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Why have I been given this information?

You have a condition which has resulted in severe chronic damage and scarring to your liver. We call 
this cirrhosis. The damage has probably happened over several years and because of it, your liver is 
unable to function normally.  As a result of this damage your doctor will have explained that your life 
expectancy has been significantly shortened.

We understand that this may be difficult news to take in which is why we have developed this leaflet 
and questionnaire to provide support for you in adjusting to this news.

What is cirrhosis?

Cirrhosis is scarring of the liver as a result of continuous, long-term liver damage. Scar tissue 
replaces healthy tissue in the liver and prevents the liver from working properly.

The damage caused by cirrhosis can't be reversed and eventually can become so extensive your liver 
stops functioning. This is called liver failure.

Cirrhosis can be fatal if the liver fails. However, it usually takes years for the condition to reach this 
stage and treatment can help slow its progression.

Each year in the UK, around 4,000 people die from cirrhosis and 700 people with the condition need 
a liver transplant to survive.

Signs and symptoms

There are usually few symptoms in the early stages of cirrhosis. However, as your liver loses its ability 
to function properly, you're likely to experience:

• Tiredness

• Loss of appetite or nausea

• Swelling of your tummy or legs due to build-up of fluid (oedema)

• Vomiting blood or passing black tarry-looking stools

• Reduced ability to fight infections

• Episodes of confusion (‘brain fog’), often following an infection or an episode of stomach 
bleeding

• Liver cancer

Severe chronic liver disease
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Can these symptoms/conditions improve with treatment?

Some of these symptoms may improve with treatment.  But some may be serious. They may also 
develop suddenly and without warning, causing you to become ill very quickly.

The liver is usually able to grow back and recover after a single episode of damage. However, 
following chronic damage over several years and development of cirrhosis, recovery may be slow. In 
some circumstances recovery may not be complete and sometimes fails to occur at all.  This is 
especially the case if the damage which caused the cirrhosis in the first place is still happening.  We 
will discuss this with you and explain how this applies in your particular case.
 

Is it possible to have a liver transplant?

A liver transplant is sometimes possible in patients with severe liver damage. However, the number 
of livers available in the UK has declined in recent years (mainly because of a reduction in fatal road 
traffic accidents). Therefore, a liver transplant is possible only in some patients. Even in patients in 
whom it is possible, the waiting  time may be over a year and sadly, some patients with really severe 
disease, may not live that long.
 

How long can I expect to live?

Your doctor will have explained that your liver condition is likely to have shortened your expected life 
span. We cannot predict how long you will live. However, there is less than a two in three chance 
that you will survive more than 5 years and a less than 1 in 3 chance that you will survive more than 
10 years.

Your chances of surviving for a long time are greater if the disease which caused your liver damage 
can be treated with medication (for example many kinds of hepatitis or liver inflammation).

Alcohol

If the cause of your liver damage is alcohol, your survival chances are much higher if you stop drinking 
completely and permanently. However, despite the best of intentions, only one in four patients 
succeed in stopping completely.
 

Planning your next steps

To help you plan for your future, we have suggested  a number of questions for you to consider which 
are listed over the page.
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Your future plans - some questions for you to consider:

1. What are the (one or two) things that worry you most about having this severe 
liver condition?

 

 

 

 

• Do you have any other worries?

 

 

 

2.  Are there things you have long wanted to do and which you might now consider 
doing?

For example:

• Complete something you have been working on

• Visit a person or a place

• Restore good relations with family members or friends

• Re-engage with a religious or spiritual aspect of your life

 

 

 

 

 

3.  Are there things you should consider doing?

For example:

• Put your affairs in order

• Make a will
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4.  Are there aspects of your care that you wish to discuss?

For example:

• Do you want us to stop advising you about your lifestyle (e.g. alcohol consumption, smoking, 
diet)?
We do not judge you on these things; our concern is only about their potential effects on your 
health and on possible treatment options.

• Can you cope at home and do you need more help to do so?

• Are some of your drug treatments causing you problems and do you want to discuss the pros 
and cons of stopping them?

• Are you in physical discomfort?

• Do you suffer from anxiety or depression?

 

 

 

 

 

 

5.  Are there any aspects of your care, should you suddenly become very ill, which 
you would like to discuss with us in advance?

For example:

• If you developed a life-threatening complication, would you wish to be treated using all 
available options (we can discuss these with you in detail)?

• Would you want to:

– Be admitted to hospital? If not, what would you prefer?

– Have an endoscopy in the event of a gastric bleed?

– Be considered for intensive care if feasible?

– Be resuscitated, should your heart stop suddenly?
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6.  Would you consider naming someone (e.g. a family member or close friend) who 
would speak for you if you were to become very ill quickly and were unable to 
make decisions for yourself?

 

 

 

 

7. If you do continue to deteriorate and are thought not to have long to live what 
would be your wishes?

For example:

• Would you wish to see a minister of religion?
(If so, which religion?)

• Where would you like to end your life

– Home

– Hospital

– Hospice

– Other

• Who would you like to be present?

• How would you like your body to be cared for after death?

 

 

 

 

 

 

 

8.  Are you happy for us to discuss your current condition with members of your 
family? (If so please specify which members)
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Patient information leaflet - Feedback

We are currently developing information for patients with severe chronic liver disease and would like 
to know what you think to these draft materials.
 

1. What was your main reaction to the information sheet and questionnaire?
(Tick as many as you like).
 

  Surprise

  Shock

  Anger

  Sadness

  Guilt

  Relief

  Gratitude

  Other

 

• Please describe your reactions here if you wish:

 

 

2. Do you feel the information sheet was appropriate?
(If not, please indicate where).

 

 

 

3. Was there any information you were previously unaware of?

 

 

 

4. When do you feel this information should be given? Where and by whom?
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5. Is there any other information you feel should be included?
(If yes, please give details).

 

 

 

 

 

6. How would you describe the overall tone of the information sheet and questionnaire?
 

  Too blunt

  Too vague

  Not caring or supportive enough

  Judgemental

  Other

  OK
 

• Please indicate below how it could be improved:

 

 

 

 

 

7. Who would be the right person to approach you with this information sheet and 
questionnaire?
 

  Liver consultant

  Junior doctor on the Liver Team

  Nurse

  Councillor/Psychologist

  Chaplin or other minister or religion

  Don’t mind (as long as caring and able to explain things)

  Other (please say who)
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8. Having read the information sheet and completed the questionnaire, did you feel that 
your questions and concerns were addressed:
 

• Quickly enough?

 

 

• In a sensitive and caring way?

 

 

• By the right person?

 

 

9. Do you feel (even though some of its content may have caused you concern) that you 
found this information sheet and the suggestions in this document helpful?

 

 

 

10. Do you have any other suggestions about how we might improve communication with 
patients with serious liver disease?

 

 

 

 

Please return your completed questionnaire to:

 

 

Thank you for completing this questionnaire

Alternative formats can be available on request. Email: sth.alternativeformats@nhs.net
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