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Introduction

Welcome to Hartford Hospital’s Heart Transplant Program. More than 400 heart
transplants have been performed at our center since the first adult heart transplant
was performed at Hartford in 1984. There are recipients of the program who have now
lived over 25 years with their new heart. After transplantation we remain committed
to our patients throughout their lifetime offering support, education, and medical
assistance related to their transplant.

Making the decision to pursue heart transplant is a lifelong commitment.

This manual has been designed as a resource for you, a potential heart transplant
candidate, and your loved ones. It is important that you read through this manual to
help guide your decision for heart transplant and get to know the entire transplant
process. After the evaluation is complete, we will make a decision about your
candidacy for heart transplant. In addition, your doctor and the transplant team will
provide medical knowledge and guidance to help you decide if transplant is the right
choice for you.

The transplant team realizes that this is a difficult time for you and your loved ones.
We are certain there will be questions and concerns. Our goal is to continue to provide
support throughout the entire process. We encourage you to speak with any member
of our transplant team regarding any questions or concerns you may have. Please
keep this binder with you and review periodically as this will be a resource to you both
before and after transplant.



What is heart failure?

Over 5 million Americans are living with heart failure. Normally, the heart pumps blood
and oxygen to your organs so your body functions properly. With heart failure, the heart
muscle becomes weak and cannot keep up with the body’s needs to pump out blood.
When this happens, fluid builds up in the lungs or other parts of the body.

Signs of Heart Failure
m Shortness of breath
Feeling tired

Swelling in the feet/ankles/legs

Weight gain

Loss of appetite/upset stomach

The future outcome of your heart failure depends on the cause and how severe it is. You
are a part of a team of doctors, nurses and other professionals. Your ability to commit
to your care plan and attend appointments recommended by your cardiologist may also
help your heart get better.

Generally, potential heart transplant recipients are referred to Hartford Hospital for
evaluation for advanced heart failure therapies when their cardiologist finds that their
heart function is getting worse despite changes in lifestyle, diet, and medications. This
evaluation will determine the best treatment for your condition, which may be

a transplant.
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The heart transplant evaluation

The heart transplant evaluation is a complete work-up of your health and lifestyle

to determine if heart transplant may be a good option for you at this time. If you are
admitted as a patient to the hospital, we may start your evaluation while you are here.
If you are an outpatient at the time of your evaluation, several appointments and tests
will be scheduled to gather all of the information needed.

Our team of people who will be evaluating you includes:

m Transplant Cardiologist - to look at the degree of your heart disease and to see
if transplant is a possible treatment option for you, and to care for you after heart
transplant

m Transplant Coordinators (nurses and/or advanced practice nurses) - to collect and
review information on your overall physical health and information from other
specialists who evaluate you. They provide you with continued education and will
help follow your medical care after transplant

m Transplant Pyschosocial Team (Social Workers, Psychologists, Psychiatrists) -
to assess your mental health and your well-being, support structure, and to find
any concerns in these areas before transplant

m Transplant Dietitian - to review your current nutrition status and to help you to
eat a diet that is healthy and safe after transplant

m Transplant Pharmacist - to review your current medications, to help you learn
about your transplant medications, and to check for drug-drug interactions

m Transplant Financial Coordinator - to review your current insurance coverage for
heart transplant evaluation, surgery, and medications and to help connect you with
other resources, if needed, to help cover the cost of transplant.

ANYTIME YOU CONSIDER A CHANGE IN YOUR INSURANCE COVERAGE, YOU MUST
NOTIFY A MEMBER OF THE TRANSPLANT TEAM, PERFERABLY THE FINANCIAL
COORDINATOR OR NURSE COORDINATOR.

m Dentist - to review the health of your mouth and see if there are any issues or
infections in the mouth that need to be treated before transplant surgery

m Transplant Infectious Diseases Doctor - to review your lab results and vaccination
records and see if you need any further vaccinations before transplant, and to find
any possible infection risks that could become a problem during or after transplant

m Transplant Surgeon - to review information about the surgery and heart donor and
to perform the operation



Remember that YOU are the most important member of the transplant team! All of
the other team members are working alongside you to evaluate the different areas of
your health and lifestyle to see if heart transplant is the best option for you.

Your transplant evaluation will be tailored to meet your needs. For your convenience,
we can try to schedule several appointments and tests on the same day. However, so
not to duplicate testing we will need your help obtaining your health records. Your
medical history, vaccine history, and recent testing can be obtained from your primary
care physician, dentist, and any other doctors that you may have.

Pre heart transplant diagnostic testing may be done in the outpatient or inpatient
setting as determined by the transplant team. Some of the tests may include (but are
not limited to):

m Right Heart Catheterization and/or Cardiopulmonary Stress Test - to determine
the degree of your heart failure

m Lab Tests - to evaluate the health of your body and organs as well as your blood
type which will help us find a good heart match for you

m Mammogram/ PAP smear - for women, mammograms if over age 40 or with family
history of breast cancer

m Colonoscopy/Endoscopy - if over age 50 but may be sooner if family history of
colon cancer to detect colon cancer or polyps, ulcers or other digestion problems

Bone Density Scan - to check your bone health
Vascular Studies - to evaluate the blood flow of your arms, legs, and neck arteries

Chest X-Ray - to evaluate the bones and other parts of your chest

Chest CT (CAT scan) - may also be needed, especially if you had heart surgery in
the past

Pulmonary Function Tests - to evaluate the health of your lungs

Other testing or procedures — will be ordered as needed



The transplant program has a team meeting to discuss your case with all of the
specialists after your evaluation is complete before deciding to put you on the heart
transplant wait list. You will be notified of the team’s decision and you will receive

a letter through the mail reflecting this decision. If there are big changes in your
condition and/or situation, for example, your health worsens or you lose/change your
insurance your status on the heart transplant wait list will be discussed by the heart
transplant team. You will be updated with any changes to your status.

Almost therel

The heart transplant evaluation can be an overwhelming process. We encourage you
to keep close communication with your transplant coordinators so they can help
you make sure your evaluation goes smoothly and gets done quickly. The sooner the
evaluation is complete the sooner we can make a decision regarding your candidacy.
Time is important.

Advanced directive

An advance directive is a legal document through which you may provide your
directions or express your preferences concerning your medical care and/or to appoint
someone to act on your behalf. Providers and others use advanced directives when
you are unable to make or communicate your decisions about your medical treatment.

Advance directives are prepared before any condition or circumstance occurs that
causes you to be unable to actively make a decision about your medical care.

In Connecticut, there are two types of advance directives:
1. The living will
2. The appointment of a health care representative

If you have additional questions about advance directives, contact your transplant
social worker.

The UNOS waitlist

The heart transplant wait list is maintained by UNOS (the United Network for Organ
Sharing), an organization that manages the nation’s organ transplant database. The
wait list is a computer database that contains medical information on every person
who is waiting for any type of organ transplant in the United States and Puerto Rico.
UNOS is also in charge of tracking donor organ offers based on different factors such
as waiting time, degree of illness, blood type, body size, and geographic location.

Your waiting time on the list depends on many factors. The transplant cardiologists,
surgeons, and coordinators review heart “offers” to match the donor organ with the
appropriate heart transplant candidate. When listed for a heart transplant you will be
assigned a “status” on the wait list based on severity (on a scale of how sick your heart
is) of your heart failure. Your status may change if your heart failure severity changes.



UNOS heart transplant waitlist statuses

m Status 1: Specific Mechanical Circulatory Support Devices (MCSD), such as VA-
ECMO, Non-dischargeable BiVAD. Candidates at this status are hospitalized and are
the most critically ill.

m Status 2: IntraAortic Balloon Pump (IABP); Sustained ventricular tachycardia
(VT) or ventricular fibrillation (VF); Dischargeable BiVAD/TAH/RVAD; MCSD
with malfunction; Percutaneous endovascular MCSD. These candidates are also
hospitalized and may be critically ill.

m Status 3: Dischargeable LVAD for 30 days; MCSD with complication; IV inotrope
infusion with hemodynamic monitoring. Most candidates at this status are
hospitalized, and may be critically ill.

m Status 4: [V inotrope without hemodynamic monitoring; LVAD; angina symptoms;
Re-transplant. Candidates at this status are usually at home and stable.

m Status 5: Dual-organ transplant. Candidates at this status are usually at home
and stable.

m Status 6: Remaining ACTIVE candidates who do not meet any of the criteria listed
above. Candidates at this status are usually at home and stable.

m Status 7: INACTIVE candidates — may be listed inactive for various reasons.

Donor organ options
HEPATITIS C

Hepatitis C (HCV) is an infection caused by the hepatitis C Virus which infects the liver.
An estimated 2.7-3.9 million people in the United States have hepatitis C. HCV may

be spread from one person to another through contact with the blood of an infected
person. When not treated, this virus can lead to liver failure, liver cancer or death.

You may consider consenting to receive a heart transplant from a donor who has
had exposure to Hepatitis C. If the donor DOES have active virus in the bloodstream,
referred to as Nucleic Acid Amplification Testing (NAT) positive, then there is a very
high likelihood that you will develop HCV infection. If the donor has been exposed to
hepatitis C at some time during their past but DOES NOT have active virus, referred
to as NAT negative, it is unlikely that you will develop HCV infection. The long term
outcomes using hepatitis C-exposed donors at the current time remain uncertain.

There are several medications available to treat hepatitis C. These medications are
taken by mouth and should be taken on a daily basis for up to 24 weeks. When taken
correctly, these medications have cure rates of 97-100% based on currently available
data. The heart transplant team will monitor your blood work and collaborate with

a liver doctor to discuss your potential need for HCV treatment. We will work with
your insurance company to obtain coverage for the drugs needed to treat your HCV
infection.



You should take measures to ensure your caregivers are not exposed to HCV.
Caregivers should wear gloves any time they are exposed to your blood, including
when administering insulin or checking your blood sugar. Do not share razors or
toothbrushes with anyone. You should not engage in unprotected sex.

(ALWAYS USE A CONDOM)

If you choose not to accept a hepatitis C-exposed donor, it will not affect your
status on the transplant list in any way. We will continue to consider non-hepatitis
C-exposed donor offers for you, and your care will not be affected in any way.

Additional information: http://www.cdc.gov/hepatitis/hcv/cfaq.htm#cFAQ62

HEPATITIS B

Hepatitis B is an infection of the liver caused by the hepatitis B virus (HBV). It can be
spread from one person to another through contact with blood or other bodily fluids.
Chronic HBV can cause liver failure, liver cancer, or death. The best way to prevent
HBV is to be vaccinated.

You may consider accepting a heart from a donor who has HBV. Our team may require
additional blood tests after transplant and extra medications to treat or prevent you
from acquiring HBV.

To be listed to receive a hepatitis B positive donor heart, you need to be vaccinated/
immune to HBV. Blood tests may be performed at regular intervals in the pre-
transplant phase to continue to assess for immunization as you await a donor heart.

Public Health Service (PHS) - Risk Criteria

The Public Health Service (2013) has identified risk criteria present for acute
transmission of Human Immunodeficiency Virus (HIV), Hepatitis C (HCV), and
Hepatitis B (HBV). If your donor meets these risk criteria, your transplant team will
discuss this with you in detail at the time of the organ offer. Should you decide to
accept a heart identified with these risk criteria, you will be required to complete
routine blood tests post-transplant to monitor for infectious diseases.

The following is a list of donor behaviors that place a recipient under Public Health
Service risk criteria for transmission of an infectious disease:

m People who have had sex with a person known or suspected to have HIV, HBV, or
HCV infections in the preceding 12 months.

m Men who have sex with other men in the preceding 12 months.

m Women who have had sex with a man with a history of men who have sex with
men in the preceding 12 months.

m People who report non-medical intravenous, intramuscular, or subcutaneous
injection of drugs in the preceding 12 months.

m People who have engaged in sex in exchange for money or drugs in the preceding
12 months.



m People who have had sex with a person who had sex in exchange for money or
drugs in the preceding 12 months.

m People who have had sex with a person who has injected drugs by IV, IM, or SubQ
route for non-medical reasons in the preceding 12 months.

m People who have been in lockup, jail, prison, or a juvenile correctional facility for
more than 72 hours in the preceding 12 months.

m People who have been newly diagnosed with or have been treated for syphilis,
gonorrhea, chlamydia, or genital ulcers in the preceding 12 months.

m People who have been on hemodialysis in the preceding 12 months.
Donors who meet these criteria are at increased risk for HCV infection only.

m A child who is <18 months of age and born to a mother known to be infected with
or at increased risk for HIV, HCV, or HBV.

m A child who has been breastfed within the preceding 12 months and the mother is
known to be infected with, or at increased risk for HIV infection.

m When a deceased potential organ donor’s medical/behavioral history cannot be
obtained or risk factors cannot be determined, the donor should be considered at
increased risk for HIV, HBV, and HCV infection because the donor’s risk is unknown.

m When a deceased potential organ donor’s blood is diluted (because of transfusions
or intravenous fluids), the donor should be considered at increased risk for HIV,
HBV, and HCV infection because the donor’s risk for infection is unknown.

Inpatient stay

Many very sick patients may need to stay in the hospital while they wait for their
heart transplant and are often waiting in the intensive care unit (ICU). Some patients
may require temporary devices or IV medicines to support their heart. Special
considerations are in place while in the ICU for your safety and to provide you with
the best care possible. Your nurse will review with you in more detail when you first
arrive to the unit.

Monitoring:
Monitoring is needed at all times in the ICU setting; many devices need to stay on at

all times. You may have a catheter (a special tube) placed in your heart through a vein
in your neck or chest to monitor your heart.

m Your nurse will use the catheter to get many measurements

m Your blood pressure will be checked regularly

®m  Your heart rhythm will always be monitored by wires on your chest (EKG wires)
O

Your oxygen levels will always be monitored by a device on your finger
(pulse oximeter)



Hygiene:
You may not be able to shower because of the need for constant monitoring and risk
of infection. Bed baths are done every day with special antibiotic cleansing cloths to

decrease infection risk. It is recommended to ask you the inpatient care team about
using self-care products from home such as deodorants and lotions.

While bathing, special care should be taken in the area around the catheter or device.
It is very important that the bandage over the site stays clean, dry, and in good
condition to further decrease your risk for infection. Your nurse will monitor this
closely and change the dressing when needed. Please tell your nurse if you notice
changes in the bandage.

Visitors:

Support from loved ones and visits are beneficial for your frame of mind. For your
safety, there are restrictions on the amount of guests allowed to visit at one time.
Please ask your nurse to review with you the visiting policy.

If you have any electronic devices that you would like to keep with you, the Biomedical
Department needs to check the devices first. This is done for fire safety and to make
sure that no signals from the devices will interfere with any life support tools or
equipment.

Nutrition:

You will be started on a specific diet that often includes low sodium (less than 2
grams) intake and fluid restrictions. Your diet is chosen by your cardiologist to help
decrease your heart failure symptoms. Our dietitians are available to you and have
excellent tips on ways to resist thirst and prepare foods to your liking.

Output monitoring:

As part of your care, everything you take in (eat and drink) and put out including
urine amounts and your bowel movements need to be recorded. This information is
important to your cardiologist to plan your care. It is important that you do not empty
urine or stool containers.

Mobility:

The monitoring wires will limit your mobility or ability to move around. Walking and
other exercises may be possible but you will need assistance to make sure the devices
do not get pulled or damaged. You may work with physical therapists (experts who
help treat pain and weakness by exercise) to make you stronger and prepare you

for surgery.
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Being prepared

It is important while on the wait list and after transplant to maintain your health

and health screenings. Your primary care doctor, OB/GYN (if applicable), primary
cardiologist and dentist are key members to the transplant team. Your transplant
evaluation testing and consults will be updated annually for each year that you are on
the heart transplant waitlist.

While you are waiting for a donor heart it is important that all your doctors send

any office visit notes and testing to the transplant office. While waiting, occasional
blood work will be needed to check for antibodies in your blood that can affect your
transplanted heart. How often the blood work is drawn will depend on your status on
the UNOS wait list and other factors.

During this waiting time it is important to stay as healthy as possible. This includes
following a heart healthy diet and being active on most days of the week as tolerated.
Bone health is extremely important to maintain before your transplant because of

the high doses of steroids used after your transplant to prevent rejection. Steroids
can contribute to weak bones that are at high risk for breaking (osteoporosis). We
recommend that you find a dermatologist — skin checks post-transplant are important
due to the medicines used to prevent rejection. You should use sunscreen with an SPF
greater than 30 regularly on all exposed areas of your body regardless of the season.
Taking steps to keep healthy before your heart transplant will benefit you after you
receive your new organ.

11
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Activation

Please make sure your transplant team has up to date contact information for you so
they can call you if a heart offer becomes available. Depending on your UNOS waitlist
status you may not be allowed to travel. Please discuss all future travel plans with the
transplant team. You may need to arrive at the hospital so that you can be prepared
for surgery within hours of our first phone call to you. You will be instructed to have
nothing to eat or drink to prepare for the transplant surgery.

False alarms occasionally occur. If an offered heart looked “good” at first but after
further evaluation it is deemed not a suitable match then our team will stop preparing
you for surgery and waiting will resume for a better match. It is always your choice to
accept or say no to an offer. Your decision will not affect your status on the waitlist.

The waiting time may be long and requires patience. This time can be used to learn
about medications and lifestyle changes needed after transplant. Use this time to
build healthy habits that will help you in your recovery after heart transplant. Support
is available to you during this time if needed. Keep close communication with your
transplant team.

surgery

About half the patients who undergo heart transplantation have previously
undergone heart surgery. A heart transplant operation has much in common with
other open heart procedures, so those people already have a pretty good idea of
what’s in store. For those who have not had heart surgery before, here’s what'’s
involved in a heart transplant operation.

At some point before you go into surgery, you will be taken into the ICU unless you
were already waiting in the hospital, where you will begin preparing for surgery. If
you are on a blood thinner medicine it will be reversed. A small catheter, like an IV,
will be placed into an artery in your wrist to allow following your blood pressure
continuously, during and after surgery. A special IV may also be placed into a vein in
your neck or under your collarbone, through which a catheter will be passed that, will
help follow pressures and flows inside your heart, during and after the surgery. There
may be some discomfort with these procedures, but we will do everything we can to
keep you comfortable. If you have a defibrillator (an ICD), we will turn that off before
surgery as well.

When the time comes to go to the operating room, your friends and family will be
able to see you off. When you arrive in the operating room, many things will happen
at once. You will meet the operating room nurses, who will ask you some simple
questions to make sure you are who we think you are. EKG wires will be placed on
your chest, and shortly after that, the anesthesiologist will get you off to sleep.

After you are under anesthesia, an echocardiogram probe will be placed through your
mouth and into your stomach which will allow monitoring the function of the new
heart; it will be taken out at the end of the surgery, so you will not be aware it was

there. An incision will be made down the middle of your breast bone, and you will 13



be attached to a machine pump which will fill in for the function of your heart and
lungs while we remove your heart and implant the new heart. When the new heart is
beating, we will let it take over from the machine and continue the job of pumping the
blood through your circulation that your body needs.

The new heart will have been through a lot of stress, and may need some help in

its new role. IV medications are given to help the new heart with stress, and are
usually continued for at least a few days after the surgery. You will be taken from the
operating room to the intensive care unit, still asleep, with a breathing tube in your
windpipe; as you wake up, we will remove the breathing tube; most people have no
memory of the tube being in place.

As you wake up, you may notice a few things. At first, you won'’t be able to speak,
because of the tube in your windpipe. Your chest will be sore, but most people find
that the incision is much less uncomfortable than they thought it would be. There
will be 2 or more drainage tubes coming from under the incision; they are there to
collect any blood that might be oozing from around the heart. These tubes are usually
removed by the second or third day after the operation.

You will also have a catheter in your bladder to help drain your urine. Soft wrist pads
will be attached to the bed’s frame for your safety. Some patients can wake up after
the surgery and will unknowingly pull at the different tubes they are attached to.

Once you are awake and breathing on your own, we will work to get you out of bed as
soon as possible, and walking shortly thereafter. As we wean you off the medications
helping your heart, we will remove the monitoring lines, until you are free of all the
attachments and are ready to leave the ICU and go to a monitored bed on the floor.

Postoperative (after surgery)

The next few days after surgery will be determined by how your new heart is adjusting
to your body. You will be helped out of bed to sit up in a chair. This activity will help
your lungs open and breathe better, as well as to prevent infection in the lungs.

This will be good exercise to strengthen your new heart. You will be given a plastic
breathing tool called an “incentive spirometer,” to help your lungs re-expand or open
up. Again, depending on how your new heart is adjusting to your body, you may walk
around the unit with assistance and work with physical therapy. You must wear a
mask every time you leave your room to protect against infection.

Early on, you and your family will begin to learn about your new medications and
post-transplant care. This will be a time that you will start to get used to how your
new heart feels. You will be encouraged to increase your activity as tolerated which
will help your recovery and prepare for discharge.

14



Post-Transplant Phase

Heart Transplant Program Patient Guidebook

Hartford &
HealthCare

15



Medication tips

Your doctor, nurse, or pharmacist will teach you about your medications.

Ask questions when you need more information.

Learn as much as you can about your medications.

Know the name, dose, reason for use, common side effects, drugs or foods to avoid.

Learn what each medication looks like. Some medications have generic (not brand
name) forms available. Generic pills made by different manufacturers can look
different!

Always talk to your pharmacist and call the transplant center if the color, size, or
shape of your medication has changed.

How to take your medications:

Medications are best taken at the same time each day.

Always follow instructions given to you by the transplant team. Sometimes, the
transplant team instructions may be different than the pharmacy label. If you have
questions about your transplant medication doses, call the transplant coordinator.

These medications may be taken with or without food. We recommend taking
them with some food to prevent stomach upset. Most importantly, you should be
consistent. For example, if you take your medications with food, then you should
always take them with food.

If you miss a dose of your medication by more than 2 hours, call the transplant
coordinator for further instruction. Do NOT double up on doses.

Call the transplant coordinator if you have any problems taking your medications
because of feeling sick or if you have diarrhea (loose stools) or vomiting (throwing up).

NEVER stop taking your medications or change the doses without the approval of
the transplant team.

Always check with the transplant team before taking new medications including:

Prescription medications
Over-the-Counter medications (OTCs)
Herbal medications

Vitamins and supplements

This medication book does not cover everything about each medication.
See your transplant provider or transplant pharmacist for more information or if you
are having any problems with your medications.

Many drug information sources list many possible side effects. This does NOT mean
they will all happen to you.

Some side effects may go away with time.

If you have problems with side effects from your medications, call the transplant
team before you stop taking the medication.

16



How to store your medications:

m Keep all medications out of the reach of children and pets.

m Store in a dry place, at room temperature, and away from direct sunlight.

m Some medications may need to be put in the refrigerator. This information will be
on the medication label.

Know the name of any medications that you are allergic to or cannot take.

Keep your most current medication list in your wallet or purse.

m Remember that sometimes the instructions on the pill bottles may be different
from what the transplant clinic tells you to do. Always follow the instructions from
the transplant clinic.

m Call the transplant coordinator with any questions.

Keep track of how much medicine you have and order refills before you run out.
m Try to have at least one or two weeks of medication available at all times.
m Take extra medicine with you on vacations and trips.

m Tell the transplant coordinator if you plan to travel.

Know information about your pharmacy.
m Ask these questions:
e What hours are you open?
e Do you need to order my medication or is it kept in stock?

e How soon can I call for a refill?

Types of drugs you will take after your transplant

Anti-rejection Drugs (Immunosuppressants)

After transplant you will be put on drugs to prevent rejection. Most patients are
usually on 2 to 3 different anti-rejection drugs. These drugs are very important to
keep your new organ healthy. As your body accepts your new organ over time, your
transplant team will lower the dose, and possibly the number of anti-rejection drugs
you are on. Although the dose or the number of anti-rejection medicines may be
lowered, you will need some level of anti-rejection medication for life.

Drugs to Prevent Infection

After your transplant, it will be harder for your body to fight infection because of the
anti-rejection medications. Your transplant team will put you on drugs to prevent
infections. You will be put on an anti-bacterial medication, an anti-viral medication,
and an anti-fungal medication. These anti-infection medications are typically stopped
over the course of the first year.

17



Other Drugs after Transplant

After transplant, you will be put on other medications to help prevent complications
and side effects. These medications can help to decrease stomach upset and ulcers,
keep your bones healthy, control pain, and prevent blood clots.

Anti-rejection drugs (Immunosuppressants)

There are many drugs listed in this booklet but NOT all of the medications discussed
will be prescribed to you. Please refer to your medication list to see which medications
are prescribed for you. In our program the most common medications used to prevent
rejection are:

m Tacrolimus (Prograf®) m Sirolimus® (Rapamune)
m Mpycophenolate (Cellcept® or Myfortic®) m Everolimus® (Zortress)
m Prednisone

If your body is unable to tolerate the side effects of the above medications there are
other medication options listed for you in this booklet.

Tacrolimus (Prograf®)
Drug Class
m Calcineurin Inhibitor

®m Anti-rejection drug

Benefits

m This medication prevents rejection

Common side effects

Numbness, tremors (shaking), headache, dizziness
High potassium and low magnesium

Kidney damage

Hair loss

Increased blood sugars - increase in hunger, thirst, urination

Increased cholesterol and blood pressure

Important instructions

®m You should take this medication twice a day, at the same time each day about
12 hours apart.

® Your doctors will monitor blood levels of this drug on a regular basis. The evening
before your blood work, take your dose 12 hours before your blood draw. On the
morning of your blood work, DO NOT take your morning dose until after your blood
is drawn. Remember to take your medications soon after your blood is drawn.
The evening after the blood draw, you can get back on your normal schedule.

Continued next page
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m Do not eat or drink any foods or drinks containing grapefruit or pomegranate while
on this medication.

m Do NOT take double doses if you forget or miss a dose, unless instructed by your
doctor or transplant coordinator. Call the transplant coordinator if you miss your
normal dosing time by more than 2 hours.

m This drug has many drug-drug interactions. Tell the transplant team BEFORE
starting any new drugs or stopping any of the drugs you are currently taking.

m Call the doctor if you notice very bad tremors or confusion—this may be a sign that
the drug level is too high.

Mycophenolate (CellCept® or Myfortic®)
Drug Class
®m Anti-metabolite

®m Anti-rejection drug

Benefits

m This medication prevents rejection

Common side effects
m Nausea, vomiting
m Diarrhea

m Decreased white blood cells

Important instructions
m Do not crush or chew the tablets or capsules.
m This medication should be taken with food to prevent stomach upset.

m For women who are pregnant, this medicine can increase the risk of miscarriage
and birth defects.

e Women of child bearing potential should use 2 forms of birth control when
taking mycophenolate.

e If you discover you are pregnant, call the transplant center right away.
Do not stop taking this medication until you speak with your doctor.

m CellCept and Myfortic are not the same medicine. You should only be taking one
of these at a time. If you notice a change that you were not aware of, call your
transplant coordinator.
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Prednisone

Drug class

Corticosteroid, steroid

Anti-rejection drug

Benefits

This medication prevents rejection

Common side effects

Upset stomach, ulcers

Increased appetite

Increased blood sugars- increased hunger, thirst, urination
Mood changes

Water retention

Weight gain

Trouble sleeping (insomnia)

High blood pressure and cholesterol
Weakened bones

Easy bruising

Cataracts

Muscle weakness

Important instructions

If you have diabetes, you should monitor your blood sugars closely.
Doses will be decreased or tapered over time.
Do not stop taking steroids unless told by the transplant team.

Tell your doctor if you have dark tarry stools.

Sirolimus (Rapamune®)

Drug class

® mTOR inhibitor ®m Anti-rejection drug

Benefits

m This medication prevents rejection

Common side effects

m Increased cholesterol m Poor wound healing m Easy bruising

m Swelling m Mouth ulcers

Continued next page
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Important instructions
®m You should take this medication once a day, at the same time each day.

m  Your doctors will monitor blood levels of this drug on a regular basis. The day before
your blood work, take your dose 24 hours before your blood work. On the morning
of your blood work, DO NOT take your morning dose until after your blood is drawn.
Remember to take your medication soon after your blood is drawn. The day after blood
work, you can get back on your normal schedule.

m Do not eat or drink any foods or drinks containing grapefruit or pomegranate while
on this medication.

m This drug has many drug-drug interactions. Notify your transplant team BEFORE
starting any new drugs or stopping any of the drugs you are currently taking.

m Do NOT take double doses if you forget or miss a dose, unless instructed by your
doctor or transplant coordinator. Call the transplant coordinator if you miss your
normal dosing time by more than 2 hours.

m Please notify the transplant team ASAP if you have any surgeries or dental
procedures planned while taking this medication. You many need to be transitioned
to another anti-rejection medication.

Everolimus (Zortress®)
Drug class
m mTOR inhibitor

®m Anti-rejection drug

Benefits

m This medication prevents rejection

Common side effects

m Increased cholesterol
m Poor wound healing
m Easy bruising

m Swelling

m Mouth ulcers

Important instructions

®m You should take this medication twice a day, at the same time each day about
12 hours apart.

®m  Your doctors will monitor blood levels of this drug on a regular basis. The day before
your blood work, take your dose 12 hours before your blood work. On the morning
of your blood work, DO NOT take your morning dose until after your blood is drawn.
Remember to take your medication soon after your blood is drawn. The evening
after blood work, you can get back on your normal schedule.

Continued next page
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m Do not eat or drink any foods or drinks containing grapefruit or pomegranate while
on this medication

® This drug has many drug-drug interactions. Notify your transplant team BEFORE
starting any new drugs or stopping any of the drugs you are currently taking

m Do NOT take double doses if you forget or miss a dose, unless instructed by your
doctor or transplant coordinator. Call the transplant coordinator if you miss your
normal dosing time by more than 2 hours.

m Please notify the transplant team ASAP if you have any surgeries or dental
procedures planned while taking this medication. You many need to be transitioned
to another anti-rejection medication.

Drugs to prevent infection
Sulfamethoxazole/trimethoprim (Bactrim®)

Drug class
® Antibiotic drug ®m Prevents and treats infection

Benefits
m Prevents bladder infections and a certain type of pneumonia called
Pneumocystis Pneumonia or PCP

Common side effects

® Rash B Sun sensitivity
Important instructions

m Take with a full glass of water.

m Tell the transplant team if you have a sulfa allergy. An alternative medicine may
be used depending on your history.

m This medication is taken for 6-12 months after transplant or after treatment
of rejection.

Valganciclovir (Valcyte®)

Drug class
® Anti-viral drug

Benefits
m Prevents infections caused by viruses

Common side effects
m Decreased white blood cells
Important instructions

m This medication is taken for 3-6 months after transplant or after treatment
of rejection.

m Talk to your doctor if you are pregnant or trying to become pregnant.
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Valtrex® (Valacyclovir)

Drug class
® Anti-viral drug
Benefits

m Prevents infections caused by viruses

Important instructions

m This medication is taken for 3 months after transplant or after treatment
of rejection.

Isavuconazole (Cresemba®)

Drug class

® Anti-fungal drug
Benefits

m Prevents fungal infection
Common side effects

m Upset stomach

®m Abnormal taste in the mouth

Important instructions

m This drug has many drug-drug interactions. Tell the transplant team BEFORE
starting any new drugs or stopping any of the drugs you are currently taking.

m This medication is taken for 1-3 months after transplant or after treatment of
rejection.

m This medication comes in a blister package. Ideally, you should keep your dose
in the blister package until it is time to take it. If you are having a hard time
remembering to take your dose because of this, call the transplant center for
further instructions.

Diflucan® (Fluconazole)

Drug class

® Anti-fungal drug

Benefits
m Prevents fungal infections

m Prevents thrush (yeast infection in mouth and throat)

Common side effects

® Mild upset stomach
Continued next page
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m Nausea

m Diarrhea

Safe use and caution
m Use this drug as directed.

m This drug has many drug-drug interactions. Tell the transplant team BEFORE
starting any new drugs or stopping any of the drugs you are currently taking.

Other drugs after transplant

Pantoprazole (Protonix®)

Drug class
® Proton pump inhibitor

m Stomach acid blocker

Benefits

m This medication helps prevent stomach ulcers and decreases stomach acid

Important instructions

m Do not take this medication with similar acid blocking drugs like the ones
listed below:

e Esomeprazole (Nexium®)
e Rabeprazole (Aciphex®)
e Omeprazole (Prilosec®)

Take first thing in the morning before taking your medications or eating.

Famotidine (Pepcid®)
Drug Class

m Histamine-2 receptor blocker

m Stomach acid blocker

Benefits

m Prevents stomach ulcers and decreases stomach acid

Common Side Effects
m Constipation, diarrhea, or upset stomach

m Headache or dizziness

Continued next page
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Important Instructions
m Do not take this medication with similar over-the-counter acid blocking drugs like:
e Ranitidine (Zantac®)

e Cimetidine (Tagamet®)

Aspirin
Drug Class
m Anti-platelet agent, Salicylate

Benefits

m This medication helps thin your blood (prevent your blood from clotting).

Common Side Effects
m Upset stomach, heartburn
m Easy bruising

m Bleeding

Important Instructions
m Tell your doctor of any blood in your urine or stools.
B Aspirin goes by many different name brands, only take one aspirin product.

m Do not exceed 325 mg per day of any aspirin product.

Other medications

There may be other medications special for your case that your nurse will review
further with you.

Some common medications that are often prescribed after your transplant include:
1. Statins (cholesterol lowering pills).

2. Medications to control high blood sugar (diabetes) that may be oral (by mouth)
and/or injectable (insulin).

3. Multivitamin or supplements.

4. Medications to control high blood pressure.
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Over-the-counter medications

Many over-the-counter (OTC) medications can interact with your anti-rejection
medications. If you are not sure if a product is safe for you, call the transplant center
BEFORE taking these medications.

Over-the-counter pain medications

Acetaminophen, the main ingredient in Tylenol®, is the OTC medication of choice for
transplant recipients. The most amount of Tylenol you should take in a day is 3000
mg (3 grams) unless prescribed by your doctor. All OTC pain medications known as
NSAIDS (non-steroidal anti-inflammatory drugs) and salicylates should be avoided
after transplant. These include: ibuprofen, naproxen, ketoprofen, and high doses of
aspirin (see table for common brand names of these medications). These medications
can hurt the kidney and worsen high blood pressure. Low dose aspirin (81 mg or 325
mg once day), as prescribed by your doctor, is safe. NSAIDS are also commonly found
in cough and cold products. Always read the list of active ingredients very carefully
and avoid any products with NSAIDS or additional aspirin.

Over-the-counter cough and cold medications

Always contact your transplant coordinator at the first sign of a cold or the flu. If

they recommend taking an OTC cold medication, look at the table called “Examples

of Medications that are SAFE after Transplant” (page 28) for names of medications

that are safe to use. Many cough and cold medications have pseudoephedrine or
phenylephrine in them. These medications can raise your blood pressure and should
be avoided after transplant. Again, always read the list of ingredients very carefully.
Also be aware of cold medications that contain acetaminophen and avoid taking more
than 3000 mg (3 grams) a day when taking several products with acetaminophen.

Over-the-counter medications for stomach upset

Antacids, such as calcium carbonate (Tums®) are generally considered safe after
transplant.

Herbal supplements (or other OTC supplements)

Herbal and dietary supplements can be dangerous and many interact with your
medications. Use of any herbal or dietary supplement after transplant is not
recommended. If there is an herbal or dietary supplement you are strongly interested
in taking, contact your transplant team BEFORE starting it for further review.
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Over-the-counter medications

Always contact the transplant team before taking over-the-counter medications or medi-
cations prescribed by your other doctors. Below are examples - this is NOT a complete list!

Examples of medications that are NOT SAFE after transplant

Brand Name

Pain Relief

Generic Name

Advil®, Motrin®, Midol® Ibuprofen
Aleve® Naproxen
Orudis® Ketoprofen

Excedrin®, Bayer®, Bufferin®, Ecotrin®, Fiornal®

Aspirin (Taking aspirin once daily if
prescribed by your doctor is safe)

Cough and Cold

Sudafed® Pseudoephedrine

Sudafed® PE

Benadryl® Allergy & Cold, Benadryl® Allergy & Sinus

Alka Seltzer® Plus .
Phenyledrine

Claritan-D®
Nyquil®, Dayquil®
Theraflu®

Advil® Cold & Sinus Dristan®Sinus

Ibuprofen and pseudoephrine

Aleve® Cold & Sinus

Naproxen and pseudoephrine

Stomach Upset

Maalox®, Mylanta®
Milk of Magnesia

Magnesium hydroxide and
aluminum hydroxide

Continued next page
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Examples of medications that are SAFE after transplant

Brand Name

Pain Relief

Generic Name

Tylenol®

Acetaminophen

Cough and Cold

Ocean®

Normal Saline

Coricidin® HBP Cold and Flu

Chlorpheniramine and acetaminophen

Benadryl® Diphenhydramine
Chlor-Trimetron® Chlorpheniramine
Claritin® Loratidine
Allegra® Fexofenadine
Zyrtec® Cetirizine
1 ®

Dr1§tan 12 hour nasal spray Oxymetazoline
Afrin® nasal spray and drops
Robitussin®, Mucinex® Guaifenesin

.1 e . o
Vicks®, Formula 44 E, Robitussin Dextromethorphan

DM

Stomach Upset

Tums® Calcium carbonate
Pepcid® Famotidine
Nexium® Esomeprazole
Prilosec® Omeprazole
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Nutrition

A healthy diet should be low in sodium, cholesterol, saturated fat, Trans fat and
added sugars. It’s easy to meet these requirements if your daily intake includes
fruits, vegetables, whole grains, and low-fat or fat-free dairy products, lean meats
and poultry, eggs, dried beans, unsalted nuts and seeds. “My Plate” shows people how
to portion their food correctly throughout the day to obtain nutrients needed while
balancing calories.

Weight control

It is important to achieve and maintain a healthy weight before and after transplant.
Your heart has to work harder if you are at an unhealthy weight, plus being overweight
can lead to diseases. Body mass index (BMI) is an easy way to determine if your weight
is healthy. You can ask your transplant team what your BMI is, and then you can make
plans to maintain, gain or lose weight accordingly. If you are overweight, a 10% weight
loss has been proven to decrease health risks.

Below 18.5 Underweight
18.5 - 24.9 Healthy Weight
25.0 - 29.9 Overweight
30.0 - 39.9 Obese
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Alcohol

Alcoholic beverages should be eliminated. These beverages are not a
part of a healthy diet because they are high in calories, low in nutrients,
and decrease your heart’s function. They can also raise your triglyceride
levels in your blood. A drink on a holiday or special occasion could fit
into a healthy eating plan. You should check with your transplant doctor

or coordinator before consuming alcohol.

A drink equals:
120z beer; 50z wine; 1.50z gin, rum, vodka, whisky, or other hard liquors

Drug & nutrient interactions

Some of your new transplant medications can cause nutrition related side effects,

including:

m Diarrhea m Increased potassium

m Fluid retention m Nausea

m Decreased calcium m Increased cholesterol

m Increased blood sugar m Decreased magnesium

m Dry mouth/altered taste m Increased appetite

m Decreased phosphorus m Risk of food borne illness weight

Tips to help you prevent or lessen nutrition side effects:

1.

Limit foods that can worsen diarrhea like dairy, high fat foods and spicy foods.

If you have diarrhea, drink 8oz of water with every movement to prevent
dehydration. It will often clear up once your body adjusts to the medication, but if
not contact your transplant team.

2. If a medication is causing you nausea, try taking it with a small amount of food.

3. To help keep your blood sugars under control limit concentrated sweets like cakes,

cookies, candy, sugar, honey, sweetened beverages, sugar-coated cereals and control
your carbohydrate portions.

With increased appetite, be sure to choose healthy foods, watch portion sizes and
eat enough to curb hunger but don’t overeat.

Limiting sodium can help prevent additional fluid retention. Drink enough water
to prevent dehydration but don’t over hydrate, 50-600z of fluid is a good amount to
aim for if fluid retention is a problem.

To keep cholesterol from being too high, choose lean proteins, low-fat or fat-free
dairy and watch added fats like butter, cream cheese and cream.

Continued next page
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7. If your electrolytes are too low or high, your transplant team will inform you.

8. With dry mouth, suck on frozen grapes and sugar-free hard candies. Add lemon to
your water or have a small amount of ice chips. Avoid alcohol- containing
mouthwash, caffeine and alcoholic beverages.

9. Practicing safe food handling is important to prevent food borne illness.

Food safety

Since you are taking medications to prevent your body from rejection of your new heart,
your immune system is not working like it once did. This puts you at a higher risk of
developing a foodborne illness. Four basic steps that can be taken to reduce your risk of
becoming sick with a foodborne illness are CLEAN, SEPARATE, COOK, and CHILL.

CLEAN

Bacteria can be spread throughout your kitchen when you are
preparing foods. You can’t see them so you don'’t often think
about it. To limit the spread of bacteria be sure you are cleaning
your hands before, during, and after you handle foods. Sanitize
counter tops and cutting boards before, during, and after all
food preparation. Mix 1 tablespoon of unscented liquid chlorine
bleach in a gallon of water. Use this to wash counter tops with a
clean towel and pour onto cutting boards while wiping it. Rinse
well in fresh water. Keeping a waterless hand sanitizer on your
person or in your car is a good habit to get into in cases when
you can’t wash your hands with soap and water.

.......

WX SEPARATE
. When handling raw meat, poultry and seafood it is important to
% be sure they or their juices don’t mix with other foods that have
7 - already been cooked or foods that will be eaten raw like salad.
l " Have a cutting board that is only used for raw meats; color code

it so you don'’t use it for anything else. It is also important to
store raw meats in sealed bags or containers that will prevent
the liquid from dripping onto raw vegetables, fruits or already
cooked foods.

.......

.......

q’& COOK
~ Your meals need to be cooked to a high enough internal

temperature to kill bacteria. It is recommended that you use a
" - food thermometer to check the temperature of foods especially
o\ !(3 J°  meats and fish before consuming them. Recommended cooking
- a temperatures are:

.....

Meats: 160° Poultry: 165°
Fish: 145° Leftovers: 165°



CHILL

The growth of harmful bacteria can be slowed when foods are
stored in cold temperatures. Your refrigerator should be kept at
a constant 40° or slightly below. Your freezer should be kept at
0° or below. Use a reliable refrigerator thermometer to be sure
the temperature is where it should be. Don’t over pack your
refrigerator or freezer as the cold air should be able to circulate.

YOUR WATER SUPPLY

If your water source is from a treated municipal water supply it
is safe to drink. If your water is from a well, it is best not to drink
this water. You also do not want to use well water for washing
fruits and vegetables that are going to be consumed raw. You can
have your water tested to see if it is safe for you to drink. There
are many companies that can help you with this.

THE DIETITIAN

Your transplant dietitian is part of your healthcare team and will
provide more detailed information on all of these topics. You can
also contact the dietitian at any time with questions you have
regarding nutrition and healthy eating. It is recommended to
write questions down as you think of them.
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Infection prevention

A major goal of transplantation is to be able to lead as healthy and as normal a life

as possible. The medications that help protect your new heart also decrease your
immune system. This means that you will need to take additional precautions to
reduce your risk of infection. The following are a few important general guidelines

for staying healthy. These can be shared with your family as these guidelines are
important for them as well and are especially important after you receive a transplant.
You can minimize your risk of infection in the following ways:

m Frequent and thorough hand-washing should be performed to prevent direct
spread of infectious organisms. Hand sanitizers that contain at least 60% alcohol
are an acceptable alternative to soap and water unless hands are visibly soiled. The
following are examples of when hand washing with soap and water should occur:

» Before preparing food and before eating
e Before and after touching wounds
e Before and after touching your mouth and nose

e After touching items that have been in contact with human urine or feces,
such as using the bathroom or changing diapers

m Consider wearing long pants, long sleeved shirts, close toed shoes, and socks with
exposure to outdoor environments, such as parks or wooded areas to prevent bites
from ticks or other insects.

m Avoid raw or undercooked foods such as eggs, meat, poultry, and seafood (such as
sushi, oysters, and clams).

m Thoroughly wash all fruits and vegetables, even if the product has been labeled as
“pre-washed”.

m Do not use humidifiers because of the risk of lung infections.

m Marijuana and tobacco use, in any form, and exposure to secondhand smoke
should be avoided.

m Avoid consuming water directly from untreated water sources, such as lakes or rivers.

Dental procedures

m Elective/routine dental cleanings and procedures should not be done within the
first 6 months after transplant. Take antibiotics before ALL dental visits. Please
discuss any needed dental procedures with the transplant team prior to having any
treatment done.

Vaccinations

m Transplant recipients and people they live with should get yearly flu vaccines,
and should also be up to date on all recommended vaccines.

m Avoid “live vaccines” such as oral polio, MMR (measles/mumps/rubella), and
yellow fever.
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Pets

You can have pets at home after transplant. Do not bring any new pets into the
home in the first year after transplant.

If you have pets, someone else must clean up any urine or feces. The transplant
recipient should not have contact with animal urine/feces, and should not clean up
litter boxes, tanks, pooper-scooping, etc.

Be mindful not to have pets around your mouth or licking your face.
If you have any exotic pets or birds, please let your transplant coordinator know.

Be sure your pets are up to date on all recommended vaccines.

Other Considerations

Avoid close contact with people who are ill. Transplant recipients should avoid
close contact with people who have fever, colds, are sneezing and coughing,

have symptoms of the “flu,” or have diarrhea or are vomiting. Avoiding ill family
members who live in your household may be difficult, particularly if they have
respiratory symptoms (coughing, sneezing, cold and flu symptoms). In that case,
we recommend that both the transplant recipient and infected person wear a
mask until the symptoms resolve. Direct contact with the household member who
is ill should be avoided as much as possible and good hand washing should be
maintained.

Avoid crowded areas such as shopping malls, subways, and church-like
atmospheres where close contact with people is likely, especially during the

flu season and during the first year after transplant. If contact is unavoidable,
consider wearing a mask. Wear your mask at all times when in a healthcare setting
(including in the hospital, doctor’s office, lab, etc.) or around large crowds.

Working in construction, gardening, landscaping, and farming increases risk of
infections. Avoid construction sites, excavations, or other dust-laden environments
where there may be a high concentration of spores from molds. The decision to
return to work in these areas should be made jointly by the patient, transplant
team, and primary care physicians to discuss risks and benefits.

Indoor mold growth should be avoided. Problems may arise when mold starts
eating away at materials, affecting the look, smell, and possibly affecting the
structural integrity of buildings. Molds can grow on virtually any substance, as
long as moisture or water, oxygen, and an organic source are present. The decision
to return to work in these areas should be made jointly by the patient, transplant
team, and primary care physicians to discuss risks and benefits.

Avoid farms/farm animals (examples of farm animals include cows, cattle,
sheep; pigs; goats; and poultry). Avoid direct exposure to birds, birdhouses, and
pigeon coops.

Do not cut or split wood or trees. Avoid gardening, mowing the lawn, and handling
of soil, moss and mulch. After 12 months, these activities may be performed with
use of mask, gloves, and long clothing.

Continued next page
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Avoid bamboo plants and potpourri.
Avoid hunting and fishing.

Avoid composting as a means of recycling.

Home-remodeling projects need to be planned cautiously. Examples of home
renovation and remodeling are: removal and exposure of dry wall, exposure of
plumbing, removing and exposing tiles from flooring. It is advised for the patient to
temporarily move out of their home for the ENTIRE duration of these construction
projects.

e Prior to initiation of a home renovation project, the patient should discuss
these plans with the transplant team.

e Standing water or flooding in the home or basement, should be cleaned
immediately by someone other than the transplant recipient.

m Hot tubs should be avoided due to association with increased risk of infection.

m  Well water from private or public wells in areas that are not screened frequently
for bacterial infections should be avoided. Use bottled water instead.

® Swimming in a pool or ocean is acceptable once your incisions have healed.

e Avoid standing water like a fresh water lake due to the risk for infection.

Call your transplant coordinator immediately if you have:

m Fever (99.0 or higher) or chills = Cough

® Runny nose m Sore throat

m Diarrhea m Difficulty breathing or shortness of breath
m Night sweats m Vomiting or upset stomach

m Skin rash m Painful urination

m Headache

When you call during business hours you will be able to reach the medical assistant
who will get your message to a transplant coordinator. After hours, urgent calls will be
answered by our answering service. Please request the message be sent to the on-call
heart transplant doctor who will return your call.
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Activity

After heart transplant you will attend a cardiac rehabilitation program as the next
step in your recovery. The program is designed to provide education guidelines to help
heart transplant patients safely increase their physical fitness and return to a healthy
and active lifestyle. The benefits of scheduling a regular exercise routine into your
day are:

m Improved endurance and muscle strength
Helping your heart to become more efficient
Becoming less short of breath

Decreasing tiredness/fatigue

Improving your energy and emotional well-being

Since some of the medications you are taking can make your muscles feel weak
and cause muscle cramping, returning to daily activities and beginning an exercise
program after a heart transplant will help you know your limits so you don’t get
too tired.

After your transplant your resting heart rate has increased. This is normal. As you
begin to do more activity, your exercise heart rate can rise to approximately 30-40
beats above your resting heart rate. This is a normal response for the first several
weeks after a heart transplant. Your resting heart rate may come down several
months after a heart transplant. Performing basic physical activities in “intervals” and
including rest periods is a good way to save your energy while you are going through
the early recovery time period (first 8-12 weeks).

Beginning a walking program
Start your exercise program slowly and pay attention to how you are feeling during the

activity. Plan your exercise during the periods of the day when your energy levels are
the highest. If you are not feeling well on a particular day, do not plan to exercise.

Warm-up exercises

Begin with light warm-up stretching and range of motion exercises, while sitting in
a chair, focusing on your large muscle groups (for example, your legs). Spend 3 to 5
minutes performing your stretches. If you are tired and/or short of breath after the
stretches, rest before continuing any other activity. Do not hold your breath while
you exercise. At the beginning of your exercise session, it is important to gradually
increase your walking speed. Your first 5 minutes of walking should feel easy.
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Progressive walking

The goal is to increase your ability to walk longer distances or the amount of time
you are able to walk. Be sure to walk on flat ground initially. Once you can walk
comfortably for 30 minutes without stopping, you can gradually add hill walking to

your routine. During weather that is too humid, too hot or too cold, walking from room

to room in your home is perfectly acceptable. Guide your progress based on how you
feel. Continue repeating the same step until you no longer feel tired. At that point, you
are ready for the next step. You should be able to carry on a conversation while you
walk. If you become too out-of-breath, then the activity is too hard and you will need
to decrease your frequency (amount), intensity (effort) or duration (time).

The Program:

STEP 1: Walk 3-5 minutes three or four times daily for a total of 15-20 minutes.

STEP 2: Walk 5-7 minutes three or four times daily for a total of 15-28 minutes.

STEP 3: Walk 7-10 minutes two or three times daily for a total of 20-30 minutes.

STEP 4: Walk 10-15 minutes twice daily for a total of 20-30 minutes.

STEP 5: Walk 15-20 minutes twice daily for a total of 30-40 minutes.

STEP 6: Walk 30-60 minutes once a day.

Using stairs

As you begin to use stairs, try walking up just a few steps. Take a rest period and then
continue. You should use the hand rail for support.

Strength training

You will start and be taught strength training in your cardiac rehabilitation program.
Strength training can offer the opportunity to strengthen individual muscle groups.
This exercise should not be performed until 12 weeks after your transplant operation
to allow the sternum to heal.

Cool down

It is important to gradually slow down your walking speed as you are nearing the end
of the exercise session. Your last 5 minutes of walking should feel easy. Finish with
light stretching and range of motion exercises while seated in a chair if needed. This
will help keep your joints loose and prevent injury.
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Additional exercise tips
m Remember to drink water with physical activity to maintain your water intake
m Dress appropriately by wearing clothes that fit loosely and are made of cotton or nylon

m Try breathing in through your nose and out slowly through your mouth if you
feel short of breath

m Get enough sleep before exercising
m Do not eat large meals or drink alcohol before exercising

m Maintain good balance and posture with exercise, wearing shoes with laces and
keeping your back straight during sitting

m If you are exercising in public areas, wear a face mask and clean exercise
equipment before and after you use it to reduce potential infection

Substance use

Hartford Hospital Transplant Program, like most transplant centers around the world,
has a Substance Use Policy. The transplant psychosocial team will complete a
substance use assessment. Based on your calculated risk, recommendations will be
made to promote health and safety. The transplant team may ask you to undergo
random toxicology screenings that may present a financial cost.

Alcohol:

Alcoholic beverages should be eliminated. Alcoholic beverages are high in calories, low
nutrients, can raise triglyceride levels in your blood and decrease your heart function.
Most importantly, alcohol can interact with your transplant medications. For some
patients, a drink on a holiday or special occasion is acceptable. You should check with
your transplant doctor or coordinator before consuming alcohol.

Tobacco and other drugs:

You must maintain abstinence from tobacco and other drugs of misuse. Abstinence
is defined as “no use under any circumstances.” Continued lifetime abstinence may
improve the chance that you will experience positive health outcomes. Hartford
Hospital Transplant Program expects continued lifetime abstinence.

Transplant recipients who return to substance use post-transplantation may not be
considered candidates for re-transplantation.
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Follow up care

When you return home, you will restart routine care by seeing your primary care
provider (PCP), cardiologist, and the heart transplant clinic.

The primary goals of the transplant clinic visits are:
m Patient education

m Checking for rejection

m Checking for infection

m Medication changes
O

Health maintenance

Daily log
Please keep a daily record including date and time of your weight, blood pressure,
heart rate, temperature and blood sugar. Weigh yourself at the same time on your

home scale, wearing the same amount of clothing each time, and before eating
breakfast. Bring your log to each transplant clinic visit.

Lab tests

After your transplant, you will need to have frequent blood draws to monitor your
blood counts, blood sugar, electrolytes, organ function, and medication levels. Draw
these labs early in the week (Monday or Tuesday) so we can have the results to discuss
with you and, if needed, make changes before the end of the week. Labs are to be
drawn in the morning and fasting (nothing to eat or drink 8-12 hours before). Be sure
to check your blood sugar in the morning after fasting and treat as needed. To be sure
your drug levels are accurate, you should get your blood draw within an hour of time
when your morning medications are due. Do not take your morning medications

(i.e. tacrolimus, sirolimus, everolimus, etc), and then take them within the hour after
having your blood drawn.

Am I in rejection?

Rejection can happen at any time but more commonly happens when you miss your
Immunosuppression medications. Because rejection can be life-threatening, it needs
to be treated early. If you feel any of these symptoms, call your transplant coordinator
right away:

Fever (99.0 degrees or higher)

Decreased blood pressure (less than 100/60)
Irregular or fast heartbeats

Shortness of breath

Sudden weight gain

Unexplained tiredness, fatigue or feeling ill

Swelling or edema in hands or feet
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Heart biopsy

Heart biopsies are used as surveillance for rejection after transplant. Biopsies may

be done on the following schedule, however, may be adjusted based on each patient’s
post-transplant clinical course. The transplant team reviews each patient individually
to determine the appropriate biopsy schedule.

m Weekly x 4 weeks (weeks 1, 2, 3, 4)

Every 2 weeks x 8 weeks (weeks 6, 8, 10, 12)
Every month x 3 months (months 4, 5, 6)
Every 2 months x 6 months (months 8, 10, 12)

At month 18 post-transplant and thereafter as determined by the transplant team

For some patients at lower risk of rejection, the transplant team may decide to decrease
the number of biopsies as clinically indicated. Should you have rejection, we may need
to schedule additional biopsies. You will need to have someone drive you to biopsies.

Grading rejection

When we call you after you've had a biopsy, the results are graded on a scale based
on severity.

Grade O No rejection None

This type of rejection is so mild that no

Grade 1R Mild rejection .
treatment is needed.

Intravenous steroids may be given in the
hospital once a day for 3 days. A repeat
Grade 2R Moderate rejection biopsy will be done in 10-14 days to make
sure the treatment worked. Sometimes
treatment varies.

The treatment is similar to the treatment
of Grade 2R. May also increase the doses of

Grade 3R Severe rejection .
some of your by mouth immunosuppres-
sion.
Depending on how you feel and how your
heart is working on echocardiogram, you
. : may be hospitalized and connected to a
Antibod diated . o
Grade AMR nhbody mediate machine to remove the antibodies from
rejection

your blood called plasmapharesis. Stronger
medications may also be used to decrease
the antibodies.




HeartCare® testing

Three months after your transplant, you may begin screening for rejection using
HeartCare testing. This testing likely will be done along with an echocardiogram. The
HeartCare test is a blood test that will give a score of your risk for rejection. If there is
a suspicion of rejection, you may need a biopsy.
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Other complications

Graft Coronary Artery Disease or Cardiac Allograft Vasculopathy
(CAV)

Blockages (plaque build-up) in the heart are the leading cause of death after the first
year post transplant, peaking 5-10 years after transplant. Many times these blockages
cannot be fixed with surgery or a procedure. You can help prevent this condition by
taking your medications and following heart healthy recommendations:

m Controlling blood pressure and weight
m Eating a heart healthy diet
m Exercising on most days of the week for at least 30 minutes

Approximately one year after transplant, you may have a left heart catheterization
(LHC) which will look at your heart’s blood vessels via a catheter to screen for
blockages. If blockages are found, the heart transplant team may consider adjusting
your medications. You may intermittently undergo a nuclear chemical stress test.
During a stress test, your heart rhythm is monitored for changes that may suggest
a blockage of blood supply while your heart is exercising or by chemical stress and
compared to your heart at rest. During the stress test, pictures of your heart will be
taken to look for changes or areas of ischemia (low blood flow to heart). Four years
after transplant, you may repeat a LHC again. Most of our patients will also be on

a cholesterol lowering medication called a “statin.” Refer to nutrition and cardiac
rehabilitation sections to help follow heart healthy recommendations.

High Blood Pressure

Even if you did not have high blood pressure before your transplant, some of your
immunosuppression medications may cause an increase in your blood pressure.
Luckily, there are many medications to help control this condition. The DASH diet,
along with a sodium restriction (1500-2000 mg/day), will help improve your blood
pressure even more.

Diabetes

High blood sugar or diabetes can also be a side effect of your immunosuppression.
Warning signs may include thirst, increased urination, confusion, and eye problems.
You may need to see a specialist (endocrinologist) to help control your diabetes
through lifestyle changes, medications, and/or insulin. Your high blood sugar
medications may be decreased as your prednisone dose decreases. If your prednisone
dose is increased to treat rejection your blood sugar medications may also need to be
increased. It is important that you monitor your blood sugars closely. The Diabetes
Life Care Program at Hartford Hospital is also another alternative resource for our
heart transplant patients to better manage their diabetes.
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Malignancy

Cancers may be a side effect of your immunosuppression. Besides damaging your new

heart, smoking can add to your increased risk of cancer. It is important to see your
primary care provider regularly for preventative check-ups. There are screening tests
to find cancer early and improve the chance that the cancer can be treated.

Since transplant patients are more likely to develop skin cancers, it is important to
see a dermatologist once a year for skin checks. Avoid the sun during times when
ultraviolet rays are the strongest, between 10 am and 3 pm. When outdoors, wear
protective clothing including a hat and a product with skin protective factor (SPF)
rating of at least 30.

Osteoporosis

When the bones become weak and brittle, you are at increased risk of breaking or
fracturing a bone. Steroids may cause your bones to lose calcium and become weak.
A bone density scan (DEXA) is a test to check your bones for osteoporosis. Getting
calcium from your diet along with weight-bearing exercise can help keep the bones
strong. Your primary care provider can help manage your bone health.
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Other Lifestyle Considerations

Heart Transplant Program Patient Guidebook

Hartford &
HealthCare
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Other lifestyle considerations

Traveling

Within the first year post transplant, we strongly recommend against planning a long
distance trip that would make it difficult to get back if you needed medical help. Speak
to your transplant coordinator or doctor if you're planning to travel. Always keep your
medications with you, along with a letter from the transplant team verifying that you
are a transplant patient.

Sex and pregnancy

Your surgery and some of the medications may impact your desire and sexual
abilities. Returning to sexual activity depends on when your body feels ready. Try to
choose a time when you are rested and relaxed. If you do not have a regular sexual
partner, you will need to use condoms to reduce your chance of getting a sexually-
transmitted disease.

Women will need to use 2 forms of birth control to avoid an unplanned pregnancy.
Some of your transplant medications increase the risk of miscarriage and congenital
birth defects.

Donor considerations

It may be difficult to absorb all that has happened. You may feel sad or guilty because
someone else died so that you could have a chance at a healthier life. Remember,
emotional support is available for your mental health. When you are ready, you may
want to reach out and communicate to your donor family. Your transplant coordinator
will help you with resources for writing a letter and getting it to your donor family.

A heart transplant is the gift of life that requires you to be dedicated to living a healthy
lifestyle. The Hartford Hospital Transplant team is committed to helping you through
the transplant process by providing you with continued education and support.

Stress Management

It is normal for patients and family members to feel a range of emotions during the
transplant journey. Many people have positive emotions such as hope, elation, and

gratitude. It is also normal to have difficult emotions such as fear, sadness, anxiety,
irritability, anger, and grief.

Stress is a normal part of life, and is expected during life changing events such as
organ transplant. Too much stress can have a negative effect on your physical and
mental health.

Tips to reduce stress

m Balance perspective m Give back

m Take control of your health m Connect with others

m Self-care

Continued next page
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How to get help

The Transplant Psychosocial Team can assist patients in developing appropriate
coping skills to deal with transplant related stressors. We encourage you to reach out
to your transplant social worker for additional support.

Support

Having an available and functional supports system before and after transplant is
necessary. You will be required to have one or two care partners as you prepare for
transplant that will meet with our team and help with your care.

Patients and families must have a plan for support that will cover the first 8 weeks
post-transplant. This does not have to be the same person for the entire period. Some
patients do recover more quickly and can be left alone for a short period starting after
a few weeks. Many families take turns caring for their loved ones.

You must inform the Transplant Program of any changes in your support plan.

Treatment adherence

It is your responsibility to take your medications as prescribed, have lab work drawn
as requested, adhere to dietary requirements, and follow up with your medical and
psychosocial appointments. It is also your responsibility to adhere to any other
treatment or recommendations by your Provider and the Transplant Team.

You must inform the Transplant Program of any changes to your insurance coverage
including loss of coverage, the addition of coverage or any insurance plan changes.

46



Transplant Support Groups

Resources

Check with your transplant coordinator for a list of dates and topics

American Heart Association
www.americanheart.org
Ph: 203.303.3300 (CT ofﬁce)

American Organ Transplant Association
http://www.aotaonline.org

American Society of Transplantation (AST)
https://www.myast.org
Ph: 856.439.9986

American Association of Cardiovascular and Pulmonary Rehabilitation
AACVPR Online Searchable Program Directory
WWW.aacvpr.org

New England Donor Services
www.neds.org
Ph: 860.286.3120

Medicare Hotline
Ph: 800.Medicare (638.6833)

Transplant Living
www.transplantliving.org

Transplant Recipients International Organization, Inc.
www.trioweb.org
Ph: 1.800.874.6386

United Network for Organ Sharing (UNOS)
http://www.unos.org
Ph: 1.888.898.6361

Department of Public Health (information regarding well water)
www.ct.gov/dph/private wells

Organ Procurement and Transplant Network

1.888.874.6361

For any grievances or concerns regarding care at Hartford Hospital Transplant
Program.
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