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How to use this booklet
You don’t have to read this booklet all at once. Look at the 
contents on page 2, read the sections that feel most helpful, 
and come back to it if you want to know more. There is 
more information and support available on our website, at 
pancreaticcancer.org.uk

Use the colours below to help you find out where and when 
you can get more help.

At the end of the booklet there is:

•  a list of common medical words on page 61

•  �contact details of all the organisations we mention  
on page 65.

Call our Support Line free on 0808 801 0707 
or email nurse@pancreaticcancer.org.uk

Read more on our website at:  
pancreaticcancer.org.uk/information
Order or download our free booklets at: 
pancreaticcancer.org.uk/publications

Questions to ask your doctor or nurse

Things you can do to help yourself

http://pancreaticcancer.org.uk
http://pancreaticcancer.org.uk/information 
https://shop.pancreaticcancer.org.uk/pages/publications
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What is pancreatic 
cancer? 
Key facts
•	 The pancreas is a gland behind your stomach. 

•	 The pancreas makes enzymes which break down food. 
This is part of digestion.

•	 It also makes hormones, including insulin, which control 
the sugar levels in your blood.

•	 Pancreatic cancer develops when cells in the pancreas 
grow out of control.

•	 There are different types of pancreatic cancer. The 
information in this booklet is about the most common 
type, called pancreatic ductal adenocarcinoma. 

•	 You and your family can get support from our specialist 
nurses by calling our free Support Line on 0808 801 0707 
or emailing nurse@pancreaticcancer.org.uk

Our easy read booklets use pictures and simple 
words. They are for people who find written 
information hard. 

Download or order at:  
pancreaticcancer.org.uk/easyread 

Or call 0808 801 0707, or email  
publications@pancreaticcancer.org.uk

http://pancreaticcancer.org.uk/easyread  
http://pancreaticcancer.org.uk/easyread  
mailto:publications%40pancreaticcancer.org.uk?subject=
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What is the pancreas?

Your pancreas is a gland that sits behind your stomach, at the 
back of your tummy (abdomen). It is surrounded by several 
important organs, such as your liver, and also by large blood 
vessels and lymph nodes (part of your immune system).

Your pancreas does two main things.

•	 It makes enzymes, which help to break down food so your 
body can absorb nutrients from it. This is part of digestion.  

•	 It makes hormones, including insulin, which control sugar 
levels in the blood.  

Pancreatic cancer can affect how well your pancreas works. 
This may mean you have problems digesting your food and 
controlling sugar levels in your blood. 

The pancreas and surrounding organs
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The pancreas and surrounding blood vessels

How does pancreatic cancer develop? 

Pancreatic cancer develops when cells in the pancreas grow 
out of control, forming a lump. You might hear this called a 
tumour, lesion or mass.

Pancreas
Duodenum

Major vein
Major 
artery

Spleen

Vein
Artery

Read about the different types of pancreatic cancer on 
our website: pancreaticcancer.org.uk/types

http://pancreaticcancer.org.uk/types
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What do my test 
results mean?  
Key facts

•	 You may have several tests to diagnose the cancer. 

•	 The test results will help your doctors work out the best 
treatment for you. Your doctors will discuss this with you.

•	 You may be told the stage of your cancer. This describes 
the size of the cancer, if it has spread outside the pancreas, 
and where it has spread to.

Pancreatic cancer can be hard to diagnose early because 
it often doesn’t cause symptoms in the early stages. This 
means it is often diagnosed at a later stage when it has 
already started to spread.

You may need more tests to work out the stage of the cancer.

Having a biopsy

You will need to have a test called a biopsy to confirm 
your diagnosis before having some treatments, including 
chemotherapy or clinical trials. A biopsy involves taking 
small tissue samples from the cancer. If you haven’t had a 
biopsy, ask your medical team about this.

Read more about tests on our website at:  
pancreaticcancer.org.uk/tests

http://pancreaticcancer.org.uk/tests
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Getting the diagnosis 

The test results will give your doctors detailed information 
about your cancer, and help them to work out the best 
treatment for you. Your doctor may explain the stage of 
your cancer. This describes:

•	 the size of the cancer

•	 if it has spread outside the pancreas and where it has 
spread to.

Read about the stages on page 11. 

Your doctors will discuss with you what treatment would be 
best for you. Some doctors may just focus on the treatment, 
and not tell you the stage. Ask your doctor if you would like 
to know the stage. 

Being told you have pancreatic cancer that can’t be 
removed by surgery can feel devastating. There may be 
other treatments you can have (see page 14), and there are 
ways to manage any symptoms (see page 32). This can help 
to improve how well you feel. 

Contact our specialist nurses with any questions.  
They can help you understand your diagnosis and 
what happens next. If you feel overwhelmed and are 
not sure who to turn to, our nurses can help.  
Call 0808 801 0707 or  
email nurse@pancreaticcancer.org.uk

mailto:nurse@pancreaticcancer.org.uk
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What can I do?

•	 Ask your doctor or nurse any questions you have. 
Read more about your medical team on page 15. 

•	 Use the diagrams and information on the next pages 
to help you understand more about your test results.

•	 Find out as much as you want to know. We have lots 
more information about pancreatic cancer on our 
website.

•	 Sign up to our Information and Support emails 
to get key information tailored to your diagnosis by 
email. Sign up at: pancreaticcancer.org.uk/emails

•	 Talk to someone you trust about how you are feeling. 
Sometimes just talking can help.

•	 Read more about the emotional support available on 
page 46.

“The emails helped me better understand various 
aspects of my condition and helped to confirm that 
the treatment that my oncologist has me on is right 
for me. It is also reassuring to know that there is 
someone I can call if I need to.”

http://pancreaticcancer.org.uk/emails
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“�If possible, ensure there’s someone with you to help  
absorb the news. Ask them to take notes. We found  
that important as a couple.” Jenny

Questions to ask your doctor or nurse 

What do my test results mean?

Has the cancer spread? If so, where to?

What are my treatment options?

Who is my main contact?

What happens next?

Where can I get support?
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What stage is my pancreatic cancer?
If you have been told it is not possible to remove the cancer 
with surgery, this means that the cancer has spread outside 
the pancreas. The cancer is either stage 3 or stage 4. You 
may hear other terms used. We explain these below.

What are stage 1 and 2 pancreatic cancer?

Stage 1 and 2 pancreatic cancer are when the cancer is at 
an earlier stage.

Read more about stage 1 pancreatic cancer at: 
pancreaticcancer.org.uk/stage1 

And stage 2 cancer at:  
pancreaticcancer.org.uk/stage2

Stage 3 pancreatic cancer

The cancer has spread outside your pancreas. It may have 
spread to the large blood vessels near the pancreas, or to  
a number of lymph nodes. This is usually locally  
advanced cancer. It may occasionally be borderline 
resectable cancer.

http://pancreaticcancer.org.uk/stage1
http://pancreaticcancer.org.uk/stage2
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Possible treatments: If you have locally advanced 
cancer, it won’t usually be possible to remove the cancer 
with surgery. You may be offered chemotherapy on its 
own first. Some people then have radiotherapy. This is to 
try to shrink the cancer and slow down its growth. Find 
out more on page 21.

Borderline resectable cancer is cancer that has grown 
very close to the major blood vessels near the pancreas.  
You may be able to have surgery to remove the cancer, but 
it depends which blood vessels are affected. 

You may have chemotherapy and then possibly 
radiotherapy to try to shrink the cancer, before doctors 
consider whether surgery might be possible. Read more  
on page 21.

Vein

Major artery

Duodenum

Cancer has spread
into blood vessels
near the pancreas

Pancreas

Diagram showing stage 3 pancreatic cancer
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Stage 4 pancreatic cancer

The cancer has spread to other parts of the body. It may 
have spread to your lungs, liver or the lining of your tummy 
(peritoneum). This is advanced or metastatic cancer.

Pancreas

Liver

Cancer has spread to
other parts of the body

Duodenum

Bile duct

Diagram showing stage 4 pancreatic cancer 

Possible treatments: You may be able to have 
chemotherapy to slow down the growth of the cancer. 
Treatment for advanced cancer won’t cure the cancer, but 
it may help you live longer and generally feel better. You 
can read more on page 22.

There are also treatments to help manage any symptoms 
– see page 32.

Your doctor or nurse may call the cancer inoperable or 
unresectable, which means that surgery is not an option.



Having  
treatment
Key facts

•	 You should be given the details of a key contact, who is 
usually a nurse called a clinical nurse specialist (CNS). 
They can support you and answer your questions. If you 
haven’t been given a key contact, ask who to contact  
with questions.

•	 The type of treatment or care you have will depend on 
what stage of cancer you have and how well you are 
generally.

•	 Your doctor or nurse should regularly check how you are 
feeling. They can provide advice and support in managing 
symptoms from your cancer or side effects from  
your treatment. 

•	 	If you have locally advanced cancer, you may be able to 
have chemotherapy, sometimes followed by radiotherapy 
together with chemotherapy (chemoradiotherapy). 

•	 If you have advanced cancer, you may be able to have 
chemotherapy if you are well enough, as well as other 
treatments to control symptoms. 

•	 You may be able to take part in a clinical trial, which 
might mean you can have new or different treatments.

14
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What health professionals will I see?

Your medical team 

If you are having treatment such as chemotherapy and/or 
radiotherapy, your case should be reviewed by a specialist 
multidisciplinary team (MDT). You may hear this called a 
hepato-pancreato-biliary or HPB MDT. 

•	 The MDT is the team of health professionals who are 
responsible for your treatment and care. 

•	 You might not meet everyone in the MDT, but your doctor 
or nurse should tell you what the MDT recommend. 

Your team should include a specialist nurse, sometimes 
called a clinical nurse specialist (CNS). They will be 
your main contact, and provide expert support, care and 
advice. They will also coordinate your care if you are having 
treatment for the cancer. Where we talk about your nurse in 
this booklet, we mean the CNS. 

Not everyone will have a CNS. If you don’t, ask for details of 
who to contact if you have any questions or concerns. Some 
teams include cancer care coordinators or navigators, who 
will support you. They can answer questions and act as a 
link with the MDT.

You may meet other members of the team including:

•	 an oncologist – a doctor who is an expert in treating cancer 

•	 a gastroenterologist – a specialist in diseases of the 
digestive system, including the stomach, intestines, 
pancreas and liver

•	 a dietitian – a health professional who provides expert 
advice about diet and nutrition.
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Palliative care and supportive care

If you have advanced pancreatic cancer, you may be 
referred to a specialist palliative care team or supportive 
care team. 

What are palliative care and supportive care?

Palliative care and supportive care services provide 
specialist care to manage complex symptoms such as pain, 
and emotional symptoms like depression and anxiety. They 
can help you live as long and as comfortably as possible, 
and access more treatments. They also provide practical 
support, and can help you with making decisions about 
your future care. And they can support your family.

Some people find the thought of palliative care upsetting. 
But these services are not just for people at the end of their 
life. They are available at any point during treatment or care 
for people with cancer that can’t be cured.

Where can I have palliative care?

If you haven’t been referred for palliative or supportive care, 
ask your medical team or GP if it would help. The GP and 
district nurse can also provide palliative care. 

You may be able to have palliative care:

•	 in your own home – by Hospice at Home services, 
palliative care doctors and nurses, district nurses, and 
Macmillan or Marie Curie nurses

•	 at a hospice 

•	 in hospital – by hospital-based palliative care or  
supportive care teams

•	 at a care home.
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Find out more about palliative care at: 
pancreaticcancer.org.uk/palliative

Hospice services are free and may vary. They may include 
managing symptoms, providing emotional, spiritual and 
social support, and offering financial advice.

http://pancreaticcancer.org.uk/palliative


18

Macmillan and Marie Curie nurses

You may see a Macmillan nurse at the hospital (a Macmillan 
clinical nurse specialist or CNS). In some areas, there are 
Macmillan nurses working in the community who provide 
palliative care. But not all palliative care nurses are Macmillan 
nurses. And not everyone will see a Macmillan nurse. 

Marie Curie nurses provide palliative care in people’s homes. 
Again, not all palliative care nurses are Marie Curie nurses. 
Marie Curie also runs hospices.

Your support needs

Your doctors and nurses should regularly check how you 
are coping with any symptoms, such as pain, tiredness and 
problems with digestion. There are usually ways to manage 
symptoms, so it is important to tell your medical team if you 
have any. Read more about managing symptoms and side 
effects on page 32.

Having pancreatic cancer can affect many parts of your 
life, not just your physical health. Your medical team should 
also talk to you about how you are feeling emotionally and 
ask about practical issues, like finances or help at home. 
Some medical teams may discuss these issues as part of 
something called a Holistic Needs Assessment (HNA). Not all 
hospitals offer HNAs. But if you would like to discuss any of 
these things, speak to your nurse or a member of the team.

Read more about the care you should expect at:
pancreaticcancer.org.uk/care

http://pancreaticcancer.org.uk/care
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Contact our specialist nurses on our free Support Line 
with any questions about your care and what to expect.

What can I do?

•	 Ask about the best way to contact your nurse with 
any questions.

•	 If you don’t have a specialist nurse, ask who to 
contact with questions.

•	 Keep a diary of your symptoms to help you explain 
them to your doctor or nurse. 

•	 	Write a list of questions you want to ask your doctor 
or nurse at your next appointment. 

•	 Take someone with you to your appointment, and 
ask them to write down key things your doctor or 
nurse says.

•	 Talk to your nurse about your symptoms, feelings or 
worries. 

•	 Ask your doctor or nurse if they can refer you to see a 
specialist palliative care or supportive care team.   

•	 Visit a Macmillan information and support centre or 
find out about other local cancer services providing 
support.

•	 Ask who you should contact out of normal hospital 
hours or in an emergency.
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What are my treatment options?

You may be able to have treatments for the cancer, such as 
chemotherapy. This will depend on the stage of your cancer 
and how well you are. The aim of treatment will be to 
control the growth of your cancer and help you live longer. 
You will also be offered treatments for any symptoms.

Making decisions about treatment can be hard. Whatever 
your options, treatment is your decision, and you don’t have 
to decide anything straight away. It’s good to ask questions 
about your options, side effects and symptoms. Talk to your 
doctor or nurse about your questions and how you are feeling. 

Getting a second opinion

You can ask for a second opinion about your treatment 
options from a different medical team, if you want one. 
But don’t delay your treatment while you get a second 
opinion, as it can take several weeks. 

You will need to ask your current hospital doctor or GP for 
a referral. A second opinion is free on the NHS or can be 
paid for privately. You don’t have a legal right to a second 
opinion, but most doctors will help you do this if you ask 
them. The second team’s opinion may not be any different.

You can contact our specialist nurses on our free 
Support Line to talk through your treatment options.

Read more about getting a second opinion on our 
website at: pancreaticcancer.org.uk/secondopinion

http://pancreaticcancer.org.uk/secondopinion
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Treatment if you have locally advanced cancer

If you have locally advanced pancreatic cancer, you may 
be offered chemotherapy on its own first, then sometimes 
together with radiotherapy (chemoradiotherapy) afterwards. 
This is to try to shrink the cancer, slow down its growth, and 
help you live longer.

Stereotactic ablative body radiotherapy (SABR) may also be 
an option if you have locally advanced cancer. This delivers 
higher doses of radiation in a shorter time than other types 
of radiotherapy. You will usually have at least three months 
of chemotherapy before having SABR.

For a small number of people, these treatments may make 
surgery to remove the cancer possible.

You can read more about chemotherapy and radiotherapy 
on page 24. 

Treatment for borderline resectable cancer

If your cancer has grown close to major blood vessels 
(borderline resectable cancer), your doctors will look carefully 
at your scan results. They will try to work out if surgery is 
possible. But it can be hard to tell how close the cancer has 
grown to blood vessels and whether it is possible to remove it. 

Whether you can have surgery depends on which blood 
vessels are affected by the cancer, and how close the cancer 
has grown to them. You may be offered chemotherapy and  
then possibly radiotherapy (chemoradiotherapy). This can 
sometimes shrink the cancer enough to make surgery 
possible.
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Treatment if you have advanced pancreatic cancer

If you have advanced pancreatic cancer, you may be 
offered chemotherapy (see page 24) if you are well enough.
Chemotherapy may help to control the cancer. It won’t cure 
the cancer, but it may help you live longer.

Treatments for symptoms

If you have symptoms from the cancer, there are treatments 
to help control these. Find out more on page 32. A specialist 
palliative care team or supportive care team can help 
manage symptoms. Read more on page 16.

You can read more about chemotherapy and radiotherapy 
on page 24. You will have scans before, during and at the 
end of your treatment to check how well it has worked and 
whether surgery may be possible.

If your cancer is close to major blood vessels, speak to your 
doctor about your treatment options. Different medical 
teams may have different opinions about whether surgery 
is possible. You can ask for a second opinion from a different 
medical team if you want one (see page 20).

If treatment makes surgery possible, read our booklet: 
Pancreatic cancer that can be removed by surgery:  
A guide if you have just been diagnosed.

Read more about surgery in our fact sheet:  
Surgery to remove pancreatic cancer
Or: pancreaticcancer.org.uk/surgery

https://shop.pancreaticcancer.org.uk/products/pancreatic-cancer-that-can-be-removed-with-surgery-a-guide-if-you-have-just-been-diagnosed
https://shop.pancreaticcancer.org.uk/products/pancreatic-cancer-that-can-be-removed-with-surgery-a-guide-if-you-have-just-been-diagnosed
https://cdn.shopify.com/s/files/1/0424/0949/2641/files/Surgery_Factsheet_RGB_Web_2021.pdf?v=1639498145
http://pancreaticcancer.org.uk/surgery
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Contact our specialist nurses on our free Support Line 
to talk through your diagnosis and treatment options.
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Types of treatment

Chemotherapy

Chemotherapy is one of the most common treatments for 
pancreatic cancer. It uses drugs to destroy the cancer cells 
and slow down the growth of the cancer.

You will need to have a biopsy to confirm your diagnosis 
before you have chemotherapy. A biopsy involves taking 
small tissue samples to be examined under a microscope. 

Side effects

Chemotherapy can cause side effects, including feeling and 
being sick, diarrhoea (runny poo), constipation (when you 
find it hard to poo) and extreme tiredness (fatigue). It can also 
make you more likely to get infections. Most people get some 
side effects, but it’s unusual to get all the possible side effects. 

Your medical team will closely monitor you. There are 
ways to manage any side effects you get. When you start 
chemotherapy, the hospital will give you a 24 hour emergency 
number you can call about any worrying side effects. 

Radiotherapy

Radiotherapy uses radiation to destroy cancer cells. A machine 
directs beams of radiation at the cancer from outside the body.

Read more about chemotherapy, including the 
chemotherapy drugs you may be offered, in our fact 
sheet: Chemotherapy for pancreatic cancer.
Or at: pancreaticcancer.org.uk/chemotherapy

https://shop.pancreaticcancer.org.uk/products/chemotherapy-for-pancreatic-cancer
http://pancreaticcancer.org.uk/chemotherapy
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Side effects

Radiotherapy can cause some side effects such as 
tiredness, feeling sick and diarrhoea. Many people will only 
have mild side effects. But they can be more common and 
severe if you are having radiotherapy with chemotherapy 
(chemoradiotherapy). If you have this, you may also get side 
effects from the chemotherapy (see page 24).

Clinical trials

Clinical trials are carefully controlled medical research 
studies that involve people. Most trials in pancreatic cancer 
aim to find better and new treatments, including better 
ways of using chemotherapy and radiotherapy.

Taking part in a clinical trial may give you the chance to try a 
new treatment. But there’s no guarantee that it will be any 
better than current treatments. 

Ask your doctor or nurse whether there are any suitable 
clinical trials that you could take part in.

Read more about radiotherapy on our website at: 
pancreaticcancer.org.uk/radiotherapy

Read more about clinical trials, watch videos of 
people’s experiences of trials, and find pancreatic 
cancer trials on our website at:  
pancreaticcancer.org.uk/clinicaltrials

http://pancreaticcancer.org.uk/radiotherapy
http://pancreaticcancer.org.uk/clinicaltrials


26

Questions to ask your doctor or nurse 

Who should I contact if I have any questions? 

Who is my clinical nurse specialist or main 
contact? 

Who do I contact if I need to speak to someone in 
an emergency, or out of normal hospital hours? 

Who do I speak to about appointments? 

What is the aim of the treatment?

Which chemotherapy drugs are suitable for me?

Can I have radiotherapy or chemoradiotherapy?

What side effects do these treatments have?

Are there any clinical trials that I could take  
part in?

What treatments can I have for my symptoms?

Can you speak to my family about my treatment?
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When treatment to 
control the cancer  
is not an option
Key facts

•	 Some people with advanced pancreatic cancer may 
not be able to have treatment that aims to control their 
cancer.

•	 	Some people decide not to have treatment for their own 
reasons.

•	 Whatever your situation, there is medical, emotional and 
practical support available.

•	 You will still be able to have treatment for any symptoms 
you may have, to help you feel as well as possible.

•	 A specialist palliative care team can help manage your 
symptoms, as well as providing emotional and practical 
support.

You can speak to our specialist nurses on our free 
Support Line to talk through how you are feeling. They 
can also help with questions about symptoms and the 
support you can get.
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For some people diagnosed with advanced pancreatic 
cancer, it may not be possible to have treatment to control 
the cancer. This will depend on your situation. For example, 
you might not be physically well enough for treatments like 
chemotherapy.

Being told that you can’t have any treatment to control your 
cancer can be a shock for you and those close to you. We 
explain the support available to help you deal with this on 
pages 46-53.

You will still receive care from hospital or community teams. 
Community teams may include your GP, palliative care 
nurses, a hospice team or district nurses. They will be able 
to assess your symptoms and provide treatments to help 
with these. They can also help you get care and support at 
home. Read more about this on page 55. 

What medical care can I have? 

You will still be able to have treatments to help with any 
symptoms of the cancer. This might include:

•	 medicines and other treatments to help with pain

•	 capsules containing pancreatic enzymes to help any 
problems with eating and digestion (see page 34)

•	 medicines to help with sickness or bowel problems

•	 ways to manage fatigue

•	 other treatments and support to help with symptoms 
(see page 32).
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Specialist palliative care

If you can’t have treatment to control the cancer, you may 
be referred to a specialist palliative care team. They can help 
manage symptoms, as well as supporting you and your 
family. If you haven’t seen a palliative care team, ask your GP 
or nurse if this would be helpful.

Read more about palliative care on page 16.

Thinking about your future care

You may want to think about your future care. This might 
include what care you would or wouldn’t want, and where 
you would like to be cared for. This is called advance care 
planning. This can be difficult to do, but it may help you feel 
more prepared and in control. 

You could also make a Lasting Power of Attorney. This is 
a legal document, which allows someone else to make 
decisions about health and welfare, and/or property and 
finances on your behalf. In Northern Ireland, there is an 
Enduring Power of Attorney for your property and finances, 
but there isn’t one for health and welfare.  

Read more about advance care planning and power of 
attorney on our website at:   
pancreaticcancer.org.uk/planningcare

http://pancreaticcancer.org.uk/planningcare
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You can also speak to our specialist nurses on our free 
Support Line. They can explain what to expect, and 
how to get the support you need.

“�I’ve made a plan for the end of my life with a local 
hospice. I’ve arranged my funeral and my wake, and 
sorted out all my affairs. That’s how I want it to be. 
It means I can enjoy myself without focusing on the 
death side of things.” Ash

If you don’t want to have treatment

Some people decide they don’t want to have any treatment 
for the cancer. This can be for lots of different reasons, and 
will be a very personal decision to you. You can still have 
palliative care to control any symptoms (see page 16).

Knowing what to expect

Sometimes pancreatic cancer can grow and spread quickly. 
You may want to know more about what to expect in the 
future. You can talk to your team at the hospital or your 
palliative care team. We also have information and support 
available if you want to find out more.

If you would like to know what to expect towards the 
end of life, find out about the care and support available 
in our booklet: Pancreatic cancer and end of life care. 
Information for people in the last few months of life. 
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Questions to ask your doctor or nurse 

What care and support will I get if I don’t have 
treatment?

Who should I contact if I have any issues or 
questions?

What help can I get with managing my symptoms?

Can I see a palliative care specialist?

What support can a palliative care specialist 
provide?

What support can I get at home?

What emotional and practical support can I get? 

Can you speak to my family about my care?

What issues might I face in the future?

“�Make the most of times when you feel well. Seeing 
friends, family, trips away. We even had 2 trips to 
Greece (with careful planning). After the inoperable 
diagnosis, these times kept us going.” Jenny

If you can, take some time to think this over and speak to 
your medical team and your family and friends. Macmillan 
Cancer Support have more information about making 
treatment decisions when you have advanced cancer. 
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Dealing with 
symptoms and  
side effects
Key facts

•	 Not everyone will have the same symptoms of pancreatic 
cancer or side effects from treatments.

•	 	It’s important that you tell your medical team about any 
symptoms. There are ways to manage most symptoms 
and improve how well you feel in your day-to-day life. The 
sooner symptoms are treated, the better you will feel. 

•	 Pancreatic cancer can cause problems with digestion. 
Taking capsules containing pancreatic enzymes when 
you eat can help problems with digestion. This is called 
pancreatic enzyme replacement therapy (PERT).

•	 A dietitian can help you manage problems with digestion 
and eating. If you haven’t seen one, ask your doctor or 
nurse to refer you.

•	 Ask your doctor or nurse for help with pain as soon as 
possible. There are treatments that can help.

•	 Extreme tiredness (fatigue) is a common symptom. There 
are things that can help, like balancing activities with rest.

This section explains the common symptoms of pancreatic 
cancer and side effects of treatment.
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It’s important to talk to your medical team about any 
symptoms, as they can help you manage them. Treating 
symptoms can improve how you feel, both physically and 
emotionally.

Problems with digesting food

The pancreas makes enzymes, which help to break down 
(digest) food. When you have pancreatic cancer:

•	 your pancreas may produce fewer enzymes 

•	 	the cancer can block enzymes from getting to your 
duodenum, where they are needed to help with digestion. 

This means that your body may not get the nutrients it 
needs from your food.

Symptoms
Problems with digestion can cause symptoms, including:

•  �losing your appetite

•  �losing weight

•  �indigestion or heartburn

•  �runny poo (diarrhoea)

•  �finding it harder to poo (constipation)

•  �pale, oily, smelly, floating poo (steatorrhoea)

•  �tummy discomfort, cramps or pain

•  �bloating and wind

•  �feeling full up quickly

•  �feeling sick

•  �needing to poo urgently, especially after eating.
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Speak to your doctor, nurse or dietitian about ways to 
manage these symptoms.

Managing problems with digestion can make a big 
difference to how you feel. It can also help you cope better 
with treatments for the cancer.

What is pancreatic enzyme replacement therapy (PERT)?

Pancreatic enzyme replacement therapy (PERT) replaces 
the enzymes your pancreas would normally make. They are 
capsules that you take when you eat or have a milky drink. 
They help to break down food so it can be absorbed, and 
can help to manage the symptoms on page 33. They can 
make a big difference to how you feel. 

Speak to your nurse, dietitian or doctor about getting a 
prescription for PERT. In the UK, brands include Creon®, 
Nutrizym® and Pancrex®.

If you haven’t been told about PERT and have any of the 
symptoms on page 33, ask your doctor, nurse or dietitian 
about them.

How can a dietitian help?

If possible, you should see a specialist pancreatic or 
oncology dietitian. They are experts in diet and cancer and 
can help manage problems with digestion. 

Not all hospitals will have a specialist dietitian. Your doctor 
or nurse may help you with your diet and symptoms. Or 
they might refer you to a general dietitian, who could be 
based in the hospital or in the community. 
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Contact our specialist nurses on our free Support 
Line for more information about getting support with 
digestion problems.

We have detailed information about digestion in our 
booklet: Diet and pancreatic cancer

Or our factsheet: How to manage problems with 
digestion using pancreatic enzyme replacement 
therapy (PERT).

Or on our website at: pancreaticcancer.org.uk/diet

https://shop.pancreaticcancer.org.uk/products/diet-and-pancreatic-cancer#:~:text=This%20booklet%20explains%20how%20pancreatic,and%20protein%20from%20your%20food.
https://shop.pancreaticcancer.org.uk/products/how-to-manage-problems-with-digestion-using-pancreatic-enzyme-replacement-therapy-pert#:~:text=This%20fact%20sheet%20explains%20how,difference%20to%20how%20you%20feel.
https://shop.pancreaticcancer.org.uk/products/how-to-manage-problems-with-digestion-using-pancreatic-enzyme-replacement-therapy-pert#:~:text=This%20fact%20sheet%20explains%20how,difference%20to%20how%20you%20feel.
https://shop.pancreaticcancer.org.uk/products/how-to-manage-problems-with-digestion-using-pancreatic-enzyme-replacement-therapy-pert#:~:text=This%20fact%20sheet%20explains%20how,difference%20to%20how%20you%20feel.
http://pancreaticcancer.org.uk/diet
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Losing weight

Losing weight is a common symptom of pancreatic cancer. 
Weight and muscle loss can affect how you deal with the 
symptoms of the cancer, and with treatments such as 
chemotherapy (see page 24). It can be upsetting, and affect 
how you feel generally.

Your doctor, dietitian or nurse will work out what is causing 
the weight loss, and how to manage it. Taking PERT (see 
page 34) may help you digest your food and maintain your 
weight. 

Making changes to your diet so that you get more calories 
and protein may also help. Speak to your dietitian about this.

You can read more about weight loss and how it’s 
managed at: pancreaticcancer.org.uk/dietsymptoms

Diabetes

The pancreas produces hormones, including insulin, which 
control sugar levels in the blood. People with pancreatic 
cancer may not produce enough insulin. This can cause 
diabetes, where sugar levels in the blood become too high.

If you have diabetes, you will have support in managing 
this. This may include your GP, a hospital doctor, a diabetes 
specialist nurse and a specialist dietitian. 

http://pancreaticcancer.org.uk/dietsymptoms
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Find out more on our website:
pancreaticcancer.org.uk/diabetes

There are different types of diabetes. People with pancreatic 
cancer may get a type called type 3c diabetes, which is not 
the most common type. 

A lot of information about diabetes, such as changing 
what you eat, may not be right for you. You may need 
to eat foods higher in calories and protein if you have lost 
weight. Your diabetes will be managed around this.

If you already had diabetes before being diagnosed with 
pancreatic cancer, the cancer may mean that your diabetes 
now needs to be managed differently.

Extreme tiredness (fatigue)

Fatigue is extreme tiredness. It isn’t the same as just feeling 
tired. You might feel mentally drained and physically 
exhausted. 

Fatigue is a common symptom. It can be caused by the 
cancer itself, other symptoms of the cancer, or it can be a 
side effect of treatments.

“The diabetes impacts my life. I’m mindful about the 
food I eat and the exercise I do. The diabetes nurses 
are there to help and advise me. They trained me on 
how to take the insulin, and I tell them if things aren’t 
quite right, so it can be adjusted.” Sharon

http://pancreaticcancer.org.uk/diabetes
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What can I do about fatigue?

•	 Talk to your medical team about your fatigue. They 
can help you get support to manage it. 

•	 You could use a fatigue diary or app to keep track of 
what triggers fatigue. 

•	 Gentle activity can increase your energy levels.

•	 Plan your time. Try not to do too much at once and 
prioritise enjoyable or important activities.

•	 Have a bedtime routine. For example, try to go to 
bed at the same time each evening and find ways to 
relax before bed. Limit time on screens before bed. 

•	 Try to limit daytime naps to 30 minutes in total if it 
affects your sleep at night. 

•	 Be honest with people (and yourself) about what 
you can manage. Ask friends and family if they can 
help with things like laundry, cleaning, childcare and 
driving to appointments. 

Read more about fatigue on our website at:
pancreaticcancer.org.uk/fatigue

http://pancreaticcancer.org.uk/fatigue
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Pain

Many people with pancreatic cancer will have pain at some 
point. You may be worried about pain, but there are ways 
to manage it. It’s important that you tell your doctor or 
nurse about any pain. The sooner it is treated, the better the 
chance of getting it under control. 

Treatments include:

•  �painkillers, including paracetamol and ibuprofen, and 
stronger painkillers called opioids, such as morphine

•  �medicines that are usually used to treat other conditions, 
but can also help with pain, such as steroids, amitriptyline 
and pregabalin

�•  �a nerve block, which blocks nerves from sending pain 
messages to the brain

•  �palliative radiotherapy and palliative chemotherapy can 
help to relieve pain.

There are also other things that can help you deal with pain, 
such as complementary therapies (see page 58).

Read more about pain and how it’s treated in our 
booklet: Pain and pancreatic cancer.
Or on our website at: pancreaticcancer.org.uk/pain

Bowel problems

Many people with pancreatic cancer notice changes to their 
poo. Your doctor or nurse can work out what is causing 
these problems, and find ways to manage them.

https://shop.pancreaticcancer.org.uk/products/pain-and-pancreatic-cancer
http://pancreaticcancer.org.uk/pain
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Steatorrhoea

This is pale, oily poo that smells worse than normal and 
is hard to flush. It’s caused by fat in poo that hasn’t been 
digested properly. Taking PERT (see page 34) can help. 

Diarrhoea

Diarrhoea (runny poo) can be caused by problems digesting 
food, an infection or can be a side effect of chemotherapy.

Taking PERT can help with diarrhoea caused by problems 
digesting food. Tell your doctor, nurse or GP if it doesn’t 
improve. They can check for other causes.

If you have diarrhoea:

•	 drink plenty of fluids so that you don’t get dehydrated

•	 a Macmillan Cancer Support toilet card may help you 
access toilets in public

•	 your doctor or nurse may be able to prescribe you medicines. 

If you are having chemotherapy and have diarrhoea more 
than four times a day, call the 24 hour emergency number. 
You should also call if you have diarrhoea and a temperature.

Constipation

Constipation (when you find it hard to poo) can be a side 
effect of some treatments. For example, opioid painkillers 
like morphine. Not moving around much, not eating much, 
and dehydration may make constipation more likely.

Medicines called laxatives may help. Try to drink enough 
fluids and move around as much as you can.
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Feeling and being sick (nausea and vomiting)

This can be caused by the cancer itself, but also by 
treatments such as chemotherapy. Speak to your GP, 
specialist nurse or palliative care team for help. There are 
treatments for sickness, including anti-sickness medicine. 

The cancer can block the duodenum (first part of the small 
intestine), and cause vomiting. You may be able to have a 
stent put in to open the duodenum. 

Contact the medical team, GP or district nurse if you are 
being sick for more than half a day and can’t keep down 
food or fluid. If you are having chemotherapy, call the 24 hour 
emergency number the hospital team will have given you. 

You should also get urgent help if you are vomiting blood, 
or if you have symptoms of dehydration. Signs can include 
needing to pee less often than normal and dark or strong 
smelling pee. You may also have headaches and feel thirsty. 

Read more about bowel problems on our website at: 
pancreaticcancer.org.uk/bowelhabits

Read more about treating sickness on our website at: 
pancreaticcancer.org.uk/sickness

Read more about stents for a blocked duodenum at:  
pancreaticcancer.org.uk/duodenalstent 

http://pancreaticcancer.org.uk/bowelhabits
http://pancreaticcancer.org.uk/sickness
http://pancreaticcancer.org.uk/duodenalstent
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Jaundice

Pancreatic cancer can cause jaundice by blocking the bile 
duct. This is the tube that takes a fluid called bile from your 
liver to your duodenum. We explain these medical words on 
page 61.

Jaundice turns your eyes and skin yellow. Yellow skin may 
be less obvious if you have brown or black skin, but you may 
notice the white part of your eyes looks yellow. Jaundice 
can also make you feel itchy and causes dark urine and pale 
poo. It may cause a high temperature too. 

Jaundice is serious and it’s important to get treatment 
straight away. Contact your doctor or nurse or, if you are 
having chemotherapy, call the 24 hour emergency number.

You may need to have a small tube (called a stent) put 
into your bile duct. This should open up the blockage and 
improve your symptoms. 

If you are having chemotherapy, this will be delayed until 
the jaundice has been treated.

Read more about jaundice at:
pancreaticcancer.org.uk/jaundice

http://pancreaticcancer.org.uk/jaundice
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Blood clot in a vein

People with pancreatic cancer are at higher risk of a blood 
clot forming in a vein. Your risk of a blood clot is even greater 
if you have advanced pancreatic cancer. Some chemotherapy 
drugs can also increase the risk of a blood clot.

A blood clot is serious, and needs to be treated straight away. 
It can block the normal flow of blood through the veins. 

It often happens in the lower leg (calf), upper leg (thigh), 
or arm. This is known as deep vein thrombosis (DVT). 
Symptoms include pain, tenderness and swelling in one of 
your arms or legs. The skin in the affected area may also be 
warm and look red or a different colour to normal.

Part of a clot can break off and travel in the blood to your 
lungs. This is called a pulmonary embolism. Symptoms 
include feeling short of breath and sudden chest pain, and  
a dry cough or coughing up blood.

If you get any of these symptoms, tell the doctor straight 
away, call the chemotherapy 24 hour emergency number, 
go to A&E or call 999.

Read about blood clots, including the symptoms, at: 
pancreaticcancer.org.uk/bloodclots

http://pancreaticcancer.org.uk/bloodclots
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Questions to ask your doctor or nurse 

How can my symptoms and side effects be 
treated? 

Are there things I can do myself?

Will taking PERT help my problems with 
digestion?

Can you give me advice about how to gain 
weight?

Are there other specialists who can help manage 
my symptoms and side effects? For example, a 
dietitian or palliative care specialist?

What can I do about symptoms?

•	 Tell your doctor or nurse about any symptoms as 
soon as you can. 

•	 If you are having chemotherapy, contact the 24 hour 
emergency number the hospital will have given you.

•	 Find out more about how symptoms are managed on 
our website. This includes things you can do yourself.

•	 Join or watch one of our informal online webinars to 
hear from experts and ask questions. Our webinars 
cover topics including diet, wellbeing and treatment.

•	 	If you have any digestion problems, ask about PERT. 
Ask to be referred to a dietitian if you haven’t seen one.
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“�Mum was anxious about changing symptoms. 
Some months there was no pain, but she vomited, 
other times there was bad indigestion, sometimes 
there was pain in her abdomen. I urged her to 
keep track and make sure she told the doctors or 
Macmillan nurse. The nurse was amazing and really 
worked with her to get her symptoms sorted.”
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Emotional support
Key facts

•	 If you have been told that you have pancreatic cancer, you 
may have lots of different emotions.

•	 Get support as soon as you can from your nurse, medical 
team and GP. Ask them about other support in your area.

•	 We are here for you, whether you want to speak to a 
specialist nurse, get information, or connect with others. 
You don’t need to face this alone.

•	 You might find talking to people who have been affected 
by pancreatic cancer can help. Connect with others 
through our online community, Circles. Join WhatsApp 
or Facebook groups with people who really understand. 

•	 If you have cancer that can’t be cured, a referral to 
palliative care will help you get emotional support.

•	 Family and friends might also find things difficult. They 
can get support from us too.

Our specialist nurses can provide emotional support.  
If you feel overwhelmed, our nurses can help. 

Call 0808 801 0707 or email  
nurse@pancreaticcancer.org.uk

Read more about emotional support and finding ways 
to cope at: pancreaticcancer.org.uk/coping

http://pancreaticcancer.org.uk/coping
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Your feelings

If you have been told you have pancreatic cancer, you may 
have a range of emotions. These might include distress, 
shock, fear, sadness and anger. There’s no right or wrong 
way to feel. But support is available to help.

Anxiety and depression

People who are dealing with a cancer diagnosis often feel 
low or anxious from time to time. But for many people with 
pancreatic cancer, these feelings can lead to more serious 
problems with anxiety and depression.

It’s important to know you are not alone. Speak to your 
doctor, nurse or GP about how you are feeling as soon as 
possible. They can support you and find ways to manage 
the anxiety or depression. 

Read more about anxiety and depression and 
symptoms to look out for at:  
pancreaticcancer.org.uk/depression

Getting support

Talk to your nurse about how you’re feeling. Being open 
with them will help them support you better.

You can also contact our specialist nurses. Whether it’s 
managing symptoms, navigating the healthcare system, 
treatments, or to talk about how you’re really feeling, you 
can contact them about anything.

http://pancreaticcancer.org.uk/depression
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Get support from a palliative care team – they are experts 
at supporting people with advanced cancer. They can help 
you manage emotional symptoms, depression and anxiety. 

Ask to be referred for psychological support. 
Psychological support services help people with emotional 
(psychological) issues. You might be offered support from 
counsellors, clinical psychologists, psychiatrists or social 
workers. Read more about these professionals on page 61. 
Your family can also get support. 

Counselling or ‘talking therapy’ involves talking to a 
trained professional about your thoughts and feelings. It 
may help you find ways of coming to terms with things. 
There are different ways to get counselling.

•	 Ask your GP or nurse to refer you. You can also refer 
yourself using the NHS website.

•	 Check what is offered through your local hospital, 
hospice, Macmillan information and support centre or 
Maggie’s centre. If you live in Wales, you can get support 
from Tenovus Cancer Care. If you live in Northern Ireland, 
Cancer Focus NI and Action Cancer provide support.

Cancer centres
Cancer centres such as Maggie’s centres or Macmillan 
information and support centres provide emotional support. 
They can also help with things like financial worries. Ask 
your nurse about local cancer centres.
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“�We have used the counselling services of the local 
hospice. This has not been a ‘quick fix’, but provides 
an environment to talk and try to understand the 
feelings we have had.”

Getting spiritual support

Spirituality means different things to different people, 
whether you follow a religion or not. Being diagnosed with 
pancreatic cancer may mean you reflect more on life and 
your future. Your hospital, hospice or palliative care team may 
have a chaplaincy service. Chaplains help people of any or no 
religion find meaning and explore what’s important to them.



50

Connect with others affected by pancreatic cancer

We can connect you with other people affected by 
pancreatic cancer.

Our peer support groups, Circles, help you connect with 
others through private WhatsApp and Facebook groups. 
You can share the highs, the lows and everything in 
between with people who understand and who ‘just get it’.

You can also read about the experiences of other people 
with pancreatic cancer on our website. 

“�My faith was a very important factor in my 
journey with pancreatic cancer.”

“�I was scared when I was diagnosed, but Circles 
helped me find support from people who are 
experiencing similar emotions. I would encourage 
anyone who is struggling to join. It is totally 
inclusive and non-judgemental.” Shan

Read more about the support we offer on our website 
at: pancreaticcancer.org.uk/support

http://pancreaticcancer.org.uk/support
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What can I do?

Some people find these things helpful.

•	 Try to sort out things that might be worrying you. For 
example, get help with any symptoms (see page 32) 
or financial issues (see page 56). 

•	 Focus on things that you enjoy doing, and that might 
help take your mind off the cancer. Make plans and 
have things to look forward to, even if it’s just for the 
next weekend.

•	 Try breathing and relaxation exercises. You can find 
apps or books for these. You can also access mental 
wellbeing audio guides and breathing exercises 
through the NHS website.

•	 Some people find complementary therapies help 
them to feel better and to manage some of the 
physical symptoms of cancer.

•	 Read more tips to help you cope at  
pancreaticcancer.org.uk/coping

Finding ways to cope

“�I’ve been seeing everyone and doing the things I want 
to do. I feel lucky to have had this time to live. Yes, it 
has been stressful and upsetting but I feel I can’t let 
that stop me from living my life. I don’t know how 
long I have, so I want to make the most of it!” Ash

http://pancreaticcancer.org.uk/coping
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Talking to your family and friends

Telling your friends or family that you have cancer can be 
difficult. You may not want to talk to family and friends at 
all. Or you may worry that your family will find talking about 
it too upsetting. 

But talking openly about your feelings or wishes can help 
your family and friends support you. For example, you may 
feel less worried about the future if your family know how 
and where you would like to be cared for. Read more about 
this on page 29.

Macmillan Cancer Support have useful tips on talking about 
cancer. You can also talk to your nurse, GP or palliative care 
team for advice about talking to family and friends.

You might find it helpful for your doctor or nurse to 
talk directly to a family member about your diagnosis, 
treatment and care. They need your permission to do this.

Support for family and friends

Pancreatic cancer can have a big impact on the lives of 
those close to you as well. It can affect their emotions, their 
own health, and their finances – for example, if they are 
working less so they can care for you. Let them know that 
they can also get support from us.

We have lots of information for your family in our 
booklet: Caring for someone with pancreatic cancer:  
Information for families and carers.

And at: pancreaticcancer.org.uk/families

https://shop.pancreaticcancer.org.uk/products/caring-for-someone-with-pancreatic-cancer
https://shop.pancreaticcancer.org.uk/products/caring-for-someone-with-pancreatic-cancer
http://pancreaticcancer.org.uk/families
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Questions to ask your doctor or nurse 

How can I get emotional support?

How can I see a counsellor?

Is there a local cancer centre that can  
provide support?

Is there support for my family and friends?

What support can a hospice provide?



54

Daily life with 
pancreatic cancer
Key facts

•	 	It’s important that you get the right support to cope  
with the cancer and continue your daily life as much  
as possible.

•	 Getting help for practical things may also help reduce 
worries and stress. 

•	 	You may be able to get nursing care at home.

•	 If you need it, you can get an assessment from an 
occupational therapist. They can help you get equipment 
and make changes to your home. 

•	 There are benefits available, and ways to help with costs.

•	 Gentle physical activity may help improve fatigue and 
boost your mood.

•	 Complementary therapies like massage or relaxation 
therapies may help with side effects.

“�The NHS organised for care nurses and a Macmillan 
Nurse to come to see Mum, and they have been 
really good. The nurse was a source of support as 
well as practical information, and has really helped 
my mother through some very rough times.”



55

Getting practical support
Getting practical things organised may help reduce stress.

Support at home

You may be able to get support from a community or 
district nurse who can visit you at home. For example, they 
can help to dress wounds and monitor your symptoms and 
side effects.

If you need support with daily routines, such as washing, 
dressing and preparing food, you might consider a paid 
carer. Your local council may also be able to offer support 
through social services. Ask your GP for more information. 

Equipment and changes to your home

An occupational therapist (OT) is a professional who 
provides advice and equipment to help you stay 
independent and carry on doing the things you want to do. 
They can visit you at home to help you get equipment. This 
might include chair raisers to help with getting up, or grab 
rails for the bath. 

Your GP, nurse or medical team can refer you to an OT.  
Bear in mind that this can take time to organise.

Read more at: pancreaticcancer.org.uk/care

Read more at: pancreaticcancer.org.uk/equipment

http://pancreaticcancer.org.uk/care
http://pancreaticcancer.org.uk/equipment
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Financial support

Get support with money issues and find out about benefits 
you might be entitled to as soon as possible. Macmillan 
Cancer Support, Maggie’s and Citizens Advice can provide 
information about this.

If the cancer can’t be cured, you may be eligible for benefits 
under the ‘Special Rules’ for the end of life. Your claim might 
be fast-tracked and you could be paid at a higher rate. Marie 
Curie and the GOV.UK website have more information.

Other ways to reduce costs

•  �Apply for a parking permit under the Blue Badge 
scheme – you may be eligible if you have cancer that 
can’t be cured. A Blue Badge allows parking for free in 
many restricted parking areas. Read more on GOV.UK

•  �Some hospitals offer free parking to people with cancer. 
The rules vary so ask at the hospital’s main reception. 

•  �Prescriptions in Scotland, Wales and Northern Ireland 
are free. In England, you are entitled to free prescriptions 
if you are having cancer treatment. Ask your doctor for a 
medical exemption certificate.

•  �You may be able to get help with various health costs, 
like dental treatment, eye tests, glasses and travel to 
hospital. Ask your GP or check at nhsbsa.nhs.uk 

•  �If you have a low income or receive certain benefits, you 
may be able to get refunds for your travel costs to 
hospital. Ask at the hospital’s main reception.



57

Read more about financial support on our website at:  
pancreaticcancer.org.uk/money

Physical activity

Gentle physical activity like walking can:

•	 help to maintain or improve your strength, muscle mass 
and fitness

•	 boost your mood and improve fatigue

•	 help you to cope better with treatment.

Speak to your doctor or nurse before starting any exercise.  
A physiotherapist may support you with keeping active too. 

Some cancer support services, including Maggie’s centres 
and hospices, run exercise classes for people with cancer. 
Ask your GP about any services available in your area.

Read more about physical activity on our website at: 
pancreaticcancer.org.uk/exercise

http://pancreaticcancer.org.uk/money
http://pancreaticcancer.org.uk/exercise
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Read more about complementary therapies at: 
pancreaticcancer.org.uk/complementarytherapies

Questions to ask your doctor or nurse 

How can I get support at home?

What support can social services provide? 

Would it be helpful for me to see an occupational 
therapist? Can I be referred to an OT?

Where can I get financial advice and support?

Can I get help with hospital parking or transport?

What physical activity would be helpful for me?

Are there any complementary therapies that 
might help with my symptoms or side effects?

Complementary therapies

Complementary therapies include acupuncture, massage, 
meditation and relaxation therapies. Some people find 
that these therapies help them cope with anxiety, pain and 
some side effects of treatments.

While many complementary therapies are safe, some may 
affect how well your cancer treatment works. Make sure you 
talk to your doctor or nurse before trying a complementary 
therapy, and tell your complementary therapist about your 
cancer diagnosis.

http://pancreaticcancer.org.uk/complementarytherapies
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What is my  
prognosis (outlook)?
Some people want to know how long they have left to live. 
This is called your prognosis, outlook or life expectancy. 

The prognosis will be different for each person, and 
depends on several things. These include how far the 
cancer has spread (see page 11), what treatments you can 
have, and how your health was generally before the cancer 
diagnosis.  

You may not want to know your prognosis. But if you do, 
speak to your doctor. They can’t tell you exactly what will 
happen to you, but they should be able to give you an idea 
of what to expect. They will base this on average survival 
rates for people who have been in a similar situation. 

There is a lot of information about pancreatic cancer online, 
and not all of it is accurate, so it’s important to speak to your 
doctor about your own situation. 

If you want to know more about your prognosis,  
you can read more at:  
pancreaticcancer.org.uk/inoperableprognosis

http://pancreaticcancer.org.uk/inoperableprognosis
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Questions to ask your doctor or nurse 

What are my treatment options?

How long do I have left to live?

How accurate is this?

I don’t want to know my prognosis, but can you 
tell me how my cancer will change?

What symptoms will I have?

What difference will it make to my quality of life  
if I decide to have chemotherapy or not?

What’s the benefit of having treatment? Are there 
any risks?

What are my treatment options if I decide not  
to have chemotherapy or other treatments?

Is there anything I can do to help me live longer?

If I don’t want to know my prognosis but my 
family do, can you speak to them in confidence?

“�I think the most difficult aspect of dealing with 
pancreatic cancer is the uncertainty that inevitably 
comes with it. But all of this has brought my family 
closer together.”
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Medical words explained
We have explained some of the medical words that you 
may hear.

Bile: fluid which helps digestion. It is produced by the liver 
and stored in the gallbladder.

Bile ducts: tubes that carry bile from the liver to the small 
intestine.

Clinical psychologist: a professional who treats people 
with emotional (psychological) problems to reduce their 
distress and improve their emotional wellbeing.

Consultant: a senior doctor – for example, a consultant 
oncologist. Read about the oncologist on page 15.

Counsellor: a professional who helps people deal with 
emotional problems by helping them talk through issues 
and find solutions. Also called a therapist.

Duodenum: the first part of the small intestine.

Enzymes: substances produced by different glands in the 
body, including the pancreas. Different types of enzymes 
have different roles in the body. Pancreatic enzymes help to 
break down food and drink.

More information 
and support
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Hepato-pancreato-biliary (HPB): this term covers the liver, 
pancreas and bile ducts. HPB doctors and nurses specialise 
in treating pancreatic diseases.

Hormones: chemical messengers that are carried in your 
blood and affect different processes in your body.

Insulin: a hormone that is produced by the pancreas and 
helps to control blood sugar levels.

Lymph nodes: small oval structures throughout the body  
that contain lymph fluid. They are part of the immune system.

Pancreatic enzyme replacement therapy (PERT): used if 
the pancreas isn’t producing enough enzymes. It involves 
taking capsules containing pancreatic enzymes to help 
break down food. See page 34.

Psychiatrist: a doctor who treats people with mental  
health problems through medicines and recommending 
other treatments such as counselling.

Small intestine: part of the bowel, where food is mostly 
digested and absorbed.

Social worker: a professional who helps people deal with 
problems such as living independently, improving their 
wellbeing or accessing welfare support.

Upper gastrointestinal (Upper GI): the upper part of the 
digestive system, including the stomach, pancreas, liver, 
gallbladder and bile ducts.

Find more words on our website at: 
pancreaticcancer.org.uk/medicalwords

http://pancreaticcancer.org.uk/medicalwords
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We are here for you
If you or someone you care about has pancreatic cancer, 
we are here to help.

Find out more at: pancreaticcancer.org.uk/support

Our specialist nurse Support Line

Our specialist nurses are experts in pancreatic cancer. 
They can talk for as long as you need, as often as you like. 
Whether you have a long list of questions or don’t  
know where to start, they will provide practical, honest  
information to help you make the right choice for you.

Call free on 0808 801 0707 or  
email nurse@pancreaticcancer.org.uk

Information about pancreatic cancer

Our website, videos and publications can answer your 
questions. The information can help you understand what 
you have heard from your medical team, and make  
decisions about your treatment and care.

Go to: pancreaticcancer.org.uk/information

Download or order our free publications at: 
pancreaticcancer.org.uk/publications  
or call 0808 801 0707

Real life stories

Whether you want to read other people’s stories or tell your 
own, sharing experiences of pancreatic cancer could help.

Go to: pancreaticcancer.org.uk/stories

http://pancreaticcancer.org.uk/support
mailto:nurse@pancreaticcancer.org.uk
http://pancreaticcancer.org.uk/information
http://pancreaticcancer.org.uk/publications
http://pancreaticcancer.org.uk/stories
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Our online community, Circles

Circles is our supportive online community which connects 
you to others currently affected by pancreatic cancer. You 
can join groups on Facebook and WhatsApp. Share the 
highs and lows with people who understand and ‘just get it’.

Go to: pancreaticcancer.org.uk/circles

Webinars

Our regular webinars cover topics including diet, wellbeing 
and treatment. They are hosted by our friendly nurses and 
other experts, are informal, and you can ask questions. You 
can look back at previous sessions, or sign up to one.

Go to: pancreaticcancer.org.uk/webinars

Information and support by email

If you have just been diagnosed with pancreatic cancer, our 
emails can help you get the information and support you 
need, tailored to your diagnosis. Sign up, and we will send 
you clear, practical information, covering some of the key 
things you need to know.

Sign up at: pancreaticcancer.org.uk/emails

“Before I phoned I was confused by conflicting 
messages from different doctors but now I feel so 
much better in myself and a lot clearer on what I 
need to do going forward. To be able to phone up 
without an appointment and receive such caring 
professional advice is amazing.”

http://pancreaticcancer.org.uk/circles
http://pancreaticcancer.org.uk/webinars
http://pancreaticcancer.org.uk/emails
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Cancer Research UK 
cancerresearchuk.org 
Helpline: 0808 800 4040 (Mon-Fri 9am-5pm) 
Information for anyone affected by cancer.

Citizens Advice 
citizensadvice.org.uk 
Information and advice on issues including work, benefits, 
healthcare, and patient rights.

GOV.UK 
gov.uk 
Information about government services, including 
benefits, transport, and guidelines for hospital parking.

Hospice UK 
hospiceuk.org 
Tel: 020 7520 8200 
Information and a database of hospices in the UK.

Macmillan Cancer Support 
macmillan.org.uk 
Support Line: 0808 808 0000 (Every day, 8am-8pm) 
Information and support for anyone affected by cancer.

Maggie’s Centres 
maggies.org 
Tel: 0300 123 1801 
Centres around the UK and online offering free practical, 
emotional and social support for anyone affected by cancer.

Useful organisations

http://cancerresearchuk.org
http://citizensadvice.org.uk
http://gov.uk
http://hospiceuk.org
http://macmillan.org.uk
http://maggies.org
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Marie Curie 
mariecurie.org.uk 
Support line: 0800 090 2309 (Mon-Fri 8am-6pm,  
Sat-Sun 10am-4pm) 
Care and support for people living with a terminal illness and 
their families, including nurses and hospices.

NHS 111 Wales 
111.wales.nhs.uk 
Health information in Wales, including local services.

NHS inform 
nhsinform.scot  
Tel: 0800 22 44 88 
Provides information about different health conditions and 
living well, and local services in Scotland.

NHS website 
nhs.uk 
Information about health conditions, living well, care and 
local services in England.

nidirect 
nidirect.gov.uk 
Information about local services in Northern Ireland, 
including health services.

Something to look forward to 
somethingtolookforwardto.org.uk 
Support people with cancer by providing gifts, such as  
tickets to attractions, restaurant meals, and beauty 
treatments.  

https://mariecurie.org.uk
http://111.wales.nhs.uk
http://nhsinform.scot
http://nhs.uk
http://nidirect.gov.uk
http://somethingtolookforwardto.org.uk


This booklet has been produced by the Support and 
Information Team at Pancreatic Cancer UK.

We try to make sure that we provide accurate information 
about pancreatic cancer. We hope this will add to medical 
advice, and help you make decisions about your treatment 
and care. This information should not replace advice from 
the medical team – please speak to the medical team about 
any questions.

Email us at publications@pancreaticcancer.org.uk for the 
sources used to write this booklet. If you have any feedback, 
email us or write to our Information Manager.

The photographs in this booklet are of people affected by 
pancreatic cancer, as well as people who haven’t  
been affected by pancreatic cancer.

We would like to thank the following people who reviewed 
this information.

•  �Gemma Graham, Macmillan HPB Clinical Specialist 
Nurse, Salford Royal Hospital - Northern Care Alliance 
Trust.

•  �Chriz Giana Garcia, Macmillan Upper GI Cancer Clinical 
Nurse Specialist, Hampshire Hospitals NHS Foundation 
Trust.

•  Pancreatic Cancer UK Lay Information Reviewers.

•  Pancreatic Cancer UK Specialist Nurses.
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