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CONTACT DETAILS / GENERAL INFORMATION

ME/CFS Society (SA) Inc.

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

Promote recognition and understanding of the disease
among the medical profession and the wider community;
Provide information and support for sufferers; and
Promote and foster research towards a more effective
treatment and cure.

Membership
Patron: Advisory Panel:
Lady Ned Judy Lovett: Past President of
the ME/CFS Society (SA) Inc.,
Chairperson of the ME/CFS

Association of Australia Ltd.

Dr P.Ddl Fante: GP, BSc
DipCompSc MBBS(Hons)

M Sc (Public Health Medicine)
FRACGP FAFPHM
MRACMA. Medical Director
of the Western Division of
General Practitioners.

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

New Members:

Single membership..........cooooviii $32
Single CONCESSION .....eveeeeeee e $22
Professional..........ccooiueniiiiiiiiii e $40
Family ... $38
Family COonCesSiON ..........uuvvniuniiniiniineinennenn $28
Overseas—asabove PIUS. ...ccoceveeveeveeierieeien s $10

(Family membership is designed for families with more than
one sufferer, 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.)

Talking Point Subscriptions:

ProfessionalS:..........oooeviiiiii i $30
PWME/CFS......c.cii e e $22
Overseas (AsiaPacific)i..........ocveviiiie i, $32
Overseas (Rest of World): .........ccoeviiieiiininnn $38

Management Committee 2001

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

President: Paul Leverenz

VicePresident:

Secretary: Steph Retallick

Treasurer: Margaret Wing

Management Committee Members:

Peter Cahalan, Marion Hansen, Luke Pullen, Peter Evans.

Contact Details

Any correspondence should be directed to:

ME/CFS Society (SA) Inc. PO Box 383,

Adelaide, SA 5001.

Note: It isour policy to ignore anonymous correspondence.

Deadline for Next Issue
November 16th

Talking Point

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

Disclaimer

The ME/CFS Society (SA) Inc. aims to keep members
informed of the various 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 Taking Point are not
necessarily the official views of the Society or its
Management Committee and do not imply endorsement of
products, treatments or services (including paid
advertisers). Always consult your medical practitioners
before commencing any new treatments.

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 Society 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
abreach of confidentiality. Any use of our membership list
for direct marketing will be investigated and dealt with

appropriately.

Donations

Donations are an important source of income for the
Society and are welcome at all times.
All donations of $2.00 or over are tax deductible and a

ARITY
D

A SIGM OF ETHICAL FUNDRMSING

Office

The Society has an office: Room 510, 5th floor, Epworth
Building, 33 Pirie St, Adelaide. Currently office hours are
Tuesday & Thursday 11am-2pm.

Our email addressis: sacfs@sacfs.asn.au
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EDITORIAL

Hi there, another issue of Talking
Point has been completed.
Unfortunately we had to leave a
couple of items out because we ran
out of room and time. Specifically
for those of you who were keen to
see a report on the SPECT scan
research presentation in August
will have to wait for the December
edition (due to Christmas it will
come out in the first few weeks of
Janruary.)

It would be awesome if some of the
essayists amongst you were able to
produce some materials for the
magazine - based on persona
experience. We have plenty of
topics you could write on; just ask
us and well give you some tips.
Failing that, tell us what products/
services/treatments have worked
for you - or not worked for you for
that matter. Also, if you have
questions we'll try to have them
answered for you.

You may be interested why the
topic of CBT (Cognitive Behaviour
Therapy) keeps coming up when it
redly hasn't hit SA in a big way
yet. Worldwide CBT is currently
riding high on a wave of hype.
Paper after paper is coming out on
the subject. Press releases and so-
caled comprehensive treatment
reviews are hailing it as the only
effective CFS treatment - aong
with Graded Exercise. It's an issue
of concern.

CBT may heap some people but it
will not significantly help most
ME/CFS sufferers because our
condition is physical. CBT
therefore must be kept in
perspective. The battle is persuade
governments to allocate research
funds to groups attempting to study
the physica nature and cause of
ME/CFS.

On the local scene, once elections
are out of the way, it will be
important for us to introduce
ourselves to our newly elected
members. It is a good opportunity
to educate them about ME/CFS.
More about that in the next issues.

Paul Leverenz & Farrah Tate
Editors
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MANAGEMENT COMMITTEE REPORT

Greetings. | have to start with a sad announcement —
an era has ended. Judy Lovett has retired as our
representative to the National ME/CFS Association —
of which she was Chairperson. This ends a long run
of tireless and productive involvement in both the
National ME/CFS Association and our Society. Many
thanks go to her for the years of hard work and
service that she has rendered our cause.

The last 3 months have continued to be busy and tiring for
the Management Committee! Y ou may notice a hew voice
in our office if you ring. We have set aside some funds to
pay for Norma to help us out. Whilst we have each been
languishing to different extents we have needed someone fit
and healthy in the office to keep our heads above water. It
has also freed us up a hit to a hit of strategic planning and
grant writing.

A brief summary of what has been happening...

Guidelines

The draft guidelines came upon us all of a suddenly at the
end of June, necessitating a change of plans and priorities.
(For those who don't understand what we mean by ‘the
guidelines' please refer to the explanatory articles in the
June 2001 Taking Paint.)

It was very encouraging to have so many along to the July
Meeting where we discussed, amongst other issues, the
subject of the guidelines.

A response to the guidelines was written on behalf of the
society (for those with internet access see www.ahmf.org
for a collection of responses made by people all over
Australia).

Office

We had hoped to break the back of setting up the new
office, a number of issues have delayed our progress. Some
of those things have been planned, others not.

For example, we had a setback in the office — the combined
smells from new carpet and paint played a little havoc with
some of us. We have done what we can to improve the
situation but for the really sensitive only time will aleviate
the problem.

Our most urgent longterm need isto find healthy, atruistic
people who can do shifts in the office for sustained periods
of timeie 12 months. We don’'t expect suffererstotake this
on (unlessin recovery) because too many people in the past
have burnt themselves out. And the constant turnover of

people is damaging. We need healthy people who can be
regularly committed to specific jobs, who are willing to get
to know the organisation and its operations, who have good
people skills, and who are semi-computer literate. OK, so
these people are not tha easy to find, but It's an important
first step to know what we are looking for.

Personnel

For health and personal reasons we have had a few
Management Committee members resign. Many thanks to
Boris Dontscheff, Beulah Carter and to Margaret Whyatt
who each contributed to our efforts this year. | aso give
thanks to Peter Cahalan and Sue Heard (both parents of

President's Report

sufferers) who have come on board to help. | would aso
like to give mention Karen Zweck and Penny Cahalan who
have been helping in the office too.

The Management Committee has been doing the best job it
can with the resources it has — we are constantly having to
reassess our priorities, and adjust what we take on.

Public Meeting

We were privileged to hold a public medical seminar on
August 25", This featured input from Dr Del Fante, Dr Rey
Casse and Dr Richard Burnett. The materiadls presented
were fantastic and everyone who turned up got their
money’ sworth.

The only disappointment was that it could not possibly have
been a worse day weather-wise. It was miserable and no-
doubt kept a lot of people away. And, of course, this was
disappointing from afinancial point of view.

For those of you who didn’t attend this meeting, and the one
back in May, you haven't missed out: consider purchasing a
video. Our videos have been professionally cut and edited
and cost $16.50 (GST included) + $3.50 delivery. We have
tried to keep the price down (we only make a small margin
on the tapes.) Copies of both are available for loan from the
Disability Information and Resource Centre. See page 40 -
(Aug. Meeting Not Listed)

We hope that these videos prove to be a great resource for
you - something you can lend to your doctor or to afriend.

GP Seminar

I’m pleased to report we had another successful GP seminar
on September 227 ; it was attended by 30 Clinicians. The
event was run in partnership with Fibromyalgia SA - with
one half the seminar dedicated to Fibromyalgia, the other to
ME/CFS.

It was great to forge bonds between our group and
Fibromyalgia SA — hopefully we will be able to do a lot
more together in the future. Their group has a lot to offer,
and | certainly encourage those of you who suffer from
Fibromyalgia to look them up. | recommend their 2 hour
seminar: ‘The Laypersons Guide to Making Sense of
Fibromyalgia (next onein March | think).

International Scientific and Clinical
Meeting Sydney 2001

With a great rush the International ME/CFS conference is
coming upon us. (This conference is for health practitioners
only). Along with the Alison Hunter Foundation each of the
State Societies are helping to make this event a success.

| am pleased to announce our Society has donated $4000 to
the Conference; this has paid for all of the South Australian
ME/CFS Medical Research groups to attend the conference.

The Conference is no small undertaking (over $50, 000
budget.) Monies are tight has necessitated a letter-writing
campaign to Politicians and Corporations to seek funding —
and this has taken alot of time and energy.]
National ME/CFS Organisation

(Continued on page43)




http://www.cdc.gov/ncidod/diseases/cfs/

Letters to the Editor

\
Dear Editors — Paul & Farrah, Ask council to inform you when they w
intend spraying (this time of year usually).
It's with pleasure | look forward to reading your informative They uzﬁa?lyy gré very co-ope)r,ative re Cy|): \\\\
magazine. | thought you might wish to include the following S. The spray can drift 1% kms or further h @
helpful hints. on windy days. /
For anyone very sensitive to washing powders, even perfume AIR CLEANERS — -
free as the packets absorb smells from the supermarket aisles,
try the following. Itisvery economical, very biodegradable, HONEYWELL —Feges
and safe on the environment and contains no chemicals. It To overcome pollution entering your home, etc., or
will remove muddy animal paws from a bath towel but can’t when visitors arrive with their perfumes, etc.
be sure of removing very soiled items. Envirecaire Air Cleaner: Almost all metal, no plastic
components in motor, etc., to heat and cause health
RECIPE: WASHING CLOTHES problems. Available in 3 sizes. Filters need replacing
every 3-4 months. Large cost $9.00 approx. Filters are
2 cups Borax 2 for $72.00. Very efficient.  Phone 8274 3214
2 cups Washing Soda (UMCOS).
2 cups Carb Soda
Dissolve in 12 litres of very hot water. Bottle up when cool. EZIBUY CLOTHES & HOME & GIFTS
Add 1 cup to each machine tub of water. Very good. Can be Catalogue — Phone 1800 148 148.
halved in quantity. Men’s, women’s, teenagers’ clothes, good quality,
mostly 100% cotton and pure wool. Good range and
DAMP AID modern colours. Can be returned if unsatisfactory. No

odours as the garments come direct from the factory.
To help absorb moisture, dampness, mould, etc. Damp Rid g y

is avallable from hardware stores, Big W.  Cost is approx. Phone Sue re further inquiries on 08 8555 2861.
$8 - $9. It takes 3 weeks to become effective. It is

completely safe, no chemicals or odour at al. Natural Thank you
mineral in crystal form. The crystals can be replaced. Sue Prider

COUNCIL WEED SPRAY

E’W' Nutritional sup'par’t- for ¢
chronic fatigue syndrome
with Efamol Marine

A doutle blingd, placebo contralled smﬂﬂndumd &t the Urversity
of Glasgow by Behan et sl concludsfthin “ER&'s provide a rtional,
safe and effective treatment fur ptients with post virsl Fatiglie
syndrome” :

Sixty three patients who Bég been sufferng from PVES for ] o 2 vears
were administered with either the aetive or placebo preparations at 2
doze of Tour Efamol Masine 1100 capsutes daily, for 3 months

EFA levels wisfe measured by analysing the fatty scid cornposition of

- b red blood cell membrane phospholipids, Patients were 2ssestad on
their averall condition, fallgus, myalgla, dizzingss, poor q,p_m":fnrratlﬂn
and depression. — L
The results showed that after one manth, 745 eF patients on Efamol 2
Manine and 23% of patients on placebo improved and at 3 mosiths the
reanlts ﬁ E5%0 and 17% respectively, with no adverse effects

The Eftmol Marine Infofine Freecall 1800 064 953.

Mew pachisging Tor ETamal Barine 1100 featunca
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NEWS

Name Change for ME Association

Posted 20th July 2001

ME Charity leads the way with change of
name

There has been long and far-reaching debate
about the name of this illness, and there still
has not been a satisfactory outcome. However,
in the year of our 25th birthday, The ME
Association, at an EGM held on 14 July, has
voted for The ME Association to change its
name from The Myalgic Encephaomyelitis
Association, to The Myalgic Encephal opathy
Association. This is a reflection of the
increased understanding over the last 25 years
into the nature of the illness. It will also
coincide with the introduction of a new
corporate identity over the next month or two.

Having accepted the inaccuracy of the term
encephalomyelitis, The ME Association has
substituted the word ‘encephalomyelitis’ with
‘encephalopathy’, meaning an abnormality of
brain function. We Dbelieve that

encephalopathy is now the most appropriate
description for the various centra nervous
system abnormalities (i.e. hypothaamic,
autonomic and cognitive dysfunction; cerebral
hypoperfusion) that have been reported in the
research literature.

The debate about nomenclature is ongoing and
The ME Association will also continue to use
the term ME/CFS in its literature in
accordance with its restated charitable object
that is ‘to offer relief to persons of all ages
with  ME/CFS through the provision of
information and to further education in all
aspects of the illness and to support research
and to publish the useful results of such
research’.

© 2001 The ME Association
www.meassociation.or g.uk

realorgn |CS from the earth

* New Location
46 The Parade Norwood

-

One-stop Shopping. Save time...save money.

Cualified staft to assist vou

Ph: 8363 1911
Fax: 8363 0007

realorganics

Daily supplies of certified organic fiuit & veg, meat, chickens,
esos & speciality breads

Extensive range of macrobiotic products, organic  and
biodynamic doed fruit, nots. flours & grains, cold pressed oils,
natural and organic honevs. nutritional supplements, skin and
hair products

O strect car parking for all our customers

Show your eurrent ME/CFS Socrety membership card and
recerve 1Mo discount on cash purchases (exeepl for bread and
specials)




Severely Neglected ME in the UK

Action for M.E. Membership Survey March 2001

Introduction

It is widely estimated that at least 150,000 people in the UK
have ME.

Despite its prevalence, there continue éaréports of severely
ill people being unable to access the most basic services;
services that people who have other chronicegbes more
widely recognised than ME can access as a matter of course.

It is in this climate that Action for ME conducted a jona
study of its members, in order to establish what their
experiences were in the fields of health and social services and
to &sess what the ramifications were for the wider ME
community throughout the UK.

Surveys were distributed to AfME's 7,529 mensbier August
2000 of whom 2338 responded (31%), making it the biggest
survey ever done of ME in the UK.

As the report shows, thiindings were profoundly disturbing.
They reveal a catalogue of failure and discrimination. Perhaps
the most disturbing fact @h emerges from the report is that
those who are most severely ill get the least support and care.

In summary, the conclusions a re:

77% experienced severe pain because of the illness
Over 50% had felt suicidal as a result of the illness
33% received a dgnosis only after 18 months and
52% reported that this had made “a huge difference”
to the severity of their iliness

Nearly 2out of 3 had received no advice from their
GP on managing the illness

70% are either never able, or are sometimes too
unwell to attend a doctor's clinic

80% of those who are currently bedridden by ME
report that a request for a home visit by a doctor has
been refused

Many people do not receive state benefits to which
they are clearly entitled and desperately in need of to
survive

Action for ME believes that this report should act as a wake

up call to the statutory agencies which are presently failing a
great many people with ME. We have made a number of
recommendatins which are at the end of the report.

Severity and Impact

ME is described by the World Health Organisation as a disease
of the nervous system. For some the illness is relatively mild,
allowing the continuation of a fairly normal life. However,
many areso severely affected that they are ‘pieden for
months, even years, on end.

Part|C|pants were asked about their level ofeséty:
2,076 (89%) of the respondents (28% of those
mailed) replied that they are or have been severely
affected (i.e. either beddden or houséound)
Of the 2,338 respondentsl(7(30.4%) are currently
severely affected
110 (4.7%) are very severely affected i.e.
“bedridden - totally reliant on others for care”
957 (41%) reported having been bedridden now or in
the past
1211 (58%) experiered this level of disability for
over 1 year and 495 (24%) were at this level for over
4 years
1,176 (50.3%) replied “yes” to ¢hquestion “Have
you ever felt suicidal as a result of your illness”
Those who have had the iliness worse with the most
severe @in and who have had late diagnosis and
management, are the most likely to have considered
suicide.
35% of respondents use a wdiehair
14% described themselves as deteriorating while
25% were improving

Note: Fluctuations in each of these groups arencom
4 out of 5 suffered severe pain as a result of their
illness. 29% reported experiencing severe pain much
of the time

Diagn osis

There is no definitive test to diagnose ME so the illness is
identified by a process of elimination. Action for ME believes
that early diagnosis, coupled with sound advice on
management can help prevent the illness becoming severe.

Participants werasked about the diagnosis of their illness:
Whilst 30% were diagnosed within 6 months, 33%
waited more than 18 months and 6% were diagnosed
only after 10 years
42% were diagnosed by their GP, 39% by a

Bioscreen tests are backed by over 10 years
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NEWS

consultant and 19% by an M.E. specialist
Participants were asked what difference an earlier
diagnosis would have made to the severity and/or
chronicity:

Management and Advice

The effect that an earlier diagnosis would

have made

No difference 26%
A little difference 22%
A huge difference 52%

Sensible advice on managing ME early in the course of the
illness can, in many cases, encourage recovery. It is
important that doctor and patient work in partnership to
establish the best method of recovery.

Participants were asked about their
management and advice:
The question was posed “Did you receive advice
from your GP on managing your illness - within 6

experiences of

Did you receive GP advice on managing your
illness?

Before 6 months 19%
|After 6 months 7%
Not at all 65%

months of onset / after 6 months of onset / Not at
a”n

41% felt that this lack of advice contributed to their

VITAMINS

Are you paying too much?

Buy direct and save! | .

1020 discount to all ME/CFS Society Members

Direct Nutritional Supplies Pty Ltd offers a direct mail
service for all your vitamin, mineral, herbal and Aloe
Vera products. Savings are passed directly to you as
there are no middle men to mark up prices.
Remember No Obligation - Just Savings.

For a FREE 52 page Colour Catalogue

Ph: 1800 633 106

‘ree Call)

Direct Nutritional Supplies Pty Ltd

illness becoming more severe or chronic.

Accessibility to Healthcare services

Action for ME believes that it is a basic right that those who
are ill are given access to healthcare. The survey revealed
that, in fact, the most severely affected ME patients receive
the worst level of support
Participants were asked about their access to healthcare since
developing ME:
- Participants were asked whether their condition
was regularly monitored, and if so, by whom. Only
47% reported that their condition was monitored. In
only 16% of caseswas a specidist involved
Of the 110 currently bedridden, only 50 report that
they are monitored
53% of those who have considered suicide at some
point are not monitored by their doctors
8% reported that they were never well enough, and
62% were sometimes too unwell to attend a
doctor’sclinic
935 had requested a home visit by a doctor, 17%
reporting that their request had been refused
Of the 110 who are currently bedridden, 88 (80%)
have been refused a request for a home visit by a
doctor
240 had requested a home visit by a nurse, 13%
reporting that their request had been refused
334 are visited by members of community teams
Of the 110 currently bedridden, only 60 report that
they are visited by members of their community
NHS teams

Management and Treatment

Pacing and rest were reported to have
been most beneficial and graded exercise
was reported to be the treatment that had
made most people worse.

Private Practitioners

There was evidence of extensive use of
non-NHS  practitioners, with only
homeopaths and herbalists receiving a
less than 50% response of having proved

beneficial.

acupuncture, aromatherapy,
massage, reflexology, yoga
In-patient care

There is an enormous gap between the
number of people severely affected by
M.E. and specialist in-patient provision
for theillnessin the UK.

The most severely affected ME patients
frequently have painful sensitivities to
light, noise and chemicals. The survey
revealed that, where patients have been
admitted to general wards, many report
being made worse because of the
environment or treatment they received
for their illness.

Participants were asked about their
experience of in-patient care:

Of those who had been admitted to
hospital (22%), more reported having
been made worse than better
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Note: Some also reported mixed results

Benefits

Like al serioudly ill people, ME patients are entitled to state
benefits.

However, there has been repeated evidence that many ME
sufferers have been refused benefits to which their level of
disability would seem to entitle them:

Participants were asked about their experiences of accessing
benefits:

64% of respondents (1,490) received state benefits
44% of respondents (1,039) had applied for
Disability Living Allowance (DLA)

44% of those who applied for DLA had to go to
appesl

Of those who applied for DLA, 25% were rejected
(with or without appeal)

Notes to the survey

2,338 replies to the survey were received - aresponse
rate of 31%

10% were aged under 18

81% of respondents were female

39% were aged between 26 and 40 at the time of
onset of M.E. 38% were aged between 41 and 65 at
time of onset

15% had more than one family member who had had
ME and 4% had two or more affected

Conclusion

It would be disingenuous to claim that this report details the
experiences of every single ME patient in the UK. On the other

hand it would be absurd to suggest that it is only Action for M.

E. members who will have experienced an NHS which fails
them and a socia services system which seems to discriminate
against them.

Rather, it would be reasonable to assert that this report typifies
the terrible struggle that many ME sufferers have to endure just
to get the most basic level of care and support. It also indicates
that the thousands of people who are most severely dfected by
M.E., who are bed-ridden and cut-off from society, receive the
worst level of treatment from the NHS and Benefits Agency.
Action for ME makes the following recommendations to
address the issues raised in this report:
- Establishment of community services, including

monitoring of severely ill patients

Establishment of specidist services including

appropriate in-patient care and specialist out-reach

services aimed at those who are bed-ridden by ME

Guidelines on early diagnosis and prompt

information issued to all doctors

Government sponsored research into the cause and

management of ME

Education and training for al health professionals on

ME

Education and training for Benefits Agency staff on

theimpact of ME

Itis clearly a misconception to think of ME asa"mild" illness.
It is neither mild for the people who have it, nor is the impact
on the wider community mild. The loss to the economy is
substantial, in terms of both lost revenue and social costs. A
large portion of the ME community is, at one level invisible,
but we should be under no illusions that the impact of this
illness affects far more than the 150,000 people who actualy
have it.

This report clearly demonstrates the level of isolation and
exclusion suffered by thousands of ME patients.

It is time that those who have ME are given the type of
treatment and services that theillness so clearly deserves.

]

Management and Treatment Helpful No Change Made Worse
Drug medication for pain 856 385 153

Drug medication for sleep 870 223 207

Pacing your activities 1949 201 30

Graded exercise 417 187 610

Diet changes 1216 590 58

Nutritional supplements 1190 699 64

Rest, including bed rest 1962 169 31

Cognitive Behavioural Therapy 21 191 73

Other 663 96 119

Private Practitioners Helpful No Change Made Worse
Doctor 529 407 112
Counsellor/psychotherapist 354 244 80
Osteopath/chiropractor 459 232 100
Homeopath 436 456 112

Herbalist 227 251 71

Nutritional therapist 400 217 48

Healer 403 349 45
Complementary therapist (other) 690 334 111

Page9
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RACP GUIDELINES

Response to the RACP Draft Guidelines

In the previous edition of Talking Point, we discussed the issue of the draft ME/CFS guidelines for. On June 28th our Society
received the long awaited for second draft of the guidelines. All consumer groups had one month to respond. Responses from all
around Australia can be viewed on the Alison Hunter Memorial Foundation Website at: http://www.ahmf.org/advocacy.html#racp

The following letter was composed by Paul Leverenz on behalf of the Society.

ATT: RACP Working Party — Chronic
Fatigue Syndrome Project

The ME/CFS Society (SA) Inc. thanks the RACP for copies of
the Chronic Fatigue Syndrome Guidelines Revised Draft 2001.
It is unfortunate, however, that we have been only given 1

month to comment on them — as a result this response has been
rushed and is no where as thorough as it could have been. It is
disappointing that such an unprofessional, un-collaborative
approach should appear to be taken with regard to such an

important document.

Persons with this debilitating condition and clinicians treating
them deserve something much better. It is indeed a shame that
thisproject, at a considerable cost to the taxpayer, has bumbled
along only to produce this. In this document we shall argue
that this whole project be re-evaluated for ethical, legal,
scientific and professional reasons.

What do we believe about Chronic Fatigue
Syndrome?

To understand our reaction to this document and for us to
communicate clearly it is helpful you know where we are

coming from.

We believe that Myalgic Encepathomyelitis (ME) / Chronic
Fatigue Syndrome (CFS) is an debilitating condition. There is
no diagnostic test, no curative treatments and the agtiology is
unknown. Often ME/CFS is brought on following a viral
infection, or chemical exposure. In no way does it have a
psychogenic causation. Symptoms can cause varying degrees
of impairment, some are mildly affected, others are virtualy
bedridden — some have died from the disease. Although some
symptomatic relief may be found, recovery from the condition
is indeed spontaneous — but it seems that many do not fully
recover, and carry a measure of disability for life. Personal
motivation and determination plays no part in the speed of
recovery. The duration of the condition can vary from ayear to
alifetime. In research we would tend to support the use of the
Fukuda (1994) definition — but would actually prefer
something a little stronger to ensure only genuine ME/CFS
patients are selected.

What do the guidelines state about CFS?

A careful reading of these guidelines will show an inconsistent,
double-mined portrayal of the condition.
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At first glance these guidelines appear supportive of our
understanding. The guidelines correctly state that the current
internationally accepted research definition is the Fukuda et a.
(1994) definition. They clearly indicate the illness is not
psychosomatic — that external pathogens (p19) are involved in
it's onset. They state the need for a positive diagnosis, and for
GPs to be understanding of their patients. The guidelines
clearly stress that CFS can be quite disabling. This document
categorically staes that the condition is distinct from
depression, although reactive depression may be present. It
stresses that treatments focus on symptomatic relief and that
recovery is spontaneous. We commend the following statement
on page 16:

“Our goal as physiciansis not only to identify and

treat disease, but also to help relieve suffering and

disability, whatever the cause.”

It may seem like there is considerable common ground,
however, throughout the draft guidelines there is an
undercurrent that undermines these concepts. The ‘underlying
message’ is that although an external pathogen initiated the
condition, the disease can be psychologically propagated.
Whilst you may argue we are reading that into the document,
we believe that this conclusion will be drawn by many, because
of the lack of non-psychotherapy management options, and the
number of conflicting statements.

Such an emphasis is placed on exercise that we are concerned
about readers losing perspective. The fact is that any chronic
illness, which reduces functionality, will inevitably lead to
some degree of physica de-conditioning. We forget which is
the causa factor, and which is the product. The level of
debilitation caused by the illness is qualitatively different from
the debilitation caused by the de-conditioning; de-conditioning
per seisnot the end of the world.

The patient's responsibility to under-goe exercise, degp
therapies and CBT are emphasised so much that one could
easily come away from these guidelines with the idea that the
ME/CFS patient must exercise and have good deep hygiene in
order to get over their CFS. The implication then becomes that
the person who doesn’'t appear to be doing these things isn't
trying to get better. This is not the case. As people with ME/
CFS recover, they find they can do more and so their activity
levelsincrease.

We are concerned with the down-playing of the chronic-nature
of the condition. If a condition is chronic, sufferers need to be
empowered by being told so. It enables them to set appropriate
goals and pace themselves. This document suggests people can
resume acceptable levels of functioning in 36 months (p36),
but also quotes a study that the illness lasts for 2-4 years (p50)
and effects them for 1-9 years. Where is the consistency here?

Theoretical problem: Fatigue and the
Nature of CFS

You will note our insistence on referring to CFS as ME/CFS.
You will no doubt know that there has been a raging debate
amongst the ME/CFS community over the name of our
condition. Suggested names have been: Neuroendocrine
Immune Disorder, ME, Polyalgic Asthenia, Nightingale
Syndrome, and Ramsay’ s disorder.

CFS is not liked because undue emphasis is placed on fatigue
to the exclusion of the other major symptoms. The confusion
we wish to avoid regards fatigue — athough it is the common
symptom between sufferers, it is not helpful to define the
condition by it. Although fatigue is the common symptom in
people with CFS, it is not always the most severe or disabling —
it is certainly not the sole disabling factor in this condition —
chemical sensitivities, muscle pain, neurocognitive impairment,

bowel dysfunction can be equally disabling.

ME/CFS is a multi-system and multifactorial illness.
Stigmitizing it by the common symptom of fatigue began in
(1988)- before which it was just called ‘ME’. This had the
apparent advantage of making it more accessible/
understandable to people, but it labelled the condition with the
main symptom. This has reduced awareness of the other
symptoms, and removed the focus from a symptom-set to and
individual one.

We reject, therefore, the model used by the authors of CFS
lying along a continuum of fatigue states with different
severities p16. We reject the assertion that ME/CFSis merely a
fatigue state. We acknowledge the symptoms of ME/CFS on
their own are extremely generic, and hence there is overlap
with many conditions, but together they form a package — one
which admittedly may have severa sub-groups. It is
completely arbitrary to link conditions on the basis of a
common symptom. To invent the construct of ‘fatiguing’

conditions is therefore but one methodology — but it is not a
logical necessity that we do so. For example, apart from fatigue
what is similar about depression and anaemia? Once the
diagnosis is made, we redlise we are dealing with two
completely different diseases.

The ‘fatigue states perspective dove-tails with Cognitive
Behaviour modelling.
“Cognitive behavioural models suggest that a
combination of physiological, behavioural,
cognitive, affective and social factors contribute to
chronic fatigue syndrome. Cognitive behaviour
therapy is used to modify behaviour and beliefs that
may maintain disability and symptoms’ (Deal
1997, Am J Psychiatry 1997; 154;408-414)
Cognitive behaviour modelling whishes to incorporate al the
products and results of ME/CFS back into the condition itself.
Both these models thrive on reducing ME/CFS to fatigue and
equating the two.

Please consider the possibility that ME/CFS might just be a
specific disease with pretty run-of-the-mill symptoms —making
it initially hard for sufferers to be picked out of a crowd. All
round the world research is showing physiologica problemsin
persons with ME/CFS indicating real damage/disruption to
many of the systems in our bodies. Recent neuroimaging
studies are showing up significant brain dysfunction in ME/
CFS patients — evidence on ongoing physical impairment. As
we improve our understanding of the condition, we can
improve our research definitions to better select ME/CFS
sufferers, you will be ableto see a clearer demarcation between
persons with ME/CFS and persons with generalized ‘fatigue.’
All our jobswill be alot easier then.

In this document, the construct of ‘fatigue states' is a smoke
screen to try to equate CFS with chronic fatigue and neke it
non-specific. These guidelines play upon that blurring of
definition — the implication is that treatments which reduce
fatigue are actually fixing the ME/CFS. This, of course, not
true. We are not dealing with just fatigue by itself. In fact,
some of the proposed treatments may exacerbate ME/CFS.

Consider this argument. Chronic Hepatitis causes fatigue. De:
conditioning increases fatigue. Graded exercise prevents de-
conditioning; thereforeit is vital for Chronic Hepatitis sufferers
to undertake graded exercise to manage their Chronic Hepatitis.
Pretty ridiculous reasoning? With this example there is no
confusion between hepatitis and fatigue — one is a product of
the other. Isit equally clear that fatigueis a product of ME/CFS
but not ME/CFSitself?

(Continued on page 12)
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(Continued from page 13)

with ME/CFS patients. They also tend in these studies to
only look at mildly affected people — they are not
representative of the ME/CFS population — and thisis often
not made clear.

CBT study outcome evaluations are problematic even in the
eyes of some researchers (Deal 1997). They involve the
patient to self-evaluate their mood and physical capabilities.
Such self-assessments are extremely subjective. We contend
those suffering fatigue may derive benefit from CBT, but
genuine ME/CFS patients will generally not because there is
an organic basis to their fatigue that neither activity nor
positive thinking will reverse.

We would like to see CBT studies based on the Fukuda et al.
(1994) definition before we evaluate CBT.

We would argue that more funding needs to be given to
patient support groups such as ours, to enable us to provide
more meetings, information sessions, and encouragement to
persons with ME/CFS. These services will help people with
ME/CFS get the most out of themselvesin the here and now.
There is a cathartic need to share with others who have a
similar disability —we provide the context for this need to be
fulfilled.

Groups such as ours do not encourage malingering,
wallowing in depression, or excessive rest; and our focus is
on persons with ME/CFS getting the most out of themselves
through careful self-management. The guidelines should pay
more attention to recommending people get involved in
support groups.

Issue of Biases

This document, because of the models used, is biased
towards behavioural/psychotherapies to the exclusion of a
great deal of research findings, medical knowledge and
medical treatment options.

It is overly biased towards the symptoms of sleep
disturbance and fatigue. Yet CFS involves a broad range of
symptoms such as irritable bowels, impared cognitive
function and muscle pain. Why are these treated differently?
Why are these not classified asimpediments to recovery?

The authors fail to mention dietary modifications and many
other treatments which have positive effects on many
patients. Whilst some of these may not yet be proven, we are
in the early days and thus they are not yet ‘proven to be
wrong.’

Overlapping Conditions

This document fails to list Multiple Chemical Sensitivity and
Gulf War Syndrome as related illnesses. (The Fukuda et al.
1994 CFS research definition mentions Multiple Chemical
Sensitivity Syndrome.) Are the authors trying to suppress
knowledge about related conditions which don’t fit their
models and illness-understandings that well? We were led to
believe that this document incorporated all available
information at the time of writing.

Chemicals

Sensitivity to organophosphates, pesticides, herbicides,
solvents or other chemicals are not listed as initiators or
potential exacerbators of ME/CFS. In fact no references are
made to chemical sensitivities at all. This is strange as a
significant proportion of ME/CFS sufferers report sensitivity
to certain chemicals and food intolerances.

A study done at the University of Newcastle has shown
persons with ME/CFS have higher levels of pesticides than
healthy people.

We cannot help thinking that this document wants to
suppress al references to possible pathogens and physical
explanations of the illness, so that cognitive/behavioural
factors get al the attention.

Confusing Comment

We would ask that the following comment be removed:
“Factors associated with a poorer [recovery]
outcome include older aged, concurrent
psychiatric disorder, and the person’s belief that
the illness is purely physical in
origin.” [Emphasisours]

We fedl that this comment is insulting and undermining. If
this condition is not psychogenic as the draft suggests, then
what is the underlined statement in there for? It is another
example of the document sending mixed messages. Does this
mean you do not believe ME/CFS is purely physical in
origin?

Sleep

Since when was this document a forum for the authors

personal theories to the exclusion of hundreds of others?
“Clinical experience suggests that sleep
interventions in people with CFS may reduce
symptoms and improve functiona capacity,
although direct evidence for this is currently
lacking.” p11

Just because some symptoms can be recreated by disturbing
healthy people’s sleep patterns (see quote) — how can one
reverse the argument to suggest that fixing persons with ME/
CFS's sleep patterns will remove the symptoms? How can a
professional document be published with such poor
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reasoning?
“It is known that chronic disruption of the
normal sleep pattern can induce symptoms in
healthy volunteers, including fatigue,
musculoskeletal  pains, irritability and
concentration impairment.” p10

The authors have confused cause and effect. Our sleep
patterns are abnormal because of the ME/CFS.

The following suggestions are far too prescriptive:
“restrict the night-time sleep period to about
eight hours, avoid going to bed too early in the
evening, reduce (to less than 30 minutes) or
abolish daytime naps” pp 43,44

They fail to take into account the range of severity of ME/
CFS, and pose a two-fold legal problem. Persons with ME/
CFS may be denied claims because they are sleeping more
than 8 hours a night; they may be forced into sleeping less
and their health could be jeopardised. If people are put in
this position, based on these guidelines and are made worse
by it, t hen the RACP could be open to litigation.

Scholastic quality of document

No references are given to the following assertions.

“Graded exercise programs have been shown to
be safe for people with CFS and can improve
both aerobic capacity and functional status.”
“Thereis agrowing view that sleep disturbance
in patients with CFS may be part of a wider
abnormality of deep-wake gscle function, and
that restoration of the normal dSeep-wake
cycle...should be an important goal of therapy.”

How can a professional document make sweeping
statements such as these without backup? These comment
are not asides, but form part of the argument for the main
two suggested management strategies to this condition.

They appear to add considerable weight to the argument,

but they are not fact. We argue that these are both
unsubstantiated theories — no more or less plausible than a
hundred others.

Throughout the document there appear several (*) missing
references. We requested we be given them and we were
told they were rot yet available. How can a document be
put up for review when there is not a complete list of
references?

Previous comments have highlighted the biased nature of
the referencing, and the bias of the management
suggestions to the psychological and the suppression of the
physical.

Who controls this illness?

There is clear bias towards the psychiatric/psychological
fields of study in these guidelines. In fact, there is a bias
towards research being conducted in and around Sydney —
with the sudden inclusion of a series of sleep studies —to
the exclusion of important international research, and
research being done in Newcastle, Brisbane, Perth and
Adelaide into the physical disruptionsin ME/CFS.

The models used, the fatigue-orientated illness-
understanding, the insistence that the condition is an illness
not a disease, the bias towards CBT and sleep / behaviour
therapies and the suppression of much medical/research
information all serve to keep this condition in the hands of
psychiatrists/psychologists AND validate the need for that
sort of research over and above research exploring the

physical basis of the disease.

We can't conclude without specific reference to the
inclusion of ‘Neurasthenia as a related illness to the
exclusion of Multiple Chemical Sensitivity and Gulf War
Syndrome. How is Neurasthenia possibly related to a
condition with a pathogenic causation?

Just why are a group of Sydney researchers calling for the
re-acceptance of the name: Neurasthenia — a psychiatric
term? It does not escape us that it is an obvious ploy to
keep ME/CFS associated with the psychiatric fields.

We deserve better

We deserve better than to be the object of a power game for
jurisdiction over our condition.

People with ME/CFS need government funding going into
researching the organic basis of this condition, and into the
assessment of different treatment options. Our support
groups need funding. We need GPs to be informed about
the real state of our understanding of this condition — not a
selective serving with minimal medical content.

We deserve an expansive internationa view on this
condition; not a harbour-view.

Economic rationalism never wins in the end. In the short
term you may screw a few of us, but in the long term you
screw yourself.

Repercussions

Should these guidelines be accepted they will be disastrous
for people with ME/CFS — people who have suffered
greatly over the last 20 y ears because of non-recognition of
theillness.

One concern is that, in legal cases al round the country,
person’s with ME/CFS will be refused benefits and rights
they deserve on the basis that they aren’t undergoing formal
CBT or sleep therapy, or they are deeping more that 8
hours a night. The document will do more harm than good
to our members.

The lack of clarity and consistency in the document means
anyone could take anything away from it.

Our major concern is that GPs who know nothing of the
illness will not be medicaly wiser by reading this
document — where are book, website, & research
references?

In conclusion

Along the way we have listed ways in which this document
failsto do ME/CFS justice. We have highlighted flaws in it
from scientific, legal and professional / scholastic
viewpoints. This document sells practitioners and persons
with ME/CFS short — it doesn’t befit an illness with
unknown aetiology. It fails to give GPs the right tools to
understand the illness, lacks self-consistency, confuses
cause and effect, is overtly biased towards 2 of the many
symptoms, and is out of step with international thinking on
this condition. Above al it unfairly targets sufferers of ME/
CFS, placing them under undue pressure to be involved in
sleep and exercise therapies — and opens the door for a
wrong interpretation that these will improve patient’s ME/
CFS. The document sends mixed- messages about the nature
of ME/CFS, and we reject the authors’ fatigue-states model
of theillness.

(Continued on page 16)
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Superannuation & Insurance

INTRODUCTION - WHAT THIS
ARTICLE IS ABOUT

One of the biggest legal issues facing people living with
CFS/ME is access to superannuation and insurance benefits.
Whether claiming their preserved superannuation
contributions, total and permanent disablement lump sums,
or insurance income protection payments, people with CFS/
ME often have problems with superannuation funds and
insurance companies.

This pamphlet gives you general information about
superannuation and insurance policies, superannuation
contributions, how to make claims, particularly for disability
benefits, the effect on Centrelink payments and what
happensif you return towork.

(Continued from page 15)

The lack of peer-review processes undermines our
confidence that this project is free from hidden agendas
separate to the interest of sufferers of ME/CFS and
clinicians of people with ME/CFS. We do not enjoy our
health being jeopardised by petty power struggles.

We would ask the RACP to re-asses this project. After
all that has transpired over the last 5 years, it would be
best if this attempt was scrapped and we started again.
We would suggest an impartial person be appointed to
chair a brand new attempt at it. We would prefer it if

the working party consisted of people with clinical

experience in treating ME/CFS patients. We would ask
that sufficient resources be given to the project, so that
there istime and funding to undertake an extensive peer
review process at the end of draft stages. These
measures would ensure best practice.

Y ours Sincerely,

Paul Leverenz, B.Sc.
On behalf of the ME/CFS Society (SA) Inc.

by John Berrill

The pamphlet also includes details of your rights of appeal
and the CFS/Disability Advice Service.

SUPERANNUATION BENEFITS

Q) Introduction

Since 1992, work superannuation has been compulsory.
Employers must pay contributions increasing to 9% of salary
by 2002/3 into a superannuation fund for their employees if
they earn at |east $450.00 per month.

Most Superannuation Funds also include disability lump
sums if you can't keep working because of injuries or
illnesses. They "top up" the contributionsin your Fund.

Some Superannuation Funds also have disability pensions
paid for two years or more and death insurance benefits.

Many people living with CFS/ME may be able to claim a
lump sum or pension if they have any superannuation
policies.

But many people don't know that they can claim disability
benefits from their superannuation or when they can get a
payout of their contributions.

Benefit statements are sent out by Superannuation Funds
every year, although some statements are hard to understand.

If you are not sure whether you have disability benefits or if
you can't find any statements, ask for help.

(2) When Must Superannuation
Contributions Be Made?

Under the superannuation laws, your employer must usually
pay superannuation contributions into a Fund for you at least
every year.

However, many employers have agreements with
Superannuation Funds to pay contributions more often e.g.
monthly.

Some industrial awards also say that employers must pay
superannuation contributions more often.

(3) What if Superannuation
Contributions Aren't Paid?

If your employer doesn't pay superannuation contributions
into a Fund for you, you should contact the Australian
Taxation Office and tell them.

They might ask you to fill in a form and they should try to
collect the contributions from your employer and pay the
money into a Superannuation Fund for you.

However, it can take a long time for the ATO to collect the
money and if your employer has gone out of business, the
contributions might never be collected. You might also lose
valuable
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disability and death cover.

If you are covered by award superannuation or if your work
agreement includes superannuation you may be able to sue
your employer to collect the contributions and any insurance
benefits you have lost.

It is very important to make sure your employer keeps paying
the contributions by regularly checking with the
Superannuation Fund and checking your benefit statements. |If
the contributions aren't being paid, get help straight away.

4 Superannuation Contributions
Payouts

Your contributions paid up to 1 July 1999 can be paid when
you leave a Superannuation Fund.

However, employer contributions must usually stay in a fund
until age 55 or 60.

The exceptions are if:-

0] Y ou have been on Centrelink payments for at least 6
months and can't pay your living expenses (or 9
months if over 55 years and 9 months of age up to
July 2001).

(i) Y our house is about to be repossessed by alender.

(iii) You need money for paliative care, funera
expenses, modifications to your house or car or
medical and transport expenses for treatment
outside the public health system for yourself or

dependants.
(iv) Y ou are permanently incapacitated.
(v) Y ou have an account balance of less than $200.00.

SUPERANNUATION DISABILITY
CLAIMS

1) Permanent Disability Benefits (TPD)

To get a disability lump sum you usually have to show you
can't ever go back to your old job or other suiteble work that
fits your education, training or experience (caled TPD
benefits).

However, you don't have to be unfit for any work at dl.

For example if you have only worked as a labourer or process
worker you will only have to show that you can't do manual
work again to get a disability lump sum. If you don't have the
skills to do office work, it won't matter if your doctors sayyou
can do that work.

It doesn't matter how your CFS/ME occurred and all
disabilities and illnesses can be used for a superannuation
disability claim.

Y ou don't have to show you will definitely never work again.
It isenough if, on the balance of probabilities, your CFS/IME is
not likely to improve in the foreseeable future to the point
where you could return to work.

Many people on Centrelink Benefits will be ableto claim.

Many people with CFS/ME may be able to claim disability
benefits - although proving permanency can be a problem.

Relevant factors include the period of incapacity for work, the
severity and fluctuation of symptoms and your age, work and

education background.

(2) Temporary Disability Benefits
Some superannuation funds have weekly or monthly payments
if you can't do your usual job.

With some policies you have to be unfit for your usual duties
although with others, it's enough if you can't do one of the
duties necessary for your job.

The payments can be up to 75% of your wage and may be paid
for up to two years or perhaps even to age 65.

Under some policies, to get payments after two years, you
must be unfit for your usual job or any other suitable work that
fits your education, training or experience.

Temporary payments might stop if your job finishes and some
payments are offset against workers compensation or
Centrelink payments.

3) Making a Disability Claim
You can usually make a claim at any time, athough it's better
to make aclaim as soon as possible.

It doesn't matter if you have been paid out your superannuation
contributions even if that happened a long time ago.

Disability claims can also be made by the estate of a person
after they die.

There will be claim forms to fill in and medica reports and
other papersto sendin.

It isimportant to give the right information and reports to help
a disability claim. In particular, it's important for medical
reports to support the definition of disability in the policy.

It may take many months before a decision is made and you
may be asked to go to some medical examinations.

If a claim is rejected, you can lodge a Complaint with the
Fund.

If the claim is still not successful, you can appeal to a Court or
the Superannuation Compaints Tribunal, although time limits
might apply. Many appealswin or are settled.

Get help with a claim or appesl.

STATEWIDE SUPERANNUATION
TRUST

(2) South Australia

Many South Austraian employees are members of the
Statewide Superannuation Trust.

The scheme is an accumulated contributions fund which pays
lump sums on resignation or retirement.

The scheme also pays insurance lump sums on TPD or death
and temporary disability insurance payments for up to two
years.

The claims process for disability benefits is the same as for
other superannuation schemes.

(2) Commonwealth Government

Superannuation Funds
(Continued on page 18)
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Most Commonwealth public servants are members of
generous defined benefit schemes - C.S.S., P.S.S. or the
Military Superannuation and Benefits Scheme.

These schemes include invalidity benefits usually paid as
lifetime pensions if you are permanently unfit for your usual
job or any other suitable work.

Under the Military Superannuation and Benefits Scheme the
rate of the invalidity pension depends on the severity of your
disability.

Some Commonwealth government employees are members of

an accumulated contributions scheme, AGEST, which
includesa TPD lump sum.

The claims process for invalidity benefits is the same as for
other superannuation schemes. Appeals are heard by the
Superannuation Complaints Tribunal but time limits apply.

PERSONAL INSURANCE BENEFITS

Q) Introduction

Some people with CFS/ME may be ableto claim
disability benefits from other insurance or
superannuation policies they have.

(2 Types of Insurance Policies

Some people have their own superannuation or life insurance
policies which may include disability lump sums or premium
waiver benefits.

Most self-employed people and other people in the work force
have inoome protection insurance to cover them if they can't
work.

Banks and finance companies ask their customers to take out
insurance to cover mortgage or loan repayments if they can't
keep up the payments because of a disability.

Some credit cards include disaility lump sums and some
banks, employers, unions, credit unions and sporting and
social clubs have disability insurance policies for their
members.

3) Making Claims and Appeals

Insurance disability claims can usually be made at any time
athough it's better to make a claim as soon as possible.

There will be insurance claim forms to fill in and medical
reports and other papersto send in to the insurance company.

It is important to give the right information/reports to help a
clam - particularly medical reports supporting the definition
of disability in the policy.

It may take many months before a decision is made and you
may be asked to go to some medica examinations.

If an insurance claim is rgjected you can lodge a Complaint
with the insurer.

If the claim is still not successful, you can appeal to a Court or
to an industry complaints scheme (FICS or the IEC), athough
time limits might apply. Many appealswin or are settled.

It isimportant to get help with aclaim or appeal.

4) Getting New Insurance or
Superannuation Policies

If you already have CFS/IME, it may be difficult to take out a
policy with disability or death benefits.

If you try to take out your own insurance or superannuation
policy, you will usually have to fill in amedical questionnaire
to work out the health risks.

If you know you have CFS/IME, you may have to tell the
insurer and they may then refuse to cover you for disability
payments.

If you knew you had CFS/ME when you joined but didn't tell
the insurer, they may refuse to give you a payment - athough
not always.

However, it may be possible to get disability and death cover
by joining a"group" superannuation or insurance scheme - e.g.
with your employer, union or credit union.

In such schemes, you may be offered automatic cover without
any health tests or questions.

If you want to take out a private insurance policy, it's usualy
best to approach an insurance broker, rather than apply direct
to insurer companies.

SUPERANNUATION/INSURANCE AND
CENTRELINK

1) Superannuation Lump Sums

A superannuation lump sum payout will usually be taken into
account in the Assets Test to work out your Centrelink
payments.

However, if you are under 55 years and 9 months of age and
keep the money in a Superannuation Fund it won't count as an
asset until the money is taken out or at least until you reach 55
years and 9 months of age.

As from the 1st of July 2001, this age limit is lifted to the
normal retirement age ie sixty-five for males and sixty-one
and ahalf for females.

2 Superannuation Pensions

Superannuation pensions are usualy treated as income and
may reduce your Centrelink payments.

3) Insurance Lump Sums

An insurance lump sum pay -out will be taken into account in
the Assets Test to work out your Centrelink payments.

(4) Insurance Income/Pension
Payments

Insurance income replacement payments are usually treated as
income and may reduce your Centrelink payments.

SUPERANNUATION/INSURANCE AND
RETURNING TO WORK

If you have stopped work because of CFS/ME but your health
improves and you fed you can go back to work, there is
nothing to stop you from doing so.




