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Foreword
There are 89,000 people living with MS in England and many
of them, at some point, will need care and support to live their
daily lives – be it support from family and friends, voluntary
organisations, private care agencies or social care.
But what is ‘social care’? And who provides it?
Social care is commissioned by local authorities in England. 1 It offers the wide variety
of support people need to maintain their independence – from grab rails at home and
a bit of assistance to do the weekly food shop, to help getting washed and dressed.
In 2013 the MS Society conducted the first My MS My Needs survey to look at the
health and care needs of people with MS across the UK. i Since then, we have
witnessed the biggest overhaul of the adult social care system in England in more
than 60 years. Demand for social care has increased yet funding of social care has not
kept pace. £4.6 billion was cut in real terms from social care budgets in England in the
last parliament alone. This is impacting the ability of local authorities to meet their
legal duties to provide care and support.
There is no official national data collected on social care needs and access amongst
people with MS. The My MS My Needs survey provides the best picture we have.
When we repeated the survey last year we anticipated the number of people receiving
local authority social care would have decreased. Not only was this the case, but our
findings show that is just the tip of the iceberg.
Our research shows demand for support has increased by over a fifth, but the
proportion of people with MS getting the support they need has decreased. A third
told us they are not getting the support they need. Based on the latest prevalence
data, this could mean more than 54,000 people with MS in England need support with
everyday activities like washing, eating and getting out and about. Of those, 18,000
could be struggling without the support they need. ii We also found higher proportions
of people paying for care and relying on family and friends.
The Government’s recent investment in social care provides some overdue relief. £2
billion of additional funding over the next three years will help, in the short term, to
keep the social care system in England afloat. We need to see that money protect the
support people with MS receive.
But we urgently need a long-term funding solution if we are to move from an
unstable, struggling system to one that delivers quality care to everyone affected by
MS who needs it. Too often people with MS describe it being a ‘fight’ to get the
support they need. We’ll continue to work hard so that people do not have to battle
for essential support.
Michelle Mitchell
Chief Executive, MS Society
1
Social care can also be commissioned by health and social care trusts, and care and support
can be purchased by individuals independent of local authorities.
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About MS
Over 100,000 of us in the UK have MS. It’s unpredictable and different for
everyone.
It’s often painful, exhausting and can cause problems with how we walk,
move, see, think and feel. But it doesn’t have to be this way. We’re driving
research into more – and better – treatments. For everyone.
Together, we are strong enough to stop MS.

Strength in numbers
We conducted a survey of 11,024 people across the UK with MS between February
and April 2016, making this the largest collection of patient-reported data from the UK
MS community to date.
The initial survey was run in 2013. iii Together, the results of the My MS My Needs
surveys provide an opportunity to understand in detail how people with MS feel about
their treatment, care and support. While the 2016 questionnaire was broadly similar
to the 2013 iteration, some questions were changed, removed or added, meaning that
comparisons cannot always be made. Where possible the
original 2013 data has been used to ensure consistency
with 2016 analysis methods. Furthermore, the samples
were different for the two surveys, so while trends can be
identified direct comparisons are not always possible.
In 2016, 75% of respondents completed a paper-based
survey, sent out to MS Society members, and 25%
completed the survey through an email link, via the MS
Register and Shift MS. Because of age and gender bias in
our sample, the data has been weighted to be
representative of the UK MS population.
There are an estimated 89,000 people living with MS in
England. iv The data presented in this report is from the 9,008 respondents who live in
England.
75% of respondents were women, 25% men. The majority were aged between 50 and
59 and 66% were diagnosed more than 10 years ago. 44% of respondents had
relapsing remitting MS.
This report focuses on the care and support aspects of the survey.
Many of the figures cited are the proportion of people with a given need who said this
need was met, that is the number of people who answered ‘Yes’ to a specific question,
divided by the number of people who answered either ‘Yes’ or ‘No, but I need to’.
Needs can be met in different ways, by family, friends, voluntary organisations and
statutory services. If someone feels that they are getting some but not all of their
needs met, from any source, we have categorised them as having unmet needs.
MS Society
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Key findings from our survey
A smaller proportion of people are getting the care and support they need,
compared to 2013. v A third of people in 2016 reported they are not receiving
enough or any support.
Demand for support has increased by over a fifth, from 35% to 57%, since
2013.
Almost a third of those people (32% in 2016) with the highest needs – who
need support with getting dressed, washed and eating etc – are not getting the
support they need.
Younger people with MS are less likely to be getting the support they need than
older people. Only 32% of those aged 18-29 told us they have all of their needs
met, which means too many are struggling with everyday tasks from getting
dressed to shopping and cooking.
People with relapsing forms of MS are less likely to be getting the support they
need than people with progressive forms. 12% of those with relapsing remitting
MS said they received no support at all.
A higher proportion of people fully fund their own support than did in 2013
(16% to 39% in 2016).
A lower proportion of people are receiving local-authority funded support (45%
in 2013 to 18% in 2016).
A higher proportion of people receive unpaid care, support or assistance from a
friend or family member than did in 2013 (increased from 71% to 85% in
2016). 36% of people who need support told us they rely solely on unpaid care.
People struggling on their income are less likely to have their needs met than
those who are comfortable on their income. 82% of those who feel comfortable
on their income said they get the care they need, compared to just 39% of
those who said they were really struggling.
Only 10% of people have been offered a care plan for their social care. This was
more than three times lower than the number who said they were receiving
some level of local authority-funded support (38%), all of whom should have
care plans.
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Recommendations
National government
•

Must commit to a long-term, sustainable funding settlement for social care in
this parliament. The Government’s Green Paper must consider the needs of
people with long-term, fluctuating conditions like MS. However it is funded, the
social care system must ensure that everyone with MS can access the support
they need into the future and retain financial security.

Local authorities
•

Should ensure social care assessors are supported to better understand the
impact of MS. That includes being able to identify fluctuating and ‘hidden’
symptoms, which must be taken into account when carrying out assessments
and making eligibility decisions.

•

Should ensure care plans are truly co-produced with the person with MS.
Fluctuating needs must be recognised within care and support plans, so that an
individual’s support is responsive to their changing needs and helps prevent
them falling into crisis. People with MS should also be made aware of their
entitlement to ask for a review of their care package.

People with MS: your rights
If you appear to need care or require support to complete activities in your
daily life, you have the right to a local authority needs assessment. This is your
right regardless of your financial situation, the amount of support you already
receive or whether your local authority think you will qualify for support.
If you care for someone with MS, you are entitled to a carers’ assessment.
Assessments must consider your individual needs, views and wishes to involve
you as fully as possible in any decisions made.
If you are not eligible for support, your local authority must give you advice and
information about other services more suitable for your needs.
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The difference social care can make
“My husband does most of the caring on a day-to-day basis, but we have regular
care visits so that he gets a rest.
“A carer visits me three times a day to help with essential personal care, including
getting to the toilet. I receive a direct payment from my local authority and use it
to pay for my care. This gives me flexibility if I need more support at a specific
time.
“I know what I am entitled to and how to go about getting it. But I’m very well
aware there is a long tail of people who aren’t getting what they need.”
– Jane, 67
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Social care in England: a snapshot
The Care Act 2014 came into force in April 2015, introducing wide-ranging
reforms to the system of adult social care in England. These included a new
assessment process, the introduction of a national eligibility criteria and new
rights for carers.
There are around 9 million carers in England. vi The care provided unpaid by the
UK’s carers is worth an estimated £119bn per year – much more than total
spending on the NHS in England. vii
Fewer people are receiving social care. Just over 1.1 million adults received
social care support in 2015-16. viii In 2012-13, it was 1.3 million. ix
More than 1.2 million people don’t receive the help they need with essential
daily living activities. Among older people alone, the level of unmet need has
increased 18% in the past year according to Age UK. x
Over the past year, there has been a 38% increase in the number of delayed
transfers of care attributable to social care, adding to pressure on the NHS. A
‘delayed transfer of care’ occurs when an adult in hospital is ready to go home
or move to a less acute stage of care, but is prevented from doing so. xi
Estimates of the social care funding gap vary. The Local Government
Association (LGA) has said an additional £2.6 billion will be needed by 2019-20
just to sustain the current system, not to enable the improvement we need to
see. In the Budget this month, the Chancellor invested a welcome additional
£2bn in adult social care over the next three years. This additional funding does
not bridge the funding gap by 2019-20 as estimated by the LGA. xii
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Findings
Categorising need level xiii
Respondents were provided with a list of practical tasks and asked to select all of
those they needed support with. From their responses we derived two groups of
people that will be referred to throughout the report (in purple and blue), those
with:
Activities of Daily Living (ADLs) - these are people who need support with
tasks that are essential to daily life such as eating, personal care and getting in
and out of bed.
Instrumental Activities of Daily Living (IADLs) - these are people who need
support with practical tasks that are vital for them to be able to manage living
independently and with dignity. These include housework, cooking meals, getting
out of the house and shopping.

What is the level of need for care and support?
We asked people with MS if they had received care and support (social care) from
friends, family, social services or a combination, to enable them to remain
independent and carry out practical tasks of everyday living.
Demand for care and support has hugely increased, but fewer people are getting the
support they need. Over half of the 9,008 respondents said they had needed care and
support in the past 12 months. Overall need for care and support increased from 35%
in the 2013 survey to 57% in 2016.
Proportion of respondents who had their
care and support needs met (2016)

Unmet
need
33%

While 67% felt they
received all the support
they needed, 33% did
not receive any or
enough support.
Whereas in 2013, 74%
felt they received all the
care they needed. 2

Need met
67%

2
Included in this 74% are people who received some of the social care support they needed
but not enough (this was not asked in the 2013 survey).
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Relationship between need and age
As MS is a progressive condition, it is not surprising that older people with MS were
more likely to need support than younger people with the condition. However, more
surprisingly, the proportion of people who had their needs met also increases with
age. Of those aged 18-29, only 32% had all their needs met compared to 73% of
those aged 70-79. Although the 18-29 age group was only a small part of our
sample 3, it is concerning that they were much less likely to have their needs met than
any other age group.
While we could speculate on the reasons for this, further research is needed to
understand why this group have higher unmet needs, the impact of this and the kinds
of interventions they could benefit from.

Those who had care and support needs met by age (2016)
60%

61%

65%

30-39

40-49

50-59

72%

73%

74%

60-69

70-79

80 or over

32%

18-29

Relationship between needs and type of MS
Those who had relapsing forms of MS were less likely to get all of the care and
support they needed than those with progressive forms. 12% of those with relapsing
remitting MS said they received no support at all
despite needing it.

In this report we refer to:

68% of those who require support with basic activities
of daily living had progressive forms of MS. About 1 in
5 (22%) people needing support with essential
activities had relapsing remitting MS.
However, 40% of those who only need support with
practical activities have relapsing remitting MS.

Relapsing forms of MS -those
who said they have relapsing
remitting MS or secondary
progressive MS with relapses
Progressive forms of MS –
those who said they have
secondary progressive MS
without relapses or primary
progressive MS

Fluctuating symptoms related to MS are not always
well understood and require support that is responsive
to sudden changes in need to avoid people falling into
crisis. Although these should be considered when
developing a care plan, initially this group might be difficult for local services to
identify and understand how to supportxiv.
3

In England we had 220 people aged 18-29 complete the survey, of these 78 identified
needing social care support.
MS Society
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Types of care and support
We asked about the practical tasks and essential activities people with MS needed
help with and whether they received this support.
Breakdown of tasks people needed support with (2016)

Getting up in the morning

37%

Going to bed

33%

Washing/bathing/personal care

50%

Meals/eating

40%

Cooking

67%

Getting out of the house

64%

Shopping

74%

Cleaning/laundry

74%

Other

21%

The most common tasks people said they needed support with were cleaning/laundry
(74%), shopping (74%) and cooking (67%).
The majority of people who said they needed support with these tasks received it.
However 10% of those who needed support with cleaning/laundry, 9% of those
needing support with shopping and cooking and 8% who required support to get out
of the house did not receive it.
63% of the 5,529 respondents who had a need required support for carrying out
essential activities of daily living such as getting up in the morning, going to bed,
washing/bathing/personal care and meals/eating. 68% of this group had all of their
needs met, but almost one third did not receive the support they needed (32%).
A smaller group (29%) needed support only with practical activities such as shopping,
cleaning, laundry, cooking and getting out of the house. These activities are
fundamental to living an independent and fulfilling life.
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Sources of support and how support is funded
Unpaid care
We asked people to identify the different sources of the support they received. The
overwhelming majority of respondents (85%) said that friends and family provided
some degree of unpaid support for practical tasks. Over a third (36%) of respondents
with care and support needs told us they rely solely on support from family and
friends.
15% of survey respondents also said a carer or member of their family was their key
contact for health care and support. xv This demonstrates the vital importance of those
providing unpaid care and support to people with MS.

Who pays?
For those who said they received some or all of the care and support they needed, we
asked who paid for this support. We asked people whether the government paid for
their support. We appreciate this may mean that some respondents answered in
relation to other types of government support such as disability benefits, rather than
social care.

Comparison between how people pay for their social
care (2013-2016)
45%
39%
31%

20%
16%

4%

18%

2013
2016

8%

I am not sure

I do/my family does

Partly the
government and
partly me/my family

The government
does

There has been a significant increase in the percentage of self-funders and a
significant decrease in those identifying the government as paying for their support,
compared to the 2013 survey.
Overall 39% of the 5,529 respondents said that they or their family paid for all of their
care and support, while 20% said that the government part-funded their care. This
compares to 18% of people who said that the government paid for all of their support.
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Looking at the group of people who needed support with essential activities of daily
living, we see that only 21% said the government paid for all their care, with 58% of
respondents either paying for all or some of their care.
Those who only needed support with practical tasks and not essential activities of
daily living (e.g. cooking and cleaning) were less likely to receive any government
contribution, with only 9% saying the government paid for all of their care and 64%
saying they paid for all or some of what they received themselves.
The results also suggest that self-funders are less likely to feel their care needs have
been met. This is worrying given a greater proportion of people are paying for their
own care than were in 2013.

Those who had their care and support needs met by
how they pay for social care (2016)

77%

70%

64%
36%

23%
The government does

I do/my family does

Need met
30%

Unmet Need

Partly the government
and partly me/my family

Feelings about income
There is also a clear relationship between need met for care and support and feelings
about income. Those who report feeling more comfortable on their household income
are more likely to feel that their needs have been met. In our sample, 17% of the
5,529 people with a need said that they were struggling or really struggling on their
current income.
When looking at those who need support with essential activities this rises to 18%.
Those who had their care and support needs met by
feelings about income (2016)

82%

Living really
comfortably on
current income

MS Society

78%

Living
comfortably on
current income

64%

Neither
comfortable nor
struggling on
current income

49%

39%

Struggling on Really struggling
current income
on current
income
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Care plans
Everyone who receives local authority-funded care should have a co-produced care
plan that belongs to them, setting out how their eligible needs will be met. Care Act
guidance advises reviews should take place at least annually. xvi
Proportion of people receiving a care plan
(2016)
15%

10%
6%

4%

64%

Yes, I have been offered a care plan
Yes, I have been offered a care plan review
No
I am not sure
No answer

Only 10% of respondents said
they had been offered a care
plan, while 6% had been
offered a care plan review. This
is despite a much larger
proportion of people saying
they received some level of
local authority funding when
asked who paid for their care,
all of whom we would expect to
have care plans. This suggests
that people may not be aware
they have a care plan and
therefore that care plans are
not being genuinely coproduced.

It is especially worrying that of those with the highest needs, 59% have not been
offered a care plan or review, despite needing help with essential activities for daily
living.
Those who identified as having a care plan or having had a review in the past 12
months were more likely to feel that their social care needs had been met. Care
planning is a crucial opportunity to ensure a person’s needs, preferences and
aspirations are reflected in their care package. Being aware you have a care plan and
knowing what it says means a person is better able to challenge where that support is
not being delivered as it should be.
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Our community is here for you through the highs, lows and everything in between.
We understand what life’s like with MS.
Together, we are strong enough to stop MS

Contact us
MS National Centre 020 8438 0700
info@mssociety.org.uk
MS Helpline Freephone 0808 800 8000 (weekdays 9am-9pm)
helpline@mssociety.org.uk
Online
mssociety.org.uk
facebook.com/MSSociety
twitter.com/mssocietyuk
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0131 335 4050
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028 9080 2802
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Registered as a limited company by guarantee
in England and Wales 07451571.

MS Society

15 of 15

