These are symptoms of little known conditionswhich fall
under the“umbrelld’ term, CNDS (Chronic Neuro-
endocrineimmune Dysfunction Syndrome, the term the
DHHS prefers). They include Fibromyalgia Syndrome
(FMS), Gulf War Syndrome (GWS), Multiple Chemical
Sengitivity Syndrome (MCS), Myalgic Encephalomye-
litis (ME, the term used in most of the world) / Chronic
Fatigue Syndrome (CFS, the term used in the United
Sates), Post-Polio Syndrome and related conditions.
Alsoincluded is Chronic Myofascia Pain (CMP), which
has similar symptoms although the cause of CMPis
thought to be different. These conditions are charac-
terized by generalized pain or aching in the connective
tissues, poor deep quality, and numerous other symptoms.
They are referred to as syndromes because the symptoms
occur in combination. People often liken them to having
avery bad case of the flu or having been run over by a
truck.

The estimated prevalence of these CNDS conditionsis.

* FMS - 2,950 per 100,000

* MCS- 1,510 per 100,000

» ME/CFS - 183 per 100,000

» Onein three Gulf War vets has chronic health
problems

Thistotals over 12,000,000 Americans and is seen in both
women and men of all age groups, including young
children.

Although CNDS can be severe, and often disabling,
conditionsthat affect vast numbers of people, they are
often overlooked or given limited attention in facilities
that train medical professionals. Because of this, many
people with CNDS conditions find themselvesinap-
propriately referred for psychiatric evaluation. These
syndromes are a so frequently misdiagnosed because their
symptoms mimic those of other serious conditions, such
asrheumatoid arthritis, lupus, or other auto-immune
diseases (i.e,, the body’stissue s attacked by the body’s
own defense system, which mistakesit for foreign
material). CNDS conditions are not considered to be
inflammatory or auto-immune disorders, since no
permanent damage is doneto the body. Auto-immune
disorders, however, can co-exist with CNDS conditions.
These syndromes are al so considered non-progressive,
although symptoms may worsen after onset if approprate

trestment is not undertaken. Before adiagnosis of one of
these CNDS conditions can be made, other illnesses, such
as those mentioned above, should be considered by your
physician.

Although Fibromyalgia Syndrome isthe only one of these
syndromes with adiagnogtic test at thistime, an alert,
competent and supportive medical professional whois
familiar with CNDS conditions can, along with taking a
careful and comprehensive history, make an educated
diagnosis. For Fibromyalgia Syndrome, your doctor can
conduct asimple “tender point” exam. If 11 of 18
specific tender points on the body hurt when pressed, and
aching or pain has persisted for more than three months,
thediagnosisis confirmed.

The cause of these syndromesisnot known. Thereis
some evidence that the predisposition is hereditary.
CNDS conditions appear to be triggered in susceptible
individuals by flu-likeillnesses, abuse (emotional or
physical), chemical exposure, trauma (such asan auto
accident or childbirth), or other stressorsto the body. Itis
important to note that these are not psychological
disorders. Studies have demonstrated that people with
CNDS conditions are no more likely to have psycho-
logica problemsthan otherswith chronic pain or fatigue.

Severity of symptoms variesfrom person to person, as
doesresponse to treatment. These symptoms, which can
fluctuate from day to day, include, but are not limited to:

« Pain (often debilitating)
 Widespread body aches

* Non-restorative sleep

* Fatigue (sometimes severe)
* Lack of energy

* Depression

o Anxiety

* Numbness or tingling in thearms or legs
» Migraine headaches

* Tension headaches

* Irritable bowel

* Irritable bladder

* Cold intolerance

* Restlesslegs

« Cognitive problems

« |rritability

* Vision problems

« Sinusproblems

* Allergies

* Dryness of the eyes or mouth

e Tinnitus (ringing in the ears)

* Fluctuating hearing loss

 Heightened sensitivities (to food, meds, light,
chemicals, odors, etc.)

The Chronic Myofascia Pain (CMP) Connection: This
condition, in which pain may be extreme, can develop in
musclesthat are overstressed, overused or injured, and is
characterized by localized “trigger points’, which are
different from the “tender points’ of Fibromyalgia Syn-
drome. Peoplewith CNDS conditions may also develop
Chronic Myaofasciad Pain. CMP pain from trigger points,
which refer pain to other locations, is mechanical in
nature. Generalized aching of CNDS conditionsisbio-
chemical and systemic in nature. Many patients meet the
criteriafor both, in which caseit isimportant that both be
treated appropriately. CMPistreatable by strategies
including trigger point injections, massage therapy, daily
stretching, and the elimination of stressors. Proper iden-
tification and treatment of CMPisof great benefitin
reducing many symptomsincorrectly attributed to CNDS
conditions. A physician knowledgeable about trigger and
tender pointswill be able to distinguish between them
reliably. A physical medicine doctor or licensed massage
therapist familiar with Travell and Simons Trigger Point
Manualsisthe most competent healthcare professiona to
help relieve or eliminate trigger points.

With proper treatment, many people with CNDS condi-
tions can learn to manage their symptoms, thereby
lessening their pain and fatigue.

Thefirst symptom generally treated isthe problem of
insufficient deep, quality deep. When quality deepis
achieved, the pain level often decreases, sincetissue
healing takes place during deep restorative deep. Cer-
tain medications and treatments have been found to be
effectiveinimproving the quality of sleep. Other

medi cations and treatments have been found helpful in
treating the depression and anxiety which often occur asa
result of CNDS conditions. People with these syndromes
frequently have unusual reactionsto medications. Often,
finding the right medication is aprocess of tria and error,
which can betime-consuming and frustrating. However,
it isvery important that you and your healthcare team



actively work together in finding the right medications,
treatments or combinations of both.

Experts agree that stretching and gentle aerobic exercise
are essential for many CNDS conditions. However, some
experts caution against implementing an exercise program
for thosewith ME/CFS. Walking, pool therapy and
stationary exercise equipment are most suitable for people
with most CNDS conditions. The optimum time of day
for exerciseis approximately five hours before bedtime.

If thisisnot feasible, any time of day may be beneficial.
For all CNDS conditions, stretching can and should be
done several timesaday — simplethingslike shoulder
rotation can be donein almost any setting. It isimportant
that stretching be apart of the every-day activities of
people with CNDS conditions, since the muscles have
been contracted. They can be relaxed with the help of a
trained physical therapist familiar with these syndromes.
Additionally, muscle tone suffers as aresult of inactivity
or improper body mechanics. Muscle-strengthening
exercises can be performed to rebuild atrophied muscles
after they have been relaxed. It isimportant to note that
some traditional repetitive regimens not be performed,
since these can exacerbate pain. Those people who
cannot tolerate aerobic exercise may respond better to a
program of simple basic stretches. Many people with
severe pain have found water therapy in a heated pool
provides somerelief. Most importantly, people with
CNDS conditions need to listen to their bodies and not
push too hard. A general rule of thumbis, “aways stop
exercising whileyou till could do alitttemore’. Theold
adage “no pain, no gain” does NOT apply here.

Also helpful for some people with CNDS conditions are
massage done by a person familiar with the conditions,
warm and soothing baths, rel axation techniques, stress
reduction, proper body mechanics and posture,
acupuncture, chiropractic, meditation, biofeedback,
reduction or elimination of toxic exposures and a healthy
diet. Itisimportant to find the trestment, or combination
of treatments, that is most effective for each person, since
none are effective for al people with CNDS conditions.

It isalso important to avoid stressful situations, since
stressintensifies symptoms. Thismay requirelifestyle
changes. The symptomswax and wane, and many people
with CNDS conditionsfind it difficult to ow down and
be gentle with themselves when they are feeling better.

People with CNDS conditions who are Type A person-
alitiesmay mistakenly believethat they can push through
the pain and fatigue, which canleadto a“flare’ — a
worsening of symptoms.

Helpful resourcesinclude books, videos, newdetters, and
local and Internet support groups. Support groups are
especially useful for people with CNDS conditions, since
their conditionis often invisibleto their families, sig-
nificant others, friends and co-workersto whom they
“look normal”. In order to better cope with these
sometimes debilitating conditions, people need all the
help and support they can get from others who under-
stand what they are experiencing. Learning more about
these conditionswill enable you to be your own best
champion.

Per severe - thereismuch research being done

The Chronic Syndrome Support Association,
Inc., partnered with The Fibromyalgia Community, isa
501(c)3 non-profit corporation. It was founded in order
to educate the genera population and hedlthcare profes-
sionaswho lack current knowledge of the research being
done, and potential research that needs to be done, on
these serious, yet invisible, conditions. Itisour goa to
promote awareness of these conditions, and in the process
we hope to contribute to the growing body of knowledge
about them.

If you believe you may have one of these conditions, seek
the assistance of a supportive healthcare professional who
isfamiliar with these chronic ilinesses and their treat-
ments.

We hope this pamphlet has provided ameasure of edu-
cation for you.
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