


your coordination, eyesight and
muscle strength.

Find the nearest one, and more
information about driving after
you've beenill, at

drivingmobility.org.uk/

information/returning-to-driving/

Ifarelapseisverysevere
Ifarelapse hitsyouvery hard,

informationin our ‘Advanced MS’

handbook might be useful.
It covers things like:

e goinginto and leaving hospital

e social care
e money matters and benefits

e equipment to help you move
around and with your day-to-
day tasks

e bathing and going to the toilet

help and advice for whoever
looks after you during the
relapse

To order a free copy, see ‘Further
Information’ on page 46.
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When it’s not a real relapse

It's often not clear if you're
having a relapse. What
you're feeling may be just
the normal ups and downs
of your MS, or something
called a ‘pseudo-relapse’.

What if, using the definition
on page 8, you're not having a
relapse?

Then a pseudo-relapse (or
pseudo-exacerbation) is the likely
explanation of this sudden flare-
up of your symptoms.

‘Pseudo’ means ‘false’ or ‘not real’.

Your symptoms will feel very real
- so will the worry that your MS
is getting worse. But, unlike a real
relapse, a pseudo-relapse causes
no lasting harm.

That's because no new lesion or
damage to the myelin in your
brain or spinal cord is happening.

It can be hard to know ifit's a
pseudo-relapse or the real thing.
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This should get easier the longer
you have MS.

Signs of a pseudo-relapse are:

e ithas atriggeryou can usually
identify. Symptoms go once
the trigger is no longer there

e itdoesn’tlastlong (under 24
hours)

e you can have several of them
in a short period of time (over
a week or during a month)

With a pseudo-relapse your
symptoms are usually ones
you've had before, or existing
symptoms get worse.

If you get a new symptom, this
could be a sign of a real relapse.

So always tell your MS nurse
or neurologist about a new
symptom.



Things thattrigger pseudo-
relapses

Your body getting hot

Ifyour body heats up, even by less
than one degree, MS can stop
messages travelling easily along
your nerves.

That makes symptoms worse.
Thisis called Uhthoff's sign or
phenomenon.

The nervesinyour brainand spinal
cord have a covering of myelin.
This normally protectsthe nerve
fromrisesintemperature.

IfMS damages the myelin, heat
stops the nerve working aswell as
itshould.

Your body can overheat if:

e the weather or the room
you'reinis too warm

e you have a hot bath or shower
* you're exercising

e aninfection raises your
temperature or gives you a
fever. Check your temperature
to see if you're fighting an
infection.

If you cool down, your symptoms
will ease off within hours.

Tips

e carry a pocket fan

brimmed hat

To keep your body from overheating:

e drink ice cold drinks or suck on ice pops
» wear MS cooling garments (special vests, neck or wrist wraps)
e getinto an air conditioned room

¢ have a lukewarm shower or bath

e dipyour feet and hands in cool water

e inwarm weather wear light clothes that ‘breathe’ and a
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Tiredness or lack of sleep

Fatigue, overdoing things and not
getting enough sleep can make
MS symptoms worse for a while.

Your MS nurse or neurologist can
help with things stopping you
sleeping like bladder problems or
leg spasms.

Check our website for our an
online tool that helps you manage
your fatigue levels and other tips at

mssociety.org.uk/about-ms/
signs-and-symptoms/fatigue/
managing-fatigue

Stress

You can learnwaysto calm

anxiety and lower stress levels.
Theseinclude regular exercise,
meditation, relaxationtechniques,
mindfulness and yoga. Your GP can
suggestthings locally.

Agood night’s sleep helps too, as
does spendingtime with friends or
onahobby.

Ifyou have anxiety, maybe along
with depression, your doctor might
suggestatalkingtherapy (suchas
seeing a counsellor). This canwork
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well, especially together withan
antidepressant or anti-anxiety
medication.

Tips

e Our booklet
‘Complementary and
alternative medicine’ covers
relaxation, like meditation,
aromatherapy and massage

* We have exercise and yoga
webpages and videos at
mssociety.org.uk/care-
and-support/everyday-
living/staying-active

e Find out more about

mindfulness at mssociety.
org.uk/mindfulness

Infections

Evenaminorinfection can make
symptoms worse without causing
aproperrelapse.

Asyou fightaninfection, your
body temperature goes up,
making MS symptoms worse for
awhile. Treat the infectionand
symptoms go away.

Urinarytractinfections (UTls) are
commontriggers. Getinfections



looked at sooner rather than later
as they can lead to a proper relapse.

Our booklet ‘MS and your bladder’
tells you the signs to look out for
and how to avoid UTls.

Find it here mssociety.org.uk/
bladder or see page 46 for how to
get a free copy.

Periods

Lots of women feel their MS
symptoms getworse aweek or so
before their period. Some studies
back this up, but others don't.

Aroundthistimeyourhormone
levels change and your body
temperature goes up by onedegree.

This could explainwhy MS
symptoms getworse. Cooling
garments and our othertips can
keep your body temperature down.

Treatment fora pseudo-
relapse

Youwon'tbe given steroids as
there’s no inflammationinyour
nervestotreat. Instead justtake
away what's triggering your
symptoms, and rest.
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Useful organisations

MS Society

MS Helpline

Our helpline offers emotional
supportand informationto
anyone affected by MS. Talk to
themin confidence aboutyour MS
and how it affects you.

Callthem on 0808 8008000
(closed weekends and bank
holidays) or emailthem at
helpline@mssociety.org.uk

You canalso send thema private
message by visiting our Facebook
page facebook.com/MSSociety.
Usethe‘send message’tabunder
the main picture.

Living Well with MS sessions
A course of four weekly meetings
for people living with MS, either
facetoface oronline.

Chat, share experiences and learn
ways to supportyourselfto live well
with MS. Find details at: mssociety.
org.uk/living-well-sessions

Our groups

Through our 270 local groupsyou'll
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find outabout local services and get
support. Find your nearest group
at: mssociety.org.uk/near-me

MS Society forum

The message board on ourweb

site connects you with others with
MS. They can share what's worked
forthem: mssociety.org.uk/forum

MS National Therapy Centres

Anetwork of UK centres offering
arange oftherapies, including
physiotherapy and counselling.

msntc.org.uk

Otherorganisations

MS Trust

A charity offering information for
anyone affected by MS:
Freephone Information Service:
08000323839

mstrust.org.uk

Shift MS

Anonline community popular
with people with MS. Users share,
supportand interact with each
otherthroughtheirwebsite.

shift.ms
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https://www.facebook.com/MSSociety
https://www.mssociety.org.uk/living-well-sessions
https://www.mssociety.org.uk/living-well-sessions
https://www.mssociety.org.uk/near-me
https://www.mssociety.org.uk/forum   
https://www.msntc.org.uk/
https://www.mstrust.org.uk 
https://shift.ms/

New words explained

Association of British Neurologists
(ABN) - the UK professional
organisation for MS specialists. It
recommends how people with MS
should be treated

antibodies - these are made by
your immune system to help kill
things like viruses and bacteria.

In MS your body makes harmful
antibodies. During plasma exchange
they’re taken out of your blood to
help you recover from a serious
relapse if steroids don't work

central nervous system - the
name for your brain and spinal
cord. Nerves carry messages
between them both to control how
parts of your body work

continence service - staffed by
specialist nurses and based in a
hospital, clinic or health centre. It
treats bladder and bowel problems

cooling garment - special vests,
neck and wrist wraps that stop
your body overheating for three to
four hours. Inside are cooling packs
of a special gel orice. Or you soak

them in water to activate them, or
they’re powered by battery

demyelination — when, during

a relapse, white blood cells strip
away the myelin covering around
nerves in your brain or spinal cord

disability leave - time off for
medical appointments or
recovery time (for example,
after a relapse). Good employers
record it separately from sick
leave. Not all work places have
this, but you could still ask for it

exacerbation — another word for
arelapse

immune system — how your body
defends you against things that
give you infections or diseases
(like viruses or bacteria). In MS this
system goes wrong and attacks
your central nervous system

inflammation — when your
immune system reacts to attack or
damage, it sends more blood and
immune cells to the damaged area.
When MS causes inflammation in
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your brain or spinal cord, it starts to
damage nerves there. This causes
MS symptoms

infusion (or ‘drip’) — when a drug is
put into you through a needle that
goes into a veinin your arm, leg
or hand

lesion (also called a ‘plaque’) — an
area of damage caused by MSin
your brain or spinal cord. Lesions
can be seen on MRI scans

mindfulness - a type of
meditation. You focus on the
present, your breathing and
how you feel. You become more
aware of your body, thoughts
and feelings. It helps with
stress, anxiety, depression and
managing our emotions

myelin - a fatty covering around a
nerve which protects it and helps
messages move along it faster.
When you have MS, your immune
system attacks myelin

neuroplasticity — how your brain
adapts and reorganises itself when
nerves in it are damaged. If an
area of brain is damaged by MS,

44 Managing your relapses

another part can take over to do
what the damaged bit once did.

optic nerve — a bundle of nerves
that link the back of your eye to
your brain. In MS this can become
inflamed, causing sight problems

plasma exchange - a treatment
for severe relapses if steroids
won't work. It ‘cleans’ your blood
by replacing plasma (the liquid
part of your blood) with plasma
from someone who's given blood.
Harmful antibodies are removed,
speeding up your recovery

pseudo-relapse (or pseudo-
exacerbation) - when symptoms
similar to a relapse are caused for
a short while by a trigger, such as
heat, stress or an infection. Unlike a
real relapse, a pseudo-relapse isn’t
a sign of a new lesion in your brain
or spinal cord. Symptoms stop
when the trigger is taken away

reasonable adjustments -
changes at work that the law says
your employer must make. They
stop you being at a disadvantage
because of a disability compared
to other people at work



rehabilitation - training your brain
or body to get back functions lost
after a relapse. It covers things

like physiotherapy, occupational
therapy and speech therapy

remission - the time between
relapses when your MS symptoms
get better or go away completely

remyelination — when, after a
relapse, your body replaces the
damaged myelin covering around
nerves in your brain or spinal cord

steroids - short for cortico-
steroids. They dampen down
inflammation in your brain or
spinal cord during a relapse.
They’re man-made versions of the
hormone cortisone that your body
makes to deal with inflammation

urinary tract infection (UTI) -

an infection that can be in your
kidneys, bladder or urethra (the
tube your pee comes down as

it leaves your bladder). Often
caused when your bladder doesn’t
empty properly, allowing bacteria
to grow in the pee leftinit. UTIs
are treated with antibiotics
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Further information

Resources

Our award winning information
resources cover every aspect of
living with MS.

To order email:

shop@mssociety.org.uk or visit
mssociety.org.uk/publications
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MS Helpline

The free MS Helpline offers
confidential emotional support
and information for anyone
affected by MS, including family,
friends and carers.

Information is available in over
150 languages through an
interpreter service.

0808 800 8000

(closed weekends and bank
holidays)
helpline@mssociety.org.uk



mailto:shop%40mssociety.org.uk?subject=order
https://www.mssociety.org.uk/publications
mailto:helpline%40mssociety.org.uk?subject=query

About this resource

Thanks to all the people affected
by MS and professionals who
contributed to this booklet,

in particular the following MS
clinical nurse specialists: Melissa
Chowdhary, Del Thomas and
Adrienne Cox.

If you have any comments on this
information, please send them to:
resources@mssociety.org.uk

This resource is
also available in
large print.

Call 0300 500 8084
or visit mssociety.
org.uk/publications

Disclaimer: We have made
every effort to ensure that the
information in this publication is
correct. We do not accept liability
for any errors or omissions.
Availability and prescribing
criteria for drugs in various parts
of the UK may change. Seek
advice from the sources listed.
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request. Call 0300 500 8084.
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Contact us

MS Helpline

Freephone 0808 800 8000

(closed on weekends and bank holidays)
helpline@mssociety.org.uk

MS National Centre

0300500 8084
info@mssociety.org.uk
supportercare@mssociety.org.uk

Online

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

MS Society Scotland
01313354050
msscotland@mssociety.org.uk

MS Society Northern Ireland
028 9080 2802
nireception@mssociety.org.uk

MS Society Cymru
0300500 8084
mscymru@mssociety.org.uk
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