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Introduction 

Family and friends provide vital support to people with MS. From being 
alongside them in managing the emotional challenges of living with the 

condition, doing household chores which would otherwise exacerbate their MS 

symptoms, to intimate personal care tasks and help getting out of the house 

when they might otherwise be isolated. Their support helps many people with 
MS across the UK to live independent, healthy and meaningful lives. 

Given how vital their role is, it is important that we better understand the 

impact providing such support is having on their lives and the support they 

most need themselves. We launched our first MS family and friends UK survey 

in 2019 to do just that. 

There is certainly no one size fits all when it comes to family and friends 

supporting people with MS. However, many people (41% of respondents) are 

spending the equivalent of a full-time job or more each week supporting 

someone with MS - and are not feeling well supported financially, practically or 
emotionally. An overwhelming 90% of respondents reported negative impacts 

on their health and wellbeing, which is even more concerning considering that 

40% of respondents are living with a long-term condition themselves. The 

fluctuating and progressive nature of MS adds a degree of complexity to their 
lives, as they may not know from one week to the next what support that 

person with MS will need. That can make juggling paid work and caring very 

difficult, which 3 in 5 working-age respondents are doing. 

Family and friends supporting people with MS desperately need and deserve 
better support - from employers, the NHS, the welfare system, and social care. 

The adult social care system is under extreme pressure with budgets failing to 

keep pace with rising demand and complexity of need, and no plan for long-

term sustainability. As a result, 1 in 3 people living with MS aren’t getting the 

support they need to complete essential daily activities.1 In this context the 
number of unpaid family carers in the UK has grown to 8.8 million, as families 

step in to fill the gap.2 One of our top priorities is calling on Governments to 

make care and support systems across the UK fairer, more effective and 

accessible, with long-term, sustainable funding. 

There is a clear moral, as well as economic, incentive for action. 38% of 

respondents had left work early as a result of providing support and a further 

11% said their work had been impacted due to tiredness and stress. Yet only 1 

in 6 had been offered sufficient support to remain in employment. We asked 
what policy or system change would make the biggest difference to 

respondent’s lives – the most common response was appropriate care being 

available for the person they support. Working isn’t possible for many people 

“Every case of MS is so different and it’s hard to know how  
quickly things will change or what might help.” – Clare, 69, 

from Buckinghamshire, who supports her son Trevor, 38, living  

with primary progressive MS. 
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without a social care system that they can rely on to provide quality care to 

their loved ones. 

UK residents now have a 65% chance of providing care in their adult lives – 

impacting their employment prospects, financial stability, and health and 

wellbeing.3 It is imperative that UK Governments act now to create the 

conditions in which we can look after our loved ones without severe and unfair 
consequences for our health, wellbeing or finances. 

Finally, respondents gave us valuable insight into how the MS Society could 

better support them. Information and advice for them and the person they 

care for, came through as most important. We are committed to using this 
insight to improve the services and support we offer this year and into the 

future. 

Thank you to Clare, Joy, Carole, Helen and their families for talking to us about 

their experiences. Their quotes appear throughout this report. 

  

About MS 

Over 130,000 people 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. 
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About the MS family and friends survey 

We conducted a survey of 549 family members and friends of people living 

with MS between March and May 2019. We invited responses from anyone 
living in the UK that regularly supports a family member, partner, or friend 

with MS to carry out everyday activities (such as household chores, getting 

dressed, washed, getting out of the house and organising appointments). This 

is often referred to as unpaid caring, though not everyone would identify as a 
carer. 

The survey was only available online, and was advertised both online and 

offline to the MS Society community and people on the MS Register alongside 

our My MS My Needs survey. 

About the respondents: 

 61% were a partner of the person with MS, while 13% were an adult 

child, 11% were a parent and 4% were a close friend. 

 7 in 10 respondents co-habited with the person living with MS. 

 Nearly half had been supporting the person with MS for over 10 years. 

 Three quarters (78%) identified as White, with very small numbers of 

Black (less than 1%), Asian (1%) and other Ethnic groups (2%). 

 55% of respondents were aged between 25 and 64 years, and of these 

88% supported someone also aged 25-64 years old. 

 45% identified as female, 36% male, and 0.2% non-binary. 

  

Proportion of respondents from each UK nation 
 

73%

0%

7%

11%

6% 2%

Graph 1
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Key findings 

Support provided 

 2 in 5 (41%) respondents provided 35 hours or more of unpaid care and 
support every week – the equivalent of a full-time job. 1 in 6 were 

providing over 90 hours a week - an intense amount of support. 

Unmet need 

 Half of respondents weren’t getting the practical, emotional and financial 

help they needed despite the vital support they provide people with MS. 

 Of those who did receive support, twice as many relied on family and 

friends (45%) as received any form of support from their local authority 

(22%). 

Employment 

 One in three (34%) respondents have either given up work completely or 
retired early as a result of supporting someone with MS. 

 3 in 5 working-age respondents were trying to juggle part- or full-time 

employment with their role supporting someone with MS. Only 1 in 6 

respondents had been offered sufficient support to remain in 
employment. 

 Providing care and support has impacted many respondents’ ability to 

work – 18% have given up work completely, 20% retired early, 17% 

have changed their working hours, and 11% felt their work had been 
negatively affected through tiredness, lateness or stress. 

Financial security 

 A fifth of respondents were struggling or really struggling on their 

current income. 

 Struggling financially has led to 80% feeling stressed or anxious, 74% 
unable to take part in hobbies or leisure activities, 59% seeing less of 

family and friends, and 57% unable to afford a break from their role 

supporting someone with MS. 

 Only 16% of respondents received Carer’s Allowance and 1 in 3 of those 

still experienced financial hardship despite receiving the benefit. 

Health and wellbeing 

 40% of respondents had a long-term health condition themselves. 
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 90% of respondents said their health and wellbeing had been negatively 

impacted because of their role supporting someone with MS. 

 1 in 4 respondents felt socially isolated. 

 A third of respondents (29%) haven’t had a break in two years or more 

and reported poorer health and wellbeing than those who had taken a 

break. The most common reason preventing respondents from taking a 
break was feeling guilty leaving the person they supported (46%). 

 
  

Priorities for change 

We asked respondents to pick the top four policy, systemic or societal 

changes that would make the biggest difference to them from a list. The 

top four options are detailed in graph 2 (respondents were asked to tick 
all that apply). 

 

42%

41%

32%

25%

Availability of appropriate care

and support services for the

person I support

Respect and recognition of my
role by health and care

professionals

Information and advice on my

personal circumstances

Receiving Carer's Allowance

Graph 2
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Policy recommendations 

 We need a fair, effective and sustainably funded care system across the 

UK that addresses the needs of disabled adults, older people and their 

families and carers. We need a system free at the point of need and 

funded through our taxes, in which people don’t have to wait to get 

worse before they get help, and can access quality care no matter where 

they live. 

 The Government in England must urgently publish its promised plan for 

long-term reform of social care and deliver additional funding to stabilise 

the system in the short-term. 

 Create a new right to paid care leave of at least 5-10 days across the UK. 

 The UK Government must conduct a review of Carer’s Allowance and its 

effectiveness at offsetting the financial penalties associated with unpaid 

caring across a person’s life course. In the short-term, Carer’s Allowance 

in all UK nations should be increased in line with Scotland. The earnings 
threshold must also be adjusted so that carers juggling employment and 

caring don’t lose out when their working hours increase slightly. 

 It shouldn’t be assumed that a family member or friend is willing to 

provide care and support.4 NHS and local authorities assessing people 
with care and support needs should instead seek to involve family 

members and friends in decisions, with the permission of the individual 

being assessed. 
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Policy recommendations 

 Create a duty on the NHS to identify people providing unpaid care and 

make sure they’re signposted to sources of support. This must be 
accompanied by a training programme to make sure all NHS staff not 

only recognise and support unpaid carers, but also identify their needs. 

 Government bodies responsible for health, social care and welfare across 

the UK should introduce campaigns to increase awareness, recognition 
and support for unpaid carers, among health and care professionals as 

well as the general public. Many people providing unpaid care and 

support don’t recognise themselves as carers, which can be a barrier to 

identification and accessing support. 

 UK governments should protect funding for carers’ breaks. They should 

make sure it's spent on carers having vital breaks, by introducing better 

accountability around local spending. Making sure carers know about 

breaks they are entitled to and being flexible about how funding can be 

spent to take a break is just as important. 

 All employers should have flexible working policies in place and offer paid 

care leave. They should tailor employee assistance programmes to 

unpaid carers and supporting their health and wellbeing in the 

workplace. 
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Findings 

Wide-ranging support provided 

We asked family and friends what type of support they 
provide from a list of 13 tasks – ranging from 

assistance with washing and dressing, cooking and 

eating, going to the toilet, giving medications etc. It is 

clear that family and friends are providing a wide 

range of support, with a significant proportion 
undertaking personal care tasks (see graph 3 below). 

41% 
of respondents 

provided unpaid 

care for 35 hours or 
more a week 

Support provided 

We asked respondents to select practical and personal care tasks they 
regularly supported with, from the following (they could select multiple) 

70%

82%

64%

54%

44%

91%

37%

33%

35%

33%

26%

72%

Getting up in the morning

Going to bed

Washing/bathing

Going to the toilet/other personal
care

Eating

Cooking/preparing meals

Getting out of the house

Shopping/laundry/other housework

Helping to deal with services

Helping with financial matters

Giving medicines

Giving emotional support

Graph 3

Practical tasks Personal care
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41% of respondents provided support and assistance for 35 hours or more a 

week to someone living with MS. Of those people, 26% were also in full-time 
paid employment. Providing 35 hours is the equivalent of holding down a full-

time job – the corresponding wage for a paid carer working 35-hour weeks 

would be £14,742 a year.5 16% of respondents were providing 90 hours a 

week – this is an intense amount of support and likely to be having significant 
impact on the individual providing it. 

Impact on employment 

The number of people trying to juggle work with providing unpaid caring is 

predicted to rise over the next decade due to increased demand for long-term 
care. An estimated 600 people in the UK give up work as a result of caring 

every single day.2 It is estimated that between £3bn and £6bn are lost in 

income tax each year in England alone due to carers leaving employment.6 

While some people are in a position to choose to retire early to care for a 
partner, parent and so on, others find themselves either struggling to balance 

work with caring or struggling financially having given up work. 

Overall, half of respondents were in paid employment: 

1 in 3 of those full-time and 1 in 5 part-time. This is 

slightly higher than Carers UK (2019) found in their 
survey of carers in the UK, which had a much larger 

sample size and showed 1 in 7 unpaid carers in paid 

employment.2 

We asked what impact supporting the person with MS had had on respondent’s 
ability to work (results illustrated in graph 4 below). While 32% of respondents 

had not had to change anything in relation to their work, significant 

proportions had either left work completely, retired early, reduced or altered 

their working hours, or turned down career opportunities. 2 in 5 felt that their 
work was negatively impacted due to tiredness, lateness or stress. 

However, only 1 in 6 respondents were offered sufficient support to help them 

remain in employment, whether from their employer, the NHS or any other 

source. This points to there being missed opportunities to support those caring 

for someone with MS to remain in work. Employers should have flexible 
working policies and health and wellbeing programmes tailored to carers, while 

UK Governments should introduce a statutory right to paid care leave and 

51% 
of respondents were 

in paid employment 

“I reduced my working hours when Patricia first became ill. My 

employer didn’t react too badly... I think they felt as if they had to 
make these adjustments for me legally, even though they didn’t 

really want to.” – Helen, 52, from County Antrim, supports her sister 
Patricia, 45, living with primary progressive MS. 
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create a social care system in which no one is forced to leave work to ensure 

their loved one gets the care they need. 

Financial security 

Having a condition like MS can be expensive, whether it is specialist equipment 

needed, home adaptations, paying for accessible transport or care services. 

People with neurological conditions like MS face, on average, extra costs of 
£10,000 per year if they were to maintain the same standard of living as a 

non-disabled person.7 Yet, nearly half of people living in poverty in the UK live 

in a family where someone has a disability – 6.8 million people.8 Most 

respondents to our survey lived with the person they support (68%). Carers 
UK (2019) found 68% of unpaid carers used their own income and savings to 

pay for care or support services, equipment or products for the person they 

care for.9 

Overall, only 2 in 10 respondents told us they were struggling or really 
struggling on their current income. However, one third of respondents said 

they have an annual household income of less than £24,999 – this is 

“If we had better financial and social support, Patricia would be 

able to have a better quality of life – we’d be able to go away on a 
short break together maybe, but this is so difficult to plan as we 

don’t know how well she will be on the day, and of course the 

money is difficult too.” 

Helen, 52, from County Antrim supports her sister Patricia, 45, living with 
primary progressive MS 

Impact on employment 

We asked respondents if their ability to work had been impacted in any of 

the following ways, because of their supportive role (they could select 
multiple options). 

32%

17%

18%

20%

10%

11%

6%

15%

I haven't had to change anything

I've changed my working hours

I've given up work completely

I retired early

I've reduced my working hours

Negatively affected through

tiredness, lateness or stress

I've taken a less qualified job or

turned down a promotion

Other

Graph 4
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somewhat below the median income of the general UK population (£29,400).10 

Among this group, 4 in 10 reported they were struggling or really struggling on 
their current income. 6 in 10 also reported they weren’t getting the support 

they needed compared to those in higher income brackets. 

Of those who were struggling or really 

struggling on their current income, 80% had 
felt stressed or anxious about their financial 

situation, 74% couldn’t afford hobbies or 

leisure activities, 59% had seen less of friends 

and family, and 57% couldn’t afford to take a 
break from supporting the person with MS. 

Overall, while most respondents weren’t struggling on their income, it is 

concerning that the most financially vulnerable appear to have poorer mental 

health and are less able to afford a break from caring. 

Carer’s Allowance 

Carer’s Allowance is the main State benefit for unpaid carers, £66.15 a week in 
the UK, with a supplementary £226.20 twice a year in Scotland.11 

The Department for Work and Pensions released figures showing 1.3 million 

people were receiving Carer’s Allowance across England, Wales and Scotland 

and nearly 50,000 people claiming in Northern Ireland.12 13 

16% of respondents to our survey received Carer’s 

Allowance. Only a third of those who spend 35 hours or 

more a week (one of the eligibility criteria for claiming) 

supporting someone with MS received it. We can’t tell 
from this survey how many MS family and friends are 

entitled to Carer’s Allowance. However, wider evidence 

suggests as many as 4 in 10 people who are entitled to 

the benefit aren’t claiming it.14 

One barrier is the earnings threshold - you can only claim if you earn less than 
£123 a week in employment. Carer’s Allowance isn’t intended to replace an 

income to live on and because eligibility relies on caring for 35 hours per week, 

some people are unable to undertake part-time work to boost their income and 

struggle financially as a result. This is an active disincentive to work, directly 
counter to the Government’s stated policy ambitions for the welfare system 

overall. 

16%
of respondents 

received Carer’s 
Allowance 

57% 

of respondents struggling 

on their income were 

unable to afford to take a 
break  

“I get Carer’s Allowance, and Craig gets the full allowance of PIP 

(both Care and Mobility) which doesn’t always cover living costs. 

We don’t do anything other than exist on things we need like food, 

heating, and water.” – Carole, 59, from Wales supports her husband 
Craig, 60, living with secondary progressive MS. 
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1 in 3 respondents that received Carer’s Allowance still said they were 

struggling or really struggling on their current income. While this is based on a 
small sample size, it is reinforced by Carers UK’s larger State of Caring survey 

(2019) which found 53% of carers receiving Carer’s Allowance were struggling 

to make ends meet.9 

We believe Carer’s Allowance needs an urgent review to determine how we 
best protect unpaid carers from financial hardship across their lifetime. In the 

short-term, it is only fair to remove the present inequity in the level of Carer’s 

Allowance and increase it across the UK in line with Scotland. It is also 

important the earnings threshold is adjusted so that carers juggling 
employment and caring don’t lose out when their working hours increase 

slightly. 

Unmet need for support 

Joy, above, reflects the experience of many family members and friends caring 

for people with MS who regularly tell us how difficult to navigate they find the 
benefits, social care and health systems. It is striking that 46% of total 

respondents to our survey hadn’t received sufficient information about 

support/services that could meet their needs. 

A carer’s assessment should be a gateway to appropriate information and 

support. It’s meant to assess the impact of caring on a person’s physical, 
mental and emotional health and wellbeing, and whether they are willing to 

take on a caring role. Then, support and signposting determined and offered, 

whether it’s entitlement to paid care at home for the person with MS, financial 

advice, peer support groups, or funding for a Carer’s Break. 

In England, Scotland and Wales anyone who provides unpaid care is entitled to 

have their needs assessed by their local authority or Health Board, through a 

carer’s assessment or joint assessment with the person they care for. This 

differs in Northern Ireland where only those providing regular and substantial 
care are entitled to this assessment.15 

However, we found that less than a quarter of respondents had had a carer’s 

assessment or joint assessment with the person they support in the past 

twelve months. This fits with a trend among carers as a whole, at least in 
England, for which official data on adult social care activity shows that 22% 

(96,380) fewer carers were assessed or received support from their local 

authority in 2018-19 compared to 2014-15.16 Of respondents that had had an 

assessment, only 1 in 3 felt their ability and willingness to provide support had 

been properly considered. And 1 in 5 didn’t know what a carer’s assessment 
was. 

“We don’t know what’s available, we don’t know what’s out there to 

ask for and make life easier.” – Joy, 50, from Birmingham supports his 

wife Sharan, 42, living with relapsing remitting MS. 
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Given how few have had a carer’s assessment, it is perhaps unsurprising that 

when asked what type of support respondents receive from a list of sources, 
the most commonly selected was none of the above (51%). This was followed 

by help from family or friends (21%), while only 10% said they received 

support from their local council (either in the form of a direct payment, funding 

for a break, or other). Nearly half of all respondents expressed some level of 
unmet need for support in their caring role (see graph 5 below). 

 

In terms of statutory support received by the person with MS, only a small 

number of respondents said the person they care for received support from the 

Local Council/Health Trust or NHS (15%). Of those, 6 in 10 still didn’t feel they 
have the support they need. 

Overall, these findings suggest local authorities and Health Boards are missing 

opportunities to identify and support carers. Part of this is likely that carers 

don’t always identify as such and ask for support, hence the need for 
Government bodies to introduce campaigns to increase awareness. We also 

need to see an approach to assessments that doesn’t assume family and 

friends will step in to fill the gaps in statutory support. However, we need a 

sustainably funded care system across the UK if the support on offer is to 

improve. 

Support needs 

We asked respondents to tell us which statement best describes how they 

feel about their support needs as a whole (practical, financial, emotional, 
etc.). 

28%

20%

20%

20%

11%

I feel I have some of the support I

need but not enough

I don't have the support I need

I don't need support

I feel I have the support I need

Unknown

Graph 5
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Health and wellbeing 

An overwhelming 90% of respondents told us that their health and wellbeing 

had been impacted in the past 12 months. Tiredness was most common 

(65%), followed by general feeling of stress or worry (64%) and disturbed or 

loss of sleep (54%).a 

In the past 12 months, over a quarter of 
respondents had sought medical advice or 

attention due to their role supporting someone 

living with MS – 18 had visited A&E and 123 had 

seen their GP. 2 in 5 were also trying to manage 
their own long-term condition alongside their 

caring role. 

This should be of great concern to the NHS and local authorities, given the 

increased pressures that would result in a carer finding themselves too unwell 
to be able to continue caring. Unpaid carers in general are more likely to have 

poor mental and physical health outcomes and lower quality of life scores than 

the general population.17 

They are also 7 times more likely to experience 

loneliness compared to the general population.18 Our 
survey found 1 in 5 respondents were experiencing 

loneliness and 1 in 4 felt socially isolated. Level of unmet 

need was connected with loneliness – nearly 9 in 10 of 

those respondents who reported that they were lonely 
also had high unmet need for support (including financial, 

practical and emotional support).  

This can be due to the heavy emotional demands of caring, loss of employment 

and limited disposable income to spend on social activities, or drifting away 
from family and friends because of extra responsibilities.18 

––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––

––– 
a Participants were asked to select all that apply from a list of 14 options. 

90%  

of respondents reported 
negative impacts on 

health and wellbeing 

“Every day I’m so tired. I don’t sleep. I’m getting up at stupid 

hours. I haven’t got time to go to the GP.” – Joy, 50, from Birmingham 

supports his wife Sharan, 42, living with relapsing remitting MS. 

1 in 4 

respondents felt 
socially isolated 

“That’s another thing I worry about - the stress of going out, 
because I don’t like to leave him. If I do go out, it’s only to the 

corner shop because if he needs anything, he’s stuck. . . I only ever 

go out if I really need to.” – Carole, 59, from Wales supports her 

husband Craig, 60, living with secondary progressive MS. 
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The lack of a break from caring responsibilities is compounding the negative 

impact on health and wellbeing. A third of participants hadn’t had a break in 
more than two years. This group reported more negative health and wellbeing 

symptoms associated with their extra responsibilities – including tiredness, 

anxiety, stress or worry, or poor sleep. 

There are many reasons why carers haven’t taken breaks. While a third of 
respondents didn’t want to take a break, the majority of people surveyed felt 

that there were barriers preventing them. 

Barriers included: feeling guilty leaving the person they support (46%), lack of 

appropriate replacement care for the supported person (25%), concerns 
regarding the quality of replacement care (20%), and the stress of organising 

it (18%).b 

Carers may not always prioritise their own health and wellbeing or feeling 

guilty doing so, as our above findings indicate. Proactive efforts are, therefore, 
required to reach out to carers and prevent their health deteriorating. Hence, 

there should be a duty on the NHS to identify, assess, and signpost those who 

are providing unpaid care, and awareness should be raised locally about 

support that is available across services, as well as funding for carers’ breaks 

protected. 

  

––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––

––– 
b Participants were asked to select all that apply from a list of 11 options. 

“I can’t really remember the last time I had a break – a couple of 

years ago? I used to go on holiday by myself a lot, but I can’t do 
that now. There needs to be two of us in case my son falls, so I 

can’t travel.” – Clare, 69, from Buckinghamshire supports her son Trevor, 
38, living with primary progressive MS. 
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MS Society services and support 

We asked what types of services respondents would be most likely to access 
from the MS Society (detailed in graph 6 below). 35% said they would be likely 

or very likely to access MS Society information and advice about services and 

support for themselves and/or the person they support. Information, both in 

printed form and online, were the most commonly accessed form of MS Society 
support in the past 12 months. 

However, almost the same proportion of respondents that had accessed our 

information (32%) said they didn’t access any MS Society services/support at 

all (36%). There was also significant interest in types of support we don’t 

currently provide, including peer support by phone or online (17% said they 
would be very likely to access this). Such insight will help us to improve our 

support offer to family members and friends supporting people living with MS. 

We asked respondents to select the types of support they would be very 

likely to access from the MS Society from the below list the (they could 

select multiple options). 

35%

24%

20%

17%

17%

19%

Information and advice about
services and support for myself

and/or the person I support

MS Society grant

Practical training in moving and

handling

Advice about my personal
circumstances either online or on

the phone

Peer support either online or on

the phone

Attending a local MS Society
group

Graph 6
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Summary 

The findings of this survey illustrate the urgent need for better support for 

family, friends and unpaid carers. This is at both local level and UK-wide 

Government, across the NHS, amongst employers, and charities such as 

ourselves. 

Identifying carers is a crucial starting point. The NHS should have a duty to 

identify carers and Governments should introduce campaigns aimed at 

encouraging carers to self-identify, and raising awareness of the support 

available. 

We also need a social care system that works alongside carers and supports 

them far better than it is equipped to do at present. We are calling on the 

Government to create a fairer, more effective and sustainably funded care 

system across the UK. 

People providing valuable unpaid care simply should not be left financially 
vulnerable as a result. Governments need to review Carer’s Allowance to make 

it fit for the future, and take the short-term measures recommended to better 

support carers now. 

Being able to take a break from caring should be a right, not a struggle. 
Governments should introduce a statutory right to paid leave of at least 5-10 

days, across the UK, and funding for carer’s breaks must be protected. 

Employers have an important role to play, helping people to remain in or 

return to work, and stay well in work, by offering flexible working, paid care 
leave and employee assistance programmes which are tailored to unpaid 

carers. 

There is no one size fits all approach to supporting MS family and friends, but 

the changes above would make a tangible difference to their lives. We won’t 

stop advocating for change and the support people like Clare, Joy, Carole, 
Helen and their families need and deserve. 

“As a carer, sometimes I am absolutely shattered by the end of the 

day, but when I go to bed leaving Craig clean, comfy, and content, I 

know that that day, I’ve done the best for Craig that I can. That’s all 

that matters to me.” - Carole, 59, from Wales, supports her husband 
Craig, 60, living with secondary progressive MS. 

“The most challenging aspect of caring is not knowing how to plan 

ahead. Especially the long-term. We’re really, really worried what 

will happen when we die or become incapacitated. He’s also scared 

about what could happen. He can’t possibly live on his own. I 

presume carers will come in if he needs help?” – Clare, 69, from 
Buckinghamshire supports her son Trevor, 38, living with primary 

progressive MS. 
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