
My New Journey:
Living Smart After My Liver Transplant



OCHSNER TRANSPLANT PHONE NUMBERS AT A GLANCE

OCHSNER TRANSPLANT OFFICE
Regular Business Hours

MONDAY TO FRIDAY: 8AM TO 5PM
504-842-3925 (LOCAL)

or
800-643-1635 (TOLL-FREE)

After Hours
MONDAY TO FRIDAY: AFTER 5PM

AND WEEKENDS/HOLIDAYS
504-842-3000 (LOCAL)

or
800-928-6247 (TOLL-FREE)

OCHSNER PHARMACY AND WELLNESS
Ochsner Pharmacy and Wellness Transplant

team is available:
MONDAY TO FRIDAY: 8AM TO 6PM

504-703-5000 (LOCAL)

or
844-319-2208 (TOLL-FREE)

PRESCRIPTION PICK-UP 
MONDAY TO FRIDAY:  7AM TO 7PM

SATURDAY:  10AM TO 4PM
Closed All Major Holidays



WHO DO YOU CALL?
Important information about who to contact

Life-Threatening Emergencies 

It is important to call 911 or your local emergency phone number right away 
if you have any emergency that threatens your life. Make sure those close to 
you know to call for you if you are not able to make the call yourself. 

Emergency Room (ER) visits while you are in our care

Call 911 right away if you:
• Lose consciousness
• Stop breathing
• Have severe trouble breathing
• Have severe chest pain

• Have any other life-threatening  
   situation
• Have uncontrollable bleeding

If you go to Ochsner ER

Our ER team informs us when one 
of our transplant patients has been 
admitted to our ER.

If you go to non-Ochsner ER

You give the ER our phone number 
so they can speak with our transplant 
team.

Speak with your local transplant center about ER visits if your care will 
be managed by another transplant center once you return home.



URGENT MEDICAL CONCERNS
When to contact your healthcare team right away

Some examples of urgent medical concerns include:

• Temperature of 100.4 degrees Fahrenheit or higher
• Pulse (heart rate) higher than 100
• Blood pressure problems 
• New pain
• Pain that gets worse
• Urine that gets dark
• Stools that get lighter in color
• Nausea or vomiting
• Diarrhea that lasts for more than five bowel movements
• General sense of not feeling well with flu-like fatigue, aches and pains 
• Incision problems

This is only a partial list. Contact your healthcare team with any urgent 
medical symptoms that are of concern to you.



HOW TO CALL YOUR OCHSNER TRANSPLANT TEAM

BY PHONE DURING OFFICE HOURS
MONDAY TO FRIDAY: 8AM TO 5PM

BY PHONE AFTER OFFICE HOURS
MONDAY TO FRIDAY AFTER 5PM

WEEKENDS AND HOLIDAYS

1. Call 504-842-3925 (local) or 800-643-1635 (toll-free)

2. Let the transplant receptionist know that you have an urgent medical concern.  
    Ask for your transplant coordinator to be paged

3. Transplant receptionist asks for your: 
 Name
 Date of birth
 Clinic number
 Reason for calling

4. Transplant receptionist pages your transplant coordinator right away

5. You are called back as soon as the page is received

1. Call 504-842-3000 (local) or 800-928-6247 (toll-free)

2. You are directed to the Ochsner On-Call Nurse Service
    They handle any of your urgent medical concerns when the  
    transplant office is closed.

Whenever we tell you to call your transplant coordinator or team
right away in this guide, you contact the Ochsner On-Call Nurse  
Service if it is after hours.



NOT URGENT MEDICAL CONCERNS
When to contact your Ochsner healthcare team  

with medical concerns that are not urgent

Plan Ahead!
This is the key to make sure that medical concerns 

that are not urgent do not become urgent.

It is important to know when to contact us with your medical concerns that 
are not urgent. These are the times when you have medical concerns that 
are important, but not urgent. 

Medical concerns that are not urgent are concerns when 
an answer from us:

Some examples of medical concerns that are usually not 
urgent include:

• Can wait
• Does not need to be right away

• Transplant medicine refills and renewals
• Transplant lab or other test results
• MyOchsner messages for Ochsner transplant doctors
• Transplant scheduling questions



HOW TO HANDLE COMMON TRANSPLANT 
CONCERNS THAT ARE NOT URGENT

It is important to know how to handle transplant medical concerns that are 
not urgent. Follow these guidelines:

1. Transplant medicine refills and renewals
 Refills:
 • Contact your pharmacy directly to get your prescription  
    medicine refills. 
 • Contact your pharmacy seven to ten days before you run  
    out of your medicine.
 Renewals:
 Your pharmacy contacts us for a prescription renewal.
 They can either:
 • Use our electronic e-script system (recommended)
    Most prescription renewals are done this way now. It is quicker  
    with less mistakes.
    OR
 • Fax a request to your coordinator at 504-842-6554 or 504-842-6631

Advance notice for narcotic medicine renewals
Make sure to let us know at least a full two to three days in advance for  
renewals of your narcotic medicines. We need more time to renew these 
prescriptions. Prescription renewals for narcotic medicines cannot be  
done on the same day. 

We can only process prescription renewals of your transplant medicines 
during our regular office hours. (This means no weekends or holidays.) 
Always plan ahead so you have enough medicine on hand at all times!



2. Transplant lab or other test results
 You can learn more about your lab or test results.
 You can either:
 1. Call us at 504-842-3925 or 800-643-1635
    OR
 2. View available results on MyOchsner

3. MyOchsner messages for Ochsner transplant doctors
 Transplant nurse coordinators help make sure your transplant doctor  
 gets your MyOchsner messages as quickly as possible.
 • Send any MyOchsner messages for your transplant doctor directly  
    to our transplant nurse coordinators:
  • Type “Post Liver Tx Coordinator” in the provider drop down box
  • Click enter
  • Type the message that you want your transplant doctor to receive
  • Click send
 • Transplant nurse coordinator gets your message to your doctor

You get a reply through MyOchsner  
on the same business day.

4 Transplant scheduling questions
 Our transplant scheduling coordinators can help you with any  
 questions you have about your transplant appointment schedule.  
 Call with any questions about your transplant appointments with us:
 • 504-842-3925 (local) 
   OR 
 • 800-643-1635  (toll-free)



MEDICAL CONCERNS THAT ARE  
NOT URGENT: 

How to contact your Ochsner transplant team

A. By phone during office hours 
 Monday through Friday from 8am to 5pm
 1. Call 504-842-3925 (local) OR 800-643-1635 (toll-free)
 2. Transplant receptionist asks you for your:
       Name
       Date of birth
       Clinic number
       Reason for calling
 3. Transplant receptionist sends an electronic message to your  
      transplant coordinator
 4. You are called back on the same business day

B. Through MyOchsner 
 Anytime
 You get a reply through MyOchsner on the same business day.

 MyOchsner offers you a one-stop online place where you can securely:
 • Access your Ochsner healthcare information
 • Manage your Ochsner medical activities
 • Communicate with your Ochsner healthcare team about issues  
    that are not urgent



WHEN AND WHO TO CONTACT
WITH YOUR MEDICAL CONCERNS

Follow these guidelines:

A. First weeks after your transplant
 You contact your transplant team for any medical symptom or concern  
 for several weeks after your transplant. This is usually for about sixty  
 to ninety days (about eight to twelve weeks). 

 There are always exceptions. The exact number of days depends on  
 your personal circumstances.

B. After the first weeks with your new liver
 Your transplant coordinator lets you know exactly when you can begin  
 calling your primary care doctor and other doctors with medical  
 concerns that are not related to transplant. 

Speak with all of your doctors who are not in transplant about how to 
communicate with them once you are under their care. 

Make sure you know the best way to contact them with any medical 
concerns you have that are not related to your transplant.



LIVING SMART AFTER MY LIVER TRANSPLANT

You finally have your new liver! You are probably excited about the “good life” you have 
dreamed of having after your transplant. You may also worry about all that you need to know, 
remember and put into practice in your daily life. 

It is not always easy to do what needs to be done for you and your new liver to be as healthy as 
possible. Doing what is right, not just sometimes, but each day, every day. Not just sort  
of right, but the right way, every time. 

It helps to break down all the information we give you. Your lifetime liver care falls into four 
major areas:

1. Medicines       2. Appointments       3. Prevention       4. Plans

We like to think of these four areas as your map or GPS to smart living after transplant. Maps 
and GPS devices help guide us in our daily life. These four major areas help guide you on your 
new journey: Living smart after transplant.
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USING YOUR GUIDE

Throughout your guide are these key phrases:
It’s a No-Brainer
1. Choices that are easy to make because they are key  
    to keeping you and your new liver healthy
2. Actions you take without much thought because you  
    are so clear on how important these actions are

Adapted from merriam-webster.com/dictionary/no-brainer

It may take time to get really clear about the actions to take. That is okay! Ask questions. 
Be patient. Before you know it, you will be the one telling us, “It’s a no-brainer!”

Helps to Know
– Good information to know or remember

The purpose of your guide is for you to:
• Understand how important your daily actions are after transplant
• Have the information you need to best care for you and your new liver
• Know where to find important information when you need it

Your guide is divided into three sections:
1. The Basics          2. MAPP Guide          3. Helpful Resources

Say What?
– Definitions of words or phrases often used in transplant

I Take Control When I:
- Action you take to control your care and stay as healthy as possible

Ask Myself *  *Adapted from AskMe 3™

– Three simple questions and a place to write your answers:
   1. What do I need to do? 2. What do I need to remember? 3. Why is it important?
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YES, IT IS A TRADE-OFF

Thank you for choosing us as your transplant center.
We are committed to providing you with excellent care.

Many transplant staff members helped put together this guide.
Our transplant patients and their caregivers also gave us great ideas.

May you benefit from the experience, wisdom and compassion
of all those who contributed.

Trade-off: a situation in which you must choose between two things that cannot be  
had at the same time.
Adapted from www. merriam-webster.com/dictionarytrade-off

You want to live as normal a life as possible. You may even wish you could live your life 
just like you did before. And sometimes what it takes to care for your new liver can feel 
like it cramps your style!

You also want your new liver to stay healthy. And that means making important changes 
in your everyday life.

So yes, it is a trade-off: Your daily life may be less simple – maybe even less carefree.  

In exchange, your new liver stays healthy… 
And you get to live a more full life!



TABLE OF CONTENTS

I. THE BASICS

 1. You and Your Healthcare Team
 2. First Steps in Your Care after Transplant

II. MAPP GUIDE

 1. Medicines: Lifeline Living after Transplant
 2. Appointments: Connected Living after Transplant
 3. Prevention: Safe Living after Transplant
 4. Plans: Healthy Living after Transplant  

III. HELPFUL RESOURCES

 * More about Transplant Medicines  
    and Over-the-Counter (OTC) Products

  1. More about the Most Common
      Transplant Medicines
  2. Over-the-Counter Products 

  * Other Resources

  Being Ready for Non-Routine Life Events 

  Helpful Financial Information

  Contact with Your Donor Family

  If You Have Both a New Kidney and Liver

  Your Turn – Let’s Review

  Blank Daily Log Forms
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YOU AND YOUR HEALTHCARE TEAM

Your healthcare team after transplant includes: 

Your coordinated healthcare 

• You!
• Your caregiver(s)
• Team members:
 • In transplant
 • Not in transplant
 • Added when you have specific healthcare needs 

You and your healthcare team work together after transplant. Each member 
of your team has an important role in the care of your new liver and overall 
health. 

This team approach to your healthcare helps make sure that you:
  • Get coordinated and complete care
  • Stay as healthy as possible 

It is truly a team effort to take care of your health and your new liver. 
You give it your all and we do the same!

Your transplant team handles any medical symptom or concern for the first 
several weeks after transplant. We also follow you for life to take care of all 
of your healthcare related to your transplant. 

We transfer your healthcare that is not related to transplant to your primary 
care doctor once you are medically cleared. Your primary care doctor handles 
all of your healthcare that is not related to your transplant once we make 
this transfer.
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YOUR HEALTHCARE TEAM

You!
Your Caregivers

Transplant Team Members:
• Transplant surgeon: Doctor trained in transplant surgery. Follows you after your transplant.

• Hepatologist: Doctor trained in treating liver disease. Handles all of your care related  
    to your transplant. Helps the transplant surgeons with your care after transplant.

• Advanced Practice Clinician: Nurse practitioner or physician assistant skilled in the  
    treatment of liver disease. Works closely with your doctors to assess and treat you after  
    transplant.

• Nurse Coordinator: Nurse skilled in liver disease. Coordinates all aspects of your care  
    related to your transplant.

• Hospital Nurse: Hospital staff nurse who helps you while you are in the hospital.

• Social Worker: Helps you and your family handle the changes in your life as a transplant  
    patient. Listens to your concerns. Gives support. Tells you about helpful resources.

• Financial Coordinator: Talks to you about transplant costs and insurance coverage.

• Pharmacist: Helps you with the medicines you take after transplant.

• Dietitian: Tells you about foods that help you after transplant.

• Scheduling Coordinator: Makes your appointments related to your transplant.  
    Lets you know when and where to go for these visits.

• Prescription Assistance Program (PAP) Coordinator: Helps you sign up for  
    programs that may help pay for your medicines, if you qualify.

• Medical Fellows and Residents: Doctors-in-training who work closely with the  
    surgeons and hepatologists to assess and treat you.
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Team Members Not in Transplant
• Primary Care Doctor: Doctor who handles all of your healthcare that is not related  
   to your transplant and new liver. Some examples of this healthcare include:
 • Cough/cold
 • Blood pressure
 • Blood sugars
 • Yearly well visits 

• Dentist: Doctor trained to care for your teeth and gums.

• Specialist Doctors: Doctors trained in specific medical areas.
   Some examples of specialist doctors include:
 • Skin doctor (dermatologist)
 • Stomach/gut doctor (gastroenterologist)
 • Heart doctor (cardiologist)
 • Kidney doctor (nephrologist)
 • Diabetes doctor (endocrinologist)
 • Women’s doctor (gynecologist)

I am my transplant team’s
MVP

(Most Valuable Player)

MVP:

______________________________
(YOUR NAME HERE)
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I do my part as MVP of 
my healthcare team.

I take a team approach to the care of my new liver and overall health
• I know the different members of my healthcare team.
• I see different doctors for different reasons after transplant. 
• I know who to call and for what. 

I partner with my healthcare team
• I follow the care plan that my healthcare team and I agree is best for me.
• I share all I can about my health in a timely manner.
• I am honest with my healthcare team. The more I honest I am, the better all of you  
   can help me.

I take the best care possible of my new liver and my overall health
• I show up for all of my appointments, labs and tests.
• I bring my caregivers to my appointments as needed.
• I manage my medicines as instructed. 
• I stay as active and healthy as possible.
• I stay connected to others. 
• I reach out when I need emotional support.

I bring what I need with me to my appointments
• I have my:
 • Transplant guide with all of my needed information
 • Written list of any questions for my healthcare visits
 • Calendar with of all my healthcare appointments
• I write down important information during my visits to help me remember.



FIRST STEPS IN YOUR CARE  
AFTER TRANSPLANT

You begin learning how to best care for your new liver and yourself while you are still in the 
hospital. You learn self-care that you put into action in your day-to-day life. Some of this 
care is for a short time. Some of it is for life. All of this self-care is so important.

You may feel too weak to understand and remember all that we teach you in the hospital. 
This is why it is so important to have your caregiver(s) with you during your hospital 
teachings. As they say, two (or more) heads are better than one!

We show you and your caregiver(s) how to best care for yourself:
• While you are in the hospital
• Right after you leave the hospital
• Every day as you get back to your daily routine

“Tell me and I forget. Teach me and I remember.  
Involve me and I learn.” 

     – Benjamin Franklin

9



10

YOU AND YOUR CAREGIVERS LEARN

How to’s of Your Care
What you need to do  
and for how long

• Monitor your symptoms

• Know when to call your transplant  
   coordinator

• Take care of your incision

• Keep track of your vital signs

• Avoid rejection

• Use your blue card to:

 • Keep track of your medicines

 • Take your medicines the right way  
       and at the right time

• Prevent infection

Your Day-to-Day Activity
What and how much day-to-day  
activity is good for you

• Physical activity

 • Moving

 • Lifting

 • Exercise

 • Common physical symptoms after  
       transplant

 • Physical/occupational therapy  
    evaluations (as needed)

• Sexual activity

• Driving 

• Return to work

Self-care is the action you take to best care for yourself. It is your 
personal contribution to your own well-being and health. 

In other words, it is how you as Most Valuable Player (MVP)  
of your healthcare team:
• Actively take part in your care
• Carefully follow your treatment plan
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Your caregivers
• Help you do things that you physically cannot do as you get better
• Support you mentally and emotionally as you heal 

They agree to:

• Be available as needed while you are in the hospital

• Be with you for all hospital teachings

• Help you 24 hours a day, seven days a week, for six to twelve weeks after you leave  
   the hospital OR longer if needed

• Go with you to your clinic appointments as needed

• Help with transportation for your medical visits and labs

• Know what symptoms to look for. Tell the transplant team right away about any  
   concerns or health changes

• Learn your medicines and help you manage your medicines

If you are from out-of-town
Expect to stay in New Orleans for at least one to two months after transplant if you are 
from out-of-town. We want to make sure you are stable enough before leaving New Orleans. 

Once you are able to leave New Orleans:
• Your local primary care doctor handles your healthcare that is not related to transplant.
• You get your labs done where you live.

CAREGIVERS PLAY A MAJOR ROLE
AFTER TRANSPLANT

“Home is not where you live, but where they understand you.” 
     – Christian Morgenstern
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YOUR HOSPITAL STAY 

Testing and blood work
We do regular testing while you are in the hospital. We draw your blood often so we 
know that your liver is working well. Your blood work lets us know your plan of care  
for that day. 

Your daily care plan as a hospital patient
You meet with several healthcare team members about your daily care plan.  

These team members include:
Transplant Nurse Coordinator: You learn how to take care of yourself after  
transplant. You talk about caring for yourself in and out of the hospital. 

Hospital Floor Nurse: You learn how to take your medicines, care for your incision 
and gradually move more.

Transplant Pharmacist: You review all that you need to know about your  
transplant medicines. You learn how to manage your medicines on your own. 

Transplant Social Worker: You talk about any needs and concerns you may have.

Physical/Occupational Therapists: You may be evaluated to see if therapy can 
help you with your daily activity. We want you to be safe once you get back to your  
daily routine. This therapy may be in and/or out of the hospital.

This is the time to learn from us.
Do not be shy: Ask if you are not sure about anything we teach you!
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HOW TO TAKE CARE OF YOUR INCISION  
Your incision usually only needs daily washing

after you leave the hospital.

Daily washing
Wash the skin around your incision each day when you bathe. Follow these steps:
A. Staples are in and you are not able to shower 
 1. Gently clean the skin around your incision. 
 2. Use a fresh, clean towel to gently pat dry your skin around your  
     incision. (Always wash your towel before using it again.)
 3. Dry off as much moisture as possible.
 4. Clean your incision with betadine three times a day.
B. Staples are in and you are able to shower
 1. Gently clean the skin around your incision. 
 2. Face away from the shower head when you take a shower. That way,  
     the shower water hits your back and less water contacts your incision. 
 3. Use a fresh, clean towel to gently pat dry your skin around your  
     incision. (Always wash your towel before using it again.)
 4. Dry off as much moisture as possible.
 5. Clean your incision with betadine three times a day after you shower. 
     You clean with betadine until your incision is completely closed and healed.
C. Staples have been taken out and the edges of your incision are closed
 1. Gently wash your incision with regular soap and a clean washcloth.
 2. Use a fresh, clean towel to gently pat dry your skin around your  
     incision. (Always wash your towel before using it again.)
 3. Dry off as much moisture as possible. 

Staples stay in for about three weeks. Steri-strips are applied when the staples  
are removed. Steri-strips will fall off in the shower.

You are able to shower when: 
• Your central line is out • Your drains are out • You are steady on your feet

You are able to bathe in the tub and let your incision be under water when: 
• Your incision is fully healed  AND  • Your incision has no scab
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CALL YOUR TRANSPLANT TEAM  
RIGHT AWAY IF YOUR INCISION:

• Begins to separate

• Swells

• Turns red

• Feels hot

• Hurts and pain medicines do not help control the pain

• Leaks bright, red blood

• Leaks new fluid at or near the incision

• Leaks more fluid than usual

• Leaks a different color fluid than usual



15

HOW TO TRACK YOUR VITAL SIGNS

We show you how to keep track of three vital signs:
 1. Temperature 
 2. Pulse (heart rate)
 3. Blood pressure

You keep track of these vital signs to:
 • Look for trends in your vital sign numbers 
 • Make sure that these number trends stay about the same

Always have on hand what you need to take your vital signs.
Make sure you have your own personal:
 • Thermometer to take your temperature
 • Blood pressure cuff to take your blood pressure and pulse(heart rate)

2 Times a Day for 1 Month (or longer as needed) 
MORNINGS AND EVENINGS

Take your:
1. Temperature          2. Pulse (heart rate)          3. Blood pressure

Helpful tips when taking your vital signs

• Relax and rest for several minutes before you take your blood pressure. 

• Take your temperature at least five minutes after you eat or drink. 

• Check your temperature before 5pm if you feel bad. That way, you can call when  
   your nurse coordinator is in the office.
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For at least one month (or longer as needed):
• Take your vital signs every day in the morning and evening.

• Write your morning and evening vital signs in your log.

• Bring your log with written vital signs to each transplant appointment.

• Make sure you have enough blank logs. Extra blank logs are in the back  
   of this guide and in the transplant clinic. Ask us if you need more.

Call your transplant team right away if you have:
• Temperature of 100.4 degrees Fahrenheit or higher
• Pulse (heart rate) higher than 100
• Blood pressure with: 
 • Top number that is less than 90 OR higher than 200
 • Bottom number that is less than 50 OR higher than 110
• Notice anything unusual with your vital signs

Vital Signs  
are important body signs for anyone 
to know. They tell us how well the 
body is doing at its most basic jobs.
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HOW TO USE YOUR BLUE CARD

You are given a blue medicine card in the hospital when you learn about the medicines 
you take after your transplant. Your blue card is where you and your transplant team 
keep track of all of your medicines – medicines prescribed by your transplant team and 
medicines prescribed by your other healthcare team members.

You and your transplant pharmacist go over  
your blue card in more detail when you meet.

The goal is for you to manage your medicines on your own before leaving  
the hospital – in the right way and at the right time. We show you how to: 
 • Use your blue medicine card
 • Know what each of your medicines is for and what it looks like
 • Pull your daily medicines from the hospital medicine box
 • Take each of your medicines

IT HELPS TO USE YOUR BLUE CARD FOR AS LONG AS POSSIBLE!

We want you to always use your blue card and bring it with you to all of your  
transplant visits. Your blue card is also a handy place to have all of your medicine  
information when you need it.
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HOW TO AVOID REJECTION
OF YOUR NEW LIVER

You help avoid rejection of your new liver by taking your anti-rejection medicines as 
instructed – on time and every time. These medicines help keep your body from at-
tacking or rejecting your liver.

You must take your anti-rejection medicines
for the rest of your life.

Never miss even one dose or change your dose unless your transplant team tells  
you to do so. Rejection can happen any time – especially if you stop taking your  
anti-rejection medicines on your own or sometimes forget to take them.

It is important for you to know the signs and symptoms of rejection. Remember:
• You may not have any symptoms at first.
• Your labs are often the first sign that show you are rejecting your new liver  
   – even before you see or feel it!
• This is why it is so important for you to get all of your labs done after you leave 
   the hospital.

Almost all transplant patients have at least one rejection episode at some time.  
Rejection is most likely to happen in the first three months after transplant.

We treat rejection with medicines. Usually we can treat rejection without you  
having to be in the hospital. Sometimes you may need to stay  
in the hospital.
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CALL YOUR TRANSPLANT TEAM RIGHT AWAY IF:

• You miss taking more than one dose of your anti-rejection medicines

• You have a temperature above 100.4 degrees Fahrenheit

• Your urine gets dark

• Your stools get lighter in color

• You have a general sense of not feeling well with flu-like fatigue, aches and pains
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HOW TO PREVENT INFECTION

The medicines you take after transplant for the rest of your life lower your ability  
to fight infection. This means that it is easier for:
 • You to get infections
 • You to catch colds and other bugs
 • Your cuts and scratches to get infected

You can still go out and enjoy your life. Just take the needed action to prevent infections 
after transplant. Preventing infection after transplant is so important that we have  
dedicated a full chapter on the topic.

Tell us right away if you have any signs or symptoms of infection.
We want – and need – to treat you as soon as possible!

Call your transplant team right away if you have:
• Temperature of 100.4 degrees Fahrenheit or higher 
• Nausea or vomiting and you are:
 • Unable to tolerate liquids
    OR
 • Take your medicines
• Diarrhea that lasts for more than five bowel movements
• Large cuts – especially if: 
 • You cut yourself on something dirty like a rusty nail 
    OR
 • Your cuts are not healing like they should 
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PHYSICAL ACTIVITY AND REST  
AFTER TRANSPLANT

PHYSICAL ACTIVITY
You gradually regain your strength and are more physically active over time. It is normal 
not to be able to do as much at first. This is okay.
Be patient as you:
• DO what you can safely do
• DO make slow and steady progress
• DO give your incision time to heal both inside and outside of your body

Moving
We want you to get out of bed and move! It is best to move rather than stay 
in bed all day. 
Move as much as you can after your transplant:
• In the hospital
   AND
• After you leave the hospital
We do not want you to move more than you can. We do want you to safely move more 
with time.

Lifting
Only lift items that weigh less than twenty-five pounds:
• For the first three months after your transplant surgery
   OR
• Longer if needed to fully heal from your transplant surgery 
(It may be longer than three months if your incision needs more time to heal.)

Exercise
Limit your exercise at first. For the first month after your transplant, limit your exercise 
to:
• Walking
• Light activity
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REST
Rest is just as important as physical activity. Make sure you rest enough so that you have 
the energy you need. 

You want to: 
• Pace yourself during the day so you do not get too tired
• Get a good seven to eight hours of sleep a night

It is okay to take naps during the day if they do not stop you from sleeping at night.

COMMON PHYSICAL SYMPTOMS AFTER TRANSPLANT
It is common to have some physical discomfort or changes after your transplant.  
Common physical symptoms after transplant include:
• Trouble sleeping • Loss of appetite  • Constipation
• Back pain   • Taste changes

Know that these symptoms are common and get  
better over time. Speak with your transplant  
team if any of these symptoms interfere  
with your daily activity.
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SEXUAL ACTIVITY AFTER TRANSPLANT

You can have sex again after transplant surgery when:
• You feel better
   AND 
• Your incision is fully healed 
   (Usually around four to six weeks after your surgery) 

Most people have a stronger sex drive after transplant. Other people may have 
some challenges with sex after transplant. 

Let your transplant team know if you have any concerns about sex after transplant. Feel 
comfortable talking about your sexual health with your transplant team – just as you 
speak openly about other aspects of your health.

SAFE SEX
Practice safe sex to prevent sexually transmitted diseases (STDs).

Birth control
Forms of birth control that are okay after transplant
• Condoms
• Foams/jellies (women)
• Diaphragms (women)
• Surgeries to have tubes tied (tubal ligation or vasectomy)

Birth control that may be okay after transplant
• Birth control pills (women) 
 • Right after transplant: Birth control cannot be used.
 • Three months after transplant: Check with your transplant coordinator about  
    using birth control pills. 

Birth control to first discuss with your transplant team 
• IUDs (women): Talk with your transplant team first before having an IUD inserted. 

Reminder for women
See your women’s doctor (gynecologist) if you need

a prescription for your birth control. 
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FAMILY PLANNING AND PREGNANCY

Planning  for a larger family (men and women)
• Talk with your transplant team if you plan to have children in the near future. 
• Speak with us before you begin planning to grow your family. 

Getting pregnant (women)
• Wait at least two years after transplant before you get pregnant. 
• Use two forms of birth control to prevent getting pregnant during this time. 
• Speak with your transplant coordinator before getting pregnant.
• Let your transplant team know right away if you do get pregnant.

BIRTH DEFECTS OR MISCARRIAGE CAUSED  
BY SOME TRANSPLANT MEDICINES

Some transplant medicines can cause birth defects or miscarriage. It is very important 
to use effective birth control while you take these medicines.  

You and your transplant pharmacist talk about these medication side effects. Ask if you 
have specific questions about medication side effects related to birth defects or  
miscarriage.

NATIONAL TRANSPLANTATION PREGNANCY REGISTRY
Both men and women who have children after their transplant are encouraged to join 
the National Transplantation Pregnancy Registry. Ask your transplant coordinator for a 
registration form.
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DRIVING AFTER TRANSPLANT

We want to make sure it is safe for you to drive after transplant.

You can only drive when:
• Your transplant team says it is okay
• You are off your narcotic pain medicine
• Your incision is healed enough so you can drive with full range of motion

Plan on not driving for about four to six weeks after transplant. It may take longer for 
you to be strong enough to drive again. 

Someone needs to be with you even if you take a taxi, bus or other public transportation. 
Ochsner cannot provide regular transportation. We can help you and your caregiver find 
a taxi service to take you home from Ochsner if needed.

Always wear your car seat belt!
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WORKING AFTER TRANSPLANT

You are able to work: 
• Two to three months after your transplant surgery
   OR
• When your doctors tell you that is okay

Talk with your transplant team about going to work. You want to speak with them before 
you work after transplant. They confirm that you are physically ready to work again.

 PEOPLE ARE GRATEFUL TO WORK AFTER TRANSPLANT
 BECAUSE WORK GIVES THEM:
 • A sense of purpose and meaning
 • Something enjoyable and rewarding to do
 • Income to help pay for needed items and expenses
 • Health insurance to help pay for medicines and other medical costs

Perks of working after transplant
The goal of transplant is to improve your quality of life so you can lead a full, active life. 
Most people want to do more after their transplant. This includes working. You also may 
benefit from working.

“Choose a job you love, and you will never  
have to work a day in your life.” 

        – Confucius
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You and your transplant social worker meet to make sure you have the support you need 
after you leave the hospital. This includes making sure that you have:

• Reliable caregivers

• Place to stay (short-term and long-term)

• Transportation on the day you leave the hospital

• Transportation to your follow-up medical visits, labs and tests

• Place and way to buy your medicines

• Medical equipment you might need

• Extra needed support (like home health or physical therapy)

• Mental and emotional support

• Any other resources you might need

Discharge  
is when you leave the hospital. Discharge plan is the plan for you 
after you leave the hospital. You and your healthcare team review 
the plan while you are still in the hospital.

Some things in your plan are for all transplant patients. Other 
things are just for you. 

We want to make sure we plan ahead to meet your needs. Now 
is the time to let us know of any concerns you have about your 
needs after transplant!

PREPARING TO LEAVE THE HOSPITAL
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Your transplant team continues to care for you after you leave the hospital. You are 
assigned a clinic transplant nurse coordinator. This is the nurse who: 
• Is skilled in liver disease
• Coordinates all aspects of your care related to your transplant once you leave the hospital

As You Heal
Patients often tell us that they are feeling so much better –even before they are fully 
healed. We like to hear this good news! 

We also want you to remember:
• You are still healing. (Even if you feel better)
• Each person heals differently. (Which affects your full recovery time)
• We need to see you in transplant clinic as scheduled. (To make sure you are healing  
   properly)

For Life
It is easy to think that it is not as important to keep all of your appointments related to 
transplant once you are fully healed and feel healthy again. It is tempting to get more 
relaxed with your daily self-care and not be as careful as you need to be. 

You may tell yourself, “I am doing fine!” You may even think that it is okay if you 
are not as disciplined with your self-care and appointments like you were at first. 

But the opposite is true: Even if you feel well and even months or years after your  
transplant, it is important that you:
• See us in transplant clinic for all of your scheduled appointments
• Go to all of your other follow-up labs, tests and medical visits
• Keep up with the daily self-care you learned while in the hospital 

AFTER YOU LEAVE THE HOSPITAL
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I am ready to do what I 
need to do after I leave 
the hospital.

Liver care
• I know when to call my transplant coordinator right away. I call right away as needed.
• I only take a shower and bathe in the tub when I am told that it is safe.
• I keep daily track of my vital signs for one month or longer as needed.
• I know how to manage my medicines. I take my medicines as instructed – on time  
   and every time.

Daily life
• I stay as active as possible and rest after transplant.
• I speak with you if my physical symptoms interfere with my daily activity.
• I discuss family planning and pregnancy with you first.
• I only drive when my transplant team says it is okay.
• I know the many perks of working again.

Caregivers
• I need my caregivers after transplant.
• I value my caregivers because they are the ones to:
 • Help me do things that I physically cannot do as I get better
 • Support me mentally and emotionally as I heal 

Healthcare team
• I partner with you on the healthcare plan I agree to follow.
• I am truthful with you about my health, treatments and how I am following your instructions.
• I tell you all I can about my health in a timely manner.
• I ask you right away when anything is not clear to me or I need more information.
• I talk openly about any fears, doubts or concerns I have.
• I stay in contact with you as I am advised.
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YOUR PERSONAL MAP (MAPP)
TO SMART LIVING AFTER TRANSPLANT

We have reviewed what you learn during your hospital stay. We have also discussed the first 
steps in your care after transplant. 

Next we look at the four major areas  
in the lifetime care of your new liver:

 1. Medicines: Lifeline living after transplant
 2. Appointments: Connected living after transplant
 3. Prevention: Safe living after transplant
 4. Plans: Healthy living after transplant

We like to think of these four areas as your map to smart living after transplant. Maps help 
guide us in our daily life. These four major areas help guide you in your ongoing journey after 
transplant.

Simply Put:
Medicines, Appointments, Prevention and Plans 

form your personal map (MAPP) or GPS to smart living after transplant!



YOUR FIRST CLINIC APPOINTMENT:
What to Expect

Your first transplant clinic visit is on the first business day after you leave the hospital.

1. We first:
 • Draw your blood for your routine blood tests
 • Take your blood pressure
 • Weigh you

2. You then meet with your:
 • Transplant nurse coordinator
 • Transplant pharmacist

Bring what you need to your first transplant clinic visit
  • Blue medicine card

  • Medicines 

  • Vital signs log

  • Transplant guide

  • Insurance card

  • Pharmacy card

  • Anything else you are asked to bring
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YOUR FIRST CLINIC APPOINTMENT

Transplant nurse coordinator

• Makes sure your incision is healing well
• Asks about your: 
 • Energy level
 • Strength
 • Fever (if any)
 • Pain level (if any)
• Talks about your daily activity:
 • Walking and moving
 • Eating and drinking
 • Bowel movements
• Answers questions or concerns

Transplant pharmacist

• Goes over your:
 • Completed blue medicine card 
 • Medicines
• Makes sure you and your caregiver: 
 • Understand how important your   
    medicines are for you and your new  
    liver
 • Are confident that you are able         
    to manage your medicines on your  
    own
• Answers medicine questions or concerns 

You also review important topics that you learned in the hospital. People often do not 
remember all that they were taught because they were feeling tired and weak in the  
hospital. 

This is why we go over key points with you again at your first transplant clinic visit.  
Caregivers also find it helpful to review these topics again since there is so much  
to learn and remember.



MEDICINES: 
Lifeline living after transplant

Your medicines after transplant are key to your life with a new liver. Think of your medicines 
as your lifeline to that full, active and healthy life you so want to live – because your medicines 
after transplant are your lifeline!

One of your most important actions after transplant is to 
take all of your needed medicines – the right way, every time.

Medicines can only help if you take them the right way.

Taking medicines “sort of right” means you do not get the most from the medicines. It may 
even mean putting your health at risk. 

It is crucial for you to do your part with your medicines. We go over what you need to know 
and do in this chapter.

“Nothing in life is to be feared, it is only to be understood.
Now is the time to understand more, so that we may fear less.” 

     – Marie Curie 
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DOING YOUR PART WITH YOUR
MEDICINES AFTER TRANSPLANT

Next we review the above points more carefully.
So now let us learn all about these very

important medicines – your lifeline to healthy living! 

Understand your medicines
• What you need to know
• What you need to do
• Needed actions every day
• Why your daily actions matter

Manage your medicines
• Use your blue medicine card
• Take your medicines the right way
• Have enough medicine at all times
• Take other important actions with  
   medicines
• Know the special importance of  
   anti-rejection medicines 
• Stay away from herbal or natural products  
   and remedies
• Speak openly and honestly with your  
   healthcare team about your medicines
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IT HELPS TO USE YOUR BLUE CARD FOR AS LONG AS POSSIBLE!
We want you to always use your blue card and bring it with you to all of your  
transplant visits. Your blue card is also a handy place to have all of your medicine 
information when you need it.

GET IN THE HABIT: 
Use Your Blue Card

You are given a blue medicine card in the hospital when you learn about the medicines you 
take after your transplant. Your blue card is where you and your transplant team keep track 
of all of your medicines – medicines prescribed by your transplant team as well as medicines 
prescribed by your other healthcare team members.

Medicine doses are changed often right after you are transplanted. This means: 
• It is best to follow the instructions on your blue card since these are the most recent and  
   accurate.
• Instructions on your original medicine bottles may not be right.

Always make sure you have the correct information about all of your medicines on your blue 
card. You can do this more easily if you get in the habit and follow the important guidelines  
we show you about your blue card.

   Make it a habit to:
   • Keep your blue card handy where you can easily find it
   • Use your blue card for instructions about your medicines
   • Make sure your blue card is updated
   • Bring your blue card every time you:
    • Have a clinic visit
    • Are admitted to the hospital
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TIPS FOR TAKING YOUR MEDICINES THE RIGHT WAY

1. Know how to use your blue card
 • Know the generic medicine names.
 • Match the name of the medicine from the medicine bottle to the blue card  
    to make sure you are taking the right medicine.
 • Check your blue card first to make sure you take the right medicine dose.
 • Update your blue card each time your doctor or nurse:
  • Changes how much medicine you take
  • Gives you a new medicine to take
  • Tells you to stop taking a medicine
 • Know what the different terms on your blue card mean.
 • Ask if you have any questions about how to use your blue card.

2. Know your medicines 
     For each of your medicines, know:
 • Why  you take it
 • How you take it
 • How much you take
 • When you take it
 • What possible side effect(s) you may have

mg  
mg is short for milligram. Milligram 
is a unit of measurement. Medicine 
strength is often shown as milligrams 
(mgs). 
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   Generic and brand names for medicines

   Generic name of a medicine refers to the approved, scientific  
   name of the medicine. 

   Brand name of a medicine refers to the name given by the  
   pharmaceutical company that first developed the medicine. 

Prescription medicines as well as over-the-counter medicines have brand and generic 
names. Not all medicines have a generic form available for sale.

How generic and brand name medicines are the same
Generic medicines must meet strict FDA (Food and Drug Administration) guidelines 
in order to be approved. This means that generic medicines are as effective as brand 
name medicines. 

How generic and brand name medicines are different
Generic and brand name versions of medicines also differ from each other.  
For example, they have a different:
• Name
• Appearance (size, shape, color, markings)

Cost
Generic medicines tend to cost less than brand name ones. This is because the  
companies that first make a medicine have added costs that are reflected in the higher 
prices for brand name medicines. 

What you need to remember 
• You are usually prescribed generic medicines when they are available. 
• It is important to know your medicines by their generic name.
• If you switch from a brand to a generic medicine:
 • We do labs after you switch to a generic medicine.
 • Always make sure that your generic medicine is from the same manufacturer  
    every time you get a refill or renewal of your medicine.
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ALWAYS HAVE ENOUGH OF YOUR MEDICINE

1. Know at all times
•  How much medicine you have
•  How many medicine refills you have left  
   for each medicine
•  Office hours when you or your pharmacy  
   can request medicine renewals from: 
 •  Your transplant team
 •  Other healthcare team members  
     not in transplant

2. Always be prepared for
• Weekends
• Holidays 
• Unexpected weather events 
• Unexpected emergencies
• Unexpected delays in getting your  
   medicines refilled or renewed

We all know how easy it is to overlook or forget things in our busy lives – even the  
important things! We also know that life has its unexpected moments.

Always be prepared. Plan ahead.
Give yourself enough time to get the 

medicine refills and renewals you need.

It can be confusing to know who to go to for a prescription refill or renewal.  
Here is a simple way to remember:

MEDICINE REFILLS
You get from your pharmacy
MEDICINE RENEWALS
Your pharmacy gets from your doctor



Pharmacy Name      Pharmacy Phone Number
Pharmacy Address     Prescription Number

Patient Name
Patient Address

Doctor Name (doctor who ordered this medicine)
Date (when your medicine was first ordered)

Instructions

Medicine Name

Number of Refills Before Date

Use the instructions 
on your blue card 
instead of the  
instructions on your 
medicine bottle.  
Do this for all of your 
medicines. Instructions 
on your blue card are 
the most recent and 
accurate.

Make sure this number 
never gets to 0.

Make sure this date has not passed. 

The pharmacy will not give you a 
refill if it is past the date on here – 
even if you have refills left.

MAKING SENSE OF MEDICINE LABELS

Instructions
Use the instructions on your blue card instead of the instructions on your medicine bottle. Do 
this for all of your medicines. Instructions on your blue card are the most recent and accurate. 
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MEDICINE DOSES AND TIMING

• Use your blue card to make sure you take the right medicine and dose at the right time. 
• It helps to keep your medicine in the bottle that it came in.
• Take your anti-rejection medicines at the same time each day with food. 
• If you forget a dose:
 • Take it as soon as you remember that day (before 2 pm).  
 • Do not take it if it is near the time to take your next dose. Take your regular dose  
              when it is time. Do not double the dose.
 • Call your transplant coordinator if you miss taking your medicine for a full day. 
• Call your transplant coordinator right away if you throw up your medicine after taking it. 

PILL SORTERS

1. While we adjust your medicines right after your transplant
 • Medicine doses change often right after you are transplanted. 
 • Pills in your pill sorter have to be changed when your medicine dose is changed. 
 • Medicine mistakes are more common if you have to go back and change pills that  
    are already placed in the pill sorter. 
 • You can stay safe and avoid these mistakes if you set up your pill sorter each day  
    for only that day during this first phase after transplant.
 • This means: Set up your pill sorter one day at a time at first.

2. Once we know the right transplant medicine doses for you
 • We get a better idea of what the best transplant medicine doses are for you  
    over time.
 • Your medicine doses change less often over time.
 • We tell you when: 
  • We know the right transplant medicine doses for you
  • You can set up your pill sorter for one week at a time
 • This means: You can set up your pill sorter one week at a time once your transplant  
    team tells you that is okay.
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STORAGE

• Store all of your medicines in a dry place away from heat and direct sunlight.
• Keep all of your medicines out of the reach of children and pets.

New medicines ordered by your healthcare team members not in transplant
• Call your transplant coordinator if any of your healthcare team members not in transplant  
   puts you on a new medicine. 
• You want to make sure the new medicine is okay to take with your transplant medicines. 

NEW MEDICINES

It may be tempting to take herbal or natural products/remedies without 
letting your transplant team know. Doing so can cause you to have even 
more serious health problems.

OVER-THE-COUNTER PRODUCTS 

Ask before you take any over-the-counter products when you are unsure or have any  
questions. 

Know the possible side effects of your medicines
It is good to know the possible side effects for each medicine you take. You will not have 
every side effect listed. You want to be ready and know:
 • Possible side effects for each of your medicines
 • How to handle each side effect
 • When to let your transplant coordinator know about a side effect you are having

Stay away from herbal or natural products/remedies

Herbal or natural products and home remedies can have bad side effects or affect 
your immune system. 

It is important to know that these products or home remedies can have side effects 
 – just like over-the-counter products. Some herbal or natural products/remedies can:
 • Interfere with anti-rejection medicine levels 
 • Cause rejection  
 • Cause serious side effects (like kidney failure)



42

1. Birth defects or miscarriage caused by some transplant  
    medicines
Some transplant medicines can cause birth defects or miscarriage. It is very important  
to use effective birth control while you take these medicines to prevent birth defects or 
miscarriage.

This means that you must use as you are advised:
• Effective birth control (women who can get pregnant)
• A condom (men)

NOTE:
Sometimes you need to keep using the above for a while after you stop the medicine. 

You and your transplant pharmacist talk about these medication side effects. Ask if you 
have specific questions about medication side effects related to birth defects or miscarriage.

2. Birth control pills (women) 
• Right after transplant: Birth control cannot be used. 
• Three months after transplant: 
 • Check with your transplant coordinator about using birth control pills. 
 • See your women’s doctor (gynecologist) if you need a prescription for your  
    birth control.

3. Getting pregnant (women) 
• Wait at least two years after transplant before you get pregnant. 
• Use two forms of birth control to prevent getting pregnant during these two years. 
• Speak with your transplant coordinator before getting pregnant.
• Let your transplant team know right away if you do get pregnant.

REMINDERS ABOUT PREGNANCY AND YOUR MEDICINES
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KNOW THE SPECIAL IMPORTANCE  
OF YOUR ANTI-REJECTION MEDICINES

Your anti-rejection medicines in particular are your lifeline because they help stop your body 
from attacking or rejecting your new liver. Perhaps a patient said it best: Anti-rejection  
medicines “trick” your body into thinking your new liver is yours.

This means you can never run out of your anti-rejection medicines. You must always have the 
anti-rejection medicines you need on hand.

You must take medicines to prevent rejection for the rest of your life. 
Take your anti-rejection medicines as instructed – on time, every time.

Never miss even one dose or change your dose unless your transplant team tells you to do so. 
Rejection can happen any time – especially if you stop taking your anti-rejection medicines on 
your own or forget to take them.

Almost all transplant patients have at least one rejection episode at some time. Rejection is 
most likely to happen in the first three months after transplant.

Your labs give us the earliest sign of rejection – even before you look or feel bad. These labs 
tell us how your liver is working. This is why it is so important to get your labs done as  
scheduled!

We treat rejection with medicines. Usually we can treat rejection without you having to be in 
the hospital. Sometimes you may need to stay in the hospital. A liver biopsy and more blood 
tests are done if you do stay in the hospital.

Only a transplant doctor should change your anti-rejection  
medicine doses. Never change doses on your own!
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Rejection is when your body tries  
to get rid of (reject) your new liver. Anti 
means to prevent.

Anti-rejection medicine is medicine 
used to prevent or stop rejection. You 
take anti-rejection medicines to stop your 
body from attacking (rejecting) your new 
liver.  

You may also hear anti-rejection medicine 
be called immunosuppressive medicine. 
Immunosuppressive medicine  
is medicine that lowers (suppresses) your 
body’s desire to attack your new liver  
in order to keep you safe (immune).

When you do have rejection
• You get labs done more often. Labs are done more often to see how the treatment 
   for rejection has worked.
• Another biopsy is done sometimes.

Some medicines can change the level of anti-rejection medicines in your 
system. Two examples are antibiotics and blood pressure medicines.

Always check with your transplant coordinator to make sure it is okay for 
you to take any medicines not related to transplant.
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DIFFERENT TYPES OF ANTI-REJECTION  
MEDICINES WORK IN DIFFERENT WAYS
There are different types of anti-rejection  
medicines. Each medicine works  
in a different way to prevent rejection. 

You may be on one or more of these medicines. Your transplant team may:
• Change your medicine doses – especially after you are first transplanted 
• Stop some medicines in the future
• Switch you to a different medicine

MOST COMMON ANTI-REJECTION MEDICINES

Generic Name
Tacrolimus
Cyclosporine
Mycophenolate
Sirolimus
Prednisone

Brand Name
Prograf, Astagraf, Envarsus
Neoral, Gengraf
Cellcept, Myfortic
Rapamune
No brand name

OTHER ANTI-REJECTION MEDICINES SOMETIMES USED

Generic Name
Everolimus
Azathioprine

Brand Name
Zortress
Imuran 
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1. Tacrolimus and Cyclosporine
• Only take Tacrolimus or Cyclosporine  
   after your lab work – never before your  
   labs are drawn!
• Do not eat:
 • Grapefruit
 • Pomegranate
• Do not drink anything with:
 • Grapefruit juice
 • Pomegranate juice
    These two fruits and their juices  
   can increase your Tacrolimus or  
   Cyclosporine level, which may  
   increase your risk of infection.
 • Other fruit and fruit juices are okay.

2. Prednisone
• Your transplant team gives you a  
   Prednisone taper before you leave the  
   hospital. 
• Your Prednisone dose needs to be slowly  
   lowered to a safe dose before stopping. It  
   is important to follow the dose taper  
   from your transplant team.
• You can have bad side effects when you  
   stop your Prednisone all at once. These  
   bad side effects include:
 • Your heart beats too fast
 • Your blood pressure is low

Never stop Prednisone without first talking with your transplant team.

Taper  
Taper means to lower the amount of medicine you take in a gradual 
and planned way. This is done when it is not safe for you to stop 
taking the medicine all at once. 

A taper is the specific way in which you lower the amount of  
medicine you take. A taper tells you the step-by-step way to lower 
your medicine dose:
 • When 
 • For how long
 • How much

SPECIAL INSTRUCTIONS
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DIFFERENT WAYS TO TREAT REJECTION

Tacrolimus (Prograf, Astagraf, Envarsus)
OR

Cyclosporine (Neoral, Gengraf )

• Increasing your dose of Tacrolimus (Prograf, Astagraf, Envarsus) or Cyclosporine  
   (Neoral, Gengraf) is sometimes enough to effectively treat rejection

Steroids
Prednisone

• Sometimes the prednisone dose may be increased

Solu-medrol
• You may need to be admitted to get Solu-medrol by vein. Large doses  
   are given by vein

Thymoglobulin

• Only given in the hospital
• Given by vein in the hospital for three to seven doses
• Side effects include low blood counts (red cells, white cells, platelets), increased  
   risk of infections, fevers, chills, headache and increased risk of certain cancers



Your body tries to get rid of anything that it thinks does not belong inside you, like  
a new organ. It wants to keep you safe from danger.

This is what is known as your immune system – a fancy way to describe your 
body’s system that keeps you safe from illness and disease. This is great for things 
like a cold or flu.

But your immune system will also attack your new organ unless we control its actions. 
We do not want your body to attack your new organ. We give you medicines to prevent 
your body from attacking your new organ.

These medicines are called anti-rejection medicines – medicines that stop your 
body from getting rid of (rejecting) your new organ. They are also called 
immunosuppressive medicines – medicines that  
lower (suppress) your body’s desire to attack your  
new organ in order to keep you safe (immune).
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I do my part to manage 
my medicines.

• I use my blue card
   I use my blue card for all of my medicines. I keep it handy where I can easily find it. I  
   make sure it is updated. I bring it every time I have a clinic visit or am admitted into the  
   hospital.

• I take my medicines just as instructed
   I understand that medicines can only help if I take them the right way. Taking my  
   medicines “sort of” right means I do not get the most from the medicines. It may even  
   put my health at risk.

• I make sure I always have enough medicine
   I never let my medicine run out. I refill my medicine when I still have seven to ten days  
   of medicine left. I renew my medicines on time. I let you know right away if I cannot get  
   my medicine refilled.

• I take my anti-rejection medicines as instructed – on time, every time
   I take theses medicines for the rest of my life. These medicines help keep my body from  
   attacking or rejecting my liver. I will always take some kind of medicine to prevent  
   rejection of my new liver.

• I tell my doctor what medicines I take
   My doctors need to know all the medicines I take. This includes prescription medicines  
   as well as medicines that do need a prescription. I call my transplant coordinator when  
   my healthcare team members not in transplant put me on a new medicine.
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• I know the guidelines for over-the-counter products
   I know where to look in this liver transplant patient guide for safe and  
   not safe over-the-counter products. I ask my transplant team before I take any  
    over-the-counter products that are not in this liver transplant patient guide.

• I stay away from all herbal or natural products or remedies
   I check with my transplant team first if I am not sure if a product or home remedy is  
   considered herbal or natural. I am honest with my transplant team about my desire to  
   use any herbal or natural product/remedy.

• I ask when I am unsure
   I ask any time I have a question about my medicine. Understanding medicine  
   instructions can be tricky. I may be afraid to ask or not want to bother you. I understand  
   that you want me to ask. Better safe than sorry!

• I help myself when I am honest
   I talk to my healthcare team if my medicine makes me feel bad or interferes with my  
   daily life. I am honest with my healthcare team if I am not taking my medicines like I   
   need to take them.



APPOINTMENTS: 
Connected living after transplant

It feels good to be out of the hospital. This is a time that most people with a new liver 
have been eagerly awaiting. It can also be scary for many people at first as they learn to: 
 • Take care of themselves without their transplant team always there like it was in  
    the hospital
 • Adjust to the daily changes that life with a new liver requires
 • Live a full life after transplant

You may be excited – and a little nervous – about being out  
in the real world again without your transplant team  

physically around you 24/7.  Always stay in touch with us.  
Remember that we are here to support you as you get back  

to your daily life with a new liver.

“Alone we can do so little; together we can do so much.” 
     – Helen Keller

Timing is everything
We see you more often when you first get out of the hospital, especially for the first 
month after transplant. You have fewer medical visits and labs over time as long as you 
are doing well. How often you have medical visits and labs after transplant depends on 
your unique circumstances.
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Your Healthcare Appointments at a Glance
 1. Transplant Labs

 2. Transplant Clinic Visits

 3. Primary Care Doctor Visits

 4. Other Healthcare Visits, Tests and Procedures

We have a better idea of how you and your new liver are doing when  
you keep all of your appointments with your healthcare team members.

Reach out for emotional support when you need it
Talk with your transplant team about any doubts, fears or trouble coping you have after 
transplant. We are here to support you and your caregivers during this time!

THE DOCTORS I SEE ARE…

1. Transplant surgeon at every clinic visit until she or he medically clears me  
      to be under the care of my transplant hepatologist

3. Transplant hepatologist for all of my care related to transplant
      AND
    Primary care doctor for all of my care not related to transplant
      AND
    Other healthcare team members as I am advised 

2. Transplant hepatologist for all of my medical needs until I see my  
      primary care doctor for my care not related to transplant
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TRANSPLANT LABS

Below is an example of what a typical clinic lab schedule might look like after leaving  
the hospital.

Example transplant lab schedule after leaving the hospital

Your lab results let us know the first signs of rejection  
– even before you look or feel bad.

The sooner rejection is identified and treated, the better.

Sometimes patients need labs more often, sometimes less. 
Your personal transplant lab schedule might be different than this example

because of your specific needs.

WHEN

First Year
• Months 0-3
• Months 3-4
• Months 4-6
• Months 6-12

Second Year
• Months 12-18
• Months 18-24

Third Year and beyond

HOW OFTEN

First Year
• Every week
• Every two weeks
• Every three weeks
• Every four weeks

Second Year
• Every six weeks
• Every eight weeks

• Every twelve weeks T

I take control of my care when I:
• Get my labs done – on time, every time. My labs tell us how my liver  
   is working.
• Follow my personal transplant lab schedule. It is important to get my  
   labs done as often as I am advised.
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LAB GUIDELINES
Night before your labs
• Take these anti-rejection medicines between 7pm and 8pm the night before your labs:
 • Tacrolimus
 • Cyclosporine
 • Sirolimus
• Eat no food after midnight. You can – and should – drink water. We want you to stay  
   hydrated.

Day of your labs
• You can take your pain medicine with water in the morning before your labs.
• Get your labs done between 8am and 9am – even if your lab slip has a later  
   appointment time.
• Wait until after your labs on the days you have lab work to:
 • Take the above anti-rejection medicines
 • Eat breakfast

Fast  
Fast means to not eat or drink for a certain amount of time before 
your labs (blood tests). You can – and should – drink water.

You are asked to fast for a certain amount of time before your labs 
when your:
• Blood tests are more sensitive to food or drink
   AND
• Blood test results are more accurate if you fast before your labs

Know your eating and drinking guidelines if you need to fast before 
you get your labs done.

Fasting labs are labs when you do not eat or drink for a certain 
amount of time before you get your labs done. You can – and should 
– drink water. 

I take control of my care when I:
• Follow my lab guidelines exactly as instructed.
• Do not cheat – even a little! It can affect my lab results.
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TRANSPLANT CLINIC VISITS

Below is an example of what a typical transplant clinic schedule might look like after 
leaving the hospital.

Example transplant clinic schedule after leaving the hospital

Sometimes patients need transplant clinic visits more often,  
sometimes less. Your personal transplant clinic schedule might  
be different than this example because of your specific needs.

WHEN

First Year
• Months 0-2
• Months 2-3
• Months 4-6
• Months 7-12

Second Year and beyond

HOW OFTEN

First Year
• One to two times a week
• Every two to six weeks
• Every one to two months
• Every two to three months

• Every six to twelve months

I take control of my care when I:
• Show up for all of my transplant clinic visits. These visits let us know  
   how my liver is working. 
• Bring what I need to my transplant clinic visit.
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PRIMARY CARE DOCTOR VISITS

Each transplant patient must have a primary care doctor. 
This is the doctor who takes care of your day-to-day care once your transplant team  
medically clears you. Your primary care doctor is the one who:
• Oversees your care not related to transplant
• You contact first for any day-to-day problems

Make sure you: 
• Have a primary care doctor who knows you and your healthcare needs
• Make an appointment to see your primary care doctor as soon as your transplant  
   coordinator lets you know to do so

I take control of my care when I:
• Give my transplant coordinator my primary care doctor’s name  
   and address. You give my primary care doctor updates after each  
   of my transplant clinic visits. 
• Let my transplant coordinator know when my primary care doctor: 
 • Orders new medicines for me (especially antibiotics)
 • Tells me that I have a new medical condition
• Remind my primary care doctor that she or he is welcome to contact  
   you with any questions about my:
 • Medicines
 • Medical care
• Know the best way to contact my primary care doctor with any urgent  
   medical concerns I have that are not related to my transplant.
• Speak with my primary care doctor about how to stay in touch with her  
   or him as needed.
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OTHER HEALTHCARE VISITS, TESTS AND PROCEDURES

Your transplant coordinator lets you know exactly when you can begin calling your other 
doctors who are not in transplant with medical concerns not related to transplant. Their 
care is important to your overall health.

You want to take just as good care of your overall health as you do with your new liver.  
Healthy living means having a care plan for both:
• Your new liver
   AND
• Your overall health

It is important to show up for healthcare appointments not related to transplant. 

Showing up for all of your healthcare appointments helps make sure that you:
 • Get coordinated and complete care
 • Stay as healthy as possible

I take control of my care when I:
• Let my transplant coordinator know when any of my doctors not in  
   transplant:
 • Orders new medicines for me (especially antibiotics)
 • Tells me that I have a new medical condition
• Remind my other doctors not in transplant that they are welcome to  
   contact you with any questions about my:
 • Medicines
 • Medical care
• Know the best way to contact my non-transplant doctors with any  
   urgent medical concerns I have that are not related to my transplant.
• Speak with all of my non-transplant doctors about how to stay in  
   touch with them as needed.
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I stay connected with 
my healthcare team

• I show up
    I show up for all of my healthcare visits, labs and tests – on time, every time!  
    I bring what I need to bring to each appointment.

• I follow my lab guidelines
    I know my personal lab schedule and come as scheduled. I do what I need to do the  
    night before and the day of my labs.

• I have a primary care doctor
    My primary care doctor knows me and my healthcare needs. I contact her or him with  
    medical concerns not related to transplant when you tell me. 

• I come with my caregivers as needed
    I bring my caregivers to my appointments. We learn how to best care for me together.

• I use my transplant guide
    I have my transplant guide with its useful information within reach. I bring it with me  
    to all of my visits. I keep written notes in it as needed. 

• I write down my questions 
    I write questions for my healthcare team before my visits. I put the most important  
    questions first on my list. I write the answers at my visits.

• I speak up
    I know what action I need to take and the information I need to know before my visit  
    ends. I speak up if I have concerns. 

• I remind you to keep it simple
    I remind you to use simple words so I can better remember. I ask right away when what  
    you tell me is not clear. 



PREVENTION: 
Safe Living after Transplant

3 Steps to Prevent Infection after Your Transplant
It is as easy as 1, 2, 3!

These 3 simple steps can help you prevent infection after transplant:
1. Wash your hands
2. Learn why you can get infected
3. Pick the best daily actions

Okay, there are more details to each step. 
Let us start with what each step means.

“The sidelines are not where you want to live your life.
The world needs you in the arena.” 

     – Tim Cook
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GET IN THE HABIT: 
Wash your hands!

Make hand washing a priority 
after transplant.

KNOW THE WHY: 
Learn why you can get 

infected.
Understand what makes it 
easier for you to get infected 
after transplant.

MAKE THE CHOICE: 
Pick the best daily  

actions.
Pick the best daily actions  
to prevent infection after 
transplant.

1. 2. 3.

Follow these 3 steps every day. It will soon be a natural way of being for you. It will be a 
new way of life with your new organ!

You know the 3 steps to prevent infection after transplant. You understand what each 
step means. Next we will review important details for you to remember about each step.
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GET IN THE HABIT:
Wash your hands!

The most important habit for everyone

Most  infections are spread by direct contact – most often from hands or other objects. 
So washing your hands is your most important habit. It is a simple habit you can make  
a part of your daily life.

“Did you wash your hands?” Our parents, grandparents, teachers and other adults often 
repeated how important it was to wash our hands when we were kids. You may say this 
yourself as an adult to young ones!

Hopefully you listened to this wise advice as a child. Because guess what?

Hand washing is the most important habit  
to avoid infection as a transplant patient!

It is good if you are in the habit of washing your hands. It is just as important to:
• Wash your hands the right way
• Know when to wash your hands

1.
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RIGHT WAY TO WASH YOUR HANDS

1. Wet your hands with clean, running water  
   (if possible).

2. Apply soap.

3. Rub your hands with the soap to lather. 
    TIP: Lather all over – include the back of your  
    hands, between your fingers and under your nails. 

4. Wash for 20 seconds.
    TIP: Sing the whole “Happy Birthday” song two  
    times to make sure you wash long enough.

5. Rinse your hands well under clean, running water  
    (if possible). Pat your hands dry with a hand towel  
    or air dry them.

Adapted from www. cdc.gov/features/handwashing/
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WHEN TO WASH YOUR HANDS

Before you
• Eat
• Prepare or serve food
• Touch your face

After you
• Use the bathroom
• Cough
• Sneeze or blow your nose
• Touch a pet or animal
• Garden or touch plants/soil
• Change a diaper

Note:
Use a hand sanitizer when you do 
not have soap and water handy. 

Adapted from www. cdc.gov/features/handwashing/

Wash your hands 
• In the right way
• At the right time
• For the right amount of time

Do this every time you wash  
your hands. Washing your  
hands is the most important  
habit to prevent infection!
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KNOW THE WHY:
Learn why you can get infected2.

The medicines you take after transplant help keep your new organ healthy. This is the 
good news. 

The other news: These same medicines also lower your ability to fight infection.  
This means:
• You get infections more easily.
• You catch colds and other bugs more easily.
• Your cuts and scratches are more easily infected. 

A CLOSER LOOK AT THE WHY

What You Do Not Want
You can get infections more easily  
after transplant:

• Even simple infections are
   easier to get after transplant.

• Simple infections may become
   serious if not carefully
   watched and treated. 

• Serious infections can cause 
   you to lose your new organ 
   and make you very sick.

What You Do Want
You can help prevent getting infections 
after transplant:

• Being careful to avoid
   infection helps keep your new
   organ healthy.

• Your daily good actions help 
   prevent infection.

• Your new organ has the best 
   chance to stay healthy.

BONUS:
You live more of the full life you want!



MAKE THE CHOICE:
Pick the best daily actions.3.

Every day you are faced with choices that affect the health of your new organ. Think 
about how you live your life. Good choices to prevent infections should be a part of your:
• Daily routine
• Regular activities
• Hobbies 
• Interests

You can enjoy a healthy, active and full life  
when you protect your new organ.

The key is to choose actions that help you prevent infections.

This includes:
• Actions in your daily life
• Actions in case of fever or possible infection
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ACTIONS IN DAILY LIFE

• Wash your hands every time before you eat –  yes, every time!
• Eat just your food and drink – best to leave other people’s  
   food or drink alone.
• Eat only well cooked meat and seafood. 
• Drink only milk, juice and cider that is pasteurized.
• Eat only cheese made with pasteurized milk.
• If you have well water: Try to drink boiled or bottled  
   water. (Showering in well water is fine.)

• Peel only cooked seafood. Let someone else peel or pick  
   the raw seafood. 
• Eat only food that you trust has been handled the right way.
• Make sure your food is still good to eat. Check dates  
   when food goes bad.

Eating/Drinking

Preparing Food

Pasteurized liquids have been heated to a temperature 
that kills harmful germs and is then quickly cooled. 

Adapted from www.merriam-webster.com/dictionary/pasteurization
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• Get your shots when they are needed. This includes 
   tetanus, pneumonia and flu shots.
• Make sure your shots are only made with a dead germ  
   or virus – not a live germ or virus. Ask your local doctor  
   if you are unsure. 
• Wait 7-10 days to have close contact with an infant or child  
   that gets a shot with a live virus. Check with their doctor  
   to know if  the shot has a live virus.

• Let your local doctor know if you have a cold that lasts  
   more than three days.
• Check the Over-the-Counter Products section of this  
   guide for a list of over-the-counter cold medicines that are  
   safe for  you to take.

Getting Your Needed Shots

Taking Care of Your Colds

• Avoid close contact with anyone who  
   has a bad cold, flu or other disease you  
   can catch like the  measles, chickenpox  
   or shingles.
• Avoid large crowds in enclosed areas if  
   it has been less than six months since  
   your transplant or you have been  
   recently treated for rejection. 

Being Around Others with Diseases You Can Catch
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• It is important to be careful when you relax or work outdoors at certain times.
• Mosquitoes are at their worst around:
 • Dawn
 • Dusk
• Wear protective clothing and/or DEET-based insect repellant during these times.
• Certain mosquito-borne illnesses can be very serious for transplant patients:
 • West Nile in southern United States
 • Other mosquitoes in other countries
• Wear sunscreen (SPF 30 or above) to prevent sunburn and skin cancer.

Spending Time Outdoors

• Always wear shoes – especially outside. 
• Wash any cuts or scrapes right away with soap and water.  
   Apply antibiotic ointment. Keep the area clean. 
• Watch any cuts or scrapes very closely to make sure they  
   do not get infected.

Preventing and Taking Care of Your Cuts or Scrapes
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• Be sure to let us know all medicines you  
   take. This includes medicines prescribed by  
   your other doctors.
• Call your transplant coordinator if another  
   doctor puts you on an antibiotic. You want  
   to make sure the antibiotic is okay to take.
• Some antibiotics affect your transplant  
   medicine levels. We may need to adjust the  
   dose of  your transplant medicines to keep  
   you safe.

Visiting Other Doctors

• Your dentist can give you a prescription for any antibiotics that he or she thinks you need  
   to take before dental work. We suggest following the American Heart Association  
   guidelines. 
• Remind your dentist’s office that you are a transplant patient each time you make your  
   appointment.
• Have your dentist call your transplant coordinator with any questions. 
• See your dentist at least every six months for regular:
 • Check-ups 
 • Cleaning

Visiting Your Dentist
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SPECIAL SITUATIONS IN DAILY LIFE

• Have your pets get their yearly shots.
• Let someone else clean up after your pets.  
   This includes things like litter boxes,  
   aquariums and birdcages. 

Note: Over time, you can clean up 
after your pets yourself – always make 
sure to wear gloves!

• Wear metal mesh gloves when handling  
   hooks or fish – the ones that hooks can 
   not go through.
• Keep supplies handy in case you cut or  
   scrape yourself.  This includes clean water, 
  soap, antibiotic ointment and bandages.
• Clean any cut or scrape right away. Apply  
   antibiotic ointment and a bandage. 
• Protect your cut or scrape from waters  
   that may be contaminated. 

Caring for Your Pets

Hunting and Fishing

• Wear work gloves when you garden or do yard work.
• Work gloves protect you from scrapes and blisters.

Gardening/Yardwork
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• We prefer you wait at least six months  
   after your transplant to travel outside  
   the United States. 
• Check with us before you make travel  
   plans since there are exceptions.
• You may need to take special  
   precautions if you travel to countries  
   with tropical diseases or poor sanitation.

Always check to make sure you are stable before you make your travel plans. We want to make 
sure you are stable after transplant before you travel – within or outside the United States. 

Talk with us about your lab needs when you are away. Arrange for your labs to be done away 
from home as needed. 

Traveling – Anywhere

Let us know when you travel outside the United States. We can give you the needed  
information for the places you plan to visit. 

Always check to make sure you are stable before you make your travel plans. We want to 
make sure you are stable after transplant before you travel.

Traveling Outside the United States

International Travel Reminders
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Just Ask Us!

We have talked about the special situations that are common to many patients. Life is 
full of so many more unique situations. 

Certain situations that are important to you may not be in this guide. Know that you can 
always talk to us about these situations. 

 Always ask when you:
 • Have questions about a specific situation in your life
 • Are not sure if a certain action is okay for you
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Tell us right away if you have any signs or symptoms of infection.
We want – and need – to treat you as soon as possible!

1. Temperature of 100.4 degrees Fahrenheit or higher

2. Nausea or vomiting and you are unable to tolerate  
    liquids or take your medicines

3. Diarrhea that lasts for more than five bowel  
    movements

4. Large cuts – especially if:
    • You cut yourself on something dirty like a rusty nail
    • Your cuts are not healing like they should

ACTIONS IN CASE OF FEVER
OR POSSIBLE INFECTION

Call us right away if you have
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REAL LIFE

Think:
“Infection prevention” is my new way of thinking.

Ask:
What actions make the most sense for me to prevent infection?

Act:
Protect my new organ – and myself – with the best daily actions.

It is great to have a new liver. It is great to have a new lease on life.  
It is not so easy – or fun – to follow all the details that come with these 3 steps.  

And it is not so easy to do it all the time.

And yet, you do it anyway. Why? Because you want to keep your liver healthy,  
so you can lead more of the life you want!

Do it – for you!

1. I get in the habit:
     I wash my hands. I make hand washing a priority after   
     transplant.

2. I know the why:
     I learn why I can get infected. I understand what makes  
     it easier for me to get infected after transplant.

3. I make the choice:
    I pick the best daily actions to prevent infection after  
    transplant. 



PLANS: 
Healthy living after transplant

We have given you important information about keeping your new liver healthy after 
transplant. It is easy to get so focused on your liver health that you forget about the rest 
of your health. 

It is important to follow a plan of care for your overall health – just as important as it is 
to follow a care plan for your new liver. You and your healthcare team decide on the best 
care plan for your overall health.

Taking care of your overall health helps you enjoy the full range of the better life that a 
new liver offers you. This includes making the most of:

• Better health        • More energy        • A more active lifestyle        • A fuller life

All of us need to do our part to have a healthy life.  
We each do what we can to:

   • Prevent new health problems
   • Minimize the effect of existing health issues
   • Catch any health troubles as soon as possible

This chapter reviews the actions you take to live a healthier life after transplant. This is 
a broad overview of what you need to know. Check with your healthcare team to know 
more about your specific healthcare needs. Ask them about other good resources if you 
want more detailed information about any area of healthy living.

“I am not afraid of storms, for I am learning how to sail my ship.” 
     – Louisa May Alcott
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Important health screenings and check-ups after transplant
     1. CANCER SCREENINGS
 • Skin 
 • Colon/rectal
 • Female-specific 
 • Male-specific

     2. YEARLY WELL VISITS
 • Blood pressure checks
 • Needed shots
 • Bone density tests
 • Other needed tests

     3. REGULAR DENTAL AND EYE CARE VISITS
 • Dentist visits
 • Eye care visits

Healthy Choices
     1. No alcohol, illegal/street drugs and tobacco
     2. Wise food choices 
     3. Physical activity and exercise
     4. Rest
     5. Sexual activity 
     6. Emotional health

HEALTHY LIVING AFTER TRANSPLANT AT A GLANCE

You are the Most Valuable Player (MVP) of your healthcare team.
Know your healthcare team’s game plan for all of your health!
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Your anti-rejection medicines weaken your immune system. This means you may be at 
greater risk for cancer. 

Transplant patients are more likely to develop some cancers. Speak with your primary 
care doctor about regular and complete cancer screenings.

CANCER SCREENINGS

I take control of my care when I:
• Ask what cancer screenings I need and how often to get them.  
• Always show up for these important screenings!
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SKIN CANCER SCREENING

Everyone is at risk of developing skin cancer, especially in sunny, warm climates. You are 
at greater risk of getting skin cancer because your anti-rejection medicines suppress your 
immune system. Your risk for skin cancer increases the longer you take anti-rejection 
medicines.

Most skin cancers can be treated if they are caught early.

Protect your skin every day
Everyone needs to take care of and protect their skin. You want to be extra careful since 
you have a higher risk of getting skin cancer. Always follow these skin protection  
guidelines:
• Fifteen minutes before you go outside: Apply sunscreen with a sun protection  
   factor (SPF) of 30 or higher. Put sunscreen on all exposed areas of your skin. This helps  
   protect your skin from damaging light rays.

• Every two hours while you are outside: Reapply sunscreen– especially when  
   swimming or sweating.

• Whenever you are outside: Wear sunglasses, wide-brimmed hats and protective  
   clothing. This helps protect your eyes, ears, face and the rest of your body from  
   damaging light rays.

• When sun rays are the strongest (10:00am to 4:00pm): Avoid or limit how  
   long you are outside during these hours. Look for shade.

• Never use tanning booths.
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I take control of my care when I:
1. EVERY DAY Practice skin protection
2. EVERY MONTH Check my skin with help for any changes
3. EVERY YEAR Get skin checks with my primary care doctor or skin  
    doctor (dermatologist)
4. RIGHT AWAY See my primary care or skin doctor about any skin  
    changes that worry me

Check your skin every month
• Know how to do a complete skin check. Have someone help check skin areas that you  
   cannot easily see like your back, scalp and ears.
• Check your skin every month with help for: 
 • Changes in how your moles look
 • Crusty areas that bleed and will not heal
 • Pink spots
 • Any skin changes that worry you
• Let your healthcare team know right away about any skin changes.
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COLON/RECTAL CANCER SCREENING 

• You should be screened for colon cancer if you are:
 • Over 50 years old 
    OR
 • Younger than 50 years old and have a family member with colon cancer or polyps
• Colonoscopies are repeated every one to ten years. How often you need a colonoscopy  
   depends on your specific history. 
• There are different tests to screen for colon/rectal cancer. Talk with your primary care  
   doctor or stomach/gut doctor (gastroenterologist) about: 
 • Right test(s) for you
 • How often test(s) should be done

FEMALE CANCER SCREENING 
It is important for women to get yearly exams with their gynecologist. These yearly visits 
include important cancer screenings: 

TYPE OF TEST REASON FOR TEST
Pap smear   Check for cervical cancer
Breast exam  Check for breast cancer
Mammogram  Check for breast cancer 
    (Women ages 40 years old and older OR anyone as advised)

It is also important for you to check your breasts each month. Speak with your gynecologist 
if you have any questions about how to do your monthly self-breast exams.

MALE CANCER SCREENING
Prostate screenings check for prostate cancer. Speak with your primary care doctor about 
getting regular prostate exams. 

Your primary care doctor lets you know if you need any other male cancer screenings. 
Ask if you have any questions about these important cancer screenings. 
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Your primary care doctor checks your overall health during your yearly well visit. 

Well visit usually includes:
  1. Conversation with your primary care doctor
         • Review of your overall health and lifestyle
         • Update of your family medical history
         • Discussion about any health concerns you have

  2. Check of your vital signs

  3. Review of your needed shots

  4. Needed tests

  5. Check of your weight

  6. Physical exam of your body

Well visit is a general check of your overall health.
A yearly well visit is also known a yearly check-up
or physical exam.

YEARLY WELL VISITS

I take control of my care when I:
• Show up for my well visit every year as scheduled
• See my primary care doctor as needed for any other important visits
• Stay in contact with my primary care doctor between visits as needed
• Bring up any health questions or concerns with my primary care doctor
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WELL VISITS INCLUDE

a. Blood pressure checks
We all need to get our blood pressure checked. Regular blood pressure checks are often 
the only way we know that we have high blood pressure. 

We often have no visible signs or symptoms that our blood pressure is high. High blood 
pressure can cause serious health problems if it is not controlled and treated.

Our health habits can affect our blood pressure. We can all help control our blood  
pressure when we:
• Get regular blood pressure checks 
• Eat healthy 
• Stay at an ideal weight
• Are physically active
• Do not smoke

How often we each need to have our blood pressure checked depends  
on our personal needs. Speak with your healthcare team about how  

often you need to get your blood pressure checked.

I take control of my care when I:
• Understand that high blood pressure is common after transplant
   (Some reasons for this include the medicines I take after transplant)
• Know what blood pressure numbers are good for me
• Get my blood pressure checked as my healthcare team advises
• Make lifestyle changes as my healthcare team advises
• Take my blood pressure medicine on time, every time
   (If I am prescribed blood pressure medicine)
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b. Shots
Speak with your primary doctor about what shots you need and when you need to get 
each shot. No, shots are not fun for any of us. They do help keep us healthy. So be there 
when it is time to get your needed shots!

You should only get shots made with a dead germ or virus – not a live germ or virus. 
Shots made with a live virus can cause serious health problems in people with suppressed 
immune systems.

Shots you need include: 
• Tetanus shots
• Pneumonia shots
• Flu shots (unless you are told not to get the flu shot for medical reasons)

c. Bone density tests
A bone density test measures how strong your bones are. Speak with your primary care 
doctor about getting a bone density test.   

YOU NEED A BONE DENSITY TEST DONE:
• One year after your transplant
• As needed after that based on what your primary care doctor advises

I take control of my care when I:
• Get my needed shots – on time, every time
• Only get shots made with a dead germ or virus

I take control of my care when I:
• Get my bone density tests done as needed
• Make sure my transplant team knows my bone density test results
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DENTIST VISITS

We all need to keep our teeth and gums healthy. People who have had a transplant need 
to be extra careful with their dental care.

Dental problems after transplant can be caused by:
 • Side effects from medicines you take after transplant
 • Infections from bacteria in your mouth 

You can get infections more easily because your immune is suppressed.

REGULAR DENTAL AND EYE CARE VISITS

I take control of my care when I:
• Brush and floss my teeth at least twice a day – especially after meals  
   and before bedtime     
• Check my teeth, gums and mouth for any dental problems
• Take other actions to care for my teeth as my dentist advises
• See my dentist at least every six months for:
 • Check-ups
 • Cleanings 
 • Any other dental problems 

It is important to let your dentist know if you notice any dental problems. These dental 
problems include:
• Tooth pain
• Decayed, chipped or cracked teeth
• Red or swollen gums
• Bleeding in your teeth, gums or mouth
• Dry mouth
• Mouth sores, swelling or ulcers
• White patches on your tongue  
   or mouth lining
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EYE CARE VISITS

It is important for all of us to get eye exams to: 
• Check how well we see
• Make sure our eyes are healthy with no serious problems

We all need to make sure our eyes are healthy. 
People who have had a transplant may be more at risk  

for eye problems because of their anti-rejection medicines.

It is important to let your eye doctor and/or primary care doctor know if you have any 
eye problems. These eye problems include:
• Eye pain
• Vision changes (like blurring, double vision or color fading)
• Distorted vision (like spots or wavy lines)
• Light flashes
• Sensitivity to light
• Dry eyes with redness, itching  
   and/or burning

I take control of my care when I:
• Get eye exams as advised
• Speak with my transplant team about any personal risks for eye problems
• Call my healthcare team if I notice any eye problems
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HEALTHY CHOICES 
 
1. No Alcohol, Illegal/Street Drugs or Tobacco

Simply put: No alcohol, illegal/street drugs or tobacco allowed!
This includes medicines not prescribed to you.

It is important for your overall health and the health
of your new liver that you:

Do not drink any type of alcohol
 • Drinking any type of alcohol can cause liver damage. 
 • Even non-alcoholic beer, wine or other liquor contain some alcohol.
 • Resist the temptation to drink. You do not want to risk losing your new liver!

Do not use illegal/street drugs or medicines not prescribed to you
 • They can interfere with the medicines you take after transplant that help your  
    new liver stay healthy.
 • You risk getting a serious fungal infection (aspergillus) when you use marijuana.  
    This fungus is so serious that it can cause death.

Do not abuse any medicines prescribed to you
 • Taking too much of the medicines prescribed to you can hurt your liver. 

Do not smoke, dip or chew any kind of tobacco
 • You can more easily catch different kinds of pneumonia after transplant. You  
    cannot get better as easily or as quickly from these pneumonias if you smoke. 
 • Smoking, chewing or dipping tobacco can cause: 
  • Heart disease 
     AND 
  • Cancers of the mouth, throat and lungs
 • Ask family and friends not to smoke around you.

Be honest with us if you have trouble resisting.
Get the help and support you need.
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2. Wise Food Choices

It is important for everyone to make healthy food choices.
We all need to eat foods that are good for us and keep us healthy.

Sometimes people feel so good after transplant that they overeat and gain weight. It is 
important for all of us to watch our weight.

We know how hard it is to lose the extra weight once we have gained it. It is much easier 
to stay at the right weight when we: 
 • Watch what we eat
 • Eat regularly without overeating

Being overweight can lead to serious health problems. These health problems include:
 • High blood pressure
 • High blood sugar
 • High cholesterol
 • Heart disease
 • Strokes

All people after transplant benefit from following the right eating plan for them. You may 
need to follow specific diet guidelines. You and your transplant dietitian talk about any 
of your specific diet needs. Food safety is important for all of us. It is extra important for 
you after your transplant as we discussed in the Prevention chapter.

Making the right food choices can help most people stay healthy after transplant. Following 
a good eating plan can help keep cholesterol, blood sugar and blood pressure at healthy 
levels as well as help keep your bones strong.

Adapted from: American Dietetic Association. Nutrition Care Manual®

Your transplant dietitian is here to help. Consult with your transplant dietitian about 
your personal guidelines for:
• Food choices          • Food safety
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Foods that Are Good for You
(Choose from this list often)

Food Group Foods
Dairy • Skim, 1% or 2% milk

• Non-fat or reduced-fat cheese
• Non-fat, reduced-fat or light yogurt

Meat and other protein-rich foods 
• Baked
• Grilled
• Broiled
• Boiled 
• Poached

• Skinless chicken and turkey
• Fish and seafood
• Lean red meat and pork
• Beans and legumes
• Unsalted nuts and nut butters
• Tofu
• Eggs

Vegetables • Fresh vegetables
• Frozen vegetables
• Unsalted canned vegetables

Grains • Whole grain breads
• Whole grain pastas and rice
• Whole grain cereals (like oatmeal)

Fats and Oils • Olive or canola oil
• Low-fat salad dressings

Seasonings • Fresh or dried herbs
• Dried garlic or garlic powder
• Dried onions or onion powder
• Chili powder, paprika, black pepper,  
   red pepper
• Salt-free and sodium-free seasonings

Fruits • Fresh fruits
• Frozen fruits
• Unsweetened canned fruit (in its own juice)
• Unsweetened dried fruit
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Foods to Eat in Small Amounts 
(Choose from this list once in a while)

Food Group Foods
Dairy • Whole milk

• Regular cheeses
• Regular milks

Meat and other protein-rich foods • Fried meats
• Canned beans (high in salt)
• Salted nuts 
• Processed meats (like ham, bacon,  
   sausage, corned beef, hot dogs and  
   luncheon meat)

Vegetables • Canned vegetables (high in salt)
• Pickled or salted foods (like pickles)

Grains • White breads, pastas and rice
• Salted crackers and snacks
• Quick breads (like muffins) or croissants

Fats and Oils • Shortening and lard
• Margarines that contain trans fat
• Regular salad dressings

Desserts • Cakes
• Pies
• Cookies
• Donuts

Beverages • Regular soft drinks, sports drinks
• Sweet tea and sweet lemonade
• Vegetable juices with added salt
• Fruit drinks with added sugar

Seasonings • Salt and seasonings made with salt
• Packaged foods made with salt

Fruits • Canned fruits in syrup
• Fruit juices
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HELPS
      to know
FOODS HIGH IN  
POTASSIUM 
Sometimes medicines can raise  
your potassium level. You are  
shown how to follow a  
low-potassium diet if your  
potassium is high.

You avoid high potassium foods  
when on a low-potassium diet.  
Foods high in potassium include:
• Bananas 
• Bran 
• Cantaloupe
• Chocolate  
• Dried fruit
• Dry beans and peas
• Figs
• Milk
• Nuts
• Orange juice
• Oranges
• Potatoes
• Prunes and prune juice
• Salt substitute
• Spinach
• Tomato and tomato juice
• Vegetable juice

Consult with your transplant dietitian  
or doctor about your specific daily  
potassium needs. They can provide  
an individualized plan just for you!

Special instructions if you take 
Tacrolimus or Cyclosporine

 Do not eat: 
  • Grapefruit
  • Pomegranate

 Do not drink anything with:
  • Grapefruit juice
  • Pomegranate juice

  These two fruits and their juices  
  can increase your Tacrolimus or  
  Cyclosporine level, which may  
  increase your risk of infection.

  Other fruit and fruit juices 
  are okay.
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IMPORTANT FOOD SAFETY GUIDELINES

It is important for everyone to follow food safety guidelines. People who have had a 
transplant need to be extra careful. You are at greater risk for getting foodborne illnesses 
because your immune system is suppressed.

Cooking Foods to the Right Temperatures

The right cooking temperatures kill any harmful bacteria in food. Use a meat thermometer 
to check when meat, poultry, seafood and dishes containing eggs are properly cooked. 

Important Food and Drink Guidelines
Never eat or drink:

   • Raw, rare or undercooked fish, poultry, pork or beef

   • Raw eggs  

   • Unpasteurized milk and dairy products
 
   • Unpasteurized juice or cider

   • Food that is: 
    • Spoiled or moldy
    • Past its “use by” date

   • Alcohol
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The United States Department of Agriculture (USDA) and the Federal Drug Administration 
(FDA) recommend these safe minimum internal cooking temperatures:

Food Temperature Comments
Beef, veal, pork and lamb

Poultry

Ground beef, veal, pork and 
lamb

Fin fish

Scallops

Shrimp, lobster and crab

Clams, oysters and mussels

Hot dogs

Leftovers

Soups, gravy and sauces

Meat marinades

145˚F

165˚F

160˚F

145˚F

165˚F

165˚F

Allow to rest three minutes 
before carving or eating

145˚F or until opaque flesh 
flakes with a fork

Cook until flesh is milky 
white or opaque and firm

Cook until they turn red 
and the flesh is pearly and 
opaque

Cook until shells open 
during cooking

Reheat until steaming hot 
or 165˚F

Reheat to at least 165˚F

Bring to a boil

Throw away marinade 
OR
Boil for several minutes if 
reusing

Minimum Internal Cooking
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HANDLING FRESH FRUITS AND VEGETABLES (PRODUCE)

• Rinse off surface dirt from raw fruits and vegetables.
• Use a small vegetable brush to remove remaining surface dirt. Sanitize the brush  
   between uses.
• Cut away damaged or bruised areas. Bacteria can grow in these areas.
• Buy produce that is not bruised or damaged. 
• Chill and refrigerate foods as needed: 
 • Put produce that needs to be refrigerated in the refrigerator right away. 
 • Make sure that any pre-cut produce is put in the refrigerator. 
 • Refrigerate fresh produce within two hours of peeling or cutting.
 • Throw away cut produce that has been left at room temperature for more than  
    two hours.
NOTE: Fresh, whole produce (like potatoes and bananas) do not need to be refrigerated. 
• Avoid cross-contaminating foods:
 • Use clean cutting boards and utensils when handling fresh produce. 
 • Use two different clean cutting boards:
     • One cutting board for fresh produce 
        AND
     • One cutting board for raw meat, poultry and seafood
• Wash cutting boards, utensils or dishes that have come in contact with fresh produce  
   or raw foods (like raw meat, poultry or seafood) when you prepare foods. 
• Use a cooler with ice or ice packs when transporting or storing cut fresh fruits and  
   vegetables outdoors. (Do the same with all perishable foods.)

Other Considerations
• Wash your hands often.
• Use caution with buffets, salad bars and restaurants.
• Defrost all meats using the right methods. Defrost either in the:
 • Refrigerator overnight (away from all fresh fruits and vegetables)
    OR
 • Sink with running water
    OR
 • Microwave
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3. Physical Activity and Exercise

Daily physical activity and regular exercise can:
         • Benefit everyone’s health in important ways
         • Help all of us live a fuller life

Staying active can help us: 
 • Have more energy
 • Do our daily activities more easily
 • Control our weight
 • Sleep better
 • Feel in a better mood
 • Manage stress

You want to be as active as you can after transplant. You can benefit from all physical 
activity that you are able to do. This includes: 
 • Everyday activities 
 • Regular exercise

Talk with your healthcare team first about what you are physically able to do and when. 
Ask about a safe exercise plan for you. 
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EXERCISE
Everyone can help improve their health with regular exercise.  Talk with your healthcare 
team about what exercise choices are best for you.

Some good exercise options include:

Walking
Always wear walking shoes that are comfortable and have good support.
• Start slowly.
• Walk farther as you get stronger.
• Increase how far you walk until you are able to walk: 
 • Several miles each time
 • At least three times a week
• Walk at a quicker pace for short distances.

Riding a bike
It is best to start with a stationary bike right after surgery. You can ride on a two-wheel 
bike when you are stronger and have more balance.
• Start with short distances. 
• Slowly ride for longer distances.

Swimming
It is best to swim in a clean, chlorinated pool. You can swim once your incisions have 
healed.
• Start slowly.
• Swim longer distances as you get stronger.
• Try more difficult swimming strokes as you get stronger.

Know what is best for you: 
• What and how much daily physical activity

• Which types of exercise and how often to do them
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4. Rest
You want to: 
• Pace yourself during the day so you do not get too tired.
• Get a good seven to eight hours of sleep a night.

It is okay to take naps during the day if they do not stop you from sleeping at night.

Rest is just as important as physical activity.
Make sure you rest enough so that you have the energy you need.

5. Sexual Activity
People who have been ill for a long time often do not feel well enough to have sex.  
This changes after transplant for many people.

Most people have a stronger sex drive after transplant because they have:
• More energy
• Better self-image
• Other positive changes

Once you have sex again:
• All sex positions are okay
• There is no limit as to how often you can have sex
• Practice safe sex to prevent sexually transmitted diseases (STDs)

Feel comfortable talking about your sexual health with your healthcare 
team – just as you speak openly about other aspects of your health.

Other important reminders
• Planning for a larger family (men and women)
• Getting pregnant (women)
• Birth defects or miscarriage caused by some transplant medicines
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6. Emotional Health

We often forget that our emotional health is just as important as our physical health.
Our emotional health can even affect our physical health.

Many people go through different emotions after transplant. They are excited about their 
new lease on life. They are grateful for their new liver and for their donor’s gift to them. 
They may also feel sadness and/or guilt if their new liver came from someone who died. 

This can be a stressful time for people with a new liver. There are many lifestyle changes 
and new commitments after transplant. It can be a challenge for some people to adjust 
to this different way of life with a new liver. 

Sometimes all of us are embarrassed or shy about sharing our feelings. We may feel  
uncomfortable or think it is a sign of weakness if we admit that we are having a tough time. 
The truth is that we all go through difficult emotional times. We all need to reach out  
to others at certain times in our lives. Sometimes speaking with those close to us is 
enough. Other times we need extra support from a professional.

Reach out for emotional support as needed. We are here to support you.
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I take action to stay  
as healthy as possible 
after transplant.

I make healthy choices each day
• I help prevent skin cancer: I practice daily skin protection, do my monthly skin checks  
   and get yearly doctor skin checks. 
• I help keep my blood pressure under control.
• I brush and floss my teeth at least twice a day.
• I do not drink alcohol, smoke or use illegal/street drugs.
• I stay physically active, exercise and rest.
• I practice safe sex. 
• I choose healthy foods that are good for me. 
• I stay at a healthy weight. 
• I follow food safety guidelines as I am advised.

I take good care of my emotional health
• I reach out for emotional support.
• I speak with my healthcare team if I have any doubts, fears or trouble coping.
• I talk with my family and friends about my feelings.

I show up for all of my needed healthcare visits – on time, every time
• I get my needed cancer screenings, well visits, shots, bone density tests and other  
   needed tests.
• I see my dentist and eye doctor for needed visits. 
• I call right away with any medical concerns, including skin changes and dental or eye  
   problems.
• I stay in contact with my primary care doctor and other doctors as needed.

I act as my healthcare team’s Most Valuable Player (MVP)
• I am truthful about my health, treatments and how I am following instructions.
• I tell all I can about my health in a timely manner. 
• I ask right away when anything is not clear to me.



MORE ABOUT TRANSPLANT MEDICINES  
AND OVER-THE-COUNTER PRODUCTS

We have reviewed important general information about your medicines after transplant. 
We give you more specific information about your transplant medicines and over-the-counter 
products in this Resources section. 

A. Most Common Transplant Medicines
We give you more details about the most common transplant medicines:
1. Most common medicines to prevent rejection
2. Most common medicines to prevent infection

You will not be on all of the transplant medicines listed. You only need to read about  
the transplant medicines you take now. We include information about other transplant 
medicines in case you take them in the future. 

B. Over-the-Counter Products
We give you more information about over-the-counter products:
• Safe over-the-counter products
• Not safe over-the-counter products

We want you to only use products that are safe for you as a transplant patient.  
Over-the-counter products can interact with your anti-rejection medicines. 
 • You can take some over-the-counter products without calling first. 
 • Talk with your transplant coordinator before buying or taking any 
    over-the-counter product that is not on the list of safe over-the-counter products.

99
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We want you to stay healthy

by taking care of yourself

and your new liver.

Always let us know about

any questions or concerns

you have about your 

transplant medicines and

over-the-counter products!
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Next we review the most common transplant medicines in more detail. Listed are these 
details:
• Medicine Name
 • Generic Name
 • Brand Name(s)
• What to Know
• Description
• Special Instructions
• Possible Side Effects

Read about the medicines you take now.
Know where to find information about medicines 

 you may take in the future.

It is good to know the possible side effects for each transplant medicine you take.  
You will not have every side effect listed. You want to be ready and know:
• Possible side effects
• How to handle each side effect
• When to let your transplant coordinator know about a side effect you have 

You may be on one or more of these transplant medicines. Your transplant team may:
• Change your medicine doses – especially after you are first transplanted 
• Stop some medicines in the future
• Switch you to a different medicine

A. MOST COMMON TRANSPLANT MEDICINES
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Generic Name
Tacrolimus
Cyclosporine
Mycophenolate
Sirolimus
Prednisone

Brand Name
Prograf, Astagraf, Envarsus
Neoral, Gengraf
Cellcept, Myfortic
Rapamune
No brand name

OTHER ANTI-REJECTION MEDICINES SOMETIMES USED

Generic Name
Everolimus
Azathioprine

Brand Name
Zortress
Imuran 

Some medicines can change the level of anti-rejection medicines in your system. Two 
examples are antibiotics and blood pressure medicines.

Always check with your transplant coordinator to make sure it is okay for 
you to take any medicines not related to transplant.

1. MOST COMMON MEDICINES TO PREVENT REJECTION
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Generic Name
Tacrolimus

Brand Name
Prograf, Astagraf, Envarsus

WHAT TO KNOW
You can more easily get infections 
• You can more easily get infections while on Tacrolimus. 
• Tell your transplant coordinator right away when you notice any sign of infection. 

Your medicine dose may change often at first
• How much Tacrolimus you take may change often at first. It depends on how much  
   Tacrolimus is in your blood. 
• We change your dose if you have:
 • Rejection
 • Bad side effect

You need to go to all of your fasting lab appointments
• Your lab work shows how much Tacrolimus is in your blood.
• Make sure to keep all of your fasting lab appointments so we know how much  
   Tacrolimus is in your blood.

Tacrolimus helps stop your body from rejecting your new liver
• This means that you may need to take it for the rest of your life. 
• It is an anti-rejection medicine. Anti-rejection medicines are also known as  
   immunosuppressants. 

TACROLIMUS
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Description
a. Prograf and Astagraf come as capsules in three strengths:
• 0.5 mg 
• 1 mg
• 5 mg 

b. Envarsus comes as a tablet in three strengths:
• 0.75 mg 
• 1 mg
• 4  mg

NOTE: Prograf, Astagraf and Envarsus are NOT interchangeable

Special Instructions
• Only take Tacrolimus after your lab work – never before your labs are drawn!
• Do not eat: 
 • Grapefruit
 • Pomegranate
• Do not drink anything with:
 • Grapefruit juice
 • Pomegranate juice
             This can increase your Tacrolimus level, which may increase your risk of infection. 
• Other fruit and fruit juices are okay.
• Take your Tacrolimus with food to help minimize stomach side effects
   (nausea, diarrhea, stomach cramps).
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Possible Side Effects
1. Kidney damage 
    • Kidney damage can especially occur when your Tacrolimus level is high.
    • Your Tacrolimus dose is changed if your blood work shows kidney damage.  
       Your transplant doctor may switch you to another drug.
2. Nerve problems 
    • You may have shaking hands, burning in hands and feet, confusion, headaches,  
       nightmares, sleep or speech problems. 
    • These nerve symptoms usually get better after a few months. 
    • Let your transplant coordinator know right away about any unusual nerve feelings  
       or problems.
3. High blood sugar 
    • Patients with diabetes before transplant may have some problems adjusting their  
       diabetes medicines. 
    • Patients with no diabetes before transplant may have to start diabetes medicines.  
       Sometimes the diabetes medicines can be stopped later once the Tacrolimus dose  
       is lowered. 
4. High blood pressure 
    • You may have to take medicine to lower your blood pressure. You will check your  
       blood pressure two times a day.
5. Stomach and gut problems 
    • You may have nausea, diarrhea, stomach cramps or other stomach/gut problems. 
    • Let your transplant coordinator know right away about any stomach/gut symptoms  
       you have.  
6. High potassium
    • Your blood work lets us know if you have high potassium.
    • We may need to change your diet and/or Tacrolimus dose.
7. Vision changes
    • Let your transplant coordinator know right away. 
8. Hair loss
    • Let your transplant coordinator know. 
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Generic Name
Cyclosporine

Brand Name
Neoral, Gengraf

WHAT TO KNOW
You can more easily get infections 
• You can more easily get infections while on Cyclosporine. 
• Tell your transplant coordinator right away when you notice any sign of infection. 

Your medicine dose may change often at first
• How much Cyclosporine you take may change often at first. It depends on how much  
   Cyclosporine is in your blood. 
• We change your dose if you have:
 • Rejection
 • Bad side effect

You need to go to all of your fasting lab appointments
• Your lab work shows how much Cyclosporine is in your blood.
• Make sure to keep all of your fasting lab appointments so we know how much  
   Cyclosporine is in your blood.

Cyclosporine helps stop your body from rejecting your new liver
• This means that you may need to take it for the rest of your life. 
• It is an anti-rejection medicine. Anti-rejection medicines are also known as  
   immunosuppressants. 
• Cyclosporine can be used in place of Tacromilus.

CYCLOSPORINE
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Description
Cyclosporine comes as either: 
1. Soft gel capsules in a foil pack that come in three strengths:
    • 25 mg
    • 50 mg
    • 100 mg
   OR
2. Liquid mixed in oil with a syringe in the box
    • Concentration: 100 mg/mL

Special Instructions
• Only take Cyclosporine after your lab work – never before your labs are drawn!
• Do not eat: 
 • Grapefruit
 • Pomegranate
• Do not drink anything with:
 • Grapefruit juice
 • Pomegranate juice
    This can increase your Cyclosporine level and may increase your risk of infection. 
• Other fruit and fruit juices are okay.
• You may notice a funny smell when you first open the foil pack with gel capsules.  
   This is normal. The gel capsules are still good for you to take.
• Only open each capsule’s foil when you are ready to take it. 
• Store gel capsules in their foil pack in a cool place. Heat melts them! Do not take  
   any melted capsules. Take them back to your pharmacy. 
• Liquid form can be mixed in a glass with juice. Never mix in a plastic or Styrofoam cup. 
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Possible Side Effects
1. Kidney damage
    • Kidney damage can especially occur when your Cyclosporine level is high.
    • We change your Cyclosporine dose if your blood work shows kidney damage.  
       Your transplant doctor may switch you to another drug.
2. Hand tremors, burning palms and soles of feet 
    • These symptoms usually get better in a few months.
3. High blood pressure
    • You may have to take medicine to lower your blood pressure.
4. High potassium
    • Your blood work lets us know if you have high potassium.
    • We may need to change your diet and/or Cyclosporine dose.
5. Increased hair growth on face and upper trunk 
    • This usually happens after a few months.
    • There are special creams to remove the hair. 
6. Red/warm face (Flushing)
    • Your face may get red and feel warm for several hours after taking Cyclosporine.
    • It is not a serious problem and will go away after a while –even though it can  
       be annoying!
7. High cholesterol
    • You may need to take medicine to lower your cholesterol.
8. Gum problems  
    • It is very important to take good care of your teeth, gums and mouth. 
    • This includes: 
 a. Brushing your teeth several times a day 
 b. Flossing every day 
 c. Visiting your dentist every six months
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Generic Name
Mycophenolate

Brand Name
Cellcept, Myfortic

WHAT TO KNOW
You can more easily get infections 
• You can more easily get infections while on Mycophenolate. 
• Tell your transplant coordinator right away when you notice any sign of infection. 

Your medicine dose may change often at first
• How much Mycophenolate you take may change often at first. 
• We change your dose if you have:
 • Rejection
 • Bad side effect

Mycophenolate helps stop your body from rejecting your new liver
• It is an anti-rejection medicine. Anti-rejection medicines are also known as  
   immunosuppressants.

Your Mycophenolate dose can usually be decreased over time 
• Your transplant doctor may even tell you to stop taking Mycophenolate in the future. 

Some patients are prescribed Myfortic in place of Cellcept.

MYCOPHENOLATE
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Description
a. Cellcept comes as either:
 1. Pills:
     • 250 mg capsule
     • 500 mg tablet
     OR
 2. Liquid: 
     • Concentration: 200 mg/mL
b. Myfortic comes as tablets in two strengths:
    • 180 mg tablets
    • 360 mg tablets

Special Instructions
• Take your whole Mycophenolate capsule/tablet – without chewing or crushing.
• Only change your dose or stop taking your medicine when your transplant doctor  
   or transplant coordinator tells you to do so.
• Take your Mycophenolate at the same time that you take your Tacrolimus or Cyclosporine.

Possible Side Effects
1. Diarrhea, stomach cramps, nausea, or constipation
    • Let your transplant coordinator know right away if you have any of these symptoms.
2. Low white blood cell count (WBC)
    • White blood cell count (WBC) is part of your lab work.
    • We may change your Mycophenolate dose if your white blood count is low.
3. Birth defects
    Mycophenolate may cause severe birth defects. This means:
    • Women who can get pregnant must use effective birth control while on Mycophenolate.
    • Let your transplant coordinator know if you are thinking about having a baby.
    • Your transplant coordinator lets you know when to stop taking Mycophenolate  
       before getting pregnant to avoid birth defects.
4. Miscarriage
    • Mycophenolate can cause a miscarriage.
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WHAT TO KNOW
You can more easily get infections 
• You can more easily get infections while on Prednisone. 
• Tell your transplant coordinator right away when you notice any sign of infection. 

Your medicine dose may change 
We change your dose if you have:
• Rejection
• Bad side effect

Prednisone helps stop your body from rejecting your new liver
• It is an anti-rejection medicine. Anti-rejection medicines are also known  
   as immunosuppressants.

Description
Prednisone comes as either:
1. Pills
    OR
2. Liquid 
• Both the pill and liquid forms come in different strengths. 
• Before you take Prednisone from a new bottle or container: 
 • Check your blue card to make sure the Prednisone is the right strength  
    before you take it.

PREDNISONE
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Special Instructions
• Always take your Prednisone with food. 
• Your Prednisone dose needs to be slowly lowered to a safe dose before stopping.  
   It is important to follow the dose taper that your transplant team gives you.
• You can have bad side effects when you stop your Prednisone all at once. These bad  
   side effects include:
 • Your heart beating too fast
 • Low blood pressure
• Your transplant doctor decides how much Prednisone you take.
• Call your transplant coordinator if another doctor wants to change how much  
   prednisone you take.  
• Remember: Never stop Prednisone without talking with your transplant team.

Possible Side Effects
1. Thrush
    This is a yeast infection that makes your mouth, tongue and throat get sore  
    with white spots.
    • It can be treated with either a:
 • Special mouthwash that you swish and then swallow
 • Lozenge that you let dissolve in your mouth
2. Stomach/gut bleeding
    • You must take an antacid or ulcer prevention pill when you are on high doses  
       of Prednisone
    • You do not need to take these medicines as often once your Prednisone has been  
       lowered to a low enough dose.
    • Take your Prednisone with food. 
3. Salt (sodium) and fluid retention  
    • Eat a low salt diet.
    • Salt and fluid retention can cause high blood pressure.
    • We may prescribe you fluid pills.
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4. High blood sugar (diabetes)
    • Blood tests let us know your blood sugar level.
    • Your diet is changed to lower sugar and carbs when you have high blood sugar (diabetes).
    • Diabetes medicines are sometimes necessary.
    • You need to check your blood sugar several times a times a day if you have high  
       blood sugar (diabetes).
5. Changes in appearance
    • This usually occurs with high doses and gets better as your dose is lowered.
    • You may have:
 • Puffy cheeks
 • Darker skin
 • Stretch marks
 • Fat pads in your upper back
 • Acne
    • You can use over-the-counter medicine if you get acne. See a skin doctor (dermatologist) 
       if this does not work.
6. Sunburn
    • You may sunburn more easily.
    • Use a sunscreen that is SPF 30 or higher every day. 
    • You may get skin cancer if you get too much sun.
7. Sweating
    • Sweating happens most often at night.
8. Mood swings, nightmares, restlessness, sleep problems
    • These symptoms get better as your Prednisone dose is lowered.
9. Rare side effects include:
    • Bone thinning/loss 
    • Cataracts
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Generic Name
Sirolimus

Brand Name
Rapamune

WHAT TO KNOW
You can more easily get infections 
• You can more easily get infections while on Sirolimus.
• Tell your transplant coordinator right away when you notice any sign of infection. 

Your medicine dose may change often at first
• How much Sirolimus you take may change often at first. It depends on how much  
   Sirolimus is in your blood. 
• We change your dose if you have:
 • Rejection
 • Bad side effect

You need to go to all of your fasting lab appointments
• Your lab work shows how much Sirolimus is in your blood.
• Make sure to keep all of your fasting lab appointments so we know how much  
   Sirolimus is in your blood.

Sirolimus helps stop your body from rejecting your new liver
• This means that you may need to take it for the rest of your life.
• It is an anti-rejection medicine. Anti-rejection medicines are also known  
   as immunosuppressants.

SIROLIMUS
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Description
Sirolimus comes as either:
1. Tablets that come in three strengths:
    • 0.5 mg tablets
    • 1 mg tablets
    • 2 mg tablets
OR
2. Liquid in a 60 mL bottle
    • Concentration: 1mg/mL

Special Instructions
• Sirolimus is taken once a day in the morning.
 • When using Sirolimus tablets:
      • Never chew, cut, or crush Sirolimus tablets.
     • You do not need to store Sirolimus tablets in the refrigerator.
 • When using liquid Sirolimus:
    Store liquid Sirolimus in the refrigerator.
     You can leave Sirolimus out for a day or two, but never longer than a week.
• How to take liquid Sirolimus the right way:
 • Put at least four ounces of water in a glass.
   Note: Use only glass or plastic, never Styrofoam.
 • Add your right dose of Sirolimus to the glass.
 • Take your Sirolimus with the four ounces of water.
 • Add four more ounces of water to the glass, swirl it around and drink it all  
    to make sure you have taken all the Sirolimus.
 • Rinse your mouth with plain water to wash off any medicine that may have 
    stayed on your tongue.



116

Possible Side Effects
1. Federal Drug Administration (FDA) warning: blood clotting
    The FDA has issued a warning about Sirolimus and clotting of blood vessels in  
    transplanted livers. 
    • This is a very rare problem that can occur in the first week after transplant. 
    • Your transplant doctor has chosen Sirolimus for you for a specific reason. She or he  
       feels the risk of this rare side effect is very low for you. 
    • You will be watched closely for signs of blood clots in your liver. 
    • Speak with your transplant doctor if you are worried about this rare side effect.
2. High cholesterol and triglycerides
    • We periodically check your cholesterol and triglycerides.
    • Follow a heart healthy diet of low fat and low salt intake.
    • Regular exercise helps lower cholesterol levels. It is good if you can exercise  
       at least fifteen to thirty minutes a day.
    • You may still need to take medicine to lower your cholesterol levels.
3. Poor healing of surgical cuts
    • Tell your transplant coordinator two weeks before you have any kind of surgery.
    • Sirolimus can: 
 • Make it harder for your wounds and cuts to heal well
 • Increase the risk of infection in your surgical cut
    • For a few weeks before and after your surgery, your transplant team may: 
 • Stop your Sirolimus
 • Put you on a different anti-rejection medicine
    • Call your transplant coordinator right away if you have any emergency surgery.
4. Nausea, vomiting, diarrhea, heartburn
    • Taking your pills with food can help with these stomach symptoms.
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5. Mouth ulcers 
    • Mouth ulcers can be avoided if you:
 1. Dilute the liquid medicine in four or more ounces of water before taking  
     the medicine
 2. Take the diluted liquid medicine
 3. Rinse your mouth out with plain water to wash off any medicine that may have  
     stayed on your tongue
 4. Brush your teeth and tongue 
    • Let your coordinator know right away if you develop mouth ulcers. 
6. Rare side effects include:
    • High blood pressure
    • Rash
    • Acne
    • Joint pain
    • Low blood cell count (red cells, white cells, platelets)
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a. Antibacterial medicines to prevent bacterial infections 

Generic Name
1. Sulfamethoxazole-trimethoprim  
    SS (Single Strength)
2. Pentamidine 
3. Dapsone
4. Atovaquone

Brand Name
1. Bactrim SS
   (Single Strength)
2. Pentam
3. No brand name
4. Mepron

b. Antiviral medicines to prevent viral infections 

Generic Name
1. Valganciclovir
2. Ganciclovir
3. Acyclovir
4. Valacyclovir

Brand Name
1. Valcyte
2. Cytovene
3. Zovirax
4. Valtrex

c. Antifungal medicines to prevent fungal or yeast infections 

Generic Name
1 Nystatin suspension
2. Clotrimazole lozenge
3. Fluconazole

Brand Name
1. No brand name
2. Mycelex 
3. Diflucan

2. MOST COMMON MEDICINES TO PREVENT INFECTION
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Generic Name
Sulfamethoxazole-trimethoprim SS  
(Single Strength)

Brand Name
Bactrim SS (Single Strength)

WHAT TO KNOW
• Bactrim SS is a low-dose combination antibiotic. It prevents bacterial infections.
• Patients who are allergic to sulfa products should avoid Bactrim SS.   

Possible Side Effects
1. Rash
2. Nausea, vomiting, diarrhea, loss of appetite
3. Low white blood cell count
4. High bilirubin or potassium in blood
5. Sunburn
    • Keep skin covered.
    • Use sunscreen that is SPF 30 or higher every day.
    • Too much sunlight can cause skin cancer.

NOTE: You are on the above medicines for six months to one year after transplant.

Generic Name
1. Sulfamethoxazole-trimethoprim  
    SS (Single Strength)
2. Pentamidine 
3. Dapsone
4. Atovaquone

Brand Name
1. Bactrim SS
   (Single Strength)
2. Pentam
3. No brand name
4. Mepron

a. Antibacterial medicines to prevent bacterial infections 

1. SULFAMETHOXAZOLE-TRIMETHOPRIM SS (SINGLE STRENGTH)
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Generic Name
Pentamidine 

Brand Name
Pentam

Generic Name
Dapsone 

Brand Name
No brand name

WHAT TO KNOW
• Pentamidine is used with patients who: 
 • Have a sulfa allergy 
     and/or 
 • Cannot use Bactrim
• It is a breathing treatment given once a month.

Possible Side Effects
1. Shortness of breath
2. Tightness in chest
3. Cough 
    • Happens with patients who have a smoking or asthma history.
    • Tell your transplant team if you have asthma or smoked just before transplant.

WHAT TO KNOW
• Dapsone is used with patients who: 
 • Have a sulfa allergy 
    and/or 
 • Cannot use Bactrim  

Possible Side Effects
1. Anemia   2. Rash   3. Upset stomach

2. PENTAMIDINE 

3. DAPSONE
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Generic Name
Atovaquone  

Brand Name
Mepron

WHAT TO KNOW
• Atovaquone is used with patients who: 
 • Have a sulfa allergy 
    and/or 
 • Cannot use Bactrim 
• Atovaquone is a liquid suspension.
 • Concentration: 750 mg/5mL

Possible Side Effects
1. Nausea, vomiting, diarrhea
2. Headache
3. Fever 
4. Rash 
5. Cough
6. Shortness of breath
7. Stuffy, runny nose 

4. ATOVAQUONE
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WHAT TO KNOW
• Expect to be on Valganciclovir for three to six months after transplant.
• Valganciclovir and Ganciclovir are used to prevent viral infections.
• Valganciclovir and Ganciclovir are also used to treat the Cytomegalovirus (CMV) virus. 
• Valganciclovir is taken by mouth.
• Cytovene is taken by vein. 

Possible Side Effects
1.  Nausea, vomiting, diarrhea
2. Low blood cell counts
3. Fever
4. Birth defects
    • Women who can get pregnant should use effective birth control: 
 •  While on Valganciclovir
     AND
 • For 30 days after stopping Valganciclovir 
• Men should use a condom: 
 • While on Valganciclovir 
    AND
 • For 90 days after stopping Valganciclovir

b. Antiviral medicines to prevent viral infections 

Generic Name
1. Valganciclovir
2. Ganciclovir
3. Acyclovir
4. Valacyclovir

Brand Name
1. Valcyte
2. Cytovene
3. Zovirax
4. Valtrex
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1. Nystatin suspension
    • Wait at least fifteen to twenty minutes after you swish and swallow Nystatin before  
       you eat or drink anything.
 Possible Side Effects  
 1. Nausea 
 2. Vomiting

2. Clotrimazole lozenge
    • Slowly dissolve the lozenge in your mouth. Do not crush or chew it.
    • Wait at least twenty minutes after the lozenge dissolves in your mouth before you eat  
       or drink anything.

3. Fluconazole
    • Can also prevent and treat infection in the abdomen.  
    • Interacts with several of your anti-rejection medicines. This means we will closely  
       monitor your labs.  
    • Take Fluconazole for as long as your transplant coordinator tells you.

Expect to be on an oral antifungal medicine for four weeks after transplant. The three  
antifungal medicines used to prevent and treat yeast infections in the mouth and throat are:

Thrush is another name for yeast infections in the 
mouth and throat. Thrush is a yeast infection that 
makes your mouth, tongue and throat get sore with 
white spots. 

c. Antifungal medicines to prevent fungal or yeast infections

Generic Name
1 Nystatin suspension
2. Clotrimazole lozenge
3. Fluconazole

Brand Name
1. No brand name
2. Mycelex 
3. Diflucan



124

1. Over-the-Counter Products that Are Safe for You to Use
It is very important that you only use over-the-counter products that are safe for you  
as a transplant patient. All over-the-counter products have possible side effects. Some 
over-the-counter products can:
• Cause high blood pressure 
• Interfere with your transplant medicines and cause rejection
• Damage your kidney or liver

Your transplant team wants you to stay healthy by taking care of yourself and your new 
liver. 

• Ask before you use any over-the-counter product. You want to make sure that it is safe  
   for you to use.
• You can use some over-the-counter products without calling first.

B. OVER-THE-COUNTER PRODUCTS
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• Below is a list of over-the-counter products that are safe for you to use. 
• You do not need to call us about taking these products.

Condition Safe to Take Products Comments
Acne

Allergy

Cold/Cough

Constipation

Any over-the-counter cream, 
lotion or soap is safe

• Benadryl (diphenhydramine)
• Claritin (loratadine)
• Zyrtec (cetirizine)
• Allegra (fexofenadine) max.  
  60mg/day unless approved  
  by coordinator

• Mucinex
• Mucinex DM
• Robitussin
• Robitussin DM
• Vicks Vapo-Rub
• Sudafed (pseudoephedrine)

Bulk
• Fiber
• Citrucel
• Metamucel
Stool softeners
• Colace (docusate)
• Peri-colace/Senokot-S
• Surfak
• Glycerin suppository
Laxatives
• Correctol
• Ex-lax/Senokot
• Miralax powder
• Ducolax (bisacodyl)

• Call your coordinator if  
   fever is over 100.4 
• Do not take Sudafed  
   (pseudoephedrine) for more  
   than one week. It may  
   elevate your blood pressure

1. SAFE OVER-THE-COUNTER PRODUCTS 
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Condition Safe to Take Products Comments

Diarrhea

Dizziness/motion sickness

Eye dryness

Fungus

Gas

Heartburn

Nose dryness

• Imodium (loperamide)   

• Antivert (meclizine)
• Dramamine (dimenhydrinate)

• Artificial tears
• Murine

• Lotrimin AF
• Micatin
• Tinactin

• Gas-X (simethicone) 

• Axid AR (nizatidine)
• Mylicon
• Zantac (ranitidine)
• Pepcid AC (famotidine)
• Tums (calcium carbonate)
• Maalox
• Mylanta 

• Ocean Mist
• Saline Spray

• Call your coordinator if  
   your  diarrhea lasts more  
   than 24 hours
• You must get a stool sample  
   first before taking. We want  
   to make sure you do not  
   have infection causing  
   diarrhea

• Known as eye drops

• Known as antifungals
• Lotions to put on the skin  
   for jock-itch or yeast  
   infections

• Known as antiflatulents

• Known as antacids
• Call your coordinator if you  
   are already on something  
   for heartburn or use  
   something over-the-counter  
   every day for longer than  
   two weeks
• Take Maalox, Mylanta or  
   Tums two hours before or  
   after Mycophenolate 

• Known as nasal sprays
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Condition Safe to Take Products Comments
Pain

Skin burn, infection

Skin rash

Sleep trouble

Vaginal issues

Tylenol (acetaminophen) 
   – Regular Strength  
   (325mg per tab) 

• Neosporin
• Polysporin
• Triple Antibiotic

• Caladryl
• Hydrocortisone  
   cream/ointment
• Benadryl

• Benadryl
• Doxylamine

• Gyne-Lotrimin
• Monistat
• Mycelex 

• Some prescription pain  
   medicines AND drugs for  
   colds and arthritis also  
   contain acetaminophen.  
   You must add that dose of  
   Tylenol to the total allowed  
   for the day.
• Do not exceed 2000mg  
   per day of acetaminophen  
   (2000mg is equal to 6  
   regular strength tablets of  
   Tylenol)

• Known as first aid  
   cream/ointment

• Known as skin rash  
   preparations

• Known as vaginal  
   antifungals
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Condition Not Safe to Take Products Comments

Arthritis

Heartburn

• Advil
• Motrin
• Ibuprofen
• Aleve
• Naproxen
• Excedrin
• BC powders
• Goody powders
• Aspirin 
   (See comments for  
    exception) 

• Tagamet
• Cimetidine

• Known as NSAIDS  
   – short for non-steroidal  
   anti-inflammatory drugs
• Can cause kidney failure
• You can take one aspirin  
   a day if a doctor has  
   prescribed it

• Below is a list of over-the-counter products that are NOT safe for you to use. 
• Call your transplant coordinator before starting any of these products – even if another  
   doctor tells you to take it.

2. NOT SAFE OVER-THE-COUNTER PRODUCTS 
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STAY AWAY FROM HERBAL OR NATURAL PRODUCTS/REMEDIES

• Herbal or natural products and home remedies can have bad side effects or affect   
  your immune system. 

It is important to know that these products or home remedies can have side effects – 
just like over-the-counter products. Some herbal or natural products/remedies can:
• Interfere with anti-rejection medicine levels 
• Cause rejection  
• Cause serious side effects (like kidney failure) 

It may be tempting to take herbal or natural products/remedies without letting your 
transplant team know. Doing so can cause you to have even more serious health problems.

I stay away from all 
herbal or natural  
products and remedies

• I check with my transplant team first if I am not sure if a product or remedy is considered  
   herbal or natural.
• I am honest with my transplant team about my desire to use any herbal or natural  
   product/remedy.
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ASK
   myself

1.
What do I need to do?

2.
What do I need to  
remember?

3.
Why is it important?



BEING READY FOR EVENTS THAT ARE  
NOT PART OF YOUR USUAL ROUTINE

It helps to think ahead as much as possible for those life events that are not a part of our 
usual daily life. We review two of these events in this chapter:
1. Weather Events
2. Travel

Most of us have a normal routine that we follow in our daily lives. This routine can 
change due to planned as well as unplanned events in our lives. It helps to be as ready 
as possible for both types of events. We are ready to act when we are:
• Informed
• Prepared

These are just two examples of life events. Know the possible events to be ready for in 
your life. Have an emergency plan for any unexpected emergencies in your life.
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It is important to be ready for unexpected bad weather events. Some examples of bad 
weather include:
 • Hurricanes
 • Tropical storms
 • Floods
 • Tornadoes
 • Earthquakes
 • Other natural disasters

NOTE ABOUT EVACUATIONS
Stay informed during those times when you may need to evacuate. Pay special attention 
to evacuation guidelines from public officials. You want to be ready if you do need to 
leave your area.

If you do need to evacuate:
1. Get refills of your medicines as needed before you evacuate.

2. Make sure to pack:
    • Your medicines (at least one week or more of your medicines)
    • Your original medicine bottles
 • Many pharmacies or charity organizations can help you with refills if you have  
           the original bottle
    • Your blue medicine card with all of your medicine doses and pill strengths
    • Your transplant guide with important transplant information and phone numbers
    • Contact information for your primary care physician and other healthcare team  
       members not in transplant
    • Your insurance and pharmacy cards
    • Any living will and power of attorney papers you have
    • Enough food, water and clothing to last at least a week

3. Make any other personal preparations as needed.

1. WEATHER EVENTS



133

Traveling – Anywhere
Always check to make sure you are stable before you make your travel plans. We want to 
make sure you are stable after transplant before you travel – within or outside the United 
States.
 
Talk with us about your lab needs when you are away. Arrange for your labs to be done 
away from home as needed. 

TRAVELING OUTSIDE THE UNITED STATES
Let us know when you travel outside the United States. We can give you the needed 
 information for the places you plan to visit. 

International Travel Reminders
• We prefer you wait at least six months after your transplant to travel outside the United  
   States. 
• Check with us before you make travel plans since there are exceptions.
• You may need to take special precautions if you travel to countries with tropical  
   diseases or poor sanitation.

2. TRAVEL
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I am ready for events in 
my life that are not part 
of my usual routine

• I have a general plan for unexpected emergencies.
• I know what I need to do and have on hand during bad weather events.
• I know what to do and pack in case of an evacuation in my area.
• I speak with my transplant team before I travel. 
• I only travel after my transplant when I am stable enough.
• I make any needed arrangements before I travel including:
 • Lab needs     • Medicine needs     • Special precautions
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HELPFUL FINANCIAL INFORMATION

Each person’s situation is unique. Talk to your financial coordinator about the best specific 
financial plan for your situation.

Anything that has to do with money, bills and insurance can be confusing  and stressful. 
When it comes to the money side of transplant, your goal  is to make sure you are covered 
for any and all transplant-related costs. 

Do all you can now so you can
 worry less and be more at ease.

CHANGES IN YOUR INSURANCE
Contact your financial coordinator right away if you have any changes with your  
insurance. We want to make sure you:
• Get the most from your insurance.
• Spend the least amount possible on your out-of-pocket costs. 

INSURANCE COMMISSIONER’S OFFICE
Your state’s insurance commissioner’s office has 
a representative who can answer  
questions about: 
• Available plans in your area. 
• Your insurance rights.
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• Medicines, medical visits, tests and  
   procedures you need after transplant.
• Care you need after transplant.
• Insurance deductibles and co-pays.
• Travel, food and housing for:
 • You 
 • Your caregivers

Transplant related costs include:

WHERE DOES THE MONEY GO?

WHEN FINANCES ARE A CONCERN
Finances can cause a lot of stress and hardship for you and your family. Social workers 
are available to help as best they can. The time to talk about any financial concerns is 
now – even if it feels uncomfortable.

• Handle stress, worry or other feelings  
   you may have if you are concerned about  
   the financial side of transplant. 

• Identify available options and resources.  
   This helps you make the most informed  
   decisions about your transplant and  
   future goals.

Your transplant social worker can help you:

“Don’t agonize. Organize.”
          – Florynce Kennedy
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UNDERSTANDING THE MEDICARE MAZE

• Medicare may help cover certain medicines for life for people who get Social Security  
   Disability Insurance (SSDI) or are over 65 years old.

• Medicare coverage alone does not cover all medical costs. You pay for whatever  
  Medicare does not pay.

• Donut hole refers to the gap in what Part D pays after you have used the maximum  
   amount  to pay for medicines in that calendar year. Once you have spent the  
   maximum amount offered by Part D, you pay for full costs of your medicines until  
   you reach a certain limit.

   You may be able to get catastrophic coverage when you reach this limit. You only pay  
   5% of your medicine costs with catastrophic coverage. This cycle repeats every  
   calendar year.

• Medigap plans pay Medicare deductibles and co-insurance.  These are also known  
   as supplemental F plans.

A few important points to keep in mind about Medicare:

Medicare can be confusing, especially when it comes to medicines.  
Ask your financial coordinator if anything about Medicare is unclear. 

There is a limited time frame in which you can get Medigap. We recommend you get  
 a Medigap plan if you qualify and if this is a good option for your specific situation.  
 Information is available at www.medicare.gov.



PAYING FOR YOUR MEDICINES 
Sometimes you may need financial help to pay for your medicines. Talk to your social 
worker or transplant coordinator right away if you are struggling to keep up with your 
medicine costs. There may be programs that can help. 

PRESCRIPTION ASSISTANCE PROGRAMS (PAPS)
Some pharmaceutical companies have programs that help pay for medicines for people 
who qualify. Some PAPs may also help you pay for medicines when you are in the Medicare 
donut hole.

These Patient Assistance Programs (PAPs) may either:
 • Give you medicine.
    OR
 • Help pay for your medicine co-pays after your insurance has paid.

Each PAP has different guidelines for who qualifies. Some common factors that all PAPs 
look at to decide who can get help are:
 • Income
 • Insurance coverage
 • Household size
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HELPS
      to know

Not taking your medicines  
after transplant can cause 
complications that result in  
liver failure and even death.  
The best thing you can do  
to keep your liver and  
yourself healthy is to take  
all your medicines every day. 

And that means being able  
to pay for your medicines!  
This is why it is so important  
for you to have the needed funds  
to pay for these medicines. 

Be sure you understand what your 
insurance pays and what you pay.  
Ask if you have questions. Always be 
informed and prepared.

Do not stop 
taking your 
transplant 
medicines  
because you  
do not have  
the money! 

Call us to see 
if we can help 
you create a 
new plan.
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TRANSPLANT FINANCIAL SHEET 

MONTHLY INCOME 

Patient Take-Home Pay  $____________

Spouse Take-Home Pay  $____________

Social Security Income (SSI) $____________

Social Security (Disability)  $____________

Military Pay/Veterans Pay  $____________

Alimony/Child Support  $____________

Rental Property/Real Estate $____________

Dividends/Interest/Investments $____________

Unemployment   $____________

Food Stamps    $____________

Odd Job (Cash only)   $____________

Other Income (Not listed above) $____________

TOTAL MONTHLY INCOME $____________

MONTHLY LIVING COSTS 

Rent/Mortgage  $____________

Electricity/Gas  $____________

Water    $____________

Phone/Cell Phone  $____________

Cable/Internet/Satellite $____________

Groceries   $____________

Eating Out/Restaurants $____________

Car Loan/Note  $____________

Car Gasoline   $____________

Car Maintenance  $____________

Car Insurance  $____________

Transportation (Bus, taxi, other) $____________

Medical Bills   $____________

Health/Dental Insurance  $____________

Life Insurance   $____________

Homeowners/Renters  

Insurance   $____________

Credit Card Payments  $____________

(Add total if more than one) $____________

Education/Tuition  $____________

Child Care   $____________

Alimony/Child Support $____________

Personal Loan  $____________

Other Costs (Not listed above) $____________

TOTAL MONTHLY  $____________
LIVING COSTS

“A year from now you may 
wish you had started today.”
                  – Karen Lamb



WRITING TO YOUR DONOR FAMILY

Families of donors appreciate hearing from you. A card or letter from you can be  
a special gesture for your donor family: 
• Most donor families find comfort in your words.
• A simple card, thank you note or letter can be uplifting.

TIPS TO HELP YOU WRITE YOUR LETTER
You may find it hard to write to your donor family. You may not know where to start or 
what to say. Below are some tips to help you get started:

1. Things to remember
• You may or may not hear from your donor family. 
• Some donor families find that writing about their loved one and their decision  
   to donate helps them as they grieve.
• Other families wish to stay private and choose not to write.
2. Things to consider
• Write whenever you choose. There are no time limits on when to write.
• Describe how transplant changed or improved your life.
• Tell them about your:
 • Job
 • Family
 • Hobbies
• Keep in mind that your donor’s religion is not known if you make religious comments.
• You may include your name and contact information. 
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Place your letter inside a plain, blank envelope. 
On a separate sheet of paper, write your:
• Name
• Mailing address
• Transplant date
• Transplant center (Ochsner)

Place all of the above in an envelope addressed to:
LOPA
Attn: Family Services Program
3545 N. I-10 Service Rd. Suite 300
Metairie, LA 70002

LOPA (Louisiana Organ Procurement Agency) will let your know when they:
• Receive your letter 
• Forward your letter to your donor family 

If you have more questions about getting in touch with your donor family, you can  
contact:
• Your transplant social worker
OR
• LOPA Family Services 
 • 504-837-3355 or 800-521-4483
 • familyservices@lopa.org

Adapted from: http://www.lopa.org/writing-to-donor-family/



IF YOU HAVE BOTH A NEW  
KIDNEY AND LIVER 

There are aspects about your new kidney that are different from your new liver.  
We want you to understand:
 • Information that is specific to your new kidney
 • Action that is specially for your new kidney

 We look at three unique aspects about your new kidney in this chapter:

1. Special Kidney Care
 • Add to your daily log:
  • Weight
  • Liquid you take in 
  • Urine you make
 • Show up for your urine tests
 • Have a personal kidney doctor (nephrologist)

2. Urgent Kidney Problems
     Call your liver transplant coordinator right away if you have:
 • Weight gain or fluid retention
 • Urinating problems
 • Kidney incision problems
 • Other kidney problems that concern you

3. Ureteral Stent
 • Why stent is placed
 • How long stent is inside your body
 • What happens to take out stent
 • What to expect after stent is taken out

143



144

Speak with your transplant team if you have any questions or concerns.

A. Drink your water

Your kidneys need water!
Drink at least six to eight cups of water every day to keep your kidneys healthy.

Follow these guidelines every day:
 • Each morning: Fill a bottle or container with six to eight cups of water. 
 • All day: Drink water from this bottle or container until you drink all of it.

B. Add to your daily logs
     You know to: 
 • Keep track of your blood pressure, temperature and pulse twice a day.
 • Bring your completed logs every time you come to transplant clinic.

Add these three items to your log each day:

1. Your weight
• Weigh yourself once a day
• Write your weight in your  
   log

2. Liquids you take in
• Measure all the liquids  
   you take in for the day
• Write the total liquid  
   amount in your log

3. Urine you make 
• Measure all the urine you  
   make for the day
• Write the total urine  
   amount in your log

1. SPECIAL KIDNEY CARE

C. Show up for your urine tests 
• You have frequent urine tests along with your lab work.
• Urine tests are done often to make sure your kidneys are working as they need to work.

D. Have a  personal kidney doctor  (nephrologist)
• Your kidney care is transferred to your local nephrologist once you have been medically  
   cleared by the transplant team.
• Have a personal nephrologist who knows you and your healthcare needs.
• You are asked to make an appointment to see your personal nephrologist about three  
   months after your transplant.
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Only water counts as part of your daily six to eight cups of water.  Drinks like coffee, 
tea, juice or soft drinks do not count! You can have these other drinks – as long as 
you drink your daily six to eight cups of water.

Helpful Conversions

One cup = Eight ounces

One quart = Almost one liter (0.946 liters)

One liter = Just over one quart (1.057 quarts)

One ounce = 30 cc

One cup = 240 cc

One ml = One cc

One liter = 1000 cc
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Contact your transplant coordinator right away with kidney problems

Weight gain or fluid retention
• Sudden weight gain of over five pounds in one day
• Fluid retention (Like swelling in feet, hands, legs)

Urinating problems
• Urine output that is less than four cups (1000cc) in a day
• Urgent need to urinate  (You cannot make it to the bathroom fast enough and urine  
   leaks out as soon as you feel the need to go)
• Need to urinate every few minutes
• Burning or pain when you urinate

Kidney incision problems
• Tenderness or swelling around kidney incision
• Fluid leaking from kidney incision

Other kidney problems that concern you

Always call your liver transplant coordinator right away  
with these and any other kidney concerns or problems.

2. URGENT KIDNEY PROBLEMS
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You had a special tube (ureteral stent) placed during your kidney transplant surgery  
to help you heal. The information below is to help you better understand:
• Why this stent is placed
• How long this stent stays inside your body
• What happens to take out this stent
• What to expect after this stent is taken out

Steps to Place and Remove Your Stent
1. Stent is placed during your surgery
• Tube that connects your kidney and bladder (ureter) is attached to your bladder. 
• Small plastic tube (stent) is put in the ureter to allow healing and prevent the ureter  
   from getting too narrow.
2. Stent stays in for the first weeks after surgery
• This is usually for about four to six weeks. Sometimes the stent is kept in longer if needed. 
• You do not usually feel the stent.
• Stent does not usually cause any problems.
3. Stent is taken out
• Transplant surgeon decides the best time to remove your stent. This is usually about  
   four to six weeks after your kidney transplant surgery. She or he will decide the best  
   time to remove your stent based on how:
 • Your new kidney is working
 • Open your urinary tract is
• Doctor who removes the stent is a doctor trained in the urinary tract (urologist).
• Taking the stent out is an outpatient procedure that takes about twenty minutes. 
• Urologist uses a cytoscope to grasp the stent string that hangs in your bladder. The  
   stent detaches from the ureter as the string is gently pulled out. The stent is then taken  
   out of your body through the cystoscope.
4. After stent is taken out
• No other care is usually needed after the stent is taken out.
• You may feel the urge to urinate right after the stent is taken out.
• Keep track of your liquid intake, urine output and vital signs in your daily log.
• Call your transplant coordinator right away with any urgent concerns or changes with  
   your new kidney.

3. URETERAL STENT
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I take the extra steps to 
care for my new kidney

      • I contact my liver transplant coordinator right away  
        with kidney problems.
• I drink my six to eight cups of water each day.
• I weigh myself once a day.
• I measure each day:
 • Total amount of liquids I take
 • Total amount of urine I make
• I include in my log each day:
 • My weight 
 • Total amount of liquids I take in
 • Total amount of urine I make
• I bring my completed logs every time I come to transplant clinic.
• I show up for my urine tests.
• I have a personal kidney doctor (nephrologist).
• I understand what I need to know about my ureteral stent.

Ureteral stent is a temporary drainage tube used to: 
• Keep the urinary tract clear for the first four to six weeks after  
   kidney transplant surgery
• Make sure urine flows well from the new kidney into the bladder

It is a flexible tiny tube with holes that is made so it stays inside the 
body until it is taken out. It goes down the length of the ureter from 
the kidney to the bladder. It has a short string attached to it. This 
short string hangs inside the bladder and cannot be seen outside  
the body.

Ureter is a narrow tube inside the body that takes urine from  
the kidney to the bladder.

Urinary tract refers to the group of body parts that work  
together to make, store and release urine.
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YOUR TURN – LET’S REVIEW
Circle the right answer for each question. 

1. When do you take Tacrolimus (Prograf ) on the days when you have labs?
    a. Before your blood is drawn
    b. After your blood is drawn

2. When do you eat breakfast on the days you have labs?
    a. After your blood is drawn
    b. Before your blood is drawn 

3. Mycophenolate (CellCept) can lead to: 
    a. Birth defects
    b. Infections
    c. Diarrhea
    d. All of the above 

4. You forget to take your Prednisone in the morning.  
    You remember to take it in the evening. You take it: 
    a. As soon as you remember
    b. The next morning
    c. Only if you feel bad 

5. You forget to take one dose of your anti-rejection medicine.  
    You remember to take it the next day. You take:
    a. Both doses of your anti-rejection medicine
    b. Only the one dose for that day
    c. Only the one dose for that day. You also call your transplant coordinator

6. You do not take your anti-rejection medicines as instructed. You: 
    a. Are okay as long as you take some of your medicines each day
    b. Will have some nausea and vomiting
    c. Will reject your liver 
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7. Take your anti-rejection medicines:
    a. On an empty stomach
    b. With a meal or snack
    c. When you feel like it
    d. With a meal or snack every day at the scheduled time 

8. People take Nystatin (or Mycelex):
    a. To prevent mouth sores  
    b. To help digest food   
    c. After meals
    d. After meals to prevent mouth sores

9. What should you bring when you come to transplant clinic? 
    a. Your transplant patient guide
    b. Your written log with your daily vital signs
    c. Your blue medicine card and any medicines you need to take while in clinic
    d. All of the above

10. You plan to visit family and learn your nephew has the measles.  
      You decide to: 
    a. Visit your nephew since measles is a children's disease
    b. Visit your nephew since you cannot get the measles from him because you already  
        had the measles
    c. Wait to visit your nephew when he no longer has the measles and is well again
    d. Visit your nephew because it will not hurt you if you do get the measles 

11. You check your temperature and it is 101o F. You should: 
    a. Check your temperature again after one or two hours
    b. Check your temperature again after you drink some ice water
    c. Check your temperature again after you take some Tylenol
    d. Call your transplant coordinator right away
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12. You have an urgent medical concern in the first twelve weeks after  
      your transplant. The Transplant office is closed. You call:
      a. 504-842-3000 (local) or 1-800-928-6247 (toll-free) and speak with the Ochsner  
         On-Call Nurse Service
      b. The Transplant office and leave a voicemail message

13. True or False 
      ____ You can have sex again when your incision has fully healed.  
        This is usually about four weeks after your transplant. 
 
14. True or False  
      ____ You must get labs at least once a week for the first three months after 
               transplant. 
 
15. True or False  
      ____ Tacrolimus (Prograf) is an anti-rejection medicine. 
 
16. True or False 
      ____ You need to refill your medicines seven to ten days before you run out. 

17. True or False  
      ____ You should not take any herbal vitamins or supplements after transplant. 

18. Each patient has personal, unique reasons for wanting a transplant.   
       What are your reasons for wanting a liver transplant?
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ASK
   myself

1.
What do I need to do?

2.
What do I need to  
remember?

3.
Why is it important?
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YOUR DAILY LOGS FOR THE WEEK OF: _______________________
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YOUR DAILY LOGS FOR THE WEEK OF: _______________________



MyOchsner
MyOchsner offers you a one-stop online place where you can securely:
• Access your Ochsner healthcare information
• Manage your Ochsner medical activities
• Communicate with your Ochsner healthcare team about issues that are not urgent

MyOchsner is: 
• Free     • Secure     • Personalized     • Convenient     • Centralized

MyOchsner lets you:
• Schedule, change or cancel medical appointments
• View your health summary
• View certain test results
• View after-visit summaries
• Request prescription renewals
• Send and receive messages with your Ochsner healthcare team members

You can sign up for MyOchsner in one of two ways: 
1. Anytime you are at Ochsner for an appointment: 
    • One of our front desk receptionists can help you sign up
OR
2. On your own at home:
    • Go to https://my.ochsner.org
    • Click on the Sign Up Now link
 • If you have an activation code: Complete the requested information
 • If you do not have an activation code: Click on the green Request Online link  
             to request an activation code
• You receive a code once you are approved for a MyOchsner account
• Use this code to log in the first time. Create your personal user ID and password
• Use your personal user ID and password anytime you log into MyOchsner

FOR MORE INFORMATION OR QUESTIONS:
Call our MyOchsner Patient Support Line at 1-877-339-2637  

OR Email MyOchsner@Ochsner.org



504.842.3925 or 800.643.1635
www.ochsner.org/services/multi_organ_transplant


