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Contact details / general information

ME/CFS Society (SA) Inc.

The ME/CFS Society (SA) Inc. is a non-profit organisation
(Registered Charity 698) which aims to:

e promote recognition and understanding of the disease among
the medical profession and the wider community
provide information and support for people with ME/CFS and
their families

Patron

Her Excellency Marjorie Jackson-
Nelson

AC, CVO, MBE, Governor of
South Australia.

Medical Advisor

Dr Peter Del Fante — GP, BSc DipCompSc MBBS (Hons) MSc
(Public Health Medicine), Medical Director of the Western Division
of General Practitioners.

Membership

Annual membership is from July 1 to June 30, and includes
subscription to the magazine Talking Point. Membership rates for
first-time members are as follows (GST included):

New Members (cheaper rates apply for

renewal):

Single MemMbership ... $35
SiNgle CONCESSION........vvvmiiririiriir s $25
Professional...........cccoviiin s $50
FAMIIY <. $40
Family CONCESSION ..o $35
Overseas — as abOVE PIUS........ccvvriiniiensnississis $10

(Family membership is designed for families with more than or
more than one person who will directly benefit from the
membership at the same place of residence. Family Concession
applies when the main breadwinners are concession card holders.)

Notice to Vendors

The ME/CFS Society (SA) Inc. does not permit direct marketing of products
to our members. This includes distributing promotional literature, providing
demonstrations of products or approaching members at any of our events.

If you have information about products which you wish to bring to the
attention of the Society, you should direct it to the Information Officer GPO
Box 383, Adelaide 5001.

In particular, you should note that members give their contact details to the
Society in trust and misuse of those is a breach of confidentiality. Any use of
member information for direct marketing will be investigated and dealt with
appropriately.

Deadline for next issue:
August 1, 2004

Talking Point

Talking Point is the official journal of the ME/CFS Society (SA) Inc.
It is published quarterly, and is financed primarily by member
subscriptions.

Talking Point Subscriptions:

Professionals:................ e e 33D
Persons with ME/CFS:.......cooooviiii e v e $22
Overseas (Asia-PaCific):...........ooevvvivriiin e $32
Overseas (Rest of World): ...........c.oooveiiis . $38

Management Committee 2003/2004

The Society is directly administered by a voluntary committee
elected at the Annual General Meeting.

President: Peter Cahalan

Vice-President: vacant

Honorary Secretary: Denise Stephens

Treasurer: Geoff Wilson

Management Committee Members: Margaret Wing
Peter Evans
Adrian Hill

Contact Details

Any correspondence should be directed to:
ME/CFS Society (SA) Inc. PO Box 383,
Adelaide, SA 5001.

Note: It is our policy to ignore anonymous correspondence.

The Society has an office: Room 510, 5th floor, Epworth Building,
33 Pirie St, Adelaide.

At the time of printing the office hours are:

Wednesdays and Thursdays 10am to 3pm (subject to volunteer
availability).

Our email address is: sacfs@sacfs.asn.au

Our Web site address is: www.sacfs.asn.au

Donations

Donations are an important
source of income for the Society
and are welcome at all times.

HARITY

A SIEM OF ETHICAL FLINORAEING

All donations of $2.00 or over are tax deductible and a receipt will
be issued.

Disclaimer

The ME/CFS Society (SA) Inc. aims to keep members informed about
research projects, diets, medications, therapies etc. All communication both
verbal and written is merely to disseminate information and not to make
recommendations or directives. Unless otherwise stated, the views expressed
in Talking Point are not necessarily the official views of the Society or its
Management Committee and do not imply endorsement of any products or
services (including those appearing in paid advertisements) or treatments —
always consult your medical practitioners before commencing any new
treatments.
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Society Matters: President’s report

President’s report

By Peter Cahalan

The last several months have been busy and productive
ones for the management committee and the dedicated
cadre of volunteers who help to keep the Society going
as service provider to and advocate for people with
ME/CFS in South Australia.

Awareness Night

The Awareness Night on 12 May went very well. More
people attended than the committee had predicted and
the panel of excellent speakers also did a great job of
keeping to time and thus allowing space for a long
question and answer session with the audience. You
can read Kirsty Cordingley’s full and informative ac-
count of the evening on page 6 of this issue. For me
the most productive part of the evening came when
several people came up to me after the proceedings
were over to offer help in one way or another.

e One person, whose partner has CFS, mentioned
that she might be selected by one of the main par-
ties for the fifth place on its Senate ticket for the
coming elections. Her chances of being elected are
virtually nil, but if preselected she is keen to put
CFS issues further up her party’s agenda.

e A Lions Club branch president, whose wife has
CFS, came up to discuss a point I'd made earlier in
the evening. I'd noted my frustration at the massive
inequities in State government support for societies
supporting various kinds of disabilities. 1 quoted
one of the oldest and best-known charities for chil-
dren with disabilities. Last year it got around $9m
from State government and a further $1m from the
Commonwealth. Meanwhile its own fundraising
budget — ie the money it spent to raise funds from
the public and sponsors — was around $1.5 m dol-
lars. Yet we, like many other small disability socie-
ties, get absolutely nothing from the government
whilst struggling for public recognition and support.

Anyway, we discussed how Lions as a wonderfully
community-minded network might do more to support
our work. He undertook to direct his branch’s philan-
thropic support for this year to the Society. And I got a
call several weeks later to say that the decision had been
taken and $1000 should come to us soon. Beyond that

he expressed interest in Lions as a whole raising larger
sums for projects which the Society wishes to under-
take for its members. I'll come back to that shortly.

Badge Day

The annual Badge Day also went well on 21 May. A
small committee — Adrian Hill, Bow Thompson, and
Bob Griffith — had spent some months setting it up
and getting on the phone to call for volunteers. We
were assisted by a team of members and friends and
students from Cabra College and Seymour College.
Loreto had to pull out because of a clash of school
priorities but made us the target of a casual clothes day
fundraiser. Not all monies are in as | write but we
raised close on $2000. And getting the phone call on
the day to say that Lions had come through with $1000
made it a great day.

Finances

What was even nicer regarding our finances was to get
the news a few weeks later that for the third year in a
row a generous anonymous donor had made us the
beneficiary of a $12 000 donation. We run very frugally
but our subs from members and our badge day and
other efforts this year, as in the past few years, threat-
ened to fall short by some thousands of dollars of our
minimum spending requirements. Well, for the third
year in a row we have been able to come in with black
not red ink on our accounts. So our reserves, which
had been running down for some years, have slowly
begun to build up again.

We could of course prudently put all the surplus in the
bank But your management committee will now look at
whether we could invest some funds to kickstart some
project which would benefit members. | have already
had a brief discussion with Prof Justin and Dr Peter
Del Fante, who were key members of the working
party which put together the new guidelines on CFS for
general practitioners. They agree that the guidelines are
a good start and are willing to look at projects which
build on them. We will take up this idea further once
the new guidelines are released.

(Continued on page 5)
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(Continued from page 4)

Guidelines

The new Guidelines for GPs on diagnosing and assist-
ing people with CFS are about to go out to all GPs in
the State as | write this. There has been a flurry of final
effort on proofreading and formatting the document. It
should be with all GPs by early July. And we plan to
make it available on our website as of early August. I'd
remind everyone that it's a ‘reader’s digest’ rather than
an encyclopaedia. It's not long and it won't teach those
of you who have delved into your illness for years any-
thing that you don't already know. But you're not the
audience. This is designed to raise the awareness of the
medical profession about CFS. You can of course make
use of it by checking it out and drawing it to the atten-
tion of your own doctor, especially where you have
reason to believe that they might be uncertain about
how to deal with the condition.

Volunteers

So it's been a positive and productive few months for
the Society. But there are always things to concern us.
In particular, we are now getting to a point where we
urgently need to recruit a fresh batch of volunteers.
The office is maintained by the great work of two vol-
unteers — Donna Briese and Donna Smedley — and by
our honorary secretary Denise Stephens. Denise has
now indicated that she will be stepping down from the
management committee and so that leaves a double
hole for us to fill. Denise leaves us with our grateful
thanks for her hard work over the last year. Given that
all of our committee members have served one or
more years on the committee, Denise’s departure is a
reminder that others might well step down at the end
of this year. So | want to make an urgent plea for mem-
bers to come forward to serve on the management
committee and/or to assist with the work of the office.
This appeal is buried in the midst of Talking Point. But
if you're a careful reader of the magazine and have the
energy and will to help keep the Society going, then
please call the office on (08) 8410 8929.

Our email system

I've asked you to call us — or to write to us — because
we've had a hell of a time with our email system over
the last two months. Successive knights in shining ar-

mour have come in to solve our problems but so far to
little avail. So if you've sent us emails requiring some
kind of answer, please understand that they’re buried in
our system at present. With our better finances we are
moving to get a paid professional in to do the monster
over once and for all and things should be improved by
the time you read this. | hope! It's been extraordinarily
frustrating for the office team and | thank them for
their perseverance.

Our Website

While on matters relating to the Internet, if you've got
access to the Web then do keep watching our Website
(www.sacfs.asn.au). We're using it more actively than in
the past as a means of keeping you up to date with
what'’s going on. On average that is working out to a
new item every couple of weeks. The latest item deals
with a motion by Australian Democrat Senator Lyn
Allison marking Awareness Day and arguing for more
attention to be paid to CFS in the national health sys-
tem. Senator Allison has been our most consistent ad-
vocate nationally. With a Federal election looming, take
the time to acquaint yourself with her motion. The
PowerPoint notes of the Awareness Night speeches by
Prof Beilby and Dr Del Fante have also been posted.

Let me close by wishing you the best of spirits with
which to confront whatever CFS is bringing your way
at present.

Peter Cahalan

Page 5
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Society Matters: Awareness Night report

Awareness Night report
By Kirsty Cordingley

On the evening of Wednesday May 12, 2004 about 120 people gathered at the Burnside Civic Centre for the
ME/CFS Society’s Awareness Week function. Peter Cahalan, the Society’s President, chaired the evening which
was attended mostly by Society members although others were there in response to publicity in local newspapers

and word of mouth.

Professor Justin Beilby

The main focus of the evening’s presentations was the
guidelines which have been prepared for distribution to
General Practitioners throughout the state. Prof Justin
Beilby, Professor of General Practice at the University
of Adelaide, has been the chair of the committee pre-
paring these guidelines and he spoke first on the theme
of “Time for Clarity.” He explained that the impor-
tance of the guidelines was
their role in driving change
in the attitudes to diagnosis
and treatment of chronic
fatigue syndrome amongst
General Practitioners. He
provided some background
information about the con-
dition, its epidemiology,
method of diagnosis, man-
agement, prognosis and the
all-important role of the &
patient and his/her family &
in dealing with the ramifi-
cations of the illness.

Prof Beilby stressed the importance of a General Prac-
titioner taking care of the whole person in treating
someone with this condition and expressed his hope
that the soon-to-be-published guidelines will help GPs
to do this. He explained that treating the whole person
involves addressing issues such as disrupted sleep,
mood disturbance, activity management, pain manage-
ment and can include the use of natural remedies for
specific symptoms.

Prof Beilby stated that a positive diagnosis is the first
key step in treating chronic fatigue syndrome. It is im-
portant for the treating clinician to feel comfortable
with making such a diagnosis if both patient and doctor
are to be able to move forward in a constructive way to
deal with the impact of the illness and achieve effective
management of the condition.

Prof Beilby also spoke of a paper recently published in
the Medical Journal of Australia which reported on
research conducted on CFS patients as well as a control
group which revealed that amongst a group of 68 vol-
unteers who performed monitored and graded exercise
over a 12-week period, significant positive results were
achieved in blood pressure, mood and fatigue. He also
spoke of findings that daytime sleep should be avoided

-

T o % L ]
mﬂﬁﬂ (S b R

where possible and that appropriate use of non-
prescription medications can assist, specifically men-
tioning St. John’s Wort. With regard to the usefulness
of Cognitive Behaviour Therapy, Prof Beilby said that,
as many people diagnosed with CFS naturally experi-
ence depression and anxiety, CBT-style counselling can
assist them to manage their condition as “our thoughts
drive our feelings which drive our behaviour.”

Prof Beilby spoke too of the impact of a CFS diagnosis
on children and adolescents and the importance of
helping young people to understand their condition
and its management. He stressed the need for commu-
nity support of such young people and the value of the
support of peers and teachers in a young person’s man-

(Continued on page 7)
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(Continued from page 6)
agement of their illness.

In summary, Prof Beilby itemised the significant steps
in treatment of this condition:

« early, positive diagnosis

« finding a clinician who is comfortable treating the
condition

« building a partnership of trust with that health care
provider

o educating all health care providers, involved in the
patient’s care, about CFS

While Prof Beilby acknowledged that not many GPs
are, as yet, comfortable with treating this illness, he

encouraged patients to ensure that their GP has a copy
of the guidelines and stressed the need for community-
wide education about CFS to assist in greater recogni-
tion and understanding of the illness and its impact on
the lives of people diagnosed with it. He encouraged
sufferers to take a copy of the guidelines with them to
their GP and indicated that it is a powerful motivation
for a GP to learn more about a patient’s condition if
the patient seems better-informed than the doctor.

Dr. Peter Del Fante

Dr. Peter Del Fante, Medical Director of the Adelaide
Western Division of General Practice and a member of
the task force which has prepared the guidelines, then
spoke. He acknowledged that, while there is now world
-wide consensus that ME/CFS is a recognised medical
condition, there remains a tension between those who

explain it with a psychology-based model and those
who see it as a biological disorder. Dr. Del Fante ex-
pressed his delight however that the task force which
has produced the SA Guidelines did so through a genu-
ine collaborative effort and the academics, GPs, psy-
chologists, clinicians and patients involved in the proc-
ess are all content with the end-product. While not de-
tailed, the guidelines will help to ensure appropriate
basic care of patients with ME/CFS by GPs through-
out the state. The aim is to optimise the quality of life
and care of patients, and achieve at least partial recov-
ery. The Guidelines are seen as a dynamic document
which will be updated as new developments and re-
search produces new information about patient care.
Dr. Del Fante stressed that the Guidelines will be dis-
tributed not just to GPs but to all doctors as well as
allied health professionals such as nurses and physio-
therapists.

Dr Del Fante also spoke of
the lack of funds in Austra-
lia for research into ME/
CFS. He spoke of the large
investment in research in
the UK and the govern-
ment’s large financial com-
mitment in providing multi
-disciplinary treatment cen-
tres specifically for those
suffering ME/CFS. He also
mentioned that the mem-
bers of the Adelaide Clini-
cians and Research Net-
work have played a large part in formulating the Guide-
lines and this collaborative approach by people whose
research focuses on divergent areas is to be applauded.

In summary Dr. Del Fante stressed that:

o there is a need to promote community awareness
and professional recognition of the condition

e |t is important to understand that the condition is
more than an experience of fatigue but is a complex
multi-causal illness

o better research funding is essential along with
greater recognition of the condition through the
medical profession (this will be helped by publica-
tion of the Guidelines).

(Continued on page 8)
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(Continued from page 7)

Kristin Clark

The final speaker was Kristin Clark who has also been
a member of the committee which prepared the guide-
lines. Kristin was a patient representative on this com-
mittee, has an Honours degree in Biochemistry and is a
very active volunteer working for refugees, Fred’s Van,
which takes meals to the homeless, and is a member of
a choir. Kristin spoke of the importance of self educa-
tion about this illness, particularly as so many doctors
have limited knowledge of the real nature of the condi-
tion and as individuals’ experiences of the illness can be
very different. Kristin pointed out that this sort of
knowledge provides some empowerment to sufferers,
while acknowledging that

chronic tiredness makes

such an approach challeng-

ing. The importance of

family help with this was

stressed by Kristin.

Kristin also talked of the

value she found in keeping

a personal journal which

helped her recognise pat-

terns in her illness symp-

toms, triggers of relapse,

what boosted and what

drained her energy and

what might have influenced

health improvements. She

stressed the importance of a positive doctor-patient
relationship, the usefulness of taking a written list of
questions to doctor appointments, the value in taking a
comprehensive history of your family’s health issues,
the importance of an annual check-up and the need for
an equal doctor-patient relationship/partnership.

Acknowledging that CFS is a depressing condition to
have, Kiristin spoke of the importance of reducing
stress wherever possible. For some this means medica-
tion while others can use such strategies as yoga, gentle
exercise, developing a passionate interest, surrounding
yourself with positive people, engaging in voluntary
work. Kristin also spoke of the value of self belief and
a positive self image, constructive energy management,
pacing yourself and being a part of a functional family

and friendship group, even if this can only be achieved
through family counselling. Kristin spoke, too, of the
value for her in having a sense of spirituality, enabling
her to deal with issues such as grief and loss, which is
so much a part of the CFS experience.

Kristin stressed the importance of not damaging recov-
ery by over-activity, the negative impact of too much
bed rest, social isolation, emotional stress, a poor diet,
alcohol and chemicals and stressed the importance of
maintaining water intake. An open mind which will
allow you to experiment with new treatments was also
high on Kristin's recommendations.

A valuable aspect of the evening was the willingness of
the panel to accept questions from the floor. Some of
the information which came out of these questions is

listed below:

e The Guidelines should be distributed to GPs in mid
June and they will be published on the Society's
website and that of the Department of Health.

o Research at Newcastle Uni is ongoing and may be
about to go to clinical trails. This is looking at the
levels of e-coli in the gut. It follows a biological
model and may develop an understanding of what
mechanism is causing the symptoms.

e As a general principle it is recommended that CFS
patients should have a flu vaccination but not if
they are in the throes of a relapse. Talk with your
doctor.

o Guidelines will be reviewed every 1-2 years. Review-

(Continued on page 9)
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(Continued from page 8)

ing available evidence is a major task.

There is a consistent finding from SPECT scans
that CFS patients that they have reduced blood flow
to the brain (QEH research) but this is not being
found consistently in the one area of the brain.
Techniques are being refined to better interpret the
information which is being achieved. Funding for
this is inadequate which affects the quality of the
research and the ability to make worthwhile conclu-
sions.

Who will fund treatments suggested by Guidelines
— eg with CBT, psychologists are expensive; for
exercise, gyms are expensive?

= Some GPs are being trained to use CBT.

= Exercise guidelines may be available for pa-

tients to self direct their exercise, Medicare
Plus offers some assistance with rebate for
treatment from allied health workers for
people with chronic illness if GP develops a
chronic health plan.

= Self management important — do own
graded exercise plan with initial input from a
physio.

in northern suburbs who have CFS — gym
and pool
CFS is first illness to have Guidelines published in
SA.
Guidelines do refer to possibility of adrenal or thy-
roid involvement in CFS.
It was recognised during the discussion that there
should be more guidelines developed for allied
health professionals and complementary health pro-
viders treating patients with CFS. Committee will
look at this when able to.
Pain treatment other than strong pain killers?
= Magnesium supplements.
= Amitriptyline, which at full dose is used as an
anti-depressant and antihistamine, but at low
doses is found to help with CFS pain and
restores sleep. Helps 80% of sufferers. Can
cause palpitations or
worsen pain. Not addic-
tive at low dose (5-10
mg).
= Magnets can help
e Not only physical fatigue
is a factor — mental fatigue
too — so avoid stressful
situations, understand your
limits, learn to rely appro-
priately on others.
e Guidelines will help
with validation of diagno-
sis. One patient stressed
the need for those under-
going tests to be told to
rest as they can worsen
their condition while diagnosis being determined as,
with a diagnosis of exclusion, this can be a lengthy
process. Guidelines will have links to info re other
treatments.
No evidence of communicability of illness but RAH
research is looking at genetic predisposition and
familial links.

Uyl

Prospect Council offer a CBT course.

CBT not a panacea for all (warning).
Arthritis SA self management course has
some CBT elements, not expensive, adver-
tised on Society’s website.

There is a physio available in Burnside area
who works with people with CFS and fi-
bromyalgia.

Fibromyalgia Association works with people

Finally, there was a plea at the conclusion of the eve-
ning for volunteers to assist the Society to continue its
work in support of those with this illness. A wide vari-
ety of skills can be put to good use by the Society.
Please contact the Society office if you could spare
some time and energy to this work as the Society relies
solely on volunteers and receives no government fund-
ing towards provision of the office and its services.

Page 9

Z anss| 00z — ulod Bupjje

au| (vS) A18190S S 4°D/°3° W 8Ul JO [euanor [eiyo ayL



Page 10

Z anss| 00z — uiod Bupijel

au| (vS) A18190S S 4°D/°3° W 8Ul JO [euanor [eiyo ayL

Society Matters: Awareness Night talk

Awareness Night talk: ME self-management

By Kristin Clark

This talk was given on Awareness Night at the Burnside Civic Centre on May 12, 2004.

Tonight I'm going to be speaking about what you can
do to help yourself with this illness.

I've had M.E. for many years, and in that time I've
learnt a lot about managing the illness and | would like
to share what I've learnt.

As most of us know there is very little in the way of
effective treatments unfortunately, but there are things
you can do yourself to make a difference to how you
feel and to get as much out of life as you can.

Because this is such an indi-
vidual illness some of the
things 1 mention will not be
relevant to everybody.

I will be mentioning educa-
tion, diary/journal, doctor/
patient relationship, stress
reduction, emotional issues,
energy management and
things that prevent recovery.

Education

Educating yourself about the
condition through reading
the latest books, the internet
and talking to fellow suffer-
ers is particularly important
with this illness.

e Most doctors have lim-
ited knowledge about the illness so you really need
to “be your own doctor” to a certain extent.

It affects everyone in a unique way; what works for
one person doesn’t work for another. It may help to
search out your own answers to your particular ex-
perience of the illness.

o It allows you to take control and have a feeling of
empowerment.

e This is hard to do when you are sick of course but
if you can do it to a limited extent or get someone
else to help you.

Diary/journal

Keeping a diary is essential because it is such a complex
illness and there are so many factors that can influence
how you feel.

o Record treatments tried and what worked and what
didn’t and how they made you feel.

o Determine what triggers can lead to a relapse.

e ldentify what things drain your energy and improve
your energy.
e Monitor improvement
and observe patterns that
develop over time.

Doctor/ patient

relationship

e Seek out the best doctor

and change doctors if you are

not getting results.

o Write out your medical

and family history to take

along to all doctors that you

see.

o Write out a list of ques-

tions to take to the appoint-

ment.

e Have an equal relation-

ship with your doctor — don’t

be afraid to be assertive. See

it as a partnership.

o Every year have a general
check-up.

Stress reduction

This is a really important issue in M.E. because it is
such a depressing illness, and you need to do some-
thing on a regular basis to help you cope. There are
many things that can make a difference.

(Continued on page 11)




Society Matters: Awareness Night talk

(Continued from page 10) that has to be divided up.
o Do not waste energy on negative emotions, or
« Meditation, yoga and light exercise such as walking negative people.
are good for physical and emotional health. « Stop activities that are wasteful of energy.
o Developing a passion or interest — something you e Learn to pace your life in order to preserve energy
can do that is interesting and doesn’t take too much levels. Page 11

energy but that takes your mind off being sick.

e Connecting — it is very important to keep up con- ]
tact with people who have a positive influence on 1 NiNGSs that prevent recovery

o Write your thoughts down, listen to music, sitinthe ¢ Ongoing emotional stress.
sun, go to the beach.
o Spirituality — can be a
great source of strength
when things are very
difficult.

a
your life. Reduce contact with people who are a e Continuing over-activity. ;’_;.
negative influence and drain you. e Too much bed rest. <@

e Volunteer work for a charitable organisation — e Sleep disorder. =
when you help others you get more in return. e Ongoing exposure to chemicals. II;

« Read uplifting and inspiring books of people who e Poor diet/untreated food allergies. S
have coped with adversity. « Social isolation/depression. ;

wn
&
N

Emotional is-

sues

This is another important
area to address with M.E.

e Grief and loss are a
huge part of the illness
because of the loss of
friends, job, opportuni-
ties and sense of self
often in the prime of
life. 1t is important to talk to loved ones or to a
therapist about these issues. Also to seek out family
therapy if this is needed.

e Try as much as possible to have a positive self im-
age — believe in yourself.

o Be kind to yourself — negative emotions are natural
but very draining.

o Seek out others with M.E.

Other issues

e Have a healthy diet that keeps alcohol, sugar, and
caffeine to a minimum and keep water intake up.

e Try to have good sleep hygiene.

e Remove all toxic chemicals from the home.

« Have organic fruit and vegetables and meat.

Finally

Energy management Never give up!!
Energy is your most important commaodity with this
illness and M.E. sufferers do not have the luxury to
waste energy unnecessarily.

It is possible to get at least some improvement from
this illness, if not to get over it completely. You are
fighting to get your life back so don't ever stop trying.

o See it as a glass of water, or a bank account or a pie
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Society Matters: SAYME Camp 2003

SAYME Camp 2003

Sponsored by Community Benefit

By Skye Yuill

On the 4th and 5th of October a modest but delightful group of people travelled to the Mylor Recreation Centre

to be part of the SAYME Camp. Here is a bit of a rundown.

Upon my arrival to the campsite everything was locked
and there was no-one to be seen. With just a tad of
apprehension | drove to a nearby public place to find
out what had become of Wanya, the camp manager. Al
I got was her answering machine and returned red-
faced to greet the arriving camp-goers. Thanks to the
ever-reliable and fully equipped Emma Wing, a mobile
phone was produced, Wanya was contacted, and we
could enter the dormitories. For a fleeting moment |
thought the participants might have had a more
authentic camping experience than they had originally
bargained for.

People filed into their respective dormitories to unpack
and then we met in the recreation room for brief
introductions and ‘get to know you’s’. Surprisingly, to
me at least, two of our SAYME members have an
interest in the stock market. Maybe the Society will be
able to turn to these guys in the future if the
government is still unwilling to provide us with any
funding. Badge Day proceeds could be quadrupled
under the astute, learned guidance of stockbrokers
Andrew and Freyah via investment in the stock market.

Through democratic consensus, formal structures and
clipboards of fun were dispensed with to allow the
group to pursue their own interests.

Some of the friskier individuals took to the gymnasium.
(Thanks for the kick of the footy, Duncan and Rani — |
thoroughly enjoyed it, although I must confess come
Monday | was moving like a dog that had been shot. It
must have been 24 months since | picked up either a
football or a basketball, let alone used the muscles
required to participate in these endeavours.) Others
took a gentle stroll around the picturesque setting or sat
and chatted under grey gums in the dappled sunlight of
spring.

Sunshine can be a rare commaodity in the hills at least
till December and we were blessed with a nice portion
on both days, allowing time to be spent with nature.

Fires were still needed inside and with the collaboration
of some of our more resourceful members a fire was lit
in the recreation room’s old combustion heater. This
made a cosy environment for card and board games,
eight ball, table tennis and PlayStation. (Yeah, we
weren’t exactly roughing it.)

As the organiser of the camp it was reassuring to know
that if anyone was to behave inappropriately, it would
probably be me.

Nevertheless, | was a little concerned that Miss White
was going to commit, rather than solve, murder during
a heated game of Cluedo, as allegations of misconduct
were thrown around. However, she quickly returned to
her amiable, considerate and good-natured self.

Without exception, the behaviour of the camp-goers
was impeccably good, and they should be congratulated
for the way they involved, related and were considerate
of each other at all times. Wanya catered for the camp
and commented that the group was a lovely one, so
well-behaved and well-mannered.

Whilst it would have been nice to have seen a few more
people come along, | am fully aware of the difficulties
many of the membership face endeavouring to get to
the movies, the doctors or, in some cases, the letter
box, let alone a camp.

Thanks to those of you who came along. | think
everyone took something positive out of the experience
and had some fun at the same time. In particular,
thanks to the Duell family for making the effort to
drive up from their farm near Bordertown, and to
Duncan, Sarah, Donna, Collette Goldthorpe, and Peter
Worsley who all put in their bit to get the camp going.

Finally a big thanks to Community Benefit for their
sponsorship of the camp. It was greatly appreciated.

Reprinted with permission from SAYME February 2004.
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Raising awareness at the South-East Field Days

March 19 and 20, 2004

By Donna Smedley

To be given the chance to travel to Lucindale for the
South-East Field Days gave me the opportunity to raise
the awareness of CFS and our society. It also gave me
the opportunity to give support and information to our
country counterparts. Being a South-East girl prior to
my illness I saw this as an occasion too good to refuse.

On arrival at Lucindale we were very warmly welcomed
by Cathy Hudson and the Neurological Council SA
representatives. Their help in setting up the site and
running a field day was exceptional.

We were situated in the Yakka Pavilion which had a
wide variety of stalls on offer. So we had a lot of peo-
ple walking past and stopping for information or just a
friendly chat. Everyone who stopped by walked away
with a new-found knowledge of what CFS s, its effects
on society, and what work the ME/CFS Society of
South Australia does for its members and the general
public.

In total over the two days we had approximately 10
suffers of CFS, 10 family members, 60+ friends of suf-
ferers, 1 professional inquiry, and 30 other inquiries.
For me the Lucindale Field Days was a very special
time. | have worked in the South-East for the past 10

years prior to getting CFS. So it was like going home
again and | was able to catch up with a lot of people. It
was great having so many people popping in to say hi.
They all walked away with a new found knowledge of
what CFS is.

We had a very successful time at the field days selling
wheat bags, cook books, and pins as well as getting
donations. It was a very tiring experience but one |
would gladly jump at the chance to do again. I gained a
real sense of worth being able to get the message across
about CFS.

I would like to say a big thank you to Denise Stephens,
my traveling companion cum chauffeur cum everything
for her assistance. Without her | would never have
been able to get down to the South-East and give valu-
able information to a wide variety of the public who
normally would not get the chance to speak one on one
with a fellow sufferer.

Regs
Donna Smedley

CFS Member/ Volunteer

Reprinted with permission from SAYME February 2004.
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Interview: Eef and Riet

Interview: Eef and Riet - twins together after 40

years

Eef and Riet Avontuur (65) (pictured next page with Riet on the left) are identical twins and both have CFS/ME.
For 40 years they lived 20,000 kilometres apart. Eef became sick in The Netherlands and Riet became sick in Aus-
tralia. Now they live together in an apartment in Amsterdam.

They were interviewed in November 2003 by Jeannette Bosman for this article which appeared in MEdium, the
magazine of the ME Society of The Netherlands — ME-Stichting, Noordse Bosje 16, 1211 BG Hilversum. It was
translated into English for us by Riet’s daughter, Eef, who lives in Australia.

Riet: In my memory we were never sick as children.
We were always very sporty — javelin, handball, athlet-
ics, ice skating — you name it. We never had time to be
sick!

Eef: | have the same memories although when | was
about ten years old | was in a sanatorium for one year
due to TB. My experience there prompted my decision
to become a nurse so | trained at Spinazie Academy (a
kind of housekeeping school).

Riet: | undertook sewing work. When | was 19 years
old I became involved with Wim, became pregnant,
married and, when | was 20, my daughter was born.
Because of the housing crisis we decided to emigrate to
Australia. We lived there for 40 years. | also had a son
there and later on four grandchildren.

Eef: | had an extremely difficult time with Riet's leav-
ing. | understood why she wanted to leave and wished
her own life, but | missed her terribly. It was like I had
lost one of my limbs. Thankfully it turned out well and,
thanks to Riet, | was able to visit Australia eight times.

Sneaky

Eef: Thirteen years ago | became sick. It happened
during a really happy period of my life. | really felt con-
tent. | was in a relationship, lived at de Veluwe and
enjoyed the surroundings there immensely. |1 would go
on long walks through the forests until | started to en-
joy the walks less and less.

CFS/ME crept in very slowly and sneakily. I went to
the doctor and it was the usual story — all sorts of tests
and nothing was found. The uncertainties lasted a long
time. | even thought maybe I'm going to die without
anyone realising how sick | am feeling. Finally, the di-

agnosis of CFS/ME/FMS was given.

I became a member of the ME Society straight away
and acquired as much information as I possibly could,
which then gave me some peace. What | have learned
from this disease is: “Accept, distribute and not use
force.” Those three things are very important, but it's
not easy!

My relationship ended because of CFS/ME. My part-
ner couldn’t understand it and felt like the victim be-
cause of my illness. | decided to return to my home
city, Amsterdam. Thankfully, I was lucky enough to
receive help from the Government for an apartment
and home help, so | could survive.

At that time I still had my dog. He was really my
“pacemaker” who would give me companionship and
make sure | would get out of bed in the mornings to
take him to the park.

Head in the sand

Riet: | became sick four years later. Wim, my husband,
had a serious form of cancer and for years | cared for
him. He became more and more sick and in between
that | started to feel unwell also but kept thinking to
myself “don’t whinge and keep strong.” At some stage
we thought we had made it through when they gave
him the all clear, only to find a short time later he had
secondary tumours in his brain.

Through the whole process | was getting worse but
kept thinking to myself that it was “between my ears”
because Wim was so sick. Before this | had never
thought to myself that I might have contracted the

(Continued on page 15)




Interview: Eef and Riet

(Continued from page 14)

same illness as my sister. Eef was sick, not me — that's
what | thought. Strange isn't it?

Eef: She is an ostrich and buries her head in the sand,
but I already had my suspicions. Riet had come to Hol-
land to help me with moving and I could see some of
the signs in her. We do recognise our symptoms when
we see them, but I didn’t want to talk her into anything
5o kept my mouth shut.

Riet: | really didn’'t have a clue and was thinking | was
having a difficult time with what was happening to
Wim. Years later through an

Australian physician 1 was

given the diagnosis of CFS/

ME/FMS. It then became a

whole lot clearer.

Together again
Riet: Wim died in 1999 and |
stayed in Australia for an-
other year before deciding to
come back to Holland. That
was a very difficult decision
because | left my children
and grandchildren behind.
But | had already decided,
along with my husband and
my children, that it would be
better for me to come back
to my sister.

Eef: We came into this world
together, spent 40 years apart
and we will now end our
lives together.

Riet: Life in Australia was very tiring for a CFS/ME
patient. Before | left for Holland | landed in hospital
because | was completely and totally burnt out. Al-
though the doctors advised me not to fly, I thought
that if | didn’t do it now I never would.

Eef: We really have a good time together. We really
understand each other and know which jobs to do
when the other one can't without ever having to dis-
cuss it. We laugh lots!

Riet: | spend a lot of time on the Internet and this is
how | keep in touch with my children. We chat regu-
larly and also have a webcam so we can see each other.
Without the Internet | don't think I could have sur-
vived. To me it is a must.

Eef: | am a bird nut! | just love to go to the park and
watch the birds. We try to get out as much as we can
on our scoot mobiles. We both love the waterbirds, the
nature and the wind in our faces.

Positive

Eef: To outsiders we might seem not too bad during
the day, but at night we are in
bed by 8.00 pm until 10.00
am the next day. One day a
week we have home help. |
do all the shopping and Riet
does the cooking.

Riet: | have the feeling that |
keep pushing myself and
that's not good. Eef has
taught me much — for exam-
ple, to listen to my body.

Eef: Well, I'm four years
ahead of Riet, but | also be-
lieve she is more sick than |
am. We have the same symp-
toms but hers are worse than
mine.

Riet: We always try to stay

positive which makes life

easier but when | hear some-

one say, “If you think posi-
tive it will cure lots of illnesses” then my hair stands up
on end! My husband was one of the most positive peo-
ple you could meet and it didn’'t help him. It does,
however, make life more enjoyable.

Genetic?

Eef: Many doctors have told us that CFS/ME most
probably is genetic as we are both sick with it but they
still haven't found the proof.

Riet: We are currently working with a scientific re-

(Continued on page 16)
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Interview: Eef and Riet

(Continued from page 15)

search unit in the US. We started this as one healthy
twin and one sick twin, but unfortunately we were
changed to another group as we are now both suffer-
ers. We were planning to go to the US but unfortu-
nately we are still too sick for that at present.

Eef: Presently we both have had a relapse but we have
good reasons for this. After my dog passed away, for
which we grieved, we decided to have new flooring
installed in our apartment. This was very exhausting
with lots of people in the house.

Riet: Now we no longer have a pet we can go on a

holiday together, something we have never done be-
fore. Shortly we will be going to a Rheumatoid Arthritis
home in de Veluwe. We will be taken door to door and
will have our own apartment there.

(Note from Eef Whylie: After this interview Mum (Riet)
and Aunt Eef became the proud parents of two new
additions to the family — two adult cats who were in
desperate need of a good home. They could not have
found a better home! Mum and Aunt have been on
their holiday to de Veluwe and enjoyed it but, of
course, are glad to be back in their own surroundings.)

Reprinted with permission from Emerge Winter 2004.

HAPPINESS IS...

The Sound Of A Child’s Laughter
Making Your First Friend At School
Being Old Enough To Sit At The Adults’ Table
Catching Up With OId Friends
Your Wedding Day
Christmas Day Around The Table With Family
The Changing Of The Seasons
The Smell Of Mum’s Roast Lamb
Watching The Sunset Over The Ocean
Going To The School Dance
The Smell Of Morning Dew
Buying That Dress
Watching A Fire Flicker On A Cold Winters Night
Dad Coming Home From Work On A Friday Night
Getting Up Early On Christmas Morning
A Foal In The Paddock
Getting Your First Job
Hugs From Nana & Pa
Chicken & Champagne Lunch With Friends
Having Your First Crush
Sleeping Under The Stars
Your 21st Birthday
Walking On The Beach On A Hot Summers Night
Getting Your Drivers License
To Have Loved And Been Loved
Setting Goals And The Journey We travel To Accomplish Them
Believing In Yourself
Learning What Is Really Important in Life
Looking Back On Life With A Smile On Your Face

By Donna L Smedley

VISITOR/PEN PAL WANTED

I am house bound with CFS and FMS, and welcome
anyone who can visit, email or phone me.
| live in the Gawler area.

Pamela Du-Valle
Phone: (08) 8522 3778
Email: tahu007 @iprimus.com.au
Web: http://home.primus.com.au/tahu007/
Tahu's~1/HOME_PAGEXx.html

A Single Rose Can Be My Garden
A Single Friend, My World




Article: Relapses and remissions

Relapses and remissions
By Mike Reynolds

Through the years of suffering from ME/CFIDS
(CFS/ME), most will experience a terrible relapse. No
matter where you are in this illness, relapses happen
and remission, at this time, seems a dim hope. Some-
times you can pinpoint what caused the relapse. It may
have been a death, relationship disappointment, mov-
ing, or even a virus. Sometimes there seems to be abso-
lutely no discernible reason you can understand. And
the depths of a relapse can seem endless and bleak.
Often we make our relapse last longer by fighting it by
trying to do just a bit and we end up just making it
worse. We want some control! Just a bit of control over
our lives that seem so end-

lessly full of suffering, anger,

frustration and anxiety. It

seems like total despair. We

feel it along with such fear

that it will never be better

again.

I spent the glorious summer
months feeling all of these
things day after endless day
as | listened to others speed-
ing off in their cars for warm

summer outings, excitedly
exchanging greetings and
laughter. 1 listened to a

neighbour shoot hoops in his

driveway, the bang of the ball

reverberating in my head like

an anvil was striking it. And then there were the lawn-
mowers that drove their engines into my head. | felt
desperate for quiet yet, when it came, it offered no real
relief. I railed against my family and God and life in
general.

What if I never get back again? What if | remain like
this? | didn't of course. And, when | was able to again
resume my half-life of existence, | had just enough left
over to reconnect with people. That's when | heard of
one woman who had spent the past five months in a
relapse, given up all hope of ever getting back what she
had lost, when it just happened! And | heard of another
who was actually told she had 24 to 48 hours to live.
Well, it's many months later and she’s still alive al-
though not feeling much better. Relapses are NOT in

your head by any means! They don’'t know why she
suddenly improved or why | did. We just have one
strange illness I guess.

This article is not about patience. Coping with a relapse
is something few can do and thinking ahead to how
you will handle one seems like an exercise in futility.
Talking helps but when you're in a relapse you have no
energy for that either. And I’'m not about to preach to
others to pace themselves. Pacing is fine and every pa-
tient learns how to pace themselves when they're
through the denial stage, but it doesn’t help in a relapse
since there’s nothing to pace
yourself with!

One should say that you
shouldn’t give up because
there is always an end to
every relapse, but that isn’'t
always true and it sure does-
n't help you feel any better
not knowing how long it will
last. At least, not for me.
When you find yourself
barely able to drink soup
from a can and are out of
clean clothes, all the articles
about planning ahead and
coping are just a bunch of
nonsense usually written by
others who have never ex-
perienced a real relapse or any real severity. | know of
one psychologist who offered a lot of wonderful help
to others. Then he got ME/CFIDS and couldn’t really
cope himself!

About the only thing that seemed to make any sense to
me during those long, lazy days of summer that | spent
bedridden was something that Kierkegaard wrote: “Life
can only be understood backwards: it has to be lived
forwards.”

(This article is reprinted from The National Forum, Win-
ter 2004, the quarterly magazine of the National CFIDS
Foundation Inc. Needham, USA).

Reprinted with permission from Emerge Winter 2004.
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Article: Stressed out? Fight back!

Stressed out? Fight back!

We all know that emotional stress can be a massive drain on energy supplies — but how do we keep it at bay?

Fiona Agombar, afME trustee, is full of ideas.

A recent Working Group report recognised negative
stress as a trigger for setbacks in ME (CFS/ME) pa-
tients. But did you know that it's possible to suffer
from emotional stress without even realising it? What
happens is that your body slowly adapts to constant
pressure so that you may be experiencing all kinds of
physical and mental side effects. Some of the warning
signs include rapid breathing, poor sleep, sweating,
feeling spacey, panic attacks and exhaustion. So if you
have ME the last thing you want to do is worsen exist-
ing symptoms with the effects of chronic stress.

Michelle Pearson is a registered nurse who, since being
ill with ME, has become a stress management consult-
ant. She explains, “Stress is

not all bad. It's what gets us

motivated to do the things

we like as well as those we

don’t. Getting ready for a

date with the person of your

dreams is stressful in that

your heart rate increases and

blood pressure goes up but

you feel excited — that is

termed eustress. Those same

physiological events occur

when your aunt doesn’t believe in ME and gives you a
piece of her mind — that’s known as distress, but it's the
latter we view as stressful. There’s little physiological
difference, but there’s a perceived difference; one is
nice, one isn't!”

Generally, negative stress occurs when you are faced
with events that you may see as threatening to your
physical or mental well-being. These events are referred
to as stressors and our reaction to them your stress
responses. Major changes in our life such as bereave-
ment, onset of illness or sudden money worries, for
instance, would cause most people stress. Research has
shown that the more uncontrollable your life or a par-
ticular event seems, the more likely it will be perceived
by you as traumatic. The key word here is perception
because an event that you find stressful (such as mak-
ing a complaint) may be stimulating or challenging to
someone else.

Fight or flight?
When you are under stress a number of physiological
changes happen in your body which trigger something
known as the fight or flight response. You probably
know that this is the same bodily reaction that helped
our ancestors to survive by making them fit for fleeing
from dangerous, life-threatening situations. In order to
give us the strength to run fast our autonomic system
cuts in. However, this response is usually inappropriate
for coping with the stresses of life in the 21st century.
For example, if you are struggling to cope with daily
challenges — perhaps just the effort of washing up
when you feel very ill — you
may perceive these as stress-
ors and whoosh: off our
autonomic system goes!

This is largely unconscious —
in other words you may not
be aware of this as it hap-
pens. When this stress re-
sponse is triggered, the hypo-
thalamus gland in your brain
sends electrical and chemical
messages to the pituitary gland, which is responsible for
hormone functions in your body. A hormone called
ACTH is then sent to your adrenal glands, which re-
lease over 30 chemicals, including cortisol and adrena-
lin. These hormones release sugar from our liver, make
your heart beat more quickly, your muscles tense, your
breathing more rapid, your digestion slow down and
your blood pressure rise.

A nervous system stuck in over-

drive

So, if you have tension at home you will get the same
symptoms as our ancestry did when trying to get out of
trouble. This is okay if it doesn't happen too often, as
your body just switches itself back to normal after the
problem has passed.

(Continued on page 19)




Article: Stressed out? Fight back!

(Continued from page 18)

However, if you are in an environment where you are
under constant pressure, you may adapt to stress. In
other words, you are continually switched into this
fight or flight response. This is very tiring, as you are
constantly using up energy to keep your body wound
up in this response to perceived stress.

You may even start to use stimulants such as coffee,
cigarettes, alcohol or sugar to give you an extra boost
of energy. This is the worst thing you can do as, al-
though you will feel a temporary surge of adrenalin, the
stimulants put a further strain on your system. It’s a bit
like whipping a horse which has already run a race.
There is no real energy left in your weakened system,
which desperately needs a rest at this point.

In my own case, | never listened to my body until it
was too late. Running a busy

PR consultancy in the 1980s

meant working long hours

and | didn't have effective

ways to rest or unwind.

Eventually, the continual

pressure | was suffering and

a bout of Glandular Fever

led me to becoming chroni-

cally ill with ME. If only I'd

understood the symptoms of

stress earlier, | could have taken the appropriate action
to deal with it.

How do | know if stress is a

problem?
Some signs to look for include:

o Feeling tired and exhausted but also over-stimulated
or ‘wired’ as if you've drunk too much caffeine

e Feeling anxious, irritable or losing your sense of
humour

 Finding it difficult to concentrate

o Noticing your breathing is often shallow or your
chest tight

o Having a knot in your tummy or clenched fists

o Not sleeping well

o Being more vulnerable to infections

 High blood pressure

o Apathy and depression

While some symptoms listed may occur in ME patients
for different reasons, it makes sense to assume that
lightening the load on your system, however you can,
will contribute to the overall healing process. So take
back control, look at what you can change and get help
to reduce any stress that you have in your life.

Tips to banish stress

o Examine your life. Listen to your body. Remem-
ber that stress is to do with how you see a situation.
You may find your life impossibly difficult to cope
with. Note what’s making you feel stressed and look
for ways you can alter the circumstances. Examples
might include being able to say ‘no’ to people
(without feeling guilty!) and getting help in the
home or avoiding people that upset you.

e Reduce your targets.
Don't try to keep your house
looking immaculate; your
health and energy are more
important than a bit of dust.
By lowering your expecta-
tions you are reducing stress
levels.

e Slow down. Do one
thing at a time and take short
breaks between tasks.

e Slow down your breathing. Train your body to
breathe more calmly and evenly — automatically.

o Eat a good diet. Junk food puts more stress on
your body — especially your adrenal glands, while
healthy food will support you in times of stress.
Certain nutrients are needed for the fight and flight
response, so make sure that you are not exhausting
your adrenal glands with poor quality food or
stimulants (especially cigarettes).

e Gentle exercise helps burn up stress. This is a
real problem for many people with ME but stretch-
ing, walking or gentle yoga can help if you're up to
it.

(Continued on page 20)
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Article: Gonna be a bear

(Continued from page 19)

Seek emotional support. Research has shown that
talking a problem through can reduce perceived
stress significantly, as can writing the problems
down in a diary — it's also important to be kind to
yourself, as you would to anyone else who was suf-
fering.

Take time out. Temporarily setting aside thoughts
about your problems by taking up a distracting ac-
tivity can help put you in control again. Examples
might include watching a film you love, reading a
good magazine or listening to your favourite music.
Distraction is not the same as avoidance!

Learn to relax. Reviews of numerous studies have
shown that the most important way to tackle stress
and re-energise is by learning to fully unwind. Train
yourself to tell the difference between tense and

relaxed muscles and mentally check your breathing
and posture every few minutes. If you are then in a
situation which makes you tense, consciously relax
your muscles and breathe deeply. Guided relaxation
tapes can help or simple things like stroking a pet
(which has shown to lower blood pressure).

e Find something to laugh about. Your sense of
humour — however black — could be the best anti-
dote to a truly lousy day.

Source for this article: InterAction, quarterly members’
magazine of UK charity Action for M.E., issue 40
(April 2002). Action for M.E. is a UK-based national
patient support group. For more details on their work,
visit www.afme.org.uk or email Action for M.E.:
info@afme.org.uk.

Reprinted with permission from Emerge Winter 2004.

Gonna be a bear

In this life I'm a woman. In my next life I'd like to
come back as a bear. When you're a bear you get to
hibernate. You do nothing but sleep for six months.
I could deal with that.

Before you hibernate, you're supposed to eat your-
self stupid.
I could deal with that too.

When you're a girl bear you birth your children
(who are the size of walnuts) while you're sleeping
and wake to partially grown, cute, cuddly cubs.

I could definitely deal with that.

If you're a mama bear, everyone knows you mean
business. You swat anyone who bothers your cubs.
If your cubs get out of line you swat them too.

I could deal with that.

If you're a bear your mate EXPECTS you to wake
up growling. He EXPECTS that you will have hairy
legs and excess body fat.
Yup, gonna be a bear!

Reprinted with permission from Emerge Winter 2004.




Article: Preparedness

Preparedness

By Liz Burlingame

I pull on my shoes and tie them tight.

When | first became sick with CFIDS (CFS/ME), |
could scarcely believe what was happening to me. For
the first time in my life | was totally debilitated, forced
to stay in bed, quit school and ultimately resign from
my job.

The nausea, headaches and overwhelming exhaustion
kept me in bed for days and even weeks at a time. De-
spite my obvious ill health, some corner of my brain
kept believing | was not sick.

It was this autopilot segment

of my thinking that kept say-

ing, “When you wake up in

the morning, it's time to get

dressed and prepare for the

day.” Never mind that the

day will almost certainly be

spent in bed; if it's morning,

it’s time to get up. So on my

worst days it is not at all un-

common for me to get

dressed (often lying down) and pull on my shoes.

My thinking is that there exists the possibility, however
remote, that 1 might recover (even spontaneously) at
any given moment. And if | should spontaneously re-
cover (it could happen) my shoes are tied and I'm ready
to go. Hypothetically, I'm prepared to walk directly
outdoors with not a moment wasted.

My ambition far outweighs my abilities.

I keep my bedroom window open so that, when |
emerge turtle-like from beneath my pillow, I can hear
the bustle of humanity in the distance. | hear the ca-
cophony of activity and dream of getting out of bed,
shirking off this maddening disease and rushing back
into living. | picture masses of people going about their
daily lives and the one commonality | see in each and
every person is this: they're all dressed. Nobody's wear-
ing pyjamas and few people are barefooted. When I'm
dressed I'm involved with them. | live vicariously
through them. To steal a line from Jack Kerouac, | am
prepared “...to get up in the
morning to walk proudly on
the sidewalks of life...” — at
least in theory.

The downside is that | have
spent entire days nestled un-
der blankets with my head on
the pillow fully clothed with
my shoes tied. | should con-
fess that in twelve years | do
not recall a single day in
which this scheme has panned out. However, | am un-
willing to scrap the routine while the possibility for
recovery still exists. | might yet completely recover and
I am most unwilling to relinquish that fact — or my
shoes.

(This article is reprinted from The CFIDS Chronicle, the
magazine of the CFIDS Association of America, Win-

ter 2004.)

Reprinted with permission from Emerge Winter 2004.

Regular checkups

Please remember to have regular medical checkups with your

doctor.

ME/CFS does not confer immunity to other illnesses. New
symptoms may not be due to ME/CFS and should be

discussed with your doctor.
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Article: Pacing — one step at a time

Pacing: one step at a time

A pace is just a single step. But ME (CFS/ME) sufferers can take heart in the knowledge that ‘pace’ also mean ‘a

rate of progression’.

In this article Virginia Haydon suggests planning out defined periods of rest and activity — and sticking to them.

Pacing is difficult to achieve. Forced by the very nature
of the illness to do next to nothing for hours, days or
weeks on end, the temptation to make a break for free-
dom at the first sign of any energy is virtually impossi-
ble to resist. But pacing demands that we do just that.
It's about achieving the right balance between different
types of exertion and rest periods. And it can help suf-
ferers achieve ‘some gradual recovery’ according to Dr
Anne Maclntyre.

So how do you go about
managing your precious en-
ergy levels?

Establish a rou-
tine

One aim of pacing is to make
activity and rest patterns
more consistent. It’s all about
staying within energy limits
without over or under activ-
ity. Pacing can help sufferers
avoid the ‘boom and bust’
cycle that delays recovery.

Work out what’s

right for you

It can be helpful to plan the

same amount of activity and

the same amount of rest

every day. For this reason it is crucial to set your initial
levels within your own personal comfort zone. They
must reflect what you are already doing, not what you
wish you were able to do. Listen to your body, or the
levels won't be realistic. If possible, avoid doing too
little as this can lead to deconditioning.

Making detailed daily activity diaries and noting how
you feel can help guide you on your own personal tol-
erances. The diary can also help highlight what level of

activity is possible without suffering ‘pay-back’, which
can be delayed by up to two days.

Set clear goals

Writing down your goals will make it easier to fix them
in your mind. Specific daily targets according to your
energy levels might include:

o Getting up and going to bed at the same times each
day.
e Walking for ‘X’ minutes
per day.
o Not taking phone calls
after a certain time.

It's worth remembering that
activity needn’t be just physi-
cal or mental. Emotions take
their toll on energy levels
too; that's why we feel so
exhausted after a long hard
cry.

It can be helpful to grade
activities into high, medium
and low energy. Then set
down guides of how many of
each grade activity you feel
able to do on a daily basis.
Include clearly defined rest
periods.

Recognise that simple tasks like getting washed and
dressed are physical too and should not be underesti-
mated. And be aware that seemingly harmless deeds
like watching TV, reading or chatting on the phone can
drain the brain. All these things must be taken into ac-
count and rationed into your daily activity allowance.
Likewise, avoid doing two things at once, e.g. watching
TV while talking on the phone.

(Continued on page 23)




Media Watch 1: “All the usual suspects”

(Continued from page 22)

Rest must be restful

It is essential to achieve quality relaxation in your allot-
ted rest times for it to be beneficial. Forcing yourself to
sit down and do nothing while your mind is racing or
you're still tense or worried won't necessarily replenish
batteries.

Use breathing, relaxation, or meditation techniques;
listen to gentle music or lie in a dark room. Whatever
your technique, make sure your rest is truly calm and as
refreshing as possible.

Organisation and planning

These are the key words to successful pacing. Setting
yourself a programme of rest and activity periods
throughout the day is one thing; sticking to it is the
hard bit.

It helps if you plan your week ahead as well as each
day, making a note of what you want to achieve and
then prioritising what matters most to you.

Remember to allow sufficient time to complete tasks.
There is immense satisfaction at being able to tick off a
successfully achieved task, no matter how simple. Being
overambitious only leads to disappointment and frus-
tration. If things are going well don’t be tempted to do
more than you planned, particularly on a good day.
Likewise, don't be too disappointed if you are faced

with a setback. Aim for consistency.

However, it helps not to be too rigid: life always throws
up unexpected situations and flexibility can help you
surmount them without your schedule disintegrating
before your eyes.

Don’t feel guilty

Accepting your limitations is a huge step on the road to
recovery. So is the ability to stop activities which in
hindsight are wasteful of your energy. Examples might
include spending time with people who drain you or
feeling the need to vacuum before the family comes
round.

However, be wary of allowing those things that give
you the most pleasure to be squeezed out of your
schedule to make way for more ‘worthwhile’ activities.
Try to get a balance of enjoyable activities and chores
on the same day. Don't allow yourself to be driven by
guilt because you feel you're not doing enough. But
remember Dr Maclintyre’s advice: ‘Stop before you
even start to feel ill and save some energy for getting
better.’

Source for this article: InterAction, quarterly members’
magazine of UK charity Action for M.E., issue 40
(April 2002). Action for M.E. is a UK-based national
patient support group. For more details on their work,
visit www.afme.org.uk or email Action for M.E.:
info@afme.org.uk.

Reprinted with permission from Emerge Winter 2004.

Media Watch 1: “All the usual suspects™

‘All the usual suspects’ have been featured in various
newspapers and magazines over the last six months
giving us their story of their experience with CFS/ME
including Layne Beachley, Peter Lonard, Laura Hil-
lenbrand, and athlete Claire-Louise Brumley. A cou-
ple of new ones were Rhyce Shaw, Collingwood foot-
baller (Herald Sun September 26, 2003), who says that
the love of his family and particularly of his puppy
pulled him through the illness, and Rohan Storey of
the National Trust, who contracted the illness towards
the end of last year. Johanna Griggs in New Idea of
January 17, 2004 in her “My Life” column said that she

has always been reluctant to talk about her battle with
CFS/ME which happened thirteen years ago. She
states as her reasons that she does not really know
which particular treatment helped her and “...also |
have to be responsible in the kind of advice | dish out
in these litigious times.” She also says, “I believe CFS
stays with you forever — it’s just that you learn to man-
age yourself a lot better. But that’s just my opinion. My
advice is to contact your state’s CFS society or organi-
sation and they have the most current information.”

Reprinted with permission from Emerge Winter 2004.
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Medical pages: High levels of type 2 cytokine-producing cells

High levels of type 2 cytokine-producing cells in

Chronic Fatigue Syndrome

Journal: Clin Exp Immunol, 2004 Feb; 135(2): 294-302, Skowera A, Cleare A, Blair D, Bevis L, Wesseley SC,
Peakman M. Departments of Immunology and Psychological Medicine, Guy’s King’s & St Thomas’s School of

Medicine, King’s College, London, UK

The aetiology of chronic fatigue syndrome (CFS/ME)
is not known. However, it has been suggested that
CFS/ME may be associated with underlying immune
activation resulting in Th2-type response.

We measured intracellular production of interferon
(IFN)-gamma and interleukin (I1L)-2:(type 1 cytokines),
IL-4 (type 2) and IL-10 (regulatory) by both poly-
clonally stimulated and non-stimulated CD4 and CD8
lymphocytes from patients with CFS/ME and control
subjects by flow cytometry.

After polyclonal activation we found evidence of a sig-
nificant bias towards Th2- and Tc2-type immune re-
sponse in CFS/ME compared to controls. In contrast,
levels of IFN-gamma, II-2 and IL-1- producing cells
were similar in both study groups. Non-stimulated cul-
tures revealed significantly higher levels of T cells pro-
ducing IFN-gamma or IL-4 in CFS/ME patients.

Concluding, we show evidence for an effector memory
cell bias towards type 2 responsiveness in patients with
CFS/ME, as well as ongoing type O immune activation
in unstimulated cultures of peripheral blood cells.

Comments from Prof Anthony J Pinching (Advisor to Sussex
and Kent ME/CFS Society):

This carefully conducted study provides further evi-
dence to confirm that the balance of the immune sys-
tem is altered in patients with Chronic Fatigue Syn-
drome. It confirms and extends earlier studies showing
that parts of the immune system show signs of activa-
tion, and it characterises the changes in more detail. It
is encouraging to see such high quality studies on the
biology of ME being done increasingly.

A predominance of “type 2 cytokine” production, is in
other settings, associated with allergy, although this
study was not able to show a direct link to features or
markers of allergy in these patients, nor with any other
clinical characteristic. However, the numbers of pa-

tients studied may have been too small to pick that up.
The changes are definite but subtle and could not be
used as a diagnostic test. However, they do provide
valuable further information about the nature of the
imbalance that occurs in this illness. It is not possible
to say yet whether such changes reflect something that
leads to the development of illness or its features, or
whether they are a consequence.

Editor’s note: Despite the high level of medical jargon in
this snippet, the conclusion is important — that there
are immunological changes, particularly interleukin-2,
in CFS/ME.

Reprinted with permission from Emerge Winter 2004.
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Medical pages: JAMA studies may be misleading

JAMA studies may be misleading - behavioural
therapies no cure for CFS/ME

Reported from the CFS/ME Research Review, Fall 2001, Vol 2, Issue 4

A review article in the Sept 19, 2001 issue of the Jour-
nal of the American Medical Association states what
most familiar with the chronic fatigue syndrome (CFS/
ME) literature already know; studies of treatments in
CFS/ME involve small numbers of participants, use
inconsistent outcome measures and yield mixed results.

The authors have summarised the results of two gov-
ernment-funded analyses (one from the US and the
other from the UK) of the treatment literature, includ-
ing published and unpublished reports of pharma-
cologic, behavioural and other

therapies. Nineteen databases

were searched, identifying 350

studies conducted between

1986 and 2000. Of those, 44

research reports were included

in the review, representing a

total of 2,801 patients.

Reviewers selected studies of
pharmacologic interventions

including hydrocortisone, flud-
rocortisone and galanthamine

and immunological therapies

such as immunoglobulin,

Ampligen and interferon. Trials

of supplements such as essen-

tial fatty acids and magnesium

were evaluated, as were studies

of massage and osteopathy.

Research on two behavioural
interventions, graded exercise

therapy (GET) and cognitive behavioural therapy
(CBT), accounted for nine of the 44 studies.

Comparison of the studies proved challenging. There
were considerable differences in study design (36 em-
ployed randomised controlled trials and eight used con-
trolled trials), outcome measures (more than 38 differ-
ent outcomes were assessed), duration of treatment
(ranging from two to 52 weeks) and length of follow-
up (ranging from two weeks to five years).

The authors highlighted CBT and GET as the most
promising therapies, although they acknowledge that
these studies also had the highest dropout rates of the
44. Five of the nine behavioural studies used the less-
restrictive Oxford criteria to select patients, and all, by
design only included patients who were well enough to
frequently travel to clinic.

Positive effects of other therapies received less atten-

tion. Of those studies with relatively high validity

scores, independent trials of immunogobulin, hydro-
cortisone, magnesium and es-
sential fatty acids showed bene-
fits.

The reviewers conclude that
that greater standardisation of
studies is needed. They suggest
that a classification system for
illness severity be developed, as
well as guidelines for the dura-
tion of intervention and follow
-up. Finally, the authors priori-
tise agreement upon outcome
measures as a necessary step to
improve the comparability of
CFS/ME studies.

Editor’s Note: All doctors refer-
ring patients for CBT should:
1. Understand and commu-
nicate that these therapies do
not offer a cure for CFS/ME.

2. Remind the patient that these services can im-
prove coping mechanisms and functional ability
over time, if administrated by a skilled rehabilita-
tion specialist.

3. For the patient, make sure the provider-therapist
is familiar with CFS/ME, since too much too
soon can lead to relapse and/or discontinuation
of therapy.

Reprinted with permission from Emerge Winter 2004.
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Medical pages: Variability in diagnostic criteria

Variability in diagnostic criteria for Chronic Fatigue
Syndrome may result in substantial differences in
patterns of symptoms and disability

Leonard A Jason et al; Evaluation and the Health Professions; 2003:26:1:3-22

This is an important paper which investigates examined
differences between Chronic Fatigue Syndrome (CFS/
ME) as defined by the 1994 Fukuda et al (CDC) criteria
and a set of criteria stipulated in 1990 by Dowsett et al.
Significant differences were revealed, suggesting that it
might be inappropriate to synthesise results from stud-
ies of CFS/ME that use different definitions to select
study cohorts.

The authors state that to date there have not been any
investigations comparing the Fukuda CFS/ME criteria
with the ME criteria, so they

decided to examine a larger

group of symptoms than just

those in the Fukuda criteria.

This was based on their own

evidence (2002) that partici-

pants with CFS/ME differed

from controls in the occur-

rence of symptoms such as

cardiopulmonary, neurologi-

cal and other symptoms not

included in the current case

definition; an additional 115

symptoms were examined.

The authors therefore com-

pared these groups: those

who met the ME criteria (the

ME group); those who met

the CDC Fukuda 1994 crite-

ria (the CFS/ME group) and

those who had a psychiatric explanation for their
chronic fatigue (the CF-Psychiatric group). Symptoms
severity was assessed.

Key findings include the following:

o For a diagnosis of ME according to the London
(Dowsett et al) 1990 criteria and for a diagnosis of
CFS/ME according to the Australian (Lloyd et al)
1990 criteria, post-exertional malaise as well as
memory and concentration difficulties are essential.

In contrast, for the Fukuda et al (1994) criteria,
both these symptoms are optional and are not re-
quired.

e There were no significant differences in age, race,
marital status, number of children or employment
status.

o ME is typically thought to follow a viral infection
and is usually coupled with a number of neurologi-
cal and psychological symptoms such as emotional

lability, nominal dysphasia
(difficulty with word finding),
disturbed sleep patterns, pos-
tural hypotension, photopho-
bia (sensitivity to light) and
t i nnitus

Participants with ME were
significantly more likely to
report symptoms including
weakness of the back and
neck; post-exertional malaise;
unrefreshing sleep, photo-
phobia; disturbances in eye-
sight; difficulty in focusing
on one thing at a time; for-
getting recent conversations
and events; disorientation in
familiar surroundings; loss of
train of thought; slow visual
and auditory processing; lymph node pain; muscle pain;
joint pain; high abdominal pain; tingling or numbness
in arms and legs; feeling weak or dizzy after standing;
feeling dizzy on sudden movement of the head and loss
of vitality.

o Compared with the CF-Psychiatric group, the CFS/
ME group reported significant more sharp shooting

pains in the chest.

(Continued on page 27)




Medical pages: Dr. Bell’s Disability Scale

(Continued from page 26)

e This study demonstrated important differences be-
tween the ME group and the CFS/ME group with
regard to symptom frequency.

e The ME criteria appear to select a more sympto-
matic group.

e ME individuals do not demonstrate more psychiat-
ric impairment than those who fulfil the Fukuda et
al criteria.

e Overall, there were 22 significant symptom differ-
ences between the ME and the CF-Psychiatric
group and 8 significant symptom differences be-
tween the ME group and the CFS/ME group.
These findings suggest that the ME criteria do se-
lect a group of patients with more symptoms.

e Given the seriousness of the neurological symp-
toms, it is possible to conclude that the ME group
has a more serious illness pattern than the CFS/ME
group and that the ME group does have greater
severity of symptoms. These symptoms can inter-
fere with daily living and with occupational per-
formance.

Criteria variance (i.e. differences in inclusion and exclu-
sion criteria used by clinicians) accounts for the largest
proportion of diagnostic unreliability.

o Collecting data on symptom severity on a 100-point
rating scale would allow investigators to determine
the seriousness of the problem experienced.

« In addition to a better definition of the criteria, the
actual name of the disorder does seem to affect
perception of the seriousness of it.

e In summary, those patients meeting the ME criteria
appear to be more symptomatic than those meeting
the Fukuda et al CFS/ME criteria only, especially in
the neurological and cognitive areas.

« These differences do not appear to be influenced by
psychiatric variables.

Reprinted with permission from Emerge Winter 2004.
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Dr. Bell’s Disability Scale

No symptoms at rest. No symptoms with exercise; nor-
mal overall activity level; able to work full-time without
difficulty.

No symptoms at rest; mild symptoms with activity; nor-
mal overall activity level; able to work full-time without
difficulty.

Mild symptoms at rest, symptoms worsened by exertion;
minimal activity restriction noted for activities requiring
exertion only; able to work full-time with difficulty in jobs
requiring exertion.

Mild symptoms at rest; some daily activity limitation
clearly noted. Overall functioning close to 90% of ex-
pected except for activities requiring exertion. Able to
work full-time with difficulty.

Mild to moderate symptoms at rest; daily activity limita-
tions clearly noted. Overall functioning 70% - 90%.
Unable to work full-time in jobs requiring physical la-
bour, but able to work full-time in light activities if hours
flexible.

Moderate symptoms at rest; moderate to severe symp-
toms with exercise or activity; overall activity level re-
duced to 70% of expected. Unable to perform strenuous
duties, but able to perform light duty or desk work 4 - 5
hours a day, but requires rest periods.

Moderate symptoms at rest. Moderate to severe symp-
toms with exercise or activity; overall activity level re-
duced to 50% - 70% of expected. Not confined to house.
Unable to perform strenuous duties; able to perform
light duty or desk work 3 to 4 hours a day, but requires
rest period.

Moderate to severe symptoms at rest. Severe symptoms
with any exercise; overall activity level reduced to 50% of
expected. Usually confined to house. Unable to perform
any strenuous tasks. Able to perform desk work 2 - 3
hours a day, but requires rest periods.

Moderate to severe symptoms at rest. Severe symptoms
with any exercise; overall activity level reduced to 30% -
50% of expected. Unable to leave house except on rare
occasions; confined to bed most of day; unable to con-
centrate for more than 1 hour a day.

Severe symptoms at rest; bedridden the majority of the
time. No travel outside of the house. Marked cognitive
symptoms preventing concentration.

Severe symptoms on a continuous basis; bedridden
constantly; unable to care for self.

(This Disability Scale is taken from the book The Doctor’s Guide
to Chronic Fatigue Syndrome by David S Bell, Addison-Wesley
Publishing Company, Reading, Mass. USA)
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Medical pages: Characteristics of long-duration CFS/ME

Characteristics of long-duration CFS/ME

By: Friedberg, Fred PhD State University of New York
Reprinted from the CFS/ME Research Review, Fall 2001 Vol. No 2, Issue 4
Page 28

Patients ill with chronic fatigue syndrome (CFS/ME)
for more than 10 years have only recently been studied.
It is important to characterise this long-duration group
because they may have distinct features that shed new
light on the pathophysiology or genesis of the illness.

This article is based on a multifaceted study of long-
term CFS/ME patients that | conducted with Lucy
Dechene PhD, Maggie McKenzie, MA and Robert
Fontanetta BA. We compared patient groups with long
-duration (median 18 years; n = 298) and short-
duration (median 3 years; n = 28) CFS/ME to a group
of healthy significant others (mostly husbands and
wives of the patients) (n = 179) on symptomatic, neu-
rocognitive and psychological variables.

Z anss| 00z — ulod Bupjje

Iliness patterns and severity

An analysis of illness progression in long-duration
study participants revealed no typical pattern. Of the
approximately two-thirds of patients with a relapsing/
remitting disease pattern, some were improving, some
were worsening and the rest reported a roughly con-
stant illness over time. The prevalence of specific CFS/
ME symptoms (see Table 1, right) in the long-duration
group was similar to that found in other research sam-
ples. However, compared with the short-duration CFS/
ME group, the long-duration group had significantly
higher symptom severity scores, largely attributable to
increased cognitive difficulties (see Table 2, right).

In addition to greater cognitive difficulties, long-
duration patients also reported significantly higher fre-
quencies of fibromyalgia (FM) and depression com-
pared to the short-duration patients, which may further
increase their impairment. Most of the long-duration
patients (83.3%) were not working due to their illness,
but a slight majority of those with a short-duration of
illness (51.5%) were. Most long-duration patients ex-
perienced onset at a younger age than the short-
duration group (28.1 years vs. 42.2 years) and reported
a higher percentage of infection with viral illnesses,
including infectious mononucleosis (48.9% vs. 32.1%).

Worsening vs. improving sub-
groups
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(Continued from page 28)

We found two well-defined subgroups within the long-
duration patient population - those patients who were
worsening (n=128) and those who were improving
(n=70). These groups were well differentiated on meas-
ures of symptoms severity, stress, depression and func-
tional status.

The worsening subgroup was more likely to report the
co-morbid conditions of FM (79.8% vs. 62.7%),
chronic sinus infections (64.6% vs. 34.2%), thyroid
problems (41.4% vs. 27.5%) and asthma (32.8% vs.
17.4%), as well as previous suicide attempts (17.3% vs.
7.3%). This group also showed significantly elevated
levels of stress compared to the improving group.

One surprising finding was that the improving group
reported significantly greater symptom severity during
the first year of their illness compared to the worsening
group. A similar pattern following illness onset was
found in the short-term group.

Clinical considerations

Individuals in both the short and long-duration groups
rated 29 treatments, but no single treatment emerged as
effective for the majority of patients. The highest-rated
treatments for both groups combined included anti-
allergy diets (32%), antidepressant medications (28%),
anti-yeast diets (27%), stress reduction/ biofeedback
(26%), intravenous vitamins (26%) and physical ther-
apy/massage (26%).

Of these treatments, two were reported to have nega-
tive side effects for greater than 10 percent of the re-
spondents — antidepressant medications (31%) and
physical therapy/massage (16%). The side effects from
physical therapy were most likely pain and relapse fol-
lowing physical exertion. Clinicians can reduce the risk
of these side effects by recommending a slow, gradual
program that allows adequate time for recovery be-
tween sessions.

Our study suggests that long-duration patients report
greater cognitive difficulties than short-term patients
and are more likely to be unable to work. Clinicians
should therefore develop long-term strategies to im-
prove daily functioning in this group of patients. Given
the finding of high levels of stress in long-duration pa-
tients, stress reduction/relaxation techniques may also

be beneficial.

Editor’s note: The short-term patients were not deemed
recovered from CFS/ME at the time the study was
conducted; it is likely that many of them will remain ill
and eventually become long-duration patients them-
selves.

Reprinted with permission from Emerge Winter 2004.
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Medical pages: Flu shots

Flu shots: weigh the risks

Reprinted from the CFS/ME Research Review, Fall 2001, Vol 2 Issue 4

Physicians who treat patients with chronic fatigue syndrome (CFS/ME) must balance the benefits of an annual
influenza vaccination against concerns that the inoculation will exacerbate CFS/ME symptoms.

Here are two physicians’ views on the use of flu vaccines in CFS/ME patients.

Charles Shepherd, MD

On the plus side, the vaccine should provide a fairly
high degree of protection against the particular strains
of flu virus that seem likely to occur over the coming
months. This is important because a bout of flu will
almost certainly cause a relapse or marked worsening of
symptoms in people with CFS/ME. In addition, influ-
enza can trigger life-threatening complications in pa-
tients with underlying conditions such as diabetes or
heart, lung or kidney disease.

However, physicians must be aware of concerns that
the vaccine can cause problems in CFS/ME patients.
There are a number of anecdotal reports (but no firm
evidence published in the scientific literature) of people
with CFS/ME experiencing a relapse in symptoms fol-
lowing the use of the vaccines.

In a survey | carried out a few years ago, a total of 21
people with CFS/ME responded to a request for infor-
mation about what happened following flu vaccination.
Seven had no problems at all whereas 13 reported an
exacerbation of symptoms that ranged from mild (3 of
13) to moderate (7 of 13) to severe (3 of 13). There also
was an interesting report involving a teenager who no-
ticed a considerable degree of improvement in symp-
toms following vaccination. These results are very simi-
lar to the general feedback | continue to receive on this
subject.

It is impossible to predict who is more likely to suffer
an adverse reaction or relapse following use of the in-
fluenza vaccine. However, anecdotal reports suggest
that this may be more likely to occur in people who
have ongoing infective-type symptoms (sore throats,
enlarged glands, problems with temperature control,
etc). In this situation, | would personally advise against
having a flu vaccine unless there are very good reasons
for doing so.

I also would advise against flu vaccinations if a patient
is in the very early stages of CFS/ME, particularly
when it obviously follows an infective episode. In addi-
tion, 1 would avoid administering the vaccine if the
patient has previously experienced an adverse reaction
to flu shots. Patients who have not shown adverse reac-
tions to influenza vaccines in previous years will proba-
bly handle the latest vaccine without any real problems,
even through the preparation varies annually.

Charles Shepherd MD is a medical director of the Myalgic En-
cephalopathy Association (MEA\) in the United Kingdom.

(Continued on page 31)




Media Watch 2: “Slanderwatch”

(Continued from page 30)

Stanley N. Schwartz, MD

There is no good evidence-based medicine knowledge
to support or refute the often-repeated notion that
people with CFS/ME should not have vaccinations.
The theory is that people with CFS/ME have certain
overactive immune mechanisms that may be further
stimulated by a vaccination, leading to worsening of
symptoms. We now know that immune dysfunction is
not a uniform part of the pathology of CFS/ME.

I have heard that theory repeated by many physicians
with experience in treating CFS/ME patients. How-
ever, | am unaware of any systematically collected ob-
servations to prove the point.

During the past several years, | have observed a few
patients with CFS/ME who have developed a major
influenza infection. In each case, a major exacerbation
of the CFS/ME occurred as a result of the infection.
My experience has actually been different from other
CFS/ME doctors in that patients have seldom reported
any significant problems after vaccination to me.

So here is my bottom line: we know that for certain
people in high-risk groups, influenza can be serious or

deadly. This is well established in the medical literature.
I advise my patients that the decision to receive influ-
enza vaccine should be made based on whether they
meet the current Public Health Service criteria for vac-
cination.

These criteria are available on the Web at
www.cds.gov/mmrhtl/preview/mmwhrhtml/
rr5004al.htm.

If a person with CFS/ME has any of those indications
for the vaccine, I recommend it without hesitation. If a
person with CFS/ME is likely to be exposed to influ-
enza and to pass it along to others (such as if he/she is
a physician nurse or other health care worker), 1 also
recommend the vaccine.

If a person does not have one of the standard indica-
tions for the vaccine, | tell them that the decision to
receive it has to be a personal decision and that there is
no research to confirm or reject the theory that patients
with CFS/ME have more problems with the vaccine.

Stanley N Schwartz MD s clinical professor of medicine at the
University of Oklahoma College of Medicine-Tulsa, and sits on
the Board of Directors of the American Association for Chronic
Fatigue Syndrome.

Reprinted with permission from Emerge Winter 2004.

Media Watch 2: “Slanderwatch”

Susanna, a member of ME/CFS Victoria, has formed
her own one-person “Slanderwatch” whereby she tries
to write to people who have belittled or misunderstood
our illness. Susanna found two such occurrences re-
cently:

e The April 2004 edition of Reader’s Digest in a supple-
ment on health included a section on CFS/ME. It
quoted a British Medical Journal study on mild aerobic
exercise and how 55% of participants felt better af-
ter a programme of swimming, hiking, etc. Susanna
wrote to the Reader’s Digest to explain that exercise
exacerbates our illness rather than being the catalyst
for improvement. We'd like to have a report of how
that 55% felt a couple of days later — or even a cou-

ple of weeks or couple of months — they don't tell
us things like that! Also, they would have to have
been well enough to get to the research site in the
first place.

e Frank Furedi in The Age Review of 21 February 2004
wrote about his book Therapy Culture in which he
spoke about the unprecedented number of psycho-
logical illnesses which have been discovered in re-
cent decades and includes CFS/ME in the list.
Susanna was busy trying to find his e-mail address
last time we heard.

Reprinted with permission from Emerge Winter 2004.
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Fibromyalgia: “Moving Towards Wellness 2004” course

Fibromyalgia: “Moving Towards Wellness 2004”

course

Arthritis SA runs regular courses to train people to self-manage their disabilities. The ME/CFS Society (SA) Inc au-
dited the program in 2003 and received very good feedback from a group of members who volunteered to do the
program and reported back. The following is the 2004 schedule of courses.

You attend 2.5 hours one day a week for six weeks.

Unless otherwise noted, please ring Jenny Bennett on 8423 0902 for details on all courses:

ARTHRITIS FOUNDATION

Unit 1, 202-208 Glen Osmond Road, Fullarton.

Day Courses

Wednesday February 11 to Wednesday March 17 — 1:00 to 3:30pm
Thursday May 20 to Thursday June 24 — 1:00 to 3:30pm

Tuesday August 10 to Tuesday September 14 — 1:00 to 3:30pm
Wednesday October 27 to Wednesday December 1 — 1:00 to
3:30pm

Evening Courses

Tuesday February 24 to Tuesday March 29 — 7:00 to 9:30pm
Tuesday October 26 to Tuesday November 30 — 7:00 to 9:30pm

ELIZABETH - RESTHAVEN NORTHERN THERAPY
SERVICES

Gillingham Road, Elizabeth.

Ring Jenny (see above) or Rosalind on 8252 6811 at Resthaven.
Wednesday May 26 to Wednesday June 30 — 10:00am to 12:30pm

MUTUAL COMMUNITY
Level 2, 99 Gawler Place, Adelaide.
Thursday April 29 to Thursday June 3 — 10:00am to 12:30pm

MODBURY — ADELAIDE NORTH-EASTERN DIVISION OF
GP’s

Education Centre, Modbury Public Hospital, Smart Road.
Tuesday February 17 to Tuesday March 23 — 1:00 to 3:30pm

CAMPBELLTOWN

North  Eastern Community Hospital,
Campbelltown.

Monday June 7 to Monday July 19 (not on Monday public holiday) —
1:00 to 3:30pm

North East Road,

ASTHMA SA

300 South Road, Hilton.

Ring Jenny (see above) or Vicky at Asthma SA on 8238 9300.
Thursday February 12 to March 18 — 10:00am to 12:30pm

WOODVILLE - ADELAIDE WESTERN DIVISION OF GP’s
Unit 5, Woodville Centre, 98 Woodville Road, Woodville.
Friday April 30 to Friday June 4 — 10:00am to 12:30pm

GOOLWA

Alexandrina Centre for Positive Ageing, Goolwa.
Ring Jenny (see above) or Heather on 8555 2134.
Friday April 16 to Friday May 21 — 1:00 to 3:30pm

OTHER VENUES WHERE COURSES WILL BE OFFERED
Noarlunga Health Services — ring Sally Rowe on 8384 9233.
Onkaparinga/Mitcham Council Area — ring Cathy Powell on
8358 6086.

Campbelltown, Barossa Valley, and others — ring Jenny Bennett
on 8423 0902.

COURSE FEES
Member Participant: $31.00
Non-member Participant. $38.50

Member Pensioner: $22.00
Non-member Pensioner:  $27.50
Accompanying person:  $5.00

Mutual Community members ring Jenny Bennett on 8423 0902.
You may be eligible to have your costs covered.

For more information visit www.arthritissa.org.au.

Problems with

Fibromyalgia®?
The FM Association can help.

Fibromyalgia SA c/o The Arthritis Foundation of SA Inc.,
Unit 1/202-208 Glen Osmond Road, Fullarton SA 5063.
Phone (08) 8379 5711,

Freecall 1800 011 041.




Multiple Chemical Sensitivity: ldeas needed

Multiple Chemical Sensitivity: ldeas needed

Efforts by the SA Task Force on Multiple Chemical
Sensitivity (MCS) and support by the Democrats has
led to the Social Development Committee inquiring
into and reporting on Multiple Chemical Sensitivity.
The Social Development Committee is a standing Par-
liamentary Committee of six elected representatives
who regularly investigate issues of public concern.

The Committee will investigate the issue with particular
reference to:

1. which chemicals are most responsible for MCS
symptoms, how exposure can be minimised, and
the effect of chemical exposure on human fertility;

2. status in other countries of MCS as a diagnosed
medical condition;

3. best practice guidelines for handling chemicals to
reduce chemical exposure;

4.  current chemical usage by government depart-
ments and changes that could be made to reduce
chemical exposure; and

5. ways that South Australians with MCS might bet-
ter access support from government agencies.

The Society has prepared a submission. You can see
this on our Web site at www.sacfs.asn.au. Our call for
comments and personal testimonies elicited three and
we'd like more. So it's not too late to send us your story
or comment on what you want to see changed.

If you have any ideas, examples, case studies or human
interest stories on MCS, please contact Lorenzo Pizza
on 8161 7721, 0405 122 988, or e-mail
themoz3@hotmail.com. It's now getting urgent — so
don’t wait around!

Check the website too for a petition on multiple
chemical sensitivities which you can download and
get others to sign. And there’s information about a
coming meeting on chemical sensitivities which
we will host with the Task Force.

In fact, just keep checking the website. There’s
always something new on it.

Chemical Sensitivity
Information

For people with:

Food intolerances
ME/CFS
Chemical sensitivites

Hyperactivity — ADD

Ph: (08) 8381 9286
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Miscellaneous: Support groups and contact numbers

Support Groups: Metro

Adelaide Support Group

Venue:  Uniting Pilgrim Centre, 14 Flinders Street, Adelaide
(behind Adelaide City Council).

Time:  12:00 pm to 2:00 pm.

Contact: Bill Daniels or Darryl Turner.
Phone:  Ring the office on (08) 8410 8929 to confirm attendance.
Dates: 2004

January 27; February 24, March 23; April 27, May 25;
June 22; July 27; August 24; September 28; October 26;
November 23; December 28.

Glenelg Support Group

Venue: Cinema Centre Coffee Lounge, Jetty Road, Glenelg.
Time:  1:00 pm.

Contact: Marion Hansen.

Phone:  Ring Marion on (08) 8234 2342.

Dates: 2004

January 21; February 18; March 17; April 21; May 19;
June 16; July 21; August 18; September 15; October 20;
November 17; December 15.

Support Groups: Country

Auburn Support Group

First Thursday of each month.

Venue: Dennis Tea Rooms, Main North Road, Auburn.
Time: 1 pm.

Phone: Kay on 8849 2143.

Northern Yorke Peninsula CFS Support Group
Venue: Community Health Centre Wallaroo.
Phone: Jane on 8826 2097.

Southern Fleurieu Support Group
Second Thursday alternate months: April, June, August, December.
Phone: Melanie Stratil (Dietician) 8552 0600 for venue details.

Murray Bridge Group

The Murray Bridge group is not meeting at present.
Please ring to register your interest.

Phone: Fran McFaull (Dietician) 8535 6800.

Please note that meeting times are subject to change.
If you are attending a meeting for the first time please call
the contact or the Information and Support Line for

confirmation of meeting days and times:

8410 8930 or 1800 136 626

Support Contacts

Youth Support: SAYME

South Australian Youth with ME/CFS

The idea behind having a Youth group is to get young people with
Chronica Fatigue Syndrome together at the same place at the same
time to relax, chill out, and to have a bit of fun within the limits of
their condition and to develop a network of friends with Chronic
Fatigue Syndrome that understand the issues we face. Together we
can help each other through the tough times.

The Youth group is open to young people up until the age of 30.
Please contact Donna Briese in the office on Wednesdays on 8410
8929 for a program of events or if you would like to receive our
quarterly magazine. We would love to meet you.




Miscellaneous: Information about ME/CFS

Information about ME/CFS

What is ME/CFS?

ME (myalgic encephalomyelitis) / CFS (chronic fatigue syndrome) is
a serious and complex illness that affects many different body
systems. The cause has not yet been identified.

It is characterised by incapacitating fatigue (experienced as profound
exhaustion and extremely poor stamina), neurological problems and
numerous other symptoms. ME/CFS can be severely debilitating
and can last for many years.

ME/CFS is often misdiagnosed because it is frequently
unrecognised and can resemble other disorders including chronic
viral infections, multiple sclerosis (MS), fibromyalgia (FM), Lyme
disease, post-polio syndrome and auto-immune diseases such as
lupus. [In the USA it is known as CFIDS or Chronic Fatigue and
Immune Dysfunction Syndrome.]

How is ME/CFS diagnosed?
Despite more than a decade of research, there is still no definitive
diagnostic test for ME/CFS.

According to the CFS case definition published in the December 15,
1994, issue of the Annals of Internal Medicine, diagnosing ME/CFS
requires a thorough medical history, physical and mental status
examinations and laboratory tests to identify underlying or
contributing conditions that require treatment.

Clinically evaluated, unexplained chronic fatigue can be classified as
chronic fatigue syndrome if the patient meets both the following
criteria:

1. Clinically evaluated, unexplained persistent or relapsing chronic
fatigue that is of new or definite onset (i.e., not lifelong), is not
the result of ongoing exertion, is not substantially alleviated by
rest, and results in substantial reduction in previous levels of
occupational, educational, social or personal activities.

2. The concurrent occurrence of four or more of the following
symptoms: substantial impairment in short-term memory or
concentration; sore throat; tender lymph nodes; muscle pain;
multi-joint pain without joint swelling or redness; headaches of
a new type, pattern or severity; un-refreshing sleep; and post-
exertional malaise lasting more than 24 hours. These symptoms
must have persisted or recurred during six or more consecutive
months of iliness and must not have pre-dated the fatigue.

How is ME/CFS treated?

Therapy for ME/CFS is intended primarily to relieve specific
symptoms. It must be carefully tailored to meet the needs of each
patient. Sleep disorders, pain, gastrointestinal difficulties, allergies
and depression are some of the symptoms which can be relieved
through pharmacological and other interventions.

Lifestyle changes including increased rest, reduced stress, dietary
restrictions and nutritional supplementation may be of benefit.
Supportive therapy, such as counselling, can help to identify and
develop effective coping strategies.

There is a great deal of controversy surrounding the issue of
whether people with ME/CFS should undertake exercise. Most
ME/CFS patient groups recommend that sufferers exercise as much
as they are able — to pace themselves. It is important to maintain
physical fitness if possible, but we recognise that exercise is not
always the best possible use of sufferer’s limited energy reserves.

Do persons with ME/CFS get better?

The course of this illness varies greatly. Some people recover, some
cycle between periods of relatively good health and illness, and some
gradually worsen over time. Others neither get worse nor better,
while some improve gradually but never fully recover.

Prevalence

ME/CFS strikes people of all age, ethnic and socio-economic
groups. ME/CFS is three times more common in women as men; a
rate similar to that of many auto-immune diseases such as MS and
lupus.

In Australia, very few studies have been undertaken to determine the
prevalence of ME/CFS in the community; estimates range from 0.2
to 2.5% or even higher depending on definition. These studies use
different criteria for defining ME/CFS and consequently arrive at
widely differing results.

A reasonable estimate for the prevalence of ME/CFS is 0.2-0.7% of
the population. From these figures we expect that 3,000-10,500
people in South Australia have ME/CFS.

RACP, Chronic Fatigue Syndrome Clinical Practise Guidelines 2002,.
Published in the Medical Journal of Australia May 6, 2002, page S28. See
online: www.mja.com.au/public/guides/CFS/CFS2.html.

website address www.sacfs.asn.au.

Copyright © 2004 ME/CFS SOCIETY (SA) Inc. Copies of articles copyrighted to the ME/CFS Society (SA) Inc. may be used by similar non-profit organizations if
accompanied by clear acknowledgment of each item and the inclusion of the ME/CFS Society (SA) Inc.’s postal address PO Box 383, Adelaide South Australia 5001 and

ME & You, ME/CFS Society of NSW Inc., Suite 204, 10 Help Street Chatswood NSW 2067

Emerge, ME/CFS Society of Victoria Inc., 23 Livingstone Close, Burwood Vic 3125.

Queensland ME Quarterly, Queensland ME/CFS Syndrome Society, PO Box 938, Fortitude Valley QlId, 4006.

ChaMEleon, ACT ME/CFS Society, Shout Office, Collett Place, Pearce ACT 2607.

ME/CFS News, ME/CFS Society W.A. Inc., ¢/- WISH, PO Box 8140, Perth, WA 6000.

The CFIDS Chronicle, CFIDS Association, PO BOX 220398, Charlotte, NC28222-0398, USA.

Perspectives, Myalgic Encephalomyelitis Association, Stanhope House, High Street, Stanford le Hope, Essex SS17 OHA, UK.
Country Network, Journal of the Northern Rivers ME/CFS/FM Support Assoc. Inc. PO Box 6024 Lismore NSW 2480.
MESA News, ME Association of South Africa, PO Box 1802, Umhlanga Rocks 4320, South Africa.

Page 35

Z anss| 00z — uiod Bupjjel

au| (vS) A18190S S 4°D/°3° W 8Ul JO [euanor [eiyo ayL



VI'IVd.1sSNv

aivd
d9V1S0d

TIVIN

A0V4dNS

€¢000/¥75T7¢€S dd
:panoaddy 1s0d juiid

1008 VS 3dIv13av
€8¢ X0d OdO

*ou] (vS) A18190S S4O/3IN
:0] UJanlad a|gedaAljspun Jj



