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Becoming a candidate 
 
The evaluation process, the role of the healthcare team, and the 
importance of a support system. It also explains potential obstacles 
and details financial and logistical considerations.

Relocation and Waiting 
 
The waiting list process, donor matching criteria, and expectations 
for support persons during the waiting and recovery periods. (also 
explains) living area guidelines and why relocation is necessary.

Preparing for the Surgery 
 
The length of the surgery and recovery, the decision-making process 
on what a patient needs, and medications after transplant. Also 
explains what rejection is and how anti-rejection medications work, 
and their effects.

 

Recovery and Living with Your 
New Lungs 
How lung disease can affect transplanted lungs, pet guidelines, and 
expense considerations and follow-ups after the transplant  
is complete. 

ROAD MAP FOR LUNG  
TRANSPLANTS
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For those living with severe lung disease, a lung trans-
plant may be the only chance to have a better quality of 
life and possibly to live longer. Lung transplants are not 
done here in New Brunswick, so you will have to relocate 
to a major city in another province while you wait for 
donated lungs to become available. The costs of living 
away from home while waiting may be very high, but 
there are resources available to help.

If you have been told that you need a lung transplant 
(or that you may need one in the future), you likely 
have many questions about what happens next. Not 
knowing what to expect can create a lot of fear and 
worry. This guide answers frequently asked questions 
and provides information to help you prepare for a 
possible lung transplant.

INTRODUCTION

Disclaimer
The information in this document is a guide and is not meant 
to be the last word on this subject. All information was current 
at the time of publication, but things can and do change. Your 
transplant centre team will provide much more information 
about lung transplants once you are referred for an assessment.

You should read 
this information if:
•	 You have been told that 

you need a lung transplant;

•	 You have a serious lung condition 
and may need a transplant in 
the future; or

•	 You would like to be able to 
pass on information about lung 
transplantation to others.
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NB LUNG’S TRANSPLANT 
SUPPORT PROGRAM

NB Lung is your provincial lung health charity. Our Lung Transplant Support Program is here to help guide you through 
your lung transplant journey. We’ve been guiding New Brunswickers through these steps for over 10 years

You can reach our Manager of Health Promotion for support in a variety of ways:

My name is Melissa Estey; I am a mother of 3. At 41 
years old I was diagnosed with Alpha One Antitrypsin, 
causing me at just 43 years old to have a bilateral lung 
transplant.  

I had a double lung transplant on December 24,2023. 
When I came back home, I wanted to give back to the 
organization that helped me. I work with NB Lung as 
Peer Support Coordinator.  

There are many fears and uncertainties going into a lung 
transplant. I am here to help you with those fears and 
concerns and to help guide the process to help ease 
those uncertainties. I understand how you are feeling 
and what to expect, and I want to help make your Lung 
Transplant Journey easier.

My name is Elizabeth Doherty, RSW, and I am the 
Manager of Health Promotion at NB Lung. I have over 15 
years of experience in health equity, disability advocacy, 
and systems-level change. My work spans patient nav-
igation, policy development, research, and cross-sector 
collaboration to improve access to care and essential 
social supports.  

In my role, I also oversee the NB Lung Transplant Patient 
Support Program, working closely with patients, families, 
caregivers and service providers throughout the trans-
plant journey. I am committed to ensuring individuals 
feel informed, supported, and empowered as they navi-
gate complex health and social systems.  

•	 Phone: 1-506-455-8961 
or toll free: 1-800-565-LUNG (5864)

•	 Email: info@nblung.ca

•	 Facebook: Private group, Lung Transplant 
Support Group NB
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THE BASICS 
OF BREATHING

What is in air?
The air you breathe is not pure oxygen (O²) – in fact, only 
about 21% of it is oxygen. The rest is mostly nitrogen 
with some very small amounts of other gases. The air 
you breathe out still contains about 16% oxygen.

What do lungs do?
You have two lungs (a right and a left), and each lung 
is made up of sections called lobes. The right lung has 
three lobes, while the left lung has two lobes to accom-
modate the heart on the left. Air travels in and out of 
the lungs through passages called airways (bronchi 
and bronchioles) that get smaller and smaller, just 
like the branches on a tree. The smallest airways 
are no wider than a strand of hair.

At the end of the tiniest airways are clusters of very thin-
walled air sacs called alveoli. There are 600-800 million 
alveoli in the lungs. Tiny blood vessels called capillaries 
surround the alveoli. Oxygen and carbon dioxide pass 
easily between the capillaries and the alveoli. 

The body is made up of billions of cells, where each has 
a specific function. Each cell is a tiny engine that uses 
oxygen for fuel and produces carbon dioxide as a waste 
gas. The lungs are responsible for getting fresh oxygen 
into the bloodstream, where it is carried to the cells. The 
bloodstream then carries waste carbon dioxide from 
the cells back to the lungs so it can be breathed out.

 

What happens when the 
lungs are damaged or 
diseased?
When the lungs are not healthy, they may not be able 
to bring in enough oxygen to feed the body’s cells or to 
get rid of all the waste carbon dioxide. This can cause 
severe fatigue, the feeling of being out of breath with 
the slightest effort, and may even shorten life. 

A person with damaged lungs can be given extra oxygen 
to breathe in, but this is not always enough to fuel the 
activities of all the cells. Sometimes the only thing that 
will let someone with severely damaged lungs breathe 
with less shortness of breath is a lung transplant.

What causes breathing 
problems to develop?
Many things can cause breathing problems. Smoking,air 
pollution, and breathing in certain chemicals, fumes, and 
dusts can cause damage to the delicate lung tissues. 
Some people inherit diseases that damage the airways 
or air sacs in the lungs. Other people have lung disease 
that develops for unknown reasons.

Breathing problems can also be caused by an increased 
pressure in the blood vessels inside the lungs, which 
is called pulmonary hypertension. This disease can 
develop as a result of another condition or disease in the 
heart or lungs, or it may develop for unknown reasons.
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Lungs, Alveoli, and Oxygen / 
Carbon Dioxide Exchange
Oxygen (O2) from air breathed in, goes into the red blood 
cells via alveoli. Carbon dioxide (CO2) goes from the red 
blood cells into the alveoli and breathed out. 

Trachea

Left main 
bronchus

Right Lung 
Upper Lobe

Middle Lobe

Lower Lobe

Alveoi

Terminal 
bronchiole

The Lungs contain 
millions of tiny alveoli.

Tiny blood vessel 
(capillary)

Red blood cell

Alveoli 
airspace

O2
CO2
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GENERAL LUNG 
TRANSPLANT 

INFORMATION

The information in this section gives brief answers 
to frequently asked questions about lung transplants. 
You will be given more information by the transplant 
team during your assessment about the tests, surgery, 
recovery, medications, and related issues.

What is a lung transplant?
When you have a lung transplant, your diseased or dam-
aged lung is replaced with a healthy lung that is donated 
from another body (called a donor lung). One or both 
of the lungs can be replaced if necessary.

When did lung transplants 
first happen?
In the 1940s, lung transplants were attempted in animal 
experiments. The first attempt to do a lung transplant 
in a person was in 1963, but it was not successful. 
Between 1963 and 1983, another 40 attempts were 
made to transplant lungs in humans. 

In 1983, the world’s first successful single-lung 
transplant was done in Toronto, Ontario. The first 
successful double-lung transplant was done in 1986, 
also in Toronto.

Where are lung transplants 
done in Canada?
There are five transplant centres in Canada that do 
lung transplants:

•	 Montreal, Quebec
•	 Toronto, Ontario
•	 Winnipeg, Manitoba,
•	 Edmonton, Alberta,
•	 Vancouver, British Columbia

Most New Brunswickers refer to Montreal or Toronto.

Where do the donated lungs 
come from?
Most donor lungs come from the body of someone 
whose brain has been so severely injured that there is 
no chance the brain will function again. This is called 
“brain death,” and the body would die without machines 
to support breathing and medications to support the 
blood pressure. Brain death often happens because 
of some type of head injury or because of a sudden 
bleed inside the brain.

Some donated lungs come from living donors. In this 
case, two people with healthy lungs each donate a 
section (lobe) of their lung. Currently, the only Canadian 
transplant centres that do living-donor lung transplants 
are in Edmonton and Toronto.

While you are waiting for a lung to become 
available, you are a lung transplant candi-
date. Once you have had the surgery, you 
are a lung transplant recipient.
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BECOMING A
CANDIDATE

A lung transplant can be a treatment for a life-threaten-
ing lung disease, but it is not suitable for everyone. A 
lung transplant involves major surgery that has a certain 
level of risk. Deciding to have a lung transplant means 
making a lifelong commitment to follow a strict routine 
after surgery.

You will need to make big changes to your lifestyle, and 
you may suffer financial hardship. During the referral 
process, the transplant team will decide if you are a 
good candidate for the surgery, and you will get 
information to help you decide if having a lung 
transplant is the right choice for you.

Who decides that I might 
need a lung transplant?
Your family doctor may be the first to consider the 
possibility that you need a lung transplant. Because you 
have severe lung disease, you have likely been to see a 
lung specialist called a respirologist. Your family doctor 
or respirologist will send information to the transplant 
centre and ask the specialists there to decide if you 
are a good candidate for this treatment.
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Who might need a lung 
transplant?
Transplant surgery may be considered when a severe 
lung condition is getting worse and when all other avail-
able treatments and medications are no longer helping 
the lungs to do their job. A lung transplant is considered 
when your life expectancy with the transplant is likely to 
be longer than it would be without it.

For some people, it’s unclear whether a lung transplant 
would extend their life. In this case, a transplant may be 
considered for improving quality of life.

There is a long list of diseases that may lead to a lung 
transplant, but the most common diseases for which 
the surgery is done include*:

•	 Chronic Obstructive Pulmonary Disease (COPD):

•	 Emphysema

•	 Alpha-1 Antitrypsin Deficiency

•	 Bronchiolitis

•	 Lymphangioleiomyomatosis (LAM)

•	 Eosinophilic granuloma

•	 Interstitial Lung Diseases:

•	 Pulmonary fibrosis

•	 Sarcoidosis

•	 Scleroderma

•	 Hereditary Hemorrhagic Telangiectasia 
(also known as Osler-Weber-Rendu 
Syndrome)

•	 Airway Diseases:

•	 Cystic Fibrosis (CF) 

•	 Bronchiectasis

•	 Pulmonary Hypertension:

•	 Idiopathic

•	 Secondary: Eisenmenger’s Syndrome sec-
ondary to a heart defect, or Interstitial lung 
diseases

*see Glossary of Lung Diseases for descriptions (page 31) and 
*page 39 for information on the Inspired Program. This is for 
people with Idiopathic Pulmonary Fibrosis (IPF) who will be 
taking the drug Esbriet.

Who might not be able to 
have a lung transplant?
Your doctor should contact a transplant centre 
before assuming that you are not eligible for a lung 
transplant. The information given here is from 2014, 
but keep in mind that the guidelines may change as 
medicine advances.
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General Candidacy Considerations:

•	 Lung transplantation should be considered for 
adults with chronic, end-stage lung disease 
who meet all the following criteria:

•	 High (>50%) risk of death from lung disease 
within 2 years if lung transplantation is not 
performed.

•	 High (>80%) likelihood of surviving at least 
90 days after lung transplantation.

•	 High (>80%) likelihood of 5-year post-transplant 
survival from a general medical perspective, 
provided that there is adequate graft function.

There are certain things that will stop you from being 
accepted as a candidate for a lung transplant. These 
are called absolute contraindications, and they include:

•	 Cancer (except some skin and lung cancers*) 
in the past two years; it is preferable to be 
cancer-free for at least five years.

•	 Untreatable significant dysfunction of other 
major organ systems (e.g., heart, liver, kidney, 
or brain) unless combined organ transplantation 
can be performed.

•	 People living with poorly controlled chronic infec-
tion pre-transplant.

•	 Not being willing or able to follow medical 
therapy;

•	 Significant problems with the shape of the chest 
wall or spine;

•	 Not having a reliable social support system 
(family, friends, others to help);

•	 Substance abuse or dependence (e.g., tobacco, 
marijuana, or other illicit substances, or alcohol). 
Serial blood and urine testing can be used to ver-
ify abstinence for substances that are of concern.

•	 Class II and Class III obesity (body mass index 
[BMI] =/> 35.0 kg/m²)

•	 Uncorrectable bleeding diathesis

•	 Acute medical instability, including, but not 
limited to, acute sepsis, myocardial infarction, 
and liver failure. 
 

•	 Uncorrected atherosclerotic disease with 
suspected or confirmed end-organ ischemia 
or dysfunction and/or coronary artery disease 
not amenable to revascularization.

*People with certain primary lung cancers (such as bronchio-
alveolar cell cancer**) can be considered for lung transplant 
because the cancer tends to stay within the lung. In these cases, 
a lung transplant is not a “cure” because the cancer can return—
but by that point, the person will have survived longer with the 
transplant than without it.
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Additional Candidacy Considerations:

Other factors are called relative contraindications, 
which may mean you cannot have a lung transplant. 
If several of the following are present at the same 
time, transplanting a lung may be too risky for you. 
These factors include:

•	 Critical illness—for example, being on a 
mechanical ventilator (breathing machine) 
and/or needing powerful medications to 
support the blood pressure;

•	 Class I obesity (BMI 30.0-34.9 kg/m²), 
particularly truncal (central) obesity.

•	 Severe osteoporosis (very brittle bones);

•	 Chronic lung infections due to a bacteria, virus, or 
other organism that is resistant to medications 
or one that can cause severe illness;

•	 Other medical conditions that have not yet 
resulted in severe organ damage (some examples 
are diabetes mellitus and high blood pressure); 

•	 Very poor physical condition, which would make 
the recovery after surgery extremely difficult.

Source:  International Guidelines for the Selection of Lung 
Transplant Candidates (2014) https://www.jhltonline.org/article/
S1053-2498(14)01181-4/fulltext

Is there a specific 
transplant centre for 
people from New 
Brunswick?
Most people in New Brunswick who need lung 
transplants go to Toronto, but a referral can be made 
to any transplant centre in Canada. New Brunswick 
Medicare will pay for the surgery as long as it is done 
in a publicly-funded Canadian hospital.

Who makes up the 
transplant team?
The transplant team includes:

•	 A respirologist who specializes in lung transplants

•	 A lung transplant surgeon

•	 An anaesthesiologist (the one who keeps you 
asleep during the surgery)

•	 A transplant coordinator (a registered nurse)

•	 A social worker

•	 A psychiatrist, psychologist, or psychiatric nurse

•	 A physiotherapist

•	 A respiratory therapist

•	 A dietitian

•	 Other specialists if needed
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Why do I need a 
support person?
A lung transplant is a major surgery that affects all 
parts of your life, not just your body. Waiting for the call 
to come can be very stressful. You will go through many 
ups and downs before and after surgery. You cannot 
do it alone – you will need someone to support you and 
help you to remain optimistic. You also need someone 
to help you get to your appointments, get groceries, 
do the laundry, and care for you in your temporary 
home before and after surgery.

What happens if I don’t 
have a support person?
Unfortunately, if there is absolutely no one who can 
help you during the lung transplant process, your name 
cannot be added to the waiting list. A support person 
is essential to the success of a transplant, so the centre 
cannot consider you as a candidate without this support.

Expense Considerations
The tests being done to see if you are a candidate for 
a lung transplant take about a week.

You will have to make your way from New Brunswick 
to the city where the transplant centre is located. Most 
transplant centres are in the downtown areas of major 
cities. You may be flying, driving, or taking a train 
depending on your medical condition, finances, and 
how long the trip is.

You and your support person will likely have to stay in 
a hotel or some other type of accommodation if you do 
not have friends or family in the area. You will likely eat 
out during the week of testing. Most people choose to 
stay in accommodations close to the hospital to make 
it easier to get to and from test appointments.

Talk to a travel agent or search the internet for a hotel/
motel/bed & breakfast close to the hospital. Remember 
that large hotels in the heart of many major cities can be 
expensive. Ask if there are places to eat close to where 
you will be staying. Call the hotel directly and ask if they 
have any special rates. Specifically, ask if they have 
lower rates for patients with a letter from their doctor. 

Some hotels close to the transplant centre may offer a 
discount to people travelling for medical tests. Call NB 
Lung for further information at 1-506-455-8961 Ext. 107.
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Patients and their caregivers must be within 2 ½ hours 
of the transplant centre. It’s best to relocate as soon 
as possible.

The Waiting List
How long is the waiting 
time for a transplant?

The time spent waiting for a transplant varies greatly 
from person to person. Available donor lungs are 
assigned to the candidate who is the best match to the 
donor lung. If you and someone else on the list are both 
a good match for an available donor lung, the person 
who is sicker at that time will get the transplant.

You may get a transplant just a few days after your name 
has been added to the list, or you may wait more than 
two years. The majority of people get a transplant within 
12 to 18 months of being put on the waiting list.

The status of your condition when your name goes on 
the list is another factor in how long you might wait. 
Status 1 means your condition is stable, and Status 2 
means it is rapidly getting worse. Your status on the list 
can be changed if your condition changes.

How would I get placed 
on the waiting list?

The path to getting on the waiting list may differ slightly 
between transplant centres, but the following section 
describes the general steps that will take place.

First Meeting

Once the specialists at the transplant centre receive 
your medical information from your doctor or respirol-
ogist, they arrange to have a preliminary or “first-step” 
meeting with you. This first meeting is to learn more 
about your medical history and how committed you are 
to doing all that is necessary to have a lung transplant, 
both before and after the surgery. You will also get 
more information about what happens before, during, 
and after the transplant.

The team will ask if you have a support person or team 
and if you have a plan for funding expenses during the 
waiting time. If you live far from the transplant centre, 
this first meeting mat be done by teleconference. The 
transplant team prefers that you have a family member 
and/or support person with you at this meeting.

Assessment

If the transplant specialists believe that you could be 
a good candidate, they will ask you and your support 
person to come to the centre, where you will have 
extensive tests. These tests take about a week to do 
and include tests that check over all your body’s major 

RELOCATING 
AND WAITING

Write down your questions 
before the meeting so you 
will not forget what you 
wanted to ask. 
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systems, including your heart, lungs, liver, kidney, and 
bone strength. The staff at the transplant centre will 
explain how the tests are done and what they mean once 
you are at the centre.

If the hospital requires a patient to stay as an out-patient 
in a city outside of NB during the assessment period for 
3 nights or longer and come in for scheduled work-up, 
tests, therapy, etc., they and an escort qualify for 
accommodation expenses during that period under 
the Medicare Hostel Policy.

You are encouraged to ask lots of questions, and you 
may have a chance to meet with other candidates 
who are waiting for a transplant when you are at the 
transplant centre.

The Final Stage

Once all the tests have been looked at, the transplant 
team will decide if you would be a good candidate for 
the surgery. If everything looks good, they will call you 
to ask if you would like to go on the waiting list. This 
call may be a month or two after you have completed 
all the tests. 

If you agree to go on the list, you will need to move 
with your support person to the city where the transplant 
centre is. Once you have moved, you will meet with the 
transplant surgeon and sign all the necessary consent 
forms to be placed on the list.

For your safety, there may be things that the transplant 
team will ask you to do before you can be placed on 
the list. Examples include having dental work done or 
losing weight.

You should consider 
moving as soon as possible. 

What must I do while waiting?

During the waiting time, you will work on staying 
as healthy as possible. You will attend an exercise 
program, receive advice about your diet, and have 
frequent appointments at the transplant centre to 
check on your condition.

How close do I have to be to the 
transplant centre when waiting?

Lung tissue is very fragile, so a donated lung has to be 
transplanted quickly, or else it becomes useless. When 
you are on the waiting list for a lung transplant, you must 
live within a 2 ½ hour drive of the transplant centre so 
you can get to the hospital quickly when the call comes. 
The other reason for relocating is because the status of 
your lung condition must be closely monitored during 
the waiting period. You will be making many trips to 
the hospital for tests and appointments.

Most transplant centres are in the downtown area of 
major cities. In large cities, driving and finding parking 
is frustrating, time-consuming, and expensive. Public 
transportation is not recommended because being on a 
crowded bus, streetcar, or subway will increase your risk 
of infection. So, for these reasons, you will likely choose 
to live close to the transplant hospital.

Who should be my support person?

Being a support person is very demanding and is a 
full-time job during the waiting period and recovery time. 
A support person is often your spouse or a close family 
member. One or more persons can make up a support 
“team” so that they can share in the work to keep you 
on the transplant list.

A support person has to be able to tolerate hospitals 
since they will spend a lot of time with you in them (for 
tests, appointments, during recovery). They will have  
to be able to leave their job temporarily and commit 
to being there for you during a very stressful time.
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What makes a donor lung a good  
match for me?

The two main factors that are considered for matching 
are the blood type of the donor and recipient and the 
size of the donated lung(s). Lungs which are too large 
for you can sometimes be trimmed down. Your race 
and gender do not need to match that of the donor. 

How long does my support person  
have to stay?

Your support person must move with you when you 
move close to the transplant centre. You will need a 
support person or team during the entire waiting time 
and for at least three months after surgery until you are 
stable enough to go home to New Brunswick. 

Do people die while on the waiting list?

Unfortunately, there are people who will die while on 
the waiting list for a transplant. Sometimes, candidates 
must withdraw from the waiting list because of some 
other medical condition that must be treated before  
they can become transplant candidates again. 

Expense considerations during the 
waiting period and after surgery?

You must always be within a 2 ½ hour drive of the trans-
plant hospital during the waiting period so you can get 
there quickly when donor lungs become available. You 
will need to stay near the transplant centre for at least 
3 months after you get out of the hospital following 
the transplant. Most people choose to live close to the 
transplant hospital to make it easier to get to frequent 
appointments. You may feel more secure being within  
a short distance from the hospital during this time.

As a lung transplant candidate, you have to be very  
careful that you do not get any lung infections before  
or after the surgery. The risk for infection is higher  
once the surgery has been done because of the anti- 
rejection medications you will be taking. For this reason,  

the transplant centre specialists do not want you to live 
in a rooming house or in some other situation where you 
will be sharing space with a lot of people. You should 
also avoid public transportation (such as a bus, street-
car, or subway).

Most people waiting for a lung transplant will rent an 
apartment that they will share only with their support 
person. If your support person is your spouse, you may 
want to rent a one-bedroom apartment; otherwise, you 
will likely need one with two bedrooms. Apartments in 
major cities can be very expensive. You can expect to 
pay at least $1500 to $2000 per month to rent a fur-
nished apartment. The rent may or may not include 
heat, depending on the building.

You may have to pay first and last month’s rent or a 
security deposit. Some places require you to sign 
a lease.  Call NB Lung for further information at 
1-506-455-8961 Ext. 107.

You will also be paying for groceries, electricity, phone, 
transportation, and any other personal expenses.

By living close to the hospital, you may avoid the 
need for a car and other related expenses. 

Other expenses may include medications. The New 
Brunswick Prescription Drug Program does pay for 
prescriptions filled outside the province and most of 
the anti-rejection meds, which may also be the case 
with private health insurance plans. If you have private 
health insurance that covers anti-rejection medications, 
you may still have to pay a portion of the costs. 

Contact your home oxygen provider for more information 
about insurance coverage and how to arrange 
for oxygen set-up and delivery in another province.

You will have to purchase a home spirometer so you can 
measure your lung function every day after the trans-
plant. This equipment currently costs about $450—you 
do not need to buy it until you have the transplant. 

New Brunswick Medicare does not cover this cost, 
nor is it covered by most health insurance plans.
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PREPARING FOR 
THE SURGERY

How long is the surgery?
The average amount of time for a single-lung transplant 
surgery is 6 hours or more and a double-lung takes 12 
hours or more. Complications may cause the surgery to 
be longer.  The transplant team specialists will give you 
more details on the actual surgery before your name is 
added to the waiting list.

How long is the recovery 
from surgery?
Recovery from transplant surgery depends on how well 
your body heals. Most people are in the Intensive Care 
Unit (ICU) for a few days to a week, and then in hospital 
for another 3-4 weeks. If there are complications, you 
may have to stay in hospital for a longer period of time.

After getting out of the hospital, you must remain in the 
area of the transplant centre for at least three months 
or until you are stable enough to return home to New 
Brunswick
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Single-lung or Double-
lung... how do they decide 
what someone needs?
In most cases, the decision to replace one or both dis-
eased lungs depends on the number of donor lungs that 
become available and the medical needs of the person 
needing the transplant.

Are there other  
medications I will have to 
take after the transplant?
You may have to take medications to treat the side 
effects of the anti-rejection medications. As well, you 
may have to take antibiotics or anti-viral medications to 
prevent specific lung infections for a certain amount of 
time after the transplant.

What is rejection?
Your body’s immune system tries to attack anything 
it thinks is an “invader”. For example, when you are 
exposed to a cold virus, your body works to fight off 
the virus. The stuffy nose and cough that usually come 
along with a cold are the body’s way of trying to sur-
round and kill the virus and get it out of your body. In the 
same way, your body will attack any donor organ that 
has been transplanted into your body. This attack on the 
donated organ is called “rejection”.

You will be given anti-rejection medications (also called 
immunosuppressants) after the transplant to suppress 
your immune system so it does not attack the new 
organ. At some point after a lung transplant you, like 
every recipient, may have an episode of rejection. This is 
usually a temporary and reversible problem called “acute 
rejection” and it is treated in the hospital with medica-
tions. Acute rejection is most likely to happen in the first 
six months after a transplant, but it can happen at any 
time as long as the donated organ remains in your body.

The transplant centre will give you lots of information 
on how to notice the early warning signs of a rejection 
episode so it can be treated as soon as possible.

Chronic rejection of a donor lung happens over a longer 
period of time, and it is called “bronchiolitis obliterans 
syndrome”. Chronic rejection is the most common rea-
son for death in lung transplant recipients.

When the body chronically rejects the donated lung, the 
smallest airways inside the lung, called the bronchioles, 
become swollen and then scarred. The scarring causes 
the airways to become very narrow making movement of 
air in and out of the lungs more difficult. Chronic rejec-
tion is difficult to treat, and in some cases, the recipient 
may need to have another lung transplant.
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What do anti-rejection 
medications do?
Anti-rejection medications lower your body’s immune 
system response so the new organ is not attacked – 
however, because the entire immune system is working 
at a low level, you are more at risk of becoming sick 
than the average person would be. You will need to take 
anti-rejection medications for the rest of your life, but 
over time the amount of these medications can often be 
reduced to a lower maintenance level.

How long can people live 
after a lung transplant?
How long someone will survive after a lung transplant 
is impossible to predict because every person’s condi-
tion is different. Chronic rejection, infections, and side 
effects from anti-rejection medications affect survival 
rates, but it should be noted that survival rates are 
improving over time.

According to the University Health Network, the median 
survival rate is 6-7 years after a lung transplant. That 
means out of 100 transplant patients, 50 would be alive 
after 6-7 years. It is important to remember that a trans-
plant is not a cure, it is a treatment for lung disease.

The first year after a transplant tends to involve the high-
est risks. Around 40% of transplant patients are still alive 
after 10 years. 
 
For your particular health condition, age, stage of dis-
ease and transplant centre, survival rates may vary. The 
transplant team will discuss this with you in more detail 
during your assessment.

Do anti-rejection 
medications have side 
effects?
Yes – all medications have some side effects which differ 
depending on the medication. A side effect of all anti-
rejection medications is the increased risk of infection 
because the immune system response is lowered.

Some other serious side effects of anti-rejection 
medications include: kidney damage, high blood pressure, 
increased cholesterol levels, increased blood sugar, 
and increased risk of certain cancers. The transplant 
team will give you more information about your specific 
medications and their side effects.

Common anti-rejections medications are: 
prednisone, cyclosporine, tacrolimus, 
azathioprine and mycophenolate mofetil. 
Your transplant team will decide which 
medications you will need.
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RECOVERY & 
LIVING WITH 
NEW LUNGS

Is it possible for the original 
lung disease to affect the 
transplanted lung(s)?
This could be possible depending on the disease but the 
transplant specialists will discuss this with you.  

Can I still have a pet after 
having a lung transplant?
A special concern for patients on immunosuppression 
is the possibility of catching infection from a family pet. 
For example, some pets, especially cats, could infect 
you with a disease called toxoplasmosis. Birds can also 
cause respiratory illness. 

If you do have a pet, it is very important to talk to your 
transplant team for more guidance. In general, these tips 
will help decrease your chances of getting an infection 
from your pet:

•	 Wash your hands after handling your pet, espe-
cially before eating.

•	 Keep your pet clean and have it groomed by 
another person.

•	 Talk to your vet about flea and tick prevention.

•	 Minimize contact with your pet’s body fluids 
(vomit, feces, urine & saliva).If you have a cat, 
have another person clean out the litter box.

•	 Clean up pet fluids with a disinfectant. Have 
someone else do this if possible. If you have to 
do this wear gloves and a mask.

•	 Do not let a pet lick any wounds, cuts, or your 
face.

•	 Keep your pet’s vaccinations up to date.

•	 Take your pet to the vet at least once a year for a 
checkup or more frequently if sick.

•	 Stay away from stray or wild animals, exotic ani-
mals and sick animals.

Expense Considerations: 
Routine check-ups after 
the transplant
Once you have gone home to New Brunswick, you will 
have to travel back to the transplant centre for routine 
assessments. Your first year after transplant may involve 
several assessment trips, with assessments becoming 
less frequent over time depending on your recovery and 
overall health. You should anticipate being in contact 
with your transplant team for the rest of your life.

The testing will take 2-3 days so you will be staying at a 
hotel or other accommodation for 2 or 3 nights plus trav-
elling by car, plane, or train, depending on the distance 

from your home to the transplant centre.

Monthly blood work and lung function tests will be done 
at a hospital in New Brunswick, so you may have some 
travel costs depending on where you live.
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PREPARING FOR 
THE EXPENSES

What is covered by New 
Brunswick Medicare?
All the tests done in hospital, appointments with health 
care professionals, the surgery itself, and any stay in 
hospital before/after the surgery are paid for by the New 
Brunswick (NB) Medicare program. NB Medicare will 
pay for transplant surgery done in any publicly-funded 
Canadian transplant centre.

Lodging may be covered under certain circumstances 
if the patient is required to receive any sort of out-pa-
tient services on a regular basis.  This must be officially 
confirmed by the hospital before being considered by 
Medicare since prior approval by Medicare is mandatory.

After the transplant, if the patient is required by the hos-
pital to stay in that city to receive follow-up services on 
an out-patient basis, Medicare may approve payment for 
such in accordance with its Hostel Policy.

If you do not have any private health insurance or if your 
insurance plan does not cover anti-rejection medica-
tions, the New Brunswick Prescription Drug Programs 
will help patients with the cost of for anti-rejection 
medications.

For more information including contact information, 
please see “GNB Information” (pg. 25) or call NB Lung 
for further information at 1-506-455-8961 Ext. 107

What is not covered by New 
Brunswick Medicare?
Travel costs to and from the city where the transplant 
will be done, as well as transportation within that city, 
are not covered by Medicare.

The NB Prescription Drug Programs help with the cost 
of anti-rejection medications and other drugs as pre-
scribed.  All other medications needed to treat side 
effects from the anti-rejection drugs, or other conditions, 
will need to be paid for by either your private insurance 
or by yourself. 

Private health insurance plans often require you to share 
the cost of prescription drugs. The part you pay is called 
a co-payment or deductible – NB Medicare will not pay 
this.

You will have to purchase a device called a micro-spi-
rometer (sold to you at the Transplant hospital) that 
is used to monitor your lung function every day at 
home after the transplant. You will also have to buy a 
MedicAlert™ bracelet, a good thermometer, and possibly 
some other equipment for home monitoring – the cost 
for this equipment is not covered by NB Medicare.

For more information including contact information, 
please see “GNB Information” (pg. 25) or call NB Lung 
for further information at 1-506-455-8961 Ext. 107

Having a lung transplant is a very expensive process. There are many costs to prepare for. Before 
you can be placed on the waiting list, you need to have a clear plan in place as far as funding 
accommodations along with other living expenses and medications. This section gives a general 
idea of the major costs involved and provides some ideas about how to raise the needed funds.
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Are there exceptions?
A person receiving social assistance from the New 
Brunswick Department of Social Development may be 
eligible for help with travel, accommodation, and medi-
cation costs. Their case manager will be able to provide 
more details. People may qualify for assistance even if 
they are not receiving social assistance. They could be 
gainfully employed, yet the medical bills may exceed 
their family income. Therefore, they should still check 
with the department of Social Development. 

New Brunswick Department of Social Development 506-
453-2001 (ask for your area’s toll-free number).

Federal government employees covered by the Public 
Service Health Care Plan should check with their human 
resources department about medical travel benefits and 
medication coverage.

Under the Canada Health Act, the Federal Government 
has the responsibility for funding health care services 
for certain groups including: the Canadian Armed Forces 
(CAF), the Royal Canadian Mounted Police (RCMP), 
First Nations and Inuit. Persons in one of these cate-
gories may be eligible for medical travel benefits and 
medication coverage.

The First Nations and Inuit Non-Insured Health Benefits 
Program (FNIHB) covers certain medical travel expenses 
and prescription medications for eligible First Nations 
and Inuit. For more information contact the local 
Health or Band office, the regional FNIHB office, or visit 
Indigenous Services Canada.

Current members of the Canadian Armed Forces (CAF) 
and the Royal Canadian Mounted Police (RCMP) may be 
eligible for medical travel benefits and medication cov-
erage. Members should contact their human resources 
department for details.

Former members of the CAF and RCMP may be eligible 
for benefits through Veterans Affairs. Benefits may be 
also be available to members/former members who 
have a disability related to their work. For more informa-
tion, contact Veterans Affairs Canada at 1-866-522-2122 
www.vac-acc.gc.ca.

What expenses should I 
expect?
You will face some major expenses before, during, and 
after a lung transplant. You may have two homes to 
maintain, and it is likely that neither you nor your support 
person will be working during the time spent outside 
New Brunswick. The length of the waiting period is 
impossible to predict. If there are complications after the 
transplant, you may be living near the transplant centre 
for much longer than the usual 3 months.

There are also likely to be other, smaller costs that will 
add up over time. The transplant program will provide 
you with more information on housing and relocation 
when you come for the assessment and meet the social 
worker.
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Funding a lung transplant is not easy for most people. 
You will need to consider any and all sources of money 
and you may have to make some tough choices. Do not 
wait until the bills start piling up – ask for advice before 
you run into money problems. Consider any and all 
sources of money. This section provides some general 
suggestions but you should always ask an expert for 
advice about your own situation.

During the week-long assessment you will meet with 
a social worker who will go over the various means of 
funding that are available to you.

Bank or Credit Union
You might have savings, RRSPs, or other investments 
that can be cashed in. Some people get a line of credit or 
take out a second mortgage. Speak to your bank/credit 
union, an accountant, or a financial advisor to see what 
your choices are. Make sure you understand the con-
sequences of cashing in any investments or insurance 
policies before you decide to do this.

Your Home
Some people decide that the best option is to sell their 
home and buy a smaller house, move into a smaller 
rental unit, or move in with family. Others may choose to 
rent out their home on a temporary basis while they are 
out of the province. Becoming a landlord may add extra 
stress to your life, and if you rent out your home, the rent 
you receive counts as income. You should speak to a 
real estate professional, lawyer, or accountant to discuss 
these options.

FUNDING 
UNINSURED COSTS
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Travel
Hope Air

Hope Air accepts flight requests from Canadians of all 
ages and illness groups residing in Canada. Since 1986, 
they have helped thousands of people fly to healthcare 
resources across the country. Hope Air is not an air 
ambulance. Rather, it provides flights on both commer-
cial airlines and on private planes from rural/remote 
locations to “the big city” and also from major city to 
major city. 

The following eligibility criteria will be considered by 
Hope Air when reviewing your flight request:   

•	 flying for an approved medical appointment (e.g. 
the cost of the needed medical treatment is being 
covered by your provincial health plan); 

•	 you are in financial need and unable to afford the 
costs of an airline ticket; and

•	 your doctor confirms you are medically fit to fly in 
an aircraft and that you have a confirmed medical 
appointment. 

 
If you have a scheduled medical appointment, simply 
call the National Office at 1-877-346-HOPE (4673) or 
complete the Flight Request Form at www.hopeair.org.

Reward Points Programs

You or someone you know may be able to book a flight or a 
train trip using collected “loyalty reward points” such as Air 
Miles®, Aeroplan®, and Via Preference Reward Program™, 
etc. Some programs have other reward options, including 
groceries and other merchandise, gift cards, gasoline, hotel 

certificates, etc. that can help with other expenses.

Points programs may end or change their rules without 
notice, so you should check with the program for current 
rules on redeeming or donating points. Contact details of 
some common programs are provided here as a guide.

Aeroplan® 
www.aeroplan.com 
1-800-361-5373 
The cardholder can use miles for their own travel or to 
get a ticket for someone else. Miles can be shared with 
another cardholder for a cost of 2 cents per mile or miles 
can be donated to one of the listed charity pools. Other 
rewards are available. 

Air Miles® 
www.airmiles.ca 
1-888-247-6453 
The cardholder can use miles for their own travel or to get 
a ticket for someone else. Points cannot be given to some-
one else, but if both people have point collector accounts, 
the two accounts can be merged. One person will have to 
close his or her account in order to do this. Other rewards 
are available. 

Via Rail Preference Reward Program™ 
www.viapreference.ca  
1-888-842-7733 
The cardholder can redeem points for their own travel or 
to get a ticket for someone else. Reward points cannot 
be transferred to another person’s account. Gift cards for 
travel can be purchased.
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Fundraising
Ask for Help

There are many creative ways to fundraise, but not every 
idea will work in your community. Family and friends are 
usually more than willing to help with the fundraising 
efforts in whatever way they can.

Learn what works (and what does not) by asking others 
in your area what fundraising events they have attended 
or helped with. Ask what made these events a success 
or a failure.

Most communities have service clubs and church 
groups which can help to organize fundraising events. 
This help may include getting a lottery license or permit 
for the event, providing the use of a building, getting 
volunteers or donating supplies.

Ideas

Some groups hold dances, breakfasts or suppers, and 
charge admission or accept donations at the door. 
Others may have silent auctions, yard sales, raffles, 
Monte Carlo Nights, Bingo Nights, or 50/50 draws. Local 
businesses and community members can be asked to 
donate food, prizes, the use of a facility for the event, 
materials, items to be sold, their time to help, etc. Avoid 
trying to have any events that offer expensive prizes (a 
car, trips, etc.) as the money raised may not cover the 
cost of the prize.

Family and friends may donate materials and their time 
to make craft projects which can be sold to raise money. 
If a local fair, exhibition, or craft sale is planned for your 
area, see if your fundraising group can get a table where 
the donated crafts can be sold.

A small business that serves the public might agree to 
place a donation box on a counter. A brief notice can be 
posted nearby to explain what the money will be used 
for.

Some business owners may agree to donate a small 
portion of their profits during one day to your cause. 
The business owner would need to check with their tax 
advisor about the rules concerning this type of donation/ 

fundraising events they have attended or helped with 
games with prizes (for example: bingo, raffles, Monte 
Carlo nights, etc.) and the maximum prize values may be 
limited by government rules.

A lottery permit or license is only available to religious 
or charitable groups and fairs or exhibitions. Contact 
service club or church for help in getting one of these 
permits/licenses.

Other large fundraising events may require a permit as 
well. Licenses and permits are available from the New 
Brunswick Department of Public Safety. (506) 453-3992 
or www.gnb.ca.

Bank or Credit Union

Some banks or credit unions can set up trust accounts 
for collecting donations in your name. Contact your local 
branch to see if this is an option in your area since each 
branch has its own policy on trust accounts.

Local Service Clubs & Churches 

There are many service clubs and churches or other reli-
gious groups that may be able to help with fundraising. 
Some common service clubs in New Brunswick include: 
Lion’s Club, Rotary Club, Kinsmen Club, Shriners, Knights 
of Columbus, and Kiwanis Club, among others.

Friends and Family 

Your friends and family may organize a fundraising event 
or they may be able to help you with a cash donation. 
They might have rewards points they can use to get a 
ticket for travel (for you or your support person), grocer-
ies, a hotel certificate, etc.

Advertising
Contact your local newspaper, radio station, or televi-
sion station to see if they would tell your story as a way 
to focus attention on your fundraising event(s). Take 
advantage of any free advertising available to announce 
public events. Check the websites of local media or call 
them directly to see what options are available.
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Other Resources
David Foster Foundation 
www.davidfosterfoundation.com 
1-877-777-7675

This charitable foundation, based in Vancouver, BC, 
offers last-resort funding and emotional help to families 
of children 18 and under who need organ transplants.

Disability Benefits

For information about disability benefits programs in 
Canada call 1-800-622-6232.

Benefits Finder Site

A customized list of benefits for which you may be 
eligible. The Benefits Finder may suggest benefits from 
federal, provincial or territorial governments, and does 
not collect or track your information. Visit www.canad-
abenefits.gc.ca.

Employment Insurance  
Compassionate Care Benefits

A person may be eligible for Employment Insurance (EI) 
Compassionate Care Benefits if they must be away from 
work to care for or to support a very ill family member 
(at risk of dying within 26 weeks). Unemployed persons 
receiving EI can also ask for these benefits. The benefits 
are paid for a maximum of 6 weeks and can be shared 
among family members.

For information about Compassionate Care Benefits, 
contact Service Canada at 1-800-206-7218 or visit www.
servicecanada.gc.ca.

Disability Benefits

For information about disability benefits programs in 
Canada call 1-800-622-6232.

NB Lung 
www.nblung.ca 
1-800-565-5864

NB Lung can provide you with general information 
about lung transplants and can put you in contact other  
lung transplant candidates and recipients from New 
Brunswick via a Facebook Group (Lung Transplant NB 
Support Group). Being able to talk with someone who 
has been through a lung transplant can be very helpful 
for emotional support as well as for ideas on how to 
raise money. Once you are listed contact us to see how 
to receive $500.00 from NB Lung.

Private Health Insurance Plans

Private health insurance plans offer different coverage 
for medications, travel, and other services depending 
on the company as well as the plan. Health insurance 
is available from a variety of insurance companies and 
some of the large banks. Often, group health insurance 
plans are available through employers. 

If you have a diagnosis of a serious health condition 
before trying to get insurance, you have a “pre-existing 
condition.” Coverage for medications and other services 
that you already use may be very difficult to get in this 
case. If health insurance is available, it will most likely be 
more expensive.

For more information about health insurance and to 
locate companies that offer it in New Brunswick, contact 
either: Canadian Life and Health Insurance Association 
(www.clhia.ca; 1-800-268-8099) or Insurance Canada 
(www.insurance-canada.ca)nce plans are available 
through employers. If you have private insurance, check 
to see what coverage your plan provides.
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New Brunswick Medicare
You should always carry your valid Medicare card with 
you. New Brunswick (NB) Medicare covers you for 
insured medical services (at the standard rate) while 
you are temporarily outside the province but still within 
Canada. You must present a valid Medicare card to 
receive these services; the bill then goes directly to NB 
Medicare.

However, in Québec, the doctor can choose to bill you 
directly. In that case, you have to pay the doctor and then 
submit a claim to NB Medicare. Sometimes the standard 
rate that NB Medicare will pay is lower than what the 
doctor charges, so you would have to pay the difference 
yourself. 

Anyone who plans to be out of the province for more 
than a month should contact NB Medicare to make sure 
their coverage will continue during the time they are 
outside New Brunswick.

NEW BRUNSWICK 
GOVERNMENT 
INFORMATION

You should contact NB Medicare early in the referral 
process for a lung transplant and obtain a letter that 
verifies you are covered for the surgery and hospital 
tests etc. The transplant centre may need a letter from 
NB Medicare. 

In addition, the costs for certain accommodations near 
each transplant centre may be eligible for reimburse-
ment. Call NB Lung for further information at 1-506-455-
8961 Ext. 107 

If there is a dispute about whether you are eligible to 
have your medical services paid for, or if you are unsure 
about your rights to coverage for medical services, you 
can contact the Client Advocate at 506-453-4227.
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New Brunswick 
Prescription Drug Program
1-800-332-3692  
1-506-867-4515 (outside NB)

The New Brunswick Prescription Drug Program 
(NBPDP) provides prescription drug coverage for eligible 
residents of New Brunswick. To have coverage under 
this program there are eligibility requirements to be met; 
therefore, not all residents of New Brunswick would be 
covered.  Contact the program to see if you meet the 
eligibility requirements for one of the plans under the 
program. 

Organ Transplant Plan 
(Plan R)
1-800-332-3692  
1-506-867-4515 (outside NB)

NBPDP Organ Transplant Plan (Plan R) provides cov-
erage for anti-rejection prescription drugs if you have 
no private health insurance or if your private plan does 
not cover anti-rejection medications. If you are pre-
scribed a drug that is not covered under this plan, you 
may apply for coverage of that drug through the Special 
Authorization process.  The drug must be directly 
related to your transplant condition and must be 
requested in writing from your physician.  The written 
requests from the physician must detail the name of 
the medication, expected duration of therapy and any 
specific clinical and diagnostic evidence supporting the 
use of the medication. 

Under this plan, you pay a co-payment of 20% of the 
cost for each prescription to a maximum of $20 (maxi-
mum per year is $500). There is a yearly registration fee 
of $50 

Prescriptions must be filled by a New Brunswick phar-
macy once you return. NBPDP will reimburse eligible 
anti-rejection medications in the Province where your 
operation was performed 

You can pre-register for this program before you are 
placed on the waiting list.

New Brunswick Department 
of Social Development
1-506-453-2001 

This department provides social assistance (financial 
help) to eligible New Brunswick residents who have a 
very low income or who are unable to work. This depart-
ment also provides health cards that are needed for 
certain plans under the New Brunswick Prescription 
Drug Program. It is possible for eligible residents to get 
a health card (that helps to pay for prescription drugs) 
even if they do not receive social assistance. To learn 
more, contact the department nearest you.

Income Tax Tips
1-800-959-8281

Did you know that certain medical expenses related to 
organ transplants may be deductible from your income 
tax? You may also qualify for the Disability Tax Credit 
in some cases. Because each person’s tax situation is 
different, it is important to contact an accountant or 
professional tax advisor to discuss what your options 
are. Do this as soon as you know you are going to be 
referred for a lung transplant. It is possible that tax 
returns for more than one year will be affected.

Canada Revenue Agency (CRA) - www.cra-arc.gc.ca



NB LUNG TRANSPLANT GUIDE 29BACK TO TABLE OF CONTENTS

Allowable Medical Expenses
Certain expenses that you will have to pay before the 
transplant, during the time spent in hospital, and during 
your recovery after the transplant may be allowed by the 
CRA. You are not allowed to claim any medical expenses 
which have been, or could be, reimbursed by your health 
insurance plan.

You may be able to claim expenses you pay to travel 
somewhere else for medical treatment that is not avail-
able where you live. There are two ways to do this - the 
simple method or the detailed method.

The simple method allows you to claim a flat rate for 
meals and mileage. Keep a diary of all trips that you 
must take for medical purposes. Write down the dates, 
the purpose of the trip, the distance travelled in kilome-
tres, and the costs for accommodation, food, parking, 
etc. You do not need to keep receipts.

The detailed method is a bit more complicated. You 
must keep track of how many kilometres you drive for 
an entire 12-month period, and how many kilometres 
you drive during that time specifically to get medical 
treatment. You have to keep receipts and records for all 
expenses related to your vehicle during this 12-month 
period. These expenses include fuel, oil, tires, license 
fees, insurance, and maintenance and repair.

The following expenses may be allowable under current 
CRA legislation (keep receipts):

•	 temporary housing costs, parking at the hospi-
tal and food if you have to relocate close to a 
designated hospital before and after the surgery 
(meals and accommodation for your support 
person may also qualify);

•	 non-prescription drugs prescribed by a physician; 

•	 renovations/alterations to your home because of 
your health or disability.

•	 all payments for medical professionals, hospitals, 
and prescriptions that are not covered or not 
paid for by a Health Services Plan (such as New 
Brunswick Medicare or a private health insurance 
plan), and any premiums paid under a Health 
Services Plan

Disability Tax Credit
You may be able to qualify for the Disability Tax Credit 
before the transplant or during your recovery from 
transplant surgery. You can obtain this credit by asking 
your physician to complete Form T2201 and then simply 
filling it with your income tax return.

If your impairment is permanent, it is not necessary to 
file a T2201 every year. 

The disability tax credit should be discussed thoroughly 
with your professional tax advisor. In some situations a 
person who is entitled to a disability pension under the 
Canada Pension Plan, Workers’ Compensation, or under 
a private insurance arrangement may not be entitled to 
claim this credit.
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END OF LIFE 
AND LEGAL 
DECISIONS

Although it is not something anyone likes to think about, 
you should give some thought as to what might happen 
if you do not survive the wait for a lung transplant, or if 
you have complications during or after the surgery. 

Tell your family what your wishes are so they are not 
trying to guess what you would want while in a time of 
crisis.

This section mentions some of the key things you may 
want to consider, but for specific advice on your per-
sonal financial or legal situation you should consult a 
lawyer, accountant or another professional for advice. 
For medical advice, speak to your doctor.

CPR (cardio-pulmonary 
resuscitation)
You have likely heard of CPR, which is an attempt to 
restore breathing or heart function, or both. The New 
Guidelines for Basic CPR have made changes so that 
chest compressions only are performed in an out of hos-
pital situation where a witnessed cardiac arrest is seen 
but the bystander has no formal training or is reluctant 
to perform mouth to mouth breathing.

Artificial breathing involves blowing air or oxygen into 
the lungs. In the hospital, the breathing is done with a 
face mask and a squeezable bag called a resuscitation 
bag. Often a breathing tube (called an endotracheal 
tube) is put into the windpipe (trachea) to make sure air 
goes directly into the lungs. This tube also helps to pre-
vent stomach contents from getting into the lungs.

Chest compressions involve pushing on the centre of 
the chest to squeeze the heart between the spine and 
the centre chest bone called the sternum. Chest com-
pressions keep blood flowing through the body. CPR 
might also include electric shocks (defibrillation) to treat 
certain heart rhythms, and medications to help the heart 
pump and to restore blood pressure.

CPR is not always successful and it can cause trauma 
to the body. Ribs can be cracked during chest compres-
sions. Damage could be done to the teeth and vocal 
cords during the insertion of the breathing tube. Until 
blood flow and breathing are restored, the brain may not 
receive enough oxygen. This can result in permanent 
brain damage.

Some people choose to have a “Do Not Attempt 
Resuscitation” order placed in their hospital chart so that 
if their heart or breathing stops, no CPR will be done. 
Sometimes this order states exactly which actions the 
health care team should or should not take.

•	 Examples include:

•	 no chest compressions

•	 only give medications

•	 defibrillation only

•	 do not intubate (insert a tube)

A “Do Not Attempt Resuscitation Order” does not affect 
the care you receive. You may be asked if you would like 
this order (or some variation) to be placed in your chart. 
Talk about this with your loved ones and ask your doctor 
to explain CPR (and anything else you are not clear 
about) before making this decision.
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Life Support Measures
Life support is the use of therapies and equipment to 
keep someone alive when one or more systems in the 
body are failing. Life support measures may include the 
use of some or all of the following:

•	 a breathing machine called a ventilator;

•	 powerful medications that support the function of 
the heart, lungs, blood pressure or other organs 
such as the kidneys;

•	 kidney dialysis;

•	 a heart-lung bypass machine;

•	 a pacemaker;

•	 other equipment or medications 

Often, life support measures are used to temporarily 
support the body’s functions while someone is recov-
ering from major surgery or a serious illness or injury. 
If someone has a life-threatening condition that is no 
longer treatable, starting or continuing life support may 
not be the best choice.

You may want to ask your doctor or other health care 
professionals to explain life support measures to you in 
more detail.

Power of Attorney
A written document called a Power of Attorney (POA) 
gives someone the authority (or power) to manage your 
property, finances and/or personal care on your behalf. 
The POA only applies if you are not able to make your 
own decisions because of illness, disability, or men-
tal incompetence. A POA may give general or specific 
powers.

Power of Attorney for Personal Care

This is a specific type of Power of Attorney (POA) that 
gives someone the power to make some or all decisions 
specifically about your personal care if you are unable 
to do so. This type of POA does not cover property or 
finances. Personal care may include health care, consent 
to medical treatment, nutrition, shelter, and personal 
safety.

If you do not have a POA for Personal Care, your imme-
diate next-of-kin will be asked to make decisions on your 
behalf. If you do not want your next-of-kin to be involved 
in decisions about your health care or if they cannot be 
involved for other reasons (for example they live too 
far away), the POA for Personal Care gives you another 
choice.

The Will
You should have an up-to-date Will if you want to have 
a say over who will receive your property and other 
possessions (your “estate”), and who will look after any 
minor children you have (those younger than 18) when 
you die.

If you die without a Will in New Brunswick, a court 
will appoint someone to decide how the estate will 
be divided and who will look after any minor children. 
The decisions will be based on rules set out by the 
Devolution of Estates Act. These choices may not be the 
same as the ones you would make.

You may want to get the advice of an accountant (or 
financial advisor) and a lawyer when you are making 
your Will. There are “do it yourself” Will kits, although 
most people choose to have a lawyer write up the papers 
to make sure their wishes are clear.

You should make sure that your wishes 
for personal care are known to the per-
son named in this document. A POA for 
Personal Care must be kept under seal 
in order to be valid, so it is a good idea 
to have a lawyer write it up.
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GLOSSARY
OF LUNG

DISEASES

Alpha-1 Antitrypsin Deficiency 
This is an inherited condition. Alpha-1 antitrypsin (AAT) 
is a protective protein in the lungs which keeps a natural 
enzyme called elastase in check. Elastase is normally 
helpful in fighting bacteria, but it will attack the walls 
of the alveoli (air sacs) if there is not enough AAT to 
balance it. The lack (or deficiency) of AAT allows the 
elastase to damage the alveoli, which causes emphy-
sema to develop.

 
Bronchiectasis 
This is a chronic disease which damages the walls of 
the airways and causes them to become stretched or 
widened. Pockets can develop in the widened airways 
and these pockets collect bacteria and become infected. 
These infections then cause more damage to the air-
ways, which worsens the condition. Bronchiectasis is 
usually caused by a previous lung infection, but it can be 
inherited as well.

 
Cryptogenic Organizing Pneumonia (COP) 
COP is a rapidly developing pneumonia-like illness 
characterized by lung inflammation and scarring that 
obstruct the small airways and air sacs of the lungs 
(alveoli). Its name is derived from the fact that it closely 
mimics pneumonia infections. The cause of COP is 
somewhat complex but it may be triggered by infections 
from bacteria, viruses and parasites as well as a number 
of drugs and toxic fumes. The disease usually begins 
between the ages of 40 and 60 and affects men and 
women equally.

Chronic Bronchitis 
People with chronic bronchitis have swollen airways that 
regularly produce large amounts of sticky mucus. This 
mucus blocks the airways.  Chronic Bronchitis is a form 
of Chronic Obstructive Pulmonary Disease (COPD) and 
is caused mostly by smoking.

 
Chronic Obstructive Pulmonary Disease 
(COPD) 
Chronic Obstructive Pulmonary Disease (COPD) is a 
lung disease where there is damage to the airways or air 
sacs, or both. The two major forms are chronic bronchi-
tis and emphysema. COPD is caused mostly by smok-
ing, but it can also be caused by second-hand smoke, 
exposure to certain dusts and chemicals, or by Alpha-1 
Antitrypsin Deficiency.

 
Cystic Fibrosis (CF) 
Cystic Fibrosis is an inherited disease that causes 
abnormally thick and sticky mucus to be produced in 
the lungs and the digestive tract. The mucus blocks the 
airways in the lungs and becomes infected with bac-
teria very easily. This can lead to life-threatening lung 
infections and lung damage. In the pancreas, the mucus 
makes it very hard to digest food and absorb nutrients.

 
Eisenmenger’s Syndrome 
This rare syndrome begins with an inherited heart defect 
(usually a hole in the wall between the two sides of 
the heart), which allows the blood to flow through the 
heart in the wrong direction. The blood flows backs up 
into the lungs where it damages the blood vessels that 
supply the lungs, and causes a high pressure to build up 
in these vessels. This high pressure is called pulmonary 
hypertension. Heart failure develops as a result of the 
pulmonary hypertension
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Emphysema 
The air sacs or alveoli in the lungs become damaged and 
over-stretched. Emphysema is mostly caused by smok-
ing, but some people develop it because of an inherited 
disease called Alpha-1 Antitrypsin Deficiency.

 
Hereditary Hemorrhagic Telangiectasia (HHT) 
Hereditary hemorrhagic telangiectasia (HHT), also 
known as Osler-Weber-Rendu disease and Osler-Weber-
Rendu syndrome, is a genetic disorder that leads to 
abnormal blood vessel formation in the skin, mucous 
membranes, and often in organs such as the lungs, liver 
and brain. 

 
Interstitial lung disease (ILD) 
Interstitial lung disease (ILD) is also known as diffuse 
parenchymal lung disease (DPLD). It refers to a group of 
lung diseases affecting the interstitium (the tissue and 
space around the air sacs of the lungs). The term ILD 
is used to distinguish these diseases from obstructive 
airways diseases.

 
Lymphangioleiomyomatosis (LAM) 
Lymphangioleiomyomatosis (LAM) is a rare lung dis-
ease that was first described in the medical literature 
by von Stossel in 1937. The disease is characterized by 
an unusual type of muscle cell that invades the tissue 
of the lungs, including the airways, and blood and lymph 
vessels. Over time, these muscle cells form into bundles 
and grow into the walls of the airways and blood and 
lymph vessels, causing them to become obstructed. 

Localized pulmonary Langerhans cell histiocy-
tosis (LCH) 
Localized pulmonary Langerhans cell histiocytosis (LCH) 
(also termed pulmonary eosinophilic granuloma [EG]) is 
a rare pulmonary disease that occurs predominantly in 
young adults. The precise incidence and prevalence of 
pulmonary LCH are unknown, although studies of lung 
biopsy specimens from patients with interstitial lung dis-
ease identified pulmonary LCH in only 5%. Langerhans 
cell histiocytosis (LCH) describes a group of syndromes 
that share the common pathologic feature of infiltration 
of involved tissues by Langerhans cells

Pulmonary Fibrosis 
Pulmonary fibrosis is a lung condition where the tissue 
between the alveoli or air sacs (called the interstitium) 
becomes inflamed or swollen, which leads to a gradual 
scarring and thickening of this tissue. The scar tissue 
eventually makes it difficult for oxygen to be transferred 
from the alveoli into the blood. Pulmonary fibrosis can 
be caused by other lung diseases, smoking, inhaling 
asbestos or silica dust, and by certain medications. 
Often the cause is not known – this type of pulmonary 
fibrosis is called “idiopathic”.

 
Pulmonary Arterial Hypertension (PAH) 
Pulmonary hypertension is abnormally high blood 
pressure in the arteries of the lungs. It makes the right 
side of the heart need to work harder than normal. When 
the small arteries (blood vessels) of the lung become 
narrowed, they cannot carry as much blood. When this 
happens, pressure builds up. This is called pulmonary 
hypertension. The heart needs to work harder to force 
the blood through the vessels against this pressure. 
Over time, this causes the right side of the heart to 
become larger. Not enough blood flows to the lungs 
to pick up oxygen. At this point, heart failure involves 
the right side of the heart. In many cases the cause is 
unknown. In this case, the condition is called idiopathic 
pulmonary arterial hypertension (IPAH). It used to be 
called primary pulmonary hypertension (PPH). 

 
Sarcoidosis 
Sarcoidosis causes tiny lumps of tissue to form for 
unknown reasons. If a lot of these lumps form in an 
organ of the body, they can affect how that organ works. 
Sarcoidosis can occur in almost any part of the body, 
but it usually starts in the lungs and lymph nodes. It 
often affects the skin, eyes, and liver as well.

 
Scleroderma 
Scleroderma is a group of rare, progressive diseases 
that involve the hardening and tightening of the skin and 
connective tissues, the fibers that provide the frame-
work and support for your body. Localized scleroderma 
affects only the skin. Systemic scleroderma also harms 
internal organs, such as the heart, lungs, kidneys and 
digestive tract. Scleroderma can run in families, but in 
most cases it occurs without any known family tendency 
for the disease.
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PLANNING 
CHECKLIST

Support Person or Team
•	 Decide who is the best person, or team of per-

sons, for this support role.

•	 Ask my support person if they can afford to leave 
their job, and for how long.

•	 Tell my support person to see if they qualify for EI

•	 Compassionate Care Benefits

Health Insurance
If I have a plan, check my coverage for:

•	 anti-rejection medications;

•	 other medications;

•	 medical travel expenses;

•	 oxygen (if needed);

•	 micro-spirometer; and other medical equipment.

•	 is coverage valid outside the province/ for how 
long?

•	 what is the co-payment or deductible?

•	 Compassionate Care Benefits

 
If I don’t have a plan:

•	 Can I get one with my “pre-existing” lung 
condition?

•	 Would a plan cover treatments and medications 
for my current lung condition?

•	 What are the premiums and co-payment or 
deductible?

Travel and Accommodation 
Costs
More information about finding an apartment and other 
costs will be provided by the transplant program social 
worker during the assessment week.

•	 Add up the costs to travel between New 
Brunswick and the transplant centre:

•	 initial assessment week

•	 moving to go on waiting list

•	 regular check-ups (several during your first 
year, every 6 months in your second, and 
annually after that)

•	  Add up the costs for accommodations for:

•	 the initial assessment (one week of tests)

•	 2-3 days for each checkup after transplant

•	 apartment rental while on wait list (time 
unknown)

•	 first and last month’s rent or deposit may 
be required (do I have to sign a lease?)

•	 Add up the approximate costs for phone, cable, 
electricity (there may be others), including the 
initial hook-up fees.

•	 Add up the approximate costs for food and other 
living expenses per month while living away from 
New Brunswick.

•	 Decide how close I want to be to the hospital, and 
the best way to get to and from the hospital is by 
car or taxi, or walking (if living close by).
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Funding for Expenses
•	 Write down all sources of income and savings or 

investments I have.

•	 Am I eligible for benefits under:

•	 The New Brunswick Prescription Drug 
Program

•	 NB Family and Community Services

•	 Federal government programs

•	 Can I get disability benefits through:

•	 The Canada Pension Plan

•	 My union

•	 Other government programs

•	 Decide if I need to sell my house, down-
size, or move in with family

•	 Discuss all my options for funding with:

•	 Accountant

•	 Lawyer

•	 Real estate professional

•	 Banking representative   

•	  Look into redeeming loyalty reward points (if 
available).

•	 Think about having a fundraising event (ask ser-
vice club or church to help).

 
Tax Issues

•	 Discuss my tax situation with an accountant or 
tax advisor.

•	 Keep receipts for renovations or equipment 
needed because of any disability.

•	 Keep a log of mileage and expenses for travel 
necessary to get medical care.

•	 Keep receipts for any expenses I pay for that are 
related to transplant.

•	 Find out about the disability tax credit.

Legal Issues
•	 Make a Power of Attorney / Power of Attorney for 

Personal Care.

•	 Make a Will (if not already done).

•	 Discuss any options and concerns with a lawyer.

 
End of Life Decisions

•	 Decide what life support measures I want or do 
not want.

•	 Decide if I want cardio-pulmonary resuscitation 
(CPR) if my heart or breathing stops.

•	 Discuss my wishes with family and the person 
holding the Power of Attorney for Personal Care.

 
Other Health Concerns

•	 Discuss any concerns or questions I have with 
family doctor, respirologist, and/or members of 
the transplant team.

•	 Write down my questions before any appoint-
ments to make it to remember them.

•	 Have a dental check-up and get any needed den-
tal work done

•	 Ask the doctor if I need to lose weight.

•	 If I use home oxygen – contact my supplier to 
arrange for set-up in apartment outside New 
Brunswick and during travel.

•	 Bring 2 or 3 months’ worth of prescription med-
ications when I move close to the transplant 
centre.

•	 Decide if I want to speak to someone who has 
already had a lung transplant (contact NB Lung)
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RESOURCES
Lung Transplant Centres in Canada

Montreal, Quebec

Toronto, Ontario

Winnipeg, Manitoba

Edmonton, Alberta

Vancouver, British 
Columbia

Centre Hospitalier de 
l’Université de Montréal 

Toronto General Hospital

Health Sciences Centre

University of Alberta 
Hospital

Vancouver General 
Hospital

Stollery Children’s 
Hospital - Kaye  
Edmonton Clinic

The BC Transplant 
Society

The Hospital for Sick 
Children

www.chumontreal.
qc.ca/repertoire/
clinique-transplantation

www.uhn.ca/
Transplant/Lung_
Transplant_Program

www.transplant-
manitoba.ca/trans-
plant-program/
lung-transplant-program

www.ualberta.ca/ 
alberta-transplant- 
institute 

www.vch.ca/en/
health-topics/
organ-transplant

www.albertahealthser-
vices.ca/stollery/stoll-
ery.aspx 

www.transplant.bc.ca/
transplant-patients/
organ-transplant/
lung-transplant

www.sickkids.ca/en/
care-services/clinics/
lung-transplant-clinic/

(514)-890-8255

(416)-813-2233

Post transplant:  
(416)-351-0793

Main line: 
(416)-340-3131

Pre Transplant: 
(204)787-2623
 
Post Transplant: 
(204)787-3138

(780)-407-3796

Pre Transplant: 
(604)-875-5182
Post Transplant: 
(604)-875-4088

(780)-407-3796

(604)-877-2240
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Canadian Association of Transplantation  
www.transplant.ca   

Canadian Cystic Fibrosis Foundation 
www.cysticfibrosis.ca    
1-800-378-2233 

Canadian Institute for Health Information   
www.cihi.ca 
1-613-241-5543 

Canadian Lung Association  
www.lung.ca      
1-800-565-5864

 
Canadian Life and Health Insurance 
Association 
www.clhia.ca     
(416)-777-2221 

Canadian MedicAlert™ Foundation  
www.medicalert.ca   
1-800-668-1507  

Canadian Organ Replacement Register (CORR)  
www.cihi.ca/en/
canadian-organ-replacement-register-corr

Hospital for Sick Children Pediatric Multi-
Organ Transplant Program (Toronto) 
www.sickkids.ca/en/care-services/clinics/lung-trans-
plant-clinic/  
(416)-813-2233

 
Living with Pulmonary Hypertension  
www.phacanada.ca/patients

 
NB Lung 
www.nblung.ca    
www.facebook.com/groups/
LungTransplantSupportGroupNB/ 
(506)-455-8961 
1-800-565-5864

New Brunswick Organ and Tissue Donation  
www2.gnb.ca/content/gnb/en/departments/health/
Hospital-Services/content/organ_donation.html 
1-888-553-6667

New Brunswick Pulmonary Hypertension 
Society  
www.nbphs.org    
(506) 832-7618  

 
Canadian Pulmonary Fibrosis Foundation 
www.canadianpulmonaryfibrosis.ca

 
Transplant Québec 
www.transplantquebec.ca/en 

Toronto General Hospital 
www.uhn.ca/Transplant/Lung_Transplant_Program 
(416) 340-3111 
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