We know that in dealing with these illnesses it is important to
think about the whole person and not just their arm or leg for
example.

Sometimes everything would feel a lot simpler if you could
just tell people you had suffered something like Parkinson’s
disease, something that everyone understands and sympa-
thises with. Its very important to know that unlike someone
with Parkinson’s disease you have the potential to get better
even after having the symptoms for a long time.

A good way of thinking about your symptoms is:

What can I do to help myself get better?

You didn’t bring the symptoms on but you can
help to make them better

If you have had the symptoms for a long time you cannot get
better quickly from them. These are some of the things that
may help:

® Feeling confident about the diagnosis. If you have ongo-
ing doubts that the diagnosis is wrong then it is unlikely
that you will get better. Getting better requires dealing
with symptoms that may change from day to day. There
may be days when you feel ‘back to square one’. It is very
hard to use any of the subsequent advice here without
some confidence in the diagnosis.

® Gradually increasing your level of activity— this is hard
to describe in a nutshell but it involves setting very small
goals for yourself. (maybe going for a 50 or 100 yard walk)
which you can gradually build on including other activities
that you may have stopped doing. It is often helpful with
functional movement disorders not to think too hard
about the problem —you may have already found that
functional tremor is often best when you’re distracted by
something else. You are not ‘imagining’ the tremor, but
paying attention to it can make it worse. You should ex-
pect ‘relapses’ of your symptoms as you try to improve,
aiming for each relapse to be not quite as bad as the last
one with slow gradual improvement in between. Symp-
toms usually vary a lot day to day and may be worse after
exercise

® Increasing activity (continued) . If you can start improving
your recovery may look like this on a graph.
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® Physiotherapy—this can be very helpful if you can find a
physiotherapist who is happy dealing in this area. The
physio is there to guide your self-help and rehabilitation
not to do the treatment for you. You may find that your
movements are worst when you are relaxed and best
when you are distracted.

® Hypnosis and Sedation— sometimes hypnosis can im-
prove functional movement disorders. For patients with
functional dystonia, an examination under a light anaes-
thetic can also be therapeutic

® Drug treatment—so-called antidepressants can be help-
ful in these illnesses, even for people who are not feeling
depressed. They are not addictive, like Valium or painkill-
ers, and will not harm you. They seem to work as a ‘nerve
tonic’ - putting right imbalances in chemicals in the brain
and making the nervous system work better again . You
can get better without them but they may well increase
your chances of success.

® Dealing with stress — not everyone with functional
movement disorders are under stress, but if you are it
then talking to family, friends or a professional such as a
psychologist or psychiatrist may help in trying to over-
come the problem

Where can | go for more information?

There is a lot more information on functional weakness, other
functional neurological symptoms and common associated
symptoms like pain and fatigue at:

WWw.neurosymptoms.org
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Functional Movement Disorders

This leaflet aims to explain a bit about functional move-
ment disorders and how you can begin to overcome
them

Not all of it may apply to you and you should discuss it
with the doctor who gave it to you

Patients with functional movement disorders
often end up not feeling believed by doctors

What are functional movement

disorders ?

A functional movement disorder means that there is
abnormal movement or positioning of part of the body
due to the nervous system not working

properly.

Patients with a functional movement disorder may ex-
perience a range of distressing and disabling symptoms:
Some patients may experience too much movement of
a body part, for example, tremor (shaking), jerking or
twitching of a limb or the head. Other patients may ex-
perience too little movement of a body part, for exam-
ple "spasm" or clenching of an arm or leg which is then
difficult to move.

Unlike other movement disorders (e.g., Parkinson's dis-
ease), a functional movement disorder is not caused by
damage or disease of the nervous system. Itis how-
ever due to a reversible problem in the way that the
nervous system is working. This means that a functional
movement disorder has the potential to get better and
even go away completely (although this is not easy)

Why are my tests normal?

Patients with a functional movement disorder have normal
scans and other investigations. When they are examined,
the doctor usually does not find any change in reflexes or
other evidence of nervous system disease. This is because in
a functional movement disorder all the parts of the nervous
system are there, they are just not working properly to-
gether.

Your doctor may be able to find specific physical signs of a
functional movement disorder when you are examined and
make the diagnosis in the same way as you would with a
condition like migraine (which also does not have a ‘test’)

If you were a computer, it’s a bit a like having a software
problem rather than a hardware problem.

Patients with functional dystonia often have a
‘clenched hand’ or a twisted foot

Am | just imagining it then?

One of the big problems patients with a functional move-
ment disorder experience is a feeling that they are not be-
ing believed. This is partly because many doctors are not
trained well in physical symptoms that are not due to dis-
ease and research in these areas is very poor. Some doctors
really don’t believe patients with these symptoms. Others
do believe them but find it hard to know how to help.

So if it’s a real condition but its not a disease, what is it? Am
I just imagining it?

The answer is you are not imagining or making up your
symptoms and you are not ‘going crazy’. You have a func-
tional symptom or functional illness.

What about all my other symptoms?

These are some of the other symptoms that patients with
functional movement disorder can experience as part of their

® Weakness or Paralysis ® Bladder or Bowel

of a Limb symptoms
Numbness or tingling @ A floaty, distant feeling
Fatigue that things around you

aren’t quite real
(derealisation)

® Attacks that look like
epilepsy but are not

Arm or Leg pain
Back or Neck pain
Headache

Poor concentration

® Frustration, Anger
Sleep disturbance O LG e
Word finding difficulty 4 Lack of enjoyment
Slurred speech o Worry

Blurred vision

illness. Often these symptoms are also caused by dysfunction
of the nervous system as part of the same illness.

Why has it happened?

Functional movement disorders are a complex problem. They
arises for different reasons in different people. Often the
symptoms are accompanied by feelings of frustration, worry
and low mood but these are not the cause of the problem.

We recognise a number of different situations in which func-
tional weakness can arise. Your symptom may fall in to one of
these categories although often none of these appear rele-
vant:

® After a physical injury

® With pain (particularly severe neck or back pain)

® With a panic attack or hyperventilation (some people de-
scribe a frightening spaced out feeling called dissociation
at the moment the symptom starts)

® An illness with a lot of fatigue or bed rest— functional
"dystonia’ (clenched hand or twisted foot) often develops
slowly in people who are suffering from severe immobility
or painin a limb.

We are beginning to understand why people are vulner-
able to these symptoms and their mechanisms in the brain
but there is still a lot we do not understand.



