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2 What to do after cancer treatment ends — 10 top tips

After cancer treatment,
it helps to know what to
expect and where you
can get further support.

This leaflet may be useful if you’re coming

to the end of your initial treatment or have
recently finished it. The information may also
be helpful if you have had cancer treatment
in the past.

Here are some suggestions to help you get
the best care and support available and to
help you lead as healthy and active a life
as possible.

Each hospital will provide care and support
in a slightly different way.
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1. Discuss your needs
and agree a plan of care

As you come to the end of your treatment, someone
from your hospital team will usually talk to you about
how you're feeling, how you might feel over the next
few months and about any side effects you've had.
This is sometimes called a holistic needs assessment
or an end-of-treatment assessment. It's a good time
to mention any concerns you have and to talk about
any worries about the future.

Some hospital teams use an electronic assessment
tool (pictured on the next page). You answer the
guestions on an electronic device, such as a tablet,
and then have a discussion with your healthcare
professional.

The purpose of the discussion is to find out any needs
and concerns you may have about your physical
health, emotions, spiritual health, work and family
life. It can be useful for you, and your healthcare
professional, to see where you may need help. And it
gives you an opportunity to get information, support
and a referral to other services, if appropriate.

Before the discussion, you may find it helpful to make
a list of things you'd like to talk about. You may also
want to have someone with you during the meeting,
such as a relative or friend.

You can use the notes pages at the back of this leaflet
to write down your questions.
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The healthcare professional you talk to will probably
be someone you know well from the hospital. This
could be your specialist nurse, doctor or therapist,
such as an occupational therapist, physiotherapist or
dietitian. If you don't have the discussion at this stage
of your treatment, you can request it at a convenient
time for you and your healthcare professional.

Your healthcare professional may create a care plan
with you, based on your discussion. The care plan will
help you to identify any care and support that might
be helpful to you in the future. It should summarise
any concerns you talked about during your discussion
and any help that was suggested or is already in
place. It should also list other services that may be
helpful for you. These may be other NHS services, or
local services run by other organisations.

Ideally, you should be given a copy of your care plan,
which you can keep and update as you need to.

You can discuss and develop it further at your
follow-up appointments or with your GP.
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2. Ask about a
Treatment Summary

A Treatment Summary is a document that may be
produced by your hospital team at the end of your
treatment. It will describe the treatment you've had
and give you a sense of what to expect now that
your treatment has finished. Knowing what happens
next can help you adjust to life after your main
treatment is over.

Your Treatment Summary will include information
about possible side effects or late effects of your
treatment. It will also describe any symptoms that you
need to let your specialist know about. It will include
dates of follow-up appointments, details about any
tests or investigations you might need in the future,
and contact details for your cancer team should you
or your GP need to contact them.

Your Treatment Summary should be discussed with
you, and you should be given a copy. A copy will also
be sent to your GP.

If you don't receive a Treatment Summary and would
like one, you can contact your hospital team and ask
if it is possible to have one.

You can contact your GP if you have any questions
about your Treatment Summary.
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Your GP may contact you within six months of your
diagnosis for a consultation called a Cancer Care
Review. In some practices you may see a practice
nurse who has received specialist training.

If your GP doesn’t contact you, you can ring your
surgery and ask for an appointment.

There are contact details for support organisations
on pages 18-19.
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3. Find your
main contact

Your hospital team should give you contact details of
who to get in touch with if you have any worries or
concerns about your health or possible side effects
of treatment. This may be a specialist nurse, doctor
or therapist, such as an occupational therapist,
physiotherapist or dietitian. This person may be
called your key worker.

Whoever your main contact is, they should be able
to point you in the right direction whenever you have
a concern you'd like some help with. Your GP might
be your main contact, but even if they're not, it's still
worth telling them about any problems you need
help with.
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4. Be aware of any
symptoms you may
experience after
treatment

If you have any ongoing symptoms or side effects
after your cancer treatment, such as eating difficulties,
bowel problems, pain or tiredness, you should speak
to your cancer specialist or main contact.

There are many professionals available who can
suggest ways to help you manage any symptoms.
Your doctor or main contact should be able to refer
you to someone, if needed.

We have more information about the possible

side effects of treatment at macmillan.org.uk
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5. Get support with
day-to-day concerns

Cancer can affect your work, relationships and
finances as well as your health.

You can get confidential advice and support from a
range of people and organisations to help you cope
with any changes to your life.

For example, you can get help from your local cancer
support centre, hospital social work department,

your workplace and organisations such as Citizens
Advice (see page 19).

Some hospitals offer Health and Wellbeing events
that provide information and support as well as the
opportunity to meet with other people in a similar
situation. Ask your main contact if there are any
events in your area.

You may also be able to get support from your family
and friends.

We can send you information about
work and cancer and help with the cost
of cancer. You can also speak to our cancer

support specialists and benefits advisers on
0808 808 00 00. If you're not sure who to
speak to, ask your main contact for suggestions.
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6. Talk about how
you feel

It's normal to have mixed feelings at the end of
treatment. You may feel relieved that treatment has
finished, but anxious about what will happen in the
future. It may help both you and your family to talk
about your worries and emotions. If you want extra
support from outside your family, you could ask
your GP or main contact to suggest somebody to
talk to, such as a counsellor or local support group
(see pages 18-19).

You may find our booklet Your feelings after

cancer treatment helpful.

Many people find social networking a useful way of
getting support. You can use our online community at
macmillan.org.uk/community to talk to people in
our chat rooms, start your own blog, make contacts
and join online support groups.

You can also encourage your family and friends to get
support for themselves.

‘We've had a huge, life-changing
shock, and it can take time for the full
extent of what you’ve been through

to present itself.’

Alison
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7. Try to lead a
healthy lifestyle

After having cancer treatment, leading a healthy
lifestyle can help speed up recovery and improve
your well-being. This includes:

* getting some regular exercise

* eating a balanced diet

* cutting down on the amount of alcohol you

drink (if you drink it)
* giving up smoking (if you smoke)
* being safe in the sun.

It's also a good idea to look at reducing stress in
your life, relaxing more and having some fun.

You can get more information from places such as
your GP practice, hospital team, local pharmacy or
community/leisure centre.

We have more information about the benefits
of doing regular exercise and eating a healthy
diet at macmillan.org.uk You can also watch our

videos on maintaining a healthy diet at
macmillan.org.uk/dietandlifestyle

If you prefer to read a booklet, you can order a variety
of these on be.macmillan.org.uk or call our support
line on 0808 808 00 00.
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8. Know what to look
out for

You may be worried about your cancer coming back
or possible late effects of treatment that can develop
months or years later. It's a good idea to discuss these
concerns with your healthcare team or main contact,
who can tell you what to look out for. They should also
be able to help you look at ways of coping with any
worries you may have.

You may find our leaflet Worrying about

e cancer coming back helpful.

You may be given guidance that will help you
self-manage. This means looking out for important
symptoms, knowing when to get help and where

to get help from. Knowing what can happen after
treatment ends will help you recognise any symptoms
as soon as they develop so that you can get advice.
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9. Be aware of your
own health

Most side effects of cancer treatment are temporary
and will begin to get better once treatment has
finished. However, some effects can last longer and
may occasionally be permanent. Others can develop
months, and sometimes years, after tfreatment.

It's helpful to be aware of your own health and what'’s
normal for you. If new problems or symptoms develop
between your appointments, or after you've stopped
having regular appointments, you should get in touch
with your main contact, hospital or GP for advice.
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10. Share your
experiences

Your experience of cancer and its treatment may be
helpful to other people who are about to start their
treatment. They may find it useful to hear about how
you coped, what side effects you had and how you
managed them.

There are also opportunities to influence future
healthcare by sharing your experiences. Ways you
can do this include:

* joining a patient group or forum
* volunteering with a cancer charity
* taking part in research and/or filling in
a satisfaction questionnaire
* letting NHS staff know what you think about

the care you received, or the care you would
like to have received.

If you want to get more actively involved, most
hospitals have a department to help you. These

are usually called Patient and Public Involvement
Departments or Patient Participation Groups.

Your main contact can also give you further information.

‘l know that when | was diagnosed,
| would have liked to have talked
with somebody who had been

through the same experience.’
Erik
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Further information

and support

We have more information on cancer
types, tests, treatments and living with
and after cancer. We also have details
of other helpful organisations and
support groups in your area.

Macmillan

Cancer Support

89 Albert Embankment,
London SET 7UQ

Tel 0808 808 00 00
(Mon—Fri, 9am-8pm)
Hard of hearing?

Use textphone

0808 808 0121,

or Text Relay.
Non-English speaker?
Interpreters available.
Alternatively, visit
macmillan.org.uk

To order any of our
booklets, visit
be.macmillan.org.uk
or call us on

0808 808 00 00.

Macmillan Cancer
Voices
www.macmillan.org.
uk/cancervoices

A UK-wide network that
enables people who
have or have had cancer,
and those close to them,
to speak out about their
experience of cancer.

Other useful
organisations

British Association

for Counselling and
Psychotherapy (BACP)
BACP House,

15 St John's Business Park,
Lutterworth LE17 4HB
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Tel 01455 883 300
Email bacp@bacp.co.uk
www.bacp.co.uk
Promotes awareness of
counselling and signposts
people to appropriate
services. You can search
for a qualified counsellor
at itsgoodtotalk.org.uk

Provides advice on a
variety of issues including
financial, legal, housing
and employment issues.
Find details for your

local office in the phone
book or on one of the
following websites:

www.citizensadvice.
org.uk

www.cas.org.uk

www.citizensadvice.
co.uk

You can also find advice
online in a range

of languages at
adviceguide.org.uk

www.gov.uk

Has comprehensive
information about social
security benefits and
public services.

www.healthtalk
online.org
www.youth
healthtalk.org

Both websites contain
information about some
cancers and have video
and audio clips of people
talking about their
experiences of cancer
and its tfreatments.

www.nhs.uk

The online ‘front door’
to the NHS. It's the
country’s biggest health
website and gives all the
information you need to
make decisions about
your health.

www.patient.co.uk
Provides information
about health and
illnesses.
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Disclaimer

We make every effort to ensure that the information we provide
is accurate and up to date but it should not be relied upon as

a substitute for specialist professional advice tailored to your
situation. So far as is permitted by law, Macmillan does not
accept liability in relation to the use of any information contained
in this publication, or third-party information or websites
included or referred to in it. Some photographs are of models.

Thanks

This leaflet has been written by the Consequences of Cancer
Treatment collaborative (CCaT), and edited by Macmillan
Cancer Support’s Cancer Information Development team.

It has been approved by our Chief medical editor, Dr Timothy
Iveson, Macmillan Consultant Medical Oncologist.

The Consequences of Cancer Treatment collaborative (CCaT)
was created in 2009 by Macmillan Cancer Support and the
Department of Health for England, to influence and improve
care for cancer survivors experiencing side effects of treatment,
whether shortly after treatment or in the longer-term.

CCaT members are: Jo Armes, Research Fellow Specialist Care;
Natalie Doyle, Nurse Consultant for Living With and Beyond
Cancer; Sara Faithfull, Professor of Cancer Nursing Practice;
Debbie Fenlon, Senior Lecturer; Diana Greenfield, Macmillan
Nurse Consultant; Gillian Knowles, Nurse Consultant;

Karen Robb, Consultant Physiotherapist for Cancer Services;
Karen Roberts, Macmillan Reader and Nurse Consultant in
Gynaecological Oncology; Claire Taylor, Macmillan Lead Nurse
for Colorectal cancer; Mary Wells, Professor of Cancer Nursing
Research and Practice; Isabel White, Clinical Research Fellow in
Psychosexual Practice; and Theresa Wiseman, Strategic Lead for
Health Service Research.

With thanks to: Dr Alastair Smith, Consultant Haematologist;
Noeline Young, Change Project Manager, Recovery Package,
Macmillan Cancer Support; Pauline Mcculloch, Colorectal Lead
Nurse; Macmillan GP Advisors: Dr Jackie Dominey, Dr Hong
Tseung, Dr Steven Beaven and Dr David Linden; and the people
affected by cancer who reviewed this edition.
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Throughout this booklet we’ve included quotes from people
who have finished their cancer treatment. They have chosen
to share their experience with us by becoming a Cancer Voice.
To find out more, visit macmillan.org.uk/cancervoices

We've also used quotes from healthtalkonline.org

Some names have been changed.

Sources

We've listed a sample of the sources used in this publication
below. If you'd like further information about the sources we use,
please contact us at bookletfeedback@macmillan.org.uk

Davies N, et al. The role of diet and physical activity in breast,
colorectal, and prostate cancer survivorship: a review of the
literature. British Journal of Cancer. 2011. 105: S52-S73.

Davies N, et al. Towards a personalised approach to aftercare:
a review of cancer follow-up in the UK. Journal of Cancer
Survivorship. June 2011. 5 (2): 142-151.

Department of Health, Macmillan Cancer Support and NHS
Improvement. Living with and beyond cancer. Taking action to
improve outcomes. 2013.

Elliott J, et al. The health and well-being of cancer survivors in
the UK: findings from a population-based survey. British Journal
of Cancer. 2011. 105: S11-S20.

Macmillan Cancer Support. Throwing light on the consequences
of cancer and its treatment. 2013.

National Cancer Survivorship Initiative (NCSI). www.ncsi.org.uk
(accessed August 2014).

Shalom M, et al. Do survivorship care plans make a difference?
A primary care provider perspective. Journal of Oncology
Practice. 2011. 7 (5): 314-8.

Stanton A. Psychosocial concerns and interventions for cancer
survivors. Journal of Clinical Oncology. 2006. 24: 5132-5137.



More than one in three of us will get cancer.

For most of us it will be the toughest fight

we ever face. And the feelings of isolation and
loneliness that so many people experience make
it even harder. But you don’t have to go through
it alone. The Macmillan team is with you every
step of the way.

We are the nurses and therapists helping you
through treatment. The experts on the end of

the phone. The advisers telling you which benefits
you're entitled to. The volunteers giving you a hand
with the everyday things. The campaigners improving
cancer care. The community there for you online,
any time. The supporters who make it all possible.

Together, we are all Macmillan Cancer Support.

For cancer support every step of the way,
call Macmillan on 0808 808 00 00
(Mon—Fri, 9am-8pm) or visit macmillan.org.uk

Hard of hearing? Use textphone

0808 808 0121, or Text Relay.

Non-English speaker? Interpreters available.
Braille and large print versions on request.
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