your doctor can still help you to be as comfortable as 

possible. Your doctor can refer you to palliative care or hospice. Both options aim 

to give patients relief from how their disease makes them feel. 

 

SAMPLE CONSENT DOCUMENTS 

Before you start the evaluation, and before you are placed on the waitlist, you will 

need to review and sign consent forms as well as a patient education checklist 

that can be found at the back of this book. (See tab “Consents and Checklists”).  

Please review these forms before your evaluation and again before your medical 

visits. You will need to sign forms like these before surgery.
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Lung Transplant Overview 

Lung transplant is a long and complex process. It has many steps. Lung transplant 

is not something we do to you; it is something we do with you. You must commit 

to it for the rest of your life to make it work.  

 

The rest of this book will go into a lot of detail about all of the steps in the process. 

It will tell you how things can go well and what things can go wrong.  

 

After your doctor says you need a transplant, the first step is the evaluation. You 

will come to the UNC Hospitals Jason Ray Transplant Clinic several times to meet 

with the lung transplant team. You will get a full medical work-up here. We want 

to learn about how your whole body is working—not just your lungs. We will talk 

to you about your disease and treatment options. We will talk to you about possible 

risks of transplant.  We want you to understand as much as possible about lung 

transplant. We want you to make the right choice for yourself. 

 

It can take a few months to finish the evaluation. During this time, you should take 

good care of yourself. We expect everyone to: 

• Follow doctor’s orders  

• Get regular exercise  

• Eat a healthy diet 

• Attend our lung transplant class 

• Have strong, ongoing support from loved ones 

• Make a plan to be able to afford any bills your insurance will not pay 

• Make a plan to move here for at least three months, if you live over 45 

minutes from Chapel Hill 

• Be in touch with us about any big changes in your life 
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We may ask you to do some other things during this time to help you get ready. 

At the end of all of the meetings and tests, you and the transplant team need to 

decide if lung transplant is the best choice. If you and we both decide that it is time 

for you to get a lung transplant, a nurse will put you on the national waiting list. 

Your wait could be as short as a few hours or as long as a few years. The average 

wait is about 4 months. 

 

When we get an offer of good lungs for you, we will call you into the hospital for 

surgery. We will only do the surgery if we feel sure that the lungs are good. If not, 

we will send you back home to wait for better lungs. 

 

After surgery, you will be in the intensive care unit for several days. Then you will 

go to a stepdown unit. There, you and your caregivers will start to learn about what 

you need to do to stay healthy when you leave the hospital: 

o You will need to take medicine for the rest of your life to weaken your 

immune system (immunosuppression or anti-rejection drugs). Otherwise, 

your immune system will fight and kill your new lungs. 

o You will need to take medicine for several months to prevent infections. 

Since your immune system will be weaker, it will be a lot easier for you to get 

sick. 

o You will need to take medicine to treat the side effects of other drugs. For 

example, you might need insulin because some medicine could raise your 

blood sugar. 

o You will need to stay away from germs. Examples include sick people, food 

that is not prepared or stored safely, and dusty or moldy places. 

o You will need to come to the transplant clinic every week at first, and then 

less often.  For the rest of your life you will need to come to clinic at least 

four times a year. 
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o Every time you come to clinic, and sometimes when you are at home as well, 

you will need blood tests. 

o You will need regular pictures of your lungs (x-rays) and breathing tests 

(pulmonary function tests). 

o Doctors will need to look inside your airways (bronchoscopy) from time to 

time, and take tissue samples (biopsies). 

o You will need to exercise on a regular basis and maintain a healthy weight. 

o You will need to know how to spot a problem and how to reach us 24 hours 

a day if something is not right. 

 

For the first three months or more after discharge from the hospital, you need to 

stay close to Chapel Hill. We can help you figure out where to stay.  A loved one 

must be with you around the clock during this time. You will need someone’s help. 
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The Lung Transplant Team 

At UNC Hospitals, we take a team approach to lung transplant.  Members of the 

transplant team all have special training in their field of practice.  This is a teaching 

hospital, so doctors are in different phases of training. Fellows, residents and 

students will all be involved in your care.  The attending doctors carefully monitor 

all orders written by these other doctors.  Descriptions of the team members 

follow: 

• Transplant Pulmonologists (pul·mu·nol·o·gist) – Lung doctors who will review 

your medical history and talk with you about the risks and benefits of transplant.  

They will examine you briefly, review the results of your studies, answer any 

questions you may have, and decide if other tests are needed before a 

transplant can be done.  

• Transplant Surgeons – Doctors who will do the operation to transplant new 

lungs.  They will also review your medical history, talk with you about the risks 

and benefits of transplant, examine you briefly, review the results of your 

studies, answer any questions you may have, and decide if other tests need to 

be done for the evaluation.   

• Transplant Nurse Coordinators - Registered nurses who will help you through 

every step of the transplant process.  Your transplant coordinator oversees your 

evaluation, gathers the test results, and helps the transplant team make 

decisions about your care. This person also updates the transplant list and 

monitors your condition before and after transplant.  Your transplant 

coordinator is the first person to call when you have questions about your 

transplant.   

• Transplant Social Workers – People specially trained to help patients and 

families cope with the stress of being sick or in the hospital. They also help you 

to find needed resources.  All patients evaluated for lung transplant at UNC 

Hospitals see a social worker. Your social worker will help the transplant team 
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understand how lung transplant might affect you and your family and what 

physical and emotional supports you will need.  Social workers can answer 

questions about transplant, disability, travel and lodging.  They can give you 

resources for fundraising. 

• Transplant Psychologists - People specially trained to help you cope with 

emotional issues such as anxiety and depression that often come with being 

sick.  All patients evaluated for lung transplant at UNC Hospitals see a 

psychologist.  The psychologist can help you to find better ways to handle the 

stress caused by waiting for and having a transplant. 

• Transplant Financial Coordinators - People who look into your insurance before 

you come for a clinic visit. They get any needed authorizations.  They help you 

understand your insurance coverage and how much you may have to pay 

yourself.  They know about disability benefits, COBRA coverage, and fundraising.  

If you ever have any change in your insurance, it is very important to let them 

know. You need to have enough insurance coverage for hospital and medicine 

costs before and after the transplant. 

• Transplant Pharmacists - People who know a lot about medicine used to help 

transplant patients. They will review your medicines and help the doctors figure 

out what you should take after the transplant. They will help you understand 

the medicines the doctors tell you to take. 

• Physical Therapists - People specially trained to help you exercise safely, both 

before and after your lung transplant.  End-stage lung disease can cause muscle 

weakness.  You will be able to recover faster after your transplant if you exercise 

every day while you are waiting.  You must be in a regular, monitored exercise 

program while waiting for a transplant and for three months afterwards.   

• Registered Dietitians – People who know a lot about food we need to be 

healthy.  A dietitian will assess your nutritional status and help you figure out 

how you should eat to be healthiest both before and after transplant.  Your diet 

is important to how you heal from surgery. What you eat can also help you with 
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some side effects of medicines.  The dietitian also teaches you about storing and 

preparing food safely after transplant.  
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BENEFITS AND RISKS OF TRANSPLANT  

Having a transplant can help you in many ways to feel better and live longer.  

Before you get on the transplant waiting list, you will need a full medical work-up.  

We will talk to you about possible risks.  The transplant evaluation has some risks 

and surgery does too.   

 

BENEFITS 

• Live a longer life with better quality 

• Feel better and have more energy 

• Have more free time – no breathing treatments or airway clearance 

• No longer need extra oxygen 

• Do more things around the house 

• Regain your independence 

• Return to work if you are not able to work now 

 
RISKS 
Surgery Risks 

• Being put to sleep (anesthesia)—Some people have a bad reaction to the 

medicine that helps them not to feel pain or notice what is going on during 

the surgery. One of the surgery doctors (anesthesiologist) has had special 

training to keep you asleep safely. This doctor will monitor you and make 

changes if you start to have trouble. 

• New lungs might not work right at first (primary graft dysfunction)—Your 

body has to get used to your new lungs, and that does not always happen 

right away. This is a common problem. The lung doctors will take pictures of 
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your lungs (x-rays) to see how they are doing. The doctors will give you 

medicine to help your body adjust. 

• Nerve damage—You have something like a bellows (diaphragm) under your 

lungs that helps you move air in and out. A special nerve (phrenic nerve) 

makes it move. During surgery, this nerve can be hurt. If this happens, it will 

make it harder to suck in air and push it out. Other muscles can grow stronger 

to help make up for this problem. Sometimes a person needs surgery to help 

the diaphragm move. Other nerves can be hurt, too. Wherever nerves get 

hurt, you could have some loss of feeling or movement. 

• Stroke—An air bubble could get into your blood during surgery. If an air 

bubble travels to the brain, it can block the flow of blood there and cause a 

stroke. A clot in the brain could do the same thing. Bleeding in the brain can 

cause a stroke too. A stroke is damage from lack of blood flow to a part of 

the brain. This brain damage can make it hard for people to talk and to move 

one side of the body. Special exercises can help people get back to normal. 

Some people get all the way back to normal. Some people have problems 

that last. 

• Bleeding—Scarred lungs are harder to remove. They can bleed a lot. Doctors 

try to stop all of the bleeding during the surgery. Sometimes people keep 

bleeding, though, and have to go back to the operating room. If you lose a 

lot of blood, you might need a blood transfusion. 

• Kidney damage—The stress of surgery can hurt the kidneys. Kidneys make 

urine and get rid of body wastes and extra fluids from the blood.  Doctors 

will be very careful about giving you medicines that can be hard on the 

kidneys. Sometimes people need to use a machine to clean the blood 

(dialysis). 

• Heart/lung failure—Sometimes the heart and lungs cannot handle the shock 

of surgery and they don’t work right. This problem is rare. There are 
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machines (heart/lung bypass and ECMO) that can replace the work of the 

heart and lungs until they recover. 

• Heart attack—Any surgery where doctors have to put people to sleep 

(general anesthesia) carries a small risk of heart attack. 

• Death—In very rare cases, people can have multi-organ failure or 

cardiovascular collapse (blood stops moving) from the stress of surgery. 

These problems are fatal. 

 

Donor Risks 

• Infections—Organ donors get many tests for infection. Doctors  look to 

see if donors have a fungus, other viruses or bacteria. The tests are very 

good, but they are not perfect. In rare cases, donors can have an infection 

that passes to the people who get their organs. 

We know that certain things people do can increase their risk of getting 

HIV or hepatitis. We have a list of what many of those things are. They 

include having unsafe sex and using dirty needles to take drugs. If we 

know that your donor has done things that are on this list in the 30 days 

prior to donation, we will let you know. We will not tell you what the 

person did. We will tell you that you have an offer from a donor with a 

risk for acute infection with HIV, Hepatitis B and/or Hepatitis C.   We will 

not offer you lungs that we think are bad, but you have a right to know  

about that acute risk.  The tests we use to look for donor viral infections 

are extremely good, the risk of not detecting HIV, HBV, or HCV is very low, 

but it is not zero.  There is a small chance the test may be negative, even 

if the virus is present.  A negative test might occur if the donor had a very 

recent infection. You are tested for HIV, Hepatitis B (HBV), and Hepatitis 

C (HCV) as a part of your transplant evaluation.  We will test you again 

when you have labs drawn just before your transplant operation and then 
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1-2 months after your transplant, even if your donor did not have a risk 

for acute infection. 

• Cancer—If a donor has cancer that no one knows about, cancer could be 

spread from the donor to the people who get the donor's organs. 

 

Medical Risks: 

• Swallowing problems—The nerves that help you swallow get moved 

around during the surgery, and that can bother them. It can take time for 

them to recover. You will have tests to see how well you can swallow. We 

will wait to let you eat and drink until you can do it safely. 

• Stomach problems (gastroparesis)—Nerve damage and some medicine 

can make your stomach not empty well. If this happens, you could feel 

full and have nausea. This problem usually gets better with time. 

• Wound infection—Pus can spill into your chest during surgery. If an 

infection develops, it can make it hard for the skin on your chest to heal, 

where the doctors cut. The doctors will give you medicine to treat any 

infection. If the wound separates, you might need more surgery. 

• Airway infection or narrowing—The doctors sew your airway to the 

donor’s airway. The place where the two are sewn together 

(anastomosis) can have problems as it heals. Mucus can get stuck on the 

stitch there and cause infection. Swelling can make the airway too small 

(stenosis). The doctors will look at this place by putting a camera down 

your throat (bronchoscopy). They can suck out any mucus that is stuck 

there. They can give you medicine to treat infection. They can also put 

tubes (stents) in the airway to prop it open. 

• Fluid around the lungs (pleural effusions)—Fluid outside your lungs helps 

them slide easily past your ribs as you breathe. After surgery, more fluid 

gathers outside the lungs. Blood is there too. This extra fluid presses on 

the lungs and makes it hard for them to expand all the way. That makes 
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it harder to take a deep breath. You will have tubes put in your chest while 

you are asleep to drain this fluid. You will keep these tubes in for at least 

a few days after the surgery. Some medicine can help get rid of the extra 

fluid too. 

• High potassium—Some of the medicine you must take to keep your lungs 

healthy is hard on your kidneys. The kidneys help get rid of extra 

potassium. When the kidneys are not working well, potassium can build 

up. High potassium is dangerous. It can stop your heart. Some people 

need to take medicine to get rid of extra potassium.  Sometimes changes 

in diet can help. 

• Kidney failure—The kidneys can become so badly damaged that they 

stop doing their job well enough. When this happens, people can use a 

machine to do the work of the kidneys (dialysis). They can also try to get 

a new, healthy kidney through transplant. 

• Numbness around your cuts—When the surgeons cut open your chest 

they also cut nerves. This can leave you with no feeling in the area of your 

chest where you were cut. 

• Numbness, tingling and pain in feet and fingers (neuropathy)—Some 

medicine can cause these feelings. We can adjust your medicine. 

• Diabetes—Most people have high blood sugar in the hospital right after 

transplant. This is because some of the medicine makes the blood sugar 

go up. If your blood sugar goes up too high, you can take insulin to bring 

it back down. Not everyone needs insulin. Some people only need insulin 

for a short time. Some people need insulin for the rest of their lives. 

• Tremor—Most people’s hands shake a little after transplant. This is a side 

effect of some of the medication. It tends to get less or even go away over 

time. 

• Seizure—If the level of one of your anti-rejection drugs gets too high in 

your blood, it can be toxic to your brain. If this happens, it can cause a 
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seizure. We do blood tests to check levels so we can keep your medicine 

dose low enough to prevent this problem. 

• Blood clots—Some people form blood clots after the surgery. Clots can 

cause pain and swelling. If they move and then get stuck somewhere, they 

can also cause trouble there. Blood clots in the brain and the lungs can be 

the worst. We will get you up and moving to try to prevent clots. If they 

form, we can give you medicine to try to dissolve them. We can also put 

in filters to try to stop them from going to the worst places. 

• Abnormal heart rhythms—Surgery can irritate the electrical system of 

your heart. This can cause your heart to beat in ways that are not normal 

(arrhythmias, like atrial fibrillation). When your heart beats in a funny 

way, it does not work as well. We can give you medicine to help your heart 

beat better. Sometimes we need to burn a little part of your heart 

(ablation) to stop the signal that is giving the wrong message.  

• Infections—You will always be at a higher risk of getting an infection after 

transplant. We have to make your immune system weaker to protect your 

new lungs. You could get sick from bacteria, viruses or different kinds of 

fungus. 

• Pneumonia—An infection in your lungs is called pneumonia. We will give 

you medicine to treat the infection. 

• Leukopenia—If we make your immune system too weak, you will have a 

low white blood cell count. You will then be in even more danger of 

getting an infection. We can change your medicine to help your white 

blood cells recover. 

• PTLD—Most of us have Epstein-Barr virus (EBV) in our system. When our 

immune system is healthy, EBV does not make us feel sick. After 

transplant, though, it can get stronger. It can cause post-transplant 

lymphoproliferative disorder (PTLD), a kind of a lymphoma (a cancer). 

This kind of cancer usually goes away with treatment. 
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• Skin cancer—The immune system does not just fight infection. It also 

fights cancer. After transplant your risk for skin cancer, and other kinds of 

cancer, will go up. It is important for you to wear sunscreen on skin that 

your clothes do not cover. It is also important to see a skin doctor 

(dermatologist) at least once a year after transplant. 

• Rejection—Your immune system has many different ways to fight things 

that should not be in your body, like viruses and cancer. It will recognize 

your new lungs as something that should not be in your body. It will use 

many different ways to fight your new lungs. We will try to block these 

different ways with medicine. We are very good at treating some kinds of 

rejection. We do not know how to treat some kinds of rejection very well 

yet. Sometimes people need a second transplant because we cannot stop 

the rejection.  

 

Mental Health Risks: 

• Mood problems—The stress of surgery and side effects of medicine can 

make you feel sad, hopeless or cranky (depression), or worried (anxiety). 

Some people feel guilty after transplant because they know they got lungs 

because another person died. Guilt can also come from feeling like you 

are a burden on your loved ones. We can listen to how you feel. Listening 

helps. We can help you find new and better ways to think about things. 

We can also give you medicine that can help your brain get past some of 

these bad feelings. 

• Delirium—Sometimes people get confused after surgery. They might see 

things that are not there. They might also not see some things quite right. 

These problems do not last long. We might be able to adjust your 

medicine to make the problems go away faster. 

• PTSD—Post-traumatic stress disorder can happen when people go 

through something hard. Sometimes they have nightmares about it. They 
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might also have flashbacks. They keep reliving the bad time. If this 

happens to you, we can help you get therapy to deal with the stress. 

 

 

Money Risks: 

• Medical bills—Doctor visits, hospital stays and medicine all cost a lot. So 

does driving to the hospital, parking here, and staying nearby. Health 

insurance does not cover everything. Some people have trouble paying 

all the bills. We will teach you about how your loved ones can raise money 

to help you pay the bills. We will also let you know about other ways you 

might be able to get help. 
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ABSOLUTE CONTRAINDICATIONS FOR LUNG TRANSPLANT  

We cannot put anyone on the transplant list that has the following:  

• Advanced heart vessel disease, also called coronary artery disease (CAD) 

• Advanced heart failure (American Heart Associated Class III and IV disease) 

• Kidney and/or liver disease that cannot be treated 

• HIV infection 

• Hepatitis B or C infection 

• Cancer (except simple skin cancers) 

• You must be cancer free for at least five years.  Each case will be looked at 

individually. 

• Drug abuse 

• Should be free of all habit forming prescribed or illegal drugs (including 

benzodiazepines, opiates, and narcotics)  

• Continued tobacco use (smoking, dip, or chew) 

• Burkholderia cenocepacia infection 

• Currently living in a skilled nursing facility or an assisted living facility 
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RELATIVE CONTRAINDICATIONS FOR LUNG TRANSPLANT  

Some of these things may prevent you from being placed on the transplant list 

until they are taken care of: 

• If you have an active infection that is not related to your lung disease 

• Other diseases that are actively being treated 

• Weighing too much or too little 

• Severe blood vessel disease (advanced sclerotic vascular disease or hardening 

of the arteries)  

• Not able to walk 

• Psychosocial issues 

• If you are unable to take your medication 

• If you do not have reliable caregivers 

• If you decide you do not want a transplant  

 



 

 

 

 

 

 

 

 

 

 

 

 

EVALUATION 
 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 



 

 

The Evaluation Process 

The evaluation will be matched to YOU and YOUR needs. We want to make sure 

you will be able to care for yourself and your new lung(s) after transplant.  Your 

evaluation process may be different from others you know.  This is because each 

person is different.  No tests will be scheduled or performed that are not needed.  

Each test will help us to know more about you and your health. 

 

The transplant evaluation is very thorough and it will give the transplant team a lot 

of information about your medical needs, including how well you will do before and 

after you have lung transplant surgery. Below are just some parts of the evaluation.  

More tests may be needed depending on your results.  

 

You will meet with team members with special skills in many different areas.  All of 

these team members will teach you a lot about their area of transplant. Feel free 

to ask them questions. 

o Pulmonology—to learn more about what is wrong with your lungs and to 

see if any other treatment might help 

o Surgery—to make a plan about the operation you will need 

o Social work—to see how transplant will affect you and your loved ones and 

to learn about resources 

o Psychology—to make sure you have the coping skills and support you need 

to get through transplant 

o Dietitian—to see if you are eating a healthy diet, are in the right weight range 

for transplant, and provide education if needed 

o Finances—to learn about what your insurance will cover and what you will 

need to pay out of your own pocket 

o Infectious disease—to make sure you have all the shots you need and to 

learn about any long-term infections you might have 



 

 

Testing and Things You Need to Complete for the Evaluation 

• Education Classes – These classes have speakers who will teach you about 

transplant and give you information about the entire process 

• Chest CT-Scan and EKG – These tests will check your heart and lungs.  They 

will also allow the surgeon to learn important things about your lungs and to 

look for infection or other problems 

• Blood Work – We do many blood tests. We will check your blood type and 

look for infections such as HIV or hepatitis. One special transplant blood test 

is called tissue typing. This test will help us match the lung(s) to you. Blood 

work may need to be done more than once during your evaluation.  

• Lung Perfusion (VQ) Scan – This test looks at the lungs to find out which lung 

gets more air.  The surgeon will remove the worst lung first 

• Pulmonary Function Tests (PFTs) – You blow into a machine so we can see 

how well your lungs are working 

• Fluoro-diaphragm – Looks to see how well your diaphragm is working. 

• Ph Probe – To see if you have any problems that could lead to heartburn or 

more serious problems 

• Abdominal Ultrasound – A way of looking at the shape and size of your 

organs using sound waves 

• Pulmonary Rehabilitation – Supervised exercise that will help you get 

stronger, be more flexible, and have more energy 

• 6 Minute Walk – This test tells us how much energy you have and how much 

oxygen you need when walking 

• Bone Density Test (DEXA) – To see how strong your bones are 

• Dentist - We recommend that you see a dentist before being placed on the 

transplant waiting list. The medicines you take after transplant can increase 

your risk of getting an infection. If you have gum disease, it must be treated 

before transplant.  Any problem teeth may need to be removed before 

transplant.  If you do not have a dentist in your area, please let your 



 

 

transplant nurse coordinator know so that we can get you an appointment 

at the UNC Dental Clinic. 

• Pap Smear/Mammogram/Colonoscopy - For women, an exam and pap 

smear are needed.  Women over the age of 40 must have a mammogram.  

Everyone over the age of 50 must have a colonoscopy as part of the 

evaluation.  You can have these tests done with your local doctor as part of 

your routine check-up.  If you have any problems getting these tests done let 

your transplant nurse coordinator know and you can have them done at UNC 

Hospitals. 

• Specialists (Doctors and Nurses) may request extra tests for some patients.  

Your transplant nurse coordinator will help you schedule them. All test 

results must be reviewed by the transplant team so they can make a decision 

about placing you on the Waiting List. 

  

NOTE: You cannot be placed on the waiting list until your evaluation is completed 

and you are approved by the multi-disciplinary transplant team. 

 

  



 

 

After the Evaluation 

The transplant team will review your results to make sure that you meet our 

guidelines and are healthy enough for transplant. 

Here are some things the team could decide: 

• Transplant is not the best option for you.  You may have problems that our 

transplant team cannot help with or could make worse. 

o A different transplant center might make a different decision. 

o We can refer you to a different center and send them all of your 

records. 

• Transplant may be a good idea, but you could have some work to do first. 

o We will talk to you about the steps you need to take. 

o We will write down goals for you. 

o We will tell you how we can help. 

o We will check back and see how well you are meeting these goals. 

o After some time, the team will talk about whether transplant is a 

better idea now. 

• Transplant is a good idea, but not this soon.  Take good care of yourself and 

come back to us when you are sicker. 

• Transplant is a good idea and this is a good time. 

o Your insurance company will review your test results, and then decide 

whether to approve insurance coverage for transplant. 

o Once transplant is approved by your insurance, your name will be 

placed on the lung transplant waiting list. 



 

 

 

 

 

 

 

 

 

THE WAITING LIST 
  



 

 



 

 

What is the Waiting List? 

• The “waiting list” is a list for the whole country and is run by the United Network 

for Organ Sharing (UNOS).  Every person in the United States who needs a lung 

transplant is listed with UNOS.  

• Your transplant coordinator puts you on this list.  They enter a lot of results from 

your evaluation.  UNOS uses this to calculate your Composite Allocation Score (CAS).  

• You may have you name placed on more than one transplant center’s waiting list.  

There is more information in the flyer at the back of this book.  Talk with your 

transplant nurse coordinator if you are interested.  

 

Composite Allocation Score (CAS) 

The CAS uses information from your evaluation about your medical condition.  It also uses 

facts about potential organ donors that may be a good match for you.  

• The new CAS started in March 2023.  We do not know the average waiting time for 

lung transplant using the new system yet.  

o The old system was called the Lung Allocation System (LAS).  In that system 

the average waiting time in North Carolina was six (6) months.  

• The goal of the new system is to help the right lungs get to the right patient at the 

right time.  

• The CAS uses math to figure out:  

o How sick you are or how quickly you need a transplant.  

o How likely you are to do well over the next five (5) years with a transplant.  

• Your CAS may change while you are on the waiting list based on how you are doing.  

Your lung transplant team will talk with you about your CAS and what this may mean 

for the time you may have to wait for a transplant.  

 

 

 

 

 

 



 

 

What factors make up the CAS? 

The CAS uses many factors to determine your score.  These factors are given a 
number of points that when added together are your CAS. 

 

• Scores are from 0-100. 

• Patients with higher scores need a lung transplant sooner. 

• If your lung transplant team thinks that your CAS does not match how sick 
you are, they may ask the UNOS Lung Review Board to adjust your score. 

• If your lung transplant team thinks your CAS will be too low to get a 
transplant, they may need to wait to put you on the list. That is because: 

o Waiting is hard on people. 
o You will have to repeat some of your tests every several months 

while you are on the list. 



 

 

• Up to 25 points will be based on how sick you are or how 
quickly you need a transplant. 

• Up to 25 points will be based on how likely you are to do 
well over the next five (5) years. 

• How much oxygen you are on at rest, how far you can walk 
in six (6) minutes, your diagnosis, age, kidney and liver 

function, and how well your heart is pumping blood are 
some of the factors used to get these points. 

 

 

Up to 15 points are saved for patients who may be hard to match. This may be due 
to your blood type, height, or a result of a special immune system test. 

 

• Blood Type: some blood types are harder to 
find a match for than others. Patients with those 
blood types will get more points to help make it 
easier for them to find a match. 

• Height: Donor lungs must be a size that will 
fit inside your chest. Patients who are very short or 
very tall will get more points to help make it easier 
for them to find a good match. 

• Calculated Panel Reactive Antibodies (cPRA): 
Your cPRA is a special immune system test that 
tells us how likely you are to reject new lungs. The 
higher the number the more at risk you are for 
rejection. Patients with a high number will get 
more points to help make it easier for them to find 
a good match. 
 

 

 



 

 

The next 25 points are saved for patients who have special needs: 

 

• Patients that are younger than 18 will get 
20 points. 

• Patients who were living organ donors in 
the past will get 5 points. 

• If you are not younger than 18 or have never  
been a living organ donor, you will not receive any of 
these points. 

 

 

 

The last 10 points are given based on the effort needed to get the lungs from the 
donor to you. Lungs are only good for a few hours between the donor and you. The 
shortest travel time and distance help increase the chance that the transplant will 
be a success.  

•Travel efficiency (up to 5 points): estimates the amount of 
work and cost needed to get the lungs from the donor to 
you.  Matches with the most efficient travel will get more 
points.  For example, if the donor is at UNC or a hospital 
close by you will get more points since we can transport the 
lungs by driving instead of flying.   

•Proximity efficiency (up to 5 points): estimates factors 
other than travel needed to get the lungs from the donor to 
you.  Matches with the least complicated arrangements will 
get more points.  For example, matches that result in the 
shortest organ preservation time between the donor and 
you will get more points.  
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It Takes a Village - Set up Your Social Support! 

You will need support from family and friends in order to have a successful 

transplant. At least two people must commit to help you. You only need one helper 

at a time, but that helper needs a backup at the ready. If one helper gets sick or 

needs to take a break, another needs to come right away to help. You need to have 

people who promise and will be able to:  

• Come to all clinic visits with you to learn about the process. 

• Come to the hospital to visit you and to learn about transplant care.  

• Stay with you around the clock for the first three months. They should be 

able to help you pick up prescriptions, set up your pillbox, get groceries, cook 

meals, etc.  

• Call the transplant nurse coordinator on call if there is a problem. 

• Drive you to UNC Hospitals, anytime of the day or night, in case of 

emergency. 

• Drive you to your many medical appointments. 

• Drive you anywhere else you need to go for the first two or three months 

after surgery. The doctors will tell you when it is OK for you to drive again. 
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While You Are Waiting 

We want you to be READY when it is time for you to have a transplant. That means 

you have a lot to do. Start this work during your evaluation.  Keep working at it 

while you are on the waiting list. 

 

Get your body ready: 

• Take your medicine. 

• Go to your doctor visits. 

• Start a supervised exercise program (pulmonary rehab) and when you finish 

the formal program, keep exercising! 

• Eat a healthy diet. 

• Watch your weight. 

• Call us if you feel worse. 

o We may need to repeat some tests. 

o New test results could make your score go up and help you get a 

transplant sooner. 

 

Get your mind ready: 

• Come to our lung transplant class with your loved ones so everyone can 

learn. 

• Make lists so you can keep track of what you need to do. 

• Try to stay positive. Try not to worry.  

o Get up and get dressed every day. 

o Follow a routine.  

o Stay busy. 

o Do things you enjoy.  

o Stay in touch with friends. 

o Get out of the house. 

• If you feel sad, angry or worried a lot: 
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o Let us know. We can help. 

o You might need to see a counselor. 

o You might need medicine to help your mood. 

• Talk to other people who have had a transplant. We can help you find them. 

 

Get your finances ready: 

• Apply for disability benefits. 

• Know what your insurance will not cover. Each insurance is different, but 

costs could be: 

o Copayments—the part you have to pay each time you have a health 

visit or buy medicine 

o Deductibles—the part you have to pay for medical bills each year 

before your insurance starts to pay 

o Getting to the hospital and back 

o Parking at the hospital  

o Living in the Chapel Hill area for three months or more 

o Bills for people who have to leave work to take care of you 

• Make a plan to cover these costs.  

o Most people need to raise some funds to help. 

o We can help you learn how to do it. 

• Follow your plan. 

 

Get your loved ones ready: 

• If you have kids at home, make a plan for where they will go while you are in 

the hospital. 

• If you have pets, find someone to care for them while you are away. 

• Make sure the people who will care for you: 

o Have a plan for their kids 

o Have a plan for their pets 
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o Have a plan for their jobs 

o Have a plan for their bills 

• Bring the people who will care for you to all of your appointments and 

classes. They need to know as much as you do. 

• Decide who you will tell when you get the call. 

• Set up a way for people to know how you are: 

o Phone tree 

o Blog 

o Caring website 

 

STAY IN TOUCH 

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

transplant nurse coordinator or call the transplant office at 984-974-7589 if: 

• Your phone number or address changes.  

• You get sicker or have any kind of infection (the flu, a cold, etc.). 

• You go to the emergency room, get admitted to the hospital, or have any 

kind of surgery.   

• Your insurance changes.  

• There is a change in who will help you. 

Call us if you have any questions or concerns. We are here for you!  

 

Pack a bag 

You need to come to the hospital quickly when you get the call, so be ready. Things 

you might want to pack ahead of time are: 

• Phone charger 

• Throw-away camera 

• Soft, comfortable socks 

• Slippers in a larger size 
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• Pajamas or big shirts 

• Lip balm 

• Something to put your hair back, if you have long hair 

• Dry erase board with fat markers 

• Index cards with messages like: 

o I am in pain. 

o I need ice chips. 

o I need to go to the bathroom. 

o I need to rest. 

 

Do not bring: 

• Jewelry  

• Cash 

• Your wallet 
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SURGERY 
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WHERE DO TRANSPLANTED LUNGS COME FROM? 

Deceased Donor: 

• Deceased donor lungs come from people who made a decision to donate 

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

• A deceased donor transplant cannot be planned. You may be called to the 

hospital anytime of the day or night for the surgery. 

• You may have to wait quite a long time to get a deceased donor transplant. 

There are more people waiting than there are donated organs. 

 

BEING CALLED IN FOR A DECEASED DONOR TRANSPLANT          

• We may call you at any time of the day or night with a transplant offer. We need 

to have current phone numbers for you, your family, and friends so we can reach 

you when an organ is available.  

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

will tell you where to check in. 

• You should keep a hospital bag packed.  Bring pajamas, hairbrush, comb, 

toothbrush, etc.  Do not bring jewelry, cash, or a wallet. 

• You will need someone to care for your children and pets (if you have them). 

You can expect to stay in the hospital one to two weeks if you have the surgery. 

• You will need a way to get to the hospital. Make a plan for this.  

• Tell the transplant nurse coordinator if you have been sick in any way or if you 

are taking antibiotics for any reason. 

• The transplant nurse coordinator will tell you when to stop eating and drinking.  

You can take your medicine with small amounts of water.  

• If you have diabetes, bring glucose tablets or hard candy (not sugar free) with 

you to keep your blood sugar from getting too low. 

• Bring your medicines.  

• Bring enough oxygen to get back home if we cannot do the surgery. 
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• Bring your insurance card(s). 

 

NOTE: You have the right to REFUSE the lungs that are offered to you. This is your 

right. It will not affect your place on the transplant Waiting List. 

The amount of time each person spends on the waiting list can be different. It 

might be anywhere from a few hours to over a year. This is because we never 

know when lungs will be offered and who will be the best match.  Waiting only a 

few days or waiting over a year are extreme cases. We believe the average wait is 

closer to four months. We will talk more later about things you can do to be ready 

for the call whenever it comes.  
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WHEN YOU COME TO THE HOSPITAL 

If you accept the lung offer, two big things happen at the same time: 

1. You come to the hospital to get ready for surgery. 

2. Doctors go to your donor to assess, remove, and bring back the lungs. 

 

When you get to the hospital, you will have tests done. These tests help the doctors 

make sure that you are OK to go through the transplant surgery.  These tests 

include: 

• Blood work  

• Urine tests 

• EKG  

• Chest x-ray 

• Weight 

• Vital signs: 

• Blood pressure 

• Temperature 

• Pulse  

• Breaths per minute 

 

The lung doctor and the transplant surgeon will assess you. You will meet an 

anesthesia doctor too. You will sign consent forms for surgery. (Please see the 

sample consent forms and patient education checklist at the back of this book. They 

are behind the “Consents and Checklists tab”.) 

 

Nurses will prepare you for surgery. They will: 

• Place a needle in your vein (an “IV”), so you can have medicine to help you 

with the surgery.  

• Shave your chest (if necessary). 
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• Flush your bowels. 

You will take a shower using a special kind of soap. Once you are ready, you will go 

to the holding area beside the operating rooms to wait for surgery. 

 

Dry Runs 

Getting a lung offer does not mean you will get a transplant.  Lungs that started out 

good can go bad. Sometimes the surgeons see or feel problems with the lungs that 

tests did not show. We do not want to give you bad lungs. (You already have those!) 

If we decide the lungs are not good enough, we will tell you to go home and wait 

some more. We call this a dry run. 

 

With lungs, dry runs happen half of the time. Each time we call you, there is a 50% 

chance that the surgery will not take place. 
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THE SURGERY 

 

If the lungs are good, the surgeon will let you know. You will go from the holding 

area to the operating room. You will lie down on a table with your arms out to your 

sides. A doctor will give you medicine to make you “sleep” (general anesthesia). 

Once you are “asleep” and unable to feel anything, the surgery team will start to 

work: 

• A tube (foley catheter) will be put into your bladder.  This lets us measure 

how much urine you are making during and after surgery.  It will be taken 

out a few days after surgery. 

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwiojvCSwO_SAhUJeCYKHY8KDLIQjRwIBw&url=http://www.mayoclinic.org/tests-procedures/lung-transplant/home/ovc-20212059&bvm=bv.150729734,d.cGw&psig=AFQjCNEdkIS2OdkK_aunRLaS3wgZDolnkA&ust=1490457264827514
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• A small tube (naso-gastric or NG tube) will be put through your nose into 

your stomach.  This tube will help prevent you from feeling sick and 

throwing up after the surgery.  

• You will have at least one needle placed in your vein (an “IV”), so you can 

have fluids during and after the surgery. 

• You will have a tube placed into a large vein in your neck (internal jugular or 

IJ catheter). You will get medicine and fluids through this tube during and 

after the surgery. You will keep this tube for several days, until you can 

swallow most of your medicine. 

• You will have a tube placed into an artery (arterial line). This tube will help 

us monitor how you are doing during the surgery. It could stay in for a few 

days. 

• You will have a breathing tube down your throat (intubation). This tube will 

be attached to a breathing machine (ventilator) that will help you get the 

oxygen you need while we work on your lungs. You will keep this tube in 

until you can breathe well on your own. That could be a few hours or a few 

days after the surgery. 

Lung transplant surgery usually lasts about six to twelve hours.  You will have an 

incision across your chest under each breast (If you are only getting one new lung, 

there will be an incision on one side of your chest). 

   

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjHjoexwu_SAhVDxSYKHUQvDJYQjRwIBw&url=http://joycemjensen.blogspot.com/2015/04/today-is-my-6mos-lungaversary.html&bvm=bv.150729734,d.cGw&psig=AFQjCNFte56s63siqpVSiqQKAg5E7yKntQ&ust=1490457866875745
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After Surgery 

• The surgeon will come and talk with your family after surgery and let them know 

how you are doing. 

• After the operation, you will go to the Cardiothoracic Intensive Care Unit 

(CTICU). You will wake up slowly there. You will be the only patient for one 

nurse. This nurse will monitor you very closely. Every 15 minutes at first, the 

nurse will check your vital signs (blood pressure, heart rate, breathing, and 

temperature). 

• Once you are able to breathe on your own and swallow some of your medicine, 

you will go from the CTICU to the Cardiothoracic Stepdown Unit (CTSU). You will 

stay in the CTSU until discharge. 

• Right after the surgery, your pain will be controlled using a Patient Controlled 

Analgesia (PCA) or an epidural pump. This pump will put pain medicine directly 

into your IV when you push a button.  It is set so it cannot give too much 

medicine. Once the IV is taken out, you will be given pain medicine to take by 

mouth.  

• A therapy vest will shake you to help break up secretions in your lungs so you 

can cough them out. 

• Blood work may be checked several times a day. 

• You will be weighed daily. 

• The 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 (discharge). Your diet will be set by the 

doctors. Due to the surgery and pain medicines, your bowels will be 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 with some restrictions. 

• A speech therapist will test how well you swallow to help advance your diet. 

• The nurses will ask you to turn in bed, cough, and breathe deeply at least every 

one to two hours while you are awake.  
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• You can help prevent problems like pneumonia, constipation, or blood clots in 

your legs if you cough, take deep breaths, and walk a lot. 

• The doctors will look down your windpipe and into your lungs (bronchoscopy) 

and suck secretions out of your airway while you are in the hospital. 

 

Getting Ready to Leave the Hospital 

Before you leave the hospital, you and your loved ones need to learn about all of 

the new things that you need to do to stay healthy. We will give you a book to read 

about life after transplant. We will also schedule meetings with you to teach you. 

Your loved ones need to come to the hospital for these meetings. 

 

A big thing you need to learn is all of your new medicines. You will take anti-

rejection drugs and many other drugs too. You need to know: 

• What medicine you are taking 

• Why you are taking it 

• When to take it 

• How much to take  

 

You should never stop taking a medicine or change your dose without talking to 

your doctor or transplant nurse coordinator. It is very important that you take your 

medicine as the team tells you to. If you do not, you could have some major 

problems. 

 

You must do many things besides take medicine to take good care of yourself and 

your new lungs. You and your loved ones will also learn how you should: 

• Exercise  

• Eat right 

• Check your blood pressure, pulse and temperature 

• Check your breathing 
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• Weigh yourself  

• Check your blood sugar (if needed) 

• Stay away from germs 

 

You need to have a thermometer, a scale, and a blood pressure cuff after discharge. 

The transplant nurse coordinator will help you get these if you do not have them 

already.   

 

You need to learn the signs (what to look for) and symptoms (how you feel) of 

infection.   

 

You need to have all of your home medicine before you leave the hospital. The 

pharmacist will: 

• Help you fill your prescriptions 

• Give you a pill box and help you fill it  

 

IMMUNOSUPPRESSIVE MEDICINES (ANTI-REJECTION DRUGS) 

Your body will react to your new lung(s) as it would a foreign object.  Think about 

what happens when you have a splinter: the area gets 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 (also called immunosuppressants – 

im·mu·no·sup·pres·sants). All transplant patients have to take anti-rejection 

medicines for as long as they have a working, transplanted organ.  For your health 

and the health of your new organ, you must know all about your medicines 

• what medicines you are taking 

• why you are taking them 
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• when you need to take them 

• how much you should take.   

There are other medicines that you will need to take in addition to your anti-

rejection drugs.    

 

 

After Discharge 
Lodging 

You will need to live within 45 minutes of the hospital for at least the first three 

months after discharge. Your social worker can help you figure out where you can 

stay, if you do not live close enough already. You should think about where you 

might like to stay before you have your surgery.  

 

Clinic Visits 

For the first month after discharge, you will be seen in the lung transplant clinic 

every week. For the next two months, you will come every other week. After three 

months, if you are stable and strong, the doctors will let you go home. You will 

come to clinic once a month for a while, then every other month, and then finally 
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every three months. For the rest of your life, we want to see you in clinic at least 

four times a year. 

 

Anytime you are sick or have a concern you should call us so we can help see what 

is going on. You should not wait until your next scheduled clinic visit to see us if you 

are sick or worried. 

 

Exercise  

You will go to physical therapy (exercise) three times a week at the UNC Center for 

Rehabilitation Care. You will be doing many of the same activities you did before 

transplant, but now you should not need extra oxygen and you should have more 

energy. When you have met your rehab goals, the therapists will let you know. You 

can stop going to the formal program then, but you should not stop exercising. You 

should exercise every day for the rest of your life. It will help you stay healthy and 

strong. 

 

Lung Transplant Class 

You and your loved ones need to come to the lung transplant class for the first 

three months after you leave the hospital. The information will be similar to what 

you heard in the hospital, but you will understand it even better.  You will probably 

have more questions during this time. People waiting for lungs will be excited to 

see you. They will want to know  your transplant story. 

 

It’s up to You 

You have a big job after transplant—taking care of your new lungs. It is really 

important for you to follow the instructions and advice of your transplant team, 

take all your medicine as you have been taught, get lab work regularly, and come 

to all of your clinic visits. Please make sure to tell the transplant team about any 
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problems or concerns you have, because they may be related to your transplant. 

Staying on top of your care and following medical advice will give you the best 

chance at a good life after transplant.    
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You can also learn more about lung transplant at UNC by going to our website: 

www.unctransplant.org 

  

 

  

http://www.unctransplant.org/
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CONTACTING UNOS  

UNOS provides a toll-free patient services line to help transplant candidates, 

transplant recipients, and family members understand how organs are obtained 

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.   

 

http://www.unos.org/
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UNOS HOTLINE 
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COMING TO UNC 
 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

Travel to UNC 

Please plan to arrive a little early for your appointments.  This gives you 

plenty of time to park, register, and find your way around the hospital.  

 

Parking 

Public parking is available at the Dogwood Parking Deck, across the street from the 

hospital. The cost is $1.50/hour or any fraction thereof, to a maximum cost of $10 

for a full day. The deck takes cash or credit cards.   

 

Valet parking is available Monday-Friday, 5:30am-7:30pm, in front of the NC 

Children’s Hospital.  The cost for valet parking is $12/day, no matter how long you 

stay. You can buy valet coupons from the valet cashier. They come in books of five, 

at a cost of $55 per book.  



 

 

Handicapped parking is available for up to four hours in any of the handicapped 

parking spaces located directly in front of the NC Memorial Hospital entrance.  

There are handicapped spaces in the Dogwood Parking Deck.  

Handicapped-accessible shuttles service these spaces. If you need assistance from 

the parking deck, please contact the attendant via the call box phones. 

If you need help getting around 

If walking is hard for you, you can ride from the visitor parking deck to the hospital 

in one of the golf carts/shuttles that goes back and forth.  Wheelchairs are available 

for visitors and patients once you get inside the hospital, and UNC staff can help 

you get to where you need to go. 

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.  UNC Food Service locations accept cash and 

credit cards.   

Waiting Rooms 

Plan for the day.  Bring a bag with books, magazines, food/snacks, water, a sweater, 

and whatever you can carry that will help you be more comfortable as you wait for 

your appointments.  
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Emergency Preparedness – Disaster Supplies Kit 

Disaster preparedness is essential for everyone, especially those with a chronic 
disease. Preparing a Disaster Supplies Kit is one way to stay prepared. A Disaster 
Supplies Kit is typically made of items that a family would need to stay safe during 
or after a disaster. Below is a basic list of items that should be included in your kit. 
Preparing now can help to ensure the health and safety of you and your family or 
caregiver in the event of disaster.   

Basic Disaster Supplies 

 3 day supply of non-perishable food and a manual can opener 

 3 day supply of water (1 gallon/person/day) 

 Battery powered radio with extra batteries 

 Battery powered phone charger 

 Flashlight with extra batteries 

 First aid kit and manual 

 Clean clothes and sturdy shoes 

 Extra blanket or sleeping bag 

 Sanitation and hygiene items (hand sanitizer, moist towlettes, and toilet 
paper) 

 Identification and important paperwork (e.g. driver’s license, social security 
card, insurance information, etc.) 

 Credit card  

 Cash 

 Special needs items (eye glasses, contact lens solution, hearing aid 
batteries, etc.) 

 Matches in a waterproof container 

 Any additional items to meet your unique family needs (ex. Infant items, 
pet supplies, local maps, etc.) 

 
 
 
 



 

 

 

Medical Supplies  

 5-7 days of all medications 

 5-7 days of formula 

 5-7 days of saline for tube feedings or IV infusions 

 1 extra enteral pump and battery pack 

 1 extra IV pump and battery pack 

 5-7 days of wound care supplies 

 Blood pressure cuff 

 Extra enteral formula bags 

If you have diabetes 

 5-7 day supply of syringes 

 5-7 day supply of insulin  

 5-7 day supply of glucose monitoring supplies (e.g. lancets and alcohol 
wipes) 

 Spare batteries and test strips 

If you have heart disease 

 5-7 day supply of all blood pressure, heart, or anti-clotting medications 

Other items to consider 

 If you have your medications mailed, do you have your pharmacy and 
insurance company phone numbers should you need to make alternate 
arrangements?  

 Do you have an evacuation plan for your home?  

 If you need assistance evacuating, do you know someone who will be able 
to help you? 

 Do you have your healthcare providers' phone number(s)? 

 Do you know the telephone numbers to the emergency management 
assistance program for your county? 
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Patient Education Checklist for Placement on the Transplant Waiting List 
HIM #: 1246s 
 

I am being evaluated for a transplant for my (check all that apply): 

KIDNEY PANCREAS LIVER LUNG HEART 

     

I understand and agree to the following as explained to me by my medical team (please place your 
initials in the box by each statement): 

Initials This section is to be completed prior to beginning evaluation 

 I understand what the evaluation process requires and agree to undergo an evaluation to identify 
if I am a possible candidate for transplantation. As part of the evaluation, I understand that:  

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

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

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

• Once I have completed all tests and consultations, the transplant team will use the 
evaluation results to make a decision about if transplant is a good option for me. The 
decision may be: 

o I am a candidate for transplant and will be added to the waitlist. 
o I am not a candidate for transplant as a treatment.  
o More testing is needed to determine if I am a candidate or not. 

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

• If I am placed on the waiting list and my health or financial status changes, I may have to 
be re-evaluated, placed on hold, or be removed from the waiting list.   

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

 

  Kidney 
Transplant 

 

 Pancreas 
Transplant 

 

Liver 
Transplant 

    

Heart  
Transplant 

 

Lung  
Transplant 

Dialysis, 
peritoneal 

dialysis, palliative 
care, or hospice 

Pancreatic islet 
cell 

transplantation, 
medication 

regimen, palliative 
care, or hospice 

Hepatocyte 
transplantation, 

partial liver 
transplant, 
medication 

regimen, palliative 
care, or hospice 

Ventricular assist 
device (VAD), 

artificial heart, 
palliative care, or 

hospice 

Artificial lung, 
stem cell therapy, 

lung volume 
reduction,  

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

 I 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, 
multi-organ failure. Rare risks of any procedure performed under general anesthesia include heart 
attack, stroke and death. 

 I understand that the Scientific Registry for Transplant Recipients (SRTR) publishes each transplant 
program’s current outcomes, survival rates, and mean waiting times online at www.srtr.org. A 
member of the transplant team has explained how I can use this information and who I can 
contact with questions.  
 
I have been given the SRTR data with a release date of ______________________________.                                                                                                                         
                                                                                                             insert month and year 

 I understand efforts are made before transplant to find risks in the donor.  These risks may 
include, but are not limited to: the donor’s history, condition or age of the organ used, and 
undetected infectious 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 immunodeficiency virus (HIV), fungal infections and cancer cells 
are some examples. 

 I understand that some donors may have risk criteria for acute HIV, HBV, and HCV infections 
according to the Public Health Services (PHS). My transplant team will let me know of any risk that 
may affect the outcome of my transplant at the time of the offer. I have the choice of whether or 
not to accept this offer. 

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

 

 

 

 

http://www.srtr.org/
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Patient Name (please print): 

Patient Signature: Date: Time: 

If Applicable, Name of Authorized Representative of Patient (please print): 

If Applicable, Authorized Representative of Patient Signature: Date: Time: 

Transplant Nurse Coordinator Name (please print): 

Nurse Coordinator Signature: Date: Time: 
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Initials This section is to be completed during my evaluation 

 I have received, reviewed and understand my organ specific transplant educational booklet(s). 

 I have been given the United Network for Organ Sharing (UNOS) booklet “Questions and Answers 
for Transplant Candidates and Their Families about Multiple Listing and Waiting Time Transfer”. I 
understand I may choose to be listed at more than one center and they may need more testing to 
be done. I also understand that each center will decide if I can be added to their waitlist. 

 I understand transplant surgery is an elective procedure that has risks. I have been told about the 
risks of transplant surgery specific to my organ and the future risks related to use of transplant 
medications. 

 I understand the surgical procedure as explained to me by a transplant surgeon to include: 
• The surgery procedure to be performed 
• The surgical risks specific to that procedure 
• How the surgery is expected to improve my health or quality of life 
• My expected length of hospitalization following surgery 
• My expected recovery period 
• When I may return to my normal daily activities 

 I understand my transplant team is not able to predict when the next organ may become available 
for me. 

 I understand that I have the right to refuse transplant at ANY time. It will not affect my listing 
status if I do refuse a transplant offer. 

 I understand that if I am added to the transplant waiting list, I must meet the goals of the 
transplant team. These goals have been explained to me. If I am not able to fulfill these goals, then 
I may be removed from the waitlist. 

 I understand I will need to take medicines to prevent infection, rejection and to treat other health 
problems like high blood pressure or high blood sugar. I will not change my medicines without 
talking with my transplant coordinator or doctor. 

 I understand the need for ongoing care after transplant. This care includes but is not limited to 
biopsies, medicines, lab work and return visits to the UNC Health Care Center for Transplant Care. 
It is important that I follow the orders of my transplant team. I will call my transplant team if I am 
not able to follow through with the treatment plan given to me. 

 I have received information about and understand my financial responsibilities including but not 
limited to out of pocket cost, medication costs, insurance requirements and fundraising options. 

 I understand that if I do not receive a transplant at a Medicare certified facility, I may not be able 
to obtain Medicare benefits (Part B) for the medicines that prevent rejection. 

 I understand that all transplant programs are staffed by Physicians, Surgeons, and Transplant 
Nurse Coordinators, 24 hours a day, 7 days a week, 365 days a year. I understand that UNC Health 
Care’s Center for Transplant Care is available to accept organ offers on my behalf, perform 
transplants, and provide post-transplant care. I further understand that UNC Health Care’s Center 
for Transplant Care has a designated Primary Surgeon and Primary Physician for each organ 
transplant program, but none of its programs are a single surgeon program so back up is available.  
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 I understand that my daily routine may be disrupted with little or no warning by a catastrophic 
event, such as an earthquake, tornado, or flood. Help might not always be available, so emergency 
preparedness is critical. I understand that having an emergency plan in place is especially 
important since I have a chronic illness, am an organ transplant recipient, or I have special medical 
needs such as oxygen or equipment that is supported by power.  I agree that in creating my 
personal emergency plan, I will consider the following: 

• Making an emergency supply kit 

• Keeping an updated medicine list and one month supply of medications on hand if possible 

• Creating a personal evacuation plan 

• Collecting important personal information 

• Making sure my health care team knows how to reach me 

 If I have a question regarding my medical care, I understand I should always call UNC Health Care 
Center for Transplant Care first. However, for general organ transplant-related information, I 
understand I can call the United Network for Organ Sharing (UNOS) toll-free patient services line at 
1-888-894-6361. 

 My questions about transplant have been answered and I know I can contact my transplant 
coordinator at any time if I have more questions. 

 If I am approved for transplant by the UNC Health Care Center for Transplant Care Transplant 
Team, I request that my name be added to the UNOS Transplant Waiting List. 

 

 

Patient Name (please print) 

Patient Signature: Date: Time: 

If Applicable, Name of Authorized Representative of Patient (please print): 

If Applicable, Authorized Representative of Patient Signature: Date: Time: 

Transplant Nurse Coordinator Name (please print): 

Transplant Nurse Coordinator Signature:  Date: Time: 



 

 

  



 

 

 

 

 

Welcome to the  

UNC CENTER FOR TRANSPLANT CARE 

www.unctransplant.org 

Toll Free # 1-888-263-5293  

 


