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Active surveillance

This fact sheet is for men who would like to know more about an approach to prostate
cancer treatment called active surveillance. It is one of several fact sheets that have
been written to help you decide which treatment is best for you. It may also be useful
for the partners and family of men with prostate cancer. It describes how some men
with less aggressive prostate cancer can be monitored, avoiding or delaying the side
effects of treatment. Each specialist team will do things slightly differently so use this
fact sheet as a general guide and ask your specialist team for more details about the
treatment you will have. If you have any questions about active surveillance, you can
speak to your specialist team or call our confidential Helpline on 0800 074 8383.

In this fact sheet:

What is active surveillance?

Is active surveillance the same as
watchful waiting?

What is active monitoring?

Who can have active surveillance?
What are the advantages and
disadvantages of active surveillance?
What happens if my PSA level rises
or my biopsy or DRE results change?
Are there any risks with active
surveillance?

¢ Are there any side effects?

¢ What if | change my mind?

¢ Questions to ask your specialist team
¢ More information

What is active surveillance?

Active surveillance is a way of monitoring
prostate cancer which aims to avoid or delay
unnecessary treatment in men with less
aggressive cancers. Many prostate cancers
are detected at an early stage by a prostate
specific antigen (PSA) test. Prostate cancer
can be slow growing and, for many men,
the disease may never progress or cause
any symptoms. In other words, many men
with prostate cancer will never need any
treatment.

Treatments for prostate cancer can cause
side effects which can affect your quality of
life. By monitoring the cancer through active
surveillance, you can avoid or delay these
side effects. The most common side effects
include problems getting and keeping an
erection (erectile dysfunction) and problems
controlling or passing urine (incontinence).
For more information about the side effects
of each treatment, read our other Tool Kit
fact sheets.

Active surveillance involves monitoring your
prostate cancer with regular tests, rather
than treating it straight away. The tests aim
to find any changes that suggest that the
cancer may grow and cause symptoms.
Treatment can then be offered at an early
stage, with the aim of getting rid of the
cancer completely.

Monitoring will vary between hospitals,

but will typically involve:

e PSA testing every three months for two
years, then every six months from then on.

e Digital rectal examinations (DRE) every
three to six months for two years, then
every year.

* Repeat prostate biopsies every few years,
depending on your treatment centre.
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If you had less than 10 samples of prostate
tissue (cores) taken when you were diagnosed,
you may need to have another biopsy. Biopsies
can cause some bleeding, and there is a small
risk of getting an infection. You should discuss
these problems with your specialist team if you
are concerned.

You can find out more about PSA testing,
digital rectal examinations and biopsies by

reading our Tool Kit fact sheet, How prostate
cancer is diagnosed.

If there are any signs that the cancer is
changing, your specialist will discuss with
you whether you should have treatment
and what the treatment options are. You may
also decide at any time that you would feel
happier starting treatment.

Is active surveillance the same as

watchful waiting?

No, it is very different. Watchful waiting aims
to avoid treatment unless symptoms develop.
Then, when treatment starts, it is aimed at
controlling the cancer rather than getting rid
of it. Watchful waiting can be suitable for men
with other health problems or who may be
less able to cope with treatment.

If men on watchful waiting get symptomes,
such as problems passing urine or bone
pain, their cancer can be controlled with
hormone therapy.

Watchful waiting involves less monitoring
than active surveillance and is often carried
out by your GP rather than your specialist
team at the hospital. If watchful waiting has
been recommended as an option for you
but you would prefer a different treatment,
you should discuss this with your specialist.

What is active monitoring?

Some people use the term active monitoring
to describe both watchful waiting and active
surveillance. It can mean different things to
different people so it is important that you

talk to your specialist team to find out exactly

what type of monitoring you are being offered.

Who can have active surveillance?

Active surveillance is suitable for men with
low risk early stage prostate cancer that is
contained within the prostate gland (localised
prostate cancer). It may also be suitable for
some men with medium risk cancer, and your
specialist will discuss whether it is an option
for you. High risk cancers are not suitable
for active surveillance.

Men with low risk cancer will have a PSA

level of less than 10 ng/ml and a Gleason
score of six or less. The biopsy result should
show that there was cancer in less than half
of the samples taken. Medium risk cancer
is a PSA level of 10-20 ng/ml or a Gleason
score of 7 (3+4).

There is more information about PSA levels
and Gleason scores in our Tool Kit fact
sheet, How prostate cancer is diagnosed.

Your specialist team may also consider the
amount of cancer cells found in each sample
taken during the biopsy. Active surveillance
may be suitable if you have a small amount
of cancer cells in the samples.

There are some other tests that you may have
to help decide whether active surveillance
is suitable for you, but these are much less
common and you may not be offered them.
These are:

e Measuring your PSA density

¢ A free and total PSA test.

PSA density

Your specialist team may measure your ‘PSA
density’. This measures your PSA level in
relation to the size of your prostate gland.
Men with larger prostate glands have higher
PSA levels. You will usually need to have a
PSA density of less than 0.15 ng/ml/ml to
have active surveillance. You can work out
your PSA density by dividing your PSA level
by the volume of your prostate gland.

For example,

¢ Prostate volume = 50ml

* PSA level =7 ng/ml

e PSA density = 7 divided by 50 = 0.14




In this example, the PSA density is less than
0.15, which means that active surveillance
may be a suitable option.Your specialist
team can tell you the volume of your prostate
gland and can help to explain more about
PSA density.

Free and total PSA test

In some cases you may be offered a free and
total PSA test to help show how aggressive
the prostate cancer is. This measures the
ratio between two different types of PSA
found in the blood (free and total). There is
evidence that suggests that men with less
aggressive cancer will have a higher amount
of free PSA. Active surveillance may be
suitable for men with more than 20 per cent
free PSA. This test is not available in every
treatment centre. You can ask your specialist
team whether it is available in your area.

Other treatment options

Your specialist team should discuss the
advantages and disadvantages of all your
treatment options with you. Other treatment
options for cancer that has not spread
outside the prostate gland (localised cancer)
may include:

¢ Radical prostatectomy

¢ External beam radiotherapy

¢ Brachytherapy

e Watchful waiting

You may also be offered high intensity focused
ultrasound (HIFU) or cryotherapy as part of

a clinical trial or through private healthcare.
These treatments are not used very often in the
NHS as a first treatment because we do not
know enough about their long term benefits
and risks.

For more information on all of the treatments
listed above, please read our range of
Tool Kit fact sheets or call our confidential
Helpline on 0800 074 8383.

What are the advantages and
disadvantages of active surveillance?

Advantages

* As there is no physical treatment involved,
there are none of the physical side effects
associated with other treatments.

¢ |t does not interfere with your everyday life
as much as treatment.

Disadvantages

e Some men may become anxious or worry
about their cancer changing.

¢ You may need to have more prostate biopsies.

¢ There is a small chance that the cancer
may grow more quickly than expected and
become more difficult to treat.

What might be an advantage for one person
may not be for someone else. Please talk to
your specialist team about your own situation.

A personal experience

‘Active surveillance gave me time to come
to terms with the fact that | had prostate
cancer, which helped when the time came
for my radical prostatectomy.’

What happens if my PSA level
rises or my biopsy or DRE
results change?

PSA level

A rise in the level of PSA in your blood may
be a sign that your cancer is growing. The
rate at which your PSA level changes (PSA
velocity) and the speed at which it doubles
(PSA doubling time) can give you and your
specialist team an idea of the rate at which
the cancer is likely to grow. Your specialist
team will look at how much your PSA level
has risen and over what time period. Your
PSA level can be affected by other factors,
such as age, urinary infection or some
medicines, but if it rises at a significant rate
then treatment may be recommended.

Biopsy results

If your repeat biopsy results show a larger
amount of cancer or a higher Gleason score
than your previous results, you may be
offered treatment.

Digital rectal examination (DRE)

If the doctor or nurse feels any changes
during the digital rectal examination then
treatment may be recommended.



We do not know how many men on active
surveillance will eventually need to have
treatment such as surgery or radiotherapy.
However, a recent research study over ten
years found that about one in three men
went on to have treatment. Most men will
have treatment because tests show that
their cancer has changed, but some men
may decide that they want to have treatment
anyway, even when there are no signs of
any changes.

Are there any risks with active
surveillance?

If you are on active surveillance, there is a
chance that your cancer might grow. The tests
used to monitor your cancer aim to find any
changes early enough to treat it successfully.
Several studies have found that for men who
had surgery to remove the prostate (radical
prostatectomy) after a period of active
surveillance, the surgery was as effective

as if they had had it straight away.

However, although the tests used in active
surveillance are reliable at finding changes
in the cancer, there is always a chance that
changes may not be picked up.

Sometimes, men who have been diagnosed
with low risk prostate cancer may actually
have a more aggressive cancer which would
benefit from treatment. There is also a small
chance that the cancer may spread outside
the prostate or to other parts of the body
before being picked up, and treatment will
no longer be able to get rid of it.

There is also a risk that your general health
may change, which would make some
treatments unsuitable for you. For example,
if you were to develop heart problems, you
may not be able to have surgery to remove
the prostate if the cancer grows, as an
operation could be risky for you.

It is important that you discuss all the
advantages and disadvantages with your
specialist team, to help you decide whether
active surveillance is suitable for you.

Are there any side effects?

As active surveillance involves no treatment
there are no physical side effects. However,
many men find it difficult living with prostate
cancer and worry that it may change or
spread. Many men experience anxiety or
depression. It is unclear whether men on
active surveillance worry more about cancer
than men who have other treatments. Some
studies have suggested that some men on
active surveillance choose to have treatment
even though there is no change in their cancer
because they are worried about it.

You may find that it helps to talk to family or
friends about how you are feeling. You could
also speak to your specialist team or call
our confidential Helpline on 0800 074 8383.

Partners and family also often worry about their
loved one being on active surveillance, and
may find it helpful to talk to the specialist team.

Some people find that it helps to talk to other
men who have been on active surveillance.
There are prostate cancer support groups
throughout the country. You can find details
of your nearest group on our website or ask
your specialist team.

We can also arrange for someone who has
experience of active surveillance to speak to
you through our peer support service. Please
call the Helpline on 0800 074 8383 for more
information.

If you have access to the internet, you can sign
up to The Prostate Cancer Charity message
boards at www.prostate-cancer.org.uk

What if | change my mind?

If you decide that you would prefer to start
treatment, you can do so at any point.

You should speak to your specialist team
about which treatment option is best for you.
Depending on when you last had a biopsy,
you may need to have tests to see what stage
your cancer is at. For more information on
treatments, you can read our other Tool Kit
fact sheets or call our confidential Helpline
on 0800 074 8383.



Questions to ask your specialist team

How often will | have my PSA level checked?

Who will check my PSA level and give me the results?

How often will | see my specialist team?

How often will I have a digital rectal examination?

Will I need repeat prostate biopsies and how often?

How quickly would my PSA level have to rise for you
to recommend treatment?

What treatments could | have if my cancer grows?




More information

The Prostate Cancer Charity

This fact sheet is part of the Tool Kit. Call
our Helpline on 0800 074 8383 or visit our
website at www.prostate-cancer.org.uk
for more Tool Kit fact sheets, including an
A to Z of medical words which explains
some of the words and phrases used in
this sheet.

CancerHelp UK

www.cancerhelp.org.uk

CancerHelp is the patient information
website of Cancer Research UK. It contains
information on active surveillance and living
with cancer.

Cancer Counselling Trust
www.cancercounselling.org.uk
Phone: 020 7843 2292

Offers counselling for people with
cancer, friends and family.

Macmillan Cancer Support
www.macmillan.org.uk

89 Albert Embankment, London SE1 7UQ
Freephone helpline: 0808 808 0000
Mon-Fri 9am-8pm

Practical, emotional and financial

support for people with cancer, family
and friends.

Healthtalkonline.org
www.healthtalkonline.org

Watch, listen to or read personal experiences
of cancer diagnosis and treatment.

PSA levels

You may like to use this page to record the results of your PSA tests. If you need more space,
you can order PSA record cards by calling The Prostate Cancer Charity on 0800 074 8383.

4 Date PSA level )

4 Date PSA level
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The Prostate Cancer Charity makes
every effort to make sure that its
services provide up-to-date, unbiased
and accurate facts about prostate
cancer. We hope that these will add to
the medical advice you have had and will
help you to make any decisions you may
face. Please contact your doctor if you
are worried about any medical issues.

The Prostate Cancer Charity funds
research into the causes of, and
treatments for, prostate cancer. We
also provide support and information
to anyone concerned about prostate
cancer. We rely on charitable donations
to continue this work. If you would like
to make a donation, please call us on
020 8222 7666.

The Prostate Cancer Charity

First Floor, Cambridge House,

100 Cambridge Grove, London W6 OLE
Email: info@prostate-cancer.org.uk
Telephone: 020 8222 7622

The Prostate Cancer Charity Scotland
Unit F22-24 Festival Business Centre,
150 Brand Street, Glasgow G51 1DH
Email: scotland@prostate-cancer.org.uk
Telephone: 0141 314 0050

Website: www.prostate-cancer.org.uk

Fres and confidential Helpline
0800 074 8383

Mon - Fri 10am - 4pm, Wed 7pm - 8pm

Email: helpline@prostate-cancer.org.uk
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