WHAT IS ME/CFS?
ME/CFS is an acquired illness that affects all body
systems; predominantly the neurological, endocrine and
immune systems. It is classified as a neurological illness
in the WHO International Classification of Diseases.
ME/CFS can be severely debilitating.

WHAT CAUSES ME/CFS?

Most people led a healthy, active life-style before they
became ill. In many cases a viral infection, such as a flu
or upper respiratory infection, initiates ME/CFS. Instead
of recovering from the “flu-like” illness, the patient’s
health continues to deteriorate and s/he develops the
many symptoms of ME/CFS. Multiple factors that stress
the neurological, immune and endocrine systems may be
involved, including environmental pollutants, physical
trauma, immunization, and anesthetics.  On rare
occasions ME/CFS has developed in less than a week
following a blood transfusion.

How Common is ME/CFS?
A large American study by L. Jason, Ph D, indicated that
approximately 422 per 100,000, or 0.42%, of adults have
ME/CFS; however, it is thought to be under-diagnosed.
The study suggests that it is more common than AIDS
(12 per 100,000), breast cancer (26 per 100,000), and
lung cancer (33 per 100,000).

WHo GETs ME/CFS?
ME/CFS affects all age groups, including children, all
racial/ethnic groups, and all socioeconomic strata. It is
more common in females.

WHY Is ME/CFS MORE COMMON IN FEMALES?
Although the mechanisms are not fully understood,
circulatory factors may play a role. Females have a
smaller heart and lower blood volume than males. A
female of the same weight as a male has almost 20%
less blood volume, and her capacity to produce red blood
cells is also approximately 20% less than males. Red
blood cells carry oxygen and nutrients to the tissues and
pick up waste and toxins to be eliminated. Many
pathogens cannot survive in an oxygen-rich environment.
Thus, females may have a lesser ability to cope with
pathogens and toxin. Beyond these gender differences,
ME/CFS patients have a significantly reduced circulating
blood volume.

How Is ME/CFS DIAGNOSED?

The illness must persist for at least 6 months.

1. FATIGUE: The patient must have a significant degree of
new onset, unexplained, persistent, or recurrent physical
and mental fatigue that substantially reduces activity
level.

2. POST-EXERTIONAL MALAISE AND/OR FATIGUE: There is an
inappropriate loss of physical and mental stamina, rapid
muscular and cognitive fatigability, post-exertional malaise
and/or fatigue and/or pain and a tendency for other
associated symptoms within the patient's cluster of
symptoms to worsen. There is a pathologically slow
recovery period — usually 24 hours or longer.

3. SLEEP DYSFUNCTION: There is unrefreshed sleep or sleep
quantity or rhythm disturbances such as reversed or
chaotic diurnal sleep rhythms.

4, PAIN: There is a significant degree of myalgia. Pain can
be experienced in the muscles and/or joints, and is often
widespread and migratory in nature. The pain may also
have neuralgic qualities. Often there are significant
headaches of new type, pattern or severity.

5. NEUROLOGICAL /| COGNITIVE MANIFESTATIONS: Two or
more of the following difficulties should be present:
confusion, impairment of concentration and short-term
memory consolidation, disorientation, difficulty ~with
information processing, categorizing and word retrieval,
and perceptual and sensory disturbances - e.g. spatial
instability and disorientation and inability to focus vision.
Ataxia, muscle weakness and fasciculations are common.
There may be overload phenomena: cognitive, sensory-
e.g. photophobia and hypersensitivity to noise — and/or
emotional overload, which may lead to “crash” periods
and/or anxiety.

6. AT LEAST ONE SYMPTOM FROM TWO OF THE FOLLOWING
CATEGORIES:

a) AUTONOMIC MANIFESTATIONS: orthostatic intolerance —
neurally mediated hypotension, postural orthostatic
tachycardia syndrome, delayed postural hypotension;
light-headedness; extreme pallor; nausea and irritable
bowel syndrome; urinary frequency and bladder
dysfunction; palpitations with or without cardiac
arrhythmias; exertional dyspnea.

b) NEUROENDOCRINE ~ MANIFESTATIONS:  loss  of
thermostatic stability — subnormal body temperature
and marked diurnal fluctuation, sweating episodes,
recurrent feelings of feverishness and cold extremities;
intolerance of extremes of heat and cold; marked
weight change - anorexia or abnormal appetite; loss

of adaptability and worsening of symptoms with stress.
¢) IMMUNE MANIFESTATIONS: tender lymph nodes,
recurrent sore throat, recurrent flu-like symptoms,
general malaise, new sensitivities to food, medications
and/or chemicals.
Other illnesses will be excluded. © Haworth Press Inc.

WHAT IS IT LIKE TO HAVE ME/CFS?

Have you ever had a flu so severe that you sleep all day and
every time you try to get up, you are so weak you have an
urgent need to lie down before you fall down? That is what
the acute stage of ME/CFS is like, but it lasts for months or
years. A simple activity such as taking a shower can be so
exhausting that you have to go back to bed. Some wonder
how it is possible for someone to sleep so much and still be
exhausted. Research studies indicate that ME/CFS patients
do not get into the deep stages of sleep, where the body
restores itself. Many ME/CFS patients are unable to sustain
activities in an upright position, such as standing, walking, or
even sitting. Some patients are so severely affected that
they are bedridden for months or years and are dependent
on others for their care. Others are housebound and may
require a wheelchair for mobility.

In the chronic stage, the majority of patients have some
periods of time during the day that they can function but not
at the level that they did before they became ill. They may
sleep a lot of the time, or have insomnia, and are usually
exhausted. The smallest amount of physical or mental
activity can cause flu-like symptoms, severe fatigue, and
worsening of other symptoms. Cognitive difficulties become
more pronounced — the patient's responses are slower, less
coherent, more confused, and they have more difficulty
recalling information and words. Recovery from reactive
symptoms can take a day, weeks, or longer.

Patients face many physical, mental, educational, social, and
emotional challenges, which also affect their families and
work opportunities. One thing that makes ME/CFS so difficult
to manage is that symptoms fluctuate from day to day and
from hour to hour, even when the patient is able to do limited
activity. Many remain too ill to work, while others with milder
ME/CFS are able to work part-time. Children and youth may
require special educational considerations or study at home,
when they are able. Social activities may become severely
reduced. It is important that the patient's meaningful others
remain understanding and supportive.

How Do ME/CFS PATIENTS RESPOND TO EXERCISE?
Even though post-exertional malaise/fatigue is a hallmark
feature of ME/CFS, patients are often prescribed exercise
without sufficient care. Research studies have confirmed
that ME/CFS patients do not respond to exercise the same
way healthy people do. Some examples are:

Response to Healthy ME/CFS
Exercise People Patients
Sense of well- Invigorating | Malaise, fatigue,
being anti- worsening of
depressant | symptoms
effect
Resting heart rate | Normal Elevated
Heart rate at Elevated Reduced heart
maximum rate
workload
Maximum oxygen | Elevated Approximately
uptake Y of sedentary
controls
Age-predicted Can achieve | Often can NOT
target heart rate it achieve it
Heart functioning Increased Sub-optimal
Cerebral blood Increased Decreased
flow
Body temperature | Increased Decreased
Respiration Increased Irregularities
Cognitive Normal, Impaired
processing more alert
Oxygen delivery to | Increased Reduced
the muscles
Gait kinematics Normal Abnormalities
Recovery period Short Days or weeks

WHAT PRECAUTIONS MUST BE TAKEN BEFORE EXERCISING?

¢ Medical management must be optimized.

¢ Total illness burden must be assessed.

e Risk factors and pain generators must be
determined and addressed.

e The reality of biological dysfunctions and
limitations must be acknowledged.

e Activity boundaries and fluctuations must be
recognized and accommodated.

e The treating doctor knows the patient best and

should direct and coordinate all rehabilitative efforts.

e All rehabilitation personnel must be knowledgeable

about ME/CFS.



WHAT IS AN APPROPRIATE EXERCISE PROGRAM?

Exercise is not recommended for all patients.

e Exercise must be individualized.

e Begin at a comfortable level and go slow. Some
patients can only begin with a few minutes.

e Patients must have autonomy over the intensity and
pacing of the exercises.

o Start with stretching and gentle exercising.

e ME/CFS patients must NOT be pushed towards
age-predicted heart rates, as this is potentially
DANGEROUS!

WHAT CAN | Do TO HELP MYSELF?
Education: Become knowledgeable about ME/CFS.
Early warning signs: Pay attention to how you feel,
and take your temperature before and after an
activity. If your temperature drops, you have done
too much. Become aware of things that aggravate
your symptoms, and how long you can do an
activity.

e Listen to your body and trust your feelings: Pace
your physical and mental activities; do what you can
without aggravating your symptoms; stop before you
“crash”, and rest when you need to.

e Keep your body warm: Your temperature is often
below normal and fluctuates. When you are cold,
take a warm bath or shower, wrap yourself in warm
blankets, and rest.

WHAT IS THE NATURAL COURSE OF ME/CFS?

Early diagnosis and treatment may lessen the severity of
ME/CFS in some patients. Children have a much higher
recovery rate than adults do. Usually there is a plateau
between six months and six years. However, some
improve while the health of others gradually deteriorates.
Severe complications and other illnesses may also
develop. Numerous studies indicate that fewer than 10%
of adults fully recover.

Is THERE A CURE FOR ME/CFS?

Presently there is no known cure. However, there have
been a number of exciting breakthroughs in research in
the past few years. The discovery of a breakdown in one
of the body’s antiviral defense pathways may lead to a
laboratory test for ME/CFS. It is hoped that further
research developing out of these findings will lead to
improved treatment and a possible cure.

WHAT ARE SOME AREAS OF RESEARCH?
Neuropathy and brain imaging: There is disruption in
the communication between the brain and the other
body systems. Abnormal levels of some of the body’s
chemical messengers have been found. There is
significantly less blood flow and metabolism in parts of
the brain. Small lesions have been found in the brain.
Neurocognitive dysfunction: Research indicates brain
dysfunction in many cognitive and verbal tasks.
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e Memory: There is dysfunction in the part of the brain
that regulates new memory production, so events may
erroneously be thought to be new.

Sensory information is mismanaged.
Autonomic nervous system: There is dysfunction of
the body’s regulating and stabilizing systems.

e Cardiac abnormalities: A number of abnormalities have
been found in the heart. There is also a marked
reduction in the circulating blood volume. Many patients
have neurally mediated hypotension or tachycardia.

e Abnormalities in the immune system: There is often
significant activation of parts of the immune system.
Poor cellular function with significant abnormal activity of
the natural killer cells, that form part of the body’s anti-
viral defense system, has been established.

e Anti-viral defense pathway: There is dysfunction in an
anti-viral defense pathway. Some of the molecules are
being abnormally cleaved. A test measuring the ratio
between the normal weight molecules and the cleaved
molecules can distinguish ME/CFS patients from healthy
controls and FMS patients.

¢ Infectious agents: ME/CFS patients likely have many
active infections but it has not be determined if they are
a cause or a result of the immune dysfunction.
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VIEW THE CONSENSUS DOCUMENTS AND THEIR OVERVIEWS ON OUR

INFORMATIVE WEBSITE: www.mefmaction.net

We do not react to unfairness, we act for change.
National ME/FM Awareness Day: We successfully
lobbied the federal government to proclaim May 12t as
National ME/FM Awareness Day.
First Clinical Consensus Documents for ME/CFS and
FMS, including the first clinical definitions, and diagnostic
and treatment protocols, were published. The National
ME/FM Action Network spearheaded the drive for these
clinical consensus documents, which are clinical
milestones.
Disability Tax Credit Application Form: We
successfully lobbied to have the wording of the
application form revised and have applications reviewed
with a decision made at the time of submission.
Symposiums: We have sponsored symposiums
featuring world renowned international clinicians and
researchers.
Research Studies: Our members have participated in
numerous international research studies.
Petitions and Letter Campaigns: We have sponsored
campaigns to effect positive change in the attitudes,
policies, and practices of government, medical regulating
bodies, business, and the media. Although we are an
independent organization, we work cooperatively with all
ME/CFS and FMS societies and support groups.
Independent Medical Examination (IME) Registry: A
registry of disability applicants who have attended IMEs
is being developed to give us the necessary data bank of
fair and unfair reports to enable us to make appropriate
recommendations for change in the way IMEs are done.
National Doctor and Lawyer Rosters
Educational Materials have been developed.

There is still much work to be done.
Please help us help you by becoming a member!
$25.00 membership includes our newsletter, “Quest”.
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