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Summary of key findings
Overall care in the UK
Across the UK, one in seven people (15%) have given some unpaid, informal support to a
person with cancer in the last 12 months. One in 20 (five per cent) are doing this at the
moment, and one in 50 (two per cent) are currently providing enough support to be identified
as ‘carers’ for the purposes of this research1. Extrapolated onto the UK population, this
means about 1.1 million people aged 15+ are carers for someone with cancer. 2
Carers for someone with cancer have a similar profile to that of all carers in the UK. In both
cases most are women (62% of cancer carers and 58% of all carers). The most common age
band for cancer carers is 45-54 (22%), which is similar to that for all carers in the UK (the
peak age for them is between 50 and 59).3
The great majority of carers of people with cancer only look after one person (86%) and most
live separately from the person or people they support (76%). Carers are most likely to help
somebody with breast cancer (24%), followed by cancer of the lung (12%), prostate (11%) or
colorectal/bowel cancer (11%). Half of them (49%) support a person with cancer currently
undergoing treatment, with most other carers saying they help someone at various stages
after treatment.
Looking at the people they help, carers are most likely to support a middle-aged person,
aged 45-54 (17%) or 55-64 (20%). Carers are more likely to look after women (61%) than
men (41%), and most often support a member of their family (23% support a parent, while
17% support a spouse or partner). A third of carers say they care for a friend or neighbour
(31%).
The most common motivation given by carers is simply that they want to provide this support
(59%) or that they love the person or people they help (53%). However, only a minority
actually consider themselves to be ‘carers’ (43%); half of them (51%) say this word describes
them little or not at all.

1

i.e. they give at least five hours of support a week, or they give one to four hours and it affects their
lives in some way
2
This figure is based on confidence intervals within which, with 95% confidence, the true percentages
lie. These confidence intervals are based upon the assumption that the standard errors relating to
quota sample will be the same as those calculated from a probability sample with a corresponding
sample design.
3
Data on carers from the 2001 Census can be found at:
http://www.carersuk.org/professionals/resources/briefings/item/404-facts-about-carers-2009

4
© 2011 Ipsos MORI and Macmillan Cancer Support

What do carers do and how does it affect them?
Carers of people with cancer give an average of almost 15 hours of support each week, and
the most common type of support is emotional, talking or listening to someone with cancer
(81%). This is followed by helping with errands outside the house, such as shopping or
collecting prescriptions (51%) or offering transport or company on visits or appointments
(49%). The great majority of carers (81%) are affected in some way by the support they
provide, and they most frequently say it impacts on their emotional well-being/mental health
(46%), followed by their social life (38%) and relationships (20%). In addition 19% say it has
affected their working life, and 15% have experienced an impact on their finances.

What support do they get?
Half of carers (49%) say they get no support, compared with almost half who say they get
some type of help (45%). Most often they get emotional support from someone they can
speak to (20%) or information on cancer and its treatments (13%). The most frequent
providers of support to carers are informal: family members (44%) or friends (28%). The
most common formal source of support is a GP or another element of the NHS (20%). Only
one in 20 carers receive Carer’s Allowance or have had a Carer’s Assessment (five per cent
in both cases).
Almost half of carers say they do not currently get support which would be helpful for them
(47%). There is a wide range of support they say they do not receive. Most often it is advice
and training on how to give care (10%), followed by information on the general support
available (nine per cent) and someone to provide emotional support (nine per cent).
Three in five carers (62%) say the people they care for receive support from a source other
than them. In over half of cases (54%) this is from a GP surgery or other NHS body. Similar
numbers mention help from other family members (50%) and over one in three mentions
friends or neighbours (38%). Most often the help is information and advice on cancer (23%),
or someone to provide emotional support (22%). Almost half of carers (46%) say the person
they help does not receive support which would be useful. The type most often lacking is
someone the person with cancer can talk to (10%), financial advice and information (nine per
cent), financial help such as tax credits (eight per cent), or a respite break (eight per cent).
Local authorities only seem to play a limited role in assisting and supporting carers. Only
11% say they have support from a local authority/social services and only five per cent have
had a Carer’s Assessment. Furthermore, only 15% of carers say the local authority/social
services help a person they care for.
5
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Carers’ experience of Macmillan
Most carers (72%) name at least one service or activity which they think Macmillan offers to
carers. Most often, they think of a Macmillan nurse (39%), information or advice through the
Macmillan website (29%) or someone to talk to/ emotional support (22%).
Of those who name a Macmillan service, 35% say they have used at least one of these
services. This is equal to 25% of all the cancer carers interviewed. The most commonly used
services are the ones most widely known: Macmillan nurses, and information or advice
through the website (both of these are used by 13% of carers who know of a Macmillan
service).
Most carers also identify support from Macmillan which would be most helpful to them (62%).
The most frequently mentioned is information or advice through the Macmillan website
(25%), followed by someone to talk to/ emotional support (17%) and help from a Macmillan
nurse (14%).

How do findings vary?
The impact on carers’ lives, the level of support already received and the need for additional
support are all greater among groups of carers who provide more extensive support. These
include those who:


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 a parent/parent-in law, and



are affected financially by caring for someone with cancer.

These groups provide more hours of care each week, and perform a wider range of tasks for
the people they support. Caring for someone with cancer also impacts on more aspects of
their lives (for example, not just their social life but also their working life and their finances).
They are more likely than average to say that they currently receive or need some form of
external support.
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Carers who say they use a Macmillan service often provide more extensive care. They are
more likely to:
care for more than one person (22% vs 13% overall)
support someone with progressive cancer (22% vs 14% overall)
live with someone with cancer (27% vs 15% of carers not using Macmillan services),
and
provide six or more types of support to those they help (43% vs 35% of carers not
using Macmillan services).
The opposite is true for carers who don’t use Macmillan services i.e. they are less likely to
care for more than one person, support someone with progressive cancer, live with the
person they care for, and provide so many different types of support.
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Introduction
This report contains the findings of research conducted among people in the UK who care for
someone with cancer by providing them with informal unpaid help and support. Ipsos MORI
conducted this research on behalf of Macmillan Cancer Support who wanted to determine
the number and profile of people caring for someone with cancer in the UK. The organisation
also wanted to understand the impact of caring on their lives, including the need for support.

Background
Providing unpaid care is a day to day reality for a large number of people in the UK, and a
vital part of how our society copes with illness and old age. The 2001 Census estimated that
six million people provide unpaid care to family members, friends, neighbours or others who
are living with health problems, disability or issues relating to old age. Despite government
agreeing that carers need to be given more support and recognition4– not least because of
the cost to taxpayers to replace the work they do – many carers continue to find themselves
coping with the significant demands placed on them with little or no help.
Macmillan has an extensive programme of support specifically for carers of people with
cancer, including service development, the production of information resources, marketing,
learning and development, volunteering, inclusion, and lobbying and campaigning on issues
which affect this group. To date, however, a detailed picture of the number, profile and needs
of those providing unpaid care for someone living with cancer in the UK has not been
available. Macmillan commissioned this research into carers of people with cancer to fill this
knowledge gap, and ensure it reaches and supports this group as effectively as possible.
This report presents the findings of the research.

Research objectives
Research was required to answer the following questions:
How many carers of people with cancer are there in the UK?
What is the socio-demographic profile of carers of people with cancer in the UK?
What types of care do they provide?
How does being a carer impact on the rest of their lives?
4

Department of Health (November 2010) Recognised, valued and supported: next steps for the
Carers Strategy
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Do carers know about the support that is available? Do they use it? What support do
they need that they’re not currently receiving?
What interaction, if any, have they had with Macmillan?
Defining ‘carers’
In order to understand carers’ experiences and needs, we must first define who they are. In
this report, we use the term ‘carers’ to refer to people who currently provide support to
someone with cancer. This support is not part of a paid job or voluntary work. Also, they
must either (1) care for that person for more than five hours per week or, (2) give one to four
hours a week and say this affects their life in some way e.g. 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 don’t see themselves as a
‘carer’. Using this approach would 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.
Ipsos MORI first interviewed a sample of the UK population and asked them four ‘screener
questions’ to identify carers. First, people were asked if they had provided various types of
support to someone with cancer in the last 12 months (e.g. transport or help with household
chores). If they had, they then received three additional questions:
Do they still provide this support at the moment, and if not, why not?
How many hours of support do they provide each week (just for those who currently
provide support)?
Which, if any, areas of their lives are affected by providing this care (again, just for those
who currently provide support)?
In this way Ipsos MORI identified a sample of carers, as defined above, who were then
asked the main questionnaire (refer to appendix here) about their experiences and needs.
This report first shows the proportion of people interviewed who are carers of people
with cancer. It then uses this figure to produce an estimate for the number of carers for
someone with cancer in the UK. The report goes on to examine in more detail the ways in
which caring for someone with cancer impacts on carers’ lives, as well as the various forms
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of support carers currently receive and what they are missing. Finally it examines their
interaction, if any, with Macmillan.

Methodology
1.

Quantitative survey

Fieldwork
The quantitative fieldwork was carried out between 20 May and 25 August 2011.

Interviews were carried out using Ipsos MORI’s Capibus face-to-face omnibus service. This
is a weekly national survey which is syndicated, i.e. it is made up of questions asked on
behalf of several different organisations which have bought space on the questionnaire. This
methodology balanced the need for a cost-effective method to interview carers with the need
for a representative UK sample sufficiently robust to provide calculations of carer numbers in
the UK. Because the Capibus survey is only run in Great Britain a further, similar study was
conducted in Northern Ireland.

Over the total fieldwork period, 18,449 people aged 15+ took part in the Capibus survey and
answered the screener questions (18,022 in Great Britain and 427 in Northern Ireland). A
total of 897 passed the first two questions (i.e. they provided some current support to a
person with cancer). In total, 386 people passed all four questions (i.e. they gave enough
current support to be defined as ‘carers’ either by providing five or more hours of support a
week to someone with cancer, or providing one to four hours of support a week which they
say has an impact on their lives). These carers were then interviewed in more depth.

Weighting
Results have been weighted to be representative of the UK adult population. Weighting was
conducted at a country level to ensure that we are able to create incidence rates for carers of
people with cancer within each country of the UK.

Questionnaire design
The questionnaire was designed collaboratively by Macmillan and Ipsos MORI.

Interpretation of quantitative data
All comparisons made between sub-groups in this report are statistically significant, unless
stated otherwise. A guide to statistical reliability is provided in the appendices.
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Where percentages do not sum up to 100, this may be due to computer rounding, the
exclusion of ‘don’t know/ not stated’ answers, or because respondents could give multiple
answers. Throughout the report, an asterisk (*) denotes any value of less than half of one
percent but greater than zero.

2.

Qualitative depth interviews

Following the quantitative survey we undertook a series of depth interviews with a range of
carers to provide the analysis with greater depth. In total 10 interviews were conducted by
phone, each lasting approximately one hour. Respondents to the qualitative stage were
selected to ensure we spoke to carers with different backgrounds and needs (age, gender,
who they were caring for, etc).
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1) Cancer support overall in the UK
This section shows the results of the screener questions, asked of all 18,449 people Ipsos
MORI interviewed in order to identify ‘carers’. The section shows the overall level of support
given to people with cancer in the UK. This is not just support given by ‘carers’ but by
everyone, including those who do not provide enough to meet our definition of carers (for
example, those who provide less than one hour of support a week).
The section ends with an explanation of how the data were then filtered to determine the
number of carers of people with cancer in the UK. The rest of the report is then devoted
specifically to these carers.

The overall level of support
The following chart shows one in seven adults across the UK (15%) has provided some form
of support to a person with cancer in the last 12 months. The most common type they give is
emotional support, talking or listening to somebody (12%). The next most common tasks
relate to errands outside the home, such as doing the shopping or collecting prescriptions
(five per cent) or providing transport or accompaniment on trips or to appointments (five per
cent).
Although 15% of people have given some support in the last 12 months, this figure varies
across the population. It is higher among:
people in Northern Ireland (23% vs 15% across Great Britain)
women (17% vs 13% of men)
middle-aged people (19% in the 45-64 age band vs 14% of those aged 15-44 and
14% of those aged 65+)
part-time workers (18%) and the self-employed (19%), compared with full-time
workers (15%) and those not working (14%)
the more affluent ABC1 social grades (18% vs 12% in the less wealthy C2DE
grades), and
white people (16% vs nine per cent of BME adults).
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Specific types of support given
Q

Over the past 12 months, that is since May/June 2010, which, if
any, of these things have you done for a family member, friend,
partner or someone else because they have or had cancer?

%
Emotional support – talking and listening

12

Help with shopping, collecting prescriptions, other errands

5

Providing transport or going with them on trips/to
appointments

5

Help with cooking, cleaning, laundry, gardening or other
household jobs

4

Help to get advice and information e.g. about cancer,
work, support available

3

Help with making phone calls, writing letters/emails,
filling in forms

3

Sitting with or supervising someone who cannot be left
alone

3

Talking to others on their behalf e.g. healthcare staff,
social worker

3

Help with giving medication, changing dressings, other
healthcare tasks

2

Help with home/car maintenance, repairs, adaptations

2

Help with managing finances

2

Help with washing, dressing, toileting, feeding

2

Being there/caring/general support

1

Help with babysitting or caring for children/other
dependents

1
84

No help given to anyone with cancer in last 12 months
Prefer not to say

1

Base: All adults aged 15 + interviewed in the UK (18,449);
20 May – 25 August 2011
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Current situation of those giving any support recently
The following chart is based on the 15% of people who have given support to someone with
cancer in the last 12 months. It shows only one in three of them (34%) still provides this help
at the moment (which equates to five per cent of all people interviewed).
Most people who have given help in the last 12 months say they no longer do so, mainly
because the person with cancer has passed away (27%) or no longer needs the assistance
(17%). Other reasons include the respondent being unable to provide support at the moment
(eight per cent) or the fact that help is now given by another person or organisation (four per
cent).

Situation of recent providers of support
Q

And are you providing any of these forms of help and support to
someone with cancer at the moment?

Yes – I am currently providing this
help/support to someone with cancer
No – the person/people I was
helping passed away
No – the person/people I was helping
no longer need this help/support
No – this help/support is now being
provided by another person/
organisation
No – I am not able to provide this
help/support at the moment
No – another reason

Base: All who have given support to someone with cancer in the last 12 months (2,654)
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Hours of support given
The following chart is based on the five per cent of people interviewed who currently give
any support to someone with cancer. This includes not only carers, but also those who give
too little support to be defined as ‘carers’ for the purposes of this research.
People who currently give support provide an average of seven hours support each week.
The following chart shows they most often provide fewer than four hours a week (55%),
although one in four give five hours or more (26%).

Hours of current support each week
Q

Thinking about last week, how much time, if any, did you spend
providing help or support to someone with cancer?
%

Average = 7 hours a week

Base: All who are currently providing support to someone with cancer (897)

The average time given each week is significantly above average among providers aged 65+
(nine hours vs seven hours overall). It is also greater among those not working (nine hours),
especially housewives (11 hours) and retired people (nine hours).
On average, people in the less wealthy C2DE social grades provide support for longer each
week than those in grades ABC1 (10 hours vs five hours).
This information is analysed again later in the report, looking at the hours given by carers
only (see page 38).
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Effect of providing support
Half of those who currently provide any support to a person with cancer (49%) say this
affects at least one aspect of their lives. Most often, they say it affects their emotional wellbeing/mental health (28%), followed by their social lives/leisure time (21%). One in 10 say it
impacts on their working lives, while a similar proportion say it has impacted on their
relationships (11% in both cases). They are least likely to report effects on their physical
health or education.

Effect of providing support
Q

Thinking generally, which, if any, of these areas of your life have been
affected because you currently provide help or support to someone with
cancer?
%
Your emotional well being/mental health
Your social life/leisure time
Your working life – e.g. hours/job
role/career progression
Your relationships
Your income/household finances
Your physical health
Your education/studies/training
Any effect

No effect
Base: All who are currently providing support to someone with cancer (897)

Across key sub-groups, unemployed people5 are more likely than average to say providing
this support affects their income or finances (22% vs eight per cent overall) and their physical
health (14% vs six per cent overall).
People in the lower income C2DE social grades mention effects on their finances more often
(11% vs six per cent in the ABC1 grades), as do those who earn less than £6,500 a year
(20% vs eight per cent overall). People from BME groups who provide support are more
likely than their white counterparts to mention effects on their education (11% vs two per
cent). This may be linked to their age, as BME people interviewed tended to be younger than
average.

5

This does not include retired people, or people not working for another reason. It only includes those
unemployed and looking for work.
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This information is analysed again later in the report, looking at the effect of providing care
on the lives of carers (see page 40).
How many people interviewed are ‘carers’?
The following chart summarises the overall amount of unpaid, informal cancer care in the
UK. As noted, one in seven adults (15%) has given some support to a person with cancer in
the last 12 months. One in 20 (five per cent) is doing so at the moment.
The proportion of people who are defined as carers is one in 50 (two per cent). These are
people who currently support someone with cancer, by giving:
over five hours of care a week or
giving one to four hours a week and who say this care affects some aspect of their
lives.

Informal support overall in the UK
Summary: giving informal help and support to someone with cancer in the UK

All people interviewed in the
UK

100%

Provided any support to
someone with cancer in the
last 12 months

Provide this support
at the moment
Current carers (i.e.. they offer 5+
hours of support a week OR 1-4
hours AND this affects their lives)

15%

5%

2%

Base: All adults aged 15+ interviewed in the UK (18,449); 20 May – 25 August 2011
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How many carers are there in the UK?
Before we use the figures from the survey to estimate the number of carers of people with
cancer in the UK, it is vital to remember that only a sample of the total UK population took
part in the survey. We cannot be certain that the figures obtained are exactly those we would
have if everybody in the UK had been interviewed.
As with all surveys, however, we can predict the variation between the sample results and
the ‘true’ values if we know the number of people who took part in the survey (i.e. the ‘base
size’) and how often they gave a particular answer. The confidence with which we can make
this prediction is usually 95% - that is, the chances are 95 in 100 that the ‘true’ value will fall
within a specified range.
The following table shows incidences of cancer care in the survey (shown as a percentage in
the third column). It also shows the confidence intervals within which, with 95% confidence,
the true percentages lie. The table also shows the range at the 95% confidence level. The
table is based upon the assumption that the standard errors relating to quota sample will be
the same as those calculated from a probability sample with a corresponding sample design.
Range (95% confidence)
Figure

Base
size

% in
survey

Confidence
interval

Minimum

Maximum

Giving any support in the
last 12 months to someone
with cancer in the UK

18,449

15.2

+/- 0.6%

14.6

15.8

Providing support at the
moment in the UK

18,449

5.2

+/- 0.4%

4.8

5.6

Carers in the UK

18,449

2.1

+/- 0.2%

1.9

2.3

Carers in Great Britain
Carers in England
Carers in Wales
Carers in Scotland
Carers in Northern Ireland

18,022
15,422
874
1,726
427

2.1
2.1
2.2
1.9
3.3

+/- 0.2%
+/- 0.3%
+/- 1.0%
+/- 0.7%
+/- 1.9%

1.9
1.8
1.2
1.2
1.4

2.3
2.4
3.2
2.6
5.2

Using the range of percentages given by the confidence intervals, it is possible to estimate
the numbers of people across the UK who support someone with cancer. The data on the
number of people aged 15+ across the UK are taken from the 2010 Mid-Year Population
estimates.
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Please note, the confidence intervals quoted below are based upon the assumption that the
standard errors for this sample will be equivalent to those calculated for a corresponding
clustered (weighted/stratified/etc) probability sample design.
Given the survey figure of 15%, there are an estimated 7.8 million people in the UK
aged 15+ who have provided some support to a person with cancer in the last 12
months. The confidence interval is +/- 0.6%, meaning that the actual number could
vary between c7.5 million and c8.1 million people.
Given the survey figure of five per cent, there are an estimated 2.7 million people in
the UK aged 15+ who provide support at the moment. The confidence interval is +/0.4%, meaning that the actual number could vary between c2.5 million and c2.9
million.
Of those who have given help in the last 12 months, 27% say they no longer do so
because the person or people have since died. This is equal to four per cent of all the
people we interviewed. Given this figure, there are an estimated 2.1 million people
who have given care in the last 12 months, but who are now bereaved. The
confidence interval is +/- 0.3%, meaning that the actual number could vary between
c1.9 million and c2.2 million.
The following chart shows the percentages of respondents in the sample who are carers
according to our definition, and the estimated numbers of carers these figures equate to in
the UK population. Given the survey figure of two per cent, there are an estimated 1,080,000
carers across the UK. The confidence interval is +/- 0.2%, which means the actual number
could be between c960,000 and c1,200,000.
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Incidence of carers across the UK
Summary: % and numbers in population who are carers for people with cancer
Range at 95% confidence
Estimate

Min.

Max.

c. 1,080,000

c. 960,000

c. 1,200,000

2%

c. 1,050,000

c. 930,000

c. 1,170,000

2%

c. 905,000

c. 800,000

c. 1,010,000

c. 55,000

c. 28,000

c. 82,000

c. 83,000

c. 52,000

c. 114,000

c. 48,000

c. 20,000

c. 75,000

United Kingdom

2%

Great Britain

England
Wales
Scotland

2%
2%

Northern Ireland

3%

Base: All adults aged 15+ interviewed in the UK (18,449); 20 May – 25 August 2011

Due to population size, low numbers of carers were interviewed in Scotland, Wales and
Northern Ireland (30, 18 and 13 respectively). These samples are representative, but too
small to analyse in their own right. As a result, this report does not comment in detail upon
the findings for these countries, except to note the number of carers interviewed in them.
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2) Carers of people with cancer in the UK
From here onwards, the report only discusses people who are ‘carers’ according to the
definition used for the purposes of this research. This is defined as anyone who provides at
least five hours of care a week, or anyone who provides one to four hours a week AND who
says this affects their life in some way.
The report also comments on differences between the responses of sub-groups of carers
(e.g. between carers aged 15-24 and those aged 65+). We only comment on statistically
significant differences.

Number of people with cancer cared for
The great majority of carers (86%) care for only one person with cancer. One in eight (13%)
say they look after more than one individual.

Number of people cared for
Q

How many people with cancer do you currently provide help and
support to?
5 or more (1%)
Prefer not to say (1%)

Three (1%)
Two

13% care for more than
one person with cancer

One

Base: All current carers for someone with cancer (386)

Caring for more than one person with cancer is more common among carers aged 65+ (18%
vs three per cent of those aged 15-24) and wealthier carers in the ABC1 social grades (17%
vs seven per cent of C2DE carers).
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People who care for more than one person are more likely to consider themselves carers
than those who support only one person (62% vs 41%). They are also more likely than those
who care for just one person to receive support themselves (62% vs 42%).

The type of people carers look after
The following chart shows the proportions of carers who look after certain groups of people
(i.e. not the proportion of people receiving help from carers).
Carers of people with cancer are more likely to look after women than men (61% vs 41%).
They also are most likely to care for middle-aged people; one in six cares for someone aged
45-54 (17%) and one in five helps someone aged 55-64 (20%).
Carers most often say they care for a member of their family – one quarter care for a parent
(23%), while one in six care for their spouse/partner (17%). A third of carers say they care for
a friend or neighbour (31%).
Relationship to the person cared for varies according to the carer’s age group. Older carers
aged 65+ are more likely than most to support their spouse (47% vs 17% overall) or their
child (11% vs three per cent overall). Conversely, carers aged 35-64 are more likely to care
for a parent-in-law (14% vs nine per cent overall) and those aged 15-24 are most likely to
care for a grandparent (34% vs six per cent overall).
Caring for a friend or neighbour is more common among women (36% vs 23% of men) and
carers in the wealthier ABC1 social grades (37% vs 23% in the C2DE grades).
Co-morbidity is widespread among people who receive care; over half of carers assist
someone who also has a health condition other than cancer (55%); most commonly, carers
say that they support someone with cancer who also suffers from arthritis (14%), high blood
pressure (14%), or back pain (13%).
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Profile of carers: people cared for
% of carers who look after someone:

%
…male

who is…

41

…female
…under 24

aged…

…25-34

3
5

…35-44

9

…45-54

17
20
14
10
9
10
9

…55-64
…65-69
…70-74
…75-79
…80-84
…85+
who is the carer’s…

61

…friend/neighbour
…parent

31
23
17

…spouse or partner
…parent-in-law
…grandparent
…child

9
6
3

who has…
…ANY other condition (physical/mental)

55
54

…another physical condition
…a mental health condition

15

Base: All current carers for someone with cancer (386)
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Types and stages of cancer
By some margin, breast cancer is the most common cancer among the people carers help.
One in four carers (24%) say they look after somebody with breast cancer. This is followed
by one in eight who care for someone with lung cancer (12%) and one in 10 who care for
someone with prostate or colorectal/bowel cancer (11% in each case). These results are
broadly in line with overall cancer incidence in the UK.

Types of cancer among those carers support
Q

May I check what type of cancer [the person cared for] has?
Mentioned by 4% or more
Breast
Lung
Prostate
Colorectal/bowel
Leukaemia
Mouth/throat
Liver
Kidney
Cervix
Brain & central nervous system
Non-Hodgkin's Lymphoma
Bladder
Stomach
Base: All current carers for someone with cancer (386)

Carers who look after someone aged 80+ are more likely to mention cancer of the lung (23%
vs 12% overall) or Non-Hodgkin’s Lymphoma (10% vs four per cent overall).
Those caring for someone with colorectal/bowel cancer tend to provide more hours of care
per week (40% give at least 20 hours vs 25% of all carers).6 This may be because this
person is their spouse or partner and lives with them – helping someone with
colorectal/bowel cancer is well above average among carers for a spouse or partner (22% vs
11%).
Across other sub-groups people are more likely than average to consider themselves carers
if they help someone with lung cancer or colorectal/bowel cancer (63% and 64% vs 43%
overall). This may reflect the type of people they look after. Carers for someone with lung
6

This finding is indicative rather than statistically representative because of the low base size of
people who care for someone with colorectal/bowel cancer (44).
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cancer are more likely to help someone aged 80+ (35% do so vs 19% overall), and those
who look after older people are generally more likely to see themselves as carers (see page
31). Similarly, carers for people with colorectal/bowler cancer are more likely than average to
support their spouse/partner (33% do so vs 17% overall). Again, people who care for their
spouse or partner more often see themselves as carers.
One half of carers support someone who is now in treatment for their cancer (49%). One in
seven carers are looking after people who are living with the long-term effects of treatment
(15%), while a similar proportion are supporting someone who has a progressive cancer
(14%). Carers are least likely to be providing support to someone who is currently free of
symptoms (11%), awaiting treatment after diagnosis (10%). Four per cent of carers say that
they are currently caring for someone who is dying/at the end of their life.

Stage of cancer
Q

May I ask which of these statements best describes your [the person
cared for] condition?

%
Diagnosed with cancer but not yet
started treatment

10

Undergoing treatment

49

Finished treatment and living with long
term effects of cancer treatment

15

Finished treatment and has no active
symptoms of cancer

11

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

14

Dying/at the end of life
Another situation

4
2

Base: All current carers for someone with cancer (386)

Cancer stages vary by the age of people being cared for. Carers for someone aged 80+ are
more likely than average to say they support someone with progressive cancer (25% vs 14%
overall) or who is dying (nine per cent vs four per cent overall). Carers of someone aged
below 65 are more likely to say someone they support is waiting for treatment (14% vs 10%
overall).
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Length of time and living arrangements
Carers have most often given between one or two years of support (23%); this is closely
linked to when the person with cancer was diagnosed. Six per cent of carers support
someone who was diagnosed more than 10 years ago, while one in six support someone
diagnosed in the last three months (17%).

Length of time caring
Q

How long ago was your [the person cared for] diagnosed with cancer?

Q

And for how long have you been actively helping your [the person cared
for] because of this?
Diagnosed

Helping

17%
19%
15%
18%
17%
19%

Less than three months ago
3-6 months ago
7-12 months ago

24%
23%

More than a year – two years ago

18%

3-5 years ago

15%
8%

6-10 years ago
More than 10 years ago

6%
6%
3%

Base: All current carers for someone with cancer (386)

Carers who started to help someone in the last year tend to be younger (33% are aged 15-34
vs 24% of all carers interviewed).
Carers for a spouse or partner provide longer-term help (36% have supported someone for
over three years vs 21% overall). In contrast, carers for a friend or neighbour often began
more recently (70% started to help someone in the last year vs 54% overall).
Carers who live with someone with cancer tend to have provided longer-term support. Over
one in three of them (38%) began to help someone more than three years ago, compared
with one in five carers overall (21%).
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Only one in five carers lives with someone they support (21%). Most (76%) support people
who live elsewhere. This is mainly because the person for whom they care lives with their
own family or partner (40%) or alone (34%).

Living arrangements
Q

Which of these best describes the current living arrangements of you
and your [the person cared for]?

%
Live in separate households – he/she
lives with family/partner
We live in separate households – he/she
lives alone
We live in the same household
Live in separate households – he/she lives
with other people (not family/partner)
Live in separate households – he/she
lives in sheltered accommodation
Live in separate households – he/she is
in a care home
Base: All current carers for someone with cancer (386)

Crucial factors in living arrangements are age and relationships. Carers aged 65+ are far
more likely than younger people to be living with someone they care for (46% of them do so,
vs 14% of carers under 65). Those caring for their spouse or partner are also far more likely
to live with the person they care for (90% vs 21% overall).
The age of the person being cared for is also a factor in their living arrangements. Carers for
someone aged 65+ are more likely to say this person lives alone than carers for younger
people (44% vs 28%).
Caring for a person one lives with typically means providing more intensive care. One in six
carers (16%) provide over 35 hours support a week, but this figure rises to over half among
resident carers (52%). Resident carers are more likely than those not resident to consider
themselves a carer (64% vs 39%), to say that caring for someone with cancer affects their
lives in more than one way (55% vs 35%) and to have a health condition themselves (57% vs
43%).
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Demographic profile of carers of people with cancer in the UK
The following chart compares the demographic profile of the 386 carers we interviewed with
that of all 18,449 people interviewed (who were representative of the UK population).

Profile of carers in the UK
%

Country

84
83

England
5
5

Wales

9
8

Scotland
3
4

Northern Ireland

Gender

Men

38

49
51

Women

Age

15-24

10

16

16
14
18
19
16
22
14
15
20
20

25-34
35-44
45-54
55-64
65+

Work status

All people
interviewed
All carers
interviewed

42
38

Full-time work
8
10
8
8
6
7
6
4
5
6

Part time work
Self-employed
Housewife
Student
Unemployed

22
23

Retired

Ethnicity

62

90
95

White
BME

5

10

55
58

ABC1

Social grade

45
42

C2DE

Base: All current carers interviewed (386)
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The greatest difference is that, compared with the UK as a whole, carers of people with
cancer are more likely to be women (by 11 percentage points).
Compared with the national population carers are more likely to be middle-aged people of
45-54 years old (by six percentage points) and less likely to be aged 15-24 (also by six
percentage points). They are less likely than the national norm to be students (by two
percentage points).
They are also disproportionately white (five percentage points higher than in the UK
population). This is different from the national picture, as the incidence of carers (not only
those caring for someone with cancer) is higher in the BME population. Although people from
BME backgrounds are at a higher risk of some specific cancers, they are at a lower risk
overall from cancer than the white population. Given that carers are likely to be related to
those they support (so the ethnicity of those they look after is likely to be the same as their
own) this may explain why there are fewer carers of BME backgrounds than carers generally,
or the population at large.

Why do carers provide support for people with cancer?
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 believes it is
a duty (18%) and one in 10 that it is expected of them (11%).
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Carer motivations
Q

Thinking about the help and support you give, what would you say are
the main reasons why you provide this care?
%
I want to do it
I love them
It is the right/natural thing to do
It is my duty
It is expected of me
I am the best suited to do it
There is nobody else to do it

I don’t like the thought of strangers being
involved
The person I look after doesn’t want help
from anyone else
Professional help is too expensive
Base: All current carers for someone with cancer (386)

Carers who provide longer term or more intensive care place greater emphasis on love and
on caring being the right thing to do as motivations for their support. Those who have
supported someone for over three years are more likely than those who began caring in the
last year to say they do it because they love them (69% vs 49%) or it is simply right to
support them (44% vs 30%). Similarly, carers are more likely to say they provide help
because they love the person with cancer if they give over 35 hours support a week, or if
providing the care affects their lives in more than one way (69% and 65% respectively vs
53% overall).
Those who provide support to older people age 80+ place greater emphasis on obligation.
They are more likely than average to say they do it out of duty (28% vs 18%) or because it is
expected of them (20% vs 11%).
Love and duty are more important motives for people who help a family member than a nonrelative. For example, carers are much more likely to say they provide care out of love if they
support a spouse or partner (67%) or a parent or parent-in-law (69%) than a friend or
neighbour (32%). Those who care for a friend or neighbour are more likely to say it is
because they want to provide that support (68% vs 59% overall).
Living arrangements are also important, with resident carers being more likely than nonresident ones to say they love the person they care for (72% vs 49%), it is their duty to
30
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support them (27% vs 15%), it is something expected of them (18% vs 10%) and that they
are the best suited to provide care (19% vs six per cent). This is likely to be as a result of the
close family relationships resident carers share with those they assist.
Within the qualitative interviews respondents reinforced the message that they support
someone with cancer out of love. Caring is seen as a natural thing to do:

‘Everybody would do everything they can for
someone’.
Male, 55-64, caring for his daughter
In addition, where they were caring for someone whose cancer was at a more advanced
stage, carers emphasised the fact that providing support enabled them to make the most of
whatever time they might have with their loved one:

‘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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How do carers identify themselves?
Only two in five carers (43%) actually identify themselves as a ‘carer’, either a great deal or a
fair amount. They are more likely to say this term does not describe them (51%).

Self-identification as a carer
Q

To what extent, if at all, do you feel the word ‘carer’ describes you?
Not stated
Don’t know

3%
2%
Not at all

A great deal

19%

26%

43%

51%
25%

Not very much

A fair
amount

25%

Base: All current carers for someone with cancer (386)

Attitudes vary widely between various sub-groups. The perception that they are carers is
greater among those who are:
y

women (48% vs 35% of men)

y

aged 65+ (54% vs 43% overall)

y

without internet access (70% vs 39% of those with access) and

y

not the chief income earner in the household (53% vs 37% of those who are).

Thinking about those with cancer whom they support, people are more likely to consider
themselves carers if they:
y

look after an older person aged 65+ (57% vs 33% of those who support someone
younger) or someone with progressive cancer (57% vs 43% overall)

32
© 2011 Ipsos MORI and Macmillan Cancer Support

y

support more than one person (62% vs 41% if they support only one) and

y

support a spouse or partner (60%) or a parent or parent-in-law (54%) rather than a
friend or neighbour (31%).

In terms of the care arrangements they have, people are more likely to identify themselves
as carers if they:
y

support someone they live with (64%, whereas 39% of non-resident carers see
themselves as a carer)

y

provide 20+ hours of care a week (65% vs 28% of those who offer one to four hours)

y

are affected in more than one way by the care they give (51% vs 43% overall)

y

are affected financially (63%) or in their working life (55%) and

y

receive support to help them care (54% vs 37% of those carers who get no support)
or use Macmillan services (60% vs 36% of carers who use no Macmillan services).

Within the qualitative interviews carers were asked to define what they thought it meant to be
a carer. While most defined being a carer as being there for someone and providing them
with whatever support they need, it was also felt that the term has a more professional
connotation. Consequently, there was only weak association with the term ‘carer’ among
respondents in the qualitative interviews. Primarily, respondents identified themselves in
terms of their personal relationship to the person with cancer, and saw the support they gave
to that person as merely an extension of their relationship:

‘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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Those individuals who identified more with the term ‘carer’ typically spoke about the duration
of time they had been providing support to someone with cancer, and the extensiveness of
support they provided:

‘I don’t really look at it as a carer’s role: you’re just
doing what you should be doing. But when you think
about the things you do, yes, you are caring for that
person’s needs.’
Female, 35-44, caring for her mother-in-law
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3) Effect on carers of providing support
What support do carers provide?
Most carers (65%) provide up to five different types of support to help someone with cancer.
One in three (35%) provide at least six different types of support, and seven per cent do 11
things or more.
The following chart shows the most common type is emotional support; four in five spend
time talking and listening to the person with cancer (81%) and one in three also sit with
someone who cannot be left alone (32%).
The next most common tasks relate to activities outside the home, such as doing the
shopping or collecting prescriptions (51%) or providing transport or accompanying someone
with cancer on trips or to appointments (49%).
Next, carers do a range of manual jobs around the home. Most often these are chores
such as cooking, cleaning and gardening (41%) but some also do repairs and modifications
around the house (21%). They also help with communication on behalf of people with
cancer, talking to professionals such as healthcare staff and social workers (30%), helping
with phone calls, letters and forms (29%) and getting advice and information on cancer and
how to live with it (26%).
They are less likely to assist with actual physical care such as taking medication or
changing dressings (28%). About one in four need to help someone with daily personal care
tasks such as washing, dressing, and feeding (23%).
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Specific types of support given
Q

Over the past 12 months, that is since May/June 2010, which, if
any, of these things have you done for a family member, friend,
partner or someone else because they have or had cancer?

%
Emotional support – talking and listening
Help with shopping, collecting
prescriptions, other errands
Providing transport or going with them on
trips/to appointments
Help with cooking, cleaning, laundry,
gardening or other household jobs
Sitting with or supervising someone who
cannot be left alone
Talking to others on their behalf e.g.
healthcare staff, social worker
Help with making phone calls, writing
letters/emails, filling in forms
Help with giving medication, changing
dressings, other healthcare tasks
Help to get advice and information e.g.
about cancer, work, support available
Help with washing, dressing, toileting,
feeding
Help with home/car maintenance,
repairs, adaptations
Help with managing finances
Help with babysitting or caring for
children/other dependents
Being there/caring/general support

Base: All current carers for someone with cancer (386)
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Carers who provide more hours of care per week generally provide a wider range of
support. For example, the proportion that helps in at least six ways is greater among carers
who:


give at least 20 hours support a week (54% vs 21% of those who give one to four
hours)



live with somebody with cancer (50% vs 31% of non-resident carers) and



have supported someone for at least three years (46% vs 29% of those who began to
support someone in the last year).

Providing six or more types of support is more common if:


carers are affected in more than one way by the support they give (58% vs 35%
overall) and



the care affects their finances (64%), physical health (63%), working lives (59%) or
social lives (50%).

Findings also vary by relationships with the people they support and the stage of cancer. The
proportion of carers that provide at least six different types of support is higher if:


they support a parent or parent-in-law (44%) or a spouse or partner (49%) rather than
a friend or neighbour (22%)



the person with cancer is aged 80+ (53% vs 30% of carers who look after people
younger than 65) and



they support someone with progressive cancer (55% vs 35% overall).

Within the qualitative interviews carers mentioned a range of different ways in which they
support people with cancer, from providing practical support, through to simply being there
for them:

‘Financial support, taking her to and from hospital,
visiting her while she’s been in hospital, every time
she’s been in... just being there for her really. She
had half a dozen biopsies before she was
diagnosed, so my wife, my son-in-law and myself
37
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were constantly there for her giving her moral and
physical support.’
Male, 55-64, caring for his daughter
Those people caring for a more elderly person, or someone who lived alone, frequently
mentioned doing those chores that the person they support is unable to do:

‘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. Me and my daughter... 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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Hours of care
Carers for someone with cancer give an average of 15 hours of support a week. Most
provide support for between one and nine hours (65%), but one in five provides over 20
hours per week (25%) and one in six gives over 35 hours (16%).

Hours of current support each week
Q

Thinking about last week, how much time, if any, did you spend
providing help or support to someone with cancer?
%

Average = 15 hours a week

Base: All current carers for someone with cancer (386)

The mean number of hours is above average if carers give more demanding support, i.e.
because they live with someone with cancer (33 hours) or because the support affects their
physical health (20 hours), finances (20 hours), relationships (19 hours) or social life (18
hours). Of course, the reverse may be true as well – the effects may be caused by the fact
that they give so many hours of care.
The average number of hours is greatest among carers for a spouse or partner (36 hours),
perhaps because they are very likely to live with a person who has cancer. The average is
lowest for those caring for a friend or neighbour (eight hours). Those caring for someone with
colorectal/bowel cancer also provide more hours of care per week (40% give at least 20
hours vs 25% of all carers).7

7

This finding is indicative rather than statistically representative because of the low base size of
people who care for someone with colorectal/bowel cancer (44).
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Those who provide more than 35 hours of care a week are often termed ‘heavy end
carers’. Carers are more likely to fall into this category if they:
Are aged 65+ (31% vs six per cent of those aged 15-24)
Are retired (29% vs 12% of full-time workers)
Belong to the lower income C2DE social grades (24% vs 10% of those in grades
ABC1)
Have a physical health condition themselves (21% vs 12% of those who have
no health condition) and
Lack internet access (30% vs 13% of those with access).
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Effect of providing support on carers
Four in five carers (81%) are affected in some way by providing support to someone with
cancer8. Most often, it affects their emotional well-being/mental health (46%), followed by
their social life (38%). One in five mentions effects on relationships (20%) or their working life
(19%). They are least likely to mention their physical health or their education or training.
On the other hand, there are one in six carers (18%) who say the support they give has no
effect on their lives. However, all of these carers provide over five hours of care each week,
which means they still meet the definition of ‘carers’ for this research.

Effect of support on carers
Q

Thinking generally, which, if any, of these areas of your life have been
affected because you currently provide help or support to someone with
cancer? This question is not about how happy you are to provide the help or
support; rather it is about whether or not it has any noticeable effect on these
areas of your life.
%

Your emotional well being/mental health

46

Your social life/leisure time

38

Your relationships

20

Your working life – e.g. hours/job
role/career progression

19
15

Your income/household finances
Your physical health
Your education/studies/training

13
4

No effect

18

Base: All current carers for someone with cancer (386)

Retired carers are more likely than average to note effects on their social life (48% vs 38%
overall) and physical health (19% vs 13% overall), whereas those in full-time work more often
mention their working life (26% vs 19% overall).
As may be expected, providing more hours of care corresponds with a greater effect on
carers’ lives. Those who give over 35 hours each week are more likely than those who give

8

It should be remembered that for the purposes of this research, ‘carers’ have been defined as people
who give at least five hours of support a week, or give one to four hours and it affects their lives in
some way.
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fewer hours to mention effects on their social life (60% vs 34%), relationships (34% vs 18%)
and physical health (21% vs 11%).
Living with someone with cancer may also have a greater impact on carers. Those who live
with someone they care for are more likely than those who do not to say that providing care
has an impact on their social life (52% vs 33%), relationships (31% vs 16%) and finances
(28% vs 11%).
Support for someone with progressive cancer also seems to take a greater toll. Carers for
someone in this situation are more likely than average to say it affects their social life (52%
vs 38%), working life (31% vs 19%) and their finances (33% vs 15%).
Lastly, the proportion of carers not affected in any way is higher among part-time workers
and those in social grades C2DE (37% and 23% respectively vs 18% overall). It is also
higher among those who give 5-35 hours support a week, compared with those who give
more than 35 hours (35% vs 11%).
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Impacts on specific aspects of carers’ lives
This section examines the specific effects that providing support has on carers, based on the
areas of their lives they say are affected. For each area they mention (e.g. working life,
physical health), they are asked how providing support has had an impact on it. Because of
low base sizes, figures are presented as numbers rather than percentages. The numbers
presented are the weighted numbers.

Mental health
Carers are most likely of all to say the support they give affects their emotional well-being
and mental health (46%). Of the 168 who say this, over half mention stress (89 carers),
followed by anxiety (59 carers). Others mention problems with a reduced ability to
concentrate (26), depression (25) or feelings of isolation (24).

Impact on emotions and mental health (weighted numbers)
Q

Which, if any, of the conditions on this card have you developed, or
have you noticed get worse, as a result of caring for someone with
cancer?
Numbers

Base: All carers interviewed whose emotional health/well-being has been affected (168)

In the qualitative interviews many carers mentioned that providing support to someone with
cancer can be very stressful. For some, this stress came from the need to balance their
caring duties with the everyday personal and work life (discussed further, later in this report),
while others found that providing support to someone with cancer could be stressful in itself:
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‘My mother went through a phase of being not very
nice to me – I started to suffer with anxiety. I started
to worry that I had to go up there, because there’s
only really me. I started panicking that I was going
to find her dead. .... I have had to have medication
off the doctor for the anxiety.’
Female, 45-54, caring for her mother
In addition, the feeling of being responsible for a loved one who has cancer can be a source
of significant stress and fear for carers:

‘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, 55-64, caring for her husband
By contrast, one respondent felt that providing care for her friend helped improve her own
mental health issues, as it forced her to focus on someone else’s needs:

‘It makes me snap out of my depression for the time
it takes to help… this is a positive impact of putting
someone else’s needs first’
Female, 55-64, caring for her friend
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Social life and leisure time
Of the 156 carers who mention an impact on their leisure and social life, half say it reduces
their opportunities to relax (81 carers). Most other impacts relate to reduced activities: less
time spent on hobbies and activities (59), less time socialising (59) and fewer breaks and
holidays (48). On a positive note, one in six (24) say caring for someone with cancer has led
them into new activities and hobbies.

Impact on social life and leisure (weighted numbers)
Q

Which, if any, of the options on this card describe the impact of caring
for someone with cancer on your social/leisure time?
Numbers

Base: All carers interviewed who are affected in their social life/leisure time (156)

Carers can find their lives restricted by the support they provide to someone with cancer. At a
most basic level, this means not having as much time to themselves. For carers who provide
more extensive support, however, this can mean essentially having to sacrifice a social life.

‘We can’t go anywhere. Apart from the financial
restrictions of going anywhere, we can’t take my
mother on holiday or plan to go anywhere because
we don’t know how she’s going to be from day-today... I haven’t had a holiday in 10 years.’
Male, 55-64, caring for his mother
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In addition to this, carers can also feel a sense of guilt about socialising, as they feel either
that they are neglecting the person with cancer, or, in more advanced cases, that they are
missing out on time that they may not have in future:

‘We spend less time together now [as a family],
because my husband has this fear that if something
were to happen to her, he wouldn’t be able to live
with the guilt if he doesn’t see her every week.’
Female, 35-44, caring for her mother-in-law
This guilt can make it hard for carers to say no when asked to provide further support,
thereby eating into the limited free time they have:

‘It sounds dreadfully selfish, but to give up two days
a week, bearing in mind that I work Fridays, means
that I’m just left with Mondays and Thursdays to do
all the other things that I need to do... The trouble is
that the boundaries are a bit slack. My parents
might ring on a Monday and say ‘Can you take Dad
to the hospital because Mum’s got an aerobics
class?’... It was alright before I got pregnant, though
I’m quite exhausted now, and I’ve got five other
children.’
Female, 35-44, caring for her father
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Relationships
Seventy-eight carers stated that their relationships are affected, and they most often say the
effect is positive. Half of them (39 people) believe they now have a closer or better
relationship with the person they support. Far fewer (18) say this relationship has become
more difficult.
The impact on relations with other family member is more mixed. Equal numbers of carers
say these relationships are now more difficult (16) or have improved (17 carers). Many say
their time with other people is reduced; 25 spend less time with their partner or spouse and
25 of them also have less time for other friends or relatives.

Impact on relationships (weighted numbers)
Q

Which, if any, of the options on this card describe the impact of caring
for someone with cancer on your relationships?
Numbers

Base: All carers interviewed who are affected in their relationships (78)

Within the qualitative interviews carers spoke about the various ways in which caring has
impacted on their relationships with the person with cancer and with other people. Where
they were providing support to close relatives or partners, many carers felt that they had
drawn closer to that person as a result of their shared experience:
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‘In some respects, we’re obviously a lot closer than
we’ve ever been before, because we’ve been
through more than an average couple our age.’
Female, 25-34, caring for her husband
Providing support to someone with cancer can also impinge on people’s other relationships,
however. Those carers with younger families (particularly those with more extensive caring
duties), felt that they were often conflicted by the responsibilities they held:

‘I’ve got to be there for my son. Even though my
mother needs me, so does my son. I was like a
piggy in the middle and didn’t know what to do for
the best.’
Female, 45-54, caring for her mother
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Working life
The following chart shows that, for the 71 carers whose working life is affected, the most
common effect is on their hours. About a third (26 people) say they have reduced the hours
they work, and about a quarter (21 people) say they have agreed flexible hours with their
employer. Ten carers say the support they give limits their involvement in work events such
as training, and a further 10 say it has affected their performance.

Impact on working life (weighted numbers)
Q

Which, if any, of the options on this card describe the impact of caring
for someone with cancer on your working life?
Numbers

Base: All carers interviewed who are affected in their working lives (71)

The majority of carers in the qualitative interviews had experienced at least some impact on
their working lives. They expressed a range of opinions about the support they have received
from their employers. While some carers were frustrated that their employer had not provided
them with enough options to balance out their work and caring duties, others said that their
employer had done everything possible to help them:

‘The flexibility has been key to me because I
probably wouldn’t have been able to carry on
working full time, or I wouldn’t have felt that I could
give my husband the care that I needed to. I said
that I wanted to maintain working as many hours as
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I could but I was also told at that point, particularly
during difficult weeks, not to worry if I didn’t achieve
those things – they were incredibly understanding.’
Female, 25-34, caring for her husband
Even though many felt that their employers were helpful, carers often said that they used up
their annual leave to help out with hospital visits, and that this limited their allowance:

‘His hospital appointments are on a Monday, so I
take the Mondays off. .... I use up my annual
holiday, so on the days that I would have used for
my own personal use, or take my little boy on a
weekend or something, I’ve got to keep some back
for his hospital trips.’
Male, 55-64, caring for his brother
Where frustrations were mentioned, it was typically the case that carers felt that HR were too
bound to process and procedure, and that this added to their stress:

‘My HR department were an absolute waste of
space. Any time I wanted off I had to use my leave
or work extra hours because I was on flexi. When I
was in the office I worked the extra hours... so I
could ask for the time off whenever I needed it.’
Male, 55-64, caring for his daughter
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Finances and income
Of the 59 carers financially affected, they most often say it is because of travel or parking
costs, either for trips to a doctor or the hospital (27 carers) or to visit the person they support
(22 carers).
Other effects include a reduced income, either because the carer or the person with cancer
can work less or not at all (17 and 12 people, respectively). Some carers also spend money
on providing care, such as buying special food, clothing or extra heating (12), adjustments
around the house (10) or other costs related to giving care (11).

Impact on income and finances (weighted numbers)
Q

Which, if any, of the options on this card describe the impact of caring
for someone with cancer on your income/household finances?
Numbers
Spending more - travel/parking costs for trips to
hospital/Doctor
Spending more – travel/parking costs for visiting the
person I care for

Less money coming in as I can no longer work/work fewer hours
Less money coming in as the person I care for can no longer
work/works fewer hours
Spending more – special clothing, food, heating
Spending more – on other costs related to caring for someone
with cancer
Have used savings
Spending more – adjustments around the house/special equipment
Have had to borrow money from friends/family
Have had to borrow money from the bank or credit card companies
Something else
Base: All carers interviewed who are affected in their relationships (59)

Carers interviewed in the qualitative research unanimously felt that providing support to
someone with cancer had impacted on their financial situation. Carers who were providing
more extensive support typically mentioned the limitations on their work life meaning that
they were now earning less (either through cutting down their hours or as a result of lower
overall household income). Some people had stopped working to provide care, and these
carers emphasised the great struggle they face to pay their bills and get by day-to-day:
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‘If it wasn’t for the overdraft, I wouldn’t be able to
live. I would say 90% of my income goes on
household costs. I’ve borrowed from everybody,
really. Debt’s an issue all the time. You get a bill in
and it’s got to be paid somewhere. It’s like robbing
Peter to pay Paul.’
Male, 55-64, caring for his mother
Where household finances are seriously impacted by providing care to someone with cancer,
this can limit the extent to which carers feel they are able to provide for their families. In light
of this, they can feel obliged to simply restrict their own outgoings, putting both the person
they care for, and their families, before themselves:

‘I don’t know if you’ve got kids yourself, but they
never stop eating, they never stop wanting, and
what you’ve got to do is put other people above
yourself. They need things for school, for their
leisure time, and you do without for them.’
Male, 55-64, caring for his mother
Carers who provide support to a spouse with cancer often see the financial impact of caring
compounded by the fact that their partner’s income may also be affected. This, in turn, can
limit the choices that they are able to make and the support they are able to provide:

‘If I’d cut my hours, I’d have cut my pay. That,
particularly when my husband went down to half
pay, would have had a big impact. The financial
pressures of that would have been a little too much.’
Female, 25-34, caring for her husband
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Even those providing more limited care, and whose work lives were not affected by their
duties, reported some effect on their finances. A number of the carers we spoke to
mentioned that they help provide transportation to a person with cancer. This involved taking
them to hospital appointments, helping them get to work, and running errands for them. This
all involves extra cost to carers that can have a serious impact on their finances:

‘I need the car to get to my mothers. 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.’... It had a significant impact on me because I
was on a very low income anyway.’
Female, 55-64, caring for her mother
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Physical health
Among the 56 carers who say their physical health is affected, the main impact is general
tiredness and exhaustion (29 people), followed by sleep problems (20 people). Other
problems include difficulties with digestion, reduced fitness, weight problems and back pain.

Impact on physical health (weighted numbers)
Q

Which, if any, of the physical health conditions on this card have you
developed, or have you noticed get worse, as a result of caring for
someone with cancer?
Numbers

Base: All carers interviewed whose physical health has been affected (56)

Carers who we spoke to in the qualitative interviews mentioned a range of different impacts
they had experienced on their physical health. Primarily, these were linked to the stress of
caring for someone with cancer, and of having to balance that with their other
responsibilities:

‘It was stress from the work situation, where I had to
get time off [that caused my heart attack]. That
meant doing the long hours and then spending a lot
of time at the hospital. That impacted on me
physically and mentally.’
Male, 55-64, caring for his daughter
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In addition, the physical burden of caring can be made more difficult by, and can in turn
exacerbate, underlying health issues that carers have:

‘I’ve got Fibromyalgia... I’m working, but I’ve got to
play it by ear, because I’m in absolute agony myself.
I find that I’m absolutely shattered all the time... It’s
left me quite weak. It’s a form of chronic fatigue, so I
get very tired, very easily.’
Female, 55-64, caring for her mother
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Education, training and studies
Nineteen carers say the support they provide affects their education, studies or training. The
most common impact is that carers have less time to spend on their studies or training
(seven people), followed by finding it more difficult to concentrate on it (five people).

Impact on education and training (weighted numbers)
Q

Which, if any, of the options on this card describe the impact of caring
for someone with cancer on your education/studies/training?
Numbers

Base: All carers interviewed whose education/studies/training has been affected (19)
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4) Support for carers
Carers’ Assessment
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
from their local authority. A Carers’ Assessment is an opportunity for them to meet with a
social worker or carers’ support worker to discuss the help they need to support someone,
and to find out what assistance is available to them.
Only one in three carers have heard of Carers’ Assessments (33%) and only one in 20 (five
per cent) have actually had one. More than two in five (44%) have not heard of it at all.

Carers’ Assessments
Q

Thinking now about Carer’s Assessments – which of these options best
describes your situation as a carer for someone with cancer?
%
I am waiting to have a Carers’ Assessment
I have had a Carers’ Assessment and I
now receive support

33% have
heard of
Carers’
Assessments

I have had a Carers’ Assessment and am waiting
to hear whether I will receive support or not
I have had a Carers’ Assessment but I
do not receive support
I have not had a Carers’ Assessment –
but I have heard of it

I have not had a Carers’ Assessment – I
have not heard of it
Base: All current carers for someone with cancer (386)

These figures vary little between subgroups. Carers who receive some support are more
likely to have heard of the Carers’ Assessment than those who receive none (44% vs 27%).
So are those who support someone who has other sources of support (39% vs 27% of carers
for people who receive no other help).
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Among the 28 carers who have had a Carers’ Assessment, the events that most often
prompted them to do so were a referral by a GP (12 people) or a suggestion by a local
authority (six people).
Within the qualitative interviews as well, respondents expressed little awareness of Carers’
Assessments.

Carer’s Allowance
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%) do provide at least 35 hours of care a week, and therefore
meet one of the criteria to be eligible to claim Carers’ Allowance.
Compared with the Carers’ Assessment, carers are more likely to know of the Carer’s
Allowance; over half (53%) have heard of it, although only one in 20 (five per cent) currently
receive it. The majority of those carers aware of Carer’s Allowance say they have not tried to
claim it (43% of carers).

Carer’s Allowance
Q

And now looking at this list, which, if any, of these best describes your
current situation?
%
I receive Carer’s Allowance
I am in the process of claiming Carer’s
Allowance

53% have
heard of the
Carer’s
Allowance

I have claimed Carer’s Allowance but am not
entitled
I have not claimed Carer’s Allowance – but I
have heard of it

I have not claimed Carer’s Allowance – I have
not heard of it
Base: All current carers for someone with cancer (386)
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Again, awareness of Carer’s Allowance is greater among carers who receive support
themselves (65% vs 46% of those who receive none) or who care for someone who gets
support from another source as well (63% vs 42% of those who care for people with no other
source of support). Awareness of the Carer’s Allowance is also greater among carers of
people aged 80+ (69% vs 53% overall).
Carers interviewed in the qualitative stage had a limited awareness of Carer’s Allowances,
and generally held the opinion that they would not be eligible for it anyway:

‘We didn’t receive anything [information], but
because we’re both in relatively well paid jobs, we
didn’t think there was anything—I don’t if this is
rightly or wrong—I didn’t think there was anything
available to us, because we’re both paid reasonably
well. There was never any worry about us paying
our household bills, it was just cutting back on food,
and things like that.’
Female, 25-34, caring for her husband
Carers also emphasised that they were not made aware of what might be out there:

‘I think that my mum, potentially, is missing out on
lots of stuff, because she claims no money. They
have very limited money. Mum could be getting the
Carer’s Allowance. There’s stuff that my mum could
get, but I don’t really know what’s available.’
Female, 35-44 caring for her father
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Those carers who were aware of Carer’s Allowance, and who had either claimed it, or tried to
claim it, felt that it would not benefit them greatly:

‘You only get about £50 a week, compared with
what it would cost to keep people in a home, which
run to thousands of pounds a week. I’ve still got a
family to look after, I’m a single parent, and I’ve still
got to worry about having to do everything for them
too.’
Male, 55-64, caring for his mother
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Support carers receive
Half of carers (49%) say they do not receive any support to help them look after a person
with cancer. Almost half (45%) say they receive some form of support. The other five per
cent either do not know or declined to answer.
Someone they can talk to is the most common support carers receive (20%). This is in line
with the fact that providing care most often affects carers’ emotional well-being/mental health
(see page 40). Carers who say that supporting someone with cancer has had an impact on
their emotional wellbeing are more likely to say that they have received emotional support
(32%, compared to 20% of all carers).
These findings underline the importance of emotional support to people with cancer and
those caring for them: carers most commonly provide emotional support to the people they
care for (see page 35); however, 10% say that the person they support lacks this kind of
support (see page 72).
Looking at other support they themselves receive, one in eight carers has had information on
cancer and its treatments (13%) and one in 10 has had information and advice on the
general support available to carers (nine per cent)

Types of support carers receive
Q

Which, if any, of these types of support have you had to help you as a
carer?
Top ten

Someone you can talk to/emotional support
Information about cancer and its treatments
Information and advice on the support
available
Support from employer e.g. flexible working
Religious/faith based support
Breaks from caring

45% of carers receive some
form of support

Financial benefits, tax credits, grants etc
Help for you with transport
Advice or training on how to provide care
A carer’s support group or forum
Base: All current carers for someone with cancer (386)
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Getting no support is more widespread among these groups:
y

carers for someone who has no other source of support (70% vs 40% of those who
care for someone who does have other help)

y

people who do not see themselves as carers (57% vs 42% of those who do)

y

male carers (56% vs 45% of women) and

y

those with children in their household (58% vs 45% of carers who do not).

On the other hand, getting support is more common among carers providing more extensive
help. This includes those who:
y

are affected financially by the support they give (63%)

y

help someone with progressive cancer (62%)

y

live with someone with cancer (57% vs 41% of non-resident carers)

y

are affected in more than one way by the help they give (55% vs 45% overall)

y

help more than one person with cancer (62% vs 42% of those who support only one)
or

y

have their own health condition (51% vs 41% of those with none).

Looking at specific forms of support, people who see themselves as carers are more likely to
say they get information, either about cancer itself (20% vs 13% overall) or on the general
support available (15% vs nine per cent overall).
Getting financial benefits is more common among carers who live with someone they
support (13% vs two per cent of those not resident) or who support someone aged 80+ (10%
vs three per cent of those caring for someone under 65).
Receiving help with transport is more common if carers earn below £17,500 a year (12% vs
one per cent of those earning over £25,000), are retired (eight per cent vs two per cent of
full-time workers) or have no internet access (11% vs four per cent of those with access).
Carers are more likely to get help with transport if they give intensive support, e.g. over 20
hours a week (10% vs two per cent of those who give one to four hours weekly), or have
been caring for over three years for the same person (10% vs three per cent of those who
have done so less long). Carers for an elderly person aged 80+ are also more likely to get
help with transport (10% vs two per cent of those caring for someone under 65).
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Who gives carers this support?
Among carers who receive support, this assistance is largely informal help, provided by their
relatives (44%), followed by their friends (28%). The most common provider of formal support
is a GP surgery or another NHS body (20%), followed by Macmillan Cancer Support (16%)
and religious/faith based groups (14%). Lesser used sources of support include local
authority social services, and employers.

Providers of support to carers
Q

Thinking about the support you receive, who provides this?

Top ten
Other family member(s)
Friend(s)
GP surgery/NHS
Macmillan Cancer Support
Religious/faith based groups
Social services/local council
Employer
Another charity/voluntary group
Local carers centre
Local hospice
Base: All current carers who get support looking after someone with cancer (168)

These figures are generally consistent across carer sub-groups. However, carers are more
likely to have help from social services if they are retired (23% vs 11% overall) or support
someone aged 65+ (17% vs seven per cent of those who care for younger people). Social
services support is also more frequent if carers live with a person they help (28% vs five per
cent of non-resident carers) or assist a spouse or partner (31% vs 11% overall).
Again, informal sources are important when carers want to find help. One in six carers who
receive support say family members helped them find out about it (17%), while one in 10 say
this about their friends or neighbours (10%). The principal formal sources of information are
the local GP (14%) and Macmillan Cancer Support (eight per cent). Others sources include
religious groups, other health professionals, employers and social services.
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Finding out about support for carers
Q

And how did you find out about the support available to you?
Top ten
Family members
Through the local GP
Friends and neighbours
Macmillan Cancer Support
Another health professional
Religious/faith based groups
Employer
Searching on the internet
Social services/social worker
Other carers

Base: All current carers who get support looking after someone with cancer (168)

Resident carers more often get information from a GP (28% vs 10% of non-residential
carers) or another health professional (17% vs four per cent of non-residential carers). Those
who support someone aged 80+ are more likely to speak to social services (14% vs four per
cent overall).
The qualitative interviews showed that carers are often passive in searching out support for
themselves. More typically, carers discover support services that are aimed at them through
being told about them by a third party, rather than as a result of actively searching for help.
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Unmet need for support
Almost half of carers say they do not currently receive support that would be useful to them
(47%). They mention a broad range of types. Most often it is advice and training on how to
give care (10%), followed by information on the general support available (nine per cent) and
someone they can talk to (nine per cent).

Carers lacking useful support
Q

And which, if any, of these types of support would be most useful to
help you, as a carer, that you don’t currently receive?
Top ten

Advice or training on how to provide care
Information and advice on the support
available
Someone you can talk to/emotional
support
Information about cancer and its treatments
Breaks from caring
A professional care worker

47% of carers do not
get some form of
support that would be
useful to them

Financial benefits, tax credits, grants etc
A carer’s support group or forum
Someone to help you deal with
professionals/ organisations
Help for you with household chores
Base: All current carers for someone with cancer (386)

The following carer groups are more likely than average (47%) to say they don’t receive
some form of support that would be useful to them:
y

part-time workers (62%)

y

those aged 55-64 (60%) and

y

carers who are not chief income earners (53%).

Findings also vary by the type and scale of care which people provide. Carers are more likely
to say they do not get some form of support that would be useful to them if they:
y

are affected financially (66%) or in their working lives (62%)

y

use Macmillan services (62%) or already get some other support (61%)

y

care for someone with progressive cancer (61%) and

y

see themselves as carers (57%).
65
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Looking at specific support they are missing out on, those who see themselves as carers
are more likely than those who do not to say that they lack a break from caring (13% vs two
per cent) or a professional care worker (nine per cent vs four per cent).
Carers for people younger than 65 feel more lacking in practical knowledge. They are more
likely than those who care for older people to miss information about cancer and its
treatments (13% vs three per cent) or advice or training on how to give care (13% vs six per
cent). Those who support people aged 65+ more often lack a professional care worker (nine
per cent vs six per cent overall).
Within the qualitative interviews, many respondents mentioned that they would like more
information about the specific cancer that the person they care for has. It was felt that this
would reduce anxiety along the way, because they would know what to expect. In terms of
the support that they personally would like to receive, carers in the qualitative interviews
were most likely to mention emotional and financial support:

‘If you phone MIND, or something like that, they’ve
got help-lines and someone can call you back and
talk to you about the situation. I think being able to
phone someone when I was upset and say ‘my
mother’s doing this, is it normal?’ and for them to
say ‘it’s very common in cancer patients,’ I think that
would have been a good idea for me.’
Female, 45-54, caring for her mother
Given that Macmillan’s Support Line can offer just this kind of support, this suggests that
Macmillan still has more to do to raise awareness of this service.
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Reasons for not using support that would be useful
Most frequently, carers who do not receive a useful form of support say there is no particular
reason why they haven’t already received it (28%). A similar proportion say it is because they
don’t know what support is available to them (27%). Other reasons for missing out on useful
support include not being eligible for the support (19%) and not feeling comfortable asking for
help (11%).

Reasons why useful support is not used
Q

Which, if any, of these reasons best describes why you are not
currently receiving this support?
%

No particular reason/haven't got round to it
I don’t know what support is available
I’m not eligible/entitled
I don’t feel comfortable asking for support
The support does not exist in my area
I can’t afford it
The support available wouldn’t meet my
needs
Base: All current carers who do not receive support that would be useful (184)

Carers in social grades C2DE more often say they feel uncomfortable about asking for
support (19% vs six per cent of those in grades ABC1). Not knowing what support is
available is a more common reason among carers of people aged 65+ (35%), those giving
over 35 hours of care a week (42%) or those who live with a person with cancer (46%).
Providing more labour-intensive care therefore seems to hinder people from finding out about
other support that exists.
Qualitative interviewing suggested that carers don’t think to ask for help for themselves,
partly because they aren’t aware of any services that are available, but also because they
feel they should deal with things themselves. In addition to this, carers often feel that the best
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support for them is additional support for the person with cancer because making things
easier for that person would in turn make things easier for them.

‘We’re bit old-school in the family, and we try and do
things ourselves as much as we can. Maybe that’s
not such a good thing in this day and age. You
should try and find support where you can, really.
So I probably would [ask for support], but it may
take a bit of a prodding to find it.’
Male, 55-64, caring for his brother
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5) Support for people with cancer
What other support do they receive?
Three in five carers (62%) say someone they care for gets support from a source other than
them. This support is most often information and advice on cancer (23%) or someone the
person with cancer can talk to/emotional support (22%). One in seven carers say the people
they support receive financial help, support with modifications to their home, care at home or
help with transport.

Support from other sources for people with cancer
Q

And now thinking again about the person or people you support, which
if any of these types of support do they currently receive, which makes
things easier for you as a carer?
Top ten

Information and advice e.g. on cancer
treatments, support
Someone they can talk to/emotional support

23%
22%

Financial help e.g. benefits, tax credits
and grants

15%

Aids and adaptations to the home

15%

Care at home e.g. personal care, healthcare

14%

Help with transport/accompanying on visits

14%

Help for them with household chores

11%

Religious/faith based support

9%

A support group or forum

8%

Support from employer e.g. paid sick leave

8%

62% of carers say the
person with cancer
gets support from
another source

Base: All current carers for someone with cancer (386)

Carers in the more affluent ABC1 social grades are more likely to say they help someone
who has another source of support (70% vs 52% of C2DE carers). Figures also vary by the
types and circumstances of the care people give. They are more likely to say the person they
help has support from another source if:
y

they, as carers, get support themselves (82% vs 50% of carers who receive none) or
use a Macmillan service (75% vs 67% of those who use none)

y

they care for someone with progressive cancer (76%)

y

they support someone with another health condition in addition to cancer (73% vs
53% of those who do not) and

y

they support a parent or parent-in-law (72%).
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Carers for people aged 80+ are more likely than carers for people under 65 to say someone
they support gets help around the house, such as aids and adaptations to the home (39% vs
seven per cent), care at home (30% vs 10%) and help with chores (20% vs eight per cent).
Conversely, those who care for someone under 65 are more likely to say they support
someone who gets help from an employer (12% vs eight per cent overall).
Carers whose lives are affected in more than one way are more likely to say the person they
help gets support around the house, either care at home (20% vs 14% overall) or help with
household chores (16% vs 11% overall).

Within the qualitative interviews carers emphasised that more help for the person with cancer
would also be beneficial to them. Carers said that having access to professional carers who
provide support gives them greater knowledge of what to expect and what they should be
doing. In addition to this, carers recognise that external support provides them with respite
and also gives the person with cancer another, neutral, outlet:

‘Having someone from Macmillan to talk to makes it
easier for her to be herself with us. With that help
externally she won’t feel that she has to unload on
us: We’ll be able to do the fun things as a family,
rather than the doom and gloom.’
Female, 35-44, caring for her mother-in-law
Some carers mentioned that it can be hard for people with cancer to accept help from
outside sources, in particular where it involves more personal care and/or having strangers in
their homes:

‘It would be easier if she let people into the house,
but she doesn’t like outside people coming in. She
doesn’t like carers... She’s had nurses coming in
before to change bandages and things, and it’s

70
© 2011 Ipsos MORI and Macmillan Cancer Support

never the same one. Some she likes, some she
totally dislikes.’
Male, 55-64, caring for his mother
In addition, just as it can be difficult for carers to look for external support, so it can also be
hard for people with cancer to admit to needing support:

‘He’s very proud, and he would only accept so much
help anyway.’
Female, 65+, caring for her husband
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Who provides this help?
The other help for people with cancer comes from a mix of formal and informal sources. Most
carers say a GP surgery or another NHS body provide help other than medical care (54%).
But similar numbers have help from other family members (50%) and over one in three
mentions friends or neighbours (38%). One in six carers say that the person they support
gets assistance from a charity or voluntary group (18%) and one in seven has help from
social services (15%).

Providers of support to people with cancer
Q

Which, if any, of the following people or organisations also provide help
and support to your [the person cared for]?
%
GP surgery/NHS – support other than
medical care
Other family member(s)
Friends/neighbours
Charity/voluntary group
Social services/local council
Religious/faith based groups
Hospice
Private care agency
Someone else/other organisation
Base: All current carers for someone with cancer (386)

There seem to be some carers with particular challenges who are also the only source of
help for a person they support. Overall, eight per cent of carers say a person they help
receives no support from another source, but this figure is higher for carers:


supporting a spouse or partner (24%)



living with a person they support (22%)



aged 65+ themselves (18%)



providing over 35 hours support a week (17%)



without internet access (17%) and



who get no support themselves (12%).
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What support do people with cancer most need?
Almost half of carers (46%) say that the person they support does not receive help which
would be useful. Carers mention a range of support types, with none being very prominent.
The type most often lacking is someone the person with cancer can talk to (10%) and
financial advice and information (nine per cent). Financial matters figure prominently as eight
per cent are also missing out on actual financial help e.g. benefits and grants

Unmet needs of people with cancer
Q

And which, if any, of these types of support that they don’t currently
receive, would be most likely to make things easier for you as a carer?
Top ten

Someone they can talk to/emotional support
Financial advice and information
Respite care to give you a break
Financial help eg benefits, tax credits
and grants
Help for them with household chores
Help with transport/accompanying on visits
A support group or forum

46% of carers say
the person with
cancer lacks some
useful support

Care at home eg personal care, healthcare
Information and advice e.g. on cancer
treatments, support
Aids and adaptations to the home
Base: All current carers for someone with cancer (386)

The belief that the person with cancer is missing out on useful support is greater among
those who see themselves as carers (55% vs 43% of those who do not). It is also greater if
carers already get support (59% vs 38% of those who do not) or if someone they help gets
support from another source (58% vs 30% of those caring for someone who gets no other
help).
Carers who say someone they help lacks support are more likely than average to say the
care they give affects several areas of their lives (46% vs 39%). In particular, they are more
likely to say it affects them financially (23% vs 15% overall).
Looking at specific types of support, carers for someone aged 80+ are more likely to say this
person lacks respite care (16% vs eight per cent overall) or care at home (17% vs six per
cent overall). Carers affected financially are particularly likely to say someone they care for
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lacks financial help (25% vs eight per cent overall), assistance with transport (21% vs seven
per cent overall) or respite care (20% vs eight per cent overall).
While respite care was mentioned as important by those carers who participated in the
qualitative interviews, they were not always confident that it would be acceptable to the
person for whom they care. In light of this, ensuring that there is greater consistency and
continuity in the provision of respite care could go a long way to helping meet the needs of
people with cancer.
The qualitative interviews also showed that carers benefit greatly when the person they care
for receives emotional support from external sources. As we saw earlier, this allows people
with cancer to be themselves more around their loved ones, because some of their needs
are already being met.
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6) Macmillan Cancer Support
Awareness of Macmillan services for carers
Almost three in four carers name a service or activity they think Macmillan Cancer Support
offers to people who care for someone with cancer.9 The following chart clearly shows
support from a Macmillan nurse is the most well known (39%). Three in 10 (29%) mention
information and advice through the website and one in five say Macmillan offers carers
emotional support (22%) or gives information through a telephone helpline (19%).

Macmillan services and support
Q

What information, advice or support, if any, do you think Macmillan
offers to people who care for someone with cancer?
%
Support from a Macmillan Nurse
Information/advice via their website

Someone to talk to/emotional support
Information/advice through their telephone
helpline
Support from other Macmillan health
professionals
Benefits advice
Support from Macmillan social care
professionals
Dedicated services especially for carers

72% of carers state a service
or activity they think
Macmillan provides

Self-help and support groups for carers
Local information and support centre

Base: All current carers for someone with cancer (386)

Macmillan nurses are mentioned more frequently by carers for someone aged 80+ (52% vs
36% of carers who support someone younger than 65). Carers in the more affluent ABC1
social grades more frequently mention the Macmillan website (34% vs 23% in the C2DE
grades).

9

This is only what carers think Macmillan provides. Their answers may be correct or incorrect.
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Use of Macmillan services
Among carers who name a service they think Macmillan provides, one in three (35%) say
they have used one of the services they name. This equates to one in four of all carers
interviewed (25%).
The most widely used services are information and advice through the Macmillan website
and help from Macmillan nurses. In both cases, one in eight has used these (13% for both).
They are also the most widely known Macmillan services. Other services used include
information and advice through the telephone helpline (five per cent), some form of emotional
support (four per cent), benefits advice (three per cent) and support from another Macmillan
health professional (three per cent).

Use of Macmillan services
Q

What Macmillan information, advice or support, if any, have you
personally used or received?
Top ten
Information/advice via their website
Support from a Macmillan Nurse

Information/advice through their telephone
helpline
Someone to talk to/emotional support
Support from other Macmillan health
professionals
Benefits advice

35% of carers who say
Macmillan provides a
particular service also say
they have used one of them

Support from Macmillan social care
professionals
Macmillan publications for carers
Online carers/community forum
Self-help and support groups for carers

Base: All current carers who know of support provided by Macmillan for carers (275)

Carers who say they use a Macmillan service often provide more extensive care. They are
more likely to:
care for more than one person (22% vs 13% overall)
support someone with progressive cancer (22% vs 14% overall)
live with someone with cancer (27% vs 15% of carers not using Macmillan services)
provide six or more types of support to those they help (43% vs 35% of carers not
using Macmillan services).
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They are also more likely than most carers to be aware of Carers’ Assessments (46% vs
33% overall) and the Carer’s Allowance (63% vs 53% overall).
Looking at particular services, Macmillan nurses are mentioned more often by carers who
give over 35 hours of support a week (22% vs seven per cent of those who provide one to
four hours) or who live with someone they support (29% vs eight per cent of non-resident
carers).
Macmillan nurses are mentioned more often by those who help a spouse or partner (23%) or
parent or parent-in law (18%) than those who help a friend or neighbour (five per cent). They
are also brought up more frequently by carers for someone with progressive cancer (24% vs
13% overall). Carers who say they use a Macmillan service do not differ from those who do
not along demographic lines (e.g. age, gender of carer).
Few carers who participated in the qualitative interviews had personally received help from
Macmillan. There was also low awareness of what Macmillan offers to carers themselves,
rather than to people with cancer. A few carers, however, supported people with cancer who
were also supported by a Macmillan nurse. Aside from the help this provided to the person
with cancer, carers were also able to speak to the nurse themselves, to help them
understand the disease and what they should expect:

‘We spoke to a specialist, and he wanted us to
speak to a Macmillan nurse. There was one there,
so we talked to her. I could ask her the extent that it
had spread. When you speak to a specialist you’re
not taking it all in, and you have questions
afterwards. He won’t read up on it—neither of us
wants to—and she was telling us things that we’d
never even thought of.’
Female, 55-64, caring for her husband
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Most helpful support
Three in five carers (62%) name a Macmillan activity or service they think would be helpful
for them personally. Most often they say it is information or advice through the Macmillan
website (25%), but one in six mentions someone to talk to or other emotional support (17%)
and one in seven says a Macmillan nurse (14%). Other services include information and
advice through the telephone helpline and a local information and support centre (12% in
both cases).

Most helpful support from Macmillan
Q

And which, if any, of Macmillan’s advice, support or services for carers
would be most helpful to you personally?
Top ten
Information/advice via their website
Someone to talk to/emotional support
Support from a Macmillan Nurse

Information/advice through their telephone
helpline
Local information and support centre
Support from Macmillan social care
professionals
Support from other Macmillan health
professionals

62% of carers name a
Macmillan service that
would be helpful

Benefits advice
Macmillan publications for carers
Dedicated services especially for carers
Base: All current carers for someone with cancer (386)

Carers more frequently mention a Macmillan service that would be helpful if they belong to
the wealthier ABC1 social grades (67% vs 54% of those in grades C2DE) or have internet
access (65% vs 43% of those who do not). The figure is particularly high among people who
care for more than one person (78% vs 60% of those who care for one) or if the support they
give affects their finances or working lives (79% in both cases).
Looking at specific services, carers in the ABC1 social grades more often mention assistance
through the Macmillan website (32% vs 15% of those in grades C2DE) and those who
support someone aged 65+ are more likely to prefer a Macmillan nurse (20% vs nine per
cent of those who support someone younger than 65).
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Carers who participated in the qualitative interviews mentioned that greater interaction with
Macmillan nurses would really help them to provide better care to people with cancer:

‘Tell us ways we can support the person who has
cancer. Help us understand their condition, from a
medical perspective, of what to expect. If we’d had
support from Macmillan as far as what to expect as
she deteriorates, we could help her and to look out
for the signs. If I knew what to look out for, then I
might be able to help her before she realised she
was getting any help.’
Female, 35-44, caring for her mother-in-law
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Supporting cancer charities
Almost three in four carers (72%) have given some type of support to a cancer charity in the
last two years. Most often, this support comes in the form of donations, either irregular, oneoff sums (44%), or regular contributions (24%). One in five (22%) have done fundraising
among their friends and family. One in 10 mention volunteering or encouragement they have
given to others to donate money (10% in both cases).

Supporting cancer charities
Q

In the past two years, that is since May/June 2009, which, if any, of the
following have you done in support of any cancer charity?
%
Made one off/irregular donations

Made regular donations (e.g. Direct Debit)
Fundraising among friends and family
Encouraging friends and family to donate
Volunteering
Included a cancer charity in my will
Sponsored people
Any support

Base: All current carers for someone with cancer (386)

Providing any support is more widespread among carers with an income of at least £25,000
(80% vs 72% overall) or who have supported someone for three years or longer (84% vs
69% of those who have supported someone for less time).
Carers aged 35-54 are more likely than average to make regular donations (33% vs 24%
overall). In contrast, those aged 15-24 are more likely to volunteer (28% vs 10% overall).
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7) Conclusions and recommendations
This research reveals for the first time the number and profile of carers of people with cancer
in the UK. It also explores the impact of providing care on their lives, and to what extent their
support needs are met, including by Macmillan. The following conclusions arising from the
research highlight the key issues for carers of people with cancer:
1) Low identification with and understanding of the term “carer”
Less than half of the carers surveyed identify with the term ‘carer’. In particular, men are less
likely to see themselves as carers, as are people caring for someone who is aged below 65
or is not a close relative. In addition, those providing less extensive care are also less likely
to view themselves as carers. There is lower association with the term ‘carer’ amongst
people who don’t live with the person they support, or who provide one to four hours of care
a week.
The qualitative interviews also revealed that some carers feel the term “carer” has a more
professional connotation, and that respondents primarily identified themselves in terms of
their personal relationship to the person with cancer.
The consequences of this are far reaching, as people who don’t view themselves as a carer
are less likely to receive support to help them care (57% of those who do not see themselves
as carers say they do not receive support to help them as a carer, compared with 42% of
those who identify with the term). This may be because much of the support available,
particularly from the statutory sector, uses the term “carer” e.g. Carers’ Allowance, carer’s
assessments, carers breaks.
2) Unmet support needs
Providing support to people with cancer has an extensive impact on carers. It affects key
areas of their life, including their emotional wellbeing; social life/leisure time; relationships
working life; and income/finances. Despite this, 49% of carers say they do not receive any
support to help them look after a person with cancer; and 47% can identify specific types of
support that they are missing out on. In particular, carers say that they need:
advice/training on how to provide care
information and advice on support available
emotional support.
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The research findings indicate the importance of emotional support to people with cancer
and their carers. 81% of carers say they provide emotional support to the person they care
for, but carers also say providing support to someone with cancer affects their own emotional
well-being/mental health (46% of carers have been affected in this way).
In terms of support for carers from Macmillan, 62% of carers can name a Macmillan service
or source of support that would be helpful to them as a carer, but only one in four (25%) have
actually used one of these services.
The research reveals that carers of people with cancer are receiving low levels of statutory
support from local authorities and the DWP. Awareness and take up of local authority Carers’
Assessments (to which most carers are entitled) is very low. Almost half of carers (44%)
have never heard of Carers’ Assessments, and only one in 20 (five per cent) have actually
had one. This may explain why only 11% of carers are receiving support from social
services.
Awareness of Carer’s Allowance is also low (29% have never heard of it). Even amongst
those caring for more than 35 hours a week (one of the key eligibility criteria for Carer’s
Allowance) 23% are unaware of it, and only 18% are in receipt of it. The majority of those
carers aware of Carer’s Allowance say they have not tried to claim it (43% of carers
interviewed).
Low awareness amongst carers of their rights and entitlements extends to employment. One
in five carers (19%) say that caring for someone with cancer has a significant impact on their
working life. The impact includes reducing the hours they work, not performing as well at
work or stopping work altogether. Within the qualitative interviews, most carers felt that they
are receiving strong support from their employers. Few, however, felt that they are truly
aware of what they are entitled to by law. This means that many carers are battling to
balance their working lives with their caring responsibilities.
3) Barriers to accessing support
The research also reveals the barriers to carers accessing the services they need. Carers
typically don’t think of their own needs or of what help they may need. This means they tend
to be quite passive about investigating the support that is available to them. 28% say that
they don’t currently receive support that would be useful to them because they ‘Haven’t got
round to it/ no particular reason’. A similar proportion says they don’t currently receive
support because they don’t know what is available to them (27%). Other reasons for missing
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out on useful support include not being eligible for it (19%), and not feeling comfortable
asking for help (11%).
Qualitative interviewing suggested that carers don’t think to ask for help for themselves,
partly because they aren’t aware of any services that are available, but also because they
feel they should deal with things themselves. In addition to this, carers often feel that the best
support for them is additional support for the person with cancer, because making things
easier for that person would in turn make things easier for them. 46% of carers say that the
person they care for is currently not receiving some support that would make things easier
for them as a carer.
In summary, providing care has a significant impact on the UK’s 1.1 million carers of people
with cancer. The issues above will need to be addressed if these carers are to receive the
support they need.
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Appendix 1
Statistical reliability
The sampling tolerances that apply to the percentage results are given in the table below.
This table shows the possible variation that might be anticipated because a sample rather
than the entire population was interviewed. The confidence intervals reported in the table
are based upon the assumption that the standard errors for this sample will be
equivalent to those calculated for a corresponding clustered (weighted,/stratified/etc)
probability sample design.
As indicated below, sampling tolerances vary with the size of the sample and the size of the
percentage result. For example, if 50% of the 386 carers interviewed respond with a
particular answer, the chances are 95 in 100 that this result would not vary by more than five
percentage points, plus or minus, from a complete coverage of the entire defined population
using the same procedures (i.e. between 45% and 55%). An indication of approximate
sampling tolerances are given in the table below, although note that weighting also has an
impact on the effective base size.

Approximate sampling tolerances applicable to percentages at or near these levels
10% or 90%

30% or 70%

50%

Size of sample on which survey result is based
18,449 (all respondents)

0.4

0.7

0.7

2,654 ( all respondents who provided any care for
someone with cancer in the last 12 months)

1.1

1.7

1.9

897 (all respondents who provide this care at the
moment)

2.0

3.0

3.3

386 (all current carers)

3.0

4.6

5.0

Source: Ipsos MORI

Tolerances are also involved in the comparison of results from different parts of the sample.
A difference, in other words, must be of at least a certain size to be considered statistically
significant. The following table is a guide to the sampling tolerances applicable to
comparisons.
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Approximate differences required for significance at or near these percentages
10% or 90%

30% or 70%

50%

Male carer vs female carer (149 vs 237)

6.2

9.4

10.3

ABC1 carer vs C2DE carer (211 vs 175)

6.0

9.2

10.0

Source: Ipsos MORI
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Appendix 2
Marked-up questionnaire
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Macmillan Cancer Support
UK Survey of Cancer Carers
Topline Results (1 September 2011)
y This is a survey of adults in the UK who currently care for someone with cancer (for the purposes of this
survey a ‘carer’ is anyone who provides at least 5 hours of care a week OR who provides 1-4 hours a
week AND who says this has a significant effect on their life).
y Interviews were carried out in Great Britain and Northern Ireland between 20 May and 25 August 2011,
using the Ipsos MORI Capibus.
y A total of 18,449 adults aged 15+ were interviewed across the UK, and 386 were identified as current
carers (2.1% of all those interviewed). They passed through the screener to the main survey section.
y Data are weighted to reflect the known population profile of the UK population using the latest
demographic data.
y All figures are based on current carers of someone with cancer, unless otherwise stated.
y An asterisk (*) denoted a figure of less than 0.5 but greater than 0
y Where the base is less than 50 people, numbers (N) rather than percentages have been used
y At questions CA1-CA10 percentages may sum to more than 100 as these questions are asked of
each recipient of respondents’ care

CAS1.

Over the past 12 months, that is since May/June 2010, which, if any, of these things
have you done for a family member, friend, partner or someone else because they have
or had cancer? Please do not count anything you did or do as part of a paid job or
when volunteering for a charity.
Base: All people interviewed (18,449)
%

Emotional support - talking and listening
Help with shopping, collecting prescriptions, other
errands
Providing transport or going with them on trips/to
appointments
Help with cooking, cleaning, laundry, gardening or other
household jobs
Help to get advice and information e.g. about cancer,
work, support available
Help with making phone calls, writing letters/emails,
filling in forms
Sitting with or supervising someone who cannot be left
alone
Talking to others on their behalf e.g. healthcare staff,
social worker
Help with giving medication, changing dressings, other
healthcare tasks
Help with home/car maintenance, repairs, adaptations
Help with managing finances
Help with washing, dressing, toileting, feeding
Being there/caring/general support
Help with babysitting or caring for children/other
dependents
Donations/fund raising
Hospital visiting
Other

12

ANY SUPPORT
No help given to anyone with cancer in last 12 months
Prefer not to say

15
84
1

5
5
4
3
3
3
3
2
2
2
2
1
1
*
*
*

CAS2.

And are you providing any of these forms of help and support to someone with cancer at the
moment?
Base: All who have given support to someone with cancer in the last 12 months (2,654)
%

Yes – I am currently providing this help/support to someone
with cancer
No – the person/people I was helping passed away
No – the person/people I was helping no longer need this
help/support
No – this help/support is now being provided by another
person/organisation
No – I am not able to provide this help/support at the moment
No – another reason
Prefer not to say

CAS3.

34
27
17
4
8
10
2

Thinking about last week, how much time, if any, did you spend providing help or support to
someone with cancer? If you provided help or support to more than one person with cancer,
please tell me how much time you spent in total. Please do not count anything you do or have
done as part of a paid job or when volunteering for a charity.
Base: All who are currently providing support to someone with cancer (897)
%

CAS4.

None
Under 1 hour
1-4 hours
5-9 hours
10-19 hours
20-35 hours
36-49 hours
50 or more hours

19
22
33
11
4
4
2
4

Don’t know
Prefer not to say

*
*

Thinking generally, which, if any, of these areas of your life have been affected because you
currently provide help or support to someone with cancer? This question is not about how
happy you are to provide the help or support; rather it is about whether or not it has any
noticeable effect on these areas of your life.
Base: All who are currently providing support to someone with cancer (897)
%

Your emotional well being/mental health
Your social life/leisure time
Your working life – e.g. hours/job
role/career progression
Your relationships
Your income/household finances
Your physical health
Your education/studies/training
Other
ANY EFFECT
No effect
Don’t know
Prefer not to say

28
21
11
11
8
6
2
3
49
49
1
*

DETAILS ABOUT CARING ARRANGEMENTS

CA1.

How many people with cancer do you currently provide help and support to?
Base: All current carers for someone with cancer (386)
%

1
2
3
4
5 or more
More than one person cared for
Prefer not to say

CA2.

86
11
1
*
1
13
1

And who do you give this help and support to, because they have cancer?
Base: All current carers for someone with cancer (386)
%

Friend
Mother
Father
Spouse/partner (male)
Spouse/partner (female)
Mother-in-law
Grandmother
Neighbour
Sister
Father-in-law
Son
Brother
Daughter
Grandfather
Granddaughter
Grandson
Other
Prefer not to say

CA3.

29
13
11
9
8
6
4
4
3
3
2
2
1
1
*
*
12
2

Is this person male or female?
Base: All current carers for someone with cancer (386)
%

Female
Male
Transgender
Prefer not to say
Not stated

61
41
*
2

CA4.

How old is your [recipient]?
Base: All current carers for someone with cancer (386)
%

Under 18
18 – 24
25-34
35-44
45-54
55-64
65-69
70-74
75-79
80-84
85+
Don’t know
Prefer not to say
Not stated

CA5.

1
2
5
9
17
20
14
10
9
10
9
1
2

May I check what type of cancer your [recipient] has?
Base: All current carers for someone with cancer (386)
%

Breast
Lung
Colorectal/Bowel
Prostate
Leukaemia
Liver
Mouth/throat
Bladder
Brain and central nervous system
Cervix
Kidney
Non-Hodgkin’s Lymphoma
Stomach
Oesophagus
Bone
Malignant Melanoma (skin cancer)
Multiple Myeloma (skin cancer)
Ovary
Mesothelioma
Pancreas
Uterus
Spinal
Other

24
12
11
11
5
5
5
4
4
4
4
4
4
3
3
2
2
2
1
1
1
*
5

Don’t know
Prefer not to say
Not stated

4
2
2

CA6.

May I ask which of these statements best describes your [recipient’s] condition?
Base: All current carers for someone with cancer (386)
%

Undergoing treatment
Finished treatment and living with long
term effects of cancer treatment
Living with progressive cancer (cancer
that is getting worse or cannot be cured)
Finished treatment and has no active
symptoms of cancer
Diagnosed with cancer but not yet started
treatment
Dying/at the end of life
Another situation

49
15

None of these
Don’t know
Prefer not to say
Not stated

*
1
2

14
11
10
4
2

CA7a

How long ago was your [recipient] diagnosed with cancer?

CA7b

And for how long have you been actively helping your [recipient] because of this?
Base: All current carers for someone with cancer (386)

Less than three months ago
3 - 6 months ago
7 - 12 months ago
More than a year - two years ago
3 - 5 years ago
6 - 10 years ago
More than 10 years ago
Don’t know
Prefer not to say
Not stated

CA7a

CA7b

%

%

17
15
17
24
18
8
6
1
2
2

19
18
19
23
15
6
3
2
*
3

CA8.

And does your [recipient] also have any other long-term health conditions?
Base: All current carers for someone with cancer (386)
%

Arthritis
High blood pressure
Back pain/problems (long term)
Restricted mobility
Hearing loss/deafness
Diabetes
Depression
Heart condition
Anxiety
Asthma
Sight loss/blindness
Angina
Dementia
Kidney condition
Loss of voice/speech impairment
After-effects of stroke
Chronic Obstructive Pulmonary
Disease (COPD)
Alzheimer’s
Learning disability
Liver condition
Multiple Sclerosis
Parkinson’s Disease/Syndrome
Drug or alcohol dependency
ME
Other physical health conditions
Other mental health conditions

14
14
13
12
11
10
9
9
8
5
5
4
3
3
3
2
2

ANY HEALTH CONDITION
ANXIETY /DEPRESSION/OTHER
MENTAL HEALTH
ANY PHYSICAL HEALTH

55
15

None of these
Don’t know
Prefer not say
Not stated

38
4
2
3

1
1
1
1
1
*
*
8
2

54

CA9.

Which of these best describes the current living arrangements of you and your
[recipient]?
Base: All current carers for someone with cancer (386)
%

Live in separate households – he/she
lives with family/partner
We live in separate households – he/she
lives alone
We live in the same household
Live in separate households – he/she
lives with other people (not family/partner)
Live in separate households – he/she
lives in sheltered accommodation
Live in separate households – he/she is in
a care home
Live in separate households – he/she is in
a hospice
Other
None of these
Don’t know
Prefer not to say
Not stated
CA10.

40
34
21
4
2
1
*
*
*
3

Which, if any, of the following people or organisations also provide help and support
to your [recipient]?
Base: All current carers for someone with cancer (386)
%

GP surgery/NHS – support other than
medical care
Other family member(s)
Friends/neighbours
Charity/voluntary group
Social services/local council
Religious/faith based groups
Hospice
Private care agency
Someone else/other organisation

54
50
38
18
15
7
7
6
2

None of these
Don’t know
Prefer not to say
Not stated

8
2
*
3

CA11.

Macmillan Cancer Support is interested in why people start caring for somebody with
cancer. Thinking about the help and support you give, what would you say are the
main reasons why you provide this care?
Base: All current carers for someone with cancer (386)
%

CA12.

I want to do it
I love them
It is the right/natural thing to do
It is my duty
It is expected of me
I am the best suited to do it
There is nobody else to do it
I don’t like the thought of strangers
being involved
The person I look after doesn’t
want help from anyone else
Professional help is too expensive
Other
Expected/Duty/Nobody else

59
53
33
18
11
9
4
3

Don’t know
Prefer not to say
Not stated

1
*
1

3
1
5
27

Earlier you said that providing help and support for someone who has cancer has
noticeably affected at least some parts of your life. I would now like to ask you in a bit
more detail about the point or points you mentioned earlier.
Which, if any, of the options on this card describe the impact of caring for someone
with cancer on your working life?
Base: All carers whose working life is affected by looking after someone with cancer (71)
%

Reduced hours worked
Work flexible hours in agreement with
employer
Limits involvement in work related activities
e.g. training, networking
Not performing as well at work e.g. difficulty
concentrating
Stopped working altogether
Changed jobs
Limits on career progression e.g. can’t go for
promotion
Changed role within company/
organisation
My business has suffered (self-employed)
Unable to return to work
Other

34
28

Prefer not to say
Don’t know
Not stated

1
10
2

14
14
11
7
7
4
4
3
6

Which, if any, of the options on this card describe the impact of caring for someone
with cancer on your social life/leisure time?
Base: All carers whose social life/leisure time is affected by looking after someone with cancer (156)
%

Don’t spend as much time relaxing
Don’t take part in hobbies/leisure activities as
often as I used to
Don’t socialise as much as I used to
Don’t take holidays or breaks as often as I
used to
Don’t take exercise as often as I used to
Take part in new activities/hobbies
Get invited out less
Other
Prefer not to say
Don’t know
Not stated

54
39
39
32
18
16
9
8
2
5
1

Which, if any, of the options on this card describe the impact of caring for someone
with cancer on your relationships?
Base: All carers whose relationships are affected by looking after someone with cancer (78)
%

Close/better relationship with person being
card for
Don’t spend as much time with
partner/spouse
Don’t spend as much time with friends/family
More difficult relationship with person being
cared for
Closer/better relationship with others
More difficult relationship with others
Met new people / other carers
Affects my ability to look after my
children/other dependents
Something else
Prefer not to say
Don’t know
Not stated

49
32
31
23
21
20
13
13
2
4
4
3

Which, if any, of the options on this card describe the impact of caring for someone
with cancer on your income/household finances?
Base

All carers whose income/household finances are affected by looking after someone with
cancer (59)
%

Spending more - travel/parking costs for trips to
hospital/Doctor
Spending more – travel/parking costs for visiting
the person I care for
Less money coming in as I can no longer
work/work fewer hours
Less money coming in as the person I care for
can no longer work/works fewer hours
Spending more – special clothing, food, heating
Spending more – on other costs related to caring
for someone with cancer
Have used savings
Spending more – adjustments around the
house/special equipment
Have had to borrow money from friends/family
Have had to borrow money from the bank or credit
card companies
Something else

47

21
20

Prefer not to say
Don’t know

5

38
29
21

19
18
9
5
7

Which, if any, of the options on this card describe the impact of caring for someone
with cancer on your education/studies/training?
Base: All carers whose education/training/studies are affected by looking after someone with cancer
(19)
N

Can’t spend as much/enough time studying
Harder to concentrate on studies
Not able to start studying/training/education as
planned
Had to stop studying/training/
education
Something else

7
5
4

Prefer not to say
Don’t know
Not stated

1
5
1

4
1

Which, if any, of the physical health conditions on this card have you developed, or
have you noticed get worse, as a result of caring for someone with cancer?
Base:

All carers whose physical health is affected by looking after someone with cancer (56)
%

Tiredness/exhaustion
Sleep problems
Digestive problems e.g. Irritable
Bowel Syndrome (IBS)
Back pain/problems
Weight problems
Reduced fitness/strength due to
lack of exercise
Something else
Don’t know
Prefer not to say

59
40
16
14
14
14
3
9
6

Which, if any, of the conditions on this card have you developed, or have you noticed
get worse, as a result of caring for someone with cancer?
Base: All carers whose emotional health/well-being is affected by looking after someone with cancer
(174)
%

Stress
Anxiety
Depression
Trouble concentrating/making
decisions
Feeling isolated
Anger/resentment
Feeling trapped
Other

52
34
15
15

Don’t know
Prefer not to say
Not stated

16
3
1

14
12
11
5

HELP AND SUPPORT GIVEN

CA13.

Which, if any, of these types of support have you had to help you as a carer? Please
don’t include any help that the person you support receives directly. For this question
we are interested in the support you personally receive. Please include both formal
and informal types of support.
IF NEEDED: By formal we mean care provided by professional organisations, such as
social services or charities. By Informal we mean support given by people such as
friends or relatives.
Base: All current carers for someone with cancer (386)
%

Someone you can talk to/ emotional support
Information about cancer and its treatments
Information and advice on the support
available
Support from your employer e.g. flexible
working
Religious / faith based support
Breaks from caring
Financial benefits, tax credits, grants etc
Help for you with transport
Advice or training on how to provide care
A carer’s support group or forum
Financial advice and information
A professional care worker to help you look
after the person you care for
Help for you with household chores
Someone to help you deal with professionals
and organisations
A volunteer buddy for social activities and
support
Something else
ANY SUPPORT RECEIVED

20
13
9

None of these
Don’t know
Prefer not to say
Not stated

49
2
2
1

7
7
5
5
5
4
3
3
2
1
1
*
3
45

CA14.

Thinking about the support you receive, who provides this?
Base: All current carers who get support looking after someone with cancer (168)
%

CA15.

Other family member(s)
Friend(s)
GP surgery/NHS
Macmillan Cancer Support
Religious / faith based groups
Social services/local council
Employer
Another charity/voluntary group
Local carers centre
Local hospice
Carers support group
A private care agency
Other

44
28
20
16
14
11
9
4
2
2
1
4

Don’t know
Prefer not to say

2
1

And how did you find out about the support available to you?
Base: All current carers who get support looking after someone with cancer (168)
%

Family members
Through the local GP
Friends and neighbours
Macmillan Cancer Support
Another health professional
Religious / faith based groups
Employer
Searching on the internet
Social services/social worker
Other carers
Notices/leaflets in libraries/GP
surgeries
Cancer Information Centres
A support group or forum
Charity/voluntary group
Carers centre
Through the local council
Other

17
14
10
8
7
7
6
6
4
3
3

None of these
Don’t know
Prefer not to say

11
5
1

3
2
2
2
1
9

CA16.

And which, if any, of these types of support would be most useful to help you, as a
carer, that you don’t currently receive? Again, for this question we are interested in
support for you personally.
Base: All current carers for someone with cancer (386)
%

CA17.

Advice or training on how to provide care
Information and advice on the support
available to you
Someone you can talk to/ emotional support
Information about cancer and its treatment
Breaks from caring
A carer’s support group or forum
A professional care worker to help you look
after the person you care for
Financial benefits, tax credits, grants etc
Financial advice and information
Help for you with transport
Help for you with household chores
Someone to help you deal with professionals
and organisations
Support from your employer e.g. flexible
working
A volunteer buddy for social activities and
support
Religious / faith based support
Something else
ANY SUPPORT MENTIONED

10
9

None of these
Don’t know
Prefer not to say
Not stated

42
7
1
1

9
8
7
6
6
6
4
4
4
4
3
1
1
2
47

Which, if any, of these reasons best describe why you are not currently receiving this
support?
Base: All current carers who do not receive support that would be useful (184)
%

No particular reason/I haven't got around to it
I don’t know what support is available in my
area
I’m not eligible/entitled to this support
I don’t feel comfortable asking for support
The support does not exist in my area
I can’t afford it
The support available wouldn’t meet my
needs
Family help
Other

28
27

None of these
Don’t know
Prefer not to say

6
1
-

19
11
5
5
2
2
8

CA18.

And now thinking again about the person or people you support, which if any of these
types of support do they currently receive, which makes things easier for you as a
carer? Please include both formal and informal types of support.
Base: All current carers for someone with cancer (386)
%

Information and advice e.g. on cancer,
treatments, support
Someone they can talk to / emotional support
Financial help e.g. benefits, tax credits and
grants
Aids and adaptations to the home
Care at home e.g. personal care, healthcare
Help with transport/accompanying on visits
Help for them with household chores
Religious / faith based support
A support group or forum
Support from employer e.g. paid sick leave
Financial advice and information
Someone to help them deal with
professionals and organisations
A volunteer buddy for social activities and
support
Respite care to give you a break
Family/friends
Other
ANY SUPPORT RECIEVED
None of these
Don’t know
Prefer not to say
Not stated

23
22
15
15
14
14
11
9
8
8
6
4
3
2
1
3
62
30
6
1
2

CA19.

And which, if any, of these types of support that they don’t currently receive, would
be most likely to make things easier for you as a carer?
Base: All current carers for someone with cancer (386)
%

CA20.

Someone they can talk to / emotional support
Financial advice and information
Respite care to give you a break
Financial help e.g. benefits, tax credits and
grants
Help for them with household chores
Help with transport/accompanying on visits
A support group or forum
Care at home e.g. personal care, healthcare
Information and advice e.g. on cancer,
treatments, support
Aids and adaptations to the home
Someone to help them deal with
professionals and organisations
Support from employer e.g. paid sick leave
A volunteer buddy for social activities and
support
Religious / faith based support
Other
Don’t receive support that would make
things easier

10
9
8
8

None of these
Don’t know
Prefer not to say
Not stated

42
10
*
2

7
7
6
6
5
4
4
3
3
1
2
46

Thinking now about carers assessments - which of these options best describes your
situation as a carer for someone with cancer?
Base: All current carers for someone with cancer (386)
%

I am waiting to have a Carer’s Assessment
I have had a Carer’s Assessment and I now
receive support
I have had a Carer’s Assessment and am
waiting to hear whether I will receive support
or not
I have had a Carer’s Assessment but I do not
receive support
I have not had a Carer’s Assessment – but I
have heard of it
I have not had a Carer’s Assessment – I
have not heard of it
Have heard of carer’s assessment
Don’t know
Prefer not to say
Not stated

2
3
1

2
26
44
33
17
4
2

CA21.

What led to you going for an assessment?
Base: All current carers who have had a carer’s assessment (28)
N

Referral by GP
Self-referral
Suggested by Local Authority
Other
Don’t know
Prefer not to say

CA22.

12
2
6
3
6
-

And now looking at this list, which, if any, of these best describes your current
situation?
Base: All current carers for someone with cancer (386)
%

I receive Carer’s Allowance
I am in the process of claiming
Carer’s Allowance
I have claimed Carer’s Allowance
but am not entitled
I have not claimed Carer’s
Allowance - but I have heard of it
I have not claimed Carer’s
Allowance – I have not heard of it
Have heard of carer’s allowance

5
1

53

Don’t know
Prefer not to say
Not stated

13
3
2

3
43
29

MACMILLAN CANCER SUPPORT
I would now like to ask you a few questions specifically about Macmillan Cancer Support.
CA23.

What information, advice or support, if any, do you think Macmillan offers to people
who care for someone with cancer?
Base: All current carers for someone with cancer (386)
%

Support from a Macmillan Nurse
Information/advice via their website
Someone to talk to/emotional support
Information/advice through their telephone
helpline
Support from other Macmillan health
professionals e.g. doctors or physiotherapists
Benefits advice e.g. via helpline and face to face
Support from Macmillan social care
professionals e.g. counsellor, social worker
Dedicated services especially for carers
Self-help and support groups for carers
Local information and support centre
Macmillan publications for carers
Help with transport
Online carers/community forum
A volunteer buddy for social activities and
support
Training/e-learning for carers
Other Macmillan publications
Information on medical care
Other
Cite any MacMillan support for carers

39
29
22
19

Don’t know
None of these
Prefer not to say
Not stated

18
7
*
2

13
13
11
10
10
9
8
7
6
3
3
3
*
5
72

CA24.

What Macmillan information, advice or support, if any, have you personally used or
received?
Base: All current carers who know of support provided by Macmillan for carers (275)
%

Information/advice via their website
Support from a Macmillan Nurse
Information/advice through their telephone
helpline
Someone to talk to / emotional support
Support from other Macmillan health
professionals e.g. doctors or physiotherapists
Benefits advice e.g. via helpline and face to face
Support from Macmillan social care
professionals e.g. counsellor, social worker
Macmillan publications for carers
Online carers/community forum
Self-help and support groups for carers
Help with transport
Other Macmillan publications
Dedicated services especially for carers
Local information and support centre
A volunteer buddy for social activities and
support
Training/e-learning for carers
Other
Used any Macmillan support for carers

13
13
5

Don’t know
None of these
Prefer not to say

2
63
-

4
3
3
2
2
1
1
1
1
*
*
1
35

ASK ALL
CA25. And which, if any, of Macmillan’s advice, support or services for carers would be
most helpful to you personally?
Base: All current carers for someone with cancer (386)
%

CA26.

Information/advice via their website
Someone to talk to / emotional support
Support from a Macmillan Nurse
Information/advice through their telephone
helpline
Local information and support centre
Support from Macmillan social care
professionals e.g. counsellor, social worker
Support from other Macmillan health
professionals e.g. doctors or physiotherapists
Benefits advice e.g. via helpline and face to face
Macmillan publications for carers
Dedicated services especially for carers
Help with transport
Online carers/community forum
Training/E-learning for carers
Self-help and support groups for carers
Other Macmillan publications
A volunteer buddy for social activities and
support
Other
Some Macmillan support would be useful

25
17
14
12

Don’t know
None of these
Prefer not to say
Not stated

9
26
*
2

12
9
8
8
8
7
7
6
5
4
4
3
1
62

To what extent, if at all, do you feel the word ‘carer’ describes you?
Base: All current carers for someone with cancer (386)
%

A great deal
A fair amount
Not very much
Not at all
Don’t know
Prefer not to say
Not stated

19
25
25
26
3
*
2

A great deal/fair amount
Not very much/not at all

43
51

CA27.

Macmillan Cancer Support, or Ipsos MORI on behalf of Macmillan Cancer Support, may
be conducting follow up research with people who help or support someone with
cancer. This would involve exploring in greater depth some of the issues we have just
talked about. This research will either involve an online survey or a phone interview. If
you agree to take part in this follow up research, we will pass your answers to this
section and your contact details to Macmillan. Would you be willing to be re-contacted
for this follow up research?
Base: All current carers for someone with cancer (386)
%

Yes
No
Not stated

CADEM1.

42
55
2

May I ask, do you have any of the following health conditions?
Base: All current carers for someone with cancer (386)
%

Arthritis
High blood pressure
Back pain/problems (long term)
Asthma
Depression
Hearing loss/deafness
Heart condition
Anxiety
Diabetes
Sight loss/blindness
Angina
Cancer
Kidney condition
Restricted mobility
After-effects of stroke
Alzheimers
Learning disability
Liver condition
Loss of voice/speech impairment
Chronic Obstructive Pulmonary Disease
(COPD)
ME
Dementia
Drug or alcohol dependency
Multiple Sclerosis
Parkinson’s Disease/Syndrome
ANY HEALTH CONDITION
ANXIETY /DEPRESSION/OTHER
MENTAL HEALTH
ANY PHYSICAL HEALTH

11
10
9
8
5
5
5
4
4
3
2
2
2
2
1
1
1
1
1
*

None of these
Other
Don’t know
Prefer not to say
Not stated

50
5
*
3
2

*
45
8
40

CD01.

In the past two years, that is since May/June 2009, which, if any, of the following have
you done in support of any cancer charity?
Base: All current carers for someone with cancer (386)
%

Made one off/irregular donations
Made regular donations (e.g. Direct Debit)
Fundraising among friends and family (e.g.
raffles, holding coffee mornings)
Encouraging friends and family to donate
Volunteering
Included a cancer charity in my will
Sponsored people
Other
ANY SUPPORT

44
24
22

None of these
Don’t know
Refused
Not stated

20
2
1
6

10
10
2
1
5
72
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