The social care needs
of people with cancer

March 2015

Running header

02

Hidden at home – The social care needs of people with cancer

• Foreword

4

• Executive summary

6

• The social care needs of people with cancer

8

• How widespread are social care needs among people with cancer?

10

• How much support do people with cancer get?

12

• Who provides support?

14

• What is the impact of not receiving enough support?

16

• Improving the lives of people with cancer

18

• Conclusion

20

• References

22

3

There are many harmful myths about cancer. One of the most unfair is that
the needs of people with cancer are purely medical, and so the NHS provides
all the care and support they need. At Macmillan Cancer Support we know this
is simply not true. People with cancer have a wide range of social care needs
– practical, personal and emotional – as well as financial needs. But until now
we didn’t know how widespread these needs are, or the full picture of how well
people are being supported.
New research commissioned by
Macmillan has now revealed the
stark reality that the social care needs
of people with cancer are far more
widespread than we had expected,
and in many cases levels of support
are falling woefully short. People at
all stages of the disease are lacking
the care and support they desperately
need, with devastating consequences
for their health and dignity – hundreds
of thousands of people are being left
housebound, unable to wash or dress
themselves, and are even at risk of
soiling themselves in their own home.
This lack of dignity is contributing to
the huge emotional toll that cancer can
inflict. People are living with constant
feelings of fear, anger and isolation,
not to mention depression and anxiety.
Only one in five of all people with
cancer receive any kind of formal
support, despite an estimated four in
10 having needs serious enough to be
eligible, and one in six have needs but
receive no support at all from anyone.
The findings remind us once again just
how much people with cancer, and the
wider health and social care system,
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rely on the care provided by family
and friends. For half of those with
practical or personal needs, support
from family and friends is the only help
they get, and half of those who provide
informal care do not receive any
support themselves.
As well as revealing a concerning
level of unmet need, this research
highlights how these needs are adding
to the pressure on the NHS. One in
five people with cancer have had to
go to hospital for an unplanned or
emergency visit because of a lack of
support for their practical or personal
needs. Failing to meet people’s social
care needs does not reduce the
need for support – it simply shifts the
demand elsewhere in the health and
social care system. In many cases, this
risks increasing the overall cost of care
instead of reducing it. Furthermore, the
need for social care support in general
will only increase as our population
continues to grow and age, while the
budgets of local government remain
under intense pressure.
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We must commit to better meeting
people’s social care needs, at all levels
of the health and social care system.
At Macmillan we are playing our part.
After years of successful collaboration
with local government, we want
to deepen relationships with local
authorities, other partners across the
UK and people affected by cancer to
help develop solutions to these issues
for people with cancer. But we cannot
do this alone. The entire health and
social care system, and both national
and local government, must work
towards integrating health and social
care and improving the level of support
people receive.
One thing is clear: there is no longer
any justification to maintain the myth
that people with cancer do not have
social care needs. And the level of
need will only increase. Each year,
more and more people are diagnosed
with cancer. Survival rates continue
to improve. By 2030, there will be at
least four million people living with the
disease. We must improve the support
that people receive to help them
reclaim their lives – and their dignity
– from cancer.

Allan Cowie
Director and Executive Lead
for Social Care,
Macmillan Cancer Support

‘Failing to meet
people’s social
care needs does
not reduce the
need for support
– it simply shifts
the demand
elsewhere.’
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• People living with cancer have a
range of social care needs – practical,
personal and emotional, as well as
financial needs. For the majority of
people these are directly related to
their condition and the consequences
of its treatment.
• To better understand the social
care needs of people living with
cancer, Macmillan Cancer Support
commissioned leading research
organisation MRUK to carry out
a comprehensive study of this issue.
This research comprised:
• A UK-wide online survey of 1,037
people living with cancer in the UK
and their carers
• 24 in-depth face-to-face interviews
• 15 week-long online diaries
• The research showed that around
two in three people living with cancer
(64%) have practical or personal
support needs, and four in five (78%)
have emotional support needs.
These include needs related to
mobility (e.g. getting in and out of
bed, leaving the house), practical
tasks (e.g. preparing and cooking
food, housework, grocery shopping)
and personal care (e.g. washing
and dressing themselves, going
to the toilet), among many others.
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• Overall, almost one in three people
with cancer (31%) have practical
or personal needs but do not get
enough support or get no support
at all. Almost half of people with
cancer (45%) have emotional needs
but do not get enough support
or get no support at all.
• One in five people with cancer (22%)
experience a negative impact on their
lives as a result of a lack of support
for their personal or practical needs.
This represents at least 380,000
people with cancer in the UK.
• One in 14 people with cancer (7%)
are constantly or often unable to
wash themselves, dress or go to the
toilet because of a lack of support.
• One in 10 (11%) are constantly or
often housebound as a result of
a lack of support. One in 13 (8%)
are constantly or often unable to
look after their dependants, such
as children or other relatives.
• Six in 10 (61%) people caring for
someone with cancer experience
some kind of impact on their lives
as a result of caring and very few
receive a formal Carer’s Assessment.
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• Macmillan will be developing a
wider programme of work to deepen
relationships with local authorities,
other partners across the UK and
people affected by cancer to
develop new solutions and improve
the information and support that
people with cancer receive. Local
authorities are in a unique position
to broker local solutions for people,
their carers and communities, and
we intend to focus on helping people
with cancer, and those who care for
them, to do the following:
• Access more support in
the community
• Develop or regain their
abilities and confidence in
carrying out day-to-day
activities through rehabilitation
and reablement services
• Self-manage their condition
• Receive targeted early social
care intervention
We will focus on ensuring that
support is personalised to an
individual’s needs and preferences,
focused on delivering the outcomes
that they want, and planned and
delivered in partnership with them
and other organisations.

• In the meantime, we have a range
of recommendations that would
improve the lives of people with
cancer who have social care needs:
• Health and social care providers
should provide clearer information
and signposting to improve access
to the services that are currently
available, at various stages of the
cancer journey.
• All people with cancer should
receive a holistic needs assessment
(one that considers their full range
of personal, practical, emotional,
financial and social needs in
addition to their medical needs)
and an integrated care plan, which
is reviewed and updated at key
points of the cancer journey to help
prevent further needs developing as
well as supporting existing needs.
• Support should be personalised
to an individual’s needs and
preferences, and integrated with
any other health and social care
services they receive.
• NHS, local government and the
third sector must work together
to identify and support carers
and ensure that they receive an
appropriate needs assessment
and necessary support.

One in 14 people with cancer (7%) are constantly or often unable to
wash themselves, dress or go to the toilet because of a lack of support
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There are currently 2.5 million people living with cancer in the UKi. By the end
of 2016 there will be more than 1,000 people diagnosed with cancer each dayii.
In addition to requiring medical care and support, people living with cancer have
a range of practical, personal, financial and emotional needs as a result of their
condition and the consequences of its treatment.
However, there are only limited official
data available on the full extent of these
kinds of needs, how well people are
being supported and by whom, and
what impact it has on people when this
support is not provided.
To better understand the social
care needs of people living with
cancer, Macmillan Cancer Support
commissioned leading research
organisation MRUK to carry out a
comprehensive study of this issue.
As there is already a range of evidence
on the financial impact of cancer –
such as Macmillan’s Cancer’s Hidden
Price Tag reportiii– we focused on the
practical, personal and emotional
needs of people living with cancer.
The research consisted of:
• A UK-wide online survey of 1,037
people living with cancer, at three
key stages of the disease: during
treatment, after the completion of
successful treatment (survivorship),
and at the end of life.
• Due to the challenges of
recruiting people at the end of
life for this kind of research, the
majority of data for the end-of-life
stage came from people caring
for someone at the end of life or
recently bereaved carers.
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• The online survey sample is broadly
representative of the UK population
but we recognise that it does have
limitations, such as being less
representative of those without
internet access or with low levels
of literacy.
• 24 in-depth face-to-face interviews
to develop a deeper understanding
of people’s needs and the support
they receive.
• 15 week-long online diaries to
capture a snapshot of how support
for people’s needs, or the lack of it,
affects their daily lives.
Macmillan is launching wider
programmes of work that include local
government, people affected by cancer
and other partners to help improve
the support available for people with
cancer in the community. You can read
more about this on page 18.
The findings of our research,
summarised in this report, show
just how much this work is needed.

‘The week after a chemo cycle is very
difficult. I can’t walk longer distances,
or go shopping, and I need to rest a lot
at home. I rely on my wife to cook and
do the housework. Daily life is very
variable now – some days are good,
other days really difficult.’
Rick, 64, from London, receiving
treatment for lung canceriv

How widespread are social care
needs among people with cancer?
Around two in three people living with
cancer (64%) have practical or personal
support needs, and four in five (78%)
have emotional support needs.
Around two in five people living with
cancer (42%) have social care needs
that we estimate are serious enough
to be eligible for formal support
from local authorities or health and
social care trusts (needs that could be
classified as ‘critical’ or ‘substantial’
according to eligibility criteria)v.
This rises to four in five people at the
end of life (84%), but still applies to one
in five of those who have completed
treatment and are in the survivorship
stage (22%) and around one in three of
those undergoing treatment (32%).
To help us consider the overall level of
need and support among people with
cancer, the research considered all
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needs, not just those directly related to
people’s cancer diagnosis. However,
three in four (75%) people with cancer
who have practical or personal needs
say these needs are caused by their
cancer or cancer treatment either
entirely, mostly or in part.
In addition, there are clear links
between people’s practical or personal
needs and their emotional needs.
For example, if someone is unable to
carry out a physical task or activity,
such as wash or dress themselves or
look after their children, this can cause
distress, feelings of humiliation and
low self-esteem, as well as contribute
to depression and anxiety. The
opposite is also true – when someone
is experiencing emotional or mental
health issues, they may find it hard to
make good decisions about practical
matters or take care of themselves and
those around them.
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Social care needs of people with cancer
Mobility – around one in three people with
cancer (32%) are either completely unable to get in
and out of bed, move around or use transport
by themselves, or need a lot of help to do so

Practical tasks – around one in three people
with cancer (31%) are either completely unable
to do practical tasks such as prepare and eat
food, or do grocery shopping or housework
by themselves, or need a lot of help to do so

Medical appointments – more than one in four
people with cancer (27%) are either completely
unable to travel to medical appointments or pick
up prescriptions by themselves, or need a lot of
help to do so

Personal care – one in seven people with cancer
(14%) are either completely unable to carry out
personal care routines such as bathing, dressing
or going to the toilet by themselves, or need a lot
of help to do so

Looking after dependants – one in seven people
with cancer (14%) are either completely unable to
look after their children or other relatives by
themselves, or need a lot of help to do so

Emotional needs – more than four in 10 people
with cancer (44%) have experienced five or more
distressing or concerning emotional issues in
the past week, such as fear, anxiety, loneliness,
depression or anger
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How much support do people with
cancer get?
Overall, almost one in three people
with cancer (31%) have practical or
personal needs but do not get enough
support or get no support at all. Almost
half of people with cancer (45%) have
emotional needs but do not get enough
support or get no support at all.

The proportion of people who have
practical or personal needs but get
no support at all is highest in England
compared with the rest of the UK
(England – 11%, Scotland – 5%,
Wales – 5%, Northern Ireland – 7%).

Practical and personal needsvi

Emotional needsvii

Have needs and get
no support at all

10%
25% Have needs and get no
support at all

Have needs and get
22%
support, but not enough

20% Have needs and get
support, but not enough
Have needs and get
enough support

33%
33% Have needs and get
enough support

Do not have any personal
or practical needs
36%

22% Do not have any
emotional needs
People with cancer

12

‘Being diagnosed with breast cancer,
with two kids and no family to help, it
was difficult. I was restricted after
surgery, much weaker physically, and
felt ill because of the chemo, which
meant that doing chores in the house
just didn’t happen. Because I was
unable to drive and my partner
works full time, I had to find friends
to take me to appointments as well
as organise childcare.’
Elaine, 46, from the West Midlands,
living with breast cancer
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Who provides support?
Of people with personal and
practical needs, three in 10 (30%)
receive formal support, such as formal
social care provided or funded by
their local authority or the NHS.
This translates into one in five (19%)
of all people with cancer.

For half (51%) of people with personal
and practical needs, support from
family and friends is the only help they
get. This translates into one in three
(33%) of all people with cancer, and
more than four in 10 (45%) of all people
at end of life.

There is some variation across the UK.
The majority of people in Scotland
do not receive any formal support
from their local authority, but they
are slightly more likely to receive this
support than people in England (of
those with personal and practical needs
in Scotland, 30% receive support from
their local authority, compared with
23% in Englandviii).

Of people whose needs are serious
enough that they should be eligible
for formal social care support (needs
that we estimate could be classified as
‘critical’ or ‘substantial’ according to
eligibility criteriav), only around one in
three (36%) have had a formal needs
assessment and no more than one in
three receive formal social care from
their local authority or health and social
care trust. Of all types of support,
people with cancer who receive local
authority support are most likely to say
it is not enough to meet their needs.

Three in four (76%) people with
personal and practical needs receive
help from their family and friends.
This translates into half (49%) of all
people with cancer. People in Scotland
are also more likely to receive support
from family and friends compared
with people in England (of those
with personal and practical needs in
Scotland, 85% receive support from
family and friends compared with
73% in Englandviii).

The lack of access to formal social care
support is likely to be due to a range
of factors. These could include not
enough support being available in the
first place, but also people not being
aware of what services are available
or that they might be eligible to receive
help.

‘There was no support after I was discharged. I felt very
alone with it all, as if I was alone in dealing with everything.
I was in a wheelchair, unable to wash myself or use the loo
properly, and I felt very depressed.’
Lisa, 55, from Cheshire, living with womb cancer
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Practical and personal needsix

64%

Emotional needsxi

78%

36%

22%

Have personal or practical needs

Have emotional needs

Do not have any personal or
practical needs

Do not have any emotional needs

Formal support (e.g. local authority support,
supportive care from the NHS, etc)

Formal support (e.g. counselling/
therapy, group/peer support, etc)xii

8% 11%

7% 5%

45%

36%

Have needs and get enough
formal support
Have needs and get formal support,
but not enough
Have needs and get no formal
support at all
Do not have any personal or
practical needs
Support from family and friendsx

32%

14% 16%

36%

Have needs and get enough
support from family and friends
Have needs and get support from
family and friends, but not enough
Have needs and get no support
at all from family and friends
Do not have any personal or
practical needs

63%

22%

Have needs and get enough
formal support
Have needs and get formal support,
but not enough
Have needs and get no formal
support at all
Do not have any emotional needs

Support from family and friendsxiii

30%

15%

31%

22%

Have needs and get enough
support from family and friends
Have needs and get support from
family and friends, but not enough
Have needs and get no support
at all from family and friends
Do not have any personal or
practical needs
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What is the impact of not receiving
enough support?
Personal and practical needs

One in four people with cancer (26%)
experience a negative impact on their
lives as a result of a lack of support
for their personal or practical needs.
This represents at least 380,000
people with cancer in the UK xxii.
= 10,000 people

Personal care

One in 14 people with cancer (7%)
are constantly or often unable to
wash themselves, dress or go to the
toilet because of a lack of support.
This represents at least 100,000
people with cancer in the UK.
= 10,000 people

Mobility

One in 10 (11%) are constantly or
often housebound as a result of a lack
of support. This represents at least
160,000 people with cancer in the UK.
= 10,000 people
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Caring for dependants
One in 13 (8%) are constantly or often
unable to look after their dependants,
such as children or other relatives.

Hospital visits
One in seven people with cancer
(15%) have had to go to hospital for
an unplanned or emergency visit
because of a lack of support for their
practical or personal needs. One in
20 (5%) are constantly or often having
unplanned or emergency hospital visits
because of a lack of support.

Impact of providing care
on carers
Around half of people (51%) who provide informal care for
people with cancer do not receive any support themselves.
Anyone who is providing regular and substantial unpaid care
for an adult in the UK is eligible to have a formal Carer’s
Assessment from their local authority or health and social
care trusts, which may result in additional support being
provided. However, our research shows that very few carers
receive a Carer’s Assessment. Even among those caring for
someone at the end of life, only one in 13 (8%) have received
a formal assessment.
Six in 10 (61%) carers experience some kind of impact on
their lives as a result of caring. This rises to more than eight
in 10 (86%) people who care for someone at the end of life.
More than one in four (27%) experience emotional or mental
health issues, and one in five (22%) experience physical
health issues. Other research, published in Macmillan’s
recent Do you care? report, shows that nine in 10 (89%)
healthcare professionals agree that carers often neglect
their own health when looking after someone with cancer xv.
‘Carer breakdown’ can lead to more unplanned hospital
admissions for both the person being cared for and the
carer. It can also lead to a greater reliance on formal health
and social care services if the carer becomes unable to
provide care.

‘We were ‘best friends’ with A&E – this happened all the time.
But it could have been avoided, if somebody [had] looked
after my friend more carefully.’
Karen, 53, bereaved carer for someone with uterine
cancer, Londonxiv
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As well as supporting people affected by cancer directly, Macmillan also
campaigns for the transformation of the wider health and social care system
to better support people with cancer in need. Our priorities are defined by
over 100 years of experience of listening to people living with cancer, their
carers and family and friends. As part of our work in this area, we invest in
partnerships with a range of other organisations. In 2013, for example,
we spent more than £11 million on funding social care schemesxvi. However,
as this research starkly demonstrates, there is still much more to be done.
In recognition of this Macmillan will
seek to expand our work across health
and social care, working with partners
and people affected by cancer to
develop and co-produce new and
innovative ways to integrate care, and
improve the information and support
that people affected by cancer receive
in their own communities. Local
authorities are in a unique position to
broker local solutions for people, their
carers and communities, and we intend
to focus on helping people with cancer,
and those who care for them,
to do the following:
• Access more support in the
community
• Develop or regain their abilities and
confidence in carrying out day-to-day
activities through rehabilitation and
reablement services
• Self-manage their condition
• Receive targeted early social
care intervention
We aim to ensure that support
is personalised to an individual’s
needs and preferences, focused
on delivering the outcomes
that they want, and planned and
delivered in partnership with them
and other organisations.
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We will also work with local authorities
and health and social care trusts across
the UK to help provide information to
people who do not meet the eligibility
criteria for formal social care, including
what other services are available and
how they can be accessed (known as
‘signposting’), to help support them
and prevent their needs becoming
more severe. In England, local
authorities will have a statutory
duty to provide this information and
signposting from April 2015, and local
authorities in Scotland and Wales also
have similar responsibilities to provide
information and direct people to
alternative sources of support.
Our programme will build on and
support our existing work and
partnerships in this area. We will use
the findings of this new research to
help guide the development of the
programme and our policies and
recommendations in this area.
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In the meantime, we have several
recommendations that would
immediately improve the lives of
people with cancer who have social
care needs:
• People living with cancer are not
always aware of the practical,
personal and emotional support that
may already be available to them.
Health and social care providers
should provide clearer information
and signposting to improve access
to the services that are currently
available.
• Information and signposting to
sources of support must take place at
multiple points in a person’s cancer
experience, not just during particularly
intense periods such as diagnosis or
during treatment.
• People must be treated as individuals
and given choice over how their care
and support is planned and provided.
Support should be personalised to an
individual’s needs and preferences,
and integrated with any other health
and social care services they receive.

• Health and social care providers
must recognise that there is a clear
link between people’s practical and
personal needs and their emotional
needs, and identify and address these
needs in a more holistic manner.
• To improve support for people
caring for those with cancer, the
recommendations from Macmillan’s
Do you care? report must be
implemented, namely that the NHS,
local government and third sector
must work together to identify and
support carers and ensure that
they receive an appropriate needs
assessment and necessary support.

‘People must be treated
as individuals and given
choice over how their care
and support is planned
and provided. Support
should be integrated,
and personalised to
an individual’s needs
and preferences.’
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In 2014 the final report from the
Commission on the Future of Health
and Social Care in England, also
known as the Barker Commission,
called for the integration of health
and social care and for more social
care to be provided for free at the
point of needxviii. The report cast a
much-needed spotlight on the need
to improve access to social care
support. Unfortunately it also led to
some commentators using people with
cancer as an example of a group who
they believe already have all their care
and support needs met, because they
consider these to be purely medical in
naturexix. As our research emphatically
shows, this is far from the truth. The
majority of people with cancer in
the UK have social care needs, and
significant numbers are experiencing
a serious negative impact on their
health and dignity because these
needs are not being met.
Sadly we cannot labour under the
illusion that the healthcare side of
cancer is ‘fixed’ either. Survival rates
in the UK continue to lag behind
Europexx and national waiting time
targets are regularly being missed
across the UK. Last year in England
a national cancer waiting time target
was breached for the first time since
they were introduced in 2009, and
the target is still being missed a year
later xxi. There are now 2.5 million
people living with cancer in the UKi.
We face a crisis in cancer care if we
do not take action now.
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The health and social care system
as a whole is facing record levels of
demand and there are many signs
that it is struggling to cope. Making
cuts in one area is simply putting
more pressure on others. However, in
some ways the landscape is changing
for the better. There is an increasing
recognition by health and social care
leaders and professionals that care
and support should be personalised
to the individual. By this we mean
people having all their individual needs
assessed, met in the setting of their
choice, by the type of support that
they want, when they want it – and
being able to contribute equally to the
planning and delivery of their care
and support from the start. This should
make it much harder to justify reducing
support in one care setting over
another for arbitrary financial reasons.
We need to make it a national priority
to provide personalised care and
support and improve integration
between health and social care, at all
levels of the system. All people with
cancer should receive a holistic needs
assessment and an integrated care
plan, which is reviewed and updated
at key points of the cancer journey to
help prevent further needs developing
as well as supporting existing needs.
We can and must do much more
in this country to meet all the
health and social care needs of our
population, regardless of the
underlying condition responsible.

‘We need to make it
a national priority to
provide personalised
care and support and
improve integration
between health and
social care.’
21
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of 2010 and 2020 projections that the number of people living with cancer will hit an estimated
2.5 million in 2015.
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Some names have been changed

The survey mapped respondents’ answers to England’s Fair Access to Care Services (FACS) criteria.
Scotland, Wales and Northern Ireland use similar criteria, although precise definitions differ. Mapping
of FACS criteria is based on self-reported information rather than a formal assessment:
v
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Q. Thinking about last week,
please tell us to what extent
you were able to do each of
the things below without help
from anyone else? Please tell
us regardless of whether this
is related to your cancer/its
treatment or not

I’m not
limited
at all

I’m slightly
limited

I’m
moderately
limited

I’m
severely
limited

I’m
completely
unable to
do this on
my own

Prefer not
to say

Ability to carry out personal
care routines (such as dressing,
washing, going to the toilet, etc.)

1

2

3

4

5

X

Ability to carry out domestic
routines (such as cooking,
cleaning, gardening, etc)

1

2

3

4

5

X

1

2

3

4

5

X

1

2

3

4

5

X

1

2

3

4

5

X

1

2

3

4

5

X

Ability to sustain your family
role, responsibilities or
commitments (e.g. looking after
children, caring for a partner,
supporting dependants)

1

2

3

4

5

X

Ability to sustain a wider
social role, responsibilities or
commitments (e.g. volunteering
for charities, community work,
civic engagement)

1

2

3

4

5

X

Ability to go to work

Ability to be involved with your
education or learning activities

Ability to sustain your personal
relationships (e.g. with a
partner, children, family)

Ability to sustain your social
relationships (e.g. seeing your
friends, colleagues, neighbours
as much as you would like)
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References cont.
FACS level approximation
1. P
 eople were classified as having ‘critical’ needs if they selected answer option 5 ‘I’m completely
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Cancer is the toughest fight most of us will ever
face. But you don’t have to go through it alone.
The Macmillan team is with you every step of the way.
We are the nurses and therapists helping you through
treatment. The experts on the end of the phone.
The advisers telling you which benefits you’re entitled
to. The volunteers giving you a hand with the everyday
things. The campaigners improving cancer care.
The fundraisers who make it all possible.
Together, we are Macmillan Cancer Support.
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