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MS facts
Multiple sclerosis (MS) is a condition of the central nervous 
system. No one knows what causes MS, but with around 
100,000 people living with the condition – and seven new 
people diagnosed every day – it is one of the most common 
neurological conditions affecting young adults in the UK today.

MS is an autoimmune condition. It causes the immune system, 
which normally helps to fi ght off infections, to attack the protective 
sheath surrounding nerve fi bres of the central nervous system 
(brain and spinal cord). The damage this causes stops messages 
between the brain and the body being transmitted properly. 

Most people with MS are diagnosed with relapsing remitting 
MS. Symptoms arrive unexpectedly (a relapse) and are followed by 
periods of improvement (remission). For nearly all people with MS, 
this is how their MS begins.

Each person’s experience of MS is unique. Symptoms may 
include loss of sight and mobility, pain and numbness, slurred 
speech, loss of balance, depression, fatigue and cognitive 
problems. MS can, in some cases, lead to severe and permanent 
disability.

The causes of MS remain unknown. It is not possible 
to predict who will be affected or when. We do know, 
however, that three times as many women as men are 
affected, and most people are diagnosed during their 
20s and 30s – at a key stage of their working and 
family lives.
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I have a 

right to...
a full life!

MS is a complex and unpredictable 
long term condition. There is no cure 
and treatments that are available 
are effective in only certain cases for 
some of the time. People with MS can 
have different symptoms at different 
times and although some are very 
common, there is no typical pattern 
that can be applied to everyone. 
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Introduction

Over the last 10 years, we 
have seen remarkable 
improvements in the drugs, 
treatments and support available 
to people affected by MS:

  People with MS have faster 
access to some of the most 
innovative treatments.

  The extension of the 
Disability Discrimination Act 
(DDA) provisions to include 
MS gives people with MS 
more rights. 

  Personalisation, direct 
payments and individual 
budgets are beginning to 
revolutionise health and 
social care for people 
with fl uctuating long term 
conditions such as MS.

However, as some of the stories 
of people with MS contained in 
this Manifesto show, there is still 

People affected by MS have the right to live life to the full.  
For many people, this can only be achieved with the right care 
and support along the way. Government commitment to the 
10 calls in this Manifesto can make the difference between 
MS being a devastating condition, and people with MS being 
supported to enjoy a full life.

The MS Society Manifesto is a UK wide document and is applicable to all four nations. The term 
‘Government’ therefore refers to the relevant governments and administrations as appropriate, i.e. 
the Scottish Parliament, the Welsh Assembly, the Northern Ireland Assembly and UK Parliament.

of Government money has 
been spent on cancer research 
compared to just £12 million for 
MS over the same period. On 
average, 60 times more money 
is spent on cancer research than 
MS research every year. 

MS must become a Government 
priority if we are to improve the 
treatment, care and support 
available to people affected by MS. 
 
Please help us to beat MS.
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Simon Gillespie
Chief Executive of 
the MS Society

a long way to go. People affected 
by MS are not always getting the 
help they are entitled to or should 
be receiving. There are huge 
inequalities in access to drugs, 
treatments and support to live 
independently across the country.  

The MS Society thinks this 
‘postcode lottery’ is wrong.

The MS Society calls upon the 
Government to deliver on the 
rights of every person with MS 
to world-class healthcare, to 
independence, and to support 
to live a full life. The MS Society 
Manifesto sets 10 calls for the 
next Government to act upon in 
order to achieve this vision. 

Reaching these goals will 
require strong leadership by 
politicians across the UK, 
and a commitment to further 
investment in research. Over 
the last fi ve years, £778 million 



The MS Society Manifesto

4

Healthcare
High quality, specialist and 
responsive healthcare and access 
to the right medicines are essential 
to help the 100,000 people with MS 
manage their condition.

Access to medicines
Drugs that help in the fi ght 
against MS are improving: it is 
expected that there will be up 
to 10 drug options by 2011. 
However, prescribing levels for 
MS disease modifying drugs 
in the UK are among the very 
lowest in Europe. Action must 
be taken now to ensure equity 
of access to the right drug for 
the right person at the right 
time. Continued investment in 
clinical research is crucial if we 
are to ensure that MS treatments 
continue to improve until we 
eventually fi nd a cure.

Every person with MS should 
have access to the drugs they 
need and while prescriptions 
are already free in Wales and will 
soon be free in Scotland and 
Northern Ireland, those living with 
long term conditions in England 
are yet to be made exempt from 
the charges. The MS Society 
therefore urges the Government 
to honour its promise and bring 
England in line with the other 
nations.

Our stories – 
fi ghting for 
more choice
Penny Copley and Ruth 
Penrose campaigned for 
more than 14 months for 
patient access at Pinderfi elds 
Hospital in Wakefi eld to the 
NICE approved drug Tysabri, 
after the hospital failed to 
implement NICE guidance 
in 2006. Ruth and Penny 
worked closely with the MS 
Society campaigns team 
using local press, radio and 
television to highlight the 

Quality and specialist 
healthcare
Newly developed clinical 
standards for MS have recently 
been published by NHS Quality 
Improvement Scotland while 
clinical guidelines for England and 
Wales remain hopelessly out of 
date. The National Institute for 
Health and Clinical Excellence 
(NICE) is supposed to review its 
guidelines every three years – 
but the most recent MS clinical 
guidelines were published in 
2003. These guidelines, which 
should assist clinicians and 
people with MS with advice on 
the most up-to-date treatments 
and services need to be revised 
as a matter of urgency. 

There are huge inequalities 
in access to MS specialists 
across the country. MS nurses 
are a vital source of support, 
from managing relapses, giving 
advice on drug treatments 
through to acting as a gateway 
to counselling, physiotherapy 
and other members of the 
multidisciplinary team. Access to 
specialist rehabilitation and neuro-
physiotherapists following a 

[Insert pictu
and Ruth 1]
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relapse is essential if people with 
MS are to return to their normal 
activities quickly and minimise 
their time in hospital. However, 
these vital services are not 
available to everyone who needs 
help. For example, there are only 
around 220 MS nurses in the UK 
– less than one nurse for every 
400 patients.

All people with MS should have 
access to high quality person-
centred palliative and end of life 
care if and when it is needed. It 
is therefore vital that national end 
of life care strategies become a 
priority of professionals, service 
providers, commissioners and 
policy makers across the UK. 

Our stories – 
getting vital 
support 
MS Society Ealing and District 
Branch Committee member 
Judy Veasey says her MS nurse 
is vital in helping her to receive 
the very best MS care.  She 
adds:

“If I have symptoms that might 
indicate an MS relapse, or could 
be due to some other health 
problem, my MS nurse will 
answer my query on the phone 
or recommend a course of 
action. She might arrange to see 
me in person, or, if she feels it is 
urgent, she will quickly arrange 
for me to see a consultant. 
It is really important with an 
unpredictable condition like MS 
to have the comfort of knowing 
that an experienced MS 
professional is readily available 
at the end of a phone.”

ure of Penny 

WE CALL on the Government to ensure that every person 
with MS has access to the drugs they need, free of charge.

WE CALL on the Government to ensure that clinical 
guidelines for MS are updated regularly to refl ect changes in the 
evidence base for world-class MS care and treatment, and fully 
implemented.

WE CALL on the Government to ensure that health systems 
across the UK endorse the role of MS specialists and ensure 
equality of access to specialist rehabilitation for people with MS.

WE CALL on the Government to implement strategies to 
ensure that high quality, person-centred palliative and end of life 
care is available to all people with MS whenever it is needed.

situation. Their campaign 
was successful and Tysabri is 
now prescribed in Wakefi eld.

“It followed that there must 
be many other patients 
around Wakefi eld who were 
eligible for the treatment, 
and who were being denied 
it because the PCT was not 
working to NICE guidelines. 
All MS patients are now 
being reviewed to see 
whether they should be 
offered the drug and I expect 
the list of those who meet the 
criteria to grow.”
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Independence
People with MS have the right to take control of their lives as 
full citizens. Independent living is about self-determination, 
equal opportunities and self-respect. Radical changes are 
needed to the current system to realise this vision by providing 
high quality care, support and equipment.
 

Personalised care 
and support
The Government has an 
immediate responsibility to 
address the lack of funding 
and huge inequalities in care 
and support services. Ensuring 
everyone receives the vital 
support they need can only be 
done with a radical reform of the 
system – only then can people 
with MS achieve the independent 
lives they are entitled to. 

Any future social care system 
must mean an end to the 
postcode lottery of services, 
ensure portability and consistency 
of needs assessments, provide 
high quality information, advice, 
advocacy and brokerage for all 
who need it, and provide fl exible, 
responsive and personalised care 
and support.

Personalisation offers a real 
opportunity for people with MS 
to control the services they 
receive according to their needs. 
Extending this fl exibility to many 
areas of disabled people’s 
lives, from social care to health 
care and housing services, is a 
welcome step. It is essential that 

high quality advice, information, 
advocacy and brokerage services 
are available to support people to 
make the best use of their funds, 
and to take on all of the additional 
responsibilities of managing their 
own care.

Our stories – 
the best care 
for us
John and Elaine Cotterill were 
involved in a personalisation 
pilot in St Helens which gave 
John a budget to spend on his 
social care. Elaine told us:

“No one knows your situation 
better than you, and no one 
knows what it is like to be 
in your shoes. On direct 
payments, each month we had 
to make sure John received his 
assessed care hours, when in 
fact sometimes he didn’t need 
all of them. It would have been 
good if we could have banked 
those hours for when they were 
needed. Now, with his Individual 
Budget, we have the freedom 
and fl exibility to do exactly that. 
We are in control, dictating what 
support we need and when. 
Now, although scared of a future 
that we cannot control, we are 
in control of those things that 
matter to us on a daily basis, 
helping us to make sure we get 
the most out of each day.”
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Enabling equipment 
and wheelchairs
Wheelchairs can be an essential 
part of maintaining a person’s 
independence. However, some 
people with MS have been forced 
to wait several years for a suitable 
wheelchair. 

Community equipment, from 
simple aids to daily living such as 
walking frames, utensils and grab 
rails in the home, to more complex 
equipment such as beds, hoists 
and specialist equipment, can 
have a major impact on a person’s 
quality of life and independence. 
But despite their importance, 
many people with MS face lengthy 
waiting times for the simple 
equipment and adaptations they 
need to live their lives. 

Functional Electrical 
Stimulation (FES) was 
recommended by NICE in 
January 2009 as a safe and 
effective treatment for drop foot, 
a common symptom for people 
with MS. It helps prevents falls, 
reducing costs to the NHS in 
A&E admissions. FES can mean 
the difference between staying 
independent and mobile and 
requiring a wheelchair. Despite 
NICE approval, many people with 
MS struggle to get NHS funding 
for the device.

Our stories – 
a prisoner in 
my own home
Huw Edwards from Ceredigion 
in West Wales has been waiting 
for an electric wheelchair for over 
two and a half years. The local 
wheelchair service was only able 
to arrange for an environmental 
assessment of his home two 
years into the wait and he has 
been given little indication when 
his wheelchair will arrive. Huw 
is in his late 30s and is living 
with secondary progressive MS. 
Without a specialist wheelchair 
he feels like a prisoner in his own 
home.

WE CALL on the Government to make reform of the social 
care system a priority to ensure that people have equal access 
to high quality, responsive, personalised care and support when 
they need it, wherever they live.

WE CALL on the Government to take immediate steps to 
ensure that wheelchairs are provided quickly and effi ciently to 
all those who need them across the UK. 

WE CALL on the Government to ensure that people with MS 
across the UK have timely and responsive access to community 
equipment and assistive technology, like FES, enabling them to 
stay mobile and independent for longer.

Our stories – 
campaigning 
for treatment
In 2009, Cliff Hewison from 
Hounslow successfully 
campaigned for funding 
for FES from his local 
PCT. Although FES is not 
suitable for everyone with 
MS, Cliff has secondary 
progressive MS and 
accessing FES means the 
difference between being 
able to continue walking and 
needing a wheelchair. Cliff 
says:

“FES improved my walking 
ability by an incredible 88 
per cent. I refused to give up 
with my campaign. Whatever 
hoops they put in your way, 
you have to jump through 
them, and you can’t take no 
for an answer.”
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means that many people with MS 
are disadvantaged by the current 
assessment process and left 
without the support they need.

Support for carers
Friends and family members 
should not be expected to 
compromise their own full and 
active lives because they have 
chosen to support someone. 
The unpredictable, often 
progressive, and incurable nature 
of MS means that the diffi culties 
faced by carers are particularly 
signifi cant. Family members 
and carers should be treated as 
experts and care partners. Carers 
need a better understanding of 
their own rights, and support for 
their own needs, including access 
to respite care.

Support in and 
out of work
The link between work and 
wellbeing is well accepted. 
Supporting people with MS to 
remain in work is also benefi cial 
for employers and the economy. 
All too often people with MS end 
their working life prematurely. 
The MS Society urges the 
Government to continue its 
work to improve the support 
and information available for 
employees and employers to 
encourage early intervention to 
avoid people falling out of work 
and to help those who do leave 
back into work where possible.

The Government is undertaking 
major reform of the welfare 
system. Employment and Support 
Allowance (ESA) was introduced 
in October 2008, replacing 
Incapacity Benefi t. The aim of 
ESA is to encourage claimants off 
benefi ts and into work. However, 
the fl uctuating nature of MS 

Support
The average age of diagnosis for MS 
is between 20 and 40 years – at a time 
when many people are at a key stage 
of their working and family lives. One of 
the most essential ways we can support 
people with MS and their carers is to help 
them remain in or gain employment – or 
to give them the welfare support they 
need when work is no longer possible. 

“I would like a care service 
to help hard working 
families who have a 
member of the family who 
has MS, to give help and 
support regardless of 
what the person working 
gets as a salary, as this 
is generally not enough 
for a family to survive on. 
Currently the benefi ts 
system does not help 
those people who work 
hard and provide for their 
families.”
Response to MS Society 
‘Big Care Survey’, 2008
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Fiona McGuinness, an ESA 
applicant with MS, told us:
“I found the assessment 
completely unsuited to my 
condition and it took no account 
of the ‘hidden’ symptoms of 
MS: fatigue, balance, loss of fi ne 
motor functions, bladder and 
bowel management problems 
which frequently prevent me 
from leaving home, cognition 
problems that worsen as the 
day advances, and depression. 
I was not sent a copy of the 
report and only had sight of it 
when I contacted the DWP. I 
was insulted and wounded by 
the opinion expressed that ‘with 
time and appropriate treatment’ 
my condition could improve 
and I could return to work in 18 
months”.  

a full life!

I have a 

right to...

WE CALL on the Government to ensure that appropriate 
support and information is provided for employees and 
employers to help people with long-term conditions like MS to 
remain in or return to work.

WE CALL on the Government to take immediate steps to 
improve benefi ts assessment processes to ensure that people 
with MS can access appropriate welfare support wherever they 
live in the UK.

WE CALL on the Government to fully implement strategies to 
ensure that carers feel supported and valued, and have a high 
quality of life.
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People with MS deserve the right to a full life, but this means that 
further improvements are needed in the following areas:

1.  Healthcare: quality and specialist healthcare throughout life 
including access to the right drugs and treatments.

2.  Independence: personalised care and support, and wheelchairs 
and enabling equipment.

3. Support: support in and out of work, and support for carers.

Continued improvements will require strong national leadership by 
the UK Government and in the governments in Scotland, Wales and 
Northern Ireland.

The MS Society recognises that many of the systems for providing 
care and support differ across the four nations. However, we believe 
that people with MS are entitled to the same standard of care and 
support, the same level of independence and the same quality of 
life regardless of where they live in the UK. The MS Society teams in 
England, Scotland, Wales and Northern Ireland are working with their 
governments, to achieve this vision across the UK.

Conclusion
The MS Society remains committed 
to working with government and 
policy makers to ensure that the calls 
contained within this Manifesto are 
acted upon. 
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Support the 
MS Society 
Manifesto
It doesn’t matter who you are or what your interest may be in MS – 
we can all do something to support the MS Society Manifesto.

  For more information about how you can support the MS 
Society Manifesto visit: www.mssociety.org.uk/manifesto 

  Find out how the MS Society is working to support the 
goals in this Manifesto, both nationally and locally by signing 
up to the Campaigns Network at: www.mssociety.org.uk/
campaignsnetwork.

  Talk to us about what the MS Society Manifesto means to 
you. Get in touch by e-mail: campaigns@mssociety.org.uk 
or telephone: 020 8430 0700.

Thank you for your support.

About the MS Society
The MS Society is the UK’s largest 
charity for people living with MS, 
with 40,000 members, over 320 
local branches, four respite care 
centres and a 10 bed residential unit 
for people aged 20 to 60, focused 
on independent living. We provide 
grants to individuals, for home 
adaptations for example, and to 
public sector organisations to co-
fund specialist nursing posts. The 
MS Society is the UK’s largest funder 
of research into MS.

www.mssociety.org.uk 
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MS Society
MS National Centre
372 Edgware Road
London NW2 6ND
T: 020 8438 0700

MS Society Scotland
Ratho Park
88 Glasgow Road
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T: 0131 335 4050
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T: 029 2078 6676

MS Society Northern Ireland
The Resource Centre
34 Annadale Avenue
Belfast BT7 3JJ
T: 028 9080 2802
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