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About Fibro
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A Patient Information
Leaflet on Fibromyalgia
Syndrome (Fibro)

Dysautonomia Migraine Aching Muscles Memory LoRsstless Leg Syndrome
Tremor Loss of CoordinationDisrupted sleepStabbing PainConcentration problems

GastreOesophageal Reflux DisorddMlemory LossMuscle weakness Sleep starts

Allodynia Chronic fatigueWideSpread PainHyperaIgesia

Irritable Bladder Burning Painlrritable Bowel Syndrome Stiffness Anxiety
Speech problemsLoss of staminaHeadachesMyofascial PainFood intolerances

Insomnia Slow Recovery from llinedsibrofog chemical Sensitivities



For more information on Fibromyalgia Syndrome (Fibro) please see
www.fibroaction.org

Information about Fibro and its treatment is frequently updated as
research is published. This online printable leaflet was published in
September 2008. Check the FibroAction website for updates.

Disclaimer: The information in this leaflet is not intended to be an alternative
to seeking professional help and advice. The information contained herein is
for educational use only. If you believe you may be affected by Fibromyalgia
Syndrome, or if you have concerns about symptoms or

treatments, you should consult your doctor. “Nﬂ’
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What Is Fibro?

Fibro is Fibromyalgia Syndrome, also known as FMS or FM.
Fibromyalgia is pronounced Fro - my - al - gee- ah.

Fibro is a chronic illness characterised by chronic widespread pain, chronic
fatigue, hypersensitivity to pain and sleep disturbances. Fibro patients
experience a wide range of symptoms that can wax and wane over time.

Fibro is sometimes called a chronic pain condition, a central sensitisation
syndrome or even a neurological condition.

Fibro is often a devastating condition for patients and the people around them
and it has been shown to have more of an impact than many other chronic
pain conditions and chronic illnesses.

Who Is Affected?

Fibro can affect anyone. Although it is commonly thought tha®8% of Fibro
sufferers are women, this figure may be an overestimate and men do get it
too. And although a large proportion of Fibro sufferers are age@@anyone
from children to the elderly can develop the condition.

Fibro is a surprisingly common condition: it is estimated that between 2% and
4.5% of the UK population has Fibro, although this figure has never been
measured and it may be higher. That translates to between 1.2 and 2.7 million
people in the UK alone.

Because of its debilitating nature, Fibro has a large impact on everyone
connected with a sufferer, from family and friends to employers.
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What Are The Symptoms?

The possible symptoms of Fibro are very wide and varied and no two sufferers
will have exactly the same problems. However, many have a majority of the
common symptoms.

Fibro Symptoms include:
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Chronic widespread pain
Hypersensitivity to pain

Stiffness ‘
Chronic fatigue I
Cognitive dysfunction, including memory Io% :
and lack of concentration. k( (
Abnormal responses to exercise e

Sensitivities or intolerances, such as to foods
and chemicals.

Irritable Bowel Syndrome.

Reflux Disease.

Irritable Bladder

Autonomic Dysfunction

Headaches and migraines

Restless Leg Syndrome or Periodic Limb Movement Disorder
Tremors

Loss of Coordination

Tinnitis

Mitral Valve Prolapse

Slow recovery from iliness

Sleep starts

Anxiety

Problems with the Menstrual Cycle in women
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What Are The Symptoms?

Chronic widespread paiis usually the primary symptom of Fibro. This can be
aches, as if you have the flu or have run a long race; it can feel like joint pain,
as if you have arthritis; it can be burning pain, like someone is pouring acid
through your body; or it can be shooting pain, as if you are being stabbed with
large needles.

Fibro patients are alsbypersensitive to painthey feel pain from stimuli that
should not be painful. Even the lightest touch can be painful; a hug can be
excruciating. And the pain from something as simple as knocking your leg on a
desk not only feels far worse than it should do, but can carry on being painful
for far longer than normal.

Stiffnessis often a problem people with Fibro have. This can cause issues with
mobility, as well as leading to more pain. People who stay in one position for
extended periods, for example at a desk, often find that their stiffness
worsens.

};g Chronic fatigueis common with Fibro and this is
o = - often linked with the norrestorative sleep that is
f_—‘ﬁ' %-,_-535 typical of Fibro. This can lead to more fatigue, more
— paln and other symptoms. The fatigue of Fibro is not

: == |ike being a bit tired all the time: it can hit suddenly,
leaving a Fibro sufferer almost unable to stand; it
can be overwhelming, making it impossible to do anything at all; you can feel
so tired that it seems impossible to even lift your head.

Cognitive dysfunctionis a common problem with Fibro and is nicknamed

"Fibrofog". This can include difficulty in understanding something, difficulty in
making decisions, memory loss, problems with concentration, difficulties in
speaking coherently and remembering words and problems with typing or
writing.

Abnormal responses to exercisare often a problem with Fibro. These can
include an ovethe-top and sometimes delayed reaction to exercise, as well as
muscle weakness and poor stamina unrelated to fitness. People with Fibro can
find that their ability to perform exercises varies hugely. “ \
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What Are The Symptoms?

People with Fibro often hava@nsitivities or intoleranceso many things, from
foods to chemicals. An exposure to something they are intolerant of can cause
a flare in all the Fibro symptoms. If someone with Fibro says, for example, that
they can't stay in the same room as a smoker, or someone with strong
aftershave on, then they mean it and could be quite ill if they continue to do
so. People with Fibro can be hypersensitive to almost anything, including
sound and light.

Irritable Bowel Syndrome (IBS$ a common Fibro symptom and this is often
worsened by food intolerancesGastrecOesophageal Reflux Diseasand
Irritable Bladderare also possible Fibro symptoms.

Autonomic Dysfunction(sometimes called Dysautonomia) of some kind is
common with Fibro: this simply means that the Autonomic Nervous System
(ANS) isn't working properly. The ANS keeps various factors in your body at
normal levels, including heart rate, perspiration and respiration. Autonomic
Dysfunction with Fibro can include not being able to properly regulate your
temperature - people with Fibro are often either too hot or too coldand
fainting.

Headaches and migrainesare also common
amongst people with Fibro.

Other symptoms includ®estless Leg Syndronog
Periodic Limb Movement Disord@iremors loss of
Coordination Tinnitus, Mitral Valve Prolapse slow
recovery from illnessSleep Starts(jumping awake as you fall to sleep),
Anxiety and problems with the Menstrual cycle in women.
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What Causes It?

The root cause of Fibro is as yet unknown, but research continues to explain
the mechanisms behind what happens with Fibro.

Most researchers agree that Fibrodscentral processing
disorder with changes in the neuroendocrine/
neurotransmitter systems (the systems that transmit
messages around the body). Fibro is sometimes called a
central sensitisation syndromeAbnormal processing by
the central nervous system causes the pain amplification
that Fibro patients experience. The changes in the
neuroendocrine/neurotransmitter systems also explain
many of the other Fibro symptoms.

Scientific studies continue to produce evidence about the physiological
abnormalities to be found in Fibro patients (see the box on page 9).

Research has shown that there may be genetic factors involved in Fibro that
could lead to a genetic susceptibility to the condition.

For some people, the onset of Fibro is slow or happen
early childhood, bufor many people Fibro is triggerec
by a known event or series of events, such as an illne
or injury.

The possible genetic susceptibility could help to exp
why these traumatic events lead to Fibro in some peo
and not others.

Pre-existing conditions(even if the other diagnosis comes after the Fibro
diagnosis), such as Hypermobility Syndrome, Lupus or Rheumatoid Arthritis
can also lead to Fibromyalgia, when it is then often referred to as secondary
Fibro.
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What Causes It?

The physiological abnormalities
found in Fibro patients include:

1 Increased levels of the patransmitting chemicasubstance Hn the
spinal cord.

1 Dysregulation of the HPA (hypothalampatuitary-adrenal) axis
which is a complex set of interactions between the hypothalamus, the
pituitary gland, and the adrenal gland. The HPA axis controls reactions
to stress and regulates various body processes including digestion, the
iImmune system, mood, and energy usage.

1 Reduced levels of the amino acittyptophan, which is used to
produce serotonin, melatonin and niacin (vitamin B3).

1 Reduced levels of the hormones and neurotransmitteesotonin,
norepinephrine and dopamineSerotonin plays an important role in
the modulation of body temperature, mood, aggression, sleep,
sexuality, and appetite. Norepinephrine (also called noradrenalin)
affects parts of the brain where attention and response actions are
O2YyGNRff SR | yR | forsfZ AKRISENINSSALIRYKS dx
has many functions in the brain, including important roles in behavior
and cognition, motor activity, motivation, sleep, mood, attention, and
learning.

1 Reduced blood flow to the thalamugpart of the brain, which is
believed to both process and relay sensory information selectively to
various parts of the cerebral cortex.

1 Abnormalities in cytokine functionCytokines are used extensively in
the body for communication between cells.

1 Reduced availability of opioid receptois the brain,
meaning that opioid medications are less effective. “N]
N\
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How Is Fibro Diagnosed?

There is currently no definitive test for Fibro and theraasway for doctors to
"see" the condition in patients as part of regular clinical practjcalthough
complicated brain scandone as part of research studies have shown changes
in the brains of people with Fibro.

> 'b

In making the diagnosis, the physician will fgde out other conditionsthat
might be causing some of the symptoms, including:

1 ME/CFS, a condition with many symptoms that overlap with Fibro
symptoms that can be very hard to rule out.

1 Systemic Lupus (SLE), an autoimmune condition.
1 Rheumatoid Arthritis (RA).

1 Polymyalgia Rheumatica (PMR), a painful inflammatory condition
that typically affects older women.

Multiple Sclerosis.

Thyroid conditions.

| NPKyQa 5AaSlasSszs | £t OSNIGAGBS [ 2Ff A0
Lyme Disease.

Chronic myofascial pain.

Hypermobility Syndrome.

Sleep apnoea.

Neuropathic pain.

= =4 =4 -4 -4 -a - -2

This is done primarily through blood tests and physical exams, although
further testing may be done, such asays and even MRIs if checking for
conditions such as Rheumatoid Arthritis or MS.
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How Is Fibro Diagnosed?

It is worth noting thatthe presence of another condition does not rule out
the possibility of Fibro as a diagnosiBibro is not a diagnosis of exclusion and
should be diagnosed by its own characteristic features, but it is important for
the diagnosing physician to know whether your symptoms could be explained
by another condition- for example, joint pain could be explained by
Rheumatoid Arthritis and so whether some of those characteristic features
are already accounted for.

When all possible other causes of the symptoms have been ruled out (or taken
into account), then the physician will first look at your symptoms and symptom
history to see if they tie in with a Fibro diagnosis.

ACR Criteria N
The 1990 American College of

Rheumatology (ACR) criteria for the

diagnosis of Fibro:

1 pain in all four quadrants of the
body (i.e. on both the left and right
sides and above and below the
waist)for at least 3 months
The location of the 18 tender points chosen for the
q 11 OUt Of 18 SpeCifically Chosen 1990 ACR Criteria for the diagnosis of Fibro
tender points

The tender points are spots on the body where everyone is more sensitive and
so where it is easiest to test for the hypersensitivity to pain that characterises
Fibro. There can be many more points on the body in which patients are
sensitive, but these were chosen as the standard 18 to test. In order for the
test to have most meaning, the physician needs to follow some guidelines for
doing the test.
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How Is Fibro Treated?

Fibro is a complex condition with a number of other conditions that can occur
as symptoms, making it very complicated to treat. Exactly what works for one
person may not be the best treatment for another.

The most effective treatment for Fibro is often throughnaultidisciplinary
approach using medications, complementary and supportive therapies, and
lifestyle adaptations. It is rare that one approach alone can manage Fibro in
the best way possible.

It is very important for Fibro patients that they
have a doctor that will work with them.

Fibro doesn't fall perfectly into any one medical
discipline, so the best doctor for a Fibro patient may:
be a GP, a rheumatologist, a neurologist, a pai
management specialistbasically any doctor who is
interested in treating Fibro.

It can be very hard to find a good doctor for Fibro, with many patients settling
for a doctor that believes in the condition, even if they aren't treating it as well
as they could. Finding the best treatment for a Fibro patient can take a long
time and be a frustrating process. It can also require significant research into
medication options and possible referrals, which some doctors simply do not
have the time for. These are only two reasons why a doctor may not want to
treat Fibro patients.

It is worth remembering thathere are some doctors who are genuinely
interested in Fibro and in helping Fibro patientso if a Fibro patient has a
doctor who is unable or does not want to treat Fibro, then it is worth carrying
on looking for a good doctor. A good doctor should recognise the complexity
of Fibro as well as its impact on the lives of the patient and everyone around
them. They should be willing to try many options and recognise that, just
because one treatment doesn't work for a Fibro patient, it doesn't mean that

nothing will.
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Lifestyle Management

Lifestyle adaptations can be very hard to implement, but Fibro is often very
hard to control with no lifestyle adaptations.

Pacing, or activities managemenis something that many Fibro patients find
helpful. This aims to avoid a cycle of overexertion followed by crashing, which
can make life very difficult to manage for a Fibro patient and may also lead to a
worsening of symptoms. The key is finding a level of activity that can be
maintained in the londgerm and this will be different for everyone and can
vary as symptoms wax and wane. This can mean not doing some activities that
you might otherwise have done, which is often what people find hard.

Avoiding stress and learning to manage it bettare strategies that can help
many people, not just Fibro patients. However, it is common with chronic
llinesses that stress can impact on symptoms. Avoiding stressful situations is
one way to lower your stress levels, but this is not always possible and so it is
good to learn how to manage stress better so that it doesn't impact on their
health. Relaxation techniques, counselling, CBT (Cognitive Behavioural
Therapy) and better support in your life generally are all things that can help
you learn to manage stress better.

For some patients with Fibro, amdividually tailored exercise programan be
helpful. It is important to make sure that the exercise program is included in
your pacing and that changes can be made to accommodate flares of
symptoms. Ideally, anyone who is helping someone with Fibro with their
exercise program should have some understanding of Fibro and the
importance of not pushing you too hard. It can be helpful to see a
physiotherapist or rehabilitation specialist at first, particularly if you have
severe Fibro or are very unfit. The treatment of comorbid conditions, such as
myofascial pain or tendonitis, can also be important for the success of an
exercise program.

Better sleep habitcan help with poor sleep or insomnia. These include going
to bed at the same time each night, not watching TV in bed and taking time to
relax properly before going to bed.
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