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WHAT IS FIBROMYALGIA?

ibromyalgia is a chronic condition of
widespread pain and profound
fatigue, recognised by the NHS and DWP.

The pain tends to be felt as diffuse
aching or burning, often described as
head to toe. It may be worse at some
times than at others. It may also change
location, usually becoming more severe
in parts of the body that are used most.

The fatigue ranges from feeling tired, to
the exhaustion of a flu-like illness. It
may come and go and people can
suddenly feel drained of all energy — as
if someone just “pulled the plug”.

Fibromyalgia is a common illness.

In fact, it is more common than
rheumatoid arthritis and can even

be more painful. Prevalence of
Fibromyalgia: A Survey in Five
European Countries

(see www.fmauk.org/prevalence for
details) put the prevalence of FM at
between 2.9 and 4.7%. People with
mild to moderate cases of fibromyalgia
are usually able to live a normal life,
given the appropriate treatment.

If symptoms are severe, however, people
may not be able to hold down a paying
job or enjoy much of a social life. The
name fibromyalgia is made up from
“fibro” for fibrous tissues such as
tendons and ligaments; “my" indicating
muscles; and "algia” meaning pain.

Symptoms

Besides pain and fatigue fibromyalgia

symptoms often include -

e unrefreshing sleep — waking up tired
and stiff

e headaches - ranging from ordinary

types to migraine

e irritable bowel — alternating diarrhoea
and constipation, sometimes
accompanied by gas in the abdomen
or nausea

e cognitive disturbances including lack
of concentration, temporary memory
impairment and word mix up

e clumsiness and dizziness

e sensitivity to changes in the weather
and to noise, bright lights, smoke and
other environmental factors

e allergies

Diagnosis

Fibromyalgia is not new, but for most of
the last century it was difficult to
diagnose. Part of the problem has been
that the condition could not be
identified in the standard laboratory
tests or x-rays. Moreover, many of its
signs and symptoms are found in other
conditions as well — especially in chronic
fatigue syndrome (CFS).

Two Canadian doctors developed a way
of diagnosing fibromyalgia in the 1970s
and in 1990 an international committee
published requirements for diagnosis
that are now widely accepted. Once
other medical conditions have been
ruled out through tests and the patient’s
history, diagnosis depends on two main
symptoms:

1. pain in all four quadrants of the body
for at least three months together with
2. pain in at least 11 out of 18 tender
point sites when they are pressed.

The "tender points”, or spots of extreme
tenderness, are rarely noticed by the
patient until they are pressed.

What Causes Fibromyalgia?
Fibromyalgia often develops after some
sort of trauma that seems to act as a

A glossary of terms can be found at www.fmauk.org/glossary

trigger, such as a fall or car accident, a
viral infection, childbirth, an operation
or an emotional event. Sometimes the
condition begins without any obvious
trigger. The actual cause of
fibromyalgia has not yet been found.
Over the past several years, however,
research has produced some insights
into this puzzling condition. For
instance, it has been known that most
people with fibromyalgia are deprived
of deep restorative sleep.

Current studies may find out how to
improve the quality of sleep and some
of the prescribed medicine is specifically
aimed at addressing the lack of
restorative sleep.

Research has identified a deficiency in
Serotonin in the central nervous system
coupled with a threefold increase in the
neurotransmiter substance P, found in
spinal fluid and which transmits pain
signals.

The effect is disordered sensory
processing. The brain registers pain
when others might experience a slight
ache or stiffness. It is hoped that more
research will discover the cause and
result in more effective treatment.

Current Treatment

At the present time treatment for
fibromyalgia aims at reducing pain and
improving sleep. In other words, some
of the symptoms are being treated,
rather than the condition itself.

Pharmacological management
Over-the-counter medications may help
relieve the pain of fibromyalgia but
severe pain may require the expertise of
a pain clinic. It is best to discuss any
form of pain relief with your specialist
or GP. It is most important to note that

medications work for some
people and not others.
Pharmacological management
of FM in the UK often involves
'off-label' medications focused
on the relief of discrete symptoms rather
than treatment of the condition. A
number of drug therapies have shown
effectiveness in randomised clinical
trials, leading to approval by the Food
and Drug Administration in America of
pregabalin, duloxetine and milnacipran
for the treatment of fibromyalgia.

Medications most often prescribed for
fibromyalgia are tricyclic drugs also used
to treat depression although doses for
fibromyalgia are much lower than for
depression. In some cases these drugs
will help both sleep and pain.

However, many people find available
medications either insufficient to control
their symptoms or difficult to tolerate
due to a high incidence of adverse
effects. Thus, all medications should be
reviewed at regular intervals to monitor
their efficacy.

Support from family, friends and other
people who have fibromyalgia is
extremely valuable to those who have
fibromyalgia. Professional counselling
may help some people to cope with this
iliness and to take an active part in their
own treatment. For more information
on medications please visit
www.fmauk.org/medications

Learning to manage the condition
seems, so far, to be the most successful
way of dealing with fibromyalgia.

A combination of heat, rest, exercise
and reducing stress can enable some
people with fibromyalgia to maintain a
productive life.



Managing Fibromyalgia

The best way to cope with fibromyalgia
is to use a number of technigues that
ease the symptoms as much as possible.

Relaxation is one technique that works
really well for almost everybody with
fibromyalgia. It reduces tension in the
mind and body right away. The results
are calming for all the symptoms,
especially for the pain. Relaxation can
be learned from books, tapes, videos or
special courses.

Heat is important. A hot water

bottle and hot baths or showers will
help reduce pain and banish morning
stiffness. Soaking hands and feet in hot
water for a few minutes can ease their
aching. Exercise is the most common
prescription for fibromyalgia and Dr
Pellegrino’s section on this has
invaluable advice about the form this
should take.

Although no particular diet

has been shown to help fibromyalgia, a
healthy, balanced diet is important to
provide protein, vitamins and minerals.
It is best to avoid or at least cut down
on coffee, tea and alcohol.

Some sufferers have a tendency to gain
weight and this can be distressing in
itself. If you follow a healthy diet this
should in turn help with your weight
control.

People with fibromyalgia can have good
days and bad days. On a good day it is
important to pace yourself; overdoing it
may simply make matters worse. Rest is
also important. Listen to your body
when it tells you to slow down.

EXERCISE
by M J Pellegrino MD

ndividuals with fibromyalgia are faced

with an exercise dilemma. Because the
muscles are so tight and painful in
fibromyalgia, they are often aggravated
by any attempt to exercise. If the
muscles aren’t used enough, they can
more easily flare up with any attempt to
do activity. Often, the person with
fibromyalgia will experience increased
pain or full-blown flare up when
attempting to increase activity.
Although it is difficult for individuals
with fibromyalgia to exercise, it is not an
impossible task. My experience in
seeing and treating thousands of
fibromyalgia patients over the years is
that most are able to develop a
successful individualised exercise
programme. Some people are able to
be more active than others, but | believe
that everyone with fibromyalgia has the
potential to improve their activity to
decrease pain and improve function.

Telling a patient with fibromyalgia to
exercise is part of the often used cliché,
“easier said than done.”

| emphasise to patients that any exercise
is better than no exercise and that each
individual has to find a proper balance
of exercise that works best for him or
her.

A prescription for exercise in someone
with fibromyalgia needs to be flexible.
There is no one type of exercise that
works best for everyone, and what
works for one may not work for
someone else. The key goals of an
exercise programme are to find what
works, develop a successful home
programme and maintain a stable
balance or baseline.

| have found that there are two
components of exercise that, in
combination, seem to work best for
fibromyalgia patients. They are
stretching and a light conditioning
programme.

| consider stretching a form of exercise
that is readily available wherever we
are. Because fibromyalgia muscles are
so tight, they are more vulnerable to
sprains and strains, so it is especially
important that this tightness be
counteracted by stretching. Stretching
can de done in bed, in the shower, at
work, at home and just about anywhere
and anytime. It is a vital part of the
fibromyalgia person’s home programme
and if | had to choose one thing to
recommend, it would be stretching.

Stretching should be done regularly and
consistently. An initial approach is to
train the individual in self-passive
stretching techniques. These do not
require any specific equipment and can
be done on different body parts
including head, neck, trunk, shoulders,
upper bedy, low back, hips and legs.
Dozens of stretching exercises are
possible and all of them can be
beneficial for given individuals when
properly instructed. With stretching,
one should achieve increased flexibility,
decrease pain and, ultimately, decrease
vulnerability to muscle sprains and flare-
ups.

One should move slowly and gently
when stretching without jerking or
bouncing the soft tissues. We teach
patients to find a feeling of stretch
within their comfort zone, and they
practise deep breathing exercises as part
of the stretching. Exercises using elastic
bands can combine dynamic stretching

with strengthening of the
muscles.

Stretches can be demonstrated
by a knowledgeable health
professional but the individual needs to
develop a home programme on a
regular and consistent basis. When
beginning stretching, one should only
do a few stretches a day. No more than
three seconds hold at a time, but
gradually work over several weeks to
where one is able to perform up to ten
repetitions per stretch, two or three
times a day as needed.

A light conditioning pregramme means
enough exercise to stimulate the
cardiovascular system and strengthen
the muscles without overworking or
exhausting them and increasing pain. A
light conditioning programme should
not be started until an individual is
comfortable with a regular daily
stretching programme. Light
conditioning does not mean intensive
aerobic activity. Usually the activity
involves periods of stretching,
strengthening, relaxation and
conditioning of muscles. This
alternating strategy usually works best
for fibromyalgia muscles. A proper
warm up, good breathing techniques,
proper postures, awareness of the body’s
response to the exercise programme and
cool down period are all necessary
components of a light conditioning
programme.

Examples of light conditioning exercises
could include walking, cycling, aquatics,
dancing and low impact aerobics. As a
rule, one should try to perform light
conditioning exercises at least three
times a week for 20-30 minutes. Also, |
recommend that one take off every



other day with a light conditioning
programme to allow the body a chance
to rest and recuperate, although
different individuals can perform a daily
exercise programme depending on the
body‘s abilities and needs. When
starting out, it is best to perform about
10 minutes per session for the first week
until at least 30 minutes three times a
week is reached.

The exercising individual needs to have
realistic goals. | tell patients not to put
pressure on themselves to exercise
longer and harder in order to feel
better. The amount of time spent
exercising is not as important as the
actual effort to exercise.

People with more severe forms of
fibromyalgia usually do not tolerate
exercises that involve weight lifting (free
weights or machines), or exercise
equipment that involve using arm
pulleys. These exercises provide a
continuous resistance on the muscles
and over stimulate them, causing
increased pain. Certain exercise
equipment can be helpful in
fibromyalgia and | always advise people
to try the equipment first to determine
if it is tolerated and it is helpful before
actually purchasing it. Many people
with fibromyalgia have nearly-new
exercise equipment sitting unused in the
basement.

Once a successful exercise programme is
under way, the individual with
fibromyalgia usually feels better. Even
patients who find it too painful to do
any light conditioning exercise can
usually benefit from a stretching
programme.

| believe that fibromyalgia flare-ups are

rarely caused by the actual exercise
programme. Rather the flare-ups are
due to some other cause.

During a flare-up, | recommend that the
exercise programme be reduced and
emphasise the importance of
continuing the exercise programme in
spite of a flare-up and not stopping the
whole programme altogether. If one
stops exercising muscles that are flared-
up, these muscles will get tighter and
will quickly become de-conditioned and
thus will become even harder to
reactivate when resuming the exercise
programme.

Many people with fibromyalgia have
had negative experiences with
exercising. The goal is to make exercise
a positive experience for somecne with
fibromyalgia.

Mark Pellegrino M.D. is uniquely
qualified to help patients with
fibromyalgia. Not only is he a physician
whose area of special interest is treating
this condition, he has it himself. Elected
to Phi Beta Kappa as an undergraduate
at The Ohio State University, Dr
Pellegrino was also an honours graduate
from Ohio State’s College of Medicine.
At the same institution he served as the
chief resident in the Physical Medicine
Residency programme.

Dr Pellegrino is Board Certified in
Physical medicine and Rehabilitation and
he is a member of the American
Academy of Physical medicine and
Rehabilitation and the American
Congress of Rehabilitation medicine. He
serves as Medical Director for
Rehabilitation at a local hospital in
Canton, Ohio where he also practices
and lives with his wife and children.

WELFARE BENEFITS

f you are unable to get help from your

CAB, Welfare Rights or a disability
agency such as DIAL please contact the
Benefits Helpline.

Employment and Support Allowance
If you come under ESA we would advise
that you go to your CAB or Welfare
Rights for help with this as it is quite
complex. More information will be
found on our website as it becomes
available.

Neither fibromyalgia nor any other
illness is an open door to any benefit.
What matters is how the illness affects
you. It may be that you suffer from
another problem as well as fibromyalgia;
this should not matter as any judgement
should be based on the amount of help
required. What the illness is, may
however, have a bearing on deciding for
how long you should be awarded a
benefit.

In recent times it has become far more
difficult to get DLA or for it to be
accepted that you cannot work. You
may know of people who do not seem
to be as disabled as you are, who have
been awarded one of these benefits
whilst you are struggling to get
anything. This unfortunately is not
uncommon.

DLA

There are two components to DLA -
mobility and care. Even if you only fill
in details for one component the other
will be looked at also. Therefore it is
advisable to fill in both parts. The
mobility component has a low and high
rate. You cannot apply for one rate in
particular, as it is up to the decision

maker to decide which, if any,
you qualify for. If you re-apply
for DLA (either components)
you could lose what you
already have.

Mobility component

The main criterion here is whether you
are unable or virtually unable to walk
without severe discomfort. The problem
for people with fibromyalgia is
convincing someone of that severe
discomfort and that it can prevent us
walking very far. When assessing this
for yourself, measure what is an average
distance to walk for you and how long it
takes to walk that distance (along the
flat, not uphill or upstairs). This must be
a very short distance and has been
stated as being no more than 50 metres
and probably less even on one of your
better days. However any additional
information that you give is very
important.

Care component

One of the criteria for this part is
whether or not you can cook a meal
from raw meat and two raw vegetables
for yourself on a regular basis, using a
normal oven.

Other criteria concern your personal
hands-on care requirements e.g. having
a bath, washing your hair, getting out of
a chair etc.. Housework needs and
shopping are not considered for this
benefit.

It is the amount of care you need that
determines the rate at which you will
qualify for the care component. Thus it
is essential that you put down the
amount of time that you need help for,
even if it is only sometimes two minutes;
the minutes add up!



If having read this you think you qualify

for DLA, please do the following:

1. Keep a diary.

2. Contact your local Department for
Works and Pension (formerly Benefits
Agency) and ask for a claim pack.

3. Study the pack carefully, take
measurements and make notes on a
separate piece of paper.

4. Write down everything you suffer
from e.g. Irritable Bowel, Raynaud'’s
Disease. Do not assume that the
decision maker or even the doctor
knows that they can be part of the
fibromyalgia syndrome.

5. Go to or contact your local Citizen's
Advice Bureau, Welfare Rights office
or disability agency such as DIAL and
get help filling in the forms. This is
essential.

. Keep a copy.

7. If you are not successful you should
ask for a review and failing that you
can go to appeal. You have only one
month in which to appeal.

8. Get help from the CAB or Welfare
Rights for a review or appeal. Ask if
someone from one of these
organisations can represent you — if
they can you have a considerably
higher chance of winning your appeal
(probably 30% higher). Please note it
is now necessary to ask for an oral
hearing if you wish to attend the
hearing yourself.

9. If your appeal fails:

a) You can apply again after 1 month.
Prior to this they will look at your
previous form.

b) You will be told that you can
appeal to the Commissioners. N.B.
This can only be done on a point of
law, not on the basis that you do not
agree with the decision.
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Incapacity benefit

For those still on IB the major concern

with this benefit is the “All Work" test.

The aim of this questionnaire is to

discover whether you are fit to do ANY

work at all, not just the job you were

doing. To pass it you must score 15

points. The questions deal with how far

you can walk, how long you can sit
down or stand up, climbing stairs,
picking up objects, bowel and bladder
control and mental problems. If you
receive one of these forms, please do
not panic but follow these steps:

1. Go through the form carefully and
make notes on all the areas you have
problems with. Remember that if you
say, for example, that you could walk
200 metres, this means for 5
consecutive days. Then ask yourself if
this is actually the truth. If not make
a note as to why not.

2. Go to or contact your local CAB or
Welfare Rights office and get help in
filling in the form. This is essential.

It is also very helpful if your doctor
supports you, because if you are turned
down, particularly for Incapacity Benefit,
their support whilst you go to review or
appeal will be important to you.

If you are already in the process with
either of these benefits please firstly go
to your local CAB or Welfare Rights for
help. If you are then still having
problems we will talk these through
with you, but the Association cannot
write letters to support your case,
because each person is affected
differently.

One of the most frequent comments we
hear from people with fibromyalgia is,
"The government does not recognise

fibromyalgia.” This is not true. We
have in writing that the government
does recognise fibromyalgia and if you
need this evidence please contact us.
Fibromyalgia is also listed in a book that
the Department for Works and Pensions
doctors use for Incapacity Benefit and
possibly for DLA. The description is
correct but in our opinion inadequate.
It is often individual doctors’ lack of
awareness of fibromyalgia that cause
difficulties. A medical pack for
professionals is available and will be
posted directly to them on receipt of
their details. www.fmauk.org/benefits

FOR THOSE WHO CARE

t can be difficult to live with and care
for a person suffering from a chronic
painful condition like fibromyalgia - but
you need not cope alone. Fibromyalgia

Association UK not only cares about
those diagnosed with fibromyalgia, but
also cares about you, the people who
live with and look after us.

This section has been written to allay
some of your fears and help you gain a
better understanding of some of the
problems we face. Fibromyalgia affects
people in different degrees. Those with
mild to moderate symptoms can lead a
relatively normal life, with a few
adjustments,

If symptoms are severe our lives are
changed drastically, but fibromyalgia is
not life threatening.

Symptoms

Now that your friend, partner or
relation has been diagnosed with
fibromyalgia you will be asking “What is
it and what does it mean?”

The word fibromyalgia means
pain in the muscles and fibres,
fibro (fibres) my (muscles)
algia (pain). The many ways it
can affect the various systems
of the body are explained in the section
“What is fibromyalgia?”

We Look so Well

In view of the constantly changing levels
and sites of pain you may have thought
that the person troubled with
fibromyalgia was going mad or simply
being idle. Don't feel guilty if you have,
for many of us have had the same
thoughts about ourselves. How can we
look so well and feel so bad?
Fibromyalgia is often referred to as the
invisible condition or the irritable
everything because there are no visible
signs, but inside we are hurting and our
self esteem can be very low. We may
feel that we are letting everyone down.

Try to talk about these feelings and
learn to recognise mood swings and
down days. Work together to reduce
daily levels of stress: everyone wil|
benefit.

The two main symptoms of fibromyalgia
are pain and fatigue, but muscle
stiffness is also a very troublesome
symptom. This usually occurs after
sleeping or lying in one position. Once
we get moving the stiffness will
normally ease after an hour or two, but
in some people it can last all day.
Stiffness and pain can also occur if we sit
in one position for too long. This needs
to be considered when planning
journeys.
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We Have Our Bad Days

Flare ups of pain are another problem
that can make us feel low. We may be
doing all the right things and suddenly
the pain will increase. Often there will
be no obvious reascn, but at other times
we will be able to identify the cause,
usually overdoing some physical activity
such as household chores, DIY or
gardening.

Short bouts of depression may occur
from time to time, but this should not
last more than a day or two: if it does
the doctor should be consulted.
Sometimes counselling may be
recommended. This is not because
fibromyalgia “is all in the mind” but
because the syndrome, especially the
constant pain, affects the whole person
including the mental outlook. It is
normal to feel afraid, angry, and anxious
when dealing with a chronic condition
and talking to a trained counsellor
allows these feelings to be brought into
the open and dealt with.

No one medication will alleviate all the
symptoms of fibromyalgia but a
combination of medicines may help to
relieve pain and promote sleep. At the
moment there is no cure for
fibromyalgia, and the best that a doctor
can do is to give guidance in ways of
coping and treating some of the
symptoms. The treatments and
medications that work vary from one
person to another and the person with
fibromyalgia is the only one who can tell
what is working. It may take a long
time and many appointments to discover
the right mix for any individual.

Making the Most of a Good Day

We may not be able to do all the things
we used to do, but it is important to
have fun and mingle with the outside

world. List ideas for short outings to
places with room to move around; keep
up with visits to and from friends and
family; visit parks and gardens where a
walk can be enjoyed and then a rest on
a bench (or more comfortable seat).
There are lots of places to go. Just
getting out for half an hour can make
all the difference.

It is important that you do not become
isolated. You may not be as caring and
understanding if you feel trapped and

resentful; make sure you keep up with

your own social life.

Team Work

Fibromyalgia is a very individual illness.
It affects people in many different ways
and learning to cope is better for all the
family and friends. Discuss what action
to take to make life better for
everybody.

Many people with fibromyalgia have
very mild symptoms; they can lead a
relatively normal life and can carry on in
their employment, but they will need an
understanding caring partner, family
and/or friends. They will still have bad
days.

You may have noticed that a person
with fibromyalgia becomes easily
confused and has short term memory
blanks, perhaps forgetting a birthday or
anniversary, getting words mixed up or
missing them out altogether, sometimes
stopping in the middle of a sentence
completely forgetting what was being
said. These symptoms are often more
distressing than the pain and fatigue.

s Writing can sometimes be difficult; the
use of a computer can assist.
e Art and crafts can ease tension.

e Crosswords and games can keep the
mind working.

e Keep a good supply of books and
anything else that will entertain.

¢ Encourage the learning of new skills.
Change can be very rewarding.

What are the tasks that people with
fibromyalgia find most difficult? Even
carrying a shopping bag can cause us
difficulties. Think about the jobs that
you can do together with you supplying
the muscle. Working together can be
fun. If you can see that fibromyalgia is
taking over, suggest a rest or a hot bath
and have a cosy meal on a tray to
continue the relaxation.

It will unwind you as well. You can also
help by making small changes around
the home or at work. Simple things like
storing items on more accessible shelves
will avoid excessive reaching and
bending; keeping the floor area clear
will avoid nearly tripping or falling
which can jar the muscles. Look around
the home or workplace together and
you will probably be able to identify
several ways of making life easier and
safer. Remember safety at home and
work is important for everyone.

As we have already said, rest plays a
vital part in coping with fibromyalgia.
Always plan day-to day activities to
include rest periods; do a little and rest
a little. Gradual exercise also plays an
important role in the management of
fibromyalgia. Why not exercise
together. Make it part of your weekly
routine. In order to cope we need to
find out what suits us best by trial and
error. Nobody else can do this for us but
we do need your help and
understanding.

The Future

Family and friends can help a
great deal in the management
of fibromyalgia by learning as
much as possible about the
condition. Not only does the person
diagnosed with fibromyalgia have
frustrations, so do people who are
trying to understand the problems we
face.

Discussing problems and working
together can make such a difference to
our lives and the lives of those that give
us their love and care.

It can be difficult to keep cheerful when
your life style changes and relationships
can become strained. We all have stress
at some time in our lives and it is often
difficult to complain when a member of
the family, friend or work colleague is
unwell. Have you got another family
member or friend you can talk to?

It's good to talk.

It can also be difficult to remember that
we are not just a collection of symptoms
but a whole person with ambitions and
dreams just like everybody else. \We
don't like having fibromyalgia but we
have found that by taking positive steps,
pecple are learning to cope and manage
the condition. There is an area on our
forums that is specifically for carers and
family that you might benefit from
participating in. Research is now taking
place all over the world; the future is
brighter and the only way is forward.

The goal is to live life in spite of
fibromyalgia rather than having no life
because of it. Take each day as it comes
and make the most of it together.

i1
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There is no evidence that fibromyalgia
affects conception. It is natural to take
up to a year to conceive, but if you are

referral to an occupational therapist
who will be able to advise you on
suitable equipment to purchase,

more due to increasing fatigue. This is
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