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ALL ABOUT HEART TRANSPLANTS

Having a heart transplant can help you to live a longer and better life. Life will be different after your transplant. You will have to work hard to take care of your new heart. If you take your medications every day and listen to what the transplant team tell you, there is a good chance that you will live longer and feel better.

What things happen before a heart transplant?

There are four steps in getting a heart transplant. Each step is explained below.

1.
How to tell if a heart transplant is really what you need – we call it “Assessment”

A heart transplant is a risky operation and not the right thing for everyone.  In order to figure out if it is right for you, you will have lots of tests done and you will be seen by different people in the medical team. If the medical team thinks you should have a transplant, you will get information that will help you decide whether you want to go ahead with the transplant.

2.
Waiting for the Transplant

If everyone on the team thinks that a heart transplant is what you need, your name goes on a waiting list.  Waiting for a transplant can be as short as one day or as long as two years or more.  Normally people wait between six and twelve months. It all depends on when we find a good heart and how sick you are compared to other patients waiting.

3.
Getting the Transplant

When a heart has been found that matches with your body type, we will help you to come to the hospital for the operation.

4.
After the Transplant

If you don’t live in Vancouver, you will need to live close to the hospital for the first few months after the operation. That’s because you have to come to the clinic a few times a week for a while and we need to keep a very close eye on you.  Someone in your family needs to stay with you all the time.  If you don’t have any family in town, we can help you work out where you can stay.

After a few months you will come to the clinic less and the doctors might let you go home to your own town for a while.

You need to do a couple of things to make sure you live a long time and stay in good shape.  First, you have to take your pills the way the doctors ask you to for the rest of your life.  If you stop taking them you will die.  Second, you need to tell us right away if you feel sick.  If you keep it to yourself and don’t tell anyone, you might die too.  So you can see, a transplant is a serious thing and doesn’t mean that all your problems will be over.  Read the rest of this book to get more information.

What exactly is a heart transplant?

A heart transplant is a big operation where the transplant doctor (surgeon) takes out your old, sick heart and puts a new, healthy heart in its place.

Where do new hearts come from?

The new hearts come from people who have died.  These people are called “organ donors”.  Organ donor hearts come from people who have been in a bad accident or who have had a disease like a big stroke (brain bleeding).  Organ donors have to be “brain dead”.  That means that their brain isn’t working any more and will never work again.  We can’t use their heart for you unless we’re sure about this.  The family of the dead person has to give the go ahead for us to use the heart first.

Can I thank the family for the new heart?

We can’t tell you things about the person who donated your heart.  It’s against the law. This means that you won’t know who the person was.
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You or your family can write a special letter saying thank you to the person’s family.  Talk to the transplant medical team about this if you want to write and they can help you.

Waiting for the new heart

When a heart can be used, the doctors check the list to find the best match and the sickest person.  That person is the one that gets the heart.
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It’s really hard waiting for a transplant.  People feel sick and they feel very worried. There is a psychologist and social worker on the team who can help with the worried feelings.

How do you call me if you find a heart?

We can find a heart at any time of the day or night, we don’t know when. You will carry a pager or ”beeper” when you are on the waiting list. When it rings you need to call back right away. The person you talk to will tell you what to do.  Sometimes when the beeper rings, it will be a test to make sure that it is working properly and you know what to do.
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When you get the call, the transplant nurse will tell you to come to the hospital. You have to stop eating and drinking after you get the call.  They’ll tell you what you need to do when they get in touch with you.

When you get to the hospital

When you get to the hospital, the doctors and nurses will ask you some questions and do some blood work and other tests.

When the new heart is ready, you will be taken to the operating room.  After the operation, the doctor will talk to your family.

You will have several tubes put into your veins (IVs) before the operation. Sometimes, before your operation, the doctors notice that the new heart won’t work properly and they decide to cancel your operation. This doesn’t happen very often but if it happens to you, it does not mean that you will not get another chance.  You go home and wait again.  We want to give you the best possible heart.

You must keep in mind the following important points if the transplant is cancelled: 

· If you have an implantable defibrillator in place, you will need to wait until it is turned back on, before going home. This usually occurs during daylight hours.

· If you are on Coumadin (or warfarin) you will need to wait for instructions about the dose and extra bloodwork. This is because you may have received drugs to reverse the blood-thinning effects of Coumadin.

Once the surgeons have decided that the donor heart is a good match for you, you will be given medicine that will put you in a deep sleep. During the transplant surgery, your old heart is removed and replaced with the donor heart.

The heart transplant operation
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The transplant operation will take about 4 – 6 hours depending on how you are doing. The operation involves making a cut down your breastbone. 

The surgeon takes out your old heart and your new heart is stitched into place.

You can get more information about the actual operation if you ask the transplant medical team.

After the Operation

After the operation, you will be taken to a special heart unit (CSICU) to wake up. When you first wake up, you will hear voices and the sounds of medical machines around you. For a few hours you will be very drowsy. You will also notice lots of tubes attached to you.

Tubes 

Breathing tube – You will have a tube in your mouth running down into your windpipe. This tube is about the width of your little finger. The tube will be connected to a machine to help you breathe until you completely wake up.

You won’t be able to speak until it is removed. The nurses ask you questions so that you can nod or shake your head instead of trying to talk.  Don’t be scared, the tube is usually removed in a day or two, depending on how you are doing.

Drainage tubes – During the operation, other tubes are put in to take away any fluid from around the operation. These tubes will be taken out within one or two days.

Urinary catheter – This small tube is so that you don’t need to pee while you are sleeping.  It will come out when you can pee yourself.

Intravenous lines – Intravenous lines (or IV lines) in your neck and arms will help the doctors and nurses to give you drugs and fluids until you are awake enough to swallow properly.

After a couple of days

For the first day or two, you won’t be able to eat or drink.

While you are in the cardiac surgical intensive care unit (CSICU), the nurse assigned to you will look after you only. You will be given medications for pain to make sure that you do not have any pain.
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Mostly, people stay in the CSICU for two to four days.  This can sometimes be longer if you are recovering more slowly.

Transfer to the Transplant Ward

Once you have recovered from your operation, usually within a few days, you will be moved to the transplant ward (5A).

You will learn about your new pills, what to look for when you get out of hospital and how to look after yourself at home.

Most people stay on the transplant ward for 7 – 10 days.

At the back of this manual is a sheet that summarizes what you can expect during your recovery.

What is rejection?

Rejection is something that can happen to people who’ve had a transplant. It is caused by the body’s immune system. Your immune system contains the body's defenses – sort of like an army that fights infection and disease. Rejection occurs because the immune system sees the transplanted heart as not quite the same as the rest of you and so thinks it’s doing the right thing by trying to get rid of it. If we didn’t do anything about it, the new heart would eventually stop working.
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To try to stop your immune system from rejecting your new heart, you will have to take a few different drugs.  These drugs are called anti-rejection drugs (the medical word for them is “immunosuppressants”)

The anti rejection drugs will keep you alive. Remember, you have to take the anti-rejection medications for the rest of your life.
The most commonly used drugs are cyclosporine (Neoral®), mycophenolate mofetil(Cellcept®), and prednisone. Sometimes other drugs are used.  One thing you’ll notice is that they all have two different names:  a brand name and a chemical name.  The medical team will teach you about them.  Each drug works in a slightly different way and has different side effects.

After your transplant, the nurses and the pharmacist will teach you about your new pills and how to take them. At first, nurses will give the medications. Then slowly, as you learn more, they will start to let you take them yourself.

Cyclosporine or Neoral® 

To work properly, this drug must stay at a certain level in your blood. If the level is too low, you might get rejection. If the level is too high, your kidneys or liver may be damaged. The doctors measure this level all the time by blood tests.  Take exactly the dose that the medical team tells you.

You can’t drink grapefruit juice any more as it tends to make these drugs not work properly.

Cyclosporine can react with many other drugs. Make sure your doctor, dentist, and pharmacist know all medications you are taking, including anything you buy off the shelf, such as herbal or home remedies. Taking a new drug may affect the way cyclosporine works for you.

Mycophenolate Mofetil (Cellcept®)

Mycophenolate is used with cyclosporine (Neoral®) and prednisone to stop rejection of the new heart.

Mycophenolate is usually taken in the morning and evening. Swallow the capsules whole. If stomach upset occurs, mycophenolate may be taken with food. You should wash your hands after touching the medication.

Mycophenolate can react with many other drugs. Make sure your doctor, dentist, and pharmacist know all medications you are taking, including anything you buy off the shelf, such as antacids, herbal or home remedies. Taking a new drug may affect the way cyclosporine works for you.

You should not get pregnant or father a child if you’re on mycophenolate. If you are planning a family, talk to the transplant doctor first. If not, you should use some form of contraception.

Prednisone

Prednisone is an anti-rejection drug. Sometimes it’s called steroids.  This isn’t the kind of illegal steroids that some athletes take.

Taking Anti-rejection Drugs

It is important to take your pills at the same times each day so that you keep steady levels of the drugs in your blood. For the pills to work properly, you have to take them exactly as the transplant doctor asks you to.

If you miss a dose, phone the transplant nurse and ask him or her what to do.

Never change the dose of your drugs or stop taking them unless asked to by the transplant doctors. If you do, you might die.

Before taking any new drugs, always ask your doctor or pharmacist to check with a doctor in the transplant unit
How can I tell if I get rejection?

It’s really important for you to remember what you might feel like if you get rejection.  The sooner you tell the transplant medical team you feel sick, the better the chances that they can help make you feel better.

You might not feel any different if you get rejection, so we do a biopsy test quite often at first to make sure your heart is settling in. Sometimes you do feel sick with rejection and so we want you to watch out for any of the following warning signs:

· feeling like you did before you got a heart transplant

· low energy level

· feel out of breath when you walk

· putting on weight of one kilogram (2 pounds) per day, or more, sometimes with swelling of the ankles – so keep weighing yourself every morning

· feeling your heart thumping in your chest

· low blood pressure

If you get any of these, report it to the transplant team immediately – we’ll give you a list of phone numbers before you get out of hospital after the transplant.

Heart Biopsies
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The best way of finding rejection is with a heart biopsy. The heart biopsy takes about 10 to 15 minutes and is a pretty safe and relatively painless test.

The heart biopsy is done in the Xray room and some freezing is injected into your neck so there is usually not much pain—just some pressure.  A small tube is threaded into a vein and tiny samples of the new heart are taken.  The doctor looks at them under the microscope and can tell if you have rejection or not.

You will have a heart biopsy once a week for the first few weeks, then once a month for the next five to six months. After the first year, no more heart biopsies are done unless you get sick.

Complications from heart biopsies are rare. The pieces taken from your heart are tiny. However, if you notice any chest pain, shortness of breath, or heart palpitations, report it to the transplant team immediately.

Treatment of Rejection


When rejection is detected, it needs be treated with drugs. The doctors will tell you what to do if it happens.

Infections

After your transplant, you will have a higher than normal chance of getting infections. This is because of the anti-rejection drugs weakening your immune system.

The key to fighting an infection is to let us know if you feel sick so that we can treat it quickly.

Preventing Infection
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The best way to not get an infection is stay away from people who have them. 

It is not possible to move out of your house if someone who lives there has a cold, so avoiding them means:

· Do not kiss a person with a cold or get very close.  If your partner has a cold, you may have to sleep separately until the coughing/sneezing stops

· Encourage the person with a cold to cover their nose and mouth with a Kleenex or handkerchief when coughing or sneezing

· Where possible do not visit with people who have a cold

You may not be able to stop all infections, but you can lower the risk by washing your hands regularly. Also should try to avoid:

· crowded, stuffy, smoke-filled rooms (always)

· buses and trains etc, especially at rush hours (for the first 3 –6 months)

· public swimming pools (for the first 3-6 months)

· public whirlpools (always)

· activities that may cause you to inhale dusts – wear a dust mask when using a sander, gardening in dry, dusty conditions or any other very dusty activity

· having birds as pets – do not clean their cages

· having fish as pets – do not clean their tanks

· changing cat litter

You will be on a number of drugs called antibiotics to prevent infections. The transplant medical team will tell you about these after your transplant.

You must always tell the dentist you’ve had a transplant before they work on your teeth.  This is important.

Signs of Infection

It is important to report any symptoms immediately to your transplant team.

Symptoms of infections can be:

· a fever above 37.5o C (99o F); if your temperature is high, take it a second time in one hour, before calling

· coughing up green or yellowish spit, or a dry cough

· a burning or stinging sensation when you pee, or a pink tinge to your pee

· sores anywhere on the body, including cold sores

· any redness, swelling, discharge, or pain around your incision, or around any cut or scrape

· nausea, vomiting, diarrhea

· pain in the stomach

· neck stiffness accompanied by headache

Remember, if you have any of these symptoms, report them to the transplant team immediately.

Treatment of Infection

Just as with rejection, if you feel sick tell the transplant medical team straight away.

Cancer

Because of the anti-rejection drugs, you will be at risk of getting skin cancer (and some other types too).  Any new skin spot or change to a mole should be shown to the doctor or transplant clinic nurse. You should ask your GP to refer you to a dermatologist when you are settled back home. You should see them at least once a year for the rest of your life.
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Looking after yourself when you go home

Monitoring Your Own Health

The nurses will show you how to take your blood pressure, pulse, and temperature so that you can keep an eye on your health. . You will also be taught what to look for to find heart rejection and infection.

Taking Your Own Medications

You must take all your medications exactly as the doctor orders for the new heart to work well.  If you don’t know why you are taking something – ask the doctor or nurse.

Once you learn the drugs and why you are on them, it will begin to get a little clearer.

After you  leave the hospital, you must visit the Transplant Clinic twice a week for the first few weeks. After a while, you may only need to visit every six months.

How often you go to the clinics will depend on how well you are doing. Your clinic visits may include:

· bloodwork

· heart biopsies

· a visit with the clinic nurse

· an examination by the transplant doctor

· an appointment/workout with the physiotherapist in the Healthy Heart Program

· meetings with other transplant team members

Once you get out of hospital

The heart transplant clinic nurse will keep track of your test results and will call you when needed.  You should have an answering machine so that messages can be left if you are out.

You will need to have someone stay with you for the first month at least after the transplant. You should not stay on your own – it is dangerous.

The heart transplant clinic nurse will let you know how to get the pills you need when you get out of hospital.

Dental care –Visit your dentist every six months for an examination and cleaning. Make sure your dentist knows that you are a transplant patient and are taking anti-rejection drugs. Before any dental work, including cleaning, you may need to take antibiotics to prevent possible infections. 

Skin Care – Skin cancers are very common after heart transplant.  Protect your skin by wearing loose fitting clothing or applying SPF 30 or higher sunblock.  Ask your GP to refer you to a dermatologist and see them at least once a year.

Immunizations – Make sure you have a tetanus shot every ten years. You were given one prior to your transplant. Check with the transplant clinic before getting any other shots.

Flu shots are highly recommended. Contact your transplant clinic for more information.

Do not smoke – Smoking is bad for anyone's health, but is especially bad for people who have had a heart transplant.  If you like to drink alcohol, you should talk to the transplant doctor before starting again as it can cause your drugs to not work properly.

Diet – You have to eat a healthy diet.  You’ll get lots of information about this.
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Sex

It is fine to have sex after the transplant.  They say sex takes about as much energy as climbing two flights of stairs. The main thing to remember is that for six weeks after the transplant, you should be careful and not put too much pressure on your chest.

Impotence is a common problem for men both before and after transplantation. There are a number of treatments available to help. Talk about this with the transplant doctor.

Call if you’re worried

Call the transplant clinic for any worries about your transplant or anti-rejection drugs. The transplant team is particularly interested in symptoms of rejection or infection, so you should let them know straight away if you feel sick.

Frequently asked Questions

How long will I have to wait for my transplant?

There is no way of knowing.  .  The average time to wait is around 6-12 months.

What happens if I get rejection? Will I die?

Many transplant patients have one or more bouts of rejection.  Many people don’t feel any different, but some people do feel unwell.

Can I have pets?

Yes.  They should be kept clean and excess hair groomed.  Birds are not recommended as they can carry certain infections that can cause problems in transplant patients.  Do not clean fish tanks or litter trays.  Do not let animals lick your face.

What can I do to prevent getting an infection?

Use common sense.  This means to bathe regularly, take care of your teeth and gums, and visit the dentist regularly.  Keep your house and living area clean.  Avoid people with colds or infections.

Avoid dusts and moulds, wet-down substances like soils or potting mix to lower the risk of inhaling dust.  Damp dust your house.

You will always have an increased risk of getting an infection.  It is your job to make sure you see the doctor quickly if you develop signs of an infection.

I have heard that I can get diabetes after my transplant, is this true?

Yes.  Some transplant patients develop diabetes after transplant.  This is a side-effect of some of the anti-rejection drugs.  If you are prone to diabetes, you will be more likely to have it afterwards.  Sometimes this is temporary and improves and sometimes it is permanent.  The transplant team and diabetes specialist will discuss this with you in more detail if you develop this problem.  The dietitian will also discuss your diet with you.

When can I go back to work?

At around 3 months after your transplant, depending on your progress.  This should be discussed with the transplant doctor.  As a general rule, we encourage people to resume a normal life as soon as they are well enough.

Should I have a flu injection each year?

Yes.  If you are considering any other vaccination, check with the transplant team first.

I have always tanned easily.  Does that mean that I can continue to do so after the transplant?

No.  The anti-rejection drugs can make you more prone to cancers, especially skin cancers.  It is extremely important that you protect your skin from the sun and always wear SPF 30 sun block or cover exposed skin when outside.  You need to make sure your skin is checked at least once a year by a dermatologist.

Glossary

Active waiting list – list of names of persons who are waiting for a donor organ.

Angina – heart or chest pain caused by not enough blood to the heart.

Anti-hypertensive – drugs to lower high blood pressure.

Anti-rejection medication – drugs, such as cyclosporine, mycophenolate and prednisone, which work to prevent the body from rejecting a transplanted organ.  Also called immunosuppressants.

Aorta – the main blood vessel of the body.

Bacteria – also known as germs, these tiny creatures are responsible for certain types of infections.

Biopsy (heart) – taking samples of small pieces of the new heart to test for rejection.

Blood pressure – measure of the pressure inside the blood vessels. Your doctor or nurse will tell you what your ideal blood pressure should be.

Brain death – a case where someone’s brain is no longer working because of a stroke or accident.  A person must be brain-dead to donate their heart for a transplant.

Cholesterol – a form of fat, found in foods such as meat, fish, poultry, eggs, and dairy products.

Coronary angiogram – an test of the heart and blood vessels around it using a dye to assess the heart's functioning.

Cyclosporine – anti-rejection drug.  Also called Neoral®.

Dry-run – term used to describe when a planned transplant is cancelled at the last moment because the donor heart has been found to be unsuitable.

Electrocardiogram (ECG) – the monitoring and graphing of electrical activity in the heart.

Endotracheal tube – tube placed in the mouth and running down the windpipe. May then be connected to a breathing machine or “ventilator” to help the person breathe with a minimum of effort.

Heart catheterization – insertion of a fine tube or catheter through the blood vessels leading into the heart to measure the blood pressure inside the heart and lungs.  Sometimes called a Right Heart Catheter.

Heart monitor – machine which monitors heart rate and rhythm.

Heart-lung machine – machine takes over for your heart and lungs during the transplant operation.

Hypertension – high blood pressure.

Immune system – the body's natural defense system against infection and disease. If nothing were done to stop the immune system, it would eventually destroy or reject the transplanted heart.

Immunosuppressants – anti-rejection drugs that work by slowing down the immune system.

Intravenous lines – tubes inserted into the veins with a needle to allow easy access to the blood system for administering fluids and drugs.

Mycophenolate mofetil – anti-rejection drug. Used with cyclosporine or tacrolimus and steroids to prevent or treat rejection.  Also known as Cellcept®.
Nasogastric tube – tube entering the stomach through the nose. Removes gas and fluid from stomach to help prevent nausea and vomiting.  Used immediately after the surgery.

Nausea – feeling of sickness in the stomach - as though you will vomit.

Palpitations – when you can feel your heart beating at a faster or irregular rhythm.

Prednisone – anti-rejection drug. Steroid similar to the one the body produces normally.

Pulmonary arteries – blood vessels which carry blood from the right ventricle of the heart to the lungs.

Rejection – the recognition by the immune system that the transplanted organ is not its own. Usually a temporary, reversible event.

Simulect – an anti-rejection drug that is given to you via an intravenous line on the day of your surgery and 4 days after to try to lower the chances of getting rejection.

Sputum – saliva and mucus from the respiratory tract.

Steroid – type of medication used to help prevent and treat rejection.  Also called prednisone.  This drug is different to the steroids taken by athletes who want to build their strength.

Tacrolimus – anti-rejection drug. Used with steroids and/or azathioprine to prevent or treat rejection.
Transplant coronary artery disease – also known as chronic rejection - a narrowing of the vessels of the heart related to the immune system. The transplant team will screen you regularly for this problem.

Virus – microscopic organism responsible for certain types of infections.

