
THe RicH PiCtuRE

Understanding the numbers, needs, and experiences 
of people living with cancer in the UK and their carers

Joe, carer of Melita with leukemia



About this ‘Rich Picture’
This document is a collation of the key available evidence about 
the numbers, needs and experiences of people affected by cancer.
Our aim is that the insight within this document will summarise the numbers, needs and experiences of people affected 
by cancer for Macmillan staff, cancer care professionals, volunteers and other interested parties. It includes data specific 
to the particular group who are the focus of this Rich Picture, as well as more generic information about all people 
affected by cancer where specific data are not available or where the information applies to all groups of people  
with cancer.

The Rich Picture is intended to be accessible to both clinical and non-clinical cancer support staff. Therefore the language 
and facts included are intended to cater for information needs of both groups. We have included references to other 
documents to help with interpretation of some facts included, and a Jargon Buster of some technical terms is included  
in Appendix A.

The information could be valuable in many ways:

• Adding weight and evidence to negotiations with partners and commissioners

• Providing evidence to support campaigning

• Enabling more effective marketing

• Inspiring and engaging supporters to give and do more

• Providing some insight into the lives of people with cancer

This document is not intended to

•  Be a comprehensive collation of all evidence on the group affected by cancer who  
are the focus of this Rich Picture

• Suggest or recommend that specific action should be taken

For simplicity, the year to which the data in this document relate and the sample size is not always shown in the main 
sections, however this is shown in the original data linked from the references section.

If you are short on time, a quick read of the summary on pages 2 and 3 will give you a brief outline of the rest of the 
content of this comprehensive document.

This ‘Rich Picture’ is one of a suite of documents. To access these documents please visit     
http://www.macmillan.org.uk/Richpictures or for further information please contact evidence@macmillan.org.uk

The legal bit
The information contained in this document is a summary of selected relevant research articles, papers, NHS data, 
statistics and Macmillan-funded research. 

This document intends to summarise in a broad sense the numbers, needs and experiences of people with cancer,  
it is not an exhaustive systematic review that follows strict scientific community rules governing such types of review. 
However we have compiled the information using broad quality assessment criteria to ensure that the information 
presented in this document is largely representative and unbiased. It is worth noting that people with cancer have  
a very wide range of experiences; therefore the information presented here may not reflect the experiences or  
profile of everyone within the category presented. 

Macmillan or any other organisation referenced in this document claim no responsibility for how third parties use 
the information contained in this document. We have endeavoured to include all the major data available to us as of  
August 2014, but a document of this nature (essentially a summary of a large body of evidence) inevitably goes out of 
date. Macmillan has sought external validation of this document from clinical experts and we aim to regularly update the 
content of this document. 

There may be data that have been released that does not appear in this document and Macmillan is under no  
obligation to include any particular data source. Any medical information referred to in this document is given for 
information purposes only and it is not intended to constitute professional advice for medical diagnosis or treatment. 
Readers are strongly advised to consult with an appropriate professional for specific advice tailored to your situation. 

The Rich Pictures are licenced under a Creative Commons Attribution-NonCommercial-Share Alike 4.0 
International Licence. Users are welcome to download, save, or distribute this work and make derivative 

works based on it, including in foreign language translation without written permission subject to the conditions set out  
in the Creative Commons licence.
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Hello and how are you? 
MAC5767
Our main resource for carers

Let’s talk about you 
MAC13009
Our main resource for young 
carers aged 12-18 years

Working while caring 
for someone with cancer 
MAC11688

Work it out for carers 
MAC13509
Containing essential questions 
to ask about work and cancer

Caring for someone  
with advanced cancer  
MAC11623

All these titles are  available in hard-copy by calling our Macmillan Support Line free on    
0808 808 00 00 (Monday to Friday, 9am-8pm), or by ordering online at www.be.macmillan.org.uk. 
A wealth of other resources are also available, all produced by Macmillan Cancer Support and available 
free of charge.

The same information contained in our hard-copy booklets can also be found in the carers section of 
our main website at www.macmillan.org.uk/carers.

Guidance on referencing this document
You are free to use any of the data contained in this document, however when quoting any  
factual data that do not belong to Macmillan, it is best practice to make reference to the original   
source – the original sources can be found in the References section at the back of this document   
on page 60.

Other related information for people 
affected by cancer
This document is designed to summarise the numbers, needs and experience of people with cancer. 
It is not designed specifically with people affected by cancer in mind, although some people within 
this latter group may find the information contained here helpful. People affected by cancer may 
find our information booklet ‘Understanding Cervical Cancer’ (MAC11648) more helpful.
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OTHER RELATED INFORMATION  
FOR MACMILLAN STAFF
Macmillan staff may also wish to use this Rich Picture document in combination with other connected 
documents, such as the Impact Briefs or the Macmillan Communications Platform. You may wish to 
select evidence from more than one source to build a case for support, add weight to your 
influencing, or to engage and inspire Macmillan’s supporters. A range of evidence that may be 
helpful to you is summarised here. Please note that any hyperlinks active below may not work for 
non-Macmillan staff. 

For further information about any of the above, please contact a member of Evidence team,   
or contact evidence@macmillan.org.uk.  

Case Study Library

Comms Platform
Describes how to 
communicate with people 
affected by cancer.

Rich Pictures
Describe the numbers, 
needs and experiences  
of key groups within  
the 2.5 million  
people with  
cancer.

Impact Briefs
Generically describe  
what our services do,  
and the impact they  
have on  
people  
affected  
by cancer.

Professionals/Services
Contains specific examples  
of our services across the  
UK, and the impact they  
are having.

People affected  
by cancer
Contains stories and quotes 
from real-life examples of 
people affected by cancer  
who have been helped  
by Macmillan.

Local Cancer Intelligence
A local overview of the essential 
data on the changing burden of 
cancer in your area, including 
prevalence, survival, patient 
experience and comparisons 
across clinical commissioning 
groups. 

Routes from Diagnosis
Results from the first phase 
of the Routes from Diagnosis 
study, including outcome 
pathways, survival rates, 
inpatient costs and morbidities 
associated with breast, lung, 
prostate and brain cancers.

THe RicH PiCtuRE

Understanding the numbers, needs and 
experiences of people affected by cancer

Kate, 33, living with cervical cancer
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There are an estimated  
1.1 million people aged 
15+ in the UK currently 
caring for someone with 
cancer, and half of them 
are missing out on the 
support available to them.(6)

Only around half of cancer 
carers identify with the term 
‘carer’.(6)

Cancer carers are most 
likely to provide emotional 
support to the person they 
care for. They also, however, 
provide a wide range of 
other types of support 
including transport to and 
from hospital, help with 
cooking, cleaning and 
liaising with health and  
social care professionals.(6)

The majority of cancer carers 
look after one person. One 
in eight, however, care for 
more than one person  
with cancer. Carers are most 
likely to be supporting  
a family member. (6)

10% of cancer carers are 
looking after someone who 
has been diagnosed with 
cancer but not yet started 
treatment.(6) 

At diagnosis stage, carers 
tend not have fewer 
physical and medical 
needs compared to later 
stages.

Needs that cancer carers 
have at diagnosis focus 
on clear information 
provision about the 
diagnosis and condition of 
the person cared for, as well 
as being prepared for 
their role as a carer.(50)

A cancer diagnosis often 
triggers a change in the 
dynamics of personal 
relationships, especially 
between partners. This can be 
emotionally challenging 
for everyone involved.(32)

49% of cancer carers look 
after someone currently 
undergoing treatment for  
their cancer.(6)

Transport to and from 
appointments is often a 
large burden on carers at 
the treatment stage with an 
average cost of £170 a 
month.(35)

Cancer treatment can 
have a negative impact  
on relationships in terms  
of sex and intimacy.(34)

Good communication 
and information provision 
by health professionals at 
the treatment stage can help 
carers feel empowered, 
valued and recognised.(39)

There are 1.1m 
cancer carers in 
the UK and half 
are missing out 
on the support 
available to them.

Practical needs 
(eg travel and 
help at home) 
are dominant 
for cancer carers 
during the 
treatment stage.

Cancer carers’ 
needs at 
diagnosis are 
centred around 
information 
provision.

Key stats Diagnosis Treatment

sumMary Of CArERs Of
PeOpLe WITH CAncER 
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26% of cancer carers are 
currently looking after someone 
who has finished treatment.(6)

Carers often put their own 
needs aside when looking after 
someone, and may put their 
own health at risk.(3, 45)

Carers with poor health 
reported that the reason for 
their health condition is a 
lack of practical support 
(64%) and financial 
support (50%).(3)

Cancer carers who do not have 
flexible jobs or employers 
often have to take sick leave 
or annual leave in order to 
meet the demands of caring. In 
some cases cancer carers have 
to give up work completely, 
which negatively impacts on 
household finances.(13)

Long-term care can impact 
on the ability of the carer 
to work and it is difficult 
for them to return to 
normality, especially if there 
are ongoing effects from the 
cancer treatment.(3, 6)
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Cancer carers are  
as demographically 
varied as cancer patients 
themselves.(See page 52)

However cancer carers  
are slightly more likely  
to be women of late 
working age. They are 
likely to be juggling other 
responsibilities such  
as a family, mortgage  
and job.(See pages 52 and 53)

20% of carers are over  
the age of 65 and this 
group is likely to grow as  
the population ages and  
the number of people living 
with cancer grows.(6) 

14% of cancer carers 
look after someone with 
progressive illness whilst 4% 
currently look after someone 
who is dying from cancer.(6)

At progressive illness 
and end of life stages, 
people affected by cancer 
have greater needs. Caring 
responsibilities can increase 
and cancer carers may 
have additional needs.(54)

Caring for someone at the 
end of life is emotionally 
exhausting and intense. 
Carers experience 
significant levels of anxiety, 
depression and grief.(53, 60)

The intense burden on 
carers is a key reason why 
cancer patients who had 
chosen to die at home get 
admitted to hospital in the 
last days and hours of life.(51)

End of life care 
is often the most 
challenging 
aspect of caring.

Survivorship End of Life Lifestyle & perceptions

Carers often put 
their own needs 
aside when 
looking after 
someone.
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Who are carers?

The government defines carers as:
•  People who – unpaid – look after and support 

family members, friends or neighbours in need 
of help because of long-term physical or 
mental illness or disability or problems related 
to old age.

•  People who provide a substantial amount of 
care on a regular basis for a disabled person 
living at home.(2)

Carers UK defines carers as: 
•  People who provide unpaid care by looking 

after an ill, older or disabled family member, 
friend or partner.(3)  

The Princess Royal Trust for Carers 
defines carers as:
•  People of any age who provide unpaid 

support to family or friends who could not 
manage without this help. This could be caring 
for a relative, partner or friend who is ill, 
disabled or has mental health or substance 
misuse problems.(4) 

Macmillan defines cancer carers as:
•  People who provide help or support to someone 

because they have a cancer diagnosis.(6)

iNtRoducTioN To
cArErs oF PeoPlE  
   wItH cAnCer

How many people in the UK 
are carers and how many are 
cancer carers?

The 2011 Census estimated that 6.5 million people  
in the UK provide unpaid care to family members, friends, 
neighbours or others who are living with health problems, 
disability or issues relating to old age(1) and the economic 
value of the contribution made by these 6.5 million carers 
in the UK is estimated at around £119 billion.(5)

An estimated 1.1 million people aged 15+ are  
currently caring for someone with cancer in the UK.  
This is approximately 2% of the population aged 15+.(6)

What do cancer carers do?

Carers of someone with cancer most commonly  
provide emotional support to the person they look  
after. They also provide a wide range of other types  
of support – from help with shopping, cooking and 
cleaning, transport to hospital, washing and dressing,  
to talking to doctors and social workers on behalf of  
the person they look after.(6)

Concerning carers generally (i.e. not just cancer carers),  
we know that 71% of carers provide personal care such  
as assisting with washing, dressing, eating or toileting,  
and 57% of carers provide physical help with getting in  
and out of bed, moving around or going outside.(3)

Who do cancer carers care for?

Most cancer carers are supporting just one person  
with cancer, but around one in eight (13%) are caring  
for two or more people with cancer. Carers are  
most likely to be supporting a family member –  
almost one in three (32%) are caring for a parent or 
parent-in law, and around one in five (17%) are caring 
for a spouse or partner. Almost one in three (31%) 
cancer carers are caring for a friend or neighbour.(6)

It is important to point out that many people 
who provide help and support to loved ones 
don’t see themselves as carers. Macmillan is 
here to support anyone looking after 
someone with cancer, whether they see 
themselves as a carer or not.

4
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‘The first thing that one has to overcome is the shock, 
the trauma, the anxiety, the depression, the anger.  
I’m talking of – you know – the loved ones around her. 
And then you’ve got to put that aside and focus on 
what she wants because it’s a very lonely journey if 
one is only doing it on one’s own. 
It’s the emotional support that is very important.   
I needed Melita to feel that she was not going through 
this on her own and that as a family we were going  
to support her and this is the stand that we have taken 
even now.
And what I’ve found was that when Melita is well I am 
well and my world just starts opening and I feel more 
positive. And when she’s feeling unwell everything 
kind of closes up.’
Joe, carer of Melita with leukemia
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Macmillan’s aims and outcomes 
– and how they are different for  
carers of people with cancer.

The estimated total number of people living with 
cancer in the UK in 2015 is almost 2.5 million. 
Assuming that all existing trends in incidence 
and survival continue cancer prevalence is 
projected to increase to 4 million in 2030. 
Particularly large increases are anticipated in 
the oldest age groups and in the number of 
long term survivors. By 2040 77% of all cancer 
survivors will be at least 65 years old and 69% 
of cancer survivors will be at least 5 years from 
diagnosis.(90) Macmillan’s ambition is to reach 
all of these people and help improve the set of 
9 Outcomes you can see opposite. Remember, 
certain groups will identify more or less strongly 
with the various Outcomes.

The Outcome that is most relevant to carers 
is the Outcome ‘Those around me are well 
supported’. There are an estimated 1.1million 
people aged 15+ currently caring for someone 
with cancer in the UK and it is likely that this 
number will also double by 2030. Macmillan is 
carrying out work to assess how to best support 
carers, and our support for carers is likely to 
increase as we further understand the needs 
and unmet needs of carers.

MacMiLlaN’S

aIMS AND 
outComEs
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The 9 Outcomes for people living with cancer

I was diagnosed 
early

I understand, 
so I make good 

decisions

I get the treatment 
and care which are 
best for my cancer, 

and my life

Those around  
me are well 
supported

I am treated  
with dignity  
and respect

I know what I can 
do to help myself 
and who else can 

help me

I can enjoy life

I feel part of a 
community and 

I’m inspired to give 
something back

I want to die well
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This section of the ‘Rich Picture’ presents some of the key stats  
and facts relating to people caring for someone with cancer.  

of cancer carers say they provide emotional  
support for the  person they are caring for.(6)

81%

carers aged 15+ are currently caring for  
someone with cancer in the UK.(6) 

1.1m

of cancer carers are women and the majority are 
of working age, although 20% are aged 65+.(6)

62%

is the most commonly reportedamount of 
time that cancer carers provide support; the 
majority care for one person although one in 
eight provide care for two or more people with 
cancer.(6)

1–2 years

of cancer carers say that their emotional  
well-being or mental health are affected by the 
care they provide, with 19% saying that caring 
affects their working life and 15% their finances.
(6)

46%

of cancer carers are not accessing the support 
available to them.(6)

49%

oF PeoPlE wItH cAnCer
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There are an estimated 1.1 million 
people aged 15+ in the UK currently 
caring for someone with cancer.

Who are the 1.1 million?(6)

51%

49%

62%

38%

Gender of UK cancer carers compared to UK population, 2011

Please see page 22 for numbers of carers in each of the four UK nations.

UK population

UK carers of someone with cancer

Women

Men
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Carers of people with cancer are a diverse group 
but compared to the UK population as a whole 
they are more likely to be women, and more 
likely to be aged 45-54. This pattern is similar for 
carers of people with other conditions. 

Aged 15–24

10%

16%

Age of UK cancer carers compared to UK population, 2011

Aged 25–34

14%

16%

Aged 35–44

19%

18%

Aged 45–54

22%

16%

Aged 55–64

15%

14%

Aged 65+

20%

20%

UK population

UK carers of someone with cancer
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Working status of UK cancer carers compared to UK population, 2011

Just over half of people caring for someone with 
cancer are in employment – either full or part-
time, or self-employed. 

Working full time

38%

42%

Working part time

10%

8%

Self employed

8%

8%

Housewife

7%

6%

Student

4%

6%

Unemployed

6%

5%

Retired

23%

22%

UK population

UK carers of someone with cancer
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What type of care are cancer  
carers providing?(6)

Carers support the people with cancer they look 
after in all aspects of life – physical, emotional, 
practical, financial: 

•  Eight in ten (81%) provide emotional support 
to the person they care for – talking and 
listening to them, or sitting with them when 
they can’t be left alone.

•  Around half do tasks associated with activities 
outside the home: doing the shopping or 
collecting prescriptions (51%), providing 
transport or accompanying the person on trips 
or to appointments (49%). 

•  Carers also frequently provide help around 
the home: 41% help with cooking, cleaning, 
laundry, gardening or other household chores.   

•  Around three in ten (28%) provide assistance 
with giving medications and other healthcare 
tasks, and around a quarter (23%) help to 
wash, dress, toilet or feed the person with 
cancer they care for. 

•  One in five carers (19%) say they help manage 
the finances of the person they care for.

Most carers are looking after one person, but 
a minority (13%) are caring for more than one 
person with cancer.  

The amount and type of care people with cancer 
need changes over their cancer journey. Most 
(65%) are providing support of between 1–9 
hours a week, but one in four carers (25%) give 
over 20 hours per week, and one in six (16%) 
give over 35 hours. Many carers are balancing 
these caring responsibilities with work and 
needing to look after children. Most (around 
81%) carers do not live with person they care for 
and many carers have to travel to provide care.

Contents
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‘ I take her shopping, and anywhere else 
she needs to go. I pop up there to see if  
she needs bread and milk. I do all her 
hospital appointments. I cut the lawn.  
We did a deep clean of her flat. She’s  
still able to do some of the cleaning 
herself, so we just do the heavy things 
like moving the furniture.’ 
 
Female, 45–54, caring for her mother
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How long have cancer carers been caring for?(6)

19%

18%

19%

23%

Less than 3 months

3–6 months

7–12 months

1–2 years

3–5 years 15%

6–10 years 6%

More than 10 years3%

Most cancer carers have been providing support 
for between one and two years. Just less than 
one in ten have been providing support for over 
6 years. Carers looking after a spouse/partner 
or those living with the person they care for tend 
to provide support for longer. 

Length of time as a carer, UK, 2011
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How long do general carers  
provide care?

Most cancer carers (79%) provide no more than 
two years of care. This compares against reports 
which suggest that general carers (ie all carers, 
not just cancer carers) spend an average of 6.46 
years in their caring role. The average number 
of years they expect to care for is 13 with 29% 
expecting to care for at least another 15 years.
(7) This longer caring period for the general carer 
group clearly includes (for example) people 
caring for disabled children, which can be a life-
long commitment.
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Carers are most likely to be supporting a family 
member – around one in three (32%) is caring 
for a parent or parent-in-law, and around one 
in five (17%) is caring for a spouse or partner. 
Almost one in three (31%) is caring for a friend  
or neighbour.

Who are cancer carers looking after?*(6)

Gender of person with cancer being cared for, UK, 2011

* Values add up to more than 100% as some 
carers look after more than one person.

41%

Female 61%

Male
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Age of person with cancer being cared for, UK, 2011*

The majority of carers don’t live with the person 
they care for – either because the person lives 
with their spouse or family, lives alone, or in 
sheltered accommodation. One in five carers 
(21%) live with the person they care for. 

Under 181%

2% 18–24

5%25–34

9%35–44

17%45–54

20%55–64

24%65–74

19%75–84

9%85+

* Values add up to more than 100% as some 
carers look after more than one person.
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Cancer stage of those being cared for, UK, 2011*

10% Diagnosed but not yet started treatment

Undergoing treatment

Finished treatment and no active symptoms of cancer

49%

11%

Finished treatment and living with long-term  
effects of cancer treatment15%

Dying/at the end of life4%

Another situation2%

Living with progressive cancer (cancer that is 
getting worse or cannot be cured)14%

* Values add up to more than 100% as some 
carers look after more than one person.

Around half of those being cared for are undergoing 
treatment, but carers are looking after people at all 
stages of the cancer journey.
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Other condition of those being  
cared for(6)

Over half (55%) of those being cared for have 
another physical or mental health condition – 
54% have a physical health condition, and  
15% have a mental health condition. 

Bereaved ex-carers(6)

In the last 12 months, an estimated 2.1 million 
people in the UK have provided some kind  
of support to someone with cancer who has  
since died.   

Comparison of carers versus people 
with cancer(6)

Comparing the profile of the people with cancer 
currently being cared for, and the 2.5 million 
people living with and beyond cancer in the  
UK as a whole, we see that they are broadly 
similar in terms of age, gender and cancer type. 
Those currently being cared for are likely to 
have been diagnosed more recently though – 
45% have been diagnosed within the last year, 
compared to 10% of people living with and 
beyond cancer in the UK as a whole. 

Top 4 cancers of those being cared for, UK, 2011

24%Breast

Lung 12%

Colorectal/Bowel 11%

Prostate 11%
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Should we use the term ‘carer’?

A recent critique(9) of the term ‘carer’ has found 
that it can be an ineffective term and may imply 
burden and therefore devalue the individual 
who is cared for. A more accessible term may 
increase uptake of support services currently 
aimed at carers.  

Macmillan’s own research(6) shows that half of 
cancer carers (51%) don’t identify with the term 
‘carer’. Those who are even less likely to identify 
with the term ‘carer’ include:

•  Men

•  People caring for someone under the  
age of 65

•  People caring for someone who is not  
a close relative

•  People who don’t live with the person  
they care for

•  Those providing fewer hours of care per week

This has significant implications for how we 
communicate and reach carers through all 
our direct and indirect services. Macmillan is 
currently working on identifying alternative terms 
to the term ‘carer’ that could be more helpful.

Why do carers provide the 
support they do?(6)

A natural desire to support those they love is the 
main reason given by carers as to why they help 
people with cancer. Most carers say they do it 
because they want to (59%) or because they love 
the person with cancer (53%). One in three say 
it is simply the right thing to do (33%). A sense 
of obligation is also important for a number of 
carers; one in six believe it is a duty (18%) and 
one in ten that it is expected of them (11%).
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‘ I would consider myself as 
her husband really and 
that’s what we do. We’ve 
always cared for each 
other. I guess I am a carer 
but it’s not a job, it’s part 
of what you do.’ 
 
Male, 55-64, caring for his wife
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What are the key stats for the  
four UK nations?(6)

The 1.1 million people aged 15+ currently 
caring for someone with cancer in the UK is 
broken down into the four component nations 
here. There is some slight variation in the 
numbers of carers of people with cancer across 
the UK, most likely linked to variations in cancer 
incidence.
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Wales

There are an estimated

55,000 people 
aged 15+ in Wales currently caring for someone 
with cancer.

This equates to 2% of the population aged 15+.

Northern Ireland

There are an estimated

48,000 people
aged 15+ in Northern Ireland currently caring 
for someone with cancer.

This equates to 3% of the population aged 15+. 

England

There are an estimated

905,000 people
aged 15+ in England currently caring  
for someone with cancer. 

This equates to 2% of the population aged 15+. 
 

Scotland

There are an estimated

83,000 people
aged 15+ in Scotland currently caring for 
someone with cancer.

This equates to 2% of the population aged 15+.

International comparisons

Developed countries outside the UK(10)(11)

(12)(13)(14)

The needs and experiences of cancer carers  
in other developed countries seem to be similar 
to those of carers in the UK. Research from  
Australia, Germany, Greece, Norway and  
Turkey reiterates unmet needs around emotional, 
financial and practical support. The research  
also confirms that home deaths are more likely  
with carer support.  

Developing countries outside Europe
The situation may be slightly different in 
developing countries, for example when needs 
and experiences of carers in Kenya and Scotland 
were compared, physical pain and financial 
worries were highlighted as key concerns in 
Kenya whereas carers in Scotland had the 
biggest unmet needs in the area of emotional 
support. Carers in Kenya felt their emotional 
needs were met by a strong community network, 
family and spiritual beliefs.(15)
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What are the geographical ‘hotspots’ for cancer incidence   
and mortality?(74)

Cancer incidence rates are higher in the north 
(Scotland and Northern England) and lower in 
the south of the UK (Southern England and the 
Midlands).

Important note
These maps show only the 
broad patterns of variation 
in incidence and mortality. 
Access to the very detailed 
and accurate data at the PCT/
Health Board level is via the 
NCIN Cancer e-atlas website, 
www.ncin.org.uk/eatlas,  
or Macmillan staff members 
can contact Macmillan’s 
Health Data team.

Cancer incidence, 
UK, 2008-2010

Broadly speaking, where people with cancer are found, cancer carers are found.  
The maps on these pages show broad variations across the UK in terms of cancer  
incidence and cancer mortality.

High

Low

Medium

High
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Cancer mortality rates are generally higher in 
Scotland compared with the rest of the UK.

Important note
These maps show only the 
broad patterns of variation 
in incidence and mortality. 
Access to the very detailed 
and accurate data at the PCT/
Health Board level is via the 
NCIN Cancer e-atlas website, 
www.ncin.org.uk/eatlas,  
or Macmillan staff members 
can contact Macmillan’s 
Health Data team.

Cancer mortality, 
UK, 2009-2011

Low

Medium

High
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Trends in the number of carers

Cancer carers

The number of people currently living with 
cancer stands at 2.5 million and this is 
increasing at an average of 3% per annum 
as cancer incidence is rising, and people with 
cancer are surviving longer due to better 
treatment.(8) If this trend continues, the 2.5 
million people living with cancer will double by 
2030 and it is likely that the number of carers 
will also double.   

Carers generally

According to the 2011 Census, there were an 
estimated 6.5 million carers in the UK. Carers 
UK estimate that this number will increase to 9 
million in 2037.(3)

One of the emerging trends is that the number 
of carers who provide 50 or more hours per 
week is rising faster than the general carer 
population. In the last decade, the number of 
people caring 50 or more hours increased by 
25%, compared to 11% in the total number of 
carers in general.

It is estimated that by 2037, there will be a 40% 
rise in the number of carers needed (equating to 
an extra 2.6 million).(3) 

It is estimated that 3 in 5 adults will be carers  
at some point in their lives.(3)

Contents



27

Understanding the numbers, needs, and experiences of people living with cancer in the UK and their carers

‘ As life expectancy rises 
and people live longer with 
disabilities and long-term 
conditions we must all come 
to terms with a growing care 
challenge.’ 
 
Heléna Herklots,       
Chief Executive of Carers UK
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We know that everyone with 
cancer has different experiences 
at different times of their  
cancer journey. However most 
people will support the patient 
through one or more of the 
four stages of the ‘cancer 
journey’, and some carers 
become bereaved, experiencing 
‘bereavement and coping with 
loss stage.’

The following pages summarise 
what we currently know about 
the needs and experiences of 
carers looking after someone  
at these stages.

The first part of this chapter 
summarises research that is  
not specific to any particular  
part of the cancer journey,  
and the latter parts of this 
chapter summarise research  
that is specific to each of the  
four cancer journey stages.

* While Survivorship relates to the time both during and post-treatment, as illustrated by the Recovery Package (p43),  
this section largely highlights the post-treatment needs and experiences of people living with cancer.
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A typical ‘cancer journey’ for the person living with cancer, 
showing four key stages. Carers’ perspectives at each stage are 
also indicated:

Patient perspective:
•  People often show signs and symptoms that 

may be caused by cancer, and a GP can refer 
patients for tests to find out more.

•  Screening aims to detect cancer at an early 
stage or find changes in cells which could 
become cancerous if not treated.

•  However screening can only pick up some 
cancers, and we know that some people have their 
cancer diagnosed at a late stage which can 
have a huge effect on their chances of survival.

Carer perspective:
•  Carers want to be taken seriously and  

be involved in the patient’s appointments  
up to and during diagnosis.

•  Carers have their own needs in terms of 
support and information, and are often  
very distressed at diagnosis.

Patient perspective:
•  Cancer can be treated in different ways 

depending on what type of cancer it is, where 
it is in the body and whether it has spread.

•  Different cancer types can have varying 
treatment regimes, and treatment is 
personalised to each patient.

Carer perspective:
•  Carers want to be supported so that they can 

stay with the patient throughout treatment.
•  Carers may need someone to talk to  

other than the person they care for about  
their experiences.

Patient perspective:
•  An increasing number of people survive their 

initial (or subsequent) cancer treatments, and 
often have rehabilitation and other needs 
post-treatment.

•  We also know they need support to be able  
to self-manage.

•  Many people in this stage experience  
long-term or late effects of their cancer, 
and/or their cancer treatment.

Carer perspective:
•  Adjustment to life after cancer translates to 

further needs during survivorship, for example 
dealing with the fear of cancer returning.

•  Carers often need practical advice about 
remaining in or returning to work, or 
financial advice and support.

Patient perspective:
•  Progressive illness includes people with 

incurable cancer, but not those in the last 
year of life. Many of these people have 
significant treatment-related illnesses.

•  End of life generally means those in the  
last year of life. Needs often get greater  
as the person moves closer to death.

Carer perspective:
•  Carers often want information about what  

to expect when someone is dying and how  
to deal with what might happen.

•  Carers often need practical help with 
death-related arrangements such as death 
registration, funerals and financial matters.

•  Carers who become bereaved often need 
emotional support and help to cope  
with their loss.

Diagnosis Treatment

Survivorship* Progressive illness  
and end of life
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Emotional well-being/mental health 46%

Aspects of carers’ lives affected by support they give(6)

Social life/leisure time 38%

Relationships 20%

Working life eg job role/career 19%

Income/household finances 15%

Physical health 13%

Education/studies/
training

4%

No effect 18%

Four in five carers of someone with cancer (81%)  
say they are affected in some way by the support 
they provide.

It should be remembered that for the purposes of this research, ‘carers’ were defined as people 
who give 5 or more hours of support per week, or give one to four hours and say it affects their 
lives in some way.
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Day-to-day activities, such as housework, 
handling finances and personal care, are all 
important parts of caring for someone with 
cancer. Some activities may also involve tasks 
which a carer has previously been unfamiliar 
with.(18)

A 2010 review of relevant literature identified 
more than 200 different problems and burdens 
related to caring for someone with cancer.(13)

Carers often do not think of their own needs or 
what help they may need, meaning they tend to 
be passive about investigating the support that is 
available to them. 28% of carers do not receive 
support that would be useful to them because 
they ‘Haven’t got round to it/no particular 
reason’, while 27% do not know what support is 
available to them.(6)

Half of carers (49%) say they receive no support 
– formal or informal – to help them as a carer.(6)

45% of carers say they receive some support 
to help them as a carer: this is mainly informal 
assistance, provided by family and friends.(6)

Carers are less likely to be getting 
support to help them if:
•  The person they care for has no other  

source of support 

•  They do not see themselves as carers

•  They are men

•  They have children in their household

Getting support is more common 
amongst carers who:
•  Are affected financially

•  Help someone with progressive cancer

•  Live with someone with cancer

•  Have their own health condition

47% of carers identify at least one type of 
support they are not currently receiving that 
would be useful to them.(6)

Carers with intense support needs:
The impact on carers’ lives, the level of support 
they currently receive, and the need for 
additional support are all greater among groups 
of carers who provide more extensive support – 
this includes people who(6):

•  Live with someone with cancer

•  Provide over 20 hours of care a week

•  Support an older person aged 80+

•  Care for someone with progressive cancer

•  Care for more than one person

•  Look after a spouse/partner or parent/ 
parent-in law

•  Are affected financially by the care  
they provide

Contents31

Understanding the numbers, needs, and experiences of people living with cancer in the UK and their carers



The rich picture on carers of people with cancer

32

Th
e 

ca
n

ce
r 

jo
u

rn
ey

 –
 G

en
er

a
l n

ee
d

s

A survey of 76 cancer carers found that the 
greatest medical need was for effective pain 
alleviation for the patient and knowing how 
to manage it.(12)

6% of carers say their physical health is 
affected by caring.(6)

Of those providing 35 hours of care  
or more a week 21% have a physical  
condition themselves.(6)

A survey of carers (not just cancer carers) found 
that 78% of carers have found it difficult to 
have a good night’s sleep.(41) The short- and 
long-term effects of sleep deprivation include an 
increased risk of hypertension, diabetes, obesity, 
depression, heart attack and stroke.(66)

Carer’s Allowance is a financial benefit for 
those who look after someone else because 
this person is ill, disabled or in need of other 
support. Carers can claim this benefit it they 
meet certain eligibility criteria, including 
providing at least 35 hours of care a week. 
One in six carers interviewed (16%) provide at 
least 35 hours of care a week, and therefore 
meet one of the criteria to be eligible to claim 
Carers’ Allowance. However 29% of cancer 
carers have not heard of the allowance and 
just 5% are receiving the allowance.(6)

A survey of 76 cancer carers found that just over 
half (51%) faced increased economic burden 
or financial difficulty as a result of caring.(12)

Cancer carers who do not have flexible jobs 
or employers often have to take sick leave or 
annual leave in order to meet the demands  
of caring.(13)

One in five (19%) carers say that caring for 
someone with cancer has a significant impact 
on their working life.(6)

FinAnCiaL
nEeDs

PhySiCal  
aNd mEdIcaL
nEeDs
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Under the Carers (Recognition and Services) 
Act 1995 and under the Children Act 1989, 
carers who provide regular and substantial care 
are entitled to an assessment of their needs 
by their local authority. It is an opportunity for 
carers to meet with a social worker, or carers’ 
support worker to discuss the help they need, and 
find out what assistance is available to them. Only 
one in twenty carers of someone with cancer (5%) 
have had a Carers Assessment. More than two in 
five (44%) have never heard of it.(6)

Informal sources are important for carers 
to find out about available support. Most cancer 
carers (17%) who receive support reported that 
family members helped them to find out  
about it.

A 2012 study interviewing 40 carers (not only 
cancer carers) found that they sometimes felt a 
need to act as an intermediary between the 
person cared for and health professionals in 
order to receive the best care for the patient.(45)

A 2013 study with people caring for someone 
who is going through chemotherapy highlighted 
that while information needs about the treatment 
and side effects were largely met, a third felt 
unprepared to deal with specific symptoms 
experienced by the cancer patient at home.(17) 

Cancer carers report the need to be prepared 
for their role as a carer, to be visible to health 
professionals, and receive clear information 
about the condition of the person cared for.(50)

46% of cancer carers say the support they  
give affects their emotional wellbeing and 
mental health. Stress and anxiety are the most 
common problems.(6)

Cancer carers feel that they have to put on a 
brave face, expressing hope and confidence and 
keeping things as normal as possible. They tend 
to put the needs of the patient before their own, 
which means they are less likely to take up support 
services themselves unless they feel it will not divert 
time and resource away from the person they are 
caring for.(6)

A study involving 96 Chinese cancer carers found 
that carers felt they needed to conceal emotion, 
maintain positivity and not burden the patient with 
their own distress.(22)

A review of studies about the needs of cancer carers 
found that managing the psychological concerns 
of the person cared for as well as their own 
concerns was a major issue.(61)

Cancer carers’ unmet needs have also been found 
to be strong and consistent predictors of poor 
mental health.(61)

A survey of 76 cancer carers found that 62% had 
anxiety about the patient’s future and just under half 
were unhappy or depressed.(12) 

EmoTiOnaL And  

pSyChoLogicAl
nEeDs

PraCtIcaL And  

iNfOrmAtIon
nEeDs
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What do we know about carers 
and the point of diagnosis?

10% of carers are currently looking after 
someone who has been diagnosed with cancer 
but not yet started treatment.(6)

Amongst patients who felt it was necessary to 
have someone with them when they were told 
they had cancer, 26% said they were not told 
they could bring a family member or friend 
with them.(20) 

A 2012 study interviewed 40 people caring 
for someone with a terminal illness (not only 
cancer). Most knew little or nothing about the 
diagnosed illness, or what the role as a carer 
would involve.(45)

32% of people diagnosed with cancer currently 
die within one year of their diagnosis.(89)

The following pages highlight further evidence 
about needs and experiences at diagnosis.
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‘ She had half a dozen biopsies 
before she was diagnosed, so 
my wife, son-in-law and myself 
were constantly there for her 
giving her moral and physical 
support.’ 
 
Male, 55-64, caring for his daughter 
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Cancer carers tend not to have physical  
and medical needs at diagnosis. Emotional  
and practical needs are more prevalent at  
this stage.

A cancer diagnosis can come as a shock, and 
carers can be unprepared for the impact 
on their work and household bills. The 
financial impact is often exacerbated by delays 
in accessing benefits and other financial 
support.(3)

People with cancer have told Macmillan that 
they sometimes feel that there is not enough 
financial help available straightaway.(25) 

It is estimated that 30% of people with cancer 
experience a loss of income as a result of their 
cancer, with those affected losing, on average, 
£860 a month. Additional costs and loss of 
income arise at different points in the cancer 
journey, but these figures show the financial 
strain that a cancer diagnosis can place on many 
families and carers of people with cancer.(35) 

Specifically, a survey found that 42% of carers 
(not just cancer carers) have found it difficult to 
pay for essentials such as heating and food.(41)
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A 2012 study interviewing 40 people who were 
caring for someone with a terminal illness (not 
only cancer) found that some patients and 
carers were given information leaflets while 
others were not, showing that the amount of 
information provided can vary.(45)

Carers often only know little or nothing about 
the diagnosed illness, or what the role as a 
carer would actually involve.(45)

Carers reported that they did not understand 
all the medical terminology used by the 
doctors, and were proactive by looking up 
words on the internet themselves.(45)

In some cases, carers and patients were not 
getting access to basic information about 
diagnosis or being directed to further sources 
of information which they could then chose to 
investigate.(30)

Carers would like more information about the 
specific cancer that the person they care for 
has. It was felt that this would reduce anxiety 
because they would know what to expect.(6) 

With regards to people with cancer who have 
intellectual disabilities the responsibility for 
explaining the cancer diagnosis, prognosis and 
implications often rests with the carer.(28) 

A cancer diagnosis facilitates a change in the 
role and dynamics of a relationship between 
patient and carer.(32)

A small study of 19 patients with brain or spinal 
cancers and their carers found that the initial 
communication of a diagnosis needs to be 
carefully given to allow for feelings of shock, 
distress and of disappearing hope in both 
patient and carer.(33)
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49% of carers are currently looking after someone 
who is undergoing treatment.(6)

Day-to-day activities, such as housework, handling 
finances and personal care, are all important parts of 
caring for someone with cancer. Some activities may 
also involve tasks which a carer has previously been 
unfamiliar with.(18)

What treatments do cancer  
patients get? 

Carers of people with cancer are often there to 
support the cancer patient through their treatment 
regime, for example accompanying them to 
hospital for appointments, etc. Some typical 
treatment experiences for cancer are outlined 
below:

Chemotherapy
Chemotherapy is the treatment of cancer with cell 
killing (‘cytotoxic’) drugs. There are more than 50 
different chemotherapy drugs that may be used 
alone or in combination. Different drugs cause 
different side effects and may be given in a variety 
of ways. Chemotherapy is usually given as a series 
of sessions of treatment. Each session is followed 
by a rest period. The session of chemotherapy and 
the rest period is known as a cycle of treatment. 
A series of cycles make up a course of treatment. 
Carers will often want to attend the chemotherapy 
sessions to be there for the cancer patient.

Radiotherapy
Radiotherapy is the use of high energy rays to 
destroy cancer cells. It may be used to cure some 
cancers, to reduce the chance of recurrence or for 
symptom relief. Before patients start their treatment, 
there is normally an appointment with a clinical 
oncologist, who will discuss the recommended 
radiotherapy treatment plan. Carers will often 
accompany the cancer patient to the radiotherapy 

sessions as the treatment can make the patient feel 
very tired, and/or nauseous.

Surgery
Surgery may be used to confirm a diagnosis, find 
out more about a cancer, remove (treat) the cancer 
or reconstruct part of the body. Having surgery is 
a significant medical intervention, and can be a 
particularly difficult time for both cancer patients 
and their carers.

Biological therapy
Biological therapies use substances that occur 
naturally in the body to destroy cancer cells.  
They include monoclonal antibodies, cancer 
growth inhibitors, vaccines and gene therapy.

CNS provision
CNSs (Clinical Nurse Specialists) improve the 
quality and experience of care by managing 
complex, individual and changing information 
and support needs of patients and carers. They 
are able to mediate between patients and hospital 
services and quickly address any issues of concern 
raised by patients and their families. In addition, 
effective communication between CNSs, patients 
and carers ensure that they have an increased 
understanding of recovery and discharge 
expectations, helping them to make plans for 
managing care at home.(64)

Macmillan has produced an ‘Impact Brief on 
Clinical Nurse Specialists’. This is an evidence 
review, which more fully sets out how our 
CNSs use their skills and expertise in cancer 
care to provide technical and emotional 
support, coordinate care services and to 
inform and advise patients on clinical as well 
as practical issues, leading to positive patient 
outcomes. The paper, along with other Impact 
briefs, is available via the Macmillan website, 
at www.macmillan.org.uk/servicesimpact
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‘ I need the car to get to my mother’s. 
Because I was going up there every   
day and taking her to hospital, it was 
draining my money. I just never had 
enough money to put in there. I was 
looking in my purse thinking ‘What am   
I going to do? If I put this money in for 
petrol I can’t buy what I need, food   
and stuff.’ 
 
Female, 55-64, caring for her mother

Th
e 

ca
n

ce
r 

jo
u

rn
ey

 –
 T

re
a

tm
en

t

Contents39

Understanding the numbers, needs, and experiences of people living with cancer in the UK and their carers



The rich picture on carers of people with cancer

40

Th
e 

ca
n

ce
r 

jo
u

rn
ey

 –
 T

re
a

tm
en

t

10% of cancer carers don’t currently receive 
any advice or training on how to provide 
care but want to receive it.(6)

Patients and carers typically only see the 
healthcare professionals in charge of the 
patient’s chemotherapy treatment when it is 
administered. This results in carers needing 
to assume responsibility for monitoring 
and managing treatment side-effects 
themselves.(67) Carers therefore need to have 
a good understanding of the physical and 
medical effects that can be caused by treatment 
and how to minimise these effects if they occur.

A survey of 156 carers who were partners of a 
person with cancer found that cancer treatment 
can have a negative impact on sex and 
intimacy between patient and carer with 59% 
of women and 79% of men reporting decreased 
frequency of sex and intimacy.(34)

FinAnCiaL
nEeDs

PhySiCal  
aNd mEdIcaL
nEeDs

The most common cost that people with 
cancer and their carers face is getting to 
and from appointments. This affects 69% of 
people with cancer, costing them on average 
£170 a month with the carer often being the 
one to provide this transport.(35)

Extra financial costs widely borne by cancer 
patients and their carers include transport, 
nutrition and clothing. These are often  
worse for families on low income, those receiving 
chemotherapy and those living in a rural area.(36)
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For carers who felt that they received sufficient 
information about treatment and side effects, a 
third of carers still feel unprepared when 
the person cared for is experiencing specific 
symptoms at home.(17)

The most recent Cancer Patient Experience Survey 
found that 39% of patients felt that doctors and 
nurses had not given their family or someone 
close to them all the information that they 
needed to be able to care for them at home.(38)

Positive experiences in dealing with health 
professionals enable cancer carers to 
feel empowered, valued and recognized. 
Negative interactions lead to distress, anger, 
frustration and feelings of isolation.(39)

Perceptions of clinical care are positive. 
However, carers identified unmet needs  
in terms of not being asked how they were 
coping, not being offered counselling and  
not being given written information about 
treatment procedures.(40)

A 2011 review focusing on the support for carers 
of people with advanced cancer found that 
carers may feel unable to take a break from their 
role, highlighting the need for their own support 
which may also be necessary for their ability to 
continue in their caring role.(85)

EmoTiOnaL And  

pSyChoLogicAl
nEeDs

PraCtIcaL And  

iNfOrmAtIon
nEeDs
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How many carers are looking  
after someone who is in the  
post-treatment phase?

•  11% of carers are currently looking after 
someone who has finished treatment and has  
no active symptoms of cancer

•  15% of carers are currently looking after 
someone who has finished treatment and is 
living with the long-term effects of cancer(6)

Of those patients with family or someone close 
to them wanting information, 61% said that 
their family or someone close to them definitely 
received all the information they needed to help 
care for them at home; 23% said they did so to 
some extent; while 16% said that their family did 
not get all of the information that they needed.(38)

Cancer survivors have greater health 
needs than the general population

•  90% of cancer survivors have visited their  
GP and 45% visited a specialist doctor in  
the last 12 months. This compares with  
68% and 15%, respectively, of the wider 
population.(65)

•  Currently only 25% of cancer patients are 
receiving a needs assessment and a care 
plan – both of these are essential in providing 
personalised care for cancer patients and  
their carers.(65)

Macmillan and NHS England are 
working to implement personalised 
support for all cancer survivors 

The National Cancer Survivorship Initiative (NCSI) 
was a partnership between the Department 
of Health, Macmillan and  NHS Improvement. 
NCSI reports were produced in 2013, including 
‘Living with and beyond cancer: Taking 
Action to Improve Outcomes’, which informs 
the direction of survivorship work in England, to 
support commissioners, health service providers 
and others to take the actions necessary to drive 
improved survivorship outcomes. 

Contents



Th
e 

ca
n

ce
r 

jo
u

rn
ey

 –
 S

u
rv

iv
o
rs

h
ip

The document was followed by: ‘Innovation 
to implementation: Stratified pathways 
of care for people living with or beyond 
cancer: A “how to’ guide”’. 

The documents set out what has been learned 
about survivorship, including interventions that have 
been tested and are ready to be spread across 
England, and could make an immediate difference 
to people affected by cancer. These include: A  
key intervention which  is the ‘Recovery Package’ 
consisting of: 

• Structured Holistic Needs Assessment and care 
planning, 

• Treatment Summary to provide good 
communication to primary care including 
information about treatment, and the potential 
short- and long-term consequences.

• Education and support events, such as Health 
and Wellbeing Clinics, which give patients 
information about lifestyle choices, signs and 
symptoms of recurrence, getting back to work, 
benefits and financial support. 

• The Cancer Care Review carried out  by the GP 
six months following a diagnosis of cancer

Further key interventions include:

• Offering appropriate information including 
information about work support needs onwards 
referral to specialist vocational rehabilitation 
services and financial support 

• Offering advice on physical activity, weight 
management and how to access appropriate 
programmes.
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Carers often put their own needs aside when 
looking after someone, and may put their own 
health at risk.(3, 45)

Carers (not only cancer carers) who look after 
someone round the block are more than twice 
as likely to suffer bad health compared to 
people without caring responsibilities.(3)

In a survey of 350 head and neck cancer 
patients and their carers a quarter suffered 
from problems with intimacy and a third 
suffered problems with sexual interest and 
enjoyment.(42) 

‘ My own health needs were on hold while  
my husband was ill.’(25)

Carers with poor health reported that the 
reason for their health condition is a lack 
of practical support (64%) and financial 
support (50%).(3)

The 2011 census found that over 3 million 
people in the UK combine work with caring 
responsibilities which equates to around 
half of all carers.(3) These carers represent 
approximately 1 in 10 workers in the UK.(69) 
However, the overall number of carers has 
increased by 11% between 2001 and 2011 
and is predicted to continue to rise.(3) This 
shows the impact that caring can have on the 
carer’s ability to continue to work, which could 
result in more carers having financial difficulties. 

Women aged 45-54 are more than twice 
as likely than other carers to have reduced 
working hours as a result of caring 
responsibilities.(3)

Half of working age carers live in a household 
where no one is in paid work.(81)

70% of carers were over £10,000 worse off 
as a result of giving up work, reduced working 
hours, or taking up lower paid work.(81)

In 2012, 594,860 carers were receiving Carer’s 
Allowance in Great Britain. This equates to 
only 1 in 11 carers in England, Scotland and 
Wales who are receiving Carer’s Allowance.
(73) However, due to the low payment and other 
entitlement conditions, the benefit is ineffective 
in preventing financial hardship.(3)

Carer
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Carers of people with cancer tell us that they 
sometimes need help around the house 
or garden.(25)

A 2014 survey showed that carers consider  
the poor quality of health or social services a 
barrier to receiving practical support. 33% of 
carers who have used services decided to 
decline the support offered due to concerns 
over quality.(87)

Some cancers such as colorectal leave 
people with side effects which they find 
embarrassing such as stoma bags and 
problems with incontinence. This can alter the 
dynamics of relationships and cause tensions 
between carer and patient, especially where the 
patients feels a loss of dignity, independence 
and sexual confidence.(86)

A 2014 survey found that 57% of carers had 
lost touch with their friends as a result of their 
caring role, and almost half of carers said this 
was due to a lack of practical support which 
would have allowed them to socialise. This 
shows that carers would benefit from greater 
support throughout their caring period.(87)
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How many cancer patients 
are at End of Life?

In 2012, 161,379 people in the UK died 
from cancer.(47)

1 in 14 (7%) were in the last year of their life – of 
these 41,000 (28%) were also within a year of 
diagnosis. Nearly three-fifths (58%) spent some 
of their time in the year as an admitted hospital 
patient. In addition those who are in their last 
year of life and were diagnosed that year are 
more than twice as likely to spend time in 
hospital than those in their last year of life who 
were not diagnosed that year.(47, 82, 83)

How many carers are looking 
after someone living with 
progressive cancer or at the 
end of life?

•  14% of carers are currently looking after 
someone living with progressive cancer

•  4% of carers are currently looking after 
someone who is dying.(6)

In 2011, an estimated 2.1 million people in the 
UK provided some kind of support (defined as 
one or more hours of support per week) in the 
preceding 12 months to someone with cancer 
who has since died.(6)

At progressive illness and end of life stages, 
people affected by cancer have greater needs. 
Caring responsibilities can increase and cancer 
carers may have additional needs.(54)
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How many cancer deaths there are in each setting?*(70) 

*  Does not add up to 100% 
due to rounding.

18%
Hospice

38%
Hospital

30%
Home  
(own residence)

13%
Care and  
nursing home
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To what extent do cancer 
patients die in the place 
of choice?

Cancer deaths in England and Wales account 
for 90% of all deaths in hospices, 39% of all 
deaths at home, 23% of all deaths in hospital, 
18% of all deaths occur in care homes, 19% of 
all deaths in communal establishments and 23% 
of all deaths elsewhere.(71)

A recent survey found that 73% of people who 
died from cancer would have liked to have 
spent the last weeks and days of their life at 
home.(72) However, only 30% of those who died 
from cancer actually die at their home or own 
residence.(71)

 
A survey of 1,378 bereaved carers found that 
the availability of a relative to care was the most 
important factor for a terminally ill patient to be 
able to die in their preferred place.(11)

In addition carer burden is a key reason why 
cancer patients who had chosen to die at home 
are still being admitted to hospital in the last 
days and hours of life.(51)

 
Not everyone has access to round-the-clock 
community nursing which can be essential 
support for carers supporting people at end  
of life.
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‘ Dad’s not going to be 
around forever, and I want 
to make the most of it. I 
actually enjoy it. This is by 
no means a chore, I’m very, 
very close to my dad.’ 
 
Female, 35-44,      
caring for her father 
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A survey of 301 cancer carers in Wales found 
that in the last year of life of the patient nearly 
40% needed more help with nursing care 
than they were currently getting.(52) 

Depending on the support needs and condition 
of the person who is being cared for, carers may 
be involved in increasingly physically demanding 
activities, including lifting, cleaning, and 
personal care.(45)

42% of carers in a survey of sixty patients with 
advanced cancer and their carers reported 
problems sleeping, which in turn resulted in 
increased feelings of anxiousness.(53) 

Research shows that the majority of people 
would prefer to die at home if they had a 
terminal illness. Many carers in one recent study 
reported that the person they had cared for had 
achieved their wish to die at home. This offered 
the comfort to many carers that they were able 
to help the person they cared for achieve this. 
However, for many of these carers the process 
of caring for someone at home was hard, 
exhausting and emotional.(30)

‘  I needed information. They said my father 
can’t go home, he’ll have to go into a  
nursing home. And I said but who pays for  
it, ‘Oh you do, and he’ll be assessed’… 
I couldn’t afford to pay… I’m an only child  
and I’ve got no partner, brother or sisters, 
there’s nobody but me’. 

‘ I didn’t have any money coming in, and  
I spent every day either with him in the  
hospital or in the hospice – my life was 
completely on hold. 

Bereaved carer

Bereaved carer
Bereaved carer

The process of applying for benefits can 
often be too slow, with some carers describing 
situations in which they received support late 
in the patient’s illness, or even after the 
patient’s death. As a person at end of life can 
deteriorate quickly, timely access to benefits and 
support is critical.(30)

Carers’ financial difficulties often continue 
after the death of the person they care for, 
particularly where the carer used up savings or 
pension funds in order to undertake their caring 
role. Carers are able to claim Carers’ Allowance for 
up to eight weeks after the death of the person they 
are caring for, but many will need financial advice on 
how to support themselves in the long term.(30)

‘ I put my health needs on hold... I thought 
I can’t cope with my husband’s sort of 
deteriorating condition... And obviously 
tiredness is one of the things that really 
hits you, and actually after my husband 
died I just had one illness after another’
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Carers of terminally ill people vary in how much 
information they feel they need. Some seek out 
as much information as possible, while others feel 
they should be guided by what the person they care 
for wants to know.(45)

Carers of people at the end of life may require 
information about disease progression, 
practical and nursing care education, and 
what to expect when the person cared for is 
nearing death.(88)

A survey of 301 cancer carers in Wales found that 
in the last year of life of the patient around a fifth 
needed more help from health and social care 
services with transport, cleaning and bathing than 
they were getting.(52)

Personal tasks such as bathing and feeding are 
seen as more burdensome than non-personal 
tasks such as transportation.(13) 

Uncertainty and not being sufficiently 
informed about the condition of the person who 
is being cared for have been identified as a major 
challenge for carers.(50)

Despite the complex needs of a cancer patient 
at the end of life, cancer carers have difficulty 
deciding whether to call out-of-hours services, 
due to anxiety about the legitimacy of need 
and the reluctance to bother the doctor.(55)

Caring for a dying family member with  
cancer is an emotionally intense and 
exhausting experience.(57)

 
Some carers report that counselling, offering 
emotional support as well as practical advice, 
as well as the support from family and friends 
proved helpful during the time after the death of 
the person they care for.(45)

Women, those who have a history of  
co-morbidity, those who lack religious 
support and those who lack family support 
are more likely to suffer complicated grief 
after the death of the cancer patient they cared 
for.(59)

Psychological distress detected during care 
giving carries on into bereavement.(60)

Bereaved daughter

‘ I felt as if I was on a train that wouldn’t  
stop. A lot of the time there wasn’t time  
to even think about what would happen  
when he’d gone’.
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What is the profile of the 
average carer of someone 
with cancer?

Carers of people with cancer are a diverse group 
but they are more likely to be: 

•  Women (62% of carers are women, while 38% 
of carers are men)

•  Aged 45–54 (22% of cancer carers fall into 
this age range)

This section attempts to give an 
indication of the profile of carers 
of people with cancer, however 
we know that there is huge 
variation within the population.

What is the demographic 
breakdown/market 
segmentation of the 
1.1 million people aged 15+  
currently caring for someone  
with cancer in the UK?

Cancer carers are as demographically diverse 
as cancer patients themselves. The 2011 Census 
and surveys by Macmillan Cancer Support and 
Carers UK have found that carers are slightly 
more likely to be women of late working age but 
that there are also a significant proportion of 
older people now caring. 

The ageing population along with the predicted 
rise in people living with cancer to 4 million 
by 2030 means that it is likely that numbers of 
older people caring will increase.(49)

Young people who have a parent with cancer 
have a complex array of needs, many of which 
go unmet. A survey of 116 young people  
found that 90% of young carers had 10 or 
more needs and a quarter had more than 
20. The most common needs were wanting 
understanding from friends and assistance  
with staying on task.(63) 

Older people with cancer are predominantly 
cared for by older people who will often have 
health conditions themselves. They need 
additional physical and practical support 
especially to deal with daily living tasks, 
incontinence, and nutrition.(19)

We have run an analysis of the respondents to 
our research into cancer carers(6). 

Two MOSAIC segments that were 
dominant in the analysis were:

Group J: Claimant cultures
Group N: Terraced melting pot

Group J are some of the most disadvantaged 
people in the UK including significant numbers 
who have been brought up in families who for 
many generations have been dependent on the 
state for welfare benefits. Local councils have 
responded to their housing needs by providing 
them with accommodation in estates which 
people only want to live in as a last resort.

Group N contains people who mostly have few 
qualifications and who work in relatively menial, 
routine occupations. The majority are young, 
some still single, others living with a partner and 
quite a few with children of nursery and primary 
school age. These people mostly live close to the 
centres of small towns or, in London, in areas 
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developed prior to 1914. Typically they live in 
areas of densely packed terraced housing some 
of which is owner occupied, the rest rented, 
sometimes from a residential landlord.

Three further MOSAIC segments were 
also well-represented in the analysis:

Group B: Professional Rewards
Group C: Rural Solitude
Group I: Ex-Council Community

Group B contains swathes of Britain’s executive 
and managerial classes who have worked 
diligently to build up a comfortable lifestyle and 
a significant financial asset base. Often in their 
40s, 50s or 60s, some may be owners of small 
or medium sized businesses whilst others will 
have risen to senior positions in large national 
or international businesses. These are people 
who have built up significant equity in their 
own homes and who are at the stage in life 
where it is not uncommon for them to be the 
beneficiaries of legacies, inheriting a share of 
their parents’ homes or other savings. 

With significant incomes from their investments 
as well as from employment most of these 
people have reached the level where the many 
boxes in which they enter income on their  
annual income tax return will take them over  
the threshold for paying tax at a higher rate. 
Most are married and living in a spacious  
family home.

Group C live in small villages or in isolated 
farmhouses and cottages where farming and 
tourism are the mainstays of the local economy. 
These are places where residents still value a 
traditional country way of life characterised 
by a strong sense of community spirit and 
responsibility towards one’s neighbours. People 
do not just live amidst country fields or down 
narrow lanes but in places which are sufficiently 
remote from major centres of population not 
to have become village dormitories for high 
pressure commuter living.

Group I have relatively low levels of formal 
education but, through persistence and hard 
work, have created a comfortable lifestyle 
for themselves and their families. Many live 
on council estates which, because they were 
comparatively well built and pleasantly laid out, 
have had a large proportion of their properties 
purchased under right-to-buy legislation. Some 
residents remain tenants of the council but a 
large number are owner occupiers. Some of the 
owner occupiers will have been former tenants 
who exercised their right to buy whilst others 
will have bought freeholds from former council 
tenants. People therefore live in communities 
with a fair mix of incomes.

What are the typical leisure 
activities/where they shop/what 
media they consume/what 
they do?

Elderly carers are likely to be retired and are 
less likely to use the internet for information, 
instead relying on traditional channels such as 
TV, newspaper and radio. Women of late middle 
age are more likely to use the internet for social 
networking, purchasing goods and to access 
information, with around a third accessing 
via mobile communication devices. They are 
also likely to be working, have dependents 
such as children living at home and financial 
commitments such mortgages.(62)

For more detail and definitions see  
http://www.experian.co.uk/business-
strategies/mosaic-uk-2009.html
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What cancer carers are saying about their lives during and after 
their cancer caring experience.

‘ I worry more, and I’m not sleeping well.  
It just affects everything really. I can’t go out 
so much, because I worry about leaving him.’

Female carer

‘ With the soaring cost of gas and 
electricity, we’ve become terrified of the 
bills. My husband gets very cold but we’re 
scared to put the heating on all day so 
instead, he wraps up in layers of clothing. 
Not only that but we worry about using 
the washing machine and dryer. My 
husband’s illness means he sweats and 
vomits; keeping his clothes and bedding 
clean is a constant job and adds to our 
fuel costs. The children and I skip bathing 
so that we can afford his daily shower 
and bath – if we don’t keep his skin clean 
there’s real danger of infection.’ 

Female carer 
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‘ I think caring for somebody is a life 
changing experience. You’re never the 
same again, and that’s what a lot of people 
tell me, you’re never the same again.’

Bereaved carer 

‘ I took on the role of full time carer at 
home. Overnight care was a real worry to 
me and the offer of nursing support came 
too late because he deteriorated 
dramatically. I felt lost, and was uncertain 
whether to call an ambulance. As a sole 
carer, I felt overwhelmed by the 
responsibility of making that decision. He 
did go into hospital in the early hours of 
the morning but it took several hours 
before he was moved from a cubicle to his 
own room. Despite a morphine pump he 
was in a lot of pain, and an air bed to help 
give comfort only turned up a few hours 
before he died. When he passed away it 
was a blessing.’ 

Female carer 
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What our online Macmillan Community members  who self – 
identify as ‘carers’, ‘friends’ and ‘family’ are saying…

How the media* portrays cancer carers…

*UK national daily newspapers

Note: These ‘word clouds’ give greater prominence to words that appear more frequently in the 
source text.
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What does this mean?

For those in the online community the subject 
of their care is very important i.e. ‘mum’, ‘dad’, 
‘husband’, ‘children’, ‘friend’ etc. Whereas the 
media is less personal mentioning ‘people’, 
‘patients’, ‘carers’.

The online community makes significant 
reference to negative emotions such as ‘guilty’, 
‘sorry’, ‘awful’, ‘stress’ as well as mentioning 
‘hope. The words ‘support’, ‘coping’ and 
‘understand’ are mentioned frequently.

The media focuses more on place of care e.g. 
‘hospital’, ‘home’, ‘NHS’, ‘room’ etc as well as 
the financial impact ‘money’, ‘pounds’, ‘work’.

Cancer is a key word in both  which suggests 
that people are no longer afraid to talk about a 
topic which at one time was thought of as taboo.

In summary the media seem to focus on the 
practical aspect of caring whilst the online 
community focuses on the emotional side.
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Who are young carers?

As data is limited on young cancer carers, this 
section describes the needs and experiences of 
young carers in general (ie not just young cancer 
carers). The Association of Directors of Adult and 
Children’s Services and The Children’s Society 
have defined a young carer as:

“The term, ie: ‘young carer’ should be taken 
to include children and young people under 
18 who provide regular and ongoing care and 
emotional support to a family member who is 
physically or mentally ill, disabled or misuses 
substances” (75)

How many young carers 
are there?

Unfortunately, there is limited available robust 
data on the number of young cancer carers in 
the UK.

However, in 2011, there were 177,918 young 
unpaid carers (5- to 17-year olds) in England 
and Wales. Of these, 54% were girls and 
46% were boys.(76)

Provision of unpaid care per week for 5- to 17-year olds in England  
and Wales, 2011

South West 1.8 0.2 0.2

South East 1.6 0.2 0.2

London 1.7 0.2 0.2

East of England 1.6 0.2 0.2

West Midlands 1.7 0.2 0.2

East Midlands 1.7 0.2 0.2

Yorkshire and The Humber 1.6 0.2 0.2

North West 1.8 0.3 0.2

North East 1.7 0.3 0.2

Wales 2 0.3 0.2

England 1.7 0.20.2

England and Wales

Provides 1 to 19 hours Provides 20 to 49 hours Provides 50+ hours

1.7 0.2 0.2

SPECIALIST THEME
Young carers
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This is likely to be an underrepresentation of 
the true picture as many remain under the radar 
of professionals. Reason why this may be the 
case include: family loyalty, stigma, bullying, not 
knowing where to go for support. Some young 
carers are as young as five years old.(77) 

A 2010 survey by the BBC indicates that the 
number of young carers could be as much as four 
times higher than the official UK numbers.(58)

An increase in the number of carers 
aged 5 to 17 was observed in all regions 
between 2001 and 2011. In England and Wales 
combined, the number of young carers increased 
by almost 19% during this period. The South East 
had the largest increase of 41.2%, which equates 
to an additional 7,282 young carers, while the 
smallest increase was seen in the North East at 
just 1.7%, an additional 135 young carers.(76)

Young carers are 1.5 times more likely than 
their peers to be from black, Asian or minority 
ethnic communities, and are twice as likely to not 
speak English as their first language.(77)

What is the impact of caring 
on the individual?

Caring can cost young people dearly if they 
are not given the opportunities to participate in 
all aspects of life. Because of time spent caring 
they can miss out on a huge range of 
opportunities that so many other children and 
young people take for granted, from educational 
opportunities, to spending time with friends and 
having time and space to do their homework.(77)

One in 12 young carers is caring for more than 
15 hours per week. Around one in 20 misses 
school because of their caring responsibilities.

Young carers are 1.5 times more likely than 
their peers to have a special educational 
need or a disability.

The average annual income for families with 
a young carer is £5,000 less than families who 
do not have a young carer.(77)

There is no strong evidence that young carers 
are more likely than their peers to come 
into contact with support agencies, despite 
government recognition that this needs to 
happen.(77)

Young carers have significantly lower 
educational attainment at GCSE level, the 
equivalent to nine grades lower overall than their 
peers.(77)

Young carers are more likely than the 
national average to not be in education, 
employment or training between the ages of 
16 and 19.(77)

A 2004 report found that two thirds of young 
carers provide domestic help in the home; 
48% provide general and nursing-type care; 
82% provide emotional support and supervision; 
18% provide intimate personal care and 11% 
also provide child care.(78)

What is the impact of caring on 
young carers’ general health?(79)

The 2011 Census showed that the percentage 
of people with ‘Not Good’ general health 
was generally higher among those of all ages 
providing unpaid care (not just cancer care) 
compared with those not providing it, and that 
this percentage rose with greater amounts of 
unpaid care provided. This suggests that care 
provision has a detrimental impact on 
general health.

A similar pattern was observed in unpaid carers 
aged 5 to 17 (providing all types of care, not just 
cancer care). London had the highest proportion 
of young people providing 50 hours or more 
care per week in ‘Not Good’ health, at 17.1%; the 
South West had the lowest proportion at 13.2%.

Young unpaid carers in English regions and 
Wales who were providing care for 50 or more 
hours a week were between 4.4 (in Wales) and 
5.9 times (in the South East) more likely than 
those providing no care to report their general 
health as ‘Not Good’.

Contents59

Understanding the numbers, needs, and experiences of people living with cancer in the UK and their carers



The rich picture on carers of people with cancer

60

R
ef

er
en

ce
s

How do we define cancer carers?

In order to understand carers’ experiences and needs, we need to define who they are. This document 
has taken a general definitions of ‘cancer carers’ as anyone who provides help or support to someone 
because they have a cancer diagnosis. Our most recent major piece of research into cancer carers 
(see reference 6) took a different approach. We used the term ‘carer’ to refer to people who currently 
provide support to someone with cancer, not as part of a paid job or voluntary work. Also, they 
must either (1) care for that person for more than 5 hours per week, or (2) give 1–4 hours a week 
and say this affects their life in some way eg financially or emotionally. We did not want to rely on 
carers self-identifying in order to participate in the research, as we know that many people providing 
support to a relative or friend do not see themselves as a ‘carer’. Using a self-identification approach 
would therefore have underestimated the size of this key group. Identifying carers on the basis of the 
amount of time they spend providing support to someone with cancer, and/or whether the support 
they provided has an impact on them, enabled Macmillan to estimate more accurately the size of this 
group, and explore their needs and experiences in a meaningful way. Macmillan is here to provide 
information and support to anyone looking after someone with cancer. 

Quotes
The quotes on pages 5, 13, 21, 27, 35, 39, 49, 54 and 55 are real quotes from carers of people 
with cancer, however we have changed their names to protect their identity. The quote and photo on 
page 5 is from a Macmillan case study who has kindly agreed to be featured in this publication. 
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Not sure of some of the terms used 
in this document? Our handy jargon 
buster should help you out.

(i) Health data terms
Incidence: When we talk about ‘cancer 
incidence’ we mean the number of people who 
are newly diagnosed with cancer within a given 
time-frame, usually one calendar year. The data 
can be ‘cut’ in a number of ways, for example by 
cancer type (breast, prostate, lung, colorectal, etc) 
or by gender, age, etc. The latest data we have is 
for 2012, and we know that over 300,000 people 
are newly diagnosed with cancer in the UK every 
year. Incidence can sometimes be given as a rate 
(per head of population).

Mortality: When we talk about ‘cancer mortality’ 
we mean the number of people who die from 
cancer within a given time-frame, usually  
one calendar year. The latest data we have is  
for 2012, and we know that over 150,000  
people die from cancer in the UK every year. 
Mortality can sometimes be given as a rate  
(per head of population).

Prevalence: When we talk about ‘cancer 
prevalence’ we mean the number of people who 
are still alive and who have had, within a defined  
period, a cancer diagnosis. It equates to the number 
of people living with cancer. Any prevalence figure is 
for a snapshot (set point in time). The latest snapshot 
we have was made in 2015, and we estimate that 
there are 2.5 million people living with cancer in the 
UK. Some data are only available and presented 
for 20-year prevalence (i.e. anyone with a cancer 
diagnosis within a 20 year period). Prevalence 
can sometimes be given as a rate (per head of 
population).

Survival: When we talk about ‘cancer survival’  
we mean the percentage of people who survive  
a certain type of cancer for a specified amount  
of time. 

Cancer statistics often use one-year or five-year 
survival rates. Relative survival (the standardised 
measure used) is a means of accounting for 
background mortality and can be interpreted as 
the survival from cancer in the absence of other 
causes of death. Survival rates do not specify 
whether cancer survivors are still undergoing 
treatment after the time period in question or 
whether they are cancer-free (in remission). 

(ii) Other terms
Co-morbidities: This means either the presence 
of one or more disorders (or diseases) in addition 
to a primary disease or disorder, or the effect of 
such additional disorders or diseases. 

Curative treatment: When we talk about 
curative treatment for someone with cancer, we 
talk about treatments intended to cure the cancer; 
this usually mean the removal of a cancerous 
tumour. It works best on localised cancers that 
haven’t yet spread to other parts of the body, and 
is often followed by radiotherapy and/or 
chemotherapy to make sure all cancerous cells 
have been removed.

Palliative treatment: Palliative treatment is  
only used to ease pain, disability or other 
complications that usually come with advanced 
cancer. Palliative treatment may improve quality of 
life and medium-term survival, but it is not a cure 
or anti-cancer treatment. However palliative 
treatment can be given in addition to curative 
treatment in order to help people cope with the 
physical and emotional issues that accompany  
a diagnosis of cancer. 
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Full suite of the Rich Pictures
This document is one of the twenty in the full suite of Rich Pictures summarising the numbers,  
needs and experiences of people affected by cancer. See a full list below:

Overarching Rich Picture

The Rich Picture on people with cancer (MAC15069)

All these titles are available in hard-copy by calling our Macmillan Support Line free on 0808 808 00 00 
(Monday to Friday, 9am–8pm), or by ordering online at www.be.macmillan.org.uk.

A wealth of other resources are also available, all produced by Macmillan Cancer Support and available 
free of charge.

The Rich Pictures on age groups

The Rich Picture on people living with cervical cancer  (MAC13846_11_14)
The Rich Picture on people living with breast cancer  (MAC13838_11_14)
The Rich Picture on people living with prostate cancer   (MAC13839_11_14)
The Rich Picture on people living with lung cancer  (MAC13848_11_14)
The Rich Picture on people living with cancer of the uterus  (MAC13844_11_14)
The Rich Picture on people living with non-Hodgkin lymphoma  (MAC13843_11_14)
The Rich Picture on people living with rarer cancers  (MAC13847_11_14)
The Rich Picture on people living with malignant melanoma  (MAC13841_11_14)
The Rich Picture on people living with head & neck cancer  (MAC13845_11_14)
The Rich Picture on people living with colorectal cancer  (MAC13840_11_14)
The Rich Picture on people living with bladder cancer  (MAC13842_11_14)

The Rich Picture on people of working age with cancer  (MAC13732_14)
The Rich Picture on children with cancer  (MAC14660_14)
The Rich Picture on older people with cancer  (MAC13668_11_14)
The Rich Picture on teenagers and young adults with cancer  (MAC14661_14) 

Other Rich Pictures

The Rich Picture on people at end of life  (MAC13841_14)
The Rich Picture on carers of people with cancer  (MAC13731_10_14)
The Rich Picture on people with cancer from BME groups (MAC14662_14)
The Emerging Picture on LGBT people with cancer  (MAC14663_14)

The Rich Pictures on cancer types

Contents67

Understanding the numbers, needs, and experiences of people living with cancer in the UK and their carers



Code: MAC13731_10_14
©Macmillan Cancer Support, registered charity in England and Wales (261017),  
Scotland (SC039907) and the Isle of Man (604). 

For support, information or if you just want 
to chat, call us free on 0808 808 00 00 
(Monday to Friday, 9am–8pm) 
or visit macmillan.org.uk

When you have cancer, you don’t just worry 
about what will happen to your body, you 
worry about what will happen to your life. 
How to talk to those close to you. What to  
do about work. How you’ll cope with the 
extra costs. 

At Macmillan, we know how a cancer diagnosis 
can affect everything. So when you need someone 
to turn to, we’re here, because no one should face 
cancer alone. We can help you find answers to 
questions about your treatment and its effects. We 
can advise on work and benefits, and we’re always 
here for emotional support when things get tough.

Right from the moment you’re diagnosed, through 
your treatment and beyond, we’re a constant 
source of support to help you feel more in control 
of your life.

We are millions of supporters, professionals, 
volunteers, campaigners and people affected   
by cancer. Together we make sure there’s always 
someone here for you, to give you the support, 
energy and inspiration you need to help you   
feel more like you. We are all Macmillan.

www.macmillan.org.uk

