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INTRO INTRO

 WELCOME TO THE latest edition of Research Matters - the fi rst one in 
the MS Society's new brand and style. We hope that this will make for 
an engaging and refreshing read, keeping you up to date about the 
latest advances in MS research. 

In this edition, we’ve focused on the invisible symptoms of MS, in the hope that more 
people will feel comfortable talking about them. The topic was suggested by our 
community, and we’d love to hear what you’d like to read about in future issues. 
As well as exploring the science behind these hidden symptoms, we’ve packed the 
magazine with interviews, personal accounts, and expert opinions on managing  the 
invisible side of MS. Throughout the pages, you'll also fi nd the voices of people who 
attended MS Life in London last September.
Finally, take a look at the fabulous artwork, depicting the invisible symptoms of MS, 
drawn for us by Scriberia at MS Life 2016, on pages 24 and 25. Sometimes, a picture 
really is worth a thousand words. 
The variety of voices and experiences featured here highlight just how individual MS 
is - the condition is uniquely variable both day to day and person to person. We hope 
after reading about the progress being made in research you’ll feel that, whatever 
your invisible symptoms, breakthroughs are happening that will help you manage 
the condition and take greater control. 
If you'd like to talk to someone in confi dence about your symptoms, or any other 
aspect of life with MS, remember the MS Society Helpline is there to listen. You can 
call for free on 0808 800 8000.
For more about the latest in MS research, visit our website at mssociety.org.uk/
research. Do also let us know your thoughts on our approach to Research Matters – 
it’s there for you. Our contact details can be found on the back cover of the magazine.
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You can read more about ideas for sharing your experiences of living 
with MS on pages 24 and 25.

The variability of MS is shown by the 
wide range of symptoms you may 

experience. 

THE INVISIBLE 
SYMPTOMS 

OF MS 

Tiredness/
fatigue

Weakness

Bladder 
problems

Sensory 
loss

Altered 
sensation

Pins and 
needles

Muscle 
pain

Depression

Trigeminal neuralgia 
(severe facial/jaw pain)

 ‘I have left side 
weakness, as if I’ve 
had a stroke’

‘I have no sensation 
in my feet or hands 
– no feeling, but
always cold feet’

‘This MS monster 
hurts the carer 
because we can't 
make it better’

‘Loss of sensation = 
loss of libido’

‘I feel as though I’m 
walking on a bed of 
nails with barbed 
wire wrapped 
around my legs 
while pulling an 
elephant along!’

‘There’s the fear of 
the unknown’ 

The results are taken from a survey carried out by the 
join UK MS Register, asking people with MS what symptoms they 

have experienced. The Register is helping revolutionise our 
understanding of living with MS in the UK. If you would like to find out more, 
please visit: www.ukmsregister.org

‘It's like someone 
filled my legs with 

sand overnight’

 ‘Going to the loo 
repeatedly with no 

results’

‘I keep dropping the 
ball whilst playing 

rugby. My team 
mates hate me!’

‘I have feet of 
flames!’

Quotes from

Sexual problems

Invisible symptoms Invisible symptoms

15%

68%

55%

55%

60%

88%

78%

38%

58%

34%

Quotes from

www.ukmsregister.org


CAROLINE HOWLETT 
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have been more successful than 
others. I’ve had some luck with 
Prozac, which helps me manage 
both my mood and fatigue.

Practicing mindfulness has also 
helped. It’s given me some useful 
tools to help live more in the 
‘present’ and not stress about 
things that you can’t control.  
I’ve learned to slow down and  
enjoy the small details of life,  
like watching the bees work in  
the garden. 

I suppose I’m ‘lucky’ to have  
had a gradual increase in disability  
since diagnosis. I feel that, by  
pacing myself, I’ve not had the 
‘boom and bust’ pattern of relapses 
that many people experience. 

But some great personal  
sacrifices have had to be made.  
This invisible symptom can be the 
most unkind one.’ 

Unravelling what causes  
fatigue
Professor John Saxton previously 
uncovered the benefits of aerobic 
exercise for managing MS fatigue. 
He is now investigating whether 
strength-training exercise could 
also be effective. At the same time, 
the team, based at Northumbria 
University, will look to see if there’s  
a difference in how messages to 
muscles are sent along the nerve in 
people who have fatigue as part of 
their MS, compared with those who 
don’t. This could help improve our 
understanding of fatigue, and lead 
to better treatments.

It’s one of the most commonly reported symptoms of MS and 
can turn lives upside down. We take a look at the causes of 

fatigue, and what’s being done to tackle it.

FIGHTING FATIGUE
MANAGEMENT

FATIGUEFATIGUE

Tired of fatigue
Research Network member 
Caroline Howlett talks about 

living with fatigue.

What are we doing about fatigue?
Finding effective ways to manage fatigue is one of our top 

research priorities. Here are just three of the projects we are 
funding to help us achieve this. 

Fighting fatigue with dark hot 
chocolate
Researchers in Oxford are studying 
the fatigue-fighting abilities of 
flavonoid-rich dark hot chocolate. 

Flavonoids are thought to help 
reduce inflammation and damage 
caused by harmful molecules 
produced in MS. They work by 
targeting the same molecules in the 
brain as some of the treatments 
currently used to manage fatigue, 
giving hope that these chocolatey 
compounds could be a promising 
alternative.

Professor Helen Dawes and her 
team are testing this in a study 
involving 40 people with MS. Half will 
drink flavonoid-rich hot chocolate for 
six weeks and the other half a 
low-flavonoid alternative, before the 
effects on fatigue are assessed. 

Results are due in 2018 – chocolate 
lovers, keep an eye on our website for 
updates!

Coming together to tackle fatigue
Many interventions claim to help 
manage fatigue, but, as yet, there are 
no clear recommendations of which 
intervention is the most effective.

To address this, we brought 
together researchers, people living 
with MS, and health care 
professionals to form the UK MS 
Clinical Trials Network fatigue working 
group. Their task is to identify what 
research is needed to find the most 
effective therapy for fatigue. But to 
begin with, it’s important for us to 
analyse what’s already been done. 
That’s why we commissioned 
Professor Rona Moss-Morris, a 
leading MS researcher, to provide an 
overview of what’s already known 
about managing MS fatigue. 

We hope the results will help inform 
future clinical trials to find the best 
fatigue management strategies for 
people with MS. 

Read more about 
Rona’s work on 
fatigue 

management on pages 8-9.

 ‘Flavonoids are 
 thought to help reduce 
 inflammation’ 

 CAN STRENGTH-TRAINING  
 HELP WITH FATIGUE? 

2016

‘My legs  
feel like they are 

stuck in concrete’
Quotes from

read

‘IT’S 8AM AND my body feels like 
it’s made of lead. I wasn’t out 
partying last night. To the contrary, 
I was in bed by 10.30pm. 

However, last week I’d enjoyed an 
overnight trip to London and I 
hadn’t got away with it as hoped.

But it was worth it. Accepting  
this trade-off has been a difficult 
concept to master. The fear of 
overdoing it and falling over a cliff 
into a relapse used to leave me sick 
with anxiety. 

I’ve now learnt to plan what I’m 
doing, pacing myself within my 
known boundaries. One event  
per ‘normal’ day is what I can  
safely manage without suffering  
too many consequences.  
And then occasionally a trip  
to London beckons… 

I’ve tried various medications 
to help with fatigue - some  

 IT’S NOT JUST an ordinary tiredness after a 
hard day at work and can’t be fixed by ‘a 
good night’s sleep’, so what actually causes 
fatigue in MS?

Two types
There are two recognised types of fatigue in MS: 
primary and secondary. Primary fatigue is the 
direct result of damage to the central nervous 
system, like the damage to myelin or 

inflammation. Secondary fatigue is related to 
the other symptoms of MS, such as the side 
effects of drugs or disturbances to your sleep 
patterns.

Management 
Research is making progress to help people 
manage their fatigue. This includes 
understanding more about the causes of the 
symptom, and finding ways to reduce its impact.



 RONA AND SUSAN DISCUSS  
 ALL THINGS FATIGUE 

 PROFESSOR RONA MOSS-MORRIS  
 FROM KING’S COLLEGE LONDON 
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its impact on daily life.
To do this, we are currently 

researching the benefits of 
cognitive behavioural therapy, 
or CBT. 

I’ve read about CBT, but must 
confess I don’t fully understand 
what it is!
CBT often seems quite mysterious, 
but it’s basically a programme of 
guided discovery. You collaborate 
with a psychologist to identify 
issues and what thoughts might  
be behind them, and then decide 
together what actions you could 
take to tackle them.

How does CBT work for fatigue?
Everyone’s experience of fatigue is 
different, but there are common 
thought patterns that can be 
unhelpful. Some people set 
themselves unrealistic 
expectations and then collapse 
when they do too much – a  
‘boom or bust’ attitude. Others  
can become overwhelmed by  

Susan Scott, a member of our Research Network, 
met health psychologist Professor Rona                 

Moss-Morris to find out more about managing 
MS fatigue.

MEET THE EXPERT
MANAGEMENT

their fatigue, becoming fearful 
of doing anything that might 
exhaust them.

CBT works by helping people 
challenge these thoughts and 
behaviours. It’s the first step to  
them taking control of their 
fatigue, and reducing the impact it 
has on their lives. 

How effective is it for people 
with MS?
We carried out a trial in people 
with MS-related fatigue. One 
group had eight weekly sessions  
of CBT, compared with those who 
did relaxation therapy instead.  
We found that both therapies  
were able to reduce the severity 
and impact of fatigue, but this 
effect was greater with CBT.

To see if we could make CBT 
more convenient and accessible, 
the MS Society funded a small 
follow up study, called Invigor8.  
In this trial, people with MS 
received CBT sessions over the 
internet with support over the 
phone. The CBT was effective  
and we hope to be able to  
expand on these results soon.

Sounds good! Is CBT available for 
people with MS?
It’s not currently widely available. 
We’re trying to change this by 
collecting enough evidence to show 
that CBT is part of a cost-effective 
way to help people with MS manage 
their fatigue. If we can do this, we’ll be 
one step closer to getting the 
treatment available on the NHS.

Are there any other tools 
available to help manage fatigue?
It can be helpful to learn how to do 
things in an energy-efficient way, 
such as planning your week to make 
sure you’re not ‘overdoing it’. Using 
CBT, energy efficiency, and other 
management techniques, such as 
exercise, we hope to help people 
increase the size of their ‘energy 
budget’ so that they can achieve 
more in their day. 

when you have an infection, such 
as the flu. They can make you want 
to rest up when ill, giving your 
body time to recover.

The second type of fatigue, from 
a psychological standpoint, is more 
chronic, lingering on after the 
immune attack is over. It’s natural 
to want to keep resting during this 
phase, but that could make the 
symptom worse. For example, 
frequent napping during the day 
could upset your natural sleep/
wake rhythm, leading to a cycle  
of tiredness.

It’s during this chronic phase  
that we’ve found you can really 
make a difference by consciously 
managing your symptoms. For 
example, exercise might be the 
last thing you want to do, but 
studies have found that for some 
people it can really help with 
fatigue. 

Can you tell us more about your 
research?
As a psychologist I look at the 
relationship between behaviour 
and fatigue. My focus is on 
handling fatigue and minimising 

FATIGUE

‘It’s sheer 
exhaustion’

We funded the development of FACETS, a fatigue management 
programme that uses energy effectiveness techniques and 
cognitive behavioural strategies. FACETS is now being delivered 

by health care professionals across the UK. For more information, ask your 
MS Nurse or your local MS Society group: mssociety.org.uk/near-me

I suppose the first question is 
– what causes fatigue in MS?
From a clinical point of view, it’s
quite hard to work out what’s
causing fatigue. The symptoms
don’t always correlate with what’s
seen on MRI scans, or with
measures of disability, like the
Expanded Disability Status Scale
(EDSS). However, there’s a lot of
research going on to try and
understand what’s happening to
cause fatigue.

It can be helpful to think of 
fatigue in two ways. When you 
have a relapse, your body 
produces certain chemicals as part 
of the inflammatory attack. The 
same chemicals are also produced 

‘People say “oh we 
all get tired” – not 

like this you don’t!’

Quotes from

Quotes from talk

www.mssociety.org.uk/near-me
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Living with bladder dysfunction 
Research Network member Patrick Burke talks about his 

experience of incontinence.

Managing incontinence
Incontinence is not something you have to put up with. We’re 
working on ways to help you manage the symptom yourself. 

‘IN 1979 I was 25 years old 
and had an MS relapse. 
My bladder emptied itself 
at work. Embarrassment 
does not begin to describe 
how I felt. 

I was officially 
diagnosed with MS in 1995 
and 10 years later I visited 
a continence nurse. I was 

told about intermittent 
self-catheterisation and it 
changed my life, giving 
me more control over the 
call of nature.  

I’m now looking into 
getting Botox treatment 
for my bladder to try to 
reduce the feeling of 
urgency. 

I’d love to see more 
open conversations about 
bladder issues between 
people with MS and 
health care professionals. 
You don’t need to put up 
with it. Specialist help is 
available, and can be 
accessed through your GP 
or MS nurse.’

AT THE MS SOCIETY, we have a long 
history of investing in bladder and 
bowel research, going back to the 
1960s. Incontinence is a symptom of 
many conditions and there are now 
well established programmes and 
strategies to help people manage it 
better.

Pelvic floor exercises can help by 
improving ability to ‘hold on’, both for 
bladder urges and bowel movements. 
Read about our work to find the best 
way for people to learn these 
techniques on page 12.

Self-catheterisation is currently the 
most effective solution for incomplete 
bladder emptying, but many people 
struggle to adopt it. We funded 
Professor Doreen McClurg at Glasgow 
Caledonian University to investigate 
what motivates people living with MS 
to continue using the technique, and 
what support they need to encourage 

long-term use. 
There are also a number of drug 
treatments that can make an 
overactive bladder less unpredictable. 
If these aren’t helpful, an effective 
treatment using Botox is available. We 
funded some of the earliest Botox 
trials at the National Hospital for 
Neurology and Neurosurgery back in 
2002. These led to larger studies that 
resulted in Botox for the bladder being 
licensed ten years later.

For those who don’t want Botox, 
another option being developed is 
electrical nerve stimulation. This works 
by sending a mild electric current to 
the nerves in the lower back or directly 
to the pelvic muscles.  This can be 
done with a hand held device or 
through an electrode implanted in the 
lower leg. The treatment is designed 
to strengthen the functioning of the 
nerve that controls the bladder. 

Bladder and bowel Bladder and bowel 

Breaking the silence around bladder and bowel problems

TAKING CONTROL 
MANAGEMENT

BOTOX FOR YOUR BLADDER
Injecting botulinum toxin (Botox) 
into the bladder wall can block 
the muscle contractions that 
cause urgency and incontinence.  
The effects can last up to 10 
months. Treatment is carried out 
by a urologist, so you’ll need a 
referral from your GP.

INTERMITTENT SELF-
CATHETERISATION 
Intermittent self-
catheterisation can be used to 
manage incomplete bladder 
emptying, helping to get better 
control over bladder 
symptoms. You insert a 
catheter into the urinary 
opening to drain the bladder. 
When finished, you dispose of 
the catheter. For most people, 
this is done several times a 
day. See your health care 
professional for more 
information.

Starting the conversation
Discussing bowel dysfunction: can research help?

‘Self-catheterisation 
is not painful.  

Do not fear it!’

Quotes from

THOUGH NOT OFTEN discussed, many 
people with MS experience problems with 
bladder or bowel control. Disruption to the 
nerve pathways in the spine can mean the 

muscles in the bladder wall and gut aren’t controlled 
properly, leading to bladder and bowel dysfunction. 

With bladder problems, you may feel that you 
need to go to the toilet often, with little warning, 
leading to incontinence. Some people report that 
when they try to go, not much comes out, but the 

feeling of needing to go doesn’t disappear. 
Constipation is also a common symptom, as the gut 
may take longer to process food waste. This can 
lead to other problems, like leakage following 
straining. Fewer people experience bowel 
incontinence, but it can be very distressing.  

Research to find more effective ways of managing 
the symptoms are ongoing and options are 
improving, from physiotherapy and exercise to  
drug treatments.

BOWEL PROBLEMS EXIST for many 
people with MS, but few studies 
have investigated what it’s like to live 
with these symptoms or how people 
manage them. The MS Society is 
supporting Professor Christine 
Norton, from King’s College London, 
in her investigation into the 
experiences of people living with 
MS-related bowel dysfunction. 

She’s also speaking with carers 
and health professionals who assess 

and support people experiencing 
these problems.

An important finding is that, while 
most people want bowel issues 
addressed in clinics, it’s rarely 
mentioned in consultations. ‘Talking 
about bowel problems doesn’t seem 
to be a top priority in a time-limited 
consultation,’ says Christine. 

It’s hoped that the results of this 
research will help create a 
consensus among patients and 

health care providers about how to 
improve discussions about bowel 
problems and access to treatment.
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THERE IS STRONG evidence that pelvic 
floor exercises can help with both 
bladder and bowel incontinence. 

But these exercises can be difficult 
to learn, even with the help of a 
specialist physiotherapist. 

Dr Nikki Cotterill at the North Bristol 
NHS Trust is running a trial to compare 
the success of group classes with 
self-taught methods for bladder and 
bowel incontinence. 

The OPTIMISE project will see if it’s 
feasible to run a definitive trial to find 
the best way to learn pelvic floor 

exercises. Nikki believes that finding 
the best techniques might involve 
developing individual programmes or 
giving specialist training for someone 
to lead a group, but that no one 
should feel helpless. ‘People don’t just 
have to live with incontinence. There 
are things you can do yourself and 
treatments are available. It’s 
important to speak to your GP or 
nurse to get the help you need.’

Read on the next page how a 
Research Network member helped 
make Nikki’s research a reality. 

Working out  
the pelvic floor

Research Network member, 
Diane Raymond, tells us about her 
experience helping the OPTIMISE 

study come to life.

Getting 
involved  

in research

Bladder and bowel Bladder and bowel 

 ‘I felt my own personal 
 experience made a real 
 difference’ 

‘BACK IN 2013, I had the opportunity 
to support Dr Nikki Cotterill’s study 
(see page 12), looking at pelvic floor 
training for bladder and bowel 
problems in MS. I jumped at the 
chance. 

Having had to cope with such 
problems for many years, I was keen 
to help a study that could make life 
better for people like me. This study 
was comparing self-help with 
supervised help from a 
physiotherapist. I am a huge 
supporter of self-help, although my 
own attempts at pelvic floor exercises 
had not been particularly successful.

By contributing, I felt at last there 
was something positive that could 
come from my experiences of 
regular mad dashes to the toilet, and 
suffering from tiredness having 
woken several times a night to empty 
my bladder!

I was asked to look at and 
comment on patient information 
sheets, making sure they were clear, 
unambiguous, and relevant from the 

perspective of someone with MS. 

Making a difference
I felt my own personal experience made 
a real difference and was pleased to get 
some positive feedback from Nikki. She 
said it always helps to have a fresh pair of 
eyes, and get the perspective of 
someone who actually has the condition 
being discussed.

My experience supporting Nikki has 
encouraged me to get more involved in 
other Research Network projects. I 
thoroughly enjoy this and it keeps me 
thinking, now that my health has pushed 
me to finish work.

I strongly believe that research like this 
can really help to better inform health 
professionals to recommend better 
treatment plans and make MS symptoms 
easier to manage. Who knows, one day I 
could benefit from Nikki’s research!’

For a unique take 
on living with
bladder symptoms, 

check out MS Society 
member Anne Brown’s blog, 
available now on our website: 
mssociety.org.uk/bladder-
bother

A physio’s perspective
Professor Doreen McClurg spoke with us about her work looking 

at ways of managing bowel dysfunction.

OPTIMISE investigates 
whether special exercises can 

help manage incontinence.

‘AS A PHYSIOTHERAPIST, I’ve seen 
how bowel dysfunction can take over 
someone’s life. If they haven’t gone 
to the toilet that day, or if they need 
to take laxatives, they won’t go out 
until the symptom has resolved 
itself.’  

Doreen is currently running a study 
looking at whether abdominal 
massage is effective to relieve 
constipation. Her previous pilot study, 
where people with MS or their carers 
were taught to use this massage 

 DIANE RAYMOND
 ABDOMINAL MASSAGE  
 MAY HELP RELIEVE  
 CONSTIPATION 

 ‘People don’t just 
have to live with  

incontinence’ 

‘Pads are a  
godsend’

Quotes fromtechnique, was encouraging – 
abdominal massage and advice on 
bowel management helped reduce 
constipation over 8 weeks. 

‘It’s hoped this latest study will be 
the definitive trial to see whether this 
self-management technique is 
effective, affordable, and works over 
the long-term.’

Some lifestyle changes can also 
help to control the symptom. ‘Often 
people try and reduce their fluid 
intake to avoid bladder 

problems. This can lead to 
constipation, which can in turn 
aggravate the bladder. We’d always 
encourage people to make sure they 
are drinking enough, but avoid 
caffeine. Exercise can also help 
relieve constipation.’

read

www.mssociety.org.uk/bladder-bother


GETTING THE RIGHT ADVICE
Our research staff, though almost 
certainly geniuses, are not 
medical professionals. This page 
is designed to provide general 
information. If you have specific 
health questions,  please visit 
your health care professional.

 Q Is there any research being 
done on hormonal hot 
flushes, or how 
menopause affects MS?

A The impact of hormonal 
changes on MS is an 

interesting area of research. So far, 
most studies have focused on 
changes that happen during 
puberty and pregnancy. However, in 
recent years researchers have 
looked more closely at the impact 
that menopause can have on MS. 

Women with MS often report a 
worsening of symptoms (especially 
fatigue and bladder symptoms) 
after menopause. In a large study 
published last year, researchers 
found that menopause appears to 
have a small effect on the 
progression of MS, with levels of 
disability increasing slightly faster in 
women who have gone through 
menopause compared with those 
who hadn’t. This could be due to 
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OVER TO YOU OVER TO YOU

You can read more about pain in 
MS on page 18. It might also be 
worth speaking to a health care 
professional about ways to manage 
the sensation. 

 QWhen it comes to heat 
sensitivity, why can I have 
hot baths but I am unable 
to sit in the sun?

AGood question, and one that 
we’re not quite sure about! 

What we know from research so far 
is that myelin damage in MS can 
make nerves more vulnerable to 
changes in temperature. You can 
read more about this on Page 20.

researchers have found is that some 
people with MS need to use more 
force than normal to hold onto 
objects, perhaps because of 
reduced sensation in the fingers, 
which may mean their muscles 
become fatigued faster. 
Physiotherapy or occupational 
therapy, alongside exercises that 
build up hand strength, could help. 
Visit mssociety.org.uk/exercise for 
more on the benefits of exercise in 
MS and what could work for you. 

As with other symptoms, it seems 
that everyone experiences heat 
sensitivity differently. For example, 
others have said that hot baths 
trigger their symptoms. Researchers 
are working hard to understand this 
variability and find ways of 
managing these diverse symptoms. 

 QThe grip in my fingers is 
not very good at all. Is 
there any particular reason 
for this and can anything 

be done to help? 

A Reduced grip strength can be 
a symptom experienced by 

people with MS, making holding 
onto objects difficult. This could be 
due to a number of factors, 
including reduced sensation or 
muscle weakness. One thing that 

changing hormone levels. For 
example, levels of the hormone 
oestradiol, thought to help protect 
nerves from damage, drop after 
menopause. However, more 
research is needed to better 
understand this link.  

 QStanding for more than 
about 30 minutes hurts 
the soles of my feet – it’s 
like a horrible burning 

sensation. Is this related to MS and 
is there anything available to reduce 
the pain?

A You’re by no means alone in 
this. A study found that 40% of 

people with MS reported 
experiencing strange sensations, 
and the most common way the 
sensation was described was 
burning. 

When myelin is damaged in MS, 
messages sent along the nerves can 

become distorted and can ‘short-
circuit’ between nerve fibres. We still 
don’t fully understand why this 
damage causes pain, but it has been 
linked to a number of different 
sensations, including a burning 
feeling. 

These sensations are a type of 
nerve (or neuropathic) pain, 
meaning there are treatments 
available that can help.Finding 
effective treatments to manage 
pain in MS is one of our top ten 
research priorities, so we hope to 
see more progress in this research 
in the coming years. 

‘I get a weird shin  
pain – very acute  

and odd. It goes  
as quickly as  

it comes…’

We put your questions on invisible symptoms 
to our research team…

YOUR QUESTIONS 
ANSWERED

YOUR SOCIETY

Look out for ways to submit your questions 
to future issues of Research Matters via social 
media or our Research Network. 

Quotes fromKeep up to date with all the latest research on our website. 

read We’ve written two special blogs giving more information on 

heat sensitivity in MS and the effect of the menopause. You 
can read them here: mssociety.org.uk/ms-research/research-blog 

join

www.mssociety.org.uk/ms-research/research-blog
www.mssociety.org.uk/exercise
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Cognition Cognition

 AROUND HALF OF all 
people with MS 
experience problems with 
cognitive processes such 

as decision-making, memory, 
or concentration. 

Researchers are working hard to 
understand more about these 
cognitive changes in MS. This 
includes how they relate to the course 
of the condition, and the best ways of 
managing symptoms. 

Link with progression 
Studies have found that early 
cognitive changes in MS could be 
linked to a higher risk of progression. 
In two long-term investigations 
carried out in Italy, people with 
relapsing MS experiencing cognitive 
changes at diagnosis were more likely 
to go on to develop secondary 
progressive MS. Cognitive 

impairment was also linked to 
increased disability progression, as 
measured by the Expanded Disability 
Status Scale (EDSS). 

Early diagnosis
This link with progression highlights 
the importance of diagnosing 
cognitive changes early. Identifying 
who is at higher risk of progression 
could allow people to make more 
informed decisions about treatment 
options and ensure they are receiving 
the most appropriate care.

Read on to see  how researchers 
are working to improve diagnosis and 
screening for cognitive changes.

Quotes from

‘I used to enjoy the 
escape a book gave 

me. Now I can’t 
remember, or focus, 

or concentrate’

A faster route to cognitive diagnosis
We think people should have 
access to the specialist help 
and treatment they need.
In order to achieve this, 
symptoms need to be diagnosed 
quickly and accurately.

Unfortunately, for changes in 
cognition, this often isn’t the case. 
People with MS are still not 
getting effective cognitive 
assessments, despite regulatory 
body NICE recommending annual 
assessments. 

Professor Dawn Langdon at 
Royal Holloway, University of 
London is working to change this. 
She’s spearheaded the 
development of BICAMS, a 
cognitive assessment that can be 
completed in the clinic in 15 

minutes without the need for any 
special equipment. The 
assessment is divided into three 
parts, testing information 
processing speed, verbal memory 
and visual memory. It’s been 
shown to be as effective as the 
traditional 90 minute cognitive 
assessment at diagnosing 
cognitive problems. 

BICAMS is currently being 
validated across the world. If 
successful, it will allow cognitive 
changes to be assessed faster 
and more conveniently. This could 
help people with MS who have 
cognitive problems access the 
appropriate information and 
support they need to better 
manage their condition. 

Mapping the brain
It’s important to accurately 
measure cognitive changes to 
track how well a treatment is 
working.
We are funding Dr Robert 

Dineen’s work on a new way to do 
exactly that. He's developing a 
model of the brain that 
investigates the relationship 
between brain connectivity and 
cognition.

There is a theory that cognitive 
symptoms in MS arise due to 
different brain areas getting 
disconnected from each other 
following damage to myelin and 
lesion formation. 

Using a technique called ‘Graph 
Theory’, the team at the University 
of Nottingham have been able to 
use MRI to model the brain and 

look at the 
connectivity 
between the 
different 
regions. 
From this, 
they can see 
how changes in connectivity 
correlate with changes to 
someone’s cognitive abilities. 

The next step is to see how well 
this model can be used to assess 
the effectiveness of different 
treatments for cognitive problems 
in clinical trials. If successful, it 
could give a more accurate and 
objective way of measuring 
cognitive changes, aiding the 
development and testing of 
future treatments for this 
challenging symptom.

Quotes from

‘Finding that word, 
and looking like an 
idiot while I fi nd 
words around it’

Finding treatments to 
improve cognition is an 

important research goal. 

TACKLING 
COGNITIVE 
CHANGES

SCIENCE

Read about how we 

learn are working to get 

promising 
management programmes 
available in the clinic by visiting 
our website: mssociety.org.uk/
mindthegap

‘My memory is 
letting me down, 

when it was always 
really good. Now 

people’s names are 
an issue’

Quotes from

www.mssociety.org.uk/mindthegap
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‘Psychological 
techniques help 
the pain diminish 
temporarily’

‘Damaged nerve fibres 
can become over-
sensitive’

stimulate the spinal cord has been 
shown to be effective for severe 
central nervous system pain.

MS Society-funded research at the 
University of Glasgow suggests 
neuropathic pain has the biggest 
impact on quality of life. The study 
found that TENS (transcutaneous 
electrical nerve stimulation) 
machines, often used for pain relief 
in childbirth, can be effective in 
treating neuropathic MS pain. 

Musculoskeletal pain
Some of the symptoms of MS can 
result in muscle and joint pain. For 
example, difficulties with muscle 
weakness can lead to muscle 
shortening, which can lead to pain. 

Finding new treatments for 
musculoskeletal pain 
Some musculoskeletal pain may be 
relieved through physiotherapy and 
exercise. Results from our recent 
study, led by Dr Marietta van der 

Linden at Queen Margaret University, 
showed that core stability exercise 
helped reduce musculoskeletal pain 
in some people.

Dealing with pain
Practical techniques to help reduce 
the effect of pain are also being 
developed. These don’t directly 
tackle the causes of pain, but can 
make it easier to live with. 
A project at Guy’s Hospital, 
supported by us, has been 
developing a pain self-management 
programme for people with MS. 
Initial results suggest that it could 
help some people, but is less 
effective for those with complicated 
conditions and severe pain.

It’s important for people living with 
MS not to assume that all pain is due 
to their MS. There could be other 
causes, for which help is available,  
or treatment is needed. 

pain pain

What we know so far

PAIN AND MS
SCIENCE

U P TO THREE quarters of 
people living with MS 
experience pain as one of 
their symptoms. It can 

occur at any time, come from more 
than one source, or result from 
other symptoms, like spasticity  
or fatigue.

Finding the cause is often the first 
step to treating pain. That’s why 
some clinical researchers have 
proposed classifying different MS 
pain according to their biological 
cause, rather than how they are 
experienced. 

Under this classification, there are 
two broad types of pain associated 
with MS:

‘IN SUMMER I suffer from 
the MS Hug. My torso 
muscles contract and it 
feels like someone is 
giving me a strong hug. 
Only that someone is my 

MS and it doesn’t stop. 
I am glad when the 
weather cools and the  
hug stops. 

I also have a lot of  
pain from my leg muscles 
contracting 
uncontrollably. Not gently, 
but like a fist gripped 
tightly. 

Physiotherapy is like 
gold dust or comes at a 
price. More research into 
pain would be invaluable. 

It could make a real impact 
on my quality of life. 

I’m already working hard 
with psychological 
techniques that help the 
pain diminish temporarily. 
It’s amazing how my mind 
and my attitude to my 
pain can have a real effect 
on reducing it.  Though 
some additional alchemy 
to make the pain vanish 
really would be  
wonderful.’ 

Research Network member Alan Taylor tells 
us of his experience of living with MS pain.

Living with pain

Pain can be one of 
the most 
overpowering 

invisible symptoms, at times 
clouding everything you do. 
Have a look on our website for 
more information on 
treatments currently 
available to help manage this 
symptom: mssociety.org.uk/
pain-management

discover

Neuropathic pain
This type of pain is caused by the 
nervous system itself. Damaged 
nerve fibres can become over-
sensitive and cause a range of 
sensations, including the MS Hug.

Although we don’t fully understand 
neuropathic pain, we know that 
fatigue, stress and heat can trigger it 
for some people. 

Finding new treatments for 
neuropathic pain
A number of drugs can be 
prescribed for neuropathic pain, and 
new types of therapies are also 
coming through the pipeline. For 
example, a surgical implant to 

THE MS HUG
When the muscles in between 
your ribs (the intercostal muscles) 
go into spasm, it can feel like a 
tight band around the trunk of 
your body; as though you’re 
wearing a corset. Interestingly, 
some people find that actually 
wearing tight clothes can help, 
perhaps by confusing their body 
into thinking there is a good 
reason for the sensation of being 
squeezed. Despite its name, the 
MS Hug is not unique to MS – it’s 
also experienced by people with 
more rare conditions involving 
inflammation of the central 
nervous system.

www.mssociety.org.uk/pain-management
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‘I KNEW SOMETHING was 
wrong when I went to get out 
of my warm bath and felt 
horribly sick and dizzy. 

My increasing nausea and 
loss of balance were the 
reason I finally went to see my 
GP. This was the first step on a 
tortuous road through MRIs, 
lumbar punctures and, finally, 

a diagnosis of MS. 
I asked my consultant about 

feeling tired and dizzy after 
showers. He explained the 
biology behind the symptom 
but gave no advice on what 
might help. 

So now I avoid raising my 
core temperature: I’m the one 
in a T-shirt when everyone 
else has two layers. I keep my 
showers cool and warm baths 
are no longer an option. 
Getting ill is a problem. I’m 
conscious that if I get a 
temperature it will really 
amplify my MS symptoms. Oh 
and exercise – I know it's 
meant to be good for MS, but 
I need to carefully manage it.
I don’t do anything that raises 
a sweat.’

Research Network member Aleks de Gromoboy tells 
us of his experience of heat sensitivity. 

Handling the heat

STUDIES HAVE FOUND that 
heat can affect cognitive 
processes such as attention, 
decision making and memory. 
Using MRI, researchers have 
found that, in warmer weather, 
nerve cells that help control 
cognition have to work harder 
in people who have MS than 
those who don’t. This may be 
because the electrical signals 
aren’t travelling along the nerve 
so well.

Fatigue is also known to get 
worse as the temperature rises 
– one survey found that the
majority of people with
heat-sensitive MS also
experienced severe fatigue.

Heat sensitivity can 
dramatically affect your quality 
of life, and fi nding ways to 

manage it is an important 
research goal for us.

A Canadian study reported 
that using a specially designed 
bag to cool the head and neck 
of people with MS for one hour 
a day improved mobility and 
balance. Some people have also 
found body-cooling garments 
can be helpful, especially when 
worn at times where an 
increase in temperature is 
expected, such as when eating. 

Physical activity has many 
benefi ts in MS, including 
reducing fatigue, improving 
strength, and helping with 
depression. However, when 
you’re sensitive to heat, the 
thought of exercising may seem 
extremely unappealing.

Researchers in Denmark 

observed that doing resistance 
exercises, such as yoga or 
Pilates, doesn’t aggravate 
symptoms as much doing 
endurance exercise, such as 
running. You can read more 
about the benefi ts of exercise 
and MS on our website: 
mssociety.org.uk/exercise 

Understanding heat sensitivity is important so that we 
can better manage the consequences.

Research into heat sensitivity

The symptoms of MS can worsen as the 
temperature changes. We take a look at 

this strange phenomenon.

HOT AND COLD
SCIENCE

What’s going on?
The science behind 

the symptom.

AS WELL AS protecting nerve 
fibres from harm, the myelin 
coating also insulates the nerve 
from changes in temperature. So 
when the myelin is damaged, as in 
MS, nerve fibres are left vulnerable 
to the effects of heat and the cold. 

As body temperature rises, it 
becomes even harder than usual 
for electrical messages to travel 
along the nerve. Researchers have 
found that an increase in body 
temperature as small as 0.5°C can 
disrupt these electrical messages, 
causing a worsening of symptoms 
in MS. Symptoms can worsen until 
the nerve fibres cool down again.

Though less common than heat 
sensitivity, feeling cold can also 
cause symptoms such as fatigue 
and spasms to get worse. 

There hasn't been as much 
research into the effects of the 
cold on MS symptoms and we 
don't know for certain why 
it happens. 

THE 'HOT BATH' TEST
Heat sensitivity in MS is 
sometimes called 
Uhthoff’s 
phenomenon. It’s 
named after a German 
eye doctor, Dr Wilhelm 
Uhthoff, who noticed 
that the symptoms of 
optic neuritis 
(infl ammation of the 
optic nerve) got worse 
for people when they 
exercised or had a 
warm bath. In fact, 
asking someone to 
take a hot bath used to 
be a way of diagnosing 
MS, based on whether 
their symptoms got 
worse or not.

‘I miss having a lovely 
hot bath’

Quotes from

OVER 60% OF people with MS have reported 
experiencing heat sensitivity, where symptoms 
such as fatigue, changes to sight and muscle 
weakness worsen with changing temperature.

Strange sensations Strange sensations

www.mssociety.org.uk/exercise
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Strange sensations Strange sensations

What causes dizziness in MS?

 DIZZINESS IS A common 
symptom of MS. One 
survey found that 5% of 
people consider dizziness 

or vertigo to be their worst 
symptom. Even activities that 
involve staying still, such as reading 
or watching TV, can be disrupted.

Your balance is controlled by three 
elements: the vestibular system, 
found in your inner ear; the 

proprioceptive system, which knows 
where each of your limbs is; and 
your eyes. Information from all 
three is used by your brain to keep 
you balanced. 

MS can disrupt the signals 
between these systems and the 
brain, or can cause lesions in the 
parts of the brain that process this 
information. This produces the 
feeling of dizziness. 

We investigate the symptom and what
 can be done to help.

DIZZINESS 
AND BALANCE

SCIENCE

Research suggests that rehabilitation can help you deal with 
dizziness and balance problems.

Ways to treat dizziness

DONNCHA LANE, A clinical specialist 
physiotherapist in vestibular 
rehabilitation at St George’s Hospital, 
London, explains what physiotherapy 
can offer when dealing with 
vestibular-related dizziness.

Describing dizziness 
‘Dizziness is an umbrella term – 
everyone’s experience of it is their 
own. For example, rather than feeling 
like the room is spinning, people with 
MS are probably more likely to feel 
lightheaded, woozy, or unbalanced’ 
Donncha tells us. 

People may not realise they are 
experiencing vestibular symptoms, so 
you should report any strange 
sensation to your health care 
professional. They may refer you on 
to a physiotherapist with the 
appropriate training. ‘Hearing about 
your experience and symptoms is the 
most important step in working out 
the cause of your dizziness, and 
seeing if physiotherapy could help.’ 

The feeling of being dizzy may stem 
from problems with the inner ear, the 
vestibular nerve behind your ear, or 
the connections that go into the brain.

Donncha tends to focus on the 

dizziness that comes from problems 
between the vestibular nerve and the 
eyes.  Your inner ear is important for 
controlling your eye-head 
coordination. When your head 
moves, the vestibular nerve tells your 
eyes to move in the opposite 
direction. Though it sounds trivial, this 
ear-eye refl ex helps make sure things 
stay steady around you, and stops 
you feeling dizzy. 

‘If there's damage to the vestibular 
nerve, as can happen in MS, your 
head and eye movements might not 
match, making you feel dizzy.’

Rehabilitation
Vestibular rehabilitation, delivered by 
a specialist physiotherapist, can help 
reduce dizziness and improve 
balance. ‘It’s a very individual 
procedure,’ Donncha explains. ‘It could 
focus on retraining the eyes and brain 
to work together more effi ciently, or 
reduce reliance on vision for staying 
balanced. We provide balance 
rehabilitation exercises and help build 
confi dence.’

Most studies have looked at 
rehabilitation in other conditions, but 
recent research shows it could also 
help people with MS. For example, an 

American study found that vestibular 
rehabilitation improved fatigue, 
balance and dizziness in people 
with MS.

When the problems result from 
lesions in the brain, vestibular 
rehabilitation may not be as effective. 
‘People do respond, but it may take 
longer to see results, or the results 
may not be as complete. However, 
we’re seeing  positive studies of 
rehabilitation in people  with balance 
problems after a stroke, which is 
encouraging.’

A GLOBAL FIGHT AGAINST 
DIZZINESS
We’re funding Professor Jon 
Marsden at Plymouth 
University, through the 
International Progressive MS 
Alliance, to investigate eye 
movement and balance in 
progressive MS. The team are 
working on a programme of 
eye-retraining to improve 
balance and ultimately help 
mobility. 

‘If I close my eyes 
when I’m standing 
up, I lose my 
balance. I have to sit 
down to get 
dressed.’ 

Quote from a
Research Network 
member

‘When I’m dizzy, my 
balance is awful. 

People have even 
commented that I 
should ‘lay off the 
booze’. It’s said in 
jest, but it stings 
somewhat. Plus 

when I am fatigued, I 
just get more woozy. 

It’s a vicious circle.’

Quote from a
Research Network 

member
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Sharing experiences Sharing experiences

A picture is worth a thousand words

Fatigue
A poem by Carole Bennett

I am almost 
T   o   o      w   e   a   r   y
Today
To write this
Or even to think.

The overwhelming fatigue
So dreaded and cruel
Has descended
Taking over once more
Just coming out of nowhere.

Out of the shadows
And striking me down yet again
Like a massive wave.
I feel I am wading 
Through thick viscous treacle
Struggling across 
A fast-fl owing reed-fi lled river
And getting nowhere.

Confused and in a daze
With my brain full of fog.
My entire body 
Is crying out in pain
Hurting
Even down to my fi ngernails 
And to the ends of my hair.

Every ounce of energy
Has been drained out of me
Sapped
As I’m being dragged down 
Into the quicksand
With massive weights 
Attached to my feet.
Please, turn the noise off
Shut the light out
And let me 
Just lay here
Stay here
Not talking
Nor even thinking
For ever
And then still some more.
Until it slowly passes.

If you would like to share ideas and 
experiences with other people living 
with MS, you can join our vibrant
and supportive online forums here: 

community.mssociety.org.uk/forum. 
If you’d like to talk in confi dence with someone, 
our Helpline is there to listen. Call for free on 
0808 800 8000 or email: 
helpline@mssociety.org.uk

other about the challenges that come 
from having invisible symptoms. 

They also said it is important to talk 
to family, friends and carers, so they 
can try to understand what you 
are going through. To help 
others better appreciate some 
of these experiences, we asked 
artists Scriberia (pictured) to turn 
your descriptions into artwork at 
the event.

AT OUR MS LIFE event, held last 
September, we asked people living 
with MS to share their experiences 
of invisible symptoms. 
You have heard their voices 
throughout this magazine. Many 
took comfort from hearing 
someone else describing what they 
were feeling, and talking to each 

LIVING WITH MS
YOUR SOCIETY

Sharing experiences with others can be incredibly 
valuable. MS is different for everyone but it’s 

important you don’t feel alone.
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Help us go further  
with a gift in your will

and finally
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MS research has helped improve 
diagnosis and develop new 
treatments that are changing the 
lives of people with MS today. 

Gifts in wills are crucial to continuing 
this progress. The future funding 
these special gifts provide will, one 
day, help us stop MS for good.

To find out more about 
how to leave a gift in 
your will, simply get in 

touch with Adam in our Legacy 
Team for a confidential chat on 
020 8827 0374 or email 
legacies@mssociety.org.uk

info



Find out more:
mssociety.org.uk/wall-china

 0300 500 8084
 challenge@mssociety.org.uk

Join us  
for the challenge 
of a lifetime and 
raise funds to 
stop MS

Trek the Great  
Wall of China 

14-23 October 2017 

https://www.mssociety.org.uk/wall-china
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We’re the MS Society. Our community is here for you through the 
highs, lows and everything in between. We understand what life’s 
like with MS. Together, we are strong enough to stop MS. 
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effort to ensure that information in this 
publication is correct. We do not accept 
liability for any errors or omissions.
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