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The Multiple Sclerosis 
Society
More than 100,000 people live with multiple 
sclerosis in the UK. Every one of them shares 
the uncertainty of life with MS. 

We’re funding research and fighting for better 
treatment and care to help people with MS 
take control of their lives. 

With your support, we will beat MS. 

How to order information resources
All our information resources are free to download  
or order. 

Download from www.msscociety.org.uk 

Download or order from our shop:
• Online - visit http://shop.mssociety.org.uk

• Phone - 0300 1000 801

• Post - contact us to request a printed order form 

Any questions, contact us at: 
shop@msscociety.org.uk

020 8438 0999
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Our information resources are free of charge but if you 
would like to help cover the cost, which will help towards 
our essential work, please call 0800 100 133 to make a 
donation. Anything you can give will be greatly appreciated: 
www.mssociety.org.uk/donate
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About our information
All our information resources are 
evidence-based and written in plain 
English. We review printed booklets at 
least every three years. We are a certified 
member of the Information Standard, 
a quality assurance standard established by NHS England to 
improve the quality of health and social care information.
As information can change rapidly, do also visit our website, 
which we update frequently: www.mssociety.org.uk or contact  
our Freephone Helpline 0808 800 8000.

Members’ magazines
Keep up-to-date with MS and the work of the MS Society  
through MS Matters and Research Matters. To find out more,  
call 020 8438 0759 or email membership@mssociety.org.uk

Information for branches
Visit our dedicated volunteer website for guidance on how to 
make information available to people affected by MS and the 
latest list of key publications: volunteers.mssociety.org.uk

Resources for professionals
Visit the professionals area of our website for information about 
how we can support you, and how to order publications for 
people affected by MS.

Grants for information providers
The MS Society offers grants of up to £1,000 to assist in setting 
up information points in places where people with MS are 
formally seen by health and social care professionals. Contact 
the Local Information Services Coordinator – call 020 8438 
0705 or email infocentrescoord@mssociety.org.uk
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Alternative formats
All our information resources are free of charge. See inside 
cover for details of how to download or order.
Contact us if you would like a printed copy of any of our 
download only resources, or any of these versions:

Audio CDs
Audio CD versions of some of our booklets are available to 
order or to listen to on our website. See individual entries.

Large print
We can also send you large print versions of our printed 
resources – or Word files for screen readers.

Other languages
Information about MS is available in the following languages:

Romana

Soomali 

Espanol

Cymraeg  

(Arabic) (Russian)

(Romanian)

(Somali)

(Spanish)

(Turkish)

(Welsh)

(Bengali)

(Farsi)

(Gujarati)

(Hindi)

(Polish)Polski  

(Punjabi)
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What is MS?
A5 booklet Ref: GI02
Print - English and Welsh
Download – English, Welsh 
and other languages
Audio versions – English and 
other languages

Multiple Sclerosis
A5 booklet Ref: GI06
This very short introduction 
is in English and a number of 
other languages
Download only

Genes and MS
A4 factsheet Ref: FS02
Download only

Have I Got MS?  
And why is it taking  
so long to find out
A4 factsheet Ref: FS03
Download only

Just diagnosed – an 
introduction to MS
A5 booklet Ref: GI01
Print - English and Welsh
Download – English, Welsh 
and other languages
Audio version – English only

Progressive MS 
A5 booklet Ref: BK07

About MS
General introductions to MS and to the different 
types, including factsheets on the process of 
diagnosis and ‘limboland’.

A1   

Contents
Why does diagnosis take so long? 

01
What are the early symptoms of MS? 01

Who should you see to get a diagnosis? 02
How is MS diagnosed? 

03
What types of MS are there? 

04
What can I do?  

06

I  t can be worrying not to know for sure   

 whether MS is the cause of your symptoms.  

 MS can take time to diagnose because there  

are often other things that have to be ruled   

out first.
Here we explain how MS is diagnosed and why it 

can be a lengthy process. We hope it will help you 

talk to doctors with confidence and understand 

what is happening. The resource also looks at your rights to support 

and how to cope with symptoms, even if you do not 

have a definite diagnosis. Remember, you can always call the free MS  

Society helpline on 0808 800 8000 if you have  

any questions or just want to talk to someone  

in confidence. 
You can also connect with other people going 

through the same experience on the MS Society 

forums.  
mssociety.org.uk/forum

Why does diagnosis take so long? MS is a neurological condition that affects the 

body’s brain and spinal cord (the central nervous 

system). MS is a very individual condition and no 

two people are affected in the same way. 
The symptoms you have will depend on which part 

of your brain and spinal cord are affected. Not only 

does everyone have different symptoms, but over 

time the symptoms someone has can also change.

This makes it difficult for your doctor to spot, as they 

first have to identify that your symptoms might be 

caused by MS. 
They then have to refer you to a specialist who 

will give you a number of tests to make sure the 

symptoms are not caused by something else. 
Being referred to a specialist and having tests  

done to confirm this suspicion can take time.
Some people call this period of waiting for a 

diagnosis ‘Limboland’. It is normal to find this  

period frustrating and upsetting.  But getting the right diagnosis, even if that takes 

time, means you’ll receive the best possible 

treatment.

Have I got MS?  And why is it taking so long to find out? 

“I know that diagnosing MS has become more 

complex as they have to rule out more things – 

but that’s not a bad thing. I would rather get a 

correct diagnosis, because then you can move 
forward.” Anna
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Fatigue
A4 booklet Ref: ES14
Audio version available

Managing a relapse
A5 booklet Ref: BK05 
Audio version available

Balance and MS
A4 booklet Ref: ES26

Managing bladder 
problems
A4 booklet Ref: ES07

Managing the  
bowel in MS
A4 booklet Ref: ES25

Anger, laughter and 
tears: Understanding 
emotional outbursts  
A4 factsheet Ref: FS01 
Download only

Hearing problems 
A4 factsheet Ref: FS05 
Download only

Hot and cold
A4 factsheet Ref: XFS10
Download only

Memory and thinking
A4 booklet Ref: ES02

Managing MS and its 
symptoms
A range of guides looking at relapses and individual 
symptoms, including how they may affect you, and 
what you can do about it. They include information 
about treating individual symptoms, which you can use 
when discussing options with your health care team.
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Muscle spasms  
and stiffness
A4 booklet Ref: ES19
Audio version available

MS and your  
emotions:  
understanding and dealing 
with your feelings
A5 booklet Ref: BK04

Living with the  
effects of MS
A4 booklet Ref: ES28
Download only

Pain and sensory  
symptoms
A4 booklet Ref: ES17
Audio version available

Oral health
A4 factsheet Ref: FS06
Download only

Pressure ulcers
A4 factsheet Ref: FS08
Download only

Sex, intimacy and  
relationships
A4 booklet Ref: ES12
Audio version available

Speech difficulties
A4 booklet Ref: ES23

Swallowing  
difficulties
A4 booklet Ref: ES24

Tremor and MS
A4 booklet Ref: ES04

Vision and MS
A4 booklet (large print)
Ref: ES05
Audio version available

Women’s health
A5 booklet Ref: BK08
Includes information  
about how MS affects  
having a family
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Treatments and therapies
‘Disease modifying drugs’ describes some of the 
treatments available on the NHS for managing relapsing 
remitting MS. But there are other things you can look 
at, for example, diet, exercise and complementary 
therapies. These booklets aim to give you the 
information you need to make your own decisions.

For the latest news on treatments, see our Treat Me 
Right website: www.treatmerightms.org.uk

Disease modifying 
therapies (DMTs)  
for MS
A5 booklet Ref: BK03

Talking about  
treatments: 
Questions to ask  
my MS specialist 
For people with relapsing MS 
Pocket-sized guide Ref: PG01

How to campaign  
for access to MS 
medicines 
Four separate guides, for
England, Scotland, Wales and
Northern Ireland
All download only from  
www.treatmerightms.org.uk

Diet and nutrition
A5 booklet Ref: BK09 
Audio version available 

Exercise and  
physiotherapy
A4 booklet Ref: ES21
Audio version available

For people with relapsing MS 

Talking about treatments
Questions to askmy MS specialist 

Who can I turn to for support?

• A local MS nurse (if there is one), especially 

if you need support taking a DMT

• Your GP• The MS Society Helpline 0808 800 8000 

Monday to Friday 9am-9pm 
 Ask questions, get support and 

information or just talk about how 

treatment and DMTs make you feel. 

Or email helpline@mssociety.org.uk

• www.mssociety.org.uk/earlytreatment 

Here you’ll fi nd more about treatment, our 

new DMT booklet, factsheets about each 

drug and frequently asked questions. Our 

website also has support and information 

for you if you have progressive MS.

• http://mstrust.org.uk/ms-decisions 

This online tool from the MS Trust can 

help you learn about DMTs, weigh up 

your treatment options, get more from 

your discussions with your MS team 

and make the choice that works for you.

Things are changing 
We’re learning more about how multiple 

sclerosis (MS) affects people’s bodies 

and the difference treatment can make. 

Drugs for relapsing types of MS are 

developing all the time. So next time 

you see your specialist you might have 

questions. This checklist can help 

you get answers. 

No matter what type of MS you 

have, offi cial guidelines now say 

you should have a review with an 

MS specialist at least once a year.

So what’s new?If you have relapsing MS we can see 

from MRI scans that it could be damaging 

your body even when you’re not having 

a relapse. But starting treatment – 

a ‘disease modifying therapy’ (DMT) – 

gives you a chance to slow down this 

damage.
Studies show that if you have relapsing 

MS and start a DMT soon after being 

diagnosed you could be less likely to 

see your disability get worse or to have 

more relapses. Starting a DMT later than 

that can still have benefi ts but it won’t 

get rid of any disability you already have. 

And unfortunately DMTs can’t help 

people whose MS doesn’t have 
relapses.   

For people with relapsing MS 
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Short 
breaks guide
A5 booklet Ref: GI26
A guide to short breaks and 
respite for people affected  
by MS 

Motoring with MS 
A4 booklet Ref: NMS03 
Published by Rica

Exercise and  
physiotherapy
A4 booklet Ref: ES21

Exercising 
with MS
With an 
introduction  
by Sally Gunnell 
OBE 
DVD Ref: GI25

Complementary and 
alternative medicine 
A5 booklet Ref:  BK06

Diet and nutrition
A5 booklet Ref: BK09

Exercising with MS
DVD Ref: GI25
With an introduction by Sally 
Gunnell OBE
You can also view this online

Complementary and 
alternative medicine 
A4 booklet Ref: BK06

Living with MS
One of the challenges brought by MS is fitting it in 
to your own lifestyle. These resources offer some 
suggestions of ways to achieve that.

exercising with MS
introduced by sally gunnell OBE

21 stretches and exercises for people with multiple sclerosis

Exercising regularly will help to keep
your body working to its full potential.
Staying as healthy and fit as possible can help you
manage your symptoms and their effects better.

Multiple Sclerosis Society. Registered charity nos 1139257 / SC041990.
Registered as a limited company in England and Wales 07451571.
Sally Gunnell’s involvement in the making of this DVD has been supported by Merck Serono.

“I see people with MS as
having determination. They
want to get on and have a
fulfilled life. I believe doing
these exercises will allow
them to do that.”

- Sally Gunnell OBE

contact us:

Multiple Sclerosis Society
MS National Centre
372 Edgware Road
London NW2 6ND

tel 020 8438 0700
fax 020 8438 0701

freephone helpline:

0808 800 8000
helpline@mssociety.org.uk

online:

www.mssociety.org.uk

For further information, FAQs and to give your feedback, go to:
www.mssociety.org.uk/exercisedvd
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Fasting and MS
A4 factsheet Ref: FS09 
Download only 

Living with the  
effects of MS
A4 booklet Ref: ES28 
Preparing for and managing 
the emotional impact of MS
Download only
–useful if you are going into 
hospital or a care setting

Adaptations and  
your home
A4 booklet Ref: ES27
Download only

Insurance and MS
A4 booklet Ref: ES03
Includes a list of brokers  
who are MS-aware

Women’s health
A5 booklet Ref: BK08
Includes information on how 
MS affects having a family 

Personal details card
Ref: LF01 
A5 leaflet to fill in with details 
of your symptoms and needs 

MS assistance card
Ref: CC02
A credit card-sized card which 
explains you need different 
types of assistance 

MS and your  
emotions:  
understanding and dealing 
with your feelings
A5 booklet Ref: BK04

Can’t wait / Help card
Ref: CC01
A credit card-sized card which 
explains in four languages 
that you have MS and need 
the toilet or some help

Posture and  
movement 1 –  
an introduction
A4 factsheet Ref: XFS19
Download only

Posture and  
movement 2 –  
moving well with MS 
A4 factsheet Ref: XFS17
Information for people with 
MS and their carers
Download only
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Families and carers
MS affects everyone connected to it. These resources 
look at how MS can affect families and friends and what 
you can do to tackle the issues it raises.

Short breaks guide
A5 booklet Ref: GI26
A guide to short breaks and 
respite for people affected  
by MS

Our dad makes  
the best boats
Ref: GI17
Illustrated booklet to read 
with children up to 
the age of 10

Childhood MS – a 
guide for parents
A4 booklet Ref: GI12
Download only

Our mum makes  
the best cakes
Ref: GI18
Illustrated booklet to read 
with children up to 
the age of 10

MS in the family: the 
man’s guide to caring 
for someone with MS
A5 booklet Ref: NMS05
A Haynes owners workshop 
manual, published by the 
Men’s Health Forum

Caring for someone 
with MS
A5 booklet Ref: GI08
This booklet is download only 
and will be replaced by new 
resources in 2015
Download only
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Education for  
children affected  
by MS
A4 factsheet Ref: XFS13
Download only

Education for  
children with MS in 
Scotland 
A4 factsheet Ref: XFS13/S
Download only

Work and MS: 
an employee’s guide
A5 booklet Ref: BK01

MS in the workplace: 
an employer’s guide
An employers guide
A5 booklet Ref: BK02 

Benefits and MS
A4 booklet Ref: ES09
A general guide to the 
benefits available for people 
with MS
 
 

Work, money and driving
Supporting yourself through work can become more of a 
struggle when you have MS, and money may be more of 
a worry. These booklets explain your rights at work, how 
to get financial support when things get difficult, and 
other practical matters.

MS in the workplace:
an employer’s guide
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Claiming Disability 
Living Allowance 
A4 booklet Ref: BK10
Guide to DLA for those of 
working age in Northern 
Ireland. If you live in England, 
Scotland or Wales, see our 
guide to claiming PIP.
Download only

Claiming Personal  
Independence  
Payment (PIP)
A4 booklet Ref: BK11
This booklet includes a 
question-by-question 
guide and a list of the DWP 
descriptors

Moving from DLA  
to PIP 
A4 factsheet Ref: ES30/FS 
This factsheet is for people 
who are already on DLA and 
want to know more about 
the changeover to Personal 
Independence Payment (PIP).

Claiming Employment 
and Support  
Allowance (ESA)
A4 booklet Ref: BK12
This booklet includes a 
question-by-question 
guide and a list of the DWP 
descriptors

Grants from the  
MS Society
A5 leaflet Ref: LF10

Motoring with MS 
A4 booklet Ref: NMS03 
Published by Rica

Insurance and MS
A4 booklet Ref: ES03
Includes a list of brokers who 
are MS-aware



shop@mssociety.org.uk  Tel: 020 8438 0999 14    

Support
Successfully managing MS often involves knowing 
how to access support from different agencies as well 
as your own personal networks. These guides have 
information on how to go about it.

Support and planning 
ahead – for people 
severely affected  
by MS
A4 booklet Ref: ES16
Download only

Getting the best  
from social care  
services 
A4 booklet Ref: ES08
Covers England and  
Northern Ireland

Getting the best  
from social work  
in Scotland 
A4 booklet Ref: ES08/S

Grants from the  
MS Society
A5 leaflet Ref: LF10

Getting the best from 
social care services 
in Wales
A4 booklet Ref: ES08/W

Residential care  
and your options
A4 booklet Ref: ES20
Download only

Adaptations and  
your home
A4 booklet Ref: ES27
Download only

Supported short 
breaks
A5 leaflet Ref: LF19
Short breaks support offered 
by MS Society partner 
organisations 
 



Conact us
MS National Centre
372 Edgware Road
London NW2 6ND
Telephone 020 8438 0700
info@mssociety.org.uk

MS Society Scotland
National Office
Ratho Park
88 Glasgow Road
Ratho Stations
Newbridge EH28 8PP
Telephone 0131 335 4050
msscotland@mssociety.org.uk

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

MS Society Cymru
Temple Court
Cathedral Road
Cardiff CF11 9HA
mscymru@mssociety.org.uk

MS Helpline 
Freephone 0808 800 8000
(weekdays 9am-9pm)
helpline@mssociety.org.uk

Online
www.mssociety.org.uk
www.facebook.com/MSSociety
twitter.com/mssocietyuk

October 2015 edition
GI05/1015

Multiple Sclerosis Society
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