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IN EVERY COUNTRY AROUND THE WORLD, 
PEOPLE LIVING WITH ILLNESSES, DISABILITIES 
AND OTHER CHALLENGES RELY ON THE 
UNPAID AND PERSONAL CARE PROVIDED BY 
FAMILY, FRIENDS AND LOVED ONES.
Rarely acknowledged officially, these 
carers provide help and support with 
basic everyday tasks as well as with 
more complex responsibilities such 
as providing medical home care. 

Although there are benefits to 
providing care to a loved one, being 
an informal carer can be time-
consuming and may take a heavy toll 
on the carer’s health and well-being 
– impacting one’s career, health, 
studies and financial stability. 

As the world’s population grows and 
ages, carers will continue to play 
a critical role providing substantial 
economic impact. Indeed, unpaid 
caregiving is one of the most 
important social and economic policy 
issues worldwide. A report examining 
the global state of care, published 
by Embracing CarersTM in 20171, 
a collaboration between Merck 
KGaA, Darmstadt, Germany and 
leading global carer organizations 
around the world, highlighted the 
need to improve recognition and 
support for unpaid carers through 
increased discussions worldwide 
with stakeholders, healthcare 
systems, and policy makers about 
the role of carers. Recommendations 
included assessments of carers’ 
needs, sharing best practices 
across countries and identifying 
opportunities to increase support 
to unpaid carers. 

Through a collaboration between 
leading international carer 
organizations, IACO (International 
Alliance of Carer Organizations), 
Eurocarers and Merck KGaA, 
Darmstadt, Germany, this report 
explores the situation of those 
caring for people living with Multiple 
Sclerosis (MS) and brings their 
individual experiences into greater 
focus. MS is a condition affecting 
approximately 2.3 million people 
worldwide2. It is an unpredictable, 
often disabling disease of the central 
nervous system commonly diagnosed 
in people between the ages of 20 
and 403. 

Findings in this report are based on 
a global survey of 1,050 MS carers, 
conducted in seven countries (US, 
Canada, UK, France, Germany, 
Italy and Spain) which explored the 
challenges and impact of being a 
carer for someone living with MS. 
The survey was conducted on behalf 
of Merck KGaA, Darmstadt, Germany 
as an online survey from a database 
of carers. The survey aimed to 
better understand the impact on the 
individual carer, their own physical, 
emotional and financial health, and 
where they seek support and guidance. 

The findings from this survey will 
shed light on the needs of carers and 
highlight practical steps that can be 
taken to improve support for them. 

 Join the conversation: 
#MSInsideOut

FOREWORD

1 https://www.embracingcarers.com/en_US/home/carerfacts/global-state-care.html
2 https://www.nationalmssociety.org/nationalmssociety/media/msnationalfiles/brochures/brochure-just-the-facts.pdf
3 https://www.mssociety.org.uk/about-ms/types-of-ms/secondary-progressive-ms

 We welcome this important 
and timely survey, which not 
only substantiates the significant 
challenges posed by informal 
care in the daily life of carers 
worldwide, but also sheds light on 
the specific needs of MS carers, a 
group that assumes particularly 
intensive care responsibilities 
with a heavy toll on their life 
prospects and wellbeing. 

The report perfectly illustrates 
how caring for a loved one can 
be a source of both personal 
satisfaction and tension. If 
society expects informal carers 
to keep providing care, their 
vital role and contribution must 
be recognized and their support 
needs must be addressed. 

Stecy Yghemonos,  
Executive Director,  
Eurocarers – European 
Association Working for Carers

 We are pleased to have been 
involved in this study which 
documents the impact MS can 
have, not only on the MS patient 
but also his/her carer. MS is a 
devastating disease and the 
responsibilities assumed by 
carers intensify as the disease 
progresses. It impacts on the 
carer’s physical and emotional 
health, finances, and employment. 

We encourage healthcare 
professionals and government 
officials to review the findings 
and identify ways in which they 
can better assist the MS carer. 

Rick Greene,  
Executive Advisor, IACO
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EMD  
SERONO
EMD Serono, Inc.
EMD Serono - the biopharmaceutical 
business of Merck KGaA, Darmstadt, 
Germany, in the U.S. and Canada – is 
engaged in the discovery, research 
and development of medicines 
for patients with difficult to treat 
diseases. The business is committed 
to transforming lives by developing 
and delivering meaningful solutions 
that help address the therapeutic and 
support needs of individual patients. 
Building on a proven legacy and 
deep expertise in neurology, fertility 
and endocrinology, EMD Serono is 
developing potential new oncology 
and immuno-oncology medicines 
while continuing to explore potential 
therapeutic options for diseases 
such as psoriasis, lupus and multiple 
sclerosis. Today, the business has 
approximately 1,300 employees 
around the country with commercial, 
clinical and research operations 
based in the company’s home 
state of Massachusetts. 
www.emdserono.com 

Merck KGaA, Darmstadt, 
Germany in Multiple Sclerosis 
Merck KGaA, Darmstadt, Germany 
has a long-standing legacy in 
neurology and immunology, with 
significant R&D and commercial 
experience in multiple sclerosis (MS). 
Merck KGaA, Darmstadt, Germany 
aims to improve the lives of those 
living with MS, by addressing areas of 
unmet medical needs.

Eurocarers is the European network 
representing informal carers and 
their organizations, irrespective of 
the particular age or health need 
of the person they are caring for. 
They work to advance the issue of 
informal care at both a national and 
EU level. 

 To learn more, visit  
www.eurocarers.org

The International Alliance of Carer 
Organizations (IACO) is a global 
coalition of 15 member nations 
committed to building a global 
understanding and respect for the 
vital role of family carers. Recognized 
as an official NGO by the United 
Nations, each IACO member country 
is represented by a nationally-
renowned carer organization. The 
coalition meets annually to share 
best practices, identify global issues, 
and advocate for family carers. 

 To learn more, visit  
www.internationalcarers.org

Embracing Carers is a global 
initiative led by Merck KGaA, 
Darmstadt, Germany in collaboration 
with leading caregiver organizations 
around the world designed to 
increase awareness, discussion, and 
action about the often-overlooked 
needs of caregivers. Given that 
caregivers need support and often 
do not know where to turn for help, 
Embracing Carers was created to 
help fill that void.

 To learn more, visit  
www.embracingcarers.com

FOREWORD  
CONTINUED
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ABOUT THE REPORT

PRIMARY RESEARCH FORMS  
THE FOUNDATION OF THIS REPORT. 
It was important from the outset that 
the findings were an accurate reflection 
of the day to day experiences of carers 
located in the selected countries. To 
do so, an online survey was conducted 
through Vitreous World, a full-service 
research consultancy with specific 
expertise in healthcare. 

The survey data was collected during 
June and July 2018, and included 
a sample of 1,050 MS carers aged 
18 and over in the UK, US, Canada, 
France, Spain, Italy and Germany. The 
survey was conducted on behalf of 
Merck KGaA, Darmstadt, Germany, 
from a database of carers with 150 
respondents per country. A total of 
32 questions were asked during the 
course of the survey, focusing on three 
main areas: details on the carer 
themselves and the person for whom 
they were caring, how caring has 
impacted them, and potential solutions 
to the challenges of caring. 

In addition, the report also features 
testimonies from carers around the 
world who share their unique and 

very personal experiences of taking 
care of a loved one with MS.

The study was run and highlights 
differences around the globe. 
The inclusion of country data 
and comparisons in this report is 
intended to highlight differences 
and opportunities and not to cast 
a negative light on carers. Caution 
is advised in making cross country 
comparisons, due to variations in 
context and experience of MS carers. 

The sample size of this survey 
means that the results, although 
not exhaustive, are illustrative of 
the MS carer population and their 
experiences, and should be used to 
generate discussion and policy ideas. 
Any categorization of the severity of 
MS of the person being cared for is 
based on the carer’s assessment.

Areas for further study
The study draws attention to 
the situation of MS carers but 
also highlights areas for further 
investigation. These include, but are 

not restricted to, questions around: 
how frequently they care for someone 
with MS, the percentage of those who 
are divorced from the person they 
are caring for due to the strain of MS, 
impact on issues of intimacy, how 
often they speak with a healthcare 
professional about MS, what type of 
organizations they look to for support 
and other country specific issues. 

Due to the impact on employment, 
further research is also needed to 
understand how MS carers adapt 
their work to meet the demands of 
caring, which raises questions about 
the economic impact of MS on the 
workforce, alongside the economic 
impact on the family.

Survey data

32 Questions

1,050 Carers

7 Countries

GLOSSARY
MS carer – there is no uniform term 
for carer across the world and terms 
such as carer, caregiver, and care 
partner are amongst those which 
may be used. For the purposes of 
this report we have used the term MS 
carer to cover any person providing 
care for someone living with MS. 
This individual is usually unpaid and 
could be a partner, family member, 
neighbor, friend or other significant 
individual who takes on a caring role 
to support somebody with diminished 
physical ability, debilitating cognitive 
condition or chronic life-limiting 
illness.

Younger carer – throughout the 
report, those that are described as 
“younger carers” were aged 18 to 
34 years of age when surveyed. The 
minimum age of respondents to our 
survey were 18 years old, therefore 
we did not survey those that would 
be considered child carers.

Third-party organization –  
this term refers to organizations 
such as non-profit organization, 
charity, government or other 
organization providing support. 

Multiple Sclerosis (MS) –  
is a chronic, inflammatory condition 
of the central nervous system and is 
the most common, non-traumatic, 
disabling neurological disease 
in young adults. It is estimated 
that approximately 2.3 million 
people have MS worldwide1. While 
symptoms can vary, the most 
common symptoms of MS include 
blurred vision, numbness or tingling 
in the limbs and problems with 
strength and coordination. The 
relapsing forms of MS are the 
most common. 

The course of MS is different for 
each individual, which makes it 
difficult to predict. 

• Relapsing remitting MS (RRMS) is 
the most common form of MS – 
around 85% of people with MS are 
initially diagnosed with this type2. 
For most people this starts with a 
first attack, usually but not always 
followed by a full to almost full 
recovery. Weeks, months or even 
years may pass before another 
attack occurs, followed by a period 
of relief from symptoms.

• Primary-progressive MS is 
characterized by a gradual 
physical decline with no 
noticeable remissions, although 
there may be temporary or minor 
relief from symptoms. 

• Secondary-progressive MS is a 
stage of MS which comes after 
relapsing remitting MS for many 
people. With this type of MS, the 
level of disability gets steadily worse 
and patients are no longer likely to 
have relapses, when symptoms get 
worse but then they get better3. 

1 https://www.nationalmssociety.org/nationalmssociety/media/msnationalfiles/brochures/brochure-just-the-facts.pdf
2 MS Society. Relapsing Remitting (RRMS). Available from: https://www.mssociety.org.uk/what-is-ms/types-of-ms/relapsing-remitting-rrms.
3 https://www.mssociety.org.uk/about-ms/types-of-ms/secondary-progressive-ms
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MS CARERS PROVIDE A VITAL ROLE IN 
THE LIVES OF PEOPLE LIVING WITH MS.  
MS IS A PROGRESSIVE DISEASE OF THE 
CENTRAL NERVOUS SYSTEM, WHICH IS 
TYPICALLY DIAGNOSED BETWEEN 20 AND  
40 YEARS OF AGE1. 
The most common symptoms of MS 
are overwhelming fatigue, visual 
disturbances, altered sensations and 
difficulties with mobility, meaning 
that most people living with MS need 
support at some stage following 
their diagnosis.

As a result, a substantial number 
of partners, parents, young adults, 
members of extended family and 
friends are caring for a loved one 
with MS, providing assistance with 
everything from basic chores to 
administering medication.

While in many countries the vital 
role that carers play, and the societal 
and economic value of their role are 
gradually entering the mainstream 
conversation, the survey findings 
indicate that there is much to be 
done in terms of giving carers the 
recognition and the financial and 
emotional support they deserve.

MS carers assume a long-term caring 
responsibility which may start at any 
point in their own lives, from during 
their school years throughout their 
adult working lives until retirement, 
and impacts their overall physical, 
emotional/mental health and also 
their financial situation. 

Carers: an invisible and 
unsupported workforce
This survey highlights the significant, 
yet often invisible and unsupported 
role of MS carers. The data shows 
that while 51% of carers are looking 
after a partner with MS, almost a 
third are looking after either a child 
or a parent with the condition. As 
a consequence of these relationships 
and due to the long-term nature 
of MS, some carers assume 
a responsibility which can 
last decades. 

In fact, nearly one in three of 
those surveyed have been caring 
for somebody for 11 years or 
more, and 20% have been caring 
for over 16 years. Significantly 
many MS carers, a reported 48%, 
started caring for somebody when 
they were 34 years old or even 
much younger, suggesting many 
people spend their early adult 
years and a significant part of their 
own life, being responsible for 
those they love around them who 
are suffering a progressive and 
unpredictable condition. 

The challenge of  
a life of uncertainty
There are many positive aspects 
to caring, a sentiment shared by 
93% of the carers surveyed, with 
50% acknowledging that the role 
had made them stronger as a 
person. However, caring for a loved 
one is a responsibility that has an 
enormous impact on their resilience 
and on every aspect of a carer’s life. 
This is particularly the case when 
caring for a person with MS, partly 
attributable to the unpredictable 
and episodic nature of the condition, 
which may include bouts of 
worsening symptoms. Positive 
experiences notwithstanding,  
44% of the carers surveyed 
reported that their caring 

responsibilities had negatively 
impacted on their future plans 
and life goals, while a similar 
proportion said they suffered from 
either severe or high stress levels all 
of the time or often.

Given these findings, it is possible 
that some carers feel pressure to 
remain in employment due to the 
financial strain of healthcare costs 
or the necessity of maintaining their 
income or health insurance cover. 
These findings show that one in ten 
MS carers have actually lost a job 
due to caring, suggesting that many 
carers are in a vulnerable position, 
and less able to plan or save for the 
future.

The right support,  
at the right time
The majority (82%) of MS carers 
acknowledged the need for support, 
with this requirement greater at 
certain times due to the unpredictable 
nature of MS and the unique way it 
affects each individual patient. 

And yet, in many cases, a crucial 
time where this support and 
guidance was lacking in some of 
the countries surveyed was at the 
very moment their caring journey 
began. Overall, over half (54%) 
of those questioned said that 
the healthcare professional 
did not explain the disease, 
its progression and potential 
care needs very well or at all. 
This figure was as high as 67% in 
Germany, suggesting significant 
gaps in the provision of support, 
particularly in the early days 
following diagnosis. It is critical that 
carers are equipped with sufficient 
knowledge relating to both the 
disease and the support systems 
that are available to them.

EXECUTIVE SUMMARY

HIGHLIGHTS

1 National Institute of Neurology Disorders and Strokes. Multiple Sclerosis: Hope Through Research. Available from: https://www.ninds.nih.gov/Disorders/Patient-
Caregiver-Education/Hope-Through-Research/Multiple-Sclerosis-Hope-Through-Research
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“THE THREE KEY THINGS A 
CARER NEEDS: PATIENCE, 
COMPASSION AND 
FLEXIBILITY” 
I met my wife in 2008, three years after her 
diagnosis with MS. Rather than going online to 
learn all I could about the condition, I took my 
lead from her and determined to just go with it 
and see what would happen. My wife is a strong-
minded woman who was committed to finding a 
way to living well with MS and not let it hold her 
down. I decided to take a similar approach.

When we got together, there was little or no 
official support available. To this day, I haven’t 
done much research, taken part in any training, 
or sought out others in a similar position. The 
truth is, I just don’t like seeing anyone suffer for 
no reason. I believe in doing what needs to be 
done to provide for those I care about. If I can 
help, I will. 

Caring for my wife has made me appreciate all I 
can do on a daily basis. There are days when I’m 
off work and don’t feel like getting up and dealing 
with household tasks. But then I get up and see 
she’s having a bad day and it encourages me to 
do what needs to be done – because I can.

There’s no doubt that caring presents many 
challenges and has forced us to make some 
significant adjustments to our lives. Hobbies, 
holidays and our house have had to be adapted to 
meet her needs and, unsurprisingly, I sometimes 
worry about what the future holds.

However, for me there have been many positives 
in being a carer. Getting myself to slow down 
and appreciate the world around me has been a 
valuable life lesson. And, MS has probably made 
us stronger and closer as a couple, because we 
face the challenges together.

For others who are beginning their own journey 
as a carer, I would tell them that what they need 
most are patience, compassion and flexibility: 
these three qualities have helped us both 
tremendously as we’ve navigated the challenges 
and victories of the past ten years. 

CARER TESTIMONY

STEVEN, 
CANADA

RECOMMENDATIONS

IMPROVING 
LIVES

MS IS EVERYONE’S 
CONCERN. 
The long-term, unpredictable and 
episodic nature of MS means carers 
need support from the point of 
diagnosis and throughout their MS 
carer journey to help them with the 
responsibility, and at times the strain, 
of caring whilst also maintaining 
their education, employment and life 
aspirations dependent upon their age 
and phase of their own lives.

The long-term nature of MS means 
there is a role for a broad range 
of professionals and professional 
organizations to understand the 
responsibilities, resilience and challenges 
of MS carers and to provide information, 
support, policies and practices. 

Information and support 
throughout their MS carer journey
• Healthcare professionals, MS and carer 

organizations to provide information 
targeted to MS carers from the point 
of diagnosis about disease progression 
and what to expect.

• Healthcare professionals to offer 
MS carers access to information 
and support, at different times and 
particularly at times of relapse. 

• Education and training institutions 
including schools, colleges and 
universities, to provide support to MS 
carers, with particular regard to the 
needs of young carers, to manage 
their caring responsibilities alongside 
their educational development. 

• Employers to audit workforces 
and recognize MS carers in their 
employment, and develop policies 
which support them during times of 
greater caring responsibility. 

• MS and carer societies to provide 
access to training, information 
and support, targeting MS carers, 
taking account of the needs and 
communication preferences of 
different ages of MS carers.

• Governments to review measures for 
financial support to enable MS carers 
to manage their work-life balance and 
caring responsibilities.

• Government, healthcare insurance 
and other third parties to offer access 
to respite care to alleviate the strain 
of caring.

(US/NPR/0918/0409)
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AROUND THE WORLD, THOUSANDS OF 
PEOPLE DIAGNOSED WITH MS DEPEND 
ON FAMILY AND FRIENDS TO GET THEM 
THROUGH THE DAY. 
Whether preparing meals, cleaning 
around the home, dressing them 
or providing medical care, these 
tasks and more are carried out by 
people who are unpaid and largely 
unrecognized. The survey sheds 
further light on these vital but 
unsung heroes. 

Becoming a carer 
Caring for a loved one with MS is 
not necessarily the responsibility of 
older generations. With half of those 
with MS aged 35 to 54, young carers 
are often called upon to fill a critical 
socio-economic responsibility.

Almost half of all the carers surveyed 
took on the role of carer when they 
were 34 years old or younger. On 
average, the age when a person 
became an MS carer was 35, however 
this varied considerably between 
countries. In the English-speaking 
countries of the US, Canada and the 
UK, respondents first began caring at 
an average age of between 37 and 40, 
whereas in France and Germany the 
average age was approximately 30. 

Just over one fifth (21%) of carers 
in France were 18 years or younger 
when they assumed the role. This 
means that many carers are taking 
on the role in their early adulthood, 
with inevitable implications for their 
studies and careers. 

Relationship to those with MS
Becoming an MS carer is often a 
role that comes as a result of family 
responsibility. The majority of carers 
are looking after a partner with MS, 
however nearly one in five are caring 
for a parent.

Nearly one third of respondents in 
France were caring for a parent with 
MS, compared to an average across 
the countries surveyed of nearly one in 
five. In fact, the continental European 
countries showed a greater tendency 
for young adults to be looking after 
a parent with MS, with around one in 
five or more of respondents in each 
of France, Germany, Italy and Spain 
doing so. Italy was another country 
to see an anomaly, with 20% of 
carers looking after a member of their 
extended family but not someone who 
was their parent/child/partner. 

CHAPTER 1:

CARERS: AN INVISIBLE 
AND UNSUPPORTED 
WORKFORCE

GLOBAL  
AVERAGE WHEN 
CARER TOOK  
ON THE ROLE:  

34.9  
YEARS OLD

Time spent caring
Caring is not a role from which one 
can easily resign, it may well be a 
responsibility for the majority of 
somebody’s life. The average time 
spent caring for someone with MS 
was nine years, with nearly a third of 
those surveyed caring for someone 
living with MS for 11 years or more, 
and nearly one in five looking after 
somebody for more than 16 years. 
This is a substantial amount of time 
for someone to have to juggle work, 
personal commitments, their own 
health and wellbeing, as well as caring. 

16 
YEARS 
Nearly one in five looking after 
somebody for more than 16 years

France, Canada and Germany had 
the highest proportion of carers 
looking after somebody for 16 
years or more, reflecting around 
a quarter of those surveyed. This 
illustrates a characteristic of being 

39.4

29.5

31.5

35.5

32.9

37.7 37.6

Average age when carers began caring for the person living with MS

Canada France Germany Italy Spain UK USA
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Carers in close up
The survey found that based on 
carers’ responses, the person with 
MS is often female (64%).

Nearly two thirds of carers  
surveyed were female. Half of those 
with MS and being cared for were 
aged between 35-54, whilst 27% 
are 55+ and 21% are 18-34. The 
average age of those with MS was  
46 years old.

Just under a quarter had severe MS 
and around 17% reported mild MS. 
Of those caring for somebody with 
severe MS, most are either looking 
after a partner or parent. Overall, 
over a quarter had been caring 
for a loved one since they began 
showing symptoms of MS or before 
their loved one was diagnosed with 
MS (20%).

an MS carer. The role as an MS carer 
is a responsibility that is held for 
a significant amount of time and 
potentially could span somebody’s 
entire life. This is especially the case 
for children looking after a parent 
with MS. In the survey, 19% of 
those questioned were looking after 
a parent with MS and 32% of these 
had been looking after their parent 
for 16 years or more. 

Almost half (48%) of the carers 
surveyed have already been looking 
after somebody for five years or less. 
A substantial number of these are 
the partner of a person with MS and 
three quarters of friends caring for 
someone with MS have done so for 
five years or less.

Proximity to those they care for 
When caring for somebody with an 
unpredictable condition such as MS, 
it is helpful for carers to live near 
those they look after. Among the 
countries surveyed, Spain had the 
highest percentage of carers living 
in the same home (77%). 

However, this could suggest an 
added financial strain that could be 
placed on a couple living alone with 
only one income and substantial 
healthcare costs. 93% of partners 
looking after someone with MS live 
in the same household, and if the 
partner has to stop working to look 
after those with MS then it could 
have a substantially detrimental 
impact on their household finances 
and ability to look after each other. 

The traditional family responsibilities 
can also be flipped in households 
where one person has MS. For 
example, 63% of those looking after 
a child live in the same home as each 
other, resulting in parents looking 
after and supporting adult children 
who are unable to live on their own.

How did the carer describe 
the person’s disease status?

17% Mild
55% Moderate
24% Severe
3% Not sure

64%
OF  

CARERS ARE  
FEMALE

36% OF  
CARERS ARE 

MALE

How long have you been a carer for the person living with MS?

 Less than 1 year  1-5 years  6-10 years  11-15 years  16+ years

Canada France Germany Italy Spain UK USAGlobal

19.0

11.0

23.0

47.0

0.0

25.0

13.0

21.0

40.0

1.0

25.0

15.0

29.0

31.0

0.0

23.0

13.0

21.0

41.0

2.0

11.0

23.0

7.0

59.0

0.0

18.0

11.0

24.0

47.0

0.0

15.0

6.0

19.0

59.0

1.0

14.0

9.0

23.0

52.0

2.0
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43% 
MENTAL/ 

EMOTIONAL  
HEALTH

THE RESPONSIBILITY OF BEING A CARER 
TAKES ITS TOLL ON CARERS’ HEALTH AND 
WELL-BEING, WITH MANY ACKNOWLEDGING 
THAT THEIR ROLE HAS IMPACTED BOTH 
THEIR FINANCIAL STABILITY AND THEIR 
ABILITY TO PROGRESS IN THEIR CAREER. 
Despite this, most of the carers 
reported positive experiences of 
looking after a person with MS, 
allowing them to appreciate more of 
what is around them than they did 
previously.

The physical strain of caring
With so much of their time focused 
on looking after someone else 
without proper access to adequate 
support measures, it is inevitable 
that carers have less time to devote 
to their own emotional and physical 
health. Overall, a quarter (28%) 
of carers felt their physical health, 
including their weight and ability 
to exercise, had been significantly 
impacted, rising to more than one in 
three of those looking after a person 
with severe MS. 

There were many ways carers chose 
to cope, including seeking support 
from others. For some however, 
informal care can result in harmful 
habits and lifestyles, (smoking, 
inadequate food or sleep habits) 
and failure to take preventative 
measures, (such as medical 
consultations) with the potential 
for decline in the health of the MS 
carer. The data found that in some 
instances, carers used the following 
methods of coping such as smoking 
(14%), taking prescription drugs 
or painkillers (11%) or consuming 
alcohol (9%). 

This inability of carers to focus 
on themselves may, in part, be 
attributed to the fact that nearly one 
in three (30%) reported sacrificing 
their leisure time as a result of caring. 
Nearly two thirds reported getting 
10 hours or less free time during 
an average week because of their 
carer responsibilities, a figure that 
increased to 72% of carers in France.

In addition, of those who were caring 
for their own partner or spouse, 
about half (44%) agreed that caring 
for a partner with MS can negatively 
impact the level of intimacy within 
a relationship.

The emotional strain of caring
One in five carers surveyed testified 
that the emotional/mental strain of 
their role was the most challenging 
aspect of being a carer, increasing 
to one in three of those living in 
the US and the UK. The emotional 
strain and stress of being a carer 
is undoubtedly compounded by the 
unpredictable nature of MS, the 
joint second most selected challenge 
of those surveyed (12%). The 
emotional/mental strain was selected 
as the most likely contributor to 
divorce or separation in couples in 
which one had MS.

41% 
of carers reported experiencing either 
severe or high stress levels often 
or all the time, increasing to over 
half of those caring for someone with 
severe MS, as assessed by the carer

CHAPTER 2:

A LIFE OF  
UNCERTAINTY

Thinking about the following areas, how much of an impact has being an MS carer had on your health  
(Those selecting “big impact”)

Global average

 Physical health (e.g. weight, ability to exercise, etc.) 
 Mental or emotional health (e.g. feelings of depression or anxiety, difficulty sleeping) 
 Financial situation (e.g. caring has impaired on my earning potential and/or ability to save money)

28%
PHYSICAL 
HEALTH

34%
FINANCIAL 
SITUATION

Canada France Germany Italy Spain UK USA

75%

50%

25%
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Around half of the MS carers 
surveyed were most worried that the 
person with MS for whom they cared 
would experience a relapse. These 
worries were most evident among 
younger carers, with nearly two-
thirds of those aged 18 to 34 citing 
relapse as their biggest concern. 

2/3rds 
Nearly two-thirds of younger carers 
cite relapse in the person they care 
for as their biggest worry

While the figure was similarly high 
for those looking after mild MS 
patients, it was less of a concern 
for those caring for someone with 
severe MS. The second biggest worry 
amongst carers, cited by 25%, was 
that something would happen that 
would prevent them from continuing 
their caring role. This worry was 
more evident in older carers and 
those looking after persons they 
assessed as having severe MS.

This emotional toll was compounded 
by the fact that nearly half of MS 
carers surveyed felt that people 
around them don’t truly understand 
what it means to care for someone 
with MS. The majority of younger 
carers and equally those looking 
after people with severe MS were 
even more likely to agree that people 
don’t understand the role.

50% 
of MS carers surveyed felt that 
people around them don’t truly 
understand what it means to 
care for someone with MS

CARER TESTIMONY

ANNE*,  
UK

“CARING? WE DO IT WILLINGLY,  
WE DO IT LOVINGLY AND THAT’S 
WHAT IT’S ALL ABOUT”
It is ten years since my daughter was diagnosed with MS 
at the age of 28. Learning that it was MS was a shock 
but it was also a relief to finally know what we were 
dealing with. Like so many others, we weren’t given 
any information or guidance so I did my own research, 
phoning people and learning as much as I could about 
the treatments available. 

Ten years later, I try very hard to keep up with what’s 
going on in the field of MS, particularly since we have 
since had a second daughter diagnosed with the disease.  

Caring for our daughters, one of whom lives at 
home with us, has impacted on us in every way. We 
are constantly juggling everyday life: work, caring, 
household tasks, paperwork, and hospital appointments. 
It’s a delicate balancing act – one of our biggest worries 
is one of us falling seriously ill because that will upset 
the apple cart as far as the family is concerned. 

Financially, the strain has been immense. We’ve got to 
put things into place for our daughters to secure their 
futures and consider suitable renovations to our home 
to ensure it’s fully accessible in case it’s needed in the 
future. I had imagined I would be retired by now but 
instead we have a role reversal, where we as parents 
are looking after our children, and we are having to work 
more years than we envisaged. 

In terms of support for others who are caring, I think the 
most important thing is that carers are given information 
on what’s available locally, as well as nationally, on the 
help and entitlements that they can benefit from, as 
soon as they take on the role of carer. 

As a carer, you inevitably get tired and frustrated. It can 
sometimes lead to anger on both sides. But, just like all 
families, you think it through, you make it up and you 
keep going. Caring probably has made us closer but the 
truth is we love them just the same. It’s unconditional 
love. It needs to be done and we just get on with it. 

* Name has been changed.

(US/NPR/0918/0409)
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What do you find most challenging about being an MS carer? 
(The top four answers given in response to the biggest challenge)

Emotional/mental strain

Unpredictable nature of MS in the person I care for

Dealing with anger/frustration

Physical burden

20%

7%

7%

12%

Balancing caring with work
More than a third of carers surveyed 
stated that they had been obliged 
to take time off from work during 
the previous year because of their 
caring responsibilities. The highest 
proportions of those taking time off 
from work included those looking 
after those with severe MS, but 
also those who were caring for a 
partner with MS. Rather than being a 
parent and balancing responsibilities 
among family members, a partner 
may be the only person who can 
support during moments of relapse. 
Highlighting this, around one in 
five of the carers stated that the 
additional support they desired would 
be from their employer, particularly 
around the ability to work flexible 
or reduced hours, or availability of 
condensed working days. 

41% 
of those surveyed had a full-time 
job that they need to balance 
alongside their role as a carer

Notably, 25% and 28% of Italian 
and Spanish carers were either 
freelance workers, self-employed 
or unemployed, compared to an 
overall figure of 16%. Although these 
employment types allow carers the 
flexibility to deal with the changing 
nature of MS and the care required 
by those they are looking after, it 
may well contribute to the stress and 
emotional strain they are under.

In terms of how being a carer 
has impacted their work, among 
those who had taken time off due 
to caring, 84% reported that 
their work and career had been 
impacted: from not being as 
dedicated to their job as they 
would like (27%), to having to miss 
many days off work due to their 
caregiver responsibilities (23%), 
to being unable to focus (23%). 
Italian and UK carers, 30% and 
22% respectively, felt they were 
unable to hold down a job because 
of their caregiving responsibilities, 
whilst nearly a third of UK carers 
had lost a job because of their role 
as a carer, with parents affected 
most. The implications of this are 
grave, meaning that many carers are 
unable to plan or save for the future. 

1 IN 5 
Overall, nearly one in five carers 
surveyed specified that the 
additional support they would like 
to see was from their employer, in 
terms of flexible hours, reduced 
hours or condensed days

Italy, Germany and Canada were 
the countries which saw the highest 
results in this instance, while the child 
of an MS patient was nearly twice as 
likely to desire this than the parent 
of someone with MS. With modern 
technology, and the increasing ability 
of people to work from home, MS 
carers can hold down a job and 
therefore their independent income 
generation whilst also maintaining 
their role as a carer.

CHAPTER 2: 
A LIFE OF UNCERTAINTY  
CONTINUED
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An uncertain future
Almost half (44%) of MS carers 
surveyed said that caring for a person 
with MS had had a negative impact 
on their future plans and life goals.

Whilst the highest result for this was 
amongst carers who were looking 
after someone they assessed as 
having severe MS, it was amongst 
older carers where this was more 
widely reported, as over half agreed 
that it had negatively impacted 
their future plans and life goals, 
compared to just a third of 18 to 
34 year old carers. 

44% 
Almost half (44%) of MS carers 
surveyed said that caring for a 
person with MS had had a negative 
impact on their future plans and 
life goals

The main future plan highlighted as 
negatively impacted by being a carer 
was the ability to save for the future, 
a plight which was reported by over 
one in three carers questioned. 
Other aspects negatively impacted 
across all countries included career 
ambitions (27%) and the ability 
to relocate (26%). In terms of 
the negative financial implications 
of being a carer, over 40% of 
carers in the US, Canada and UK 
highlighted the negative impact on 
their ability to save as the main 
reason their future plans have been 
impacted. More country specific 
examples: nearly a quarter of carers 
in Italy said it has prevented them 
from starting a family, whereas the 
pursuit of higher education was 
more of a concern for those in the 
US and Canada (15% and 10% 
respectively). 

The positive impact of caring
While MS carers surveyed reported 
experiencing challenges due to their 
role, they were also optimistic and 
recognized that the experience has 
had a positive impact on their lives 
and relationships.

About a third (32%) of responders 
said their relationship with the 
person with MS had improved. 
Across the seven countries surveyed, 
UK carers were amongst the most 
positive, with 55% stating that 
caring for someone with MS had 
positively impacted their future 
plans/life goals, whilst also showing 
one of the lowest results for severe/
high stress. Exploring what might 
contribute to this figure, over half of 
UK carers felt that the people around 
them understood what it means to 
be an MS carer, as well as additional 
sources of support which allowed 
more than a third to take more than 
16 hours of free time a week.

93% 
of MS carers pointed to a positive 
experience as an MS carer, with 
64% saying they had learned a lot 
about MS in general, and half saying 
that being a carer had made them a 
stronger person

Of those negatively impacted by being a carer:
In what ways has being an MS carer negatively impacted your future plans?

 Canada  France  Germany  Italy  Spain  UK  USA

49%

23% 23%

30%

26%
28%

32% 32%

22%

28%
31% 31%

24%

13%

21%

42%

33%

27%

45%

30%
27%

Negatively impacted my ability 
to save for my future

Negatively impacted my career Prevented me from moving 
to a different city

(US/NPR/0918/0409)
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CONSIDERING THE EMOTIONAL AND 
PHYSICAL STRAIN THAT CARERS ARE UNDER, 
A SOLID SUPPORT SYSTEM AND ACCESS 
TO INFORMATION IS ESSENTIAL AND YET 
CONTINUES TO BE LACKING IN KEY AREAS. 
The survey highlights that the 
guidance, information and signposts 
to support networks that carers 
receive at diagnosis can make a 
notable difference in the level and 
quality of support carers see or 
request later on in their role. 

HCPs’ communication  
of the diagnosis
Overall, 54% of carers surveyed 
said that the healthcare professional 
(HCP) did not explain the disease, 
its progression and potential 
care needs very well when they 
began their caring role. In France 
and Germany, this figure was higher, 
60% and 67% respectively, where 
the carers in these countries also had 
the youngest median age. However, 

many studies illustrate people are 
not good at retaining information in 
stressful situations, particularly at 
the diagnosis of their own condition 
or someone they are caring for. This 
means that additional and continued 
sources are vital for sustained 
support and retention of information.

54% 
Over half of carers surveyed 
(54%) stated that the healthcare 
professional (HCP) did not explain 
the disease, its progression and 
potential care needs very well when 
they began their caring role

CHAPTER 3:

THE RIGHT SUPPORT  
AT THE RIGHT TIME

Where do you get most of your information to support you while being an MS carer?

 From books or publications
 From other people caring for someone living with MS
 From social media, website or blogs
 From patient groups
 From groups dedicated to those caring for someone with MS
 From HCPs

5%
5% 5%

5%
6% 5%

4%

4%

3%

7%

6%

12%

20%

29% 29%

45% 38% 33%

18-34 35-54 55+

Age groups sampled: (18-34) 256, (35-54) 556 and (55+) 238.

Sources of information
Despite this being an increasingly 
digital age, the majority of carers 
(56%) were most likely to seek 
out information from other people, 
rather than social media and 
online sources. This includes over 
a quarter (27%) of carers overall 
sourcing information from healthcare 
professionals, followed by 8% turning 
to groups dedicated to those caring 
for someone with MS and 5% asking 
other carers looking after somebody 
with MS. The highest results were 
seen in Italy (67%) and the UK 
(64%), and amongst carers 55 and 
older (62%).

Those aged 18-34 are more likely 
to seek information online, whether 
via websites, patient/carer blogs 
or social media. 45% of this age 
group source information from these 
online sources, compared to 38% 
of 35-54 year olds and 33% of over 
55s. This suggests that information 
and resources that younger carers 
can access on social media channels 
and websites are a vital means of 
support and outreach, even more 
so than healthcare providers in 
some instances.

The initial experience of dealing 
with healthcare professionals 
in the early days of the caring 
journey is likely to have a long 
lasting effect on whether carers 
reach out to them for information 
in the future. Overall, 27% turn 
to healthcare professionals, with 
the highest proportion of those 
surveyed from Italy and the UK. 
Both countries saw a high proportion 
of carers say they received a very 
good explanation of the disease 
from healthcare professionals when 
the person they care for was first 
diagnosed. It is vital that these 
conversations contain the support 
and information that is necessary.

Coping mechanisms
More than two in five carers 
highlighted taking time out for 
themselves, such as reading and 
getting fresh air, as their preferred 
method of coping with caring 
challenges. 
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THE VALUE OF  
SUPPORT FROM 
THE START
While reviewing the survey results, 
it became clear that carers in the 
UK pointed to positive support 
mechanisms throughout their 
experiences. For example, 60% of 
carers in the UK said that disease 
progression and potential care 
needs were explained very well at 
diagnosis, compared to an overall 
average figure of 44%. Perhaps 
it is as a result of this positive 
initial experience at diagnosis, 
more than a third of carers turn 
to healthcare professionals for 
information when they need some, 
the second highest figure behind 
Italy.

Over half of the carers surveyed 
in Britain seek support from 
friends and family to help 
them in their role and with their 
responsibilities. This was seven 
percentage points higher than the 
next closest market, Canada, and 
higher compared to a cross-market 
average of 38%. Over half of carers 
in Britain also felt that the people 
around them really understand 
what it means to be an MS carer, 
a result nearly double the global 
average.

The UK also had the lowest total 
of those who were either unable to 
access, unaware they were eligible, 
or unaware that there were any 
third-party organizations they could 
access for support, with only one 
in five carers unsure, unable 
or unaware of what third-party 
organizations were available, 
a result 32 percentage points lower 
than the next country, Germany 
(53%). It is hard to say in the 
context of the data why it is that 
carers in the UK have such a wide-
reaching knowledge of the third-
party support available, whether 
this is due to HCPs, charities such 
as the MSIF, MS Society, MS Trust, 
MS UK for example, or due to 
the carers supporting themselves 
and each other through their 
experiences.

Half of older carers (those aged 
55+), selected this as their preferred 
way of coping. In comparison, only 
just over a third of carers aged 
34 and under picked time for 
themselves as their coping method, 
instead opting for support from 
friends and family. Overall, nearly 
two in five turn to friends and family, 
a result which seems low however 
varied greatly between countries. 
For example, over half of carers in 
the UK sought support from friends 
and family compared to just 21% of 
carers in France. Given that just 24% 
of carers in France feel as though 
the people around them understand 
what it means to be an MS carer, this 
figure is not surprising.

Other mechanisms cited included 
internet browsing (32%), and 
physical exercise (24%). And while 
all these activities suggest that 
respondents look to alleviate and 
manage stress in healthy ways, 
some turned to coping mechanisms 
that could exacerbate the challenges 
they face as MS carers, such as 
smoking (14%), taking prescription 
drugs or painkillers (11%), or 
consuming alcohol (9%). The latter 
was more than twice as likely to be 
selected by male carers as it was 
female.

Coping mechanisms

32% Internet 
browsing

24% Physical  
exercise

14% Smoking

11% Prescription 
drugs or 
painkillers

9% Alcohol
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Patient and carer organizations
Just 15% of carers say they connected 
with other carers or patient groups. 
This figure increased to a quarter of 
those in the UK, the highest of all the 
countries surveyed, followed by 21% of 
those in Italy. The percentage selecting 
groups as a support mechanism were 
particularly low in France, at just 7%.

15% 
Only 15% of MS carers connected 
with other carers or patient 
organizations to help cope with 
the challenges of their role, a result 
lower than expected

Our dataset does not explore 
the reasons why MS carers have 
not connected with carer/patient 
organizations so it is hard to know 
whether it is due to a lack of 
awareness that these groups exist 
or a wish not to use those that are 
there. Of those who did connect 
with other MS carers or patient 
organizations, they were more likely 
to be aged 35+, with younger carers 
missing out on this type of support 
structure. When asked later what 
additional support structures would 
be helpful to them as carers, 17% 
overall selected peer support groups, 
whether online or face to face, 
suggesting that there is a demand 
for these groups amongst carers. 

CHAPTER 3: 
THE RIGHT SUPPORT AT THE RIGHT TIME  
CONTINUED

FRANCE

7% 
GERMANY

12% 

SPAIN

12% 

USA

13% 

CANADA

13% 

ITALY

21% 

UK

25% 

GLOBAL

15% 

Again, the UK result was significantly 
higher than any other country, with 
41% of UK respondents saying that 
peer support groups would be helpful 
to them as carers, followed by Italy, 
the US and Canada. Interestingly, 
those who care for a friend or 
someone with MS in their extended 
family were more likely to show an 
interest in these groups as a future 
support mechanism than those with 
a partner or parent with MS, possibly 
suggesting that these groups of 
carers have been overlooked by 
previous support structures.

Overall, 62% of respondents said 
they had never connected with 
MS carers to share experiences 
and get support, whether online 
or face to face. France had the 
highest proportion of carers that 
had not engaged with others (81%), 
followed by Spain (73%) and the 
US and Canada (both 70%). One 
of the contributing factors may be 
the relative size of these countries 
making face to face support groups 
difficult to reach, highlighted by US 
and Canadian carers preferring to 
connect with fellow carers via online 
groups (19% and 15% respectively). 
There was also a notable gender 
split in terms of the preferred 
means of connecting with other 
carers. Nearly double the proportion 
of female carers had connected only 
via online channels, whereas more 
than double the proportion of men 
had connected with others by both 
online and face to face methods.

62% 
of respondents said they had never 
connected with MS carers to 
share experiences and get support, 
whether online or face to face

In what ways do you cope with the challenges of being an MS carer?

CONNECTING 
WITH OTHER 
MS CARER 
OR PATIENT 
ORGANIZATIONS
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CARER TESTIMONY

TINA, 
GERMANY

“I’VE LEARNED TO LIVE IN THE 
MOMENT AND NOT LOOK BACK”
My husband was diagnosed with MS in 2012. The news 
came as an enormous shock. He had been to the hospital 
twice before that without any diagnosis or even mention 
of MS. We then went back to see the doctor, who very 
calmly informed my husband that he had MS, handed us 
a piece of paper with some websites and suggested we 
do some research. That was that. We left the hospital 
shocked, clutching that little piece of paper for dear life.

After that initial visit, we barely spoke to each other for 
a week. We felt paralyzed and isolated. After I reached 
out to a number of clinics, we found a specialist and 
scheduled an appointment. This was a turning point for 
us. It felt like somebody cared. This doctor was able 
to explain everything and gave us guidance on the 
next steps. Now we feel informed, and empowered. 
The experience reinforced my belief that empathy and 
communication are critical, both for the person with MS 
and for the carer. 

One of the biggest difficulties is trying to deal with the 
fear on my own because I don’t want my husband to 
feel that he is a burden. Having the chance to connect 
with others in similar circumstances through an MS 
Ambassador program* makes me feel less alone. And, 
hearing the experiences of other MS carers – and their 
positive stories – changed my husband’s way of thinking 
and gave him a new perspective. 

Caring for my husband has brought many challenges 
but also lots of rewards. Surprisingly, his diagnosis and 
all that it brought didn’t change our relationship, it just 
made us grow even closer. And, our two daughters have 
had the opportunity to spend lots of time with their 
father since his illness so they too are particularly close.

My advice to others in this situation? Just be there for 
your loved one. Whether it’s going to appointments or 
reminding them to take their medication, just being 
there makes more of a difference than you might think. 

The availability and use of  
third-party organizations 
Just over half of the carers surveyed 
said they were either unable to 
access, unaware they were 
eligible, or unaware of any third-
party organizations they could 
access for support.

Carers and awareness of their 
eligibility for third-party support 
seemed to be a considerable hurdle 
across the countries surveyed. 
Nearly one in three were 
unaware of programmes for 
which they would be eligible, 
increasing to 40% of Italian 
carers. Improved communication 
or education on the programs 
that are available could result in 
carers feeling more supported by 
the communities around them. 

Support reflecting the  
fluctuating experience of MS
Overall, during times of relapse 
(57%) and when new symptoms 
emerge (57%) were the top moments 
when carers felt they would like 
extra support. The need for support 
during these times was generally 
consistent across the demographics, 
however there were a couple of 
exceptions. Over a third of younger 
carers, those aged between 18-34, 
said they needed support at the 
point of diagnosis, compared to just 
under a quarter of those aged 55+, 
suggesting that those who are older 
may be more capable of dealing with 
the diagnosis than those who are 
younger. This is extremely important 
for organizations or groups looking 
out for and supporting younger carers 
since the first year after diagnosis is 
often the hardest for the carer. This 
may be especially so for younger 
carers since they are less financially 
resilient and may not be set up in the 
same way as older carers.

Nearly two thirds of younger carers 
expressed a preference for extra 
support during times of relapse, 
compared to only half of the 55+ 
age group.

82% 
of MS carers surveyed stated that they 
require extra support at different 
times during their experience

* Global MS Ambassadors are sponsored by Merck KGaA, Darmstadt, Germany.
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The majority of MS carers surveyed 
wanted additional support to help 
them in their role as a carer, most 
notably in and around: financial 
support (45%) and increased 
support from HCPs, including 
increased contact, calls, visits or 
appointments (33%). 

Those surveyed and caring for 
someone they assessed as having 
severe MS, wanted support in more 
areas than those who were looking 
after people with mild or moderate 
MS. For example, nearly two in five 
looking after someone with severe 
MS wanted more support from 
healthcare professionals, whilst 
almost a third expressed a desire for 
more respite care compared to an 
overall figure of 18%.

In terms of age, over one in five 
carers aged 35-54 would like more 
support from other MS carers, 
whether face to face or online, 
a result ten percentage points 
higher than those in 18-34 age 
demographic. In fact, nearly one in 
ten of the carers aged between 18-
34 stated that they wouldn’t find it 
beneficial to receive any additional 
support, whether from friends, HCPs, 
or support groups.

Additional support required

45% Financial  
support

33% Increased 
contact, 
calls, visits or 
appointments

CHAPTER 3: 
THE RIGHT SUPPORT AT THE RIGHT TIME  
CONTINUED
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CARER TESTIMONY

JON*,  
USA

“CARERS BELONG TO A CLUB  
THAT NOBODY ASKED TO JOIN”
In 1997, my wife was diagnosed with secondary 
progressive MS. By 2001, her condition had deteriorated 
rapidly, ultimately leading her to become quadriplegic. It 
was at that point that I gave up my job to care for her. 
We had no family support so the responsibility rested 
squarely with me. 

At the time of her diagnosis, I was given no support, 
advice or training. I frequently searched online, hoping 
for some guidance, but found very little related to my 
own situation. This meant that I made a lot of mistakes 
along the way. I often reflect that it is these mistakes 
that made me the carer that I am today and, several 
years into my journey as a carer, led me to facilitate 
carer support groups for the National MS Society. 

Caring for my wife has presented both challenges and 
rewards. During the first few years, I neglected my 
own health, resulting in depression. Leaving work had 
a devastating impact on my career path and, more 
importantly, our finances, leaving us broke. And, the 
emotional impact of seeing someone I love becoming 
increasingly unwell and not being able to do much to 
help her took a serious toll on me. 

My philosophy though is to take the wins where they 
come, and they come in the small things. Like so many 
others living with MS, my wife was also diagnosed with 
clinical depression, so any day where I could see a smile 
peek through was a win. Those daily wins are the things 
that really provide the fuel to keep you moving forward.

For those starting out on their journey as a carer, 
support from the start is essential. It’s a balancing 
act: trying to provide the best care possible, while still 
leaving your loved one with some sense of autonomy 
and independence. When a carer and their care partner 
are married for instance, as we are, it’s not a typical 
spousal relationship. It has different kinds of pressures 
and situations that you have to face so dealing with 
relationship issues is vital. 

In terms of emotional support, anxiety, stress and 
burnout are issues that face most carers, whoever they 
are caring for. I think any sort of resource that reminds 
a carer that they are not alone, that there are millions of 
others in the same situation, will make a difference. 

*  Jon is a participant in the MSInsideOut documentary sponsored by  
Merck KGaA, Darmstadt, Germany.
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