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Having a liver transplant

Getting the call

Once a liver donor is found for you, your transplant team will
contact you. This can be at any time, day or night and you'll
need to go to the transplant centre straight away. Take care
ON your journey so you arrive safely. You may be able to take
someone with you to the transplant centre for support but this
will depend on your hospital’s infection control guidelines. Ask
them what the current guidelines are when you get the call.




Getting the call

Be ready

It’s a good idea to organise things in advance so you're ready
for when the call comes. Here are just a few suggestions — ask
your transplant team for more.

® Keep your transplant team up to date. Make sure they have
your current contact details and if anything changes, let
them know. Also tell them if anything changes with your
health, such as if you get an infection, or you take any
new medicines.

® Don’t go too far away from home so you can get to hospital
quickly when the call comes. You may wish to temporarily
take yourself off the liver transplant waiting list if you have
a family function, such as a wedding, to attend or want
to go on holiday. But it’s important to let your transplant
coordinator know how long this will be for.

® Talk to your transplant team about how you will get to
hospital when you get the call to have a liver transplant.
You may wish to make your own way to hospital. If you need
hospital transport this may be available but you'll need to
let your team know in advance.

® Pack your things so you have a bag ready to grab and go.

® Have a pet sitter on standby and make arrangements for
childcare or other responsibilities. Have some plans set up
with someone who can help at short notice.

@ |f you work, let your employer know your situation and that
you may need to take leave at short notice.




Having a liver transplant

Before your operation
— what will happen in hospital

When you get the call the transplant coordinator will tell you
to make your way to hospital, usually the liver transplant ward.
When you get there you'll meet the nurses and doctors who
will be taking you through your liver transplant.

Your transplant coordinator will tell you if you need to stop eating
and drinking. This will depend on the timings of your operation
but your stomach will need to be empty for the surgery.

Tests before your operation

It’s important to let your doctors and nurses know if there’s
been any change to your health since your liver transplant
assessment, so they have all the information they need to
safely do your operation.

You'll have a number of tests to check that you're well enough
for surgery, which may include:

® blood tests to check your overall health, including
how well your liver and kidneys are working

® blood pressure

® temperature check

® clectrocardiogram (ECG)

® chest X-ray

® A sample of any fluid in your tummy (ascites) to check
for bacteria.




Before your operation — what will happen in hospital

You'll meet an anaesthetist too who will check you’re well
enough to have a general anaesthetic. A general anaesthetic
is a combination of medicines to make you unconscious, relax
your muscles and stop you feeling pain.

You will also meet your surgeon who will go through the
operation with you again and give you information about the
benefits and the risks.

Tests on the donor liver

Your surgeon will assess the donor liver to make sure it’s the
right size, quality and fit for you. They’ll look at everything from
the blood vessels to the bile ducts, to check everything is ok
and it’s safe to use.




Having a liver transplant

The decision to go ahead or not

Your operation can only go ahead once your surgeon and
anaesthetist are satisfied that you're well enough to have the
operation, and that the donor liver is right for you. Sometimes,
after your test results have come back and the liver has been
assessed, the operation may not be able to go ahead.

Possible reasons include the following:

® Your tests show that you have a new health problem,
or your health has got worse since your liver transplant
assessment. This may make the operation too risky for you.

® There may be a problem with your donor’s health that
wasn’t known when you accepted the liver.

® Your surgeon decided that the donated liver isn’t right for
you. It may not be in good enough condition, for example,
or the wrong size for you.




The decision to go ahead or not

Questions to ask your assessor
If this happens, have some questions ready to ask your
transplant team about what it means for you.

® \What did the test show and why does it matter?

® What’s next — can | get treatment for the health condition
the test showed?

® Wil | go back on the waiting list — if so, when?

® Why is the donor liver not suitable for me?

Your questions
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The decision to go ahead or not (continued)

False calls

It’s normal to experience one
or more false calls before
you have a liver transplant.

% It cannaturally feel
devastating to be told your
operation can’t go ahead.

This can mean different things to different people.
Talk to your transplant team to make sure you
understand what this will mean for you.

It can help to talk to someone who understands.
Call our nurses or sign up to a Support Group
session. Or contact an organisation which
provides support for your mental health.

For detailed information about tests before a liver
transplant and the criteria for getting a donor liver,
read our booklet

Your guide to being assessed for a liver transplant.

10



The decision to go ahead or not
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Having a liver transplant

The operation

A liver transplant operation usually takes about 5 to 8 hours but
it can take longer. You'll have a general anaesthetic so you'll be
asleep and won'’t feel any pain. Your anaesthetist will help to
prepare you for the operation. If you have any questions about
the anaesthetic and how you'll feel afterwards, ask them.

Once you're asleep, your surgeon will make a large cut in your
tummy (abdomen) and up towards your chest. The cut will
either be like a hockey stick, or an upside-down Y. They’ll then
remove your liver and put the donor liver in its place.

This may be a whole liver, a reduced liver or a split

liver. A reduced liver is when only a part of the

liver is used. And a spilit liver is when either
aright or left lobe is used. Both will

grow over time to a full-sized liver.
Your surgeon will attach your
blood vessels and bile ducts to

the donor liver.

Your surgeon may put two
drainage tubes in just before
they close your wound. These
will drain blood and fluid from
around your liver.

12




The operation

Once your surgeon has finished, they’ll close the cut with
stitches or clips.

The liver transplant: Your surgeon will join the donor
liver’s arteries, veins and bile ducts with yours.

<«— VenaCava

Hepatic
Artery

Portal

Vena Cava Vein
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Risks of liver transplant

There are some potential risks of liver transplant that you'll
need to understand before you can sign a consent form to
have the operation. These can happen during the operation
or immediately after. There are some things to look out for
when you get home too (see the section: Your aftercare).

Risks during the operation

Although very rare, it's possible that you may have bleeding
during your operation (a haemorrhage) that your surgeon
cannot stop, and this could be fatal. Your surgical team will
do all they can to help you, and you may need to have blood
transfusions. Ask your surgeon what your risk of bleeding is.

Risks immediately after the operation

® |t’s possible that the new liver won'’t function after it’s
been transplanted to you. If this happens, you'll be put
on a ‘super urgent’ waiting list to have another transplant.

® Ablood clot may form in the artery going to your liver,
which is called hepatic artery thrombosis. Again, you
may be put on the super urgent waiting list for another
transplant, or you may be able to have an operation
to treat it.

These are just some of the potential risks. Your surgeon will
give you more detailed information about the benefits and
the risks of liver transplant.

{
2

14



Risks of liver transplant
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Having a liver transplant

After your operation

When you wake up

When you wake up, you'll be in the intensive care unit

(ICU or ITU), where you'll recover until you're well enough
to go to a hospital ward. This is usually a few days but may e
be less. Doctors and nurses will monitor your health

regularly. They’ll check your blood pressure and =
temperature, for example, and you’ll have some blood

tests to check how you'’re doing.

As the anaesthetic wears off you'll start to feel some pain. : .28

You probably won'’t be able to move much after your

operation as you'll feel sore, and you might feel bloated too. o
e

Your transplant team will give you some strong painkiller ; )

medicines through a drip to help control your pain at first.

As you recover, you may be able to take these as tablets.

It’s important to let your doctors and nurses know if the

painkillers are working for you. — i™r
-

—
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After your operation
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Having a liver transplant

After your operation (continued)

You may have some tubes coming out from your body when
you wake up, which can include the following:

® A breathing tube attached to a machine that helps you
breathe (ventilator). Your transplant team will remove this
once you're awake and can breathe on your own. Your
throat may be sore from this.

® Atube inyour neck to give you fluid and medicines — this will
be removed when you'’re able to drink fluid on your own.

® A tube coming out of your nose — this will be removed as
sSoon as you are able to eat and drink.

“The transplant team called me to say they
had a potential liver for me. I went into
hospital, the operation went very smoothly
and I had a good recovery. I've just been
given my 5 year ‘all clear’ from liver cancer.
I now volunteer as a transplant mentor at
King’s, supporting others through the process. No two
people have the same liver cancer journey but some
people find it helpful to chat about it with someone who
has been through a similar experience.”

Monica was diagnosed with liver cancer on her
61st birthday and had a liver transplant.

18



After your operation

® Atube to help you pee (catheter) — this will be removed
when you're able to go to the toilet.

® A small tube in your arm — you can receive fluids and
medicines through this until you're able to drink.

® Tubes (drains) coming out of your tummy — your surgeon will
remove these within a few days of your operation.

19



Having a liver transplant

Recovering from a liver transplant

As you recover from your operation, your transplant team will
encourage you to eat and drink. After a day or two, you should
be able to sit up in bed and start walking (with help from nurses
and physiotherapists).

It’s important to get moving to keep your blood flowing so you
don’t get clots. It will also help your bowels to get going again
SO you can go to the toilet.

Remember to let your transplant team know if your medicines
are controlling your pain. This will help you to get moving again.

Tests

You may have some daily tests to monitor your progress. These
may include blood tests to check things like how your liver and
kidneys are working. You may have an ultrasound test soon
after your surgery to check your liver is working as it should be
too. Some people may need to have a liver biopsy. A biopsy is a
small sample of tissue. You won't need to have an operation
again, your doctor can take the sample with a needle using a
local anaesthetic so you won't feel any pain.

As well as nurses and doctors, you may see a physiotherapist
while you're in hospital. They’ll help you with some breathing
exercises at first, before they help you to get moving and to
eventually make sure you’re mobile enough to go home.

If you feel that you need support with your mental health, you

20



Recovering from a liver transplant

can ask to see a psychologist. You may also see a transplant
coordinator, pharmacist, social worker and dietician depending
on what your personal circumstances and needs are. They’ll work
with you closely to plan and prepare for you to leave hospital.

Medicines

You'll need to take medicines after your operation to lower your
immune system and reduce the chance of your body rejecting
your new liver. These are called immunosuppressants.

Your transplant doctors or liver pharmacist will tell you which
types of immunosuppressant you'll take and give you detailed
information about how to take them. They may give you some
side-effects, such as headaches and tremors but it depends
on which medicine you take. Your team will let you know how to
manage these, and if you need to take a different dose or type
of medicine.

It’s very important to follow their instructions and to take your
medicines as prescribed, and not forget to take them, as this
will keep your liver healthy. Speak to your liver pharmacist if you
think you might struggle with this, as there are various things
they can do to help.

You will need to understand how to take your medicines before
you can go home. And you'll usually need to take
immunosuppressants for the rest of your life.

21



Having a liver transplant

Leaving hospital

You'll usually be able to go home after a week or two but it will
depend on how you recover. Your transplant team will make
sure that you are strong enough to go home. Your doctors will
need to be confident that you can take all the medicines you will
need after a liver transplant, and your physiotherapist will need
to make sure you are mobile enough to go home.

They’ll also need to make sure that you understand how to take
care of yourself at home and what problems to look out for so
you can get the care you need. For example, what to do if you
get an infection.

Your transplant team will give you a range of
information including:

® Your diet —what you can eat and drink.
® \When you can exercise and how to lose weight if you
need to (once you have recovered).
® Any ongoing support to stop smoking and drinking alcohol.
® \When you can go back to work.
® When you can drive.

22



Leaving hospital

TIP

Ask whoever is driving you home to bring you a pillow
or cushion. Pop this between the seatbelt and your
tummy to protect your wound while going over bumps.

Preparing your home
Here are some things to consider when you prepare to go home.

® Do you have support at home? If you need some extra help
at home, for example help with cleaning and looking after
your wound, tell your transplant team as they may be able
to help you arrange this.

® Pets and other caring responsibilities. It can be challenging
to look after others while you're recovering so it may be a
good idea to get some support.

® Eat well. Get food delivered, or ask family or friends to help
out for a bit.

® Do you have transport set up as you'll need to go back to
the hospital for regular check-ups? You probably won'’t be
able to drive yourself for a few months so if you don’t have
friends or family who can take you, arrange some
hospital transport.

23



Having a liver transplant

Your aftercare

You'll have regular appointments at the liver transplant centre.
To start with, these will probably be about once a week for
the first 2 or 3 months. You'll then go less often as you recover
— every few months to once a year.

Your transplant doctors will check how your liver is working at
these appointments and if you have any complications of your
surgery. Complications after surgery can include:

® Aninfection —a common viral infection after a liver
transplant is cytomegalovirus (CMV).

® Bleeding.

® Your body rejecting the new liver.

® Problems with your blood vessels and bile ducts.

Ask your transplant team to go through all the possible
complications of liver transplant surgery with you, and what
to look out for.

Tests after a liver transplant
You'll have a number of checks at the clinic. These may
include questions or tests on the following:

® |Immunosuppressant medicines. A specialist pharmacist
will talk to you and your family at your appointments, to see
how you’re coping taking immunosuppressants, and if you
need help to manage them.

24



Your aftercare

Liver tests. You may
have blood tests to
check for infections, or
an ultrasound to look

at your new liver.

Tests of your heart
function. Your doctors
can prescribe medicines
if you need them.

They’ll also check your
blood pressure.
Measurements of your height and

weight. Your transplant team will

provide support to help you lose weight if you need to.

Your transplant is more likely to be a success for longer if
you keep to a healthy weight.

Smoking. If you're struggling to stop smoking for good, your
transplant team will ask you about how they can help.

These are just some of the tests, ask your transplant
coordinator for a full list.

To help you prepare for appointments, see the range
of other information we have on liver transplants at
britishlivertrust.org.uk/transplants

25



Having a liver transplant

What happens if your body
rejects your new liver

If your body rejects your liver, your immune system starts to
attack it because it realises your new liver came from a different
person. So it sees it as something that it isn’t supposed to be
there. Rejection isn’t all or nothing, if your body starts to reject
your new liver this can often be stopped. So it’s important to tell
your transplant team if you think this is happening.

Your transplant doctors will prescribe immunosuppressant
medicines for you that aim to stop your body rejecting your new
liver, but sometimes it can still happen. The risk is greatest just
after your transplant operation (acute rejection), but less often it
can happen months (or years) later (chronic rejection). The
most important things you can do to help prevent this are to
take the right dose of your medicines at the right time every day
and to make sure you attend your clinic appointments, even if
you're feeling well.

You may get some symptoms if your body acutely rejects your
liver, such as a fever, extreme tiredness and your eyes and skin
may look yellow (jaundice). Your tummy may feel tender too.
Ask your transplant team what else to look out for.

Your transplant team will need to take a biopsy of your liver.

A biopsy is a small sample of tissue. Your doctor can take the
sample with a needle using a local anaesthetic so you won’t
feel any pain.

26



What happens if your body rejects your new liver

If it’s confirmed that your body is rejecting your liver, your
doctors will give you some stronger immunosuppressant
medicines. This usually stops your immune system attacking
your new liver.

Questions to ask your transplant team

® Why did this happen?

® |sthere anything | can do to prevent it happening again?
® Willl need more check-ups?

® How will | know my body is accepting my new liver?

“It’s important to take your
immunosuppressant medicines and
let your team know if you have any
problems — you may be able to switch
to another preparation or drug.”

Louise Hogg, Advanced Clinical Pharmacist
(Hepatology), Leeds Teaching Hospitals NHS Trust
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Having a liver transplant

Life after a liver transplant

A liver transplant is a major operation and it can take time to
recover (up to a year). It's important to understand the
commitment that you need to make to your own health after
the operation.

You'll have regular appointments with your doctor to check that
your liver is working well. Although these will also be life-long,
they should become less frequent with time.

You'll be supported by a range of specialist health professionals
during your recovery, and afterwards. Most people are
eventually able to return to most of their normal activities after a
liver transplant, and have a good quality of life.

“Having a transplant is very emotional, as
someone has to lose their life in order for
you to continue yours. That’s quite hard to
deal with. Fortunately, I have been given
hope for the future and am so very grateful
that I have got my life back again”

Jane was diagnosed with autoimmune hepatitis and
cirrhosis, and went on to have a liver transplant.

For detailed information about life after a liver
transplant and what to expect, read our booklet
Your guide to life after a liver transplant.
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Life after aliver transplant

Useful words

Bile — a yellowy green fluid that helps your body to digest
foods that contain fat and cholesterol. It’s made in your liver
and stored in your gallbladder.

Bile ducts — tubes that connect your liver to your gallbladder
and small bowel.

Biopsy — a sample of tissue.
Haemorrhage - bleeding.

Immunosuppressants — medicines that lower your immune
system to prevent it attacking your new liver.

Jaundice — a symptom of liver damage that makes your skin
and eyes look yellow. It can be harder to see on brown or
black skin.

Orthotopic liver transplant (OLT) — removing your liver
and replacing it with a donor liver.
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Having a liver transplant

British Liver Trust information and resources

Scan the code or visit
britishlivertrust.org.uk/transplants to read
and download all our information about liver
transplants for patients. This includes detailed
advice on having a liver transplant and life after
a liver transplant, as well as questions to ask your doctor about
transplants.

Useful websites

NHS Blood and Transplant liver transplant resources
www.nhsbt.nhs.uk/organ-transplantation/liver
Information about transplant centres and care and support.

NHS
www.nhs.uk/conditions/liver-transplant/what-happens
Information on having the operation.

Samaritans samaritans.org or call 116 123 for free.
Samaritans are there to listen to whatever is troubling you,
no matter how big or small. You can call, text or email them
24 hours a day, every day.

Mind mind.org.uk
Information, advice and support for anyone who is having
a problem with their mental health.
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Further reading and useful websites
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About the British Liver Trust

The British Liver Trust is the leading UK charity for all
adults affected by liver disease. We are entirely funded
by donations, including gifts in wills. Our missionis

to transform liver health by improving awareness,
prevention, care and support.

Make your gift online today at
britishlivertrust.org.uk/donate
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Having a liver transplant

“After I was added to the liver transplant
waiting list I kept myself fit and well for the
operation. Ten months later, I still hadn’t had
‘the call’.

Then, one evening, just as [ was admiring
our well-stocked freezer and thinking how useful that
would be if the call came then, the phone rang.

It was the transplant coordinator at Addenbrooke’s and
they had a liver for me. When I told my husband, he
dissolved into tears.”

Caroline was diagnosed with liver cancer
and had a liver transplant in 2018.

Website: britishlivertrust.org.uk

Nurse-led helpline: 0800 652 7330

Online community: healthunlocked.com/britishlivertrust
Office: 01425 481 320 Email: info@britishlivertrust.org.uk

Registered Charity England and Wales 298858, Scotland SC042140.
Company Limited by Guarantee Registered in England and Wales, Company No 2227706
TP-OP/08/22
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