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Introduction
Why a ‘monster’?
I have sat through many medical
conferences on multiple sclerosis (MS).
It has always interested me how some
professionals make MS sound as if it is
not in any way related to human beings.
They hold up a model of the brain
(without a body) and they say ‘MS
affects walking, MS changes bladder
function’. I have often thought if an alien
came to this conference (like they often
do) they might believe MS was not in
any way related to people, but a
separate creature. I then started to
think if that was true, what would
this creature called MS look like,
and what might it do. This was the
beginning of the concept ‘the monster called MS’.
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Narrative therapy
At around the same time, a new type of
therapy was gaining attention among
psychologists, known as narrative
therapy. One of the ideas suggested by
narrative therapy is that sometimes it is
useful for people experiencing
psychological distress to imagine the
distress in a visual way and as something
separate to them. I guess Winston
Churchill was ahead of his time when he
described his feeling of depression as the
‘black dog’.
Linking these ideas together, I began to
wonder whether my MS creature idea
could be developed for people living with
a long-term condition such as MS. At the
same time, someone I was treating
talked about how he had named his
symptoms due to motor neurone disease
‘the destroyer’. Thus the MS creature
was born.

Cognitive behavioural
therapy
I have further developed this idea in a
way that is consistent with the ideas
behind cognitive behavioural therapy; a
way of working that many professionals
agree is useful for many different types of
people experiencing psychological
distress. 1

Is this approach for everyone?
For a few, these ideas don’t make sense.
There isn’t any one way to manage MS
that suits everyone. Many people with
MS who have used this approach seem
to find the idea of shrinking the monster
increases their feelings of control. Many
have told me they like the idea because it
tackles serious, personal issues, but can
be used and discussed with the whole
family including young children. I hope
this workbook is of some help to you. I
would be very interested to receive your
feedback – on how it has sparked
discussion in your family, how it is
helped, and if it has not. Please contact
the MS Society Information Team who
will pass this on to me.
Jo Johnson, Consultant Neuropsychologist, May 2009.
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How to use this booklet
Shrinking the monster presents one idea
for managing MS. But no way of
managing the effects of MS is right for
everyone. People find their own ways,
and psychologists and counsellors can
play a useful part in that for some
people, along with many other health and
social care specialists.

This workbook is intended to give you a
way of thinking about your MS that could
help you manage it throughout your life.
You might want to speak further to a
psychologist or counsellor about the
ideas raised. The workbook will take you
through a few stages.
Firstly, we’ll figure out what form your
monster takes. What does it look like?
How do you feel? What does it make you
do? Then we’ll look at the process of
shrinking that monster. The aim here is to
help lessen the impact of MS on your life.
We’ll look at some examples before
you design your own plan to control
your monster.
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So, what’s your MS monster like?
Is it like a person?
An angry man or woman?
A spoilt child?
An irritating neighbour?
An embarrassing relative?
Or what about an animal?
A sneaky snake?
A black dog?
A heavy elephant?
A spiteful cat?
Or maybe it’s just an indescribable blob!
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How does this creature act?
Let’s start with the bad news.
We’ll get onto the good news in the
next chapter.
These MS creatures are…

1. Unpredictable
They are all different. You might know
someone else who has to share their
life with an MS creature. But it won’t be
exactly the same as yours. It is
unpredictable which makes life
stressful. You can’t predict how much
work you’ll be able to do tomorrow,
how much time you’ll be able to spend
playing with your children on the
weekend, or how well you’ll feel come
the holiday season. It is different from
one day to the next and this is one of
its greatest weapons. It likes you to
feel you can’t plan or predict as this
makes you feel most out of control
and defeated.
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2. Invisible
Some problems caused by these MS
creatures can be seen, such as
difficulties walking or changes in
posture, but many symptoms are
unseen by observers. Others can’t
necessarily see or understand the
blurred vision, the fatigue, the
concentration difficulties and the sense
of loss you feel having to live alongside
an MS creature. This is another
weapon in its armoury – others can’t
see it so they can’t understand and you
can feel unsupported. This makes the
creature feel content.

doubt your past lifestyle and wonder if
you could have done something
different to avoid getting MS. The
creature wants you to blame yourself
and to see you become anxious,
distressed and unable to fight.

4. Controlling
This creature is a control freak beyond
anyone you have ever known. It likes
you to remember it’s unpredictable,
personal and invisible but also in
control of your life. It enjoys trying to
make you feel that life is pointless and
that you are unable to make changes
to your life.

3. Personal
Although the effects of MS can be felt
by others, it’s you who is living with an
MS creature – not your partner, friend
or mother. It’s personal. The MS
creature wants you to blame yourself,
to analyse why it’s you, to worry what
you have done to deserve it or how you
have made it worse. It wants you to

People who have been forced to
tolerate an MS monster often feel this
monster is a bit like a thief in the night.
It takes many things away, people often
feel that it steals the plans they have
made for the future, takes away
opportunities for promotion, and often
steals abilities and relationships. This

monster likes to make you feel that it
can take away everything and you will
gain nothing.

What does it make you
THINK?
This creature enjoys making you think
there is no point in fighting because,
after all, you will just get worse. It likes
you to think you are a burden to others
and rejoices when people think about
suicide. It likes to keep you going over
your negative thoughts especially at
night, until you end up feeling powerless
to change any aspect of your life.

What does it make you DO?
Most of all it is an expert in making
people feel different to the person they
felt they were. It emphasises loss so that
people sometimes behave in a way that
is out of character. They cry more often,
shout at their family when
it is not warranted, stop going
out and withdraw from
friends and colleagues.

How does it make you FEEL?
This creature is an expert at making you
feel all the negative emotions possible.
It makes you feel sad, angry, tearful,
guilty, depressed and anxious. The
more negative feelings that are evident
the more it knows its expertise is
being seen.
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Shrink that monster – the good news
You can’t change your diagnosis of MS
and you can’t know for certain what
the future holds. But by shrinking the
monster you could reduce the impact
that MS has on you and your family’s
lives. Take back control by following
these nine steps:
1. Get to know your MS creature
2. Make it less personal

Step 1 - Get to know your
MS creature
Although your MS creature sometimes
feels unpredictable and completely
beyond your control, research suggests
that to some extent this is not the
case.2 Getting to know your MS
creature could help you control it. Keep
a detailed diary of its behaviour – what
makes it better, what makes it worse?
Record activity levels, diet, stress
and feelings.

3. Make it visible
4. Remember it is the MS that’s the
problem - not you
5. Manage the cognitive problems
6. Manage the fatigue
7. Manage the emotional problems
8. Manage the physical problems
9. Manage the environment
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Make sure you also get reliable
information – for example, from the MS
Society. Not everything you read about
MS on the internet or in magazines is
good information. You need to have the
best possible understanding of MS in
general and on what is specific to your
creature. Knowledge is your best
weapon to reduce unpredictability and
improve your feelings of control.

Step 2 - Make it less personal
If you put on a brave face and do not
share how you are feeling, others can
feel helpless and shut out. Talk to
people about your MS creature, what it
does and how it makes you feel.
Maybe choose a few close friends to
confide in and tell them how you are
feeling. A lot of psychological research
shows that keeping distress bottled
up can make physical and mental
health worse. 3

You might want to get input from a
neuro-psychologist or health
psychologist, especially if you feel your
emotional difficulties are getting on top
of you. Your MS nurse, GP or
neurologist can all make referrals. They
can also help with treatments for the
physical symptoms.
For example, there are treatments
available for muscle stiffness, pain, and
bladder problems.
It may also be helpful to find some likeminded people who also have to share
their life with an MS creature – perhaps
through the local MS Society branch,
or online with the MS Society
discussion boards.
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Step 3 - Make it visible
You can make this MS creature visible.
As a starting point, for yourself, give it
a name and describe it. Tell others
about the invisible symptoms like
concentration difficulties, fatigue
and sadness.
Tell people what helps when you feel
the invisible symptoms, and how it
feels to be fatigued or have a relapse.
It is surprising how many partners of
someone with MS do not know
these things.
Tell others what you need. Many
people say they have stopped doing a
hobby or seeing friends because of
various practical factors they have not
shared. Usually friends are keen to
change arrangements to suit when they
are told about difficulties like access,
timing and disabled facilities.
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If you don’t tell your family and friends
what you need they can’t help. Be
specific. Don’t say ‘My life is much
worse because you are so untidy or
lazy’. Say ‘Can you please not leave
your bag by the door?’ or ‘Can you
please load the dishwasher after
a meal?’.

Step 4 - Remember the MS is
the problem, not you
You may have to live with an MS
creature, but you are also so much
more than this. Remember the skills
and interests you had before your
diagnosis, what can you still do but
have neglected to develop for a while –
maybe that’s painting, reading or
listening to radio. Take up new skills.
People living with an MS creature often
say, ‘I have so many problems I can’t
learn anything new.’ I am yet to find
someone for whom this is really true.
All kinds of activities and interests are
catered for these days in different
accessible ways.

Don’t let the MS creature stop your
social life. It might cause you to adjust
the way you stay in touch or the things
you do with friends, but contact with
others doesn’t have to end because the
MS creature wants it to.
Write a list of your strengths. People
often focus on what they can’t do
anymore. What are you still able to do?
What do others value in you? Maybe it’s
your sense of humour, your laugh, your
patience, kindness or an ability to listen
and understand others. Always have
goals, however small.
You might involve your family by getting
your partner, family and children to help
you draw a monster that feels like
yours. Then create a joint plan of attack
on the monster. It is the monster who
stops us all going to the park, not the
person with MS!

Step 5 - Manage the
cognitive problems
For many years it was thought that MS
creatures could only inflict physical
problems. We now know some
creatures have huge expertise in
reducing people’s thinking skills
(cognitive ability). The most common
wounds they inflict are to slow the
speed at which you can think, to
reduce memory ability and to make it
hard to concentrate. Lots of people
who have an MS creature do not have
thinking problems but many people
have at least mild problems. 4
This is not dementia, Alzheimer’s or
madness. And it’s nothing to be
ashamed of – it is from the
MS monster just like blurred vision
or walking problems.

It is easy to devise strategies to help,
so if you notice you have difficulties
with memory or thinking, do tell a
health professional who can help or
refer you to someone more specialist.
Some people find it useful to have what
is called a neuropsychological
assessment to describe their problems.
You might find it helpful to keep a
detailed diary to highlight
circumstances when memory or
thinking become better or worse.
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Fattigar
(pronounced Fat-ti-gar)
We know that MS creatures are so
good at making people feel fatigue.
How many times has someone said
to you (who does not have to live
with an MS creature) ‘Oh yes, I get
tired’ or ‘Most evenings I am
exhausted too’
NO! NO! NO! They do not have
fatigue. It has been described as
losing your battery power or having
an elephant on your back. Fatigue
in MS can vary from person to
person, but it is quite different to
simply feeling tired after exercise or
after a long day.
Where I work we decided to rename
fatigue and call it ‘fattigar’. By giving
it another name, it can be clearer
that, when it occurs, it’s more than
your usual tiredness. Using the
word fattigar – or whatever word
you choose – instead of ‘fatigue’
can act as a signal to friends or
family how it is making you feel at
that time. It might seem silly at
first but it has been very effective
for some of the people I
have worked with.
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Step 6 - Manage fatigue
Over time you will get to know your
limits and be able to control the effects
of fatigue. Keeping a diary of when and
how much fatigue affects you can help
you find your limits – helping you see
how much activity you can do before
you increase your fatigue.
Break tasks into achievable chunks.
Don’t plan to vacuum the whole house.
Do just one room on any given day.
Delegate to others anything you can,
and save your resources for the
important stuff like playing with the
children and enjoying quality time by
yourself or with others.
Be prepared. For some people, it can
help to rest up before a busy time. For
example, if you know you have a
wedding or a long journey in two
weeks’ time, make sure you build in
plenty of rest in the fortnight before and
plan a quiet week following a big event.

As you find your limit before fatigue
becomes unmanageable, you can get
better at knowing when it is OK to
push a bit further – if you have time to
rest and recuperate in the days after a
big event.
An occupational therapist, MS nurse or
your GP can help you with a plan to
manage your fatigue, and the MS
Society has more detailed information
available about MS fatigue online and in
the free booklet: Fatigue.

Step 7 - Manage the
emotional problems
Anyone who has to live side by side
with an MS creature will understand
about negative emotions.
When you are told an MS creature has
come to live with you, it is a shock for
many. Even if it is not a shock most
people will feel sad, angry, guilty and

upset. These are normal emotions in
response to the loss of all the hopes
and dreams you had about living
without an MS creature. For most
people this reaction is most serious
following diagnosis, but for many these
feelings will come and go in response
to new losses or challenges as the MS
creature changes its tactics.

Please talk about these feelings to your
family and friends and, if you feel you
are consistently low in mood or angry
and tearful, tell your MS nurse, GP or
neurologist so it can at least be
monitored.

There are many possible factors
affecting mood which you can manage,
such as fatigue, sleep and diet. But if
these have been addressed and you
still feel consistently low in mood insist
on treatment.

There is some evidence that the MS
creature itself can impact on the brain
to cause depression and anxiety, both
are quite common. 5

See the MS Society publications
Mood, depression and emotions, and
Living with the effects of MS, for
more information.
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Step 8 - Manage the
physical problems
When MS creatures were first
discovered, the treatment options were
not good and they enjoyed many years
of superiority. This is no longer the case
for most of the wounds they can inflict,
including fatigue, sexual problems,
pain, continence and walking
difficulties. If you have been living with
an MS creature for many years, make
sure you revisit old symptoms and ask
health professionals about new ideas
for treatment.
The professionals who want to join you
in defeating these MS creatures can
advise you about treatment for most
physical problems. They have also
heard all the embarrassing problems
before.
Sometimes GPs and other health care
professionals can miss key symptoms believing the MS monster causes them
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when they are from a different cause.
Remember, it might not always be the
MS monster causing trouble. Make
sure you ask about new or unrelated
problems and ask for a second opinion
if appropriate.

Step 9 - Manage the
environment
What about everybody else? Some of
the wounds the MS creature inflicts can
only be managed by you. However,
some difficulties require some joint
thinking as a family or allowing others
to take on more responsibility.
Tell other people if there is anything
they can change in order to help. Just
trying to do it all yourself and secretly
boiling away with frustration feeds the
monster. Maybe it is just keeping the
floor clothes free, never going upstairs
empty handed, not having the TV and
radio too loud or occasionally washing
the car or cooking a meal.

For Christmas and birthday presents
some people might ask for the ironing
to be done for a month or for two
meals to be cooked for the freezer –
as well as the presents they’d of
course always like! These are small
things but every little helps to control
these MS creatures.
If venues or services are not
accessible, raise it with
the managers. There is
a duty for ‘goods
and services’ to be
accessible to all,
but where this
isn’t the case,
people need to
be informed –
they should be
aware,
but may not be!

KEY MESSAGE
You can’t change
the diagnosis
but you can
shrink this monster’s
impact on you.
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Revenge plans
Get ideas from other people
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1. Draw a picture of your monster
2. What is it like living with your MS monster?
3. Designing a revenge plan, some examples.
4. Your revenge plan
5. Share your plan with others
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EXAMPLE PLAN

What is it like, living with your monster?

Examples from other people:

I am helpless
ol
I have no contr
a burden
I will become
k of me
Everyone is sic
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How does it make you feel?

Examples from
other people:
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Sad – because
I can no longe
r work
Shy – because
I feel different
Angry – becau
se I can’t walk
my children to
school
Guilty – becau
se I am spoilin
g my partner’s
life

What does it make you do?

Examples from other people:

tired
ren because I am
Shout at my child
appointments
Forget important
Stop going out
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Designing a revenge plan,
some examples
Some people may think that the idea of
revenge is negative and a waste of time.
In this instance, it is simply a way to plan
how to manage your MS monster,
instead of it managing you.

Getting to know this creature
Suggestions:

ptoms to
of my sym
ry
ia
d
d
detaile
stress,
keeping a
es due to
g
n
a
I will start
h
c
re
tu
y MS crea
ls.
see how m
ctivity leve
diet and a
ls
how it fee
someone
g
n
lli
te
y
onal b
it less pers
an help.
I will make
ow they c
h
d
n
a
s
e
sometim
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Making it visible
Suggestions:

I am going to explain to my partner how it feels
to be
fatigued and ask my friends if we can meet
at a different
pub so I don’t have to worry about steps.
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Remember your old self
Suggestions:

computer.
learn to use a
I am going to
ork with and
n I used to w
so
er
p
at
th
phone
I am going to
r coffee.
invite them fo
r a brochure.
ty and ask fo
si
er
iv
un
en
p
ring the o
I am going to

26

Managing the fatigue
Suggestions:

I am goin
g to worr
y less ab
out the h
ouse so I
energy to
have more
spend rea
ding to m
y
k
id
s
I will ask
.
the MS n
urse abou
t medicati
on for fati
gue.

27

Managing the emotional
problems
Suggestions:

I am goin
g to talk
to my pa
when I ge
rtner abo
t low and
ut how it
feels
ask the M
S nurse fo
r
a
referral to
see the p
sycholog
ist.
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Managing the physical
symptoms
Suggestions:

I am going to
enquire about
getting a scoo
I am going to
ter.
talk to the MS
nurse about m
y
bladder
problems and
difficulties with
sex.
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Managing the environment
Suggestions:

r school and not
ay their bags afte
aw
t
pu
to
s
kid
I will ask my
e to trip over.
leave them for m
the lack of
complain about
to
il
nc
ou
C
e
th
I will write to
Centre.
the Community
at
rs
ai
ch
el
he
w
r
access fo
home.
t help I can get at
I will find out abou
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You have begun to figure out how your MS creature affects you, and seen
some examples that others have given as to how they can control it.
Next you will create your personal revenge plan to take back control of your life.
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My personal revenge plan
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33

34

35

36
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What next?
1. It is important to do your revenge
plan as soon as possible.
2. Tell someone about your goals so
they can help you stick to them (kind of
like weight watchers).
3. Put a date on each of your goals so
you can achieve goals by a specific
time and tick them off. This will give
you a sense of achievement. Set
realistic and achievable goals.
4. Update your plan every six months
and keep the old plans in a file so you
can review your progress on a regular
basis.
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5. Share your plans to defeat the
monster with others who have them.
Encourage each other. Put a post
up on the MS Society online message
board in the ‘Everyday Living’ section.
6. Send feedback about these ideas
using the next page.

Your say
Have you got any comments on this
booklet? Both the author and the MS
Society would love to hear what you
think about it. Your comments could
help shape future editions. Please email
infoteam@mssociety.org.uk, call us on
020 8438 0799 or write to the
Information Team at the MS National
Centre (see page 42)

Further information
Further reading
Narrative in health care healing:
patients, practitioners, profession and
community by John D Engel. Published
by Radcliffe Oxford.
Narrative medicine, honoring the stories
of illness by Rita Charon. Published by
Oxford University Press, USA.
CBT for chronic illness and palliative
care: a workbook and toolkit by Nigel
Sage et al. Published by WileyInterscience.
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Multiple sclerosis (MS) is the most
common disabling neurological disorder
affecting young adults and we estimate
that around 100,000 people in the UK
have MS. MS is the result of damage to
myelin – the protective sheath
surrounding nerve fibres of the central
nervous system. This damage interferes
with messages between the brain and
other parts of the body. For some
people, MS is characterised by periods
of relapse and remission while, for
others, it has a progressive pattern. For
everyone, it makes life unpredictable.
The MS Society is the UK’s largest
charity dedicated to supporting
everyone whose life is touched by MS.
It provides respite care, a freephone
MS Helpline, grants for home
adaptations and mobility aids,
education and training, specialist MS
nurses and a wide range of information.

Local branches cater for people of all
ages and interests and are run by
people with direct experience of MS.
The MS Society also funds around 70
vital MS research projects in the UK.
Membership is open to people with
MS, their families, carers, friends and
supporters. You can help the work of
the MS Society by:
• becoming a member
• making a donation
• offering your time as a volunteer
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Contact information
MS National Centre

MS Society Cymru

372 Edgware Road
London NW2 6ND
Telephone 020 8438 0700

Temple Court
Cathedral Road
Cardiff CF11 9HA
Telephone 029 2078 6676

MS Society Scotland
National Office
Ratho Park
88 Glasgow Road
Ratho Station
Newbridge EH28 8PP
Telephone 0131 335 4050

National MS Helpline

MS Society Northern Ireland

The Multiple Sclerosis Society of Great
Britain and Northern Ireland is a charity
registered in England and Wales (207495)
and Scotland (SC016433)

The Resource Centre
34 Annadale Avenue
Belfast BT7 3JJ
Telephone 028 9080 2802
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Freephone 0808 800 8000
(Monday to Friday, 9am-9pm)

Website
www.mssociety.org.uk
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