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T H E  D U K E  L U N G  T R A N S P L A N T  P R O G R A M  

You have been referred to Duke University Hospital (DUH) to determine if lung transplantation 

may be the best treatment for your chronic lung disease. Lung transplantation is a sophisticated, 

effective therapy for end-stage lung disease. During transplantation, as the name implies, one or 

both of a patient’s lungs are removed and replaced with healthy lungs from a recently deceased 

donor. 

 

The Duke Lung Transplant Program began in February 1992. Since then, we have performed more 

than 1,300 lung transplants. Our work in this exciting field has also enhanced the prospects of 

lung transplant patients around the nation by contributing to advancements in transplant 

techniques and post-transplant treatments. 

 

For most patients and families, the prospect of undergoing a lung transplant produces feelings of 

anxiety and uncertainty. This booklet has been designed to help you understand more about the 

procedure and what you may experience as a lung transplant patient at Duke. We have included 

information about the evaluation process, the surgery, and what to expect during your recovery. 

By the end of the evaluation, we hope you can make an informed choice about your health care. 

Choosing transplantation involves a lifetime commitment to caring for yourself and your new 

lungs. 

 

This booklet is intended to answer many of your questions. However, you may find that you have 

several more. If so, we suggest that you write your questions in the space provided at the end of 

this booklet to help you remember to discuss them with the members of the transplant team. 

 

T H E  L U N G  T R A N S P L A N T  T E A M  

The Duke Lung Transplant Team is made up of a diverse group of health care professionals, 

including physicians, nurses, psychologists, social workers, dietitians, and physical therapists. 

Initially, these specialists will help determine if a lung transplant is the right treatment for you. If 

you are selected as a candidate for transplant surgery, the same group of professionals will take 

care of you. 
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The following is a list of the Lung Transplant Team members and a brief description of their roles 

in your care at Duke. 

Transplant Pulmonologists 

These medical doctors specialize in lung disease and transplantation. Your doctor will conduct a 

thorough exam, review your past medical history, and determine if a transplant is the best 

treatment option for you. They also will provide the majority of your post-transplant care. 

Transplant Surgeons 

Transplant surgeons perform the operation. Your surgeon will explain to you the procedure and 

risks related to the surgery and also help determine if transplantation is your best treatment 

option. 

Transplant Coordinators 

These nurses teach you and your family about the transplant evaluation, surgery, and recovery. 

They coordinate patient care before and after transplant and will be your primary contacts once 

the evaluation process begins. 

Transplant Clinicians 

These nurses assist with all your medication needs during the transplant process. This includes new 

prescriptions, refills, insurance authorizations, IV medications/ infusions, and PICC lines. 

Transplant Program Specialists 

This team member coordinates and manages your referral to the Duke Lung Transplant Program. 

He or she will work with your referring physician to obtain all the necessary records for medical 

and financial clearance before your evaluation. 

Transplant Medical Secretaries 

These team members will help to facilitate communication between you and the rest of the 

transplant team. They will schedule all of your appointments and studies or tests at DUH, 

including those for your evaluation and before and after transplant. 

Transplant Social Worker 

This provider will help determine your ability to cope with the impact of lung transplantation 

upon you and your family. He or she will assess your support network by asking you about your 

family life, social habits, and financial concerns; serve as a resource for information about local 
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social services and counseling; and discuss your family’s plans for relocating before the transplant 

and for recovery and rehabilitation after the transplant. 

Medical Psychologist 

This team member specializes in human behavior and will talk with you about your understanding 

of the transplant and behaviors that may impact your ability to have a successful outcome. He or 

she will consider your history of using substances such as nicotine, alcohol, and other drugs, and 

may use survey tools to determine how you might adjust to a lung transplant. 

Transplant Clinical Pharmacist 

This specialized pharmacist will teach you about the medicines you will take after your lung 

transplant and discuss medication safety and things you should report to your physician. 

Physical Therapists 

Trained to accurately evaluate your musculoskeletal system and exercise capacity, these team 

members may also recommend home-exercise programs to increase your strength and endurance in 

preparation for surgery. They direct the activity of your recovery in pulmonary rehabilitation. 

Transplant Financial Coordinator 

This member of the transplant team will review your insurance benefits and provide you with 

information about any potential costs related to travel for appointments, medications, and home 

care expenses that you may be responsible for. This professional works with your insurance 

company to get prior approval for the transplant surgery before you are listed as a candidate for 

transplantation. 

Transplant Dietitian 

The clinical dietitian is available to advise you about your nutritional needs. A healthy weight at 

the time of the transplant will help your surgery be a success. 

The members of Duke’s Lung Transplant Team want to ensure that you understand all the aspects 

of your care. Please feel free to ask any questions you may have by contacting the program 

specialist or transplant coordinators. 
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R E A S O N S  F O R  L U N G  T R A N S P L A N T A T I O N  

Lung transplantation is considered when your lungs are so diseased that they can no longer 

perform their vital gas-exchange function and when the lung disease cannot be corrected in any 

other way. The causes of end-stage lung disease vary. The following lung diseases may cause your 

lungs to fail: 

§ Chronic obstructive pulmonary disease (COPD), which may include asthma, chronic 

bronchitis, emphysema and/or Alpha 1 antitrypsin deficiency 

§ Idiopathic pulmonary fibrosis 

§ Sarcoidosis 

§ Connective tissue disease-related pulmonary fibrosis 

§ Eosinophilic granulomatosis 

§ Bronchiectasis 

§ Cystic fibrosis (CF) 

§ Pulmonary hypertension (both primary and secondary) 

§ Lymphangiomyomatosis (LAM) 

 

There are some other lung diseases that may also cause damage so severe that transplantation is 

considered. 

 

Before you become a transplant candidate, you must have an evaluation. The evaluation includes 

consultations with transplant team members, physical examinations, studies, and blood work. The 

purpose of the evaluation is to decide if transplantation is the best therapy to improve your 

health—and whether you have any other health concerns that would affect your recovery or 

survival. 

 

Evaluation for lung transplantation may occur in the hospital or as an outpatient over several 

days. The schedule depends upon how well you are and if you are able to tolerate activity. It may 

also depend on your insurance benefits. We will work with you to select a date to begin your 

evaluation. 

  



 
 

 

  
PATIENT EDUCATION | Before Your Transplant – Part I Page 6 of 23 

 

!

!

!
!

BOX  DUMC 102347, Durham, NC 27710 
DEL  330 Trent Drive, Hanes House 

   Durham, NC 27710 

TEL 919.613.7777 Opt. 2 
FAX 919.668.3897 Pre 
 919.668.3407 Post 

URL duketransplantcenter.org dukemedicine.org 

!

Duke Transplant Center
Kidney Transplant Program 

 
 
 
 
 
 

 

P R E P A R I N G  F O R  T H E  E V A L U A T I O N  

There are several things you should do to prepare for your transplant evaluation: 

Choose a Date for the Evaluation 

Your evaluation will be scheduled for one to five days, depending on the request of the transplant 

physician who reviewed your referral records. It is important to try to keep your appointment once 

it has been scheduled because it may take several weeks to reschedule it, if necessary. About 10 

days before your evaluation, you will be sent a letter detailing your appointment schedule and any 

special instructions. You should make any necessary travel plans as soon as you choose your date. 

Involve Your Family 

The Duke Lung Transplant Team knows it is critical to educate families about their role in caring 

for lung-transplant patients, we ask that you have at least one family member with you during the 

entire evaluation. Family members can help you understand things that you are told during the 

transplant evaluation and, most importantly, they provide support for you during the evaluation. 

All patients are required to identify family members who will care for them during the evaluation. 

Please review the information on “Caregivers and Transportation for Lung Transplant 

Candidates” with your family, which begins on page 13. 

Complete Routine Health Screenings and Vaccinations 

It is important that you continue to maintain your health through routine health screenings and 

vaccinations. Please make sure that you have completed or scheduled the following: 

§ Pneumovax vaccine (within the last five years) 

§ Tetanus vaccine (within the last 10 years) 

§ Hepatitis B vaccine series (at least one of the series) 

§ Flu vaccine (annually) 

§ Tuberculosis (TB) skin test (within the last 12 months) 

§ Colonoscopy, if over age 50 (within the last five years) 

§ Mammogram, if over age 40 (within the last 12 months) 

§ Pap smear (within the last 12 months) 

§ Bone density test, if over age 50 (within the last 12 months) 

Your primary care physician can assist you in obtaining and/or providing records from these 

screenings and vaccinations. 
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Plan Your Travel 

You will need to plan for an overnight stay, meals, and transportation as needed. Some insurance 

plans provide travel assistance. Contact your insurer to find out about travel benefits, and see the 

enclosed information for area accommodations. 

Plan for Oxygen Needs 

If you use oxygen and are traveling to Duke from outside of the Durham, NC, area for your 

evaluation, you must notify your oxygen-supply company. The company should be able to arrange 

delivery just as it does when you are away from home for other reasons. 

You will need to plan for enough oxygen to support you: 

§ While traveling from your home to Duke at the beginning of your evaluation. 

§ While traveling back and forth from the hospital/clinic, both in the morning and evening, 

each day of your evaluation. 

§ Overnight, in the hotel, each night of your evaluation.  

§ While traveling back home after your evaluation has been completed. 

Oxygen will be provided at the hospital/clinic during your evaluation appointments and studies. 

We will also provide you with information for obtaining oxygen if you do run out while at Duke. 

Please notify us as soon as possible if you will not be able to attend your evaluation 

or any appointment as scheduled. This includes notifying us if you are hospitalized. 
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E V A L U A T I O N  S T U D I E S  

We strive to obtain a great deal of information during your initial evaluation so we can make 

recommendations as quickly as possible about your ability to have a safe and successful transplant. 

The pre-transplant coordinator begins the week with a group class to explain details about the 

evaluation and what to expect. Then, you will have several appointments to complete studies and 

meet with members of the transplant team. 

 

You will meet the members of the transplant team described previously in this booklet. These 

professional health care providers are only part of the evaluation. Clinicians from each area that 

performs studies will explain them to you—and may ask you to sign a separate consent form. 

Please keep in mind that the people who perform the studies do not tell you about the results; your 

transplant team physician or nurse coordinator will summarize and explain all results to you after 

your evaluation is completed. You will be scheduled for some or all of the following tests: 

 

Blood tests: Many blood tests will be done, including those that identify your blood type and 

assess kidney, liver, and immune system function. We also check for viruses or other infections 

that could cause a problem after surgery. 

Pulmonary function tests: Familiar to everyone who has lung disease, these tests measure breathing 

capacity. You will be asked to breathe in and out as fully as possible while a technologist measures 

the amount of air and the strength of your lungs. 

Echocardiogram: This quick ultrasound test bounces sound waves off your heart to give us 

information about its function and the condition of your heart valves. Clear gel is used to help the 

ultrasound wand slide easily over your chest. 

Heart catheterization: This test provides information about arteries that supply the heart with 

blood and about internal heart pressures. After numbing an area at the top of your leg, doctors 

insert a catheter through a large blood vessel and thread it through the vessel into your heart. A 

special dye is injected through the catheter that allows the physician to see your blood vessels and 

measure internal heart pressures. Medication to help you relax may be given for this procedure, if 

needed. The study usually takes 45 minutes to an hour and is conducted in a specially equipped 

area called the catheterization (“cath”) lab. After the study, you will need to lie flat for a while to 

prevent bleeding. 
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Ventilation-perfusion lung scan: This test gives us information about both the blood supply and 

the air supply to your lungs. You will receive a small injection into an arm vein and then be asked 

to breathe oxygen through a mask. A large scanner will then record data about air flow in your 

lungs while you lie still. 

Chest CT scan: This radiology scan provides a three-dimensional image of the inside of your lungs 

and chest. You will be asked to lie very still on a table that moves you through a round, tunnel-like 

machine. 

Esophageal manometry test: This procedure will show your doctor how the muscles in your 

esophagus work when you swallow. A small tube is passed into your stomach through your nose. 

When the catheter is in place, you lie down and relax while the test is being performed. Please 

wear comfortable, loose-fitting clothes. During the test, you will be asked to swallow water. You 

will not be able to have anything to eat or drink for at least six hours prior to the test. 

24-hour gastric pH test: This test, usually performed right after the esophageal manometry test, is 

performed to see how often acid from your stomach comes up into your esophagus. A small tube 

that measures the acid reflux you have is placed in your stomach through your nose and will stay 

in place overnight. Once the tube is in place, you can eat and drink normally, and you will be 

asked to keep a food and drink diary while the test is in progress. The following morning, the tube 

is removed in the endoscopy clinic. 

Arterial blood gas analysis: This blood test measures how well the lungs bring oxygen into the 

blood and remove carbon dioxide from the blood. 

Pulmonary rehabilitation assessment: This evaluation by a rehabilitation specialist helps us to 

know about your tolerance of physical activity. We require participation in our rehabilitation 

program before and after your transplant to ensure physical readiness for a transplant. This 

evaluation includes exercise testing and a six-minute walk test. 

Other tests may be ordered as part of your lung transplant evaluation, depending upon individual 

circumstances. A member of the Lung Transplant Team will explain any additional tests to you. 
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D E T E R M I N I N G  I F  Y O U  A R E  A  C A N D I D A T E  F O R  L U N G  
T R A N S P L A N T A T I O N  

Your evaluation results will be presented at a multidisciplinary transplant-selection committee that 

identifies patients who are eligible for transplantation. Committee members include the transplant 

professionals who met you during the evaluation. They will review the results of your physical 

studies and discuss your understanding of your illness, the transplant process, and how lung 

transplantation will affect you and your family. They will also decide if transplantation is the best 

treatment option for your disease.  

Lung Transplant Selection Criteria 

The committee uses the following selection criteria to determine if patients are appropriate to be 

placed on the waiting list for lung transplantation.  

Patients must: 

§ Have a chronic, end-stage lung disease that is failing to respond to the most complete and 

effective medical therapy or for which no effective medical therapy exists. 

§ Have limited life expectancy with continued maximal medical therapy.  

§ Be at least 14 years of age. 

§ Participate in pulmonary rehabilitation. 

§ Have a consistent and reliable social support system. 

§ Be able to get to DUH within two hours of an organ offer (once listed for transplant). 

§ Abstain from nicotine-containing substances for at least six months prior to transplant and 

abstain completely after transplant. 

§ Be able to relocate to the Durham, NC, area to attend at least 23 sessions of post-

transplant pulmonary rehabilitation. 

§ Be able to meet the financial obligations of transplantation, projected immunosuppression 

medications, supportive therapies, and relocation. 

 

The committee uses the following exclusion criteria, which would prevent patients from being 

candidates for lung transplantation. 
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Patients must not: 

§ Have had a malignancy in the last two years, with the possible exception of localized 

malignancies such as certain types of limited lung cancer, cutaneous squamous, and basal 

cell carcinomas. 

§ Have untreatable advanced dysfunction of another major organ system (such as heart, 

liver, or kidney) unless the patient is a candidate for multi-organ transplant. 

§ Be older than 60 years of age for multi-organ transplants, such as heart–lung or lung–liver. 

§ Have an incurable chronic extra pulmonary infection, including chronic active viral 

hepatitis B, hepatitis C, and human immunodeficiency virus. 

§ Have a significant chest wall and/or spinal deformity. 

§ Be excessively obese or malnourished, which is generally defined as greater than 130% of 

ideal body weight (IBW) or less than 70% IBW, respectively. 

§ Have an untreatable psychiatric or psychological condition associated with the inability to 

cooperate or comply with medical therapy. 

§ Have documented nonadherence to medical therapies and appointments. 

§ Be addicted to substances, such as alcohol, tobacco, or narcotics, either currently, or 

within the previous six months. 

§ Be in critical or unstable clinical condition. 

§ Have a severely limited functional status with poor rehabilitation potential. 

§ Have a colonization of highly resistant or highly virulent bacteria, fungi, or mycobacteria. 

§ Have severe and/or symptomatic osteoporosis. 

§ Have chronic, active use of narcotics or benzodiazepines. 

§ Have severe esophageal dysmotility. 

Heart-Lung Transplant Selection Criteria 

The selection criteria above also apply for combined heart–lung transplant referrals. In addition, 

patients must have significant cardiac dysfunction that excludes isolated lung transplantation. 

Patients must be younger than 60 years of age to be considered for heart–lung transplantation. 

Selection Committee Recommendations 

After a thorough review of your medical history and the results of your evaluation, the lung 

transplant selection committee will decide the best way to move forward. 

§ The committee may decide that lung transplantation is not the best treatment option for 

your lung disease. 
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§ The committee may decide that it is too early for transplant because you have not yet 

reached your “transplant window.” In this case, the team will continue to monitor you 

closely going forward to identify the best time for transplantation in the future. 

§ The committee may decide that more information is necessary to determine the best course 

of action, so you will be asked to complete additional studies or accomplish specific goals 

to improve your candidacy for the lung transplant procedure.  

§ The committee may decide that lung transplantation is the best treatment option at this 

time, and you will be approved for listing on the national lung transplant waiting list. 

 

The lung transplant coordinator will contact you to tell you about the committee’s decision. You 

will also receive a letter with the outcome of your evaluation within 10 days of the selection 

conference. 
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P R E P A R I N G  F O R  L I S T I N G  A S  A  L U N G  T R A N S P L A N T  C A N D I D A T E  

A successful transplant depends on your readiness to undergo the procedure. We want you to be in 

the best possible shape. All patients are required to complete pulmonary rehabilitation, which, for 

most patients, takes place at the Duke Center for Living in the weeks prior to listing. We work 

closely with the Center for Living staff and our physicians will see you in the clinic while you are 

undergoing pulmonary rehab to determine your readiness. 

 

Once you are accepted as a candidate for lung transplant at DUH, you will be asked to sign a 

written contract verifying your agreement and commitment to the transplant process. A copy of 

the patient contract is included on page 15 of this booklet. In addition, patients who do not live 

locally will need to relocate to the Durham area. 

Preparing for Relocation 

If you do not live locally, your transplant coordinator will work with you to determine when you 

should relocate to the Durham area and provide you with a “Relocation Planning Guide” to assist 

you. He or she will advise you about the activities related to your health care and studies that may 

need to be updated. 

Listing for Lung Transplantation 

Before you are placed on the national transplant wait list, the selection committee will review your 

current health, recent study results, your support system after relocation (if needed) and 

recommendations from the pulmonary rehabilitation team. We will also ask your insurer to 

preauthorize your procedure. Once insurance approval is received, you will be placed on the 

transplant list. 

 

Patients are prioritized for transplant by the national transplant wait list administered by the 

United Network for Organ Sharing (UNOS). Each candidate for lung transplantation receives a 

numerical value, the Lung Allocation Score (LAS), which is calculated based on his or her physical 

and laboratory data. Information about the LAS will be provided to you at your evaluation and 

can be found at www.unos.org. When a donor is identified, UNOS will identify the patients 

eligible for the organ and offer it to those patients based on their LAS, from highest to lowest. 
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W A I T I N G  F O R  A  L U N G  T R A N S P L A N T  

We have no way of knowing how long you will be listed for transplantation. Currently, DUH 

offers patients one of the shortest waiting times in the United States. However, waiting times vary 

and may be prolonged if you have certain antibodies which may limit your donor pool. You may 

choose to be listed at more than one transplant center (multiple listing) and should speak with 

your transplant coordinator or refer to www.unos.org if you would like to learn more about 

multiple listing. 

 

You should try to maintain the best health possible while waiting. You will be seen in the clinic on 

a regular basis and for any acute needs while waiting for transplant. Please inform us of any 

changes in your health — including new or recurring problems and/or hospitalizations — while 

you are listed. 

Your Role in a Successful Lung Transplant 

New lungs mean new responsibilities. If our team determines that transplantation is the best 

treatment for your lung disease, there are many considerations to be aware of before making the 

commitment to lung transplant. 

 

Among the most important of these is your commitment to change harmful habits that may 

damage your new lungs. Our program does not consider patients for transplantation who are 

currently smoking or who are dependent on alcohol or other mind-altering drugs. We require 

potential transplant recipients to be substance-free for at least six months before transplant, 

complete a relapse prevention program and to be completely substance-free after transplant. 

The Lung Transplant Team at DUH has a zero-tolerance policy for tobacco use. Blood tests, 

which reveal ANY exposure to tobacco, will be performed at each transplant clinic visit. A positive 

blood test is grounds for immediate removal from our lung transplant program. 

There are also many issues to consider regarding follow-up care after your transplant. These 

include: 

Medication 

After lung transplantation, you will have many medicines to take for the rest of your life to prevent 

rejection. These medicines are very expensive and may not be covered by your insurance. Our 

financial coordinator will review common pharmacy expenses with you. 
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Monitoring 

You will be asked to check your blood pressure, weight, temperature, and lung capacity each day. 

You will also be expected to have blood work done at home and sent to our office monthly. 

Healthful Habits 

After the transplant, you will be expected to maintain a well-balanced diet and exercise regularly 

to keep yourself in good physical condition. You will also be expected to permanently abstain 

from the use of harmful substances, including smoking and/or tobacco use of any kind. 

Lung transplant patients who resume smoking or any other form of tobacco use or 

abuse will not be considered for retransplantation, under any circumstances.  

Frequent Check-Ups 

You will need to return to DUH frequently for outpatient tests and lung transplant clinic visits. We 

will ask you to keep in close contact with us regarding changes in your health status. 

Primary Care Physician 

You will need to maintain a relationship with your primary physician for your non-lung transplant 

related health care, including regular diabetes and routine health screenings. 

 

T H E  L U N G  T R A N S P L A N T  P R O C E D U R E  

We want to help you and your family prepare for your transplant. Making plans to manage your 

needs before your transplant can reduce the amount of stress you will have to cope with during the 

recovery process. It may become necessary to alter your plan because of changes in your situation. 

If this occurs, please let us know right away. Medical Psychology is also available to help you cope 

with the stress and anxiety that may accompany the transplant process. 

 

When you are called to come to the hospital for your transplant, it is vital that you arrive at Duke 

University Hospital within two hours of the call; therefore, you must have a reliable plan for doing 

so. Most lung transplant patients relocate to the Durham area so they can be available. Relocating 

also allows patients to participate in our Pulmonary Rehabilitation Program before and after 

transplant. 
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Duke patients who receive lung transplants are hospitalized for an average of 16 days. How long 

you are hospitalized is based on your response to the surgery. 

 

When you are discharged from the hospital, you must participate in the Center for Living 

Pulmonary Rehabilitation Program. This program helps you recover more quickly and gives the 

transplant team an opportunity to monitor your progress closely before you go home. The 

rehabilitation program lasts approximately four and a half weeks from 12:30 to 4:30 pm, Monday 

through Friday. It is important to plan for your needs during the waiting period and during the 

post-operative period, as well as to make plans for obtaining your medications. You will need to 

have your prescriptions filled before you leave the hospital. It is not uncommon for patients to 

require the assistance of a home-care nurse for antibiotic and/or antirejection IV infusions. 

 

Your long-term success depends on many things, including your adherence to recommended 

treatments and monitoring. Sometimes, a patient will do exactly as we ask and still experience 

problems. Our goal is to have you return to the best health possible as quickly as possible. You 

and your family are partners with us in achieving these goals. 

Caregivers and Transportation for Lung Transplant Candidates 

When you have a lung transplant at Duke, you are required to have a designated primary caregiver 

(a family member or friend), who will help you in a number of ways throughout the 

transplantation process. You will also need to have a designated secondary caregiver in place in the 

event that your primary caregiver is unable to meet all of your support needs. Both your primary 

and secondary caregivers will be asked to sign a written contract verifying their agreement and 

commitment to caregiving throughout the transplant process. A copy of the patient caregiver 

contract is on page 17. You cannot go through this surgery alone. Here is a list of how and when 

you’ll need help: 

Transportation Needs 

Your caregiver must be a licensed driver with a private car to transport you: 

§ To DUH for your transplant surgery (unscheduled, any time of the day or week). 

§ To the Duke Center for Living for pulmonary rehabilitation before and after your 

transplant, as scheduled. 

§ To your discharge location (your home or elsewhere) after surgery. 

§ To your pretransplant and post-transplant clinic appointments at DUH. 
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§ To DUH for health care for any unexpected or emergency visits. 

Discharge Teaching  

It is critical that you and your caregivers learn how to care for you when you leave the hospital 

after surgery. It is best if your designated primary caregiver is one individual; however, we 

understand that, at times, this role may need to be shared. We request that your designated 

primary caregiver: 

§ Be present at the hospital and able to participate in discharge teaching during your 

hospital stay. 

§ Be available for patient resource managers to contact and meet with. 

§ Be available for transplant coordinators to contact and meet with. 

§ Be available for the transplant pharmacist to contact and meet with. 

Help at Home 

Your primary caregiver must be prepared to stay at home with you to provide continuing post-

transplant care and assistance during your recovery. The following are examples: 

§ Take care of family members and/or pets that typically rely on your help. 

§ Help you change bandages and care for your surgical wound. 

§ Help keep track of your health (vital sign records, appetite, weight, mood). 

§ Medications: purchase, organize pill box, keep schedule, administer. 

§ Finances: organize mail, deposit checks, pay bills, manage accounts. 

§ Nutrition: feeding tube, special diet, food preparation, feeding. 

§ Personal care: toileting, bathing, hair care, dressing. 

§ Chores: laundry, cleaning, shopping. 

Coming to Appointments 

Your primary caregiver must attend all pretransplant clinic and social work appointments with 

you. Your secondary caregiver is highly encouraged to attend all pre-transplant appointments as 

well. In addition, one of your caregivers must also attend all post-transplant appointments until 

you are cleared to drive by your transplant physician. 

Please remember that it will always be important for you to practice good health 

habits and to take good care of yourself. 
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SAMPLE 

P A T I E N T  C O N T R A C T  F O R  L U N G  T R A N S P L A N T A T I O N  

You are being considered for lung transplantation at Duke University Medical Center. The success 

of the transplant procedure depends in part on your adherence to the transplant team’s 

recommendations. Persons who receive lung transplants bear a special responsibility to care for 

themselves and their new organ in the best manner possible. 

 

I,     , understand that failure to care for myself in a 

healthy manner is reason to be refused organ transplantation. By signing this contract, l make a 

commitment to myself, my family, and the transplant team to care for myself in the following 

ways: 

 

Patient Responsibilities: 

1. I will attend my scheduled clinic appointments, my laboratory tests and studies, and my 

rehabilitation sessions.  

2. I will read the transplant educational materials provided to me by the team and ask questions 

about any content that I do not understand. 

3. I will take my medications as prescribed. I understand that this will include many medications 

related to my transplanted organ(s), as well as medications for general medical conditions that 

may arise during my care. I understand that some of my medications will require me to take 

them on a strict schedule in order to get the maximum benefit and safety. Because transplant 

medications can interact with many other medicines, I will NOT take other medications, even if 

prescribed by a physician, without consulting with the transplant team.  

4. I will follow the nutritional restrictions and guidelines prescribed by my clinical nutritionist. 

5. I will not drink alcohol, smoke (tobacco, marijuana, pipes, or cigars), chew tobacco, or use any 

substance or drug not prescribed by my physician. I understand that exposure to these 

substances (including second-hand smoke) can injure my health and lead to failure of my 

transplanted organ(s). I am willing to have blood and/or urine tests to screen for drugs, 

nicotine, and alcohol. I understand that just one positive blood test for nicotine (from smoking 

or other tobacco use) will result in the removal of my name from the lung transplant waiting list 

at Duke University Medical Center. Evidence of any unhealthy behavior is reason to be refused 

organ transplantation. 
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SAMPLE 

6. I understand that if I live farther than a two hour drive from Duke University Medical Center, I 

will need to relocate to the Durham, NC area before transplant. I understand that I will need to 

live in the Durham, NC area for six to twelve weeks after transplantation for rehabilitation and 

close medical follow-up. This is the “best estimate” of time needed in Durham, NC; some 

patients will need a longer stay, depending on response to surgery. 

7. I understand that I will need a designated caregiver or set of caregivers to accompany me to 

Durham, NC for transplant surgery and to assist me during the transplant recovery period. 

Caregiver duties will include helping me with medications and transportation to medical and 

rehabilitation appointments. 

8. I understand that I am responsible for the costs of transplantation, and that there are likely to 

be other costs to me, as few insurance plans cover all transplant expenses. 

9. I understand that I need to stay in contact with the transplant team to let them know of any 

change in my medical or life circumstances. I understand that if I break this contract that I may 

not be eligible for transplantation.  

10.I understand that if I receive a transplant these requirements become a lifetime commitment. 

 

  

Signature of Patient Date 

 

Transplant Team Responsibilities: 

As your transplant team, we pledge: 

1. To provide the highest quality medical care. 

2. To provide open and honest communication about your medical condition. 

3. To provide clear recommendations about how to get ready for transplantation and how to take 

care of yourself after transplantation. 

4. To provide support to you and your loved ones during this difficult process. 

 

  

Signature of Transplant Team Representative Date 
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SAMPLE 

P A T I E N T  C A R E G I V E R  C O N T R A C T  

You have been identified as the primary caregiver for     , a 

patient at Duke University Medical Center (DUMC) who is being considered for lung 

transplantation. 

 

Before we place patients on the United Network for Organ Sharing (UNOS) lung transplant 

waitlist, we require our patients to secure the commitment of at least two family members and/or 

committed friends who will provide patient care before, during, and after their transplant. In our 

experience, excellent caregiver support significantly increases the odds of positive patient 

outcomes. It is also in our experience that this level of support is not able to be provided by a hired 

caregiver. 

 

As primary caregiver I also confirm that I do not smoke, nor do secondary caregivers involved in 

the patients care. I confirm I have a valid driver’s license and will be able to transport patient as 

needed throughout their transplant course. 

 

Please read this Patient Caregiver Contract carefully, and please sign it only if you feel absolutely 

committed to and able to undertake this task. 

 

By signing this contract, I commit to the DUMC Lung Transplant patient listed above, and to the 

DUMC Lung Transplant Team, that I will fulfill my obligations as a primary caregiver. 

Specifically:  

1. During the pre-transplant period, and for duration of pre-transplant period, I or a secondary 

support person will accompany the patient to all clinic appointments as well as attend all 

appropriate lung transplant lectures and classes at Duke Center for Living campus which 

require caregiver’s attendance.  

2. During transplant hospitalization, I will be within the hospital setting on a daily basis. While 

patient is within the ICU setting I will stay informed of patients progress with my contact 

information available to hospital staff at all times. Once patient is moved to a step down floor 

within the hospital setting I will continue to be present within the hospital setting on a daily 

basis, available along with patient to obtain all discharge teaching instructions which patient 

may need. I understand this teaching will include medication teaching as well as any required 

home therapies that may be needed. 
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SAMPLE 

3. During transplant hospitalization, I will be visible in the hospital on a daily basis and 

communicate any needs to appropriate persons. I understand that it is not a reasonable 

expectation that a team member call me every day. If for any reason I am unable to be within 

the hospital setting to provide continued daily caregiver assistance I will make arrangements 

for our secondary caregiver to be present and remain available until my return. 

4. I will have phone contact available for transplant team and physicians at all times so I can be 

alerted to any changes in the patient’s clinical condition and/or notified of and prepared well in 

advance for patients discharge. 

5. For the duration of the patients transplant process I will participate in transplant teaching, 

provide transportation back and forth from clinic, remain present within hospital setting as 

noted on daily basis and provide emotional support to patient during this period. I understand 

that a post-transplant hospital admission can vary depending on the patient’s operative course. 

I also understand that the patient is required to participate in a pulmonary rehabilitation 

program at the Center for Living.  I understand I will need to reside locally with patient for 

scope of entire transplant process.  

6. When the patient returns home, I will continue to be available for post-transplant care as 

needed, which may include driving the patient to and from clinic appointments and assisting 

the patient with their medications, until they are completely and independently functional.  

7. I understand that I as primary caregiver must plan on remaining within the local Durham area 

for 3 to 6 months after transplant in order to assist patient with all post transplant care needs 

along with transportation. I understand this is an estimated time which could possibly be 

shorter than the estimated 3-6 months but which may also be a longer stay depending on 

patient’s response to surgery.  

8. Some patients may require ongoing care throughout their lifetime depending on their level of 

individual self maintenance. I understand that as primary caregiver I will remain involved to 

assist with ongoing care requirements as needed. If I am unable to provide such lifetime care, I 

will make suitable arrangements to meet patient’s continued care needs.   

9. I will mail this completed and signed contract back to the Lung Transplant Office (DUKE 

University Health System, PO Box 102347, Durham, NC, 27710, Attn: Sandra Gerity/Andrea 

Copeland/Kay Raburn/Cindy Lawrence) appropriate to the context of my transplant course.  I 

understand that a primary and secondary solidified care plan is imperative before the patient’s 

evaluation can be considered complete and before the patient may be listed for transplant. 
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SAMPLE 

Primary caregiver: 

 

 

Printed name, contact address, phone number of primary care provider 

 

 

Signature of primary caregiver 

 

Secondary Caregiver: 

 

 

Printed name, contact address, phone number of main secondary caregiver 

 

 

Signature of main secondary caregiver 

 

Additional Secondary Caregiver 

 

 

Printed name, contact address, phone number of additional secondary caregiver 

 

 

Signature of additional secondary caregiver 

 

Disclaimer: Each transplant patient is unique. While we have seen some patients heal rapidly and 

attain independent functioning quickly, we also have seen patients heal slowly and remain 

dependent on caregivers for an extended period of time. 
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N O T E S  A N D  Q U E S T I O N S  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 




