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Please speak to your healthcare team if you have any questions about
how the information in this booklet affects you.

Never Too Young
Most people with bowel cancer are diagnosed when they are over the

This booklet is for people who have been diagnosed

age of 50. But more than 2,400 people under 50 are diagnosed each

with bowel (colorectal) cancer under the age of 50.

year in the UK. At Bowel Cancer UK, we hear from younger people

Bowel cancer usually affects older people, so it can

who have had problems getting a diagnosis and who find it hard to

be hard to find information and support that meets
your needs. We hope this booklet will also be helpful
for your family and friends.

get information and support that is relevant to them. Because of this, we
launched our Never Too Young campaign in 2013 to raise awareness
of bowel cancer in people aged under 50 and to campaign for better
diagnosis, treatment and care. You can find out more at:

The booklet gives you an introduction to how bowel cancer can affect

bowelcanceruk.org.uk

your body, your emotions, your relationships and your everyday life.

@Bowel_Cancer_UK #Never2Young

We have included the personal experiences of people who have been

facebook.com/charitybcuk

diagnosed with bowel cancer at a younger age (we have changed
some of the names). Throughout the booklet, we tell you where
you can find more detailed information. Contact details for all the
organisations mentioned are listed at the end of this booklet. There
is also a list of the medical words used throughout the booklet, with
their meanings.

4 About
Aboutthis
thisbooklet
booklet
4  
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Colorectal surgeon
A doctor who treats bowel
cancer with surgery.

Name
Tel
Email

You will be looked after by health professionals who specialise in different
areas of your care. They form a team, called a multi-disciplinary team (MDT).
In this booklet, we call them your healthcare team.
They meet each week and talk about your test results, whether you need any
more tests and your treatment options. You can use this section to record the
contact details of the health professionals looking after you and to remind
yourself of their role in your care. We have listed some of the main professionals
you are likely to see but you may not have contact with all of them. There is also
space for you to add other health professionals not listed here.

Clinical or medical oncologist
A doctor who specialises in
radiotherapy, chemotherapy and
other drug treatments.

Stoma care nurse
A nurse who specialises in
stoma care.

Emergency contact
Ask your medical team who you
can contact outside office hours for
urgent help.

specialist (CNS)
A nurse with specialist knowledge
of bowel cancer. They are your main
point of contact with your healthcare
team. They offer information and support.
6 About
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Your healthcare

Tel
Email

Name
Tel
Email

Name
Role
Tel

Other health professionals
You may also come into contact
with physiotherapists, social

Colorectal clinical nurse

Name

Name

workers, district nurses, dietitians

Name
Role
Tel/Email

and other professionals. If you

Tel

have chemotherapy, you will have

Name

Email

a key worker who will give you a

Role

phone number you can call at any
time during the day or night.

Tel/Email
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What is bowel cancer?
Bowel cancer is also called colorectal cancer. It affects
the large bowel, which is made up of the colon and
rectum, as shown in the picture below.
Stomach

Ascending
colon

Small
bowel

Rectum

Transverse
colon

Descending
colon

Sigmoid
colon

Anus

The cells in your body normally divide and grow in
a controlled way. When cancer develops, the cells
change and can grow in an uncontrolled way. Bowel
cancer starts in the colon or rectum. The cancer cells
might stay within the bowel or they might spread to
other parts of the body, such as the liver or lungs.

Bowel
BowelCancer
CancerUK
UK   9 9

Diagnosis

CT scan. If the cancer is in your rectum, you will also have an MRI scan.

You may have been diagnosed with bowel cancer after having tests

This will show whether all of the cancer can be removed with surgery or

at hospital. Some people are diagnosed after going to hospital in an

whether you need to have radiotherapy first.

emergency with pain in the stomach area and sickness (vomiting).

Your healthcare team will describe the stage of your cancer using the
TNM system (Tumour, Nodes, Metastases) or the Dukes’ staging system.

“I was misdiagnosed with irritable bowel syndrome
“	I was misdiagnosed with irritable bowel syndrome

You can read more about these on the Cancer Research UK website.

and ended up being rushed to hospital with an
and ended up being rushed to hospital with an

If the CT scan shows that the cancer may have spread outside the colon

I was told ten days after the operation.”

The results will help you and your healthcare team decide on the

Lindy, diagnosed at age 43

best treatment.

obstruction. I did not know I had bowel cancer until
obstruction. I did not know I had bowel cancer until

I was told ten days after the operation.”
Lindy, diagnosed at age 43

or rectum, you may need other tests, like an MRI scan or a PET scan.

You can read more about the tests for bowel cancer on our website
You may have had a camera test that looks at the left side of the colon
and rectum (flexible sigmoidoscopy) or the whole of the colon and

and in Macmillan Cancer Support’s booklets, Understanding
colon cancer and Understanding rectal cancer.

rectum (colonoscopy). During the camera test, the doctor can take

You may want to take someone with you to your hospital appointments

samples of tissue (biopsies) to be looked at later under a microscope.

to help you remember what has been said. You could also take along

The doctor also checks the health of the rest of the colon and rectum.

a list of questions that you want to ask and a pen to write down the

If any of the tissue samples have cancer cells in them, you will need
more tests to find out the size of the cancer, where it is and whether it
has spread. This is called staging the cancer. You will have a scan of

answers. This can help you remember the information once you get
home. We have suggested some questions at the end of some sections
in this booklet.

your chest and your stomach area (abdomen and pelvis). This is called a

10
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You should be put in touch with a specialist nurse who you can

If you have any difficult feelings that don’t go away or are hard to cope

contact with any questions you have about your cancer or your care.

with, speak to your healthcare team or your GP. They can refer you

Ask if your hospital has an information centre where you can pick

to a counsellor or psychologist or they can offer you medicines that

up booklets and find out about local support. You can also speak to

can help.

Macmillan Cancer Support specialists by calling 0808 808 0000
or Cancer Research UK information nurses on 0808 800 4040.

Your feelings
Many younger people have to wait a long time for a diagnosis or are
given the wrong diagnosis at first. Your GP might not expect someone
so young to get bowel cancer. For this reason, diagnosis can come as

“II felt
d when
sed, becaus
e
“	
felt relieve
relieved
when II was
was diagno
diagnosed,
because
at last
last II knew
knew what
what was
was causing
causing the
the pain
pain and
and
at
diarrhoea and
and trusted
trusted something
something could
could be done
diarrhoea
about it.”
it.”
about
Richard, diagnosed
diagnosed at
age 38
Richard,
at age
38

a shock.
In the early days following diagnosis, you might feel all sorts of
emotions. People have described feeling shocked, numb, sad, scared
or angry among other things. For some, there is a sense of disbelief
that this is really happening. Sometimes people lose interest in the
things they enjoy or have trouble sleeping or eating. Most of these
feelings will ease off in time. Talking to family and friends can help.
For some people there can be a sense of relief that they finally know
what is wrong with them. Some people deal with their diagnosis in a
practical way and focus all their energy on getting better.

12
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Waiting for treatment and test results can be stressful and worrying.
Finding something to keep you busy can help. This does not need to be
anything too tiring but could be something like visiting family if you feel up
to it, or a hobby that you can do for short periods of time. Finding out what
to expect from the treatment can help you to feel more in control.
If you have to be in hospital for some time, think about what to take to
help you pass the time there. Magazines, a computer tablet, books,
audiobooks, relaxation exercises that you can listen to on headphones or
knitting can all help. Choose what you think would work for you.

Bowel
Bowel Cancer
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Choose who you want or need to tell. If possible, start with telling those

People who have been through treatment
often say that once treatment starts it is a
bit like being on a rollercoaster. There can
be ups and downs, but they know that
their healthcare team is there to support
them. Your team is interested in how your
diagnosis and treatment is affecting your
emotions and your daily life so let them
know if you think you may need
some help.

“	
“ ItIt took
took aa few
few years
years to
toget
the
diagnosis.
I was
get right
the right
diagnosis.
very
and illcould
go
I wasillvery
and not
could
to
a long
notwork.
go toFor
work.
Fortime
a
Ilong
didn’t
know
whatknow
was
time
I didn’t

If you are feeling uncomfortable with any silence you could ask what
they are thinking or let them know what your treatment plan is if
you want to.

Itsymptoms.
didn’t just Itaffect
didn’tme
just

Sometimes when people are shocked they blurt out thoughtless

but
also
my
family
affect
me
but
also and
my

comments. Usually, people don’t mean what they say and you might

partner.”
family and partner.”

want to deal with these comments by thinking of them as a reaction to

Nicola,
Nicola, diagnosed
diagnosed at age 25

shock rather than hurtful remarks.

of this booklet offer support and
information. You may also like to read Macmillan
Cancer Support’s booklet, How are you feeling? The
emotional effects of cancer.

Telling people
Talking about cancer can sometimes help you to feel closer to the
people who are important to you and can help you cope with your
diagnosis. But people are not always used to talking about cancer
and there can be many strong emotions or difficult situations that

14
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people are upset and shocked and may struggle to think of what to say.

causing
mycausing
symptoms.
what was
my

The organisations listed at the end

make it harder.

who are likely to react in a way you think you can cope with. Sometimes

Telling people about your cancer gives them a chance to offer you
practical and emotional help. Don’t be afraid to take up their offers or to
ask for help. If you are someone who has always managed by yourself,
this can take a bit of getting used to. But by accepting help, you can
save your energy for the things that are most important to you.
If you have a lot of people to tell, friends or family may help you. Or you
might want to send a group email or text. If you are doing this, telling
people what they can do to support you can help them know how to
reply. For example, you could suggest that you would accept any offers
of transport to appointments or help with childcare. You might want to
let people know if you are finding it tiring to talk about your diagnosis.

Bowel
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You could warn them that you might not want to talk about it or you

Try to keep talking and listening to each other. Tell your partner what they

might limit visitors to start with.

can do to help you, for example, answering phone calls from friends

There may be some people you don’t want to talk to about your cancer.
You might want to practice a few things to say, so you can use them if you
need to. One example might be, “I’m not bad thanks, how are you getting
on?” to turn the attention away from you and on to the other person.

and family. Your partner might also need support themselves. They
can get in touch with other partners through the online forums on the
Macmillan Cancer Support and Beating Bowel Cancer websites.
Macmillan Cancer Support also has a booklet called Cancer, you
and your partner.

You can read more about how to talk about your cancer in Macmillan
Cancer Support’s booklet, Talking about your cancer. They also
have information for family and friends in their booklets, Talking with
someone who has cancer and Coping when someone close to
you has cancer.

You and your partner

Coping on your own
If you live alone, there may be times when you feel you don’t have the
support you need. Joining a support group can help you to meet others
who are going through similar experiences to you. The Macmillan
Cancer Support website lists support groups in your area. They also
have a telephone support line on 0808 808 0000. Online forums

Your relationship with your partner may change when you are

are a good way of chatting to others during the night or at weekends.

diagnosed with bowel cancer. You may feel a closer bond between

Macmillan and Beating Bowel Cancer have online forums.

you as you deal with your diagnosis together. Or one or both of you
might be finding it difficult to cope. Your usual roles at home may have
changed, for example if you stop working or if you’re not able to do
things around the house that you used to. You might find it difficult to get
used to these changes.

Talking to children
Whether you have children of your own or young children in your family,
talking to them about cancer can be difficult and upsetting for you
both. Some people are unsure what the ‘right’ things to say or do are
and may try to protect the child from upset by not telling them what is

16  Your diagnosis
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Macmillan Cancer Support, Maggie’s and Marie Curie Cancer

not told what is going on. They may even fear that something worse is

Care all have information on their websites. Macmillan also has a
Macmillan Cancer Support, Maggie’s and Marie Curie Cancer
booklet called Talking to children and teenagers when an adult
Care all have information on their websites. Macmillan also has a
has cancer.
booklet called Talking to children and teenagers when an adult

happening. Talking to children also stops them getting wrong information

has cancer.

happening. But even very young children will sense when something
is wrong in the family and they can get more worried when they are

from other places like the television or internet.
You don’t need to tell the child everything at once. Tell them in a
language that they will understand and then be prepared to answer
their questions. You can check that they have understood by asking
them to tell you what is happening in their own words. If you don’t have
an answer, it is okay to say that you don’t know. It is also okay to cry or
become upset in front of the child because it gives them permission
to express their emotions as well. Ask how they are feeling and try to
find out what they are worried about. Generally children need to be
reassured that they will still be loved and cared for. Young children may
want to know who will make dinner or take them to school if the person
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Joanne, diagnosed at age 33
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who normally does this is unwell.
You may want to tell your child’s school or any clubs they go to. This will

Telling a parent

help the staff to support your child and understand any changes in their

Your parent
already know that you have been having tests for a
Telling
a may
parent

mood or behaviour.
If you feel you need some support with telling children about your cancer,

medical problem. They may have no idea that you have been worried
Your parent may already know that you have been having tests for a
about your health or they may have noticed that something was
medical problem. They may have no idea that you have been worried

speak to your specialist nurse. The charities Cancer Research UK,

about your health or they may have noticed that something was
Bowel Cancer UK
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wrong. Whatever the situation, telling a parent or older relative that
you have cancer can be difficult. You may worry about upsetting them

•

or you may need to think about their health. For example, if they have

•	Sometimes parents can feel helpless because they haven’t

dementia, they may find it difficult to understand your cancer.
You may decide that you don’t want to tell your parent. Be aware that
someone else may tell them or your parent may notice that something
is different. You know your own family best. You may want to talk to
another member of the family or friend about what to do.

Think about taking a booklet that explains your cancer

been able to protect their child from cancer. You can let them
know how they can help. For example, by asking them to
look after grandchildren, help with housework or just be
there for a cup of tea and a chat.
•	If your parent is in a care home or hospital you may want to
tell the staff so that they can support your parent.

Youcan’t
can’tmake
make difficult
difficultor
or bad
bad news
news good,
good, but these things
You
may
maymake
make itit aa bit
bit easier
easier for
for you
you and your parent.

•	If your parent has personality or behavioural changes
caused by an illness, such as dementia, they may react by
saying something that seems thoughtless. Or they may seem

straight away
away
• Think
Thinkabout
aboutwhether
whetheryou
you want
want to
to tell your parent straight
ororwait
about. This
This can
can
waituntil
untilthere
there isis aa treatment
treatment plan to talk about.
give
giveyou
yousomething
somethingpositive
positive to
to focus on.
you tell
tell them
them
• IsIsthere
thereaagood
goodtime
time of
of day
day to
to tell your parent? If you
earlier
the news
news
earlierininthe
theday
daythey
they may
may have
have more time to take the
on
tell them
them
onboard
boardor
orcontact
contact someone
someone else
else for support. If you tell
nearer
difficult
nearerthe
theend
endof
ofthe
the day,
day, both
both of you may find it difficult

to ignore you. These reactions can be difficult but they can be
easier to deal with if you prepare yourself for them. You might
want to ask someone else to repeat the information to your
parent later on.
•	Think about what may help you after you have told your
parent.Perhaps having quiet time on your own, or having
someone supportive to turn to.

totosleep.
sleep.
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Getting support
A diagnosis of bowel cancer can bring with it all sorts of challenges. You

“When
When IIwas
wasillillI Ifelt
feltvery
verylonely
lonelyduring
“	
duringthe
theday.
day.I I

may find that you don’t come across many other people your age when

eventuallygot
gotinintouch
touchwith
withother
otheryoung
eventually
youngpeople
peoplevia
via

you go to your hospital appointments. You might even feel as though

Bowel Cancer
Cancer UK’s
UK’sTwitter
Twitter feed.
feed.ItItmade
Bowel
mademe
merealise
realise

you’re the only younger person with bowel cancer.

I’m not
notthe
theonly
onlyyoung
youngperson
personwith
I’m
withbowel
bowelcancer
cancerand
and I
”
Iwish
wishI’d
I’d done
done itit sooner
sooner.”

There are ways you can get in touch with other people your age to

Helen, diagnosed
diagnosed at
Helen,
at age
age 29
29

share experiences and support. Many of these sources of support
are online but you could ask your healthcare team if there is any local
support for people your age.

Your specialist nurse will be your main point of contact with your
healthcare team. They will tell you how you can get in touch with them if

Connect with others
Connect with others

Follow Bowel Cancer UK on Twitter
• Follow Bowel Cancer UK on Twitter
@Bowel_Cancer_UK #Never2Young
@Bowel_Cancer_UK #Never2Young
Join the board for under 35s on Beating Bowel Cancer’s
•	Join the board for under 35s on Beating Bowel Cancer’s
online forum
online forum
Visit the Shine Cancer Support website at
•	Visit the Shine Cancer Support website at
www.shinecancersupport.co.uk
shinecancersupport.co.uk

you have any questions or worries. You can keep a note of their contact
details at the front of this booklet so they are easy to find when you
need them.

I was
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2323

22
22  Your
diagnosis
Your diagnosis

23
UK
Bowel Cancer UK  
23

Your GP or practice nurse can also give you information and support.

Lynch syndrome

They may offer a ‘cancer care review’, which looks at what support

Lynch syndrome used to be called hereditary non-polyposis

you need and gives you the chance to ask any questions about your

colorectal cancer (HNPCC). It causes up to one in every 25

diagnosis and treatment. You should be offered this review within six

bowel cancers (four per cent). Both men and women with Lynch

months of your diagnosis. Ask your GP surgery if they offer this.

syndrome have a higher risk of bowel cancer. Women also have
a higher risk of cancer of the womb and a slightly higher risk of

Genetic risk

ovarian cancer. Men and women with Lynch syndrome also have a
very slight increase in the risk of developing cancers in other parts

Up to a third (30 per cent) of bowel cancers may be caused by a change

of the body, such as the small bowel, ureter (the tube taking urine

or fault in one or more genes. The changed gene can be passed down

from a kidney to the bladder), stomach, pancreas, biliary tract (path

through a family. If you have the changed gene, you have a higher risk

carrying bile from the liver to the small bowel) and brain.

of getting bowel cancer at some point in your life. We don’t yet know
which genes are involved in all of these cases. Around one in every
20 bowel cancers (five per cent) is caused by a change in a gene that
we do know about.

The Royal College of Pathologists recommend that anyone
diagnosed with bowel cancer under the age of 50 should be
tested for Lynch syndrome. But this does not always happen and
Bowel Cancer UK is calling for all hospitals to follow the guidance.

The genetic conditions we know about include Lynch syndrome, Familial

You can find out more about this on our website.

Adenomatous Polyposis (FAP) and MUTYH Associated Polyposis (MAP).
People with these conditions have a much higher chance of developing

If you have Lynch syndrome, your family members may be able to

bowel cancer and they are more likely to be diagnosed at a younger

have genetic testing. There is a one in two (50 per cent) chance of

age. For more information, we have a series of videos on our website

your children, brothers and sisters having Lynch syndrome.

bowelcanceruk.org.uk about genetic conditions linked to bowel cancer.

24  Your diagnosis

25
UK
Bowel Cancer UK  
25

“ When I was told I might have Lynch syndrome I was
If any of your family members have Lynch syndrome, they will be
offered regular colonoscopies from the age of 25. This allows any
growths (polyps) to be removed and cancer to be picked up early.
Doctors do not usually start screening family members under this age
because the risks of the colonoscopy are greater than the chance of
picking up a cancer. Ask your healthcare team for more information
on what screening is available.

overwhelmed. I had found it easy to be strong and
positive when dealing with my own health but to think

“	When I was told I might have Lynch syndrome I was

my children may one day have to suffer the same was

overwhelmed. I had found it easy to be strong and

heart-breaking. Then I spoke to my colorectal nurse

positive when dealing with my own health but to think

who explained what Lynch syndrome was and how not

my children may one day have to suffer the same

everyone with it develops cancer. Once I was armed with

was heart-breaking. Then I spoke to my colorectal

the facts I was able to think much more rationally. If I

nurse who explained what Lynch syndrome was and

had Lynch syndrome then I was going to get educated

how not everyone with it develops cancer. Once I was

FAP
Fewer than one in every 100 bowel cancers (one per cent) is caused

on it and ensure I was ready to help my children in

armed with the facts I was able to think much more

the future.”

rationally. If I had Lynch syndrome then I was going to

by FAP. People with FAP have a large number of growths (polyps) in

Hannah, diagnosed at age 27

the lining of the bowel and a very high chance of developing bowel

children in the future.”

cancer. Most people with FAP have surgery to remove the colon, and

Hannah, diagnosed at age 27

get educated on it and ensure I was ready to help my

sometimes the rectum, to prevent bowel cancer. FAP isn’t always
inherited from a parent. About a quarter (25 per cent) of cases are
caused by a new change in the FAP gene.

If genetic testing shows you have an inherited bowel cancer syndrome,
your family members may also be offered testing to see if they carry the

MAP

changed gene. If they do carry the changed gene, or if there is a one in

MAP is similar to FAP but is passed down through a family in a

two (50 per cent) chance of them having the changed gene, they will be

different way. To develop MAP, you must inherit two copies of the

offered regular bowel screening.

changed gene - one from each of your parents. Your parents may not
Bowel Cancer UK

have MAP themselves but may carry one copy of the changed gene.
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Bowel cancer is quite common and, in most cases, genetic testing will
not find any gene faults. Because of this, family members are often told
they cannot have genetic testing. However, researchers continue to find
out more about how bowel cancer may be inherited and more people
may be able to have genetic testing in the future. If this is something
you or your family are worried about, you could contact your GP or your
genetics team every few years to see if anything has changed.

Fertility
Some treatments for bowel cancer carry a risk of infertility for men and
women. Your healthcare team should discuss this risk with you when you
are diagnosed. Even if you’re not ready to have a child now, you might
want the option to begin or grow your family in the future. Coping with
a cancer diagnosis as well as possible infertility can be hard. You might
feel that things are moving very quickly with little time to make important

Macmillan Cancer Support produces two booklets that give more

decisions. Your healthcare team will give you support and can refer you

information about genetic risk - Are you worried about bowel

to a counsellor and to a fertility specialist. You might also want to get in

cancer? and Cancer genetics: how cancer sometimes runs

touch with other people in the same situation through online forums, like

in families. They also have an online forum for people with Lynch

the ones on the Beating Bowel Cancer and Macmillan Cancer

syndrome in the community section of their website. The West

Support websites.

Middlesex University Hospital has useful information on their
website, The family history of bowel cancer clinic. You can

Fertility in women

also find information on the Lynch Syndrome UK website and

Surgery is unlikely to affect your fertility but radiotherapy to the

Facebook group.

pelvis (area between the hips) usually causes infertility and
early menopause.
Chemotherapy can cause temporary or permanent infertility,
depending on the drugs and doses used. Your periods may
become irregular or stop during treatment. The younger you are,
the more likely you are to carry on having monthly periods. If the
infertility is temporary, your periods may return six months to a
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year later. If the infertility is permanent, you may go through the

If you have a partner, you may be able to have your eggs fertilised

menopause and your periods will stop.

using in vitro fertilisation (IVF). This will take two to four weeks once

The newer biological therapies may affect your fertility, depending on
which drug you are having. Speak to your healthcare team if you are
worried about this.
Your fertility options will depend on how much time you have before
your cancer treatment starts and how well you are. The chances of
having a baby after fertility treatment vary from person to person.
Your fertility specialist can give you an idea of how successful the
different fertility treatment options are likely to be.

you have been referred to a fertility specialist. The embryos can then
be frozen and used once you are ready to start a family. You will
need your partner’s agreement before you can use the embryos.
If you don’t have a partner, you may be able to store unfertilised
eggs, which you can use in the future in fertility treatment. This
procedure is less likely to result in a pregnancy than using frozen
embryos. Some women use donated sperm so they can freeze
embryos, rather than eggs. This isn’t funded by the NHS and may
cause too much of a delay to your cancer treatment. Speak to your
healthcare team if you would like to find out more about this. NHS

“ I was told that my fertility
might be affected but I
wasn’t given the option
of freezing embryos until

fertility clinics will usually freeze and store embryos and eggs for ten
years. But in some parts of the UK, you may have to pay. You can
find out more about NHS funding on the Fertility Network UK and
Human Fertilisation & Embryology Authority websites.

it was too late in my
treatment cycle. I’m now

If there isn’t time to freeze embryos or eggs before your treatment

waiting to see whether

starts, you may be able to freeze tissue from one of your ovaries.

the chemotherapy has

This procedure is still being tested and only a few babies have

affected my fertility.”

been born this way. It is not available on the NHS and only a few

Helen, diagnosed at age 29
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clinics offer it. You can read more about protecting your fertility in

You can read more about fertility after cancer in Macmillan

Macmillan Cancer Support’s booklet, Cancer treatment and

Cancer Support’s booklet, Cancer treatment and fertility –

fertility – information for women.

information for men.

Fertility in men
Surgery can cause erection and ejaculation problems and so may
affect your fertility. Radiotherapy to the area between the hips (pelvis)
usually causes infertility.
Chemotherapy can cause your body to slow down or stop the
production of sperm. This can be temporary or permanent,

Both men and women should use contraception during radiotherapy
and chemotherapy and for about a year after treatment ends. This is
because these treatments can damage sperm and eggs or harm a
developing baby.
When you are ready to start a family, you may need fertility treatment to
have a baby. The Human Fertilisation & Embryology Authority’s

depending on the drug and the dose. If it is temporary, sperm

booklet, Getting started: your guide to fertility treatment, has

production can take several years to fully recover. If you are having

information on finding a clinic and fertility treatment options. Their

more than one chemotherapy drug, you are more likely to have a

website has a Choose a fertility clinic search tool that gives details

low sperm count or stop producing sperm completely.

of which patients a clinic treats, what treatments they offer and their

You will be offered the chance to store some sperm before you

success rates.

start your treatment. The NHS may pay for sperm to be stored for

Fertility Network UK also offers information and support. Their website

ten years and sometimes for a further ten years if needed. Funding

gives details of the cost of NHS and private fertility treatment.

may depend on where you live. Your healthcare team can tell
you more about this. The Fertility Network UK and the Human
Fertilisation & Embryology Authority also have information
about funding on their websites.
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Questions to ask after your diagnosis
•

• What emotional support is available?

What happens next? Who do I need to see and when?

• Can you put me in touch with other people my age who have been
diagnosed with bowel cancer?
•

Should I be referred for genetic testing?

• What support or information is there for my family or children?
•

Will my treatment cause early menopause or affect my fertility?

• Who can I speak to about getting help with childcare during my
•

Can you refer me to a fertility clinic?

treatment and recovery?

• Where can I get information and advice about work and money?

34
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Your treatment options
The health professionals looking after you meet
regularly as a team, called a multi-disciplinary team
(MDT). They will look at your test results and your
general health and talk about which treatments may
be suitable for you. You will have an appointment with
a member of the team to talk about your test results
and the benefits and risks of the treatment options.
You might want to take a list of questions with you to
help you understand your options. We have suggested
some questions at the end of this section on pages 48
and 49.
Possible treatments include surgery, chemotherapy,
radiotherapy and biological therapies. You may
be offered more than one of these. The treatments
you can have will depend on where your cancer is
and whether it has spread. For details of how each
treatment works, read Macmillan Cancer Support’s
booklets, Understanding colon cancer and
Understanding rectal cancer.

Bowel Cancer UK
UK   3737

Surgery

Staging and grading

The most common treatment for bowel cancer is surgery. This may be

Your healthcare team will have got an idea of the size and spread

keyhole (laparoscopic) or open surgery. Ask your surgeon to explain the

(stage) of your cancer from the tests you have had. After surgery to

benefits and risks of each type of surgery.

take away the cancer, your team will have more information about
the stage of the cancer, whether it has spread to the lymph nodes

If you were diagnosed with bowel cancer after being taken to hospital

and whether you need more treatment.

with a blockage (obstruction) in your bowel, you may have had emergency
surgery to remove the cancer. Sometimes, surgeons put in a tube (stent)

A doctor called a pathologist will look at the cancer cells under a

to open the bowel instead. If you have a stent, you may need another

microscope to see how normal or abnormal they look. This is called

operation to remove the cancer later on.

grading the cancer and it can help to show whether the cancer is
likely to spread and how quickly.

Stomas
Your surgeon will tell you if you are likely to need a stoma, which is

Cancer Research UK’s website explains the staging and grading
systems in detail.

where a section of bowel is brought out through an opening on your
stomach area (abdomen). Your bowel motions (poo) are collected in
a pouch or bag attached to the skin around your stoma. There are

Radiotherapy

two types of stoma - a colostomy is formed from the large bowel

External radiotherapy uses high energy X-ray beams to kill cancer cells.

and an ileostomy is formed from the small bowel. Your surgeon or

Doctors use radiotherapy to treat rectal cancer.

specialist nurse will explain why you need a stoma, what type of
stoma you might have and how long you might need it for. A stoma
care nurse will show you how to look after your stoma. You can also
get support and information from the Colostomy Association and
IA (Ileostomy and internal pouch support group).
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Your healthcare team may offer you radiotherapy before surgery to
shrink the tumour and make it easier to remove. Or you may have
radiotherapy after surgery if there is a chance the cancer could come
back in the same place.
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A course of external radiotherapy can last for a few days or

Biological therapies are not always available on the NHS. If you and your

several weeks. You may have radiotherapy together with

healthcare team think you would benefit from these drugs, your team

chemotherapy (chemoradiotherapy).

may be able to apply for funding for you to have them. You may also be

Your healthcare team may offer you internal radiotherapy (brachytherapy),
depending on the size of the cancer and where it is in the rectum.

able to have them as part of a clinical trial.
There is more information about biological therapies on the Cancer
Research UK website.

Chemotherapy
Chemotherapy uses drugs to kill cancer cells. You may have

Cancer that has spread

chemotherapy after surgery if the cancer has spread to the lymph

If your cancer has spread to your liver, your healthcare team will talk to

nodes or if there is a high risk of it coming back. This is called adjuvant

the liver (hepatobiliary) surgeons about your test results. They may offer

chemotherapy. If your cancer has spread, you may have chemotherapy

you surgery, to remove the cancer from your liver, or chemotherapy.

to keep the cancer under control or ease symptoms.

Or you may be able to have other treatments such as radiofrequency

Some chemotherapy drugs are given as an injection or drip into a vein.
Others are tablets that you take by mouth.

Biological therapies

ablation, microwave ablation, selective internal radiotherapy (SIRT) and
stereotactic radiotherapy.

“ I“	had
I hadsurgery
surgery,
chemotherapy
radiotherapy.
I had
, chemot
herapy andand
radioth
erapy. I had
an
ileostom
an ileostomy,
wasreverse
later reversed.
I was sed
y, whichwhich
was later
d. Then I Then
was diagno

Biological (targeted) therapies are drugs that help your body control the

with
a secondwith
diagnosed
a secondary
onhad
mytwo
liversection
and had
ary on
my liver and
s of two
liver

way cancer cells grow. They can be given as a drip into a vein or you may

remove
d. My
life was
sections
of liver
removed.
life was
turned
upsideed to
turned My
upside
down,
yet I manag

take them as tablets, depending on which drug you’re having. Biological

get
through
now I’mto
down,
yet and
I managed
get through
and now I’m
rebuild
ing my life.”

therapies may be used together with chemotherapy to treat bowel cancer

Kenny,
diagnosemy
d at life.”
age 23
rebuilding

that has spread to other parts of the body (advanced bowel cancer).
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If your cancer spreads to your lungs, your healthcare team will refer
you to the lung (thoracic) team. You may choose treatment with
chemotherapy or surgery, depending on where else the cancer is in
your body.

Clinical trials
Medical research trials that involve patients are called clinical trials. The
aim of a clinical trial is to compare different treatments to see if they’re
safe, if they work and how they work best. There are different types of

You can read more about treatments for cancer that has spread to

clinical trials, looking at prevention, diagnosis, treatment and quality

the liver or lungs on the Macmillan Cancer Support and Cancer

of life.

Research UK websites.

Some clinical trials test new treatments but others involve new ways of
using existing treatments. For example, by comparing different doses,
timings and treatment combinations.
“ When my cancer spread
to my liver, I went into a

The researchers will be looking for people who meet a list of criteria,

depression. Thankfully I

such as a certain stage of disease or treatment history. If you would like

was offered counselling,

to take part in a clinical trial, ask your healthcare team if you are suitable

which really helped. It was

for any current trials in your area. Or you can find a list of trials on the

great to be able to confide

UK Clinical Trials Gateway and the Cancer Research UK websites.

in someone who would not
be personally affected by
me discussing my fears and
my mortality.”
Jaz, diagnosed at age 46
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The benefits of taking part in a clinical trial include possibly having a
treatment that isn’t normally available and having extra check-ups and
support. Some people feel it is a good way of taking control over their
cancer. You might also like the idea of helping to improve treatment and
care for people in the future.
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In some trials, you might not be able to choose which treatment you
have or you might not know which treatment you’re getting. Some

If you are thinking about taking part in a clinical trial, ask

people find the extra check-ups tiring or difficult to fit into their everyday

your healthcare team for information on:

life. There might also be a risk of side effects that the researchers don’t

•	what the trial is testing - for example, a new treatment or

know about yet.

combination of treatments

The research team will give you detailed information about the trial

•	how long the trial will last

before you agree to take part and they will answer any questions you

•	whether you will get the new treatment

might have. You can leave a trial at any time without giving a reason.

•	the benefits and risks
•	what support you will get during the trial
•	what expenses will be paid
•	whether you’ll be able to continue having the new
treatment if the trial is successful
•	whether you’ll carry on being seen by your usual
healthcare team during the trial
•	whether you can have a copy of the results of the trial.
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Coping with side effects

Complementary therapies

Many people don’t feel fully prepared for the side effects of their

Some people use complementary therapies alongside their medical

treatment. Your healthcare team should give you written information

treatment to help them cope with side effects and to relax. Some

about the possible side effects. But they won’t be able to tell you in

hospitals and charities, like Penny Brohn Cancer Care and Maggie’s,

advance which side effects you will get or how long they will last.

offer treatments like massage or reflexology for people with cancer.

At your hospital appointments, your healthcare team will ask you about

Complementary therapies can’t cure cancer and there is not much

the side effects you’re getting. You might want to keep a diary to help you

evidence to show that they improve symptoms or quality of life in people

remember the details.

with bowel cancer. But some people find that therapies like acupuncture,

Most side effects get better a few weeks after you finish treatment. But

meditation, yoga and aromatherapy help them cope with their cancer.

some people may have side effects that last longer or they may get new

Speak to your healthcare team before starting any complementary

side effects later on. You can read more about this on page 55.

therapies to make sure they won’t affect your medical treatment.

You can read about the possible side effects of treatment in Macmillan

Macmillan Cancer Support describes the most common treatments in

Cancer Support’s booklets, Understanding colon cancer and

their booklet, Cancer and complementary therapies.

Understanding rectal cancer.

““	
The
Theside
sideeffects
effectsfrom
fromthe
thechemoth
chemotherapy
were
erapy were
notnot
thethe
same
nt, which
made
it difficult
sameafter
aftereach
eachtreatme
treatment,
which
made
it difficult
totoprepare
They
also
lasted
preparefor
forwhat
whatwas
wastotocome.
come.
They
also
lasted
longer with each treatment cycle.”
longer with each treatment cycle.”
Joanne, diagnosed at age 33

Joanne, diagnosed at age 33
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Questions to ask about your treatment options
•

• What are the side effects?

What stage is the cancer?
• If surgery is an option, will I need a stoma? How long for?

•

What are my treatment options?
• Can you tell me about the outcomes and success rates of surgery
in this unit?

•

What are the benefits and risks of each treatment?
• Who will treat me? How much experience do they have of

•

What other options do I have if I don’t want to have the

this treatment?

recommended treatment?
• After treatment finishes, what appointments will I have and what
•

What is the aim of the treatment?

will they be for? Who with and when?

• Will you send details of my treatment (called a treatment summary)
•

What does treatment involve?

•

How long does the treatment take? How many times will I visit the

to my GP? Can I have a copy?

• What support is available at the end of treatment?

hospital for treatment?
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Worries about the future
When you finish treatment it can feel like coming off a
rollercoaster. The biggest part is over but you are still
feeling ‘wobbly’. You may have been putting all your effort
into coping with treatment and now you have the chance to
look back at what you’ve been through. At the same time,
the regular hospital appointments have come to an end.
You may worry about your cancer coming back or
spreading and you may have lost confidence in your body.
To help with this, some hospitals offer Health and Wellbeing
events where you can get information from health
professionals on managing your health and wellbeing after
treatment. You may also have the chance to meet other
people in a similar position to you. Ask your healthcare
team if there are any events in your area.
Some hospitals also offer ‘holistic needs assessments’.
These help to find out what practical or physical needs you
have. Your healthcare team may refer you to other local
services, if you need them. Your specialist nurse can tell you
if these assessments are available at your hospital.
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Most people feel stronger over time and get back to enjoying normal
life again. But this isn’t possible for everyone. If you feel you can’t cope,
contact your GP or specialist nurse for help and advice. They may arrange
for you to see a counsellor or clinical psychologist. Some of these services
are free on the NHS but you may need to pay for long-term counselling.
Other people who have had cancer can be a great support and there are
several ways of getting in touch. You could use an online forum or join a
local support group. You can keep in touch with other people who have
been diagnosed with bowel cancer under the age of 50 by following our
Twitter feed @Bowel_Cancer_UK using the hashtag #Never2Young.

Follow-up
Your healthcare team will offer you regular follow-up appointments after
you finish treatment. This is to check that the cancer hasn’t come back or
spread and to check how you are coping physically and emotionally. If the
cancer does come back, then regular checks will increase the chance of it
being picked up early.
You may have a blood test to check the levels of a protein called CEA
(carcinoembryonic antigen). Regular tests after your treatment can show
if the cancer has started to grow again. It’s not a perfect test and other
things, such as smoking and non-cancerous bowel conditions, can
increase your CEA level. But, for some bowel cancers, it can give a good

““	It
It was
was really
really difficult
difficult coping
coping after
after treatment
treatment ended.
ended. I

idea of whether your treatment is working.

felt so
Ifelt
so alone
alone and
and isolated
isolated as
as all
all of a sudden there is no

You may have two or more CT scans in the five years after you finish

one
one there
there looking after you. No one doing the regular

treatment. You may also have a colonoscopy a year after treatment ends

checks.
eekly appoint
checks. No more
more three-w
three-weekly
appointments.
became
ments. I became

and then at regular times to check for growths (polyps) and to lower

paranoi
d about
twinges, I just kept
paranoid
about the
the slightes
slightestt of twinges,
kept

the risk of any new cancers developing in the colon or rectum. Ask your

thinking
thinking the
the cancer was back. I soon got used to the

doctor when you will have these checks and how often.

three-m
onthly checks
and and
things
the three-monthly
checks
things
got easier.”
got easier.”
Hina,
Hina, diagnosed
diagnosedatatage
age44
44

Your follow-up appointments may be with a doctor at the hospital or they
may be with a specialist nurse or over the phone. Your doctor or nurse
should ask you about your bowel function, weight, appetite and your
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stoma, if you have one. The doctor or nurse will give you your test results
and explain how they affect your future care and the risk of the cancer
coming back. If they do not give you this information, you should ask for
it. You can also use these appointments to tell the doctor or nurse if you
are having trouble coping or if you need extra support.

When you have your appointment, you might want to take:
When you have your appointment, you might want to take:

Late effects
The side effects of treatment usually get better over time. But some
people may have side effects that carry on for more than six months
(long-term effects) or that start months or years after they’ve finished
treatment (late effects).
Speak to your healthcare team if any side effects are not getting better
or if you are having any new problems.

a list of questions you’d like answers to - we have suggested
•	a list of questions you’d like answers to - we have suggested
some questions on page 65
some questions on page 65

People cope with side effects in different ways. Things that

your
•	
yourlatest
latestmedicines
medicinesprescription
prescription

people with cancer say have helped them include:

spare
•	
sparestoma
stomaappliances,
appliances,inincase
caseyour
your doctor
doctor needs
needs to
to examine
your
stomayour stoma
examine
•	
friendororrelative
relativefor
forsupport.
support.
aafriend

People cope with side effects in different ways. Things

that people with cancer say have helped them include:
changing their work-life balance
•	changing their work-life balance
focusing on the positive things in their lives
•	focusing on the positive things in their lives
improving
their
dietdiet
•	
improving
their
taking
more
exercise
•	
taking
more
exercise

Your specialist nurse or GP will be able to help you if you have any

•	
using
complementary
therapies.
using
complementary
therapies.

questions or worries in between your appointments.
You will have follow-up appointments for as long as you and your doctor

Some of the possible late and long-term effects of treatment are listed

feel they are useful and the risks of the tests aren’t greater than the risk

here. You can find more information about these in Macmillan

of the cancer coming back.

Cancer Support’s booklet, Managing the late effects of bowel
cancer treatment.
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Tiredness
Extreme tiredness (fatigue) is one of the most common effects of
cancer and its treatment. It can feel completely draining and can

“ I spent the first couple of days after each cycle of
“	I spent
the first couple of days after each cycle of
chemotherapy just sleeping, as I felt extreme tiredness.

chemotherapy just sleeping, as I felt extreme tiredness.

This wore off as the week progressed. The second week

affect all areas of your life. Fatigue can get worse if you are feeling

This wore off as the week progressed. The second week

stressed or low in mood. If you think this is the case, you could ask

wasn’t too bad and I felt relatively normal during week

your healthcare team for help.

three just in time for the next session.”

wasn’t too bad and I felt relatively normal during week
three just in time for the next session.”
Hina, diagnosed at age 44

Hina, diagnosed at age 44

The following things can help you cope with fatigue.

The following things can help you cope with fatigue.

Hernia

Making a plan of what you want to do each day.
•	Making a plan of what you want to do each day.

After surgery to your stomach area (abdomen), your muscles will not

Doing
most
important
things
first.
•	Doing
thethe
most
important
things
first.

be as strong as before and you may be at risk of getting a hernia.

•	Pacing
yourself
byby
taking
regular
restrest
breaks,
even
when
Pacing
yourself
taking
regular
breaks,
even
when

This is caused by part of your insides pushing through a weak part

you’re
having
a good
day.
This
cancan
help
youyou
feelfeel
better
in in
you’re
having
a good
day.
This
help
better

of the muscle or tissue wall. After surgery for colon or rectal cancer,

thethe
long-term.
long-term.

part of your bowel can push through the area around your scar.

•	Trying to keep physically active, even if you don’t feel like it –
Trying to keep physically active, even if you don’t feel like it –
see page 63 for more details.
see page 63 for more details.

Some people get a hernia after having their stoma reversed. You
may not have any symptoms but you might notice a slight lump or
bulge, especially when you cough or strain the muscle. Some people

For
Managing
cancer-related
For more
more details,
details, read
read our
our factsheet,
booklet, Your
diet and
lifestyle:
fatigue,
which
in our information
pack, Your diet: living with
living with
andisbeyond
bowel cancer.
and beyond bowel cancer.

have some pain in the area.
You may not need any treatment or your healthcare team may offer
you surgery to repair the hernia.
You can read more about avoiding a hernia in our factsheet,
Physical activity, which is in our information pack, Your diet:
living with and beyond bowel cancer.
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Nerve damage

healthcare team about any bowel problems you’re having. Your

The chemotherapy drug oxaliplatin can cause nerve damage

specialist nurse can give you information on healthy eating and

(neuropathy) and, in a few people, this can last for months or

which foods might cause you problems.

years after treatment. You may get pins and needles, weakness
or numbness in your hands or feet. This can make it hard to do
everyday things like writing, picking up small items and walking.
Some people become sensitive to the cold and need to wear gloves
when they use the fridge or freezer. Your symptoms may get worse

Our information booklet, Your diet and lifestyle: living with and
beyond bowel cancer has lots of information on diet, including
coping with bowel problems, eating and drinking with a colostomy
or ileostomy and losing and gaining weight. It also includes a food
and symptom diary to help you find out what foods you react to.

before they get better.
If your bowel problems don’t get better, or if you are having bowel
“ Chemotherapy
affected
I adapted
it and
“	Chemotherapy
affected
my my
life life
butbut
I adapted
to ittoand
what
I could
to help
myself.
things
did did
what
I could
to help
myself.
The The
mainmain
things
thatthat
helped
were
packs
for vein
pain,
sheepskin
boots
helped
were
heatheat
packs
for vein
pain,
sheepskin
boots

movements at night, ask your GP or specialist nurse about being
referred to a continence specialist or a doctor who specialises in
problems with the digestive system (gastroenterologist).

for nerve
damage
in my
cotton
gloves
for nerve
damage
in my
feetfeet
andand
cotton
gloves
to to

If you have a temporary stoma, you will usually have it reversed

make
it easier
to touch
items.”
make
it easier
to touch
coldcold
items.”

after you finish treatment. Some people find it can take several

Nicola,
diagnosed
at age
25 25
Nicola,
diagnosed
at age

months for their bowel habit to return to normal. You can find
out more about stoma reversal by contacting the Colostomy

Bowel function
Your bowel habits will have changed after your cancer treatment
and you may have loose and runny poo (diarrhoea), a slow bowel

Association and IA (Ileostomy and Internal Pouch Support
Group). They can also give you information on the National Key
Scheme (RADAR) that gives access to toilets for disabled people
across the UK.

habit (constipation) or wind. These problems may be worse in the
year after treatment but can carry on long-term. You should tell your
58
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The Bladder and Bowel Foundation have details of products and

pumps and penile implants. The success of the treatment will

services for people with bowel problems. They sell ‘toilet cards’ which

depend on whether the nerves or blood supply to the penis have

help you explain you have a medical condition that means you need

been affected by the cancer treatment. In women, surgery and

to use a toilet quickly.

radiotherapy for rectal cancer can cause tightening and shortening
of the vagina. This can make sex difficult and painful. Radiotherapy

Sexual function

can also cause dryness of the vagina but lubricants can help with

Cancer treatment affects your emotions and your relationships

this. Regular intercourse or using a dilator after you have completed

and this can lead to problems with intimacy and sex, whatever

radiotherapy may help reduce the risk of vaginal shortening.

your sexuality.
If you have a partner, working together and being open about the
effect of treatment on your sex life can help. Whether or not you have
a partner, a psychosexual therapist can help you to understand and
come to terms with any sexual problems. You may want to be able to
be sexually active or you may want to start a new relationship. Many

If you feel you need help with any sexual problems, ask your GP
or healthcare team to refer you to a sexual health specialist or
psychosexual therapist. You might also like to read Macmillan
Cancer Support’s booklets, Sexuality and cancer – information
for women and Sexuality and cancer – information for men.

people find it embarrassing to talk about their sex lives but remember
that the health professionals you see will be used to dealing with

“	Nobody had told me my treatment could affect my

sexual problems every day.

libido. When I asked my consultant about it, he said

Surgery and radiotherapy for rectal cancer can cause long-term

it was a common side effect and could be caused

problems getting an erection and problems with ejaculation in

by stress and worry or by the chemotherapy drugs

some men. These problems may get worse a few years after

affecting my hormone levels.”

radiotherapy finishes. Possible treatments include tablets that

Helen, diagnosed at age 29

increase blood supply to the penis, injections to help you get an
erection, pellets that you insert into the end of the penis, vacuum
60
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Bladder function

If you have a stoma, you may feel less attractive or you may worry that

Surgery for rectal cancer may affect the nerves to the bladder. You

people can see it through your clothes. Until you get used to looking

might not be able to fully empty your bladder and you may leak

after your stoma, you may worry about smells or leakage. Your stoma

urine. Radiotherapy can irritate your bladder so you may need to

care nurse can help you with any worries you may have. Having

pass urine more often or with little warning. Your healthcare team

a stoma should not stop you doing the things you enjoy. There are

can give you information on how to manage bladder problems or

companies that sell attractive underwear, swimwear and other products

they can refer you to a continence service. The Bladder and Bowel

that can help you feel more comfortable. Ask your stoma care nurse for

Foundation has information on products and services that can help

more information or visit the Colostomy Association and IA (Ileostomy

you cope with everyday life.

and Internal Pouch Support Group) websites.

Body image
Cancer and its treatment can change how you think and feel about

Macmillan Cancer Support has a booklet called Body image and
cancer that includes information on how cancer can affect the way you
feel about your body and ways of coping.

your body. You may feel sad, angry or worried about any changes
to your body. You may have scarring, numbness or other side effects
of treatment that can make you feel self-conscious or affect your
confidence. Talking about how you feel can help you to cope. You could
talk to someone close to you or you could ask your specialist nurse
for help.

Exercise
You may not feel like exercising when you are having treatment but
regular physical activity can help to reduce some side effects, such
as extreme tiredness (fatigue). It can help you stay at a healthy
body weight and improve your quality of life. Recent research

Changes to your body can lead to sexual problems if you feel

shows that regular exercise may help you live longer after bowel

self-conscious, you find sex uncomfortable or you are worried about new

cancer treatment.

relationships. The Sexual Advice Association gives practical tips in their
booklet, Intimacy & sexuality for cancer patients and their partners.
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Start off gently and, when you are ready, try to build up the amount of
activity you do each day. You might start off with a walk around the

Questions to ask at your follow-up appointments
• What are the chances of the cancer coming back?

house and then move on to a short walk outside. As you get your
strength and energy back, you’ll be able to do more. Try to build up to
30 minutes or more of moderate exercise, such as fast walking, at
least five days a week.

• What symptoms should I look out for that might show the cancer
has come back?

Be careful not to lift anything heavy while you are recovering from
treatment. Speak to a physiotherapist if your job involves manual
work. They can also give you advice on when you can start exercising

• Who should I contact if I notice any new symptoms?

and what exercises would be best for you. You might like to try gentle
forms of pilates, yoga or tai chi, which can help build strength in your
stomach area (abdomen). You can find a list of physiotherapists on the

• What long-term or late side effects might I get?

Chartered Society of Physiotherapy website. You may also like to
read Macmillan Cancer Support’s booklet, Physical activity and

• Where can I get help with dealing with side effects?

cancer treatment.

• Are there any Health & Wellbeing events that I can go to?

• Do you offer a holistic needs assessment (see page 51 for details)?
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Work and legal rights
As soon as you are diagnosed with cancer, you are
protected as a disabled person by the Equality Act 2010.
This means your employer must make any reasonable
adjustments needed to allow you to continue working. For
example, they might allow you to change your working
hours or use your sick leave allowance for hospital
appointments. If you have had time off work and are
thinking of going back, you may want to ask if you can
start off with just a few hours, gradually building up your
hours when you feel able to.
If you think you’ve been treated unfairly at work, you
should speak to your employer first. If there is still
a problem, you can contact ACAS (the Advisory,
Conciliation and Arbitration Service), Citizens Advice
or your union, if you have one.
Macmillan Cancer Support produces lots of information
about rights at work for people with cancer. You might
want to start by reading their booklet, Macmillan at work.
They also have online tools and information for partners,
the self-employed and employers.
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Money and insurance
You may be worried about money, for example, if you’re unable to work
or you need to pay for things like extra childcare and travel to hospital.
You can get help with some costs and you might be able to get some
benefits or grants.
NHS prescriptions are free in Scotland, Wales and Northern Ireland. If you
live in England, you can get free prescriptions if you are having treatment
for cancer or the effects of cancer. You will need to fill in a form that you
can get from your GP. You will then get a certificate that allows you to get
free prescriptions for five years. You will be able to renew your certificate
if you are still having treatment. You may be able to get free prescriptions

If you have an insurance policy, such as critical illness cover, income
protection or mortgage payment protection, you may be able to make
a claim when you are diagnosed with cancer. You can find out more
about this by reading Macmillan Cancer Support’s booklet on
insurance from their Financial guidance series of information.
Some people have found it hard to get information about what help
they can get with money and have had problems claiming benefits. If
you need some help, call Macmillan Cancer Support on
0808 808 0000. They can help with questions about benefits and
insurance and can send you booklets with detailed information. They
also offer grants to people on low incomes.

even if you are having private treatment. Ask your GP or hospital doctor
for more information.

Childcare

If you have a low family income, you may be able to get help with

There may be times during your treatment when you need extra help

travel costs for hospital appointments. You can find out more about the

with childcare. Family and friends may be able to help or you may

NHS low income scheme in England, Scotland and Wales on the NHS

need extra childcare from a nursery or childminder. A social worker

Business Services Authority website. If you are in Northern Ireland,

will be able to tell you what help is available locally. Macmillan

visit the nidirect website.

Cancer Support’s booklet, Help with the cost of cancer, has
information on childcare, benefits and grants.
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Travel
If you plan to travel during your treatment, speak to your healthcare
team before you go. They can tell you how your treatment might affect
your plans. They can also give you a letter to take with you, listing the
medicines you are taking and what they are for. This can be helpful if
you’re travelling abroad. If you have a stoma, your Stoma Care Nurse can
give you a card that explains, in several languages, what your stoma
supplies are for. Always carry some supplies in your hand luggage in
case of baggage delays.
If you’re travelling to Europe, you can get a European Health Insurance
Card (EHIC), which gives you free or cheaper health care. You can get
more information and a free card from ehic.org.uk. You should also
make sure you have travel insurance. Some high street companies
offer insurance to people with cancer but there may be some limits
to what they’ll cover you for. There are also specialist companies that
insure people with illnesses such as cancer. Some ofthese can be more
expensive so you might need to shop around.
For more information on travelling when you have cancer and travel
insurance, read Macmillan Cancer Support’s booklet, Travel and
cancer. For information on travelling with a stoma, contact the Colostomy
Association or IA (Ileostomy and Internal Pouch Support Group).
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CT scan

Ileostomy

Computerised tomography scan.

Where a section of small bowel is

A scan that uses X-rays to take a

brought out onto an opening on

series of pictures of the body.

your abdomen, allowing bowel
motions (poo) to pass into a

FAP

pouch or bag.

Abdomen

Colon

Familial Adenomatous Polyposis.

The part of the body underneath

The longest part of the large bowel,

A rare inherited bowel cancer

Lymph nodes

the ribs and above the hips.

which ends just above the rectum.

syndrome that greatly increases

Small glands that make up part

the risk of getting bowel cancer.

of the lymphatic system, which

Biological therapies

Colonoscopy

Causes a large number of growths

defends the body against infection.

Drugs that change the way cancer

A test that uses a long thin tube

(polyps) in the lining of the bowel.

They are a common place for colon

cells work to stop them growing.

with a camera on the end to look

Also called targeted therapies.

inside the colon and rectum.

or rectal cancer to spread to.
Genes
A set of instructions that control

Lynch syndrome

Brachytherapy

Colostomy

how the cells in your body grow

A rare inherited bowel cancer

Internal radiotherapy that uses a

Where a section of the large bowel

and work. Genes are inherited from

syndrome that increases the

source of radiation inside the body

is brought out onto an opening on

your parents. They control things

risk of bowel cancer and some

for a short period of time.

your abdomen, allowing bowel

like eye colour.

other cancers.

motions (poo) to pass into a pouch
Chemotherapy

or bag.

Treatment that uses drugs to kill
cancer cells.
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MAP

Pelvis

Radiotherapy

Stereotactic radiotherapy

MUTYH Associated Polyposis.

The area of the body between

Treatment that uses high energy

Treatment for bowel cancer that

A rare inherited bowel cancer

the hips.

radiation to kill cancer cells.

has spread to the liver. It uses a

syndrome that causes growths

machine, called Cyberknife, to
Polyp

Rectum

A non-cancerous growth. Polyps

Part of the large bowel that sits

can grow in the lining of the body’s

between the colon and the anus.

organs, including the bowel. Some

Bowel motions (poo) are stored

MRI

polyps may develop into cancer

here before passing out of

Stoma

Magnetic resonance imaging. A

over time.

the anus.

An opening on the abdomen,

PET scan

Selective internal

Positron emission tomography.

radiotherapy (SIRT)

Microwave ablation

A scan that uses a low dose of

Treatment for bowel cancer that

Treatment for bowel cancer that

radiation to take pictures of the

has spread to the liver. It involves

Ultrasound scan

has spread to the liver. It uses

whole body.

injecting millions of tiny radioactive

A scan that uses sound waves to

beads into the liver.

build up a picture of the body.

(polyps) in the lining of the
bowel and increases the risk of
bowel cancer.

scan that uses magnets to produce
pictures of the body.

to the surrounding healthy tissue.

out so bowel motions (poo) can be
passed into a pouch or bag.

Radiofrequency ablation
Treatment for bowel cancer that

Sigmoidoscopy

Pathologist

has spread to the liver. It uses radio

A test that uses a long thin tube

A doctor who looks at cells under a

waves to heat cancer cells to a

with a camera on the end to look

microscope to see how normal or

high temperature.

inside the rectum and sigmoid

abnormal they look.

the tumour, while limiting the dose

where a section of bowel is brought

heat from microwave energy to kill
cancer cells.

target high doses of radiotherapy to

colon (the picture on page 9 shows
the sigmoid colon).
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You can use this page to keep a record of anything
you want to remember, such as appointment

Bowel Cancer UK is determined to save lives and

times or details of your treatment.

improve the quality of life for all those affected
by bowel cancer.
for information,
Visit www.bowelcanceruk.org.uk
bowelcanceruk.org.uk for information,
videos, personal
and
details
of our
videos,
personalexperiences
experiences
and
details
of
Never
Too Young
campaign.
our
Never
Too Young
campaign.
References
to sources of information used to
Email
feedback@bowelcanceruk.org.uk
produce
this booklet
are available
at
for
references
to sources
of information
used
www.bowelcanceruk.org.uk
to
produce this booklet.
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Citizens Advice

FAP Gene Support Group

England & Wales

fapgene.com

citizensadvice.org.uk

Provide information for people affected

Scotland

by FAP.

ACAS

Cancer Research UK

cas.org.uk

acas.org.uk

cancerresearchuk.org

Northern Ireland

Healthtalk.org

Helpline 0300 123 1100

Information for people affected by

citizensadvice.co.uk

healthtalk.org

Provide free information and advice

cancer. You can speak to an

Provide free, confidential advice on

Watch online videos of people sharing

on problems in the workplace and

information nurse by calling

money, work and housing. You can

employment law.

0808 800 4040

find details of your local Citizens Advice

Mon-Fri 9am-5pm.

Bureau on their website or in your

their stories about health issues
including colorectal cancer. Topics
include diagnosis, treatment, talking to

phone directory.

children and daily living.

carers.org

Colostomy Association

Human Fertilisation & Embryology
Authority

Tel. 0844 800 4361

colostomyassociation.org.uk

by bowel cancer. Their website has a

Provide information, advice and

24 hour helpline 0800 328 4257

patient forum that includes a section for

practical support to all carers across

Provide support, reassurance and

at a fertility clinic and gives details of

younger people.

the UK. The website lists services

practical information to anyone who

available in your area such as

fertility clinics in the UK.

has or is about to have a colostomy.

Beating Bowel Cancer
beatingbowelcancer.org
Helpline 020 8973 0011
Provide support to people affected

Bladder and Bowel Foundation
bladderandbowelfoundation.org
Helpline 0845 345 0165
UK charity for people with bladder and
bowel control problems.

Carer’s Trust

complementary therapies, training
courses, and information on benefits
and counselling.

Chartered Society of Physiotherapy
csp.org.uk

hfea.gov.uk
Provide information on what happens

Daisy Network

IA (Ileostomy and Internal Pouch
Support Group)

daisynetwork.org.uk

iasupport.org

Provide support and information for

Tel. 0800 0184 724

women who have experienced a

A support group run by and for people

premature menopause.

with ileostomies and internal pouches.

Website includes information on
physiotherapy and cancer.
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Fertility Network UK

My Cancer Treatment

nidirect

Teenage Cancer Trust

fertilitynetworkuk.org

mycancertreatment.nhs.uk

nidirect.gov.uk

teenagecancertrust.org

Provide support, information and

Find and compare NHS cancer services

Government website for Northern

Tel. 020 7612 0370

advice on fertility and NHS funding.

near you.

Ireland citizens. Includes information

Provide services and support for young

on help with health costs.

people with cancer between the ages

Lynch Syndrome UK
lynch-syndrome-uk.org
A volunteer-run organisation that raises
awareness of Lynch syndrome and
provides information and support.

Macmillan Cancer Support
macmillan.org.uk
Freephone 0808 808 0000
(Mon-Fri 9am-8pm)
Provide support and information on
cancer, money, benefits and work.

Maggie’s
maggiescentres.org
Provide free practical, emotional and
social support to people with cancer

National Institute for Health and
Care Excellence (NICE)

Penny Brohn Cancer Care

nice.org.uk

pennybrohncancercare.org

Produce national guidance and advice

Helpline 0845 123 23 10

to improve health and social care. Their
website has information for the public
on the management of colorectal
cancer (clinical guideline 131).

NHS Business Services Authority
nhsbsa.nhs.uk
For information on help with health
costs in England, Scotland and Wales.

NHS Choices
nhs.uk

of 13 and 24.

Help people live well with cancer by

The Family History of Bowel Cancer
Clinic
familyhistorybowelcancer.wordpress.com

offering a range of services, including

A blog from West Middlesex University

wellbeing courses and complementary

Hospital that includes information for

therapies.

the public.

Sexual Advice Association

UK Clinical Trials Gateway

sda.uk.net

ukctg.nihr.ac.uk

Tel. 020 7486 7262

Provides easy to understand

(Mon, Wed & Fri, 9am-5pm)

information about clinical research

Provide information on sexuality and

trials running in the UK.

intimacy, including information for
people with cancer.

The UK’s biggest health website.

and their family and friends. Maggie’s

Shine Cancer Support

have centres at some NHS hospitals as

shinecancersupport.co.uk

well as an online centre.

A network for anyone living with cancer
in their 20s, 30s and 40s.
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Bowel Cancer UK is the UK's
leading bowel cancer research
charity. We are determined to
save lives and improve the
quality of life for all those affected
by bowel cancer.
We support and enable research, educate patients, public
and professionals about bowel cancer and campaign for early
diagnosis and best treatment and care for all those affected.
Find out more at bowelcanceruk.org.uk
/charitybcuk
@Bowel_Cancer_UK

To find out more about this booklet or tell us what
you think email feedback@bowelcanceruk.org.uk
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