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It's your choice whether to take part in the NHS bowel cancer
screening programme. This leaflet aims to help you decide.

About Lynch syndrome

Lynch syndrome (previously known as HNPCC - hereditary non-
polyposis colorectal cancer) is an inherited condition which increases
a person’s chance of developing bowel cancer. It also increases the
chance of developing other types of cancer, including cancer of the
womb (endometrial cancer), ovary, stomach, and pancreas.

Lynch syndrome is caused by a change in one or more of the genes
which usually work to prevent cancer. These genes are known as
mismatch repair (MMR) genes. The genes are called MLH1, MSH2,
MSH6, PMS2 and EPCAM. MMR genes usually work to correct
mistakes in DNA, but when there’s a change in these genes any
mistakes in the DNA aren’t corrected, which can lead to cancer
developing.

Why we offer colonoscopies to people
with Lynch syndrome

For people with Lynch syndrome, regular screening by having a
colonoscopy has been shown to reduce the chance of becoming
seriously ill or dying from bowel cancer, as well as reducing the
chance of bowel cancer developing in the first place.

This is because screening through a colonoscopy can detect bowel
cancer when it is at an early stage when treatment is more likely to be
effective. It can also help to find polyps. These are small growths on



cancers over time. Polyps can be easily removed, which reduces the
risk of bowel cancer developing.

Your clinical genetics team will continue to help you manage your
other Lynch syndrome needs and risks (such as gynae and skin
checks).

Who we invite

The NHS Bowel Cancer Screening Programme offers a colonoscopy
every 2 years to people diagnosed with Lynch syndrome.

People with a MLH1 or MSH2 or EPCAM gene change will usually be
invited just after their 25th birthday. People with a MSH6 or PMS2
gene change will usually be invited just after their 35th birthday.

If you have previously had a colonoscopy, the NHS Bowel Cancer
Screening Programme will send you an invitation when your next
colonoscopy is due.

The NHS Bowel Cancer Screening Programme does not automatically
invite people aged 75 or over. If you are aged 75 and over please talk
to your GP, geneticist or colonoscopist about the benefits and risks of
having a colonoscopy.

You've received an invitation from the NHS bowel cancer screening
programme because your genetics team has told us that you have
Lynch syndrome. If you do not think you have Lynch syndrome or are
unsure whether you have it, please call our free helpline on 0800 707
60 60.



NHS Bowel Cancer Screening for patients with Lynch syndrome: helping you decide

How the bowel works

The bowel is part of your digestive system. It takes nutrients and
water from food and turns what is left into poo (also known as faeces,
stools or bowel motions).

Colon

Large bowel

Rectum ——

The colon and rectum make up the large bowel, and are part of the
digestive system



Risk (chance) of developing bowel cancer

People with Lynch syndrome are more likely to develop some (not all)
types of cancer. Out of 100 people with Lynch syndrome between 15
and 80 will develop bowel cancer over their lifetime depending on
which Lynch syndrome gene change they have. This is due to having
less protection from the cancer mismatch repair genes. Having Lynch
syndrome doesn’t mean that you will definitely develop cancer, but
having less protection makes it more likely.

Other things that can increase your chance of developing bowel
cancer include:

« the specific Lynch syndrome gene that is altered in you
« getting older
lifestyle factors (see below).

Reducing your risk of developing bowel

cancer

Not everyone living with Lynch syndrome will develop cancer. The
chance of developing cancer is much lower in people who know

that they have Lynch syndrome and have regular colonoscopies,
compared to people who have Lynch syndrome but are unaware. This
is because knowing you have Lynch syndrome gives you the chance
to take action in a timely manner and can help to ensure that cancer
is found at an early stage so it can be treated more effectively.



You can also reduce your chance of getting bowel cancer by:

« keeping physically active

+ keeping a healthy weight

« eating plenty of fibre, for example choose wholegrain and
wholemeal foods

« eating plenty of vegetables and fruit

+ eating less red meat and especially less processed meat such
as bacon or sausages

+ drinking less alcohol

+ not smoking

+ taking aspirin - research has shown that taking aspirin daily
can help prevent cancer from developing in people with Lynch
syndrome. You should speak to your GP or clinical genetics team
if you want to know more about taking aspirin.

Possible benefits and risks of NHS bowel
cancer screening

Being aware of the possible risks and benefits will help you decide
whether to take part in the bowel cancer screening programme.

Benefits of having a colonoscopy:

+ Reduces your chance of dying from bowel cancer. If you take
part in the bowel cancer screening programme and have regular
colonoscopies, your chance of dying from bowel cancer is more
than halved.

« Out of 100 people with Lynch syndrome it prevents between 40
and 60 people from getting bowel cancer.

+ Increases your chance of bowel cancer being found at an earlier
stage, when it is more treatable.
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« Allows us to remove any polyps found during colonoscopy, which
reduces your chance of developing bowel cancer.

Risks

In rare cases, having a colonoscopy might cause complications, for
example, during or after colonoscopy

No screening test is 100% effective. This is because bowel cancer
may develop in between tests. There is also a small chance that
colonoscopy misses cancer or a polyp that could later turn into cancer

How the NHS bowel cancer screening
programme works

We will offer you an appointment at a local screening centre (usually
in a hospital). This is to discuss having a detailed examination of your
bowel (colonoscopy). If you have been having regular colonoscopies
outside of the NHS Bowel Cancer Screening Programme you may be
offered an appointment at a different hospital to the one you usually
attend.

The colonoscopy is to see if there are any polys that need removing or
any cancer that needs treatment. A specialist screening practitioner
(SSP) will discuss the colonoscopy with you, answer any questions
you have and check if you are fit enough for the procedure. You

will need to attend an appointment with a specialist screening
practitioner even if you have had a colonoscopy before.

If you are fit for a colonoscopy and want to go ahead with the
examination, we will arrange an appointment for you.



You are usually awake during a colonoscopy. You can choose to have:

« painkillers

« gasand air

« sedation — medicine given through a small tube (cannula) in your
arm.

« occasionally a general anaesthetic may be considered in specific
situations.

Some hospitals may not offer all these options.

Colonoscopy

Colonoscopy takes place at NHS bowel cancer screening centres,
usually in hospitals. A colonoscopist (someone specially trained in
colonoscopy) carries out the examination.

The colonoscopist uses a thin flexible tube with a tiny camera on the
end to look inside your bowel. Colonoscopy can find bowel cancer.
It can also find polyps, which can usually be removed to stop them
growing into cancers.

Colonoscopy usually takes 30 to 45 minutes, although the whole
appointment may take around 2 hours.



Before your colonoscopy

The SSP (specialist screening practitioner) may give you a list of foods
you need to avoid for several days before your colonoscopy. They will
also give you a medicine to clear your bowel (a strong laxative). You

need to have an empty bowel so the colonoscopist can see the bowel
lining clearly.

When you take the medicine will depend on the time of your
appointment. The SSP will give you written instructions. Please read
and follow them carefully. It is important you take the medicine
according to the instructions. It will cause diarrhoea, so you will need
to stay close to a toilet.

If you choose to have a sedative you will need to arrange for someone
to take you home after your colonoscopy as this could make you be
drowsy. The SSP will discuss this with you at your appointment.



Having your colonoscopy

When you arrive for your appointment you will be able to talk to the
nurses and doctors about any concerns or questions you have.

We will ask you to lie on a bed on your left side with your knees
slightly bent up. We may give you a painkiller. We may also give
you a sedative. It is your choice whether to have this. It is usually
an injection into a vein in your arm or some pain-relieving gas
to breathe. It is to relax you and make the colonoscopy more
comfortable.

Following a sedative, you should not:

« drive home afterwards (you will need someone to take you
home)

« drink alcohol for 24 hours

« operate machinery for 24 hours.

A colonoscopist will perform your colonoscopy.

1. The colonoscopist will put a colonoscope (thin flexible tube) into
your large bowel through your back passage (rectum).

2. They will then gently pump some harmless carbon dioxide gas
inside. This opens up the bowel so they can see the lining clearly.
It may cause a bloating or cramping feeling.

3. The camera on the colonoscope shows the inside of your bowel
on a screen.

If you feel pain, let the colonoscopist know. They can change what
they are doing to make you as comfortable as possible.
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After your colonoscopy

The colonoscopist or SSP will tell you if they removed any polyps

or pieces of bowel lining (biopsies). If they did, a pathologist will
examine them and we will provide you with the results within 2
weeks. We will also send your GP a copy of your results. If you have
not received your results after 2 weeks please contact our helpline on
0800 707 60 60 or your GP.

You will probably feel like resting after your colonoscopy. You
may want to try and keep the whole day free of work or other
commitments.

After the colonoscopy, you may feel sick or have some abdominal
(tummy) pain or bloating for a day or so. You may also have some
blood in your poo. If the symptoms are severe or do not go away in
2 days, you should see your GP. You can also contact the screening
centre where you had your colonoscopy

Reliability of colonoscopy

Colonoscopy is a good test for finding polyps or cancer in the bowel.
But there is a small chance (about 3 out of every 100 colonoscopies)
that colonoscopy misses cancer or a polyp that could later turn into
cancer.

This could be because:
the bowel was not completely empty
+ it was difficult to move the colonoscope around the bowel

« inrare cases, the colonoscopist could not see the polyp or cancer.
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Risk of colonoscopy

For most people, colonoscopy is straightforward. But as with most
medical procedures, complications can happen. In rare cases,
colonoscopy can damage the bowel. Possible complications include:

« ahole (perforation) in the bowel caused by the colonoscope
(around 1 person in 1700); around half of people with a
perforation will need surgery to repair it

« heavy bleeding needing a transfusion (around 1 person in 2,400)

If you have bleeding that is difficult to stop or a hole in your bowel
that needs surgery, we will admit you to hospital straightaway.

In rare cases, colonoscopy complications may result in death.
However, in a national audit of 20,085 colonoscopies carried out in
2011, no deaths were recorded.

Results
No polyps or small polyps that need no treatment

If no polyps or only small polyps that are very unlikely to turn into
cancer are found then no further investigation will be needed at this
time. We will invite you for bowel cancer screening via colonoscopy
in 2 years’time if you are still under 75 by then.
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Polyps or other findings

Usually we remove small polyps painlessly during colonoscopy using
a tiny wire loop passed through the colonoscope. The colonoscopist
may also take a tiny piece (biopsy) of bowel lining to look at
afterwards under a microscope. Unless you require a site check (to
check the site where the polyp was removed) you will be invited for
bowel cancer screening via colonoscopy in 2 years’ time if you are still
under 75 by then.

Polyps needing removal

Some polyps (called adenomas) are more likely to turn into cancer if
they are not removed. These polyps may be too difficult to remove
during colonoscopy. If we find one of these types of polyp you may
need surgery or a further specialist colonoscopy at a later date.

Bowel cancer

If a cancer is found we will refer you to a team of specialists who will
look after you.

The main treatment for bowel cancer is surgery. In some cases,

the specialists may offer you chemotherapy, immunotherapy or
radiotherapy. Not all bowel cancers found are curable. But for every
100 people who have bowel cancer found at its earliest stage, over 90
are still alive 5 years later.!

'Data from the Office for National Statistics dataset ‘Cancer survival in
England - adults diagnosed;, August 2019.
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Bowel cancer symptoms

Having a colonoscopy does not guarantee that you do not have
bowel cancer or that it will never develop in the future. It is still
possible to get bowel cancer even if you had:

« no polyps found at colonoscopy
« small polyps found that we did not need to remove
« small polyps found that we removed

It is important to be aware of bowel cancer symptoms. These include:

« blood in your poo (faeces)

« looser poo, pooing more often (diarrhoea) and/or constipation
« apainorlump in your abdomen (tummy)

« feeling more tired than usual for some time

« losing weight for no obvious reason

Please remember that these symptoms do not necessarily mean that
you have bowel cancer. But if you have any of these symptoms for 3
weeks or more, please speak with your GP. It is important to do this
even if you have recently had a colonoscopy or are due to have a
colonoscopy in a few months.

Bowel cancer screening is not a test for when you have symptoms.
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Further support

For more information about the NHS bowel cancer screening
programme please call our free helpline on 0800 707 60 60.

You can also:
. talk to your GP
. talk to your genetics team

visit www.nhs.uk/bowel

. visit www.lynch-syndrome-uk.org

. visit www.bowelcanceruk.org

visit Lynch Syndrome information - RM Partners

If you are over the age of 75 and have been diagnosed with Lynch
syndrome, please talk to you GP, geneticist or colonoscopist about
the benefits and risks of having a colonoscopy.

If you think you are due for a colonoscopy but have not received an
invitation please call our helpline on 0800 707 60 60.

15



About this leaflet

We use personal information from your NHS records to invite you for
screening at the right time. NHS England also uses your information
to ensure you receive high quality care and to improve the screening
programmes. Read more about how we use and protect your

information at www.gov.uk/screening-data.

Find out how to opt out of screening at
www.gov.uk/screening-opt-out.

More information about bowel cancer screening: www.nhs.uk/bowel
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