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ME/CFS

A Steep Learning Curve

By Maureen Jepson
(Editor of Emerge, the journal of ME/CFS Australia (Victoria))

HOW IS IT POSSIBLE for an active, busy, healthy person to suddenly, or gradually over

the course of time, to become an inactive, exhausted blob in an armchair or in bed?
HOW IS IT POSSIBLE for that person:

¢ To have the type of exhaustion which is all-consuming and feels like drowning?

¢ To look perfectly healthy but feel awful?

¢ To be thoroughly exhausted one hour after getting out of bed when all that has been
done is to shower, make a cup of tea and empty the mailbox?

¢ To get half way along the passageway and forget the destination?

¢ To have so much pain that, on some mornings, it is almost impossible to get out of
bed?

¢ To be unable to balance properly and be in danger of falling over for no reason?

¢ To forget to cook the dinner?

¢ To suffer from “brainfog” so that the names of family members are forgotten?

¢ In the middle of a long conversation with a visitor or on the phone, to completely forget
the subject of the discussion?

¢ To feel like suffering from the worst ever case of flu, plus a hangover and top this off

with a ten kilometre run?
And more...

ANSWER: To suffer from ME/CFS (formerly known as Chronic Fatigue Syndrome or
Myalgic Encephalomyelitis) or CFIDS (Chronic Fatigue Immune Dysfunctional Syndrome)
in the USA.

| have suffered from ME/CFS for thirteen years.
What is it?

It is a serious and debilitating illness that can sometimes last for years. ME/CFS is a

recognised syndrome with many symptoms, which can be fairly mild in some and in others



symptoms can be severe. Some seem to recover after a couple of years yet others suffer

relapses and can be affected for the rest of their lives.

Because there is no specific test to diagnose ME/CFS many sufferers have faced disbelief
and been accused of malingering. Life is not easy having a debilitating chronic illness
whilst people are telling you it does not exist. You cannot work, your social life is in ruins

and you cannot study. Of course some sufferers get depressed.

Who gets ME/CFS?

The iliness can strike women, men and children at any age. One published study found
that ME/CFS most commonly affects people under 45. Yet over 20% of people affected

were under 20 and around 10% were over 45 years of age.

How many does ME/CFS affect?

It is difficult to pinpoint the exact number of people with ME/CFS. Many doctors still don’t
recognise it or think it is all in the mind. The Royal Australasian College of Physicians puts
the number around 0.7% of the Australian population costing the community $416 million
annually. Of course it is not just those who have the illness who are affected. The lives of

partners, parents, children and other family and friends are dramatically altered.

What causes ME/CFS?

Researchers are still searching for the cause. Many believe ME/CFS is an abnormal
response to a virus or some other trigger. Sixty percent of sufferers begin to get symptoms
after an infection such as Glandular Fever, Ross River Virus or Hepatitis. Some can
pinpoint exactly when the symptoms began, but others find the symptoms creep up
gradually. Various researchers are approaching the iliness from different angles. They are
currently looking into areas such as neurally mediated hypotension, stealth viruses,
bacteria in the gut, abnormal responses from the central nervous system, etc. But they do

agree it is a physical illness.

Diagnosis?

There is no test at present that can accurately diagnose ME/CFS. Some researchers have
found markers that can indicate ME/CFS but they are not 100% accurate. Diagnosis is

made by exclusion of all other illnesses. The standard length of time it takes is six months.



Diagnosis should be made by a qualified health practitioner so other life threatening

illnesses which have similar symptoms can be excluded or be treated appropriately.

Is there a cure for ME/CFS?

Presently there is no known cure for ME/CFS, but individuals have found different

treatments helpful. These might include:

Lifestyle changes

New diet

Gentle exercise

Painkillers

Vitamin C or B12 injections

Certain supplements
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Essential fatty acids

However, a treatment that works for one person may not work for another. ME/CFS affects

everyone differently and therefore treatments vary for each individual.

The essential thing is to pace oneself — get plenty of rest and keep within one’s limitations.

Coping

So how do we sufferers cope? Some well, some not so well. The whole exercise is a very

steep learning curve.

For some sufferers it has taken a long time to be diagnosed, having been shunted around
from doctors, to specialists and back again. However, once diagnosed the adjustment is

enormous and the effect upon one’s life is devastating.

| can only speak for myself. | was lucky to be diagnosed quickly because my local GP

understood the illness. My onset had been very gradual.

After diagnosis it took me six months to take stock and adjust to the fact that | could not
continue life as before. | had retired as a newspaper reporter just before | was diagnosed
but now | had to give up driving the car. | sold the golf clubs, resigned from all

committees, and paced myself, staying at home — | am housebound.



The first year was the worst — working out what | could do and what | couldn’t do. (For
some sufferers this adjustment period takes very much longer and so many people spend
a long time in denial.) | have home help to do the cleaning. My husband, now retired, does

the shopping and many of the day to day household chores.

However, | am a lot better off than most. | am beyond retirement age, have a husband who

looks after me, and live peacefully and quietly in a small country town.

What about the sufferers who are mothers with small children? The men who are the chief
breadwinners? The people who live on their own? And child sufferers who miss out on

education?
Loss

The worst thing to face is the loss. The loss of a well-adjusted active, sporty life (I played
golf three times a week); the loss of friends, many of whom do not believe | amill; the
interaction with other people because it is too tiring; the loss of a planned retirement; the

loss of confidence and self-esteem. In other words, the loss of one’s normal life.

Explaining

The next worst thing to face after the loss is the explanation of why we disappear from the
sporting/social/work scene. This is the bane of all sufferers’ lives - explaining what is
wrong with us. “I have Chronic Fatigue Syndrome” brings incredible responses. “Oh, I'm
tired all the time, | must have that”, or “What’s that?” and “Oh well, a couple of week’s rest
will see you right.”. Coming to terms with suffering from such a misunderstood illness is not

easy.
A new life

Having withstood the initial period of adjustment, we make a new life for ourselves. We
have worked out what we CAN do and adjust accordingly. Some sufferers are able to hold
down a part-time job, but others are almost bedridden for sometime. | am somewhere in
between. | edit Emerge, which takes several weeks because | am able to spend only
about two hours a day at the computer. | am a member of the Committee of Management
of ME/CFS Australia (Victoria), attending meetings by conference phone. | knit squares for
blankets and listen to talking books. These activities are punctuated with plenty of rest

including a midday sleep.



This life is not the one | planned for my retirement, but | am doing something useful, have

a sense of achievement and one day | might recover!

Support

The support of family and friends is vital but, in many cases, is not forthcoming because of

the lack of understanding of the illness. This leads to a feeling of isolation.

However, there are ME/CFS societies in most states and local support groups, all of which
give support and assistance to sufferers and help alleviate that feeling of isolation.

ME/CFS Australia (Victoria) has all the information required and can be contacted on

(03) 9888 8991, or on e-mail at admin@mecfs-vic.org.au

Maureen Jepson, April 2008


mailto:admin@mecfs-vic.org.au

Symptoms of ME/CFS:
Taken from the Canadian Clinical Criteria

www.mefmaction.net

ME/CFS usually has an acute onset, but onset may also be gradual. A preliminary
diagnosis may be possible in the early stages. The disturbances generally form symptom
clusters that are often unique to an individual. The manifestations may fluctuate and

change over time.

L 4

Fatigue

<

Post-exertional malaise and/or fatigue

L 4

Sleep dysfunction
¢ Pain — new or different

¢ Neurological/cognitive manifestations — affecting concentration, balance, memory,

comprehension, orientation to time and space.

¢ Autonomic manifestations — orthostatic or postural intolerance, vertigo, extreme
pallor, intestinal, bladder or bowel disturbances, disturbances in breathing, heart rate or

motor functions.

¢ Neuroendocrine manifestations — affecting thermostatic stability, tolerance to heat or

cold, changes in appetite, hypoglycemia, loss of tolerance to stress.

¢ Immune Manifestations — expressed as tender lymph nodes, sore throat, flu like

symptoms, new allergies, hypersensitivity to medications or chemicals.

¢ Persistence of symptoms for at least 6 months




Understanding ME/CFS
A Guide for Family and Friends

Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) is a severe and
debilitating iliness. It is defined by a cluster of symptoms that must have persisted for over
six months with no other medical explanation. Post-exertional malaise is a key indicator.

The name CFS can be misleading. Often people think that ME/CFS is just being very tired.
This is incorrect. Sufferers are sick, not simply exhausted. Some people have the illness
severely and are bedridden. In its mildest form some people may be able to continue work

and do other activities with care.

Some people do not always act with care and may choose one or two activities at the
expense of others. Most people come to find a balance and are capable of 3 to 4 hours of
light activities, with rests in between. Rest does not cure the iliness but it is essential in

order to prevent exacerbation of the symptoms.

Sufferers need to change their lifestyles considerably. Sufferers do not always look unwell.
ME/CFS is not a mental iliness, some sufferers do become dispirited, and some can
experience depression, but not as many as one would think. ME/CFS is a chronic illness

with no cure.



Symptoms

Below is a list of symptoms associated with ME/CFS taken from the Canadian ‘Clinical
Case Definition and Guidelines for Medical Practitioners’ document. A complete copy of
this document can be found at http://www.mefmaction.net.

Fatigue

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

Post-exertional malaise and/or fatigue

Following physical and mental exertion there is a worsening of symptoms. There is a slow

recovery period — usually 24 hours or longer.
Dysfunctional sleep

Unrefreshing sleep, inability to fall asleep, excessive sleep, fragmented sleep, restless

legs, abnormal sleep rhythms.
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. Often there are significant

headaches of new type, pattern or severity.
Neurological/cognitive manifestations

Confusion, problems with processing and recalling information; difficulty with finding the
right word, reading, writing, mathematics and short term memory; disorientation; inability

to concentrate; muscle weakness is common; sensitivity to light, touch and sound.
Autonomic manifestations

Orthostatic hypotension — light headedness on standing; dizziness; disturbance of
balance; extreme pallor; nausea; bowel and bladder dysfunction; palpitations; shortness

of breath with exertion.



Neuroendocrine manifestations

Loss of thermostatic stability — sweating, feverishness and cold extremities; intolerance to
extremes of temperature; marked weight change — anorexia or abnormal weight gain; loss
of adaptability and worsening of symptoms with stress e.g. infection, travel, anaesthetic,

physical or mental exertion.
Immune manifestations

Tender lymph nodes, recurrent sore throat, recurrent flu-like symptoms, general malaise,

new sensitivities to some foods, medications and/or chemicals.
The illness persists for at least six months

It usually has a distinct onset, although it may be gradual. An early diagnosis may be
possible. Three months is appropriate for children.

Loss

ME/CFS sufferers have to make changes to their lifestyles. Although some people recover
and others improve, many have the iliness for years. Lifestyle changes mean that a great

deal is lost from people’s lives.

Grief and its associated feelings of frustration, anger, denial, disappointment, sadness and
guilt have to be dealt with. Not being able to continue with life and its activities as before

can also contribute to social isolation. There may be the loss of:

e Work-status, self esteem, being the bread winner;

e Education and the opportunities and experiences this brings;
¢ [ncome and all this entails;

e Sport and hobbies;

e Travel and holidays;

e Social events and family gatherings;

e Friends, workmates and colleagues;

e |dentity and self esteem which went with life before ME/CFS;

e Independence

Be aware that as a friend or family member you may also experience feelings associated

with grief too. The loss of your ‘old’ friend may be difficult to come to terms with. Your



friend may now have to adopt a new set of values and priorities. Finding ways forward

together is a real test of friendship.

How you can help

Offer practical help

Everyone responds to the offers of practical help in different ways. Talk about what help
you can offer and allow your friend to decline practical assistance if that is what suits them
best. Help maybe as elementary as being kept up to date with what is going on with other

areas of life.

Do not add to the burden by offering to do jobs that will leave your friend unable to repay
you or even express any gratitude. Housework, garden maintenance, advocacy, child
care, pet care, social opportunities may all lend themselves to help, but be thoughtful and

realistic about what real help might be.

If you already go to a library, walk a dog or share the same nature strip your offer of help
maybe welcome in one of these areas. A casserole in a heavy pot, perhaps with
ingredients that your friend cannot tolerate may not be helpful. If your child attends the
same school you may be able to liaise with the school to send good wishes as well as

news and some work home. Again check with your friend first.

Finding out as much about the iliness as you can by reading science-based information
maybe helpful. Do not believe what you read in the press about miracle cures or how an
elite sports person overcame iliness. Non judgemental acceptance may be all you can
offer. Reassurance that you want to share their misfortune may be the first step in building

a new sort of friendship.
Join ME/CFS Australia (Victoria)

Make time and space in your life for thoughts for this person in their new state. Learn to
recognise the small signs which indicate how the person is feeling (when they sink low into

the couch it maybe time to leave).

Address: 21 — 23 Livingstone Close, Burwood VIC 3125
Administration: (03) 9888 8991; admin@mecfs-vic.org.au
Support Line: (03) 9888 8798

Website: www.mecfs-vic.org.au
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