
Getting answers and 
discussing your needs



‘When you have cancer, you  
want to know exactly what is 
happening and how to combat  
it. Any information you can get 
from specialists can help you  
to win the battle.’
 
Dennis, shown on the front cover, got help from Macmillan 
when he was diagnosed with cancer.
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Introduction
As an older person, you may have specific questions 
and concerns about cancer. You may be experiencing 
health problems and be worried that they could mean 
you have cancer. Or you may have been diagnosed 
with cancer and have concerns that your age will affect 
the range of treatments you are offered.

Older people today are generally more physically active  
than previous generations. Many retired people enjoy a 
fulfilling life. So being diagnosed with cancer at this time can 
feel overwhelming and bring up many different emotions. 
Cancer can affect many areas of your life and it can have both 
a physical and emotional impact. It’s important to remember  
that many people with cancer are cured, and others are able 
to maintain an active life while living with cancer. Treatments 
for cancer are improving all the time. 

This booklet explains the healthcare system and what you 
should expect from your treatment and care. It also explains 
what support is available and what you can do if you  
cannot access treatment because it is not routinely available. 
There is information about:

• cancer symptoms

• being diagnosed with cancer

• discussing and agreeing on treatment

• practical and financial issues

• life after treatment

• palliative and end-of-life care

• caring for someone with cancer

• other useful resources.
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We have produced this booklet in a large format, so that it’s 
easier to read.

The information in this booklet aims to help you talk about 
cancer and discuss your needs. It suggests questions that you 
may want to ask at different times. Most of these questions 
have been written by people aged 70 or above who have been 
affected by cancer (*see inside back cover). We have suggested 
who may be best placed to answer each question. For some 
questions, this is likely to be a health or social care professional, 
such as your GP, nurses or cancer specialist (consultant). For 
others, a family member, friend or carer may be able to help. 
In the useful resources section on pages 66-69, we’ve included 
a list of health and social care professionals that you might 
meet, and what their roles involve.

You may find it helpful to write down your questions before 
going to appointments. You can use the notes pages at the 
end of the booklet (see page 76) to do this. It’s fine to make 
a note of the answers too, as it can be difficult to remember 
everything that is said.

If you would like to discuss this information, call the Macmillan 
Support Line free on 0808 808 00 00, Monday–Friday, 
9am–8pm. If you’re hard of hearing you can use textphone 
0808 808 0121, or Text Relay. For non-English speakers, 
interpreters are available. Alternatively, visit macmillan.org.uk

If you are a partner, family member or carer, you may also 
find this booklet helpful.

This information has been endorsed by Age UK.
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How to use this booklet 

We've divided the information in this booklet into sections. 
Each has a handy coloured tab, so it’s easy to find the 
information you need. Just look for the tab on the right of  
the booklet and flip straight to the information about that 
subject. The sections and their colours are shown below.

Cancer symptoms 10

Being diagnosed with cancer 16

Discussing and agreeing on treatment 22

Practical and financial issues 36

Life after treatment 46

Palliative and end-of-life care 52

If you are a carer 60

Useful resources 66

Introduction

You may find it helpful to read this booklet 
alongside our booklet, The cancer guide. It has 
more information about what to expect when 
you’re affected by cancer. 
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The questions in this booklet are presented in tables. We have 
indicated that the Macmillan Support Line or other helpful 
organisations may be able to help answer some questions. 

The table below shows some organisations that may be able 
to help and what they could be contacted for. To see the full 
contact details for these organisations, turn to pages 70–75.

Helpful organisations What they could help with

Age UK; Age Northern Ireland; Age Scotland;  
Age Cymru (Wales)

Financial or practical concerns, and details of local Age UK 
branches. These offer a range of services to older people 
that could help if you have been diagnosed with cancer.

Carers UK; Carers Northern Ireland; Carers Scotland;
Carers Wales.

Caring for someone with cancer or another health condition.

Citizens Advice (England and Wales) Financial or practical concerns or questions.

NHS Direct (England); Health and Social Care in Northern  
Ireland; NHS 24 (Scotland); NHS Direct Wales.

Symptoms and any problems you experience with  
your health.

Older People’s Advocacy Alliance (OPAAL) Getting practical and emotional support when you have 
been diagnosed, and while you’re receiving treatment.

Patient Advice and Liaison Service (PALS) (England) All hospitals in England have access to PALS. They are  
there to help with any queries you have. They can also help 
if you would like to make a complaint about your treatment 
and care.

Social services (contact your local council) Help at home (such as shopping or cleaning), intensive 
home care and specialist equipment. See page 40 for  
more information about social services.

6
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Cancer symptoms
As you get older, you are more likely to experience one 
or more health conditions. It can be easy to assume 
that new problems are part of the ageing process or 
existing conditions. But if you are experiencing any 
new, persistent symptoms, there is a chance they could 
be a sign of cancer, so it’s important that you tell a GP 
or another healthcare professional. 

In particular, if you notice any of the following 
symptoms, you should contact your GP:

•  Hoarseness of the voice that lasts more than  
three weeks.

•  A cough that lasts more than three weeks, or coughing 
up blood.

• A new lump that doesn’t go away.

•  A sore or ulcer, on the skin or in the mouth, which  
won’t heal.

•  A mole that changes in size, shape, sensation or colour, 
or any change to the skin.

• Blood in your stools or urine.

• Bleeding from the vagina.

• Indigestion that doesn’t go away or keeps coming back.

• Unexplained weight loss.

• A change in bowel habit that lasts longer than six weeks.
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These symptoms can be caused by conditions other than 
cancer. Even if they are not symptoms of cancer, your GP will 
be able to help you manage them.

Some people with these symptoms are reluctant or 
embarrassed to tell their GP. However, if cancer is found early, 
treatment is more likely to be successful, so it's important to tell 
your GP about these symptoms.

Cancer symptoms

We can send you more information about 
cancer symptoms. Call the Macmillan Support 
Line on 0808 808 00 00.
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Questions about 
symptoms
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you could approach  
with a particular question, but other people may  
also be able to help.

Who you could ask

Questions

Family, 
friends 
or 
partner

GP practice 
manager or 
receptionist 

Your 
GP

Practice 
nurse Pharmacist

Macmillan 
Support 
Line or 
other useful 
organisations 
(see page 6)

Someone in my family has had cancer. Am I likely to get it too?

I’ve heard of screening programmes. How can I be screened?

If the screening results show no problems, can I relax?

Should I talk to my GP about this symptom?

What do these symptoms mean?

If I’m tested for a particular cancer, how will I get the results?

How long will I have to wait for test results?

What can I do if I’m not happy about the care my  
GP is providing?
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How cancer  
is diagnosed
Some people experience symptoms and begin by 
seeing their GP. Or you may have attended a cancer 
screening programme and the doctor may have some 
concerns about the results. 

If your GP thinks that you have symptoms that may be caused 
by cancer, they will examine you and refer you to a cancer 
specialist at the hospital for tests. At the hospital, the doctor 
will take your medical history and do a physical examination. 
You may have x-rays, scans or blood tests taken. Your doctor 
may need to take a sample of the lump or abnormal area – 
this is known as a biopsy. The biopsy sample is then examined 
so that the doctors can see if there are cancer cells, and if so, 
what type they are.

Scans are used to build up detailed images of the inside of 
your body. They can help doctors see what might be wrong. 
Scans can measure the size of the cancer and whether it  
has spread to other tissues or nearby lymph nodes (glands). 
This process is called ‘staging’. Once they know the type and 
stage of the cancer, the doctors can discuss with you how best 
to treat it.

We can send you more information about 
screening, tests and the different types of 
cancer. Call the Macmillan Support Line on 
0808 808 00 00.
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Your feelings

A cancer diagnosis is a devastating experience for most 
people. Many people feel shocked, angry, sad, numb and 
unable to believe what is happening. Some people have said 
that once they were told they had cancer, they didn’t hear the 
rest of the conversation at all. 

You may find that you can only take in small amounts of 
information at a time and that you have to keep asking the 
same questions again, or need to be told the same bits of 
information repeatedly. This is a common reaction to shock. 
Some people find that they need help to deal with their 
feelings and emotions. 

There are many ways of coping with the 
emotions and feelings that cancer can cause. 
Some of these are discussed in our booklet 
How are you feeling? We can send you a copy 
for free. You can also call our cancer support 
specialists on 0808 808 00 00. 

Being diagnosed with cancer
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Questions about  
being diagnosed
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you could approach  
with a particular question, but other people may  
also be able to help.

Who you could ask

Questions

Family, 
friends 
or 
partner Your GP

Your 
cancer 
specialist

Your 
cancer 
nurse

Social 
worker

Macmillan 
Support 
Line or 
other useful 
organisations 
(see page 6)

What exactly is my diagnosis?

Has the cancer spread, if so, how far?

Will I need any more tests?

What are my treatment options and what are the pros  
and cons of each?

What will treatment involve?

How successful is treatment likely to be?

Am I going to die?

Who can I talk to about how I’m feeling?

How can I get practical and financial help?
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Discussing and 
agreeing on treatment
The aim of cancer treatment is either to cure the cancer 
or to control it and relieve its symptoms. Treatments can 
include surgery, radiotherapy, chemotherapy, hormonal 
therapy and targeted treatments (that target specific 
molecules within cancer cells). 

It’s important to discuss your treatment options and what 
treatment may involve. Some people find that learning more 
about their treatment helps them feel prepared. It can also 
allow you to think ahead and identify the needs of anyone  
you have caring responsibilities for.

We can send you information about the 
different types of treatment. We also have 
information about making treatment decisions. 
Call the Macmillan Support Line on 0808 808 
00 00 to order any of these resources for free.

Access to treatment and your rights

Your age should not stop you from being offered many  
of the available treatments for cancer. However, some types  
of treatment, particularly some chemotherapy drugs, are 
effective in younger people but don’t work as well for some 
older people. The side effects of some treatments may also be 
more severe if you have other health problems and are taking  
other medicines. 
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If your doctor does not recommend a particular treatment,  
it may be because it is unlikely to be helpful and not because 
of your age. Or it may be because they believe the side effects 
will be too severe. 

If you have other health conditions, for example lung or kidney 
disease, it may prevent you from being offered certain types 
of treatment. If this is the case, your doctor should explain 
the range of treatments that are available and why particular 
treatments may not be effective. 

Like all patients, you have the right to:

• be treated with dignity and respect

• see your medical records

•  be given information about any proposed treatment, 
including its aims and side effects

• expect confidentiality 

• ask for a second opinion

• refuse treatment

• make a complaint.

Protection against discrimination 
In England, Scotland and Wales, the Equality Act 2010 protects 
anyone who has, or has had, cancer. Even if a person who 
had cancer in the past has been successfully treated and is 
now cured, they will still be covered by the act. This act protects 
you from being unfairly treated (discriminated against), 
harassed, or victimised on the basis of your disability or your 

Discussing and agreeing on treatment
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age. The act means it is no longer lawful, without good  
and sufficient reason, to provide inferior services or refuse  
to provide them at all because of a person’s perceived age. 
This includes NHS services but not those in the financial 
services sector (such as travel insurance).

The act also protects anyone who is caring for someone who 
is elderly or has cancer from discrimination, harassment or 
victimisation because of their caring responsibilities. 

People with a disability in Northern Ireland are protected by 
the Disability Discrimination Act 1995. Carers who are also 
employees are also protected from direct discrimination and 
harassment in the workplace in Northern Ireland.

For detailed information about your rights under the Equality 
Act or Disability Discrimination Act, contact the Equality 
Advisory and Support Service. In Northern Ireland, contact  
the Equality Commission for Northern Ireland. See page 74  
for contact details.

Personalised treatment
There is no single treatment that is right for everyone, and  
it may be difficult for you and your doctors to decide which  
is best for you. Doctors should personalise your treatment.  
This means planning treatment to suit your particular situation.  
They should consider your general health and your biological 
age (how well your body is working) rather than just how old 
you are in years (your actual age). 

They should also be sensitive towards any religious or spiritual 
beliefs that you may have shared with them. For example, this 
could mean providing you with information about therapies 
that could improve your spiritual well-being, such as meditation. 
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NHS services should be provided equally to everyone, 
regardless of age, gender, race, disability, sexual orientation, 
religion or belief. 

Treatment guidelines
There are official national guidelines and standards that 
explain what should happen when someone receives cancer 
treatment. These guidelines and standards may differ 
depending on where you live in the UK. You can ask your 
healthcare team to show you these documents. 

Respecting your dignity
You have a right to expect that the people caring for you  
will respect your privacy and be sensitive to your needs.  
This may be as simple as them asking you what you would 
like to be called, rather than assuming that they can call you 
by your first name. It also means giving you privacy during 
physical examinations. If you find a situation embarrassing  
or distressing, then let the doctor or nurse know so that they 
can help to make things more comfortable for you. 

If a drug isn’t available
If a treatment that may help control your cancer isn’t available 
to you, it can be difficult to know what to do. To begin with, it’s 
important to talk to your cancer specialist. You can then both 
decide if it really is the best treatment for you. 

You may decide that you want to apply to your local health 
body for a treatment. If so, you’ll need to follow the procedures 
it sets. This can differ from region to region. Some local health 
bodies have leaflets or information on their websites explaining 
what you should do. Your specialist will also explain the local 
process to you. 

Discussing and agreeing on treatment
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If you live in England and are denied a particular drug 
because it is too expensive, you may be able to access it 
through the Cancer Drugs Fund. This is a special fund set up 
by the government. It is only available after all other sources  
of NHS funding have been investigated. If you think you may 
be eligible for the fund, you can discuss it with your specialist. 

The governments in Scotland, Northern Ireland and Wales 
decide separately how they spend their money on health.  
All three have chosen not to create a Cancer Drugs Fund,  
but are looking at different ways to improve access to  
cancer drugs. 

We can send you more information about what 
you can do if a treatment isn’t available and 
about the Cancer Drugs Fund.

Accessing cancer information
Information can help you make informed choices. You  
should be given as much information as you need to help  
you understand your diagnosis, treatments and possible  
side effects.

If your eyesight is poor, many organisations, including 
Macmillan, produce information in large print. We can produce 
Braille versions of our information resources on request. Some 
of our booklets are also available as audio CDs. 

If you have hearing difficulties or are deaf, some of the  
videos on our website have British Sign Language translation. 
Visit macmillan.org.uk/bsl 

We also have information in other languages. 
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Consent
Before you have any treatment your doctor will explain its aims 
to you. They will ask you to sign a form saying that you give 
your permission (consent) for the hospital staff to give you the 
treatment. No medical treatment can be given without your 
consent. Before you are asked to sign the form, you should  
be given full information about:

• the type and extent of the treatment 

• its advantages and disadvantages 

• any significant risks or side effects 

• any other treatments that may be available.

If you don’t understand what you’ve been told, let the staff 
know straight away, so they can explain again. Some cancer 
treatments are complex, so it’s not unusual to need repeated 
explanations. You are also free to choose not to have the 
treatment and should be told what will happen if you choose 
this option. You also have the right to choose a treatment that 
you think is the best option for you, even if the people treating 
you disagree.

Confidentiality
Doctors and other health professionals aren’t allowed to share 
details of your diagnosis and treatment with family, friends or 
carers without your permission. They also have to involve you 
in any discussion about your care. Discussions are only allowed 
to take place without you if you have given permission; or if 
you are unable to make decisions about your care and have 
registered a lasting power of attorney (health and welfare), 
naming someone to make such decisions on your behalf. See 
page 28 for more information about lasting power of attorney.

Discussing and agreeing on treatment
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Mental capacity 
Mental capacity is the ability to understand and retain 
information, and to make decisions based on that information. 
For example, a person may be unable to make a particular 
decision at a specific time about a proposed treatment 
because they lack mental capacity. If a person lacks mental 
capacity, a doctor must act in their best interests and attempt 
to get information about what they would want from those 
close to them. 

Advanced decisions and lasting power of attorney
Some people write down what treatments they would refuse 
and under what circumstances they would refuse them 
in advance. This is called an advanced decision to refuse 
treatment. You can also set up a lasting power of attorney 
(health and welfare). In Scotland, this is called a welfare power 
of attorney. You can also set up a power of attorney that relates 
to finances.

In Northern Ireland, there is no power of attorney to give 
someone the right to make decisions on your behalf. 

When your healthcare is not as good as it should be  
– making a complaint
Most of the time, treatment and care within the NHS goes 
well. However, this is not always the case and you may not be 
happy with the care you have received. Discussing this with the 
healthcare professionals involved or another person on the 
team can often resolve the issue. It’s a good idea to raise any 
concerns you have at the time you notice them so that they can 
be addressed promptly. However, if this doesn’t work, or if you 
feel talking about the issue with the people involved won’t help, 
you may want to complain. Complaints can also be made by 
someone acting on your behalf, with your consent. 
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All hospitals and GP practices have someone who is 
responsible for dealing with complaints, usually called the 
complaints manager. Your local hospital or trust will have its 
own complaints leaflet that explains the national complaints 
procedure that they must follow. They can give you a copy. 

A good place to get free advice about making a complaint is 
your local Citizens Advice (see page 72). In England, you can 
also contact a Patient Advice and Liaison Service (PALS). PALS 
can usually help solve problems or they can put you in touch 
with the Independent Complaints and Advocacy Service (ICAS), 
which can give you advice about making a formal complaint. 

The Older People's Advocacy Alliance (OPAAL) offers 
independent advocacy services which can help to ensure 
that all relevant procedures are used, all options explored, 
and sufficient attention is given to the circumstances of each 
individual cancer patient. See page 75 for contact details. 

In Northern Ireland, you can get help and advice from the 
Patient and Client Council – call 0800 917 0222 or visit 
patientclientcouncil.hscni.net

In Scotland, you can get advice from your local NHS Board. 
Visit scotland.gov.uk/Topics/Health/NHS-Scotland/Boards 
to find contact details for your local board. In Wales, help  
and advice is available from your Community Health Council. 
Visit wales.nhs.uk to find your local health council. Its details 
are also in the phone book. 

We have more information about making a 
complaint, advance decisions and power of 
attorney, which we can send you for free.

 

Discussing and agreeing on treatment
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Questions  
about treatment
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you could approach  
with a particular question, but other people may  
also be able to help.

Who you could ask

Questions
Family, 
friends or 
partner Your GP

Your 
cancer 
specialist

Your 
cancer 
nurse

Macmillan Support 
Line or other useful 
organisations 
(see page 6)

What’s the aim of the treatment?

What will my treatment involve?

How long will I need to spend in hospital?

What are the chances of success?

What will the side effects of treatment be?

Am I allowed to stop the treatment if I want to?

What are the alternatives to the treatment being offered?

Will where I live affect the treatment I get?
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More questions about 
treatment and rights
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you could approach with  
a particular question, but other people may also be 
able to help.

Who you could ask

Questions
Family, 
friends or 
partner Your GP

Your 
cancer 
specialist

Your 
cancer 
nurse

Macmillan Support 
Line or other useful 
organisations 
(see page 6)

What is a clinical trial?

If I choose not to take part in a clinical trial, how will this  
affect my treatment?

What can I do before, during or after my treatment to help  
my recovery?

Who can I talk to about how I’m feeling?

How can I get practical and financial support?

I am a carer for my partner. How might the treatment  
affect this?

Do I have a clinical nurse specialist (CNS) and how do  
I contact them?

If I’m not happy with the care I’m receiving, what can I do?
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Being independent

It can feel difficult having to rely on others for help with practical 
issues. If you are missing your independence, you could explain 
to those around you that this is how you’re feeling. You could 
say something like, ‘I really do appreciate your help right now. 
I’ll let you know when I’m ready to manage on my own.’

Often, the loss of independence is a temporary situation while 
you recover from the initial treatment for your cancer. Ask your 
doctor what you should expect. You shouldn't do too much, 
too soon while you're recovering. Once you feel better you can 
start to take on more.

During treatment, it can help to continue doing things that 
you enjoy, if possible. Some people find keeping to as normal 
a routine as possible very reassuring. Although your energy 
levels may be lower during treatment, most people find that 
they have ‘good days’ and ‘bad days’.

Taking medicines

Many people find they have to take an increasing number of 
medicines in general as they get older. You may have trouble 
remembering what you’ve taken or be worried about the 
practicalities of taking several medicines. Your pharmacist  
or GP can advise you on the best way to take your medicines.  
You may find it helpful to use a daily dosing system box  
(such as a nomad or dosette box).

A dosette box is used to store all your pills, separated into 
compartments for the different times of the day, and for 
different days of the week. You can then see at a glance 
whether you have taken all your pills correctly.
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If you feel you would benefit from a dosette box you can speak 
to your local pharmacist. Most pharmacies will have a special 
agreement with local GPs to provide this service. In many 
cases this service is free of charge. Your medicines are usually 
supplied on a weekly basis. 

This service is not always suitable for everyone (for example if 
the strength or dosage of your medicines are often changing)  
so it’s best to discuss this first with your pharmacist. 

It’s also important not to take supplements or over-the-counter 
medicines without telling your doctor first, as these medications 
may interfere with your cancer treatment.

Transport 

You may have difficulties getting to and from the GP surgery 
or the hospital. Sometimes your GP or district nurse will be 
able to see you at home instead. If you don’t have your own 
transport and can’t travel by public transport to the hospital, 
ask your GP about other options. Most areas have volunteer 
drivers who will take you to hospital appointments for the  
cost of the petrol or your doctor may be able to organise  
an ambulance or ambulance car.

Some hospitals also offer free or cheaper parking for  
people having cancer treatment, but these are often not  
well-publicised. You can ask at your hospital if this help  
is available to you.

Practical and financial issues
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Financial help and benefits

Having cancer can be expensive in many ways. You may have 
to pay for phone calls or transport to and from the hospital. 
However, help is available if you’re struggling to cope with  
the financial effects of cancer.

•  Benefits You may be entitled to state benefits or 
financial support. If someone is caring for you, they may 
also be entitled to benefits. Our experienced welfare 
rights advisers can tell you more. 

•  Financial guidance We have a team of financial 
guides who can help you with financial decisions,  
for example about pensions, insurance or savings. 

•  Grants Macmillan provides one-off grants to help 
people affected by cancer who are struggling to meet 
their practical needs, such as paying their heating bills  
or buying extra clothing.

To find out more about how we can help, call 
the Macmillan Support Line on 0808 808 00 
00. We can also send you our booklet Help with 
the cost of cancer, which has more information 
about benefits, transport and financial support. 
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Coming home from hospital

Before you are discharged from hospital, the nurses and 
doctors should talk to you about any extra support you may 
need to manage at home. Although you may be keen to go 
home as soon as possible, take time to think about whether 
you are fit enough to cope, and whether you may need help 
with shopping or other tasks. 

It’s much easier to arrange the help and support that you need 
before you leave the hospital. If you have family or friends, find 
out what they can do to help. Once you get home, if you find 
you need more help, don’t be afraid to ask your GP or your 
healthcare team. Ensuring you can get help and support at 
home is particularly important if you live alone. 

The hospital staff should send your GP surgery a letter to  
let them know that you have been discharged from hospital.  
If no one from your GP practice calls you, it’s a good idea  
to call them to let them know you’ve been discharged. 

Hospital staff should also make arrangements for any care 
you are going to need at home. This may include district 
nurses and nurses who are experts in symptom control and 
supporting people with cancer (sometimes called palliative 
care nurses). District nurses can give nursing care, such as 
dressing wounds or continence support. Palliative care nurses 
can give advice on pain and symptom control and provide 
emotional support. 

Age UK (see page 71) produces two leaflets called Care At 
Home and Going into hospital that explain your options. 
Before you go home, the hospital staff should give you phone 
numbers and contact details of who can help if you have any 
concerns about your recovery or care package.

Practical and financial issues
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Help from social services

If you need more support at home, the hospital staff may 
arrange for you to have a community care assessment by 
social services. A social worker or care manager will carry out 
the assessment, which may involve other people such as the 
hospital doctors, nurses and your GP. The assessment will help 
create a care plan that sets out the services you are eligible to 
receive to help you manage at home. It will be discussed with 
you and anyone who helps look after you. 

Depending on where you live, services may include:

•  home help – to give assistance with general  
household tasks

•  home care – to help you with personal care,  
such as washing and dressing

•  delivering meals to you at home (meals on wheels)

•  adaptations and aids that make it easier for you  
to live at home, for example, ramps or handrails.

Your local council may carry out a financial assessment to 
see if you should pay towards the cost of the services they 
provide. Charges vary from council to council and are different 
depending on where you live in the UK. You may not have to 
pay for any services if you have a low income. In this case you 
may be entitled to direct payments from the local authority, 
which you can use to arrange and pay for your own care.  
You can get more information about the charging policy  
from your care manager or social worker. 

Carers also have the right to have their needs assessed.  
This is called a carer’s assessment. 
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Questions about 
practical and  
financial issues
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you could approach  
with a particular question, but other people may  
also be able to help.

Who you could ask

Questions Hospital 
receptionist 

GP 
receptionist Your GP

Your 
cancer 
nurse

Your 
social 
worker

Macmillan 
Support 
Line or 
other useful 
organisations 
(see page 6)

How can I get help with transport?

Can I get help with travel costs?

If I can’t attend the date or time of an appointment,  
what can I do?

Can I get financial benefits or grants,  
such as a Macmillan Grant?

Who can I speak to about my financial concerns?

How can I get help with my energy bills?
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Who you could ask

Questions Hospital 
receptionist 

GP 
receptionist Your GP

Your 
cancer 
nurse

Your 
social 
worker

Macmillan 
Support 
Line or 
other useful 
organisations 
(see page 6)

How can I get help with transport?

Can I get help with travel costs?

If I can’t attend the date or time of an appointment,  
what can I do?

Can I get financial benefits or grants,  
such as a Macmillan Grant?

Who can I speak to about my financial concerns?

How can I get help with my energy bills?

Practical and financial issues
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Life after treatment
It can take a while to recover from the effects of treatment. 
Some people may continue to feel tired for up to a year or 
more after treatment has ended. It’s important to look after 
yourself at this time. Don't expect too much or pretend that 
you’re fine if you are not. It can help to talk to your cancer 
specialist about when you can start doing the things you 
enjoy again, such as exercise or other activities. 

Many people expect to feel pleased and relieved and able to get  
on with life again once treatment ends. In fact they often feel 
depressed, alone and abandoned. These feelings are a normal  
part of adjusting to life after cancer treatment. You may feel unsure  
of what lies ahead. And you may worry about whether the cancer  
will come back. However, most people find that these feelings get 
better as time goes on.

Some people celebrate their recovery by spending more time with 
family and friends or taking a long-planned holiday. If you’re 
planning a holiday abroad, we can send you information about  
travel and getting travel insurance.

You may find it helpful to read our booklet Life 
after cancer treatment, which discusses ways to stay 
healthy and adjust to life after treatment.
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Questions you may have  
about life after treatment
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you might approach  
with a particular question, though other people  
may also be able to help. 

Who you could ask

Questions

Your 
family, 
friends or 
partner

Your 
GP

Practice 
nurse Pharmacist

Macmillan 
Support Line 
or other useful 
organisations  
(see page 6)

Who can I talk to about how I’m feeling?

Are my feelings normal?

Are there any support groups in my area?

Can any voluntary organisations help me with everyday tasks?

Can social services help me?
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Who you could ask

Questions

Your 
family, 
friends or 
partner

Your 
GP

Practice 
nurse Pharmacist

Macmillan 
Support Line 
or other useful 
organisations  
(see page 6)

Who can I talk to about how I’m feeling?

Are my feelings normal?

Are there any support groups in my area?

Can any voluntary organisations help me with everyday tasks?

Can social services help me?

Life after treatment
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Palliative and  
end-of-life care
You may reach a stage where your doctors tell you that  
there are no more treatments available to control the cancer. 
It can be very upsetting and shocking to be told that your 
illness can’t be cured, and you may need help and support  
to cope with this news.

Although this can be a particularly difficult time, there is much that 
can be done to maintain your quality of life for as long as possible, 
and control any symptoms that occur.

You may find it helpful to read our booklets Coping with advanced 
cancer and End of life: the facts. 

Care preferences 

One of the important decisions that you may need to make if you 
know you’re not going to get better is, ‘Where do I want to live  
and be cared for?’

At home
If you don't have family, friends or a carer who are able to look  
after you, there are services that can help. These are listed on  
pages 71–73 or your GP can arrange some of them for you. 

Palliative care nurses specialise in controlling symptoms and 
supporting people with cancer. They can visit you at home. 

Your healthcare team and support from social services should help 
you to stay at home if you wish. However, if you or the person looking 
after you are no longer able to cope at home, there are other services 
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available. The person looking after you may like to read our booklet 
Caring for someone with advanced cancer.

Residential and nursing homes
Residential and nursing homes can offer short-stay or long-stay  
care. Your GP, district nurse or social worker can arrange this for  
you. These homes charge a fee, although you can sometimes get  
this paid for you if you have little or no savings.

Lists of local registered care homes, and details of registered nursing 
homes, are available from your local social services department and 
your area health authority. You can get further information about 
finding a nursing home from Age UK and the Elderly Accommodation 
Council. See pages 71 and 73 for contact details.

Hospices
Hospices specialise in the control of pain and other symptoms.  
Many people affected by cancer like to be looked after at home,  
but you may be more comfortable being looked after in a hospice. 
It’s quite common for someone to go into a hospice for a short time 
so that their symptoms can be closely monitored and brought under 
control, before returning home. 

Hospices are smaller and quieter than hospitals and often work 
at a much gentler pace. Many have kitchens, sitting rooms and 
accommodation for relatives, and maybe even a bar. Accommodation 
and care in a hospice is always free of charge.

You can find out more about your local hospice from your GP 
or by contacting Help the Hospices. Age UK produces a range  
of leaflets about housing issues that you may find helpful.  
See pages 73-74 for contact details.

Palliative and end-of-life care
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Legal and financial affairs

If you have been told that you won’t recover from your cancer,  
there are steps you can take in advance to make sure your legal  
and financial affairs are looked after. 

Our booklet Sorting out your affairs contains 
information about making arrangements such as 
setting up power of attorney, writing a will and 
inheritance matters. You can also speak to our 
Financial Guidance team for free on 0808 808 00 00.
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Questions about palliative 
and end-of-life care
Below are some questions you may wish to ask  
and people who may be able to answer them.  
The tick indicates a person you might approach  
with a particular question, though other people  
may also be able to help. 

Who you could ask

Questions

Your 
family, 
friends  
or partner Your GP

Your 
cancer 
specalist

Your 
cancer 
nurse

Hospice 
staff

Macmillan 
Support Line 
or other useful 
organisations  
(see page 6)

What is going to happen to me?

Can I choose where I live and am cared for?

What financial issues do I need to consider?

Will Macmillan nurses be available and who will contact them?

Can I and/or my partner receive counselling?

Is bereavement counselling available for my loved ones?

Who can I talk to about how I am feeling?

Can I choose who will be there when I die? 

Will any religious or spiritual wishes I have be met?

Where can I get more information about the end of life?
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Who you could ask

Questions

Your 
family, 
friends  
or partner Your GP

Your 
cancer 
specalist

Your 
cancer 
nurse

Hospice 
staff

Macmillan 
Support Line 
or other useful 
organisations  
(see page 6)

What is going to happen to me?

Can I choose where I live and am cared for?

What financial issues do I need to consider?

Will Macmillan nurses be available and who will contact them?

Can I and/or my partner receive counselling?

Is bereavement counselling available for my loved ones?

Who can I talk to about how I am feeling?

Can I choose who will be there when I die? 

Will any religious or spiritual wishes I have be met?

Where can I get more information about the end of life?
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If you are a carer
A carer is someone of any age who provides unpaid support 
to a family member or friend with cancer who could not 
manage without this help.

As a carer of someone with cancer, you have an important role in 
helping to maintain their quality of life as you support them through 
this difficult time. People deal with cancer in many different ways – 
there is no single or ‘right’ way to deal with it. 

The important thing is to do what’s right for you and the person  
you care for. In the same way, there are no magic phrases or 
approaches, which are the correct thing to say, or do, when caring  
for someone who has cancer. Often, the important thing isn’t what 
you say, but how you listen.

Taking care of yourself
Caring can be very hard work, both physically and emotionally. If 
you’ve been caring for your partner, relative or friend for some time, 
you may already be completely drained. It can be easy to carry on, 
ignoring how exhausted you are, because you feel that only you can 
do what needs to be done. Asking for help can be difficult and may 
seem disloyal. You may have to teach yourself to say yes to offers 
of help with shopping or cleaning, so that you can free up time and 
energy to do the personal things that only you can do.

Carer’s assessment

If you provide ‘regular and substantial’ care for someone over 18, 
you have the right to a carer’s assessment from the social services 
department at your local council. This is a chance to discuss what help 
you need as a carer, and what social services can provide. 
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If you are a carer

This is your right by law, under the Carers (Recognition and Services) 
Act 1995 and the Carers and Disabled Children Act 2000. You don’t 
have to be living with, or related to, the person you care for to  
be assessed.

For more information about carers assessments, contact your local 
council (social work department in Scotland) or Carers UK (see page 
71). The person you care for is also entitled to have their needs 
assessed by social services. This is called a care assessment. 

Our booklet Hello, and how are you? is written for 
carers, by carers. You may find it helpful. Call our 
cancer support specialists to order a free copy.

You can get equipment and appliances that may make it easier for 
both of you to cope at home. Your specialist nurse or social services 
can explain what can be provided. The Disabled Living Foundation 
(DLF) can give you more information (page 73).

If you are a carer with cancer

This section provides information and support for you if you are a 
carer who has been diagnosed with cancer yourself. It may also be 
useful if you are caring for someone with cancer and have another 
health condition.

As we get older, it becomes more likely that we’ll be responsible for 
caring for a partner, relative or friend who is disabled or ill. If you’re 
a carer and you are diagnosed with cancer, this may seem like an 
overwhelming situation. You will need time to think about how you’re 
going to manage to care for someone while you yourself are ill and 
possibly having treatment.
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You’ll need to understand what treatment you need for your cancer, 
and how this will affect your health and ability to care for someone 
else in the short and long term. You should be told when your 
treatment can start and how long it might take. This can help you 
decide whether you can continue in your role of carer, with help and 
support, or whether other arrangements will need to be made for the 
person you care for.

If the person you’re caring for is mentally alert, then it will help to  
talk through how you are both going to cope now that you have  
been diagnosed with cancer. If the person you care for is unable  
to fully understand your illness (for example, if they have dementia  
or learning difficulties), you may find it helpful to talk things through  
with someone else, such as another family member or close friend.

Tackle things in simple steps:

•  Decide whether you can involve the person you care for in any 
planning. For example, you could ask them who they would like 
to care for them if you have to go into hospital for a period of 
time, or if they would be happy to spend a short time in a care 
home. If you aren’t able to include them in the planning, find  
a trusted family member or close friend and talk things through 
with them. You can also talk to our cancer support specialists  
on 0808 808 00 00.

•  Take a realistic look at the needs of the person you care for. 
Could they manage at home temporarily without your support? 
What do you do each day? What could other people do?  
There are services that can offer temporary help, such as  
respite care. Our cancer support specialist can tell you more.

•  Talk through your caring responsibilities and your planned 
treatment with one of the medical and nursing team. Ask how 
soon you’ll be able to go back to your caring role.
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•  Talk to your GP, health visitor or social services about what is 
happening and find out what must happen to arrange suitable 
additional help at home or a temporary place in residential 
care and how quickly this could be available. Age UK has 
information about temporary stays in care homes and possible 
costs. See page 71 for contact details.

•  Once arrangements are in place, talk again to your cancer 
team and give them the go-ahead for your treatment to begin.

•  It can help to have a few restful days before your operation or 
the start of treatment, when you don’t have to do your caring 
duties. This will give you the chance to build up your strength, 
catch up on some rest and get yourself organised.

If the person you care for hasn’t been involved in your plans, you’ll 
need to decide when to tell them about the changes that are needed. 
This can be a difficult conversation. Don’t feel that you are to blame, 
and try not to feel guilty about the changes you are forced to make at 
this time. Your cancer treatment may be your number one priority for 
a time, and you’ll need to concentrate on getting well again.

Support for each other

No one knows more about the impact cancer has on a person’s  
life than those who have been affected by the illness themselves. 
That’s why we help to bring people with cancer and carers together 
online and in their communities. 

You can find out about people affected by cancer who meet in your 
area to support each other by calling us on 0808 808 00 00 or 
by visiting macmillan.org.uk/selfhelpandsupport You can also 
share your experiences, ask questions and get support from others by 
heading to our online community at macmillan.org.uk/community

If you are a carer
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The healthcare team
During your diagnosis, treatment, and in your life after 
cancer, you’ll meet different health and social care 
professionals. Some of them work in the community  
and look after you at home. Others are based in hospitals  
or treatment centres.

The community team

Depending on your needs, you may meet social workers, district 
nurses and other professionals working in the community, as well  
as your GP. 

GP
Your GP is responsible for your healthcare while you’re at home.  
They work closely with other members of your healthcare team. 
GPs can organise referrals to specialists and help with any ongoing 
symptoms and side effects from your cancer and its treatment.  
They can also:

•  organise services if you need practical help with daily living

• help answer any questions you may have about your health

•  support you by talking through any decisions you may have  
to make about your treatment 

•  talk to family members about your illness  
(only with your permission) 

• talk with you if you are unhappy with any part of your care.

Community and district nurses
Community and district nurses work closely with your GP. They are 
sometimes based at a GP practice. They can visit your home (and 
residential care homes) to provide care and support to you and your 
carer(s) if needed. Your GP can contact them for you.
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Key worker
To help keep things simple, one member of the community team will 
usually be nominated as your key worker. They will be your first point 
of contact and they will coordinate help and support from all the other 
members of the community team. Your key worker may also  
be hospital-based. 

Practice nurses
The practice nurse is a key member of the GP practice team. They 
can help explain things to you and may be involved in taking blood 
samples, dressing wounds or in other areas of your care.

Social workers
Social workers can give you information about social services and 
other support that you may be entitled to. A social worker will be 
able to contact any specialist staff or organisations you may need, 
such as care agencies and meals on wheels. Some social workers are 
based in the hospital and can identify and arrange support after your 
treatment. See page 40 for more information about social services.

Independent advocates
Independent advocates can support older people by making sure 
their views are represented and taken into account and that their 
rights are respected. You can phone the Macmillan Support Line and 
ask to be referred to a local independent advocacy service. You can 
also find a service by visiting the Older People’s Advocacy Alliance 
website (see page 75). You local Age UK branch may offer advocacy 
as well as information and advice services.

The hospital team 

In most hospitals a team of specialists called a multidisciplinary  
team (MDT) work together to make sure your treatment and care  
is coordinated and organised. 

Useful resources
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Cancer specialist
This is the term used to describe the doctors you meet who are 
experts in the diagnosis and treatment of cancer. Your cancer 
specialist will usually either be an oncologist or a surgeon.

Oncologist 
This is a doctor who specialises in the treatment of cancer. There are 
two types of oncologist: a medical oncologist, who is an expert in 
the treatment of cancer with chemotherapy and other drugs, and a 
clinical oncologist, who is an expert in the treatment of cancer with 
both chemotherapy and radiotherapy.

Surgeon 
This is a doctor who carries out operations to remove all or part of the 
cancer. Your surgeon will be a specialist in carrying out operations for 
your type of cancer. Surgeons may also carry out operations to relieve 
any symptoms the cancer is causing. 

Clinical nurse specialist
A clinical nurse specialist (CNS) is a nurse who is an expert in 
providing information, support and care for people affected by cancer. 
They help to make sure you, and those that care for you, get the best 
possible support and care. Although they work mainly in hospitals, 
they can coordinate or bring together the support and care you need 
when you go home. If you don’t have a CNS, your hospital should 
give you contact details for someone you can talk to between visits.

Pathologist
This is a doctor who looks at cells in the laboratory. They check to see 
if the cells are cancerous, and if so, what type of cancer it is and how 
it might behave. The pathologist provides information that can help 
determine the best kind of treatment for you.

Radiologist
This is a doctor who is an expert in specialist tests including x-rays 
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and scans. They work closely with your cancer specialist to decide 
what kind of treatment would be the best for you.

Radiographers (diagnostic and therapy)
Diagnostic radiographers work in radiology (imaging) departments 
and perform x-rays and scans to help diagnose cancer. They work 
closely with the radiologist. Therapy radiographers work closely with 
clinical oncologists to plan and organise radiotherapy treatment. If 
you’re having radiotherapy treatment, you’ll see the radiographer each 
time. They will be able to answer any questions you have, and give 
advice and information about the possible side effects of radiotherapy.

Allied health professionals and other specialist staff
There are many specialists who can provide support and care 
during and after your cancer diagnosis. They may include dietitians, 
pharmacists, home carers, occupational therapists, physiotherapists, 
counsellors or speech and language therapists. They may be based  
in the community or in the hospital. 

Information and support staff
Many hospitals have specially-trained staff who can give you, and 
your family and friends, information about any aspect of cancer. 
Some hospitals and charities, like Macmillan, have set up cancer 
information and support centres. These offer free information about 
cancer. You can talk to staff and volunteers who can help you get the 
support services you need. We can give you details of your nearest 
centre. Call us free on 0808 808 00 00 or visit macmillan.org.uk/
howwecanhelp 

Palliative care doctors and nurses
These professionals are experts in controlling the symptoms that 
cancer and its treatment can cause, such as pain and sickness.  
They also provide information and emotional and psychological 
support. They work alongside your healthcare team. They can be 
based in hospitals, but can also work in hospices, nursing homes,  
or visit you in your own home. 

Useful resources
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Further information
We have more information about cancer types, tests, 
treatment and living with and after cancer. We also have 
details of other helpful organisations and support groups  
in your area. You can contact us using the following details:

Macmillan Cancer Support,  
89 Albert Embankment,  
London SE1 7UQ

Questions about cancer? 

Call free on 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
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Other useful organisations
Age UK
Tavis House, 1–6 Tavistock Square, London WC1H 9NA
Tel (England and Wales) 0800 169 6565 (Mon–Fri, 8am–7pm)
www.ageuk.org.uk
Dedicated to improving the lives of older people through the Advice 
line, publications and website. The Age UK network includes Age 
Cymru, Age NI and Age Scotland, more than 160 local partners and 
Age International.

Age Cymru
Ty John Pathy, 13–14 Neptune Court, Vanguard Way, Cardiff CF24 5PJ
Tel 0800 169 6565
www.agecymru.org.uk

Age Northern Ireland
3 Lower Crescent, Belfast BT7 1NR
Tel 0808 808 7575  
www.ageni.org 

Age Scotland
Causewayside House, 160 Causewayside, Edinburgh EH9 1PR
Tel 0845 125 9732  
www.agescotland.org.uk 

Carers UK
20 Great Dover Street, London SE1 4LX
Tel (England, Scotland, Wales) 0808 808 7777 
(Wed–Thurs, 10am–12pm and 2–4pm)
Email adviceline@carersuk.org
www.carersuk.org
Provides information and advice about caring alongside practical and 
emotional support for carers. 
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Carers Wales
River House, Ynsbridge Court, Gwaelod-y-Garth, Cardiff CF15 9SS
Email info@carerswales.org
www.carersuk.org/wales

Carers Northern Ireland
58 Howard Street, Belfast BT1 6PJ
Tel 028 9043 9843 (Wed–Thurs, 10am–12pm and 2–4pm)
Email info@carersni.org
www.carersuk.org/northernireland

Carers Scotland
The Cottage, 21 Pearce Street, Glasgow G51 3UT
Email info@carerscotland.org
www.carersuk.org/scotland

Citizens Advice 
Provides free, confidential, independent advice on a variety of issues 
including financial, legal, housing and employment. Details for 
your local office can be found in the phone book or on one of the 
following websites:

England and Wales
www.citizensadvice.org.uk
Scotland
www.cas.org.uk
Northern Ireland
www.citizensadvice.co.uk
You can also find advice online in a range of language at 
adviceguide.org.uk
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Counsel and Care
6 Avonmore Road, Kensington Olympia, London W14 8RL
Advice Line 0845 300 7585 (Mon–Fri, 10am–4pm)
Email advice@counselandcare.org.uk
www.counselandcare.org.uk
Offers advice, information and support to older people, their families 
and carers.

Disabled Living Foundation
380–384 Harrow Road, London W9 2HU
Tel 0845 130 9177 (Mon–Fri, 10am–4pm)
Email helpline@dlf.org.uk
www.dlf.org.uk
Provides free, impartial advice about all types of disability equipment 
and mobility products.

Elderly Accommodation Counsel 
3rd Floor, 89 Albert Embankment, London SE1 7TP
Tel 0800 377 7070  
www.eac.org.uk
Maintains a nationwide database of all forms of accommodation  
for older people.

Equality Advisory and Support Service
Tel 0800 444 205
Textphone 0800 444 206
Give advice and information on discrimination and human rights 
issues in England, Scotland and Wales. 

Equality and Human Rights Commission
3 More London, Riverside Tooley Street, London SE1 2RG
Helpline 0845 604 6610 (Mon–Fri, 8am–6pm)
www.equalityhumanrights.com
Can advise on your rights and the Equality Act 2010.

Useful resources
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Equality Commission for Northern Ireland
Equality House, 7– 9 Shaftesbury Square, Belfast BT2 7DP
Tel 028 90 500 600  
www.equalityni.org
Can advise on your rights and the Equality Act 2010.

Help the Hospices
34–44 Britannia Street, London WC1X 9JG
Tel 020 7520 8200  
Email info@helpthehospices.org.uk
www.helpthehospices.org.uk 
Provides a wide range of information relevant to people living with 
advanced illness. Compiles a comprehensive directory of hospice 
services as well as practical services.

NHS Direct
Tel 0845 4647 (24 hours) 
www.nhsdirect.nhs.uk
NHS health information for England – covers all aspects of health, 
illness and treatments.

NHS 24 (Scotland)
Tel 08454 24 24 24   
www.nhs24.com

NHS Direct Wales
Tel 0845 4647   
www.nhsdirect.wales.nhs.uk

Health and Social Care in Northern Ireland
www.hscni.net
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Office of the Public Guardian – England and Wales
Office of the Public Guardian, PO Box 16185, Birmingham B2 2WH
Tel 0300 456 0300 (Mon–Fri, 9am–5pm except Wed, 10am–5pm)
www.justice.gov.uk/about/opg
Supports and promotes decision-making for people with mental 
impairment or disability who would like to plan for the future.

Office of the Public Guardian – Scotland
Tel 01324 678 300
www.publicguardian-scotland.gov.uk 

Office of Care and Protection – Northern Ireland
Tel 028 9072 4733  
www.courtsni.gov.uk

Older People’s Advocacy Alliance (OPAAL)
64 Princes Road, Stoke on Trent ST4 7JL
Tel 01782 844036  
Email jo@bjf.org.uk
www.opaal.org.uk
Supports older people through independent advocacy services.  
Has over 150 member organisations providing generic independent 
advocacy services for older people in England and Wales. 

Scottish Independent Advocacy Association
Melrose House, 69a George Street, Edinburgh EH2 2JG
Tel 0131 260 5380
Email enquiry@siaa.org.uk
www.siaa.org.uk
Supports older people through independent advocacy services. 

Useful resources
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Notes
You can use this page to write down any questions you have.
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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. Macmillan retains editorial control of the content of this booklet. This content  
is independent of any other organisation.
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Cancer is the toughest fight most of us will ever face. 
If you or a loved one has been diagnosed, you need 
a team of people in your corner, supporting you every 
step of the way. That’s who we are.

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 supporting you online, 
any time. The fundraisers who make it all possible.

You don’t have to face cancer alone. We can give you the 
strength to get through it. We are Macmillan Cancer Support.

Questions about living with cancer?
Call free on 0808 808 00 00 
(Mon–Fri, 9am–8pm)
Alternatively, visit macmillan.org.uk

Hard of hearing? Use textphone
0808 808 0121, or Text Relay.
Non-English speaker? Interpreters available.
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