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Page 2 Contact details and general information

Disclaimer

ME/CFS Australia (SA) Inc. aims to keep members in-
formed about research projects, diets, medications, 
therapies etc.

All communication both verbal and written is merely 
to disseminate information and not to make recom-
mendations or directives.

Unless otherwise stated, the views expressed in Talk-
ing Point are not necessarily the official views of the 
Society or its Management Committee and do not im-
ply endorsement of any products or services (includ-
ing those appearing in paid advertisements) or treat-
ments.

Always consult your medical practitioners before 
commencing any new treatments.

Notice to Vendors

ME/CFS Australia (SA) Inc. does not permit direct 
marketing of products to our members. This includes 
distributing promotional literature, providing demon-
strations 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 Secretary, GPO Box 383, Adelaide 
5001.

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

See notice regarding Advertising on page 3.

ME/CFS Australia (SA) Inc.
ME/CFS Australia (SA) Inc. is a non-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 people with ME/
CFS and their families.

Contact details
Any correspondence should be directed to:
ME/CFS Australia (SA) Inc., P.O. Box 383, Adelaide, 
South Australia 5001.

Note: It is our policy to ignore anonymous correspondence.

The Society has an office:
266 Port Rd., Hindmarsh, South Australia 5007.
At the time of  printing the office hours are:
Wednesdays 10am to 3pm (subject to volunteer availability). 
Ph: (08) 8346 3237.
SA Country Callers Ph: 1300 128 339
Our email address is: sacfs@sacfs.asn.au.
Our website address is: www.sacfs.asn.au.

Management Committee 2010
The Society is directly administered by a voluntary commit-
tee elected at the Annual General Meeting.

•	 Acting President: James Hackett
•	 Vice-President: (vacant)
•	 Secretary: Peter Mitchell.
•	 Treasurer: Richard Cocker.
•	 Management Committee Members:  

Emma Wing; Spen Langman; Lyn Bird.

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 membership ...............$38
Single (concession) ...............$25
Family .....................................$45
Family (concession) .............$38
Overseas – as above plus ....$10

(Family membership is designed for families with 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
Talking Point is the official journal of  ME/CFS Australia (SA) 
Inc. It is published quarterly, and is financed primarily by 
member subscriptions.
Editor: Peter Scott (pmrscott@tpg.com.au).
Assistant Editor: Judy Rhodes (dustyrhodes@dodo.com.
au).

Talking Point subscriptions
Persons with ME/CFS ........$22
Overseas (Asia-Pacific) ........$32
Overseas (Rest of  World) ...$38

Donations
Donations are an important source of  income for the Soci-
ety and are welcome at all times.

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

ME/CFS Australia (SA) Inc is a member of  Charity Direct.
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Advertising

To advertise your products or services in Talking Point, please call the Society office on (08) 8346 3237. Small ads submit-
ted by our members are free subject to the following conditions. Talking Point reserves the right to reject any advertisement 
it considers unsuitable for publication or decline to publish for any reason at its absolute discretion. Advertisements lodged 
with Talking Point must comply with the Advertising Codes of the Media Council of Australia and with the interpretations of 
the Advertising Standards Council.

Copyright

Copyright © 2010 ME/CFS Australia (SA) Inc. Copies of articles copyrighted to ME/CFS Australia (SA) Inc. may be used by 
similar non-profit organizations if accompanied by clear acknowledgment of each item and the inclusion of ME/CFS Aus-
tralia (SA) Inc.’s postal address PO Box 383, Adelaide South Australia 5001 and website address www.sacfs.asn.au.
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Page 4 Society matters: Fundraising

Due to the magnificent efforts of  Society member 
Spen Langman, the Society now has a few fundraising 
opportunities. Feel fee to enjoy any or all of  them, 
and tell your friends! 1

Fundraising

The Society has access to a special offer on red and 
white wine as a fundraiser. If  you enjoy the occasion-
al glass, or know someone who might be interested, 
please let us know. We are taking orders now so to 
help us please get your orders in as soon as possible. 
Gifts for Christmas maybe?

The two varieties are the 2004 Cabernet Merlot 
and the 2007 Riesling, from Temple Bruer Wines in 
Langhorne Creek. Both wines are certified organic 
and vegan-friendly.

Cost: $60 half-dozen
 $110 dozen

Minimum order is a half-dozen. Mixed dozens can 
be arranged.

To order, please send your order with a cheque (or 
money order) to:

ME/CFS Australia
c/o Spen Langman
7 Birkdale Ave
Clarence Park SA 5034

Please have your orders in as soon as possible. Orders 
will be available for collection from this address from 
a date to be advised, expected to be in November. 
Spen can be contacted on (08) 8371 1030 with any 
queries relating to this promotion. 1

Temple Bruer Wines
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Society matters: Fundraising

For those of  you who can’t make it on the day, we have 
videos of  the Society’s seminars available. Thanks to 
member Jen Bradley for offering her expertise to help 
us edit our seminar DVDs – we have a few to catch 
up on... (Thanks Jen!)

There are a number of  DVDs still available from 
these seminars:

• Rickettsia (Dr Ross Philpott)
• AGM and Endocrinology (Dr Richard Burnett)
• Nutrition & Herbal Medicine (Belle McCaleb)

In addition to these, older seminars are available 
on request from the office and there will be four more 
on the way from recent meetings.

The DVDs are $10 plus postage and packaging. 1

Seminar DVDs

Spen Langman recently applied for a small govern-
ment grant for us and won! Great news, thanks Spen! 

We will receive $5,000 to go towards items applied 
for: a laptop and digital projector for seminars; office 
furniture; and some administrative costs.

It’s great to have a win and we hope this is the 
beginning of  some financial recovery for the Society 
as we have been going backwards financially since the 
passing of  our generous benefactor. 1

Government grant

The Highway Hotel has agreed to book us a fundrais-
ing movie night. We aimed for a warmer night as we 
expect that to make it more accessible to many of  our 
members. We have some time to decide on the movie. 
Please send in any suggestions – cult movies, classics, 
or maybe a comedy? If  anyone deserves a good laugh, 
surely we do! 

Where: Highway Hotel, 290 Anzac Highway,
Plympton

When: Tuesday 30 November 2010 at 
8:30pm

Movie: will be advised closer to the event
Cost: $15 ($10 of  which goes to the So-

ciety) includes movie, drink on ar-
rival, popcorn, and priority seating

Booking: phone the hotel on (08) 8297 8155

The Hotel says:

“It’s movie night at the HWY! Every week 
we play a free movie on the big screen in our 
deck area with sound. With seating arranged 
for viewing plus plenty of  heaters & blankets 
to go around it’s always a great night out. Call 
to reserve your seats with free popcorn on the 
night.”

This should be a great night, so please invite your 
friends and join us to help support the Society and 
have a good evening. 1

Highway Hotel Charity 
Movie Night
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Page 6 Society matters: Society seminar presentation on MCS

Society seminar presentation on MCS
The Society’s seminar on 8 May focused on Multiple Chemical Sensitivity. The speakers were Peter Taubert and 
Peter Evans. The following is Peter Evans’ talk, “Multiple Chemical Sensitivity: a public health concern”.

Today’s Presentation on MCS
•	 What is Multiple Chemical Sensitivity
•	 The work of  the SA Task Force on MCS
•	 Progress on MCS in Australia

What is MCS?
• Reports of  unusual sensitivities to low levels of  

chemicals first appeared in medical literature in the 
1950s. Then called “the petrochemical problem” 
by medical researchers.

• Media reports on the problem since the 1970s re-
ferred to different names including “total allergy 
syndrome” and “allergic to the 20th century.”

• 1987: The term Multiple Chemical Sensitivity was 
first used by medical researcher Cullen in a publi-
cation on occupational medicine.

• 1999 MCS is defined by an international group of  
researchers as: 
1) a chronic condition 
2) with symptoms that recur reproducibly 
3) in multiple organ systems 
4) in response to low levels of  exposure 
5) to multiple unrelated chemicals and 
6) improve or resolve when incitants are removed.

Symptoms of MCS
• Symptoms include: 

– Fatigue 
– Musculoskeletal pain 
– Gastrointestinal problems 
– Memory and concentration loss

• There is significant overlap between MCS, CFS 
and fibromyalgia.

• Between 30% and 60% of  people with CFS and 
fibromyalgia also qualify for a diagnosis of  MCS.

MCS and other chronic illnesses
• Symptoms of  MCS also overlap with numerous 

other chronic medical conditions including: 
– infectious diseases 
– autoimmune disorders
– coronary heart disease
– kidney disease
– lung disease (including asthma)
– psychiatric/neurological conditions

Treatment for MCS
• There is no known cure for MCS.
• Many people report fluctuations in the severity of  

their illness. Some may improve over time.
• The most effective treatment for MCS is avoid-

ance of  chemicals, medications and foods that 
trigger symptoms.

• Treatments focus on alleviating individual symp-
toms and can include medications and nutritional 
supplements.

What causes MCS?
• The exact cause of  MCS remains unclear but is 

likely to be a combination of  environmental and 
genetic factors. 

• MCS appears to occur in two phases:
– The first phase follows exposure to an initiat-

ing chemical most commonly pesticides, sol-
vents, petrochemicals, harsh cleaning agents, 
new building materials.

– In the second phase sensitivities broaden over 
time to include numerous unrelated chemi-
cals. Some of  the most problematic products 
include perfumes, pesticides, tobacco smoke, 
vehicle exhaust, cleaning agents, new building 
materials.

• There are over a dozen proposed mechanisms to 
explain MCS most of  which present a physical 
rather than a psychological cause.

How many people have MCS?
• National and international data suggest that be-

tween 1% and 6% of  the population have been 
diagnosed with MCS.

• Around 2% of  the population cannot work due 
to MCS.

• Up to 30% of  the population report unusual sen-
sitivities to common chemicals. These people may 
be at risk of  developing MCS.

Work of the SA Task Force on MCS
• The Task Force began operating in 2001 with the 

aims of: 
1) raising awareness of  the serious public health 

problems associated with many common 
chemicals and 

Continued on page 7
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2) ending the widespread discrimination facing 
people with MCS.

• Based on an activist model.
• Public health rallies recognising MCS held at state 

parliament, local government offices, the Depart-
ment of  Health, and Office of  Chemical Safety.

• Numerous meetings with politicians and bureau-
crats.

• Liaising with community groups with similar envi-
ronmental and public health interests.

• Working with disability and community services to 
implement MCS related disability access and oc-
cupational health and safety policies.

• Lobbying national agencies such as the Human 
Rights and Equal Opportunity Commission for 
the development of  comprehensive disability ac-
cess guidelines on MCS.

• Assisting people with MCS to lodge disability dis-
crimination complaints.

State Progress on MCS
• In 2005 a Parliamentary Inquiry into MCS made 

numerous recommendations including:
• Monitor the prevalence of  MCS.
• Produce and distribute MCS educational materials.
• Establish an interdepartmental committee, the 

MCS Reference Group, to guide debate and pro-
vide updates on MCS.

• Establish herbicide no-spray registers with local 
councils to assist residents with MCS.

• National research into MCS.
• Review of  the adequacy of  national chemical reg-

ulation with respect to MCS.
• Develop hospital guidelines for patients with MCS
• Assist people with MCS with disability access to 

health and community services.
• Apart from establishing the MCS Reference 

Group, none of  the recommendations have been 
fully implemented by the state government.

• MCS Hospital Protocol is complete but not pub-
lished.

• No-Spray Registers are still in the policy develop-
ment phase.

• No comprehensive disability access guidelines 
have been produced for health and community 
services.

• Limited MCS related guidelines exist with respect 
to access to government buildings.

• Mention of  MCS as a special needs group was in-
cluded in the state government’s review of  health 
care services.

• The Department of  Primary Industries’ Chemical 
Trespass Unit is aware of  MCS related issues and 
responds quickly to complaints relating to neigh-
bours’ use of  pesticides affecting people with 
MCS.

• The state government’s fruit fly eradication pro-
gram keeps a register of  people with MCS who are 
notified of  any fruit fly outbreaks requiring the use 
of  pesticides in the metropolitan area.

National Progress on MCS
• Australia’s national chemical regulators, the Office 

of  Chemical Safety and the National Industrial 
Chemical Notification and Assessment Scheme, 
have almost completed a review of  MCS medical 
literature with the aim of  identifying future re-
search needs.

• Community groups have criticised the report for 
being biased towards psychological explanations 
of  MCS.

• In the last few years MCS has been recognised as 
a legitimate disability under state and federal equal 
opportunity laws (see HREOC website).

• A national review of  building code legislation for 
disability access to buildings refused to include 
considerations for MCS citing lack of  research 
and poor scientific understanding of  MCS as the 
reasons. The review’s authors referred to disability 
discrimination legislation as a possible remedy.

Conclusion
• Vested interests in industry opposed to MCS com-

bined with a lack of  medical interest and research 
is inhibiting developments.

• There are obvious comparisons between MCS and 
the global warming scenario.

• Very slow progress is being made on MCS mainly 
due to the large and growing numbers of  people 
disaffected by the illness.

• Australia remains decades behind other industr-
ialised Western nations with respect to its public 
health and disability access policies on MCS.

• People with MCS who feel they are being discrimi-
nated against with regard to access to goods and 
services can consider lodging a complaint under 
state or federal equal opportunity laws. 1

Peter Evans established the SA Task Force on Multiple 
Chemical Sensitivity and is a community representa-
tive with the inter-agency MCS Reference Group con-
vened by the SA Dept. of Health

Society matters: Society seminar presentation on MCS

Continued from page 6
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Page 8 Society matters: Society meetings for 2010

Date: Saturday 8 May 2010

Time: 1pm

Speakers: Peter Taubert and Peter Evans

Peter Taubert has published several books on the toxic effects of common chemicals.

Peter Evans established the SA Task Force on Multiple Chemical Sensitivity and is a community representative with 

the interagency MCS Reference Group convened by the SA Dept of Health.

Society meetings for 2010

The venue for all seminars is Sophia House, 225 Cross Road, Cumberland Park (see map below).
The cost for each meeting is a gold coin donation for members, $5 for non-members
Please note that this program is subject to change. Please check the website http://sacfs.asn.au.

Date: Saturday 3 July 2010

Time: 11am

Speakers: Julie Peacock and Phil Calvert

Julie Peacock is the owner and Principal Physiotherapist of Marion Physiotherapy.

Phil Calvert is the Head of Unit, Orthopaedic Physiotherapy at Women’s and Children’s Hospital. In February 

2005, Phil travelled to the UK to investigate the management of conversion disorder, chronic pain and chronic 

fatigue syndrome in children and adolescents.

Date: Saturday 28 August 2010

Time: 11am

Speaker: Brenda Hugh-McWilkinson

Brenda McHugh Wilkinson is a grief counsellor at the Riverland Regional Health Service and her session will focus 

on relationships and grief, life and loss.

ANNUAL GENERAL MEETING

Date: Saturday 27 November 2010

Time: 1pm

Speakers: Dr Richard Kwiatek

Dr Kwiatek is a rheumatologist with the Queen Elizabeth Hospital. Dr Kwiatek is conducting an investigation of 

the Progression of Brain Abnormalities in CFS Using MRI in a Longitudinal Study Of Post-Viral Fatigue Subjects.

Reminder: Sophia is at the western end of  Cabra College (i.e., 

the seaside end, not the hills end). The Circle Line goes past there, 

and there are bus stops for other routes on Goodwood Road for 

those who can walk further. Go in the gate marked “Sophia” – it’s 

the next gate along travelling towards the sea from the Cabra Col-

lege entry. The conference room is in the modern building, at the 

end of  the lane off  Cross Rd.

Please wear warm comfortable loose fitting clothing and you 

may like to bring a rug or cushion. You can sit in a chair or on a 

cushion or lie on a carpeted floor if  unwell.

Many people with ME/CFS are extremely chemically sensi-

tive, so we ask attendees to refrain from wearing aftershaves, per-

fumes etc, and please refrain from smoking at our meetings. The 

venue is usually heated using natural gas, unless we are informed 

in advance that this will likely cause a chemical sensitivity problem 

for any member 1

Sophia 
House



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 9
TA

LK
IN

G
 PO

IN
T – 2

0
1
0
 ISSU

E 4
 (O

ctober-N
ovem

ber-D
ecem

ber)
ME/CFS Australia (SA) Inc 
GPO Box 383, Adelaide, 

South Australia 5001 
 

MEMBERSHIP APPLICATION FORM 
 
Full Name: (Mr / Mrs / Ms / Miss / Dr) _______________________________________ 

(Please only provide address, phone number and email below if this has changed in the last twelve months) 

Postal Address: ________________________________________________________ 
 
_____________________________________________   Postcode: ______________ 
 
Phone: (H) ___________________________   (W) ____________________________ 
 
Mobile: ___________________________   Email: ____________________________ 
 
Date of Birth: _____ / _____ / _____ 
  

Annual Subscription Rates 
(Rates are due on 1 July each year) 

        
Membership  $38 (incl. GST)    Single 
Subscriptions  $25 (inc GST)   Single (concession) 

(includes Journal)   Please circle one:   DSP / Student / Unemployed / Age Pension 
   $45 (inc GST)   Family 
   $38.00 (inc GST)   Family (concession) 
          

ADD  $10.00   Overseas members 
          
  
Plus Donation   $ _________________   Your donation will greatly assist the Society’s work. 

 
All donations of $2 or more are tax-deductible and a receipt will be 
posted to you. 

 
Total enclosed   $ _________________   Payable to “ME/CFS Australia (SA) Inc.” 

 
Send to: ME/CFS Society, 
 GPO Box 383, 
 Adelaide, SA 5001 
(please don’t send cash in the mail) 

 
Miscellaneous 

  
I agree to uphold and abide by the constitution of the ME/CFS Australia (SA) Inc. The constitution can 
be found on our website at http://sacfs.asn.au/society/member/index.htm. 
 
Signed: _________________________________   Dated: _____ / _____ / _____ 
 
  

 I would like to receive Society notices by email. 

 I would like to receive Society notices by SMS. 
   

Credit Card Payment 
  
Name on Card _________________________________ 
  
  
VISA / MasterCard / Bankcard   EXP ____ / ____ 
  
  
 
 
  
  
Signature ____________________________________ 

"
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Society matters: 2010 Disability & Ageing Expo report

This year we were better armed to take on the Expo 
with a variety of  merchandise and pamphlets about 
ME/CFS from the office and also torches and biros 
kindly donated to the Society by David Shepherd.

Firstly to the stats (even though the money side of  
it wasn’t huge it was still gratefully accepted).

1 x $2 Donation = $2

3 x $10 DVDs = $30

1 x $3 Bracelet = $3

9 x $5 Torches = $45

1 x $5 Biro = $5

Total = $85

Even though there were quiet times we feel it was 
busy enough to give it another go next year, if  the 
committee thinks its a good idea.

We would recommend tweaking it a little if  we 
were to return. For example we would definitely have 
heaps more pamphlets on “ME/CFS” as the pam-
phlets went so fast we had to hold some back until 
people really asked for them. It would be cheaper to 
do a black and white run of  them just for the expo 
as opposed to colour pamphlets. We would say with 
great confidence that if  we took a 100 copies of  even 
a basic pamphlet that generalised about the illness we 
might just have enough.

We would also cover the sale items on the table 
with a clear piece of  plastic and when people wanted 
to buy an item we could put our hand underneath it 
and give it to them. Some other extra signage would 
benefit on the day but that could be printed up prior 
to the vent on A4 paper. We have created a list of  
recommended things to take if  the Society would like 
it at that time.

The problem stemmed from other sites that had 
free biros and the like, so most people thought our 
biros and small books were free, we couldn’t look 
away from the table as people would just walk past 
and swipe them off  our table.

Luckily nothing went missing, but you had to be 
quick.

A big positive that came out of  the event was 
some networking, we were lucky to be situated next 
to Blind Welfare Association Of  SA, where we met 
Kylie Nankivell who is their Welfare and Member 
Services Coordinator.

Through talking with Kylie we learned that she 
used to work for another Society in Queensland and 
her job was in funding. She has graciously offered to 
help with any funding that the Society might need, 
and might I add in her spare time.

It would be prudent for us to seriously look at tak-
ing up her kind offer as she has a wealth of  experience 
in grant application.

We have an idea to put to the committee, if  it 
wishes Simon to do so, he is happy to liaise on the 
Societies behalf  with Kylie and get the ball rolling for 
a grant for ME/CFS SA Inc.?

Of  course you will need to identify an area or ar-
ea’s where you will have a need for such a grant, e.g. 
a new PC or overhead projector. While the fire’s hot 
I think we should take this opportunity and run with 
it as soon as possible. Simon is happy to work with 
any of  the committee members who can help with 
relevant info needed.

Kind Regards
Raelene & Simon
Riverland ME/CFS Support Group 1

2010 Disability & Ageing Expo report
The Society had a stall at this year’s Disability & Ageing Expo at the Adelaide Showground on Friday 13 August 
2010. Here’s a report of the day’s events from Raelene and Simon Jackon of the Riverland ME/CFS Support 
Group.
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Page 12 Medical pages: Four viruses! Alter paper confirms retroviral activity in CFS

Kim McCleary [President of  the CFIDS Association 
of  America] stated that the Alter paper [see sidebar 
on next page] was the most anticipated research paper 
on ME/CFS ever and she was surely right. Demon-
strating a remarkable online viral spread of  its own 
Kim reported over 150 media outlets quickly jumped 
on the XMRV story. The story sent attendance at the 
Phoenix Rising Forums zooming, quickly breaking 
the record for online attendance and then breaking 
the Forums themselves, knocking them off-air for 
about 30 minutes.

Positive Reception - Produced by one of  the top 
researchers in the medical field, the paper quickly re-
ceived strong support for its rigor. Science reported 
that “Even skeptics are impressed by how much care 
the authors of  the new study took to ensure accu-
racy”. Even Dr. Monroe of  the CDC agreed that 
“The data do seem solid”. “It’s simply a good paper,” 
added virologist Reinhard Kurth, former director of  
the Robert Koch Institute in Berlin. Alter, a widely 
respected virologist and winner of  the Albert Lasker 
Award for Clinical Medical Research, “clearly knows 
what he is doing.”

Validation...Vindication - We believed that the 
findings would validate the WPI’s results and, prov-
ing, once again that nothing is easy in chronic fatigue 
syndrome, they both did and they didn’t. They did in 
the most important sense; the Alter/Lo study (Lo was 
the principal investigator) confirmed	the	major	finding	of 	
the original Science paper - that retroviruses are highly 
prevalent in people with CFS and are found in much 
lower levels of  the general population. After all the 
zeros and null findings of  the previous studies, the 
Alter findings were remarkably consistent with the 
WPI’s original findings (86% of  CFS patients vs 68% 
and 7% of  controls vs 4%). The fact that two accom-
plished researchers using their own samples and their 
own techniques duplicated the finding of  mouse ret-
roviruses in chronic fatigue syndrome was enormous-
ly beneficial.

As if  to demonstrate that there’s always room to 
get weirder in CFS they were unable to find XMRV. 
Instead, they found a mélange of  its closely related 
cousins - the murine leukaemia retroviruses (mLV’s) 
- suggesting that instead of  one retrovirus we’re look-
ing at possibly four.

So how did they find these new retroviruses? The 
genetic sequences Lo and Alter looked for during the 
first pass of  nested PRC were the same as the ge-
netic sequences that all the other studies looked for. 
The Lombardi (WPI), Groom, McClure and Switzer 
(CDC) papers all looked for ‘gag’ sequences identi-
fied by primer #’s 419F/1154R. The Alter/Lo group, 
however, used different primers for the second round 
of  the PCR. Because the second round basically ze-
roes in on the genetic sequences in question, using in-
correct second round sequences will nullify whatever 
positive results were present in the first round. The 
Alter study used sequences that were more similar to 
those the WPI used for its second round.

Right On Track - At this point the Lo/Alter 
group was right on the mark with the WPI - both had 
found that a high proportion of  their CFS samples 
tested positive for that sequence. The gag sequence 
they identified, however, is not specific to XMRV - it 
is a marker for a range of  murine leukaemia retrovi-
ruses of  which XMRV is one. Hence, both groups 
did a phylogenetic analysis to determine exactly what 
viruses they had identified; first they amplified the se-
quence in order to flesh it out, and then they com-
pared it to other known retroviruses and here was 
where the two studies diverged.

The Alter/Lo group discovered they had not 
found XMRV at all; instead they had uncovered four 
of  its close cousins (96.6% similarity). While XMRV 
lacks the genetic sequences it needs to infect mice, 
these retroviruses had them -instead of  xenotropic 
MLV’s they were polytropic MLV’s able to infect mice 
and other mammals. (Tropism refers to the types of  
tissues or organisms a pathogen can infect). Although 
three MLV’s were found one MLV dominated the 
rest, infecting 86% of  the CFS patients. One of  the 
MLV’s was found also in one healthy control.

An accompanying commentary “Mouse Retro-
viruses and chronic fatigue syndrome: Does X (or 
P) mark the spot?”) indicated the MLV’s, of  which 
XMRV is one, are a quite intermingled group. A ma-
jor part of  the XMRV genome, for instance, is simply 
a compilation of  various MLV sequences. This kind 
of  ‘cross-dressing’ or pseudotyping commonly occurs 
in the MLV’s and is believed to play a key role in their 
ability to infect new species.

Four viruses! Alter paper confirms retroviral 
activity in CFS
By Cort Johnson.
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One genomic element, in fact, the ‘glycogag’ sec-
tion, has been shown to have the ability to jump spe-
cies. Glycogag incorporation into HIV-1 enhances 
its production and the incorporation of  this MLV 
sequence into other retroviruses and perhaps even vi-
ruses could enhance their pathogenicity. Dr. Sandra 
Ruscetti, an MLV expert, is reportedly currently fo-
cusing her research on this subject.

Finally A Retrovirus That Acts Like a Retrovi-
rus! - The variability the Alter group uncovered was 
actually good news to them. The high genetic ho-
mogeneity initially attributed to XMRV by the WPI 
was disturbing because retroviruses, including murine 
retroviruses, usually mutate quickly and often com-
bine together to form new combinations. Finding the 
small swarm of  murine retroviruses provided further 
evidence to the Alter/Lo group that the retroviral 
presence in ME/CFS was real. (The small sample 
size of  the WPI’s phylogenetic analysis- 3 samples - 
could have contributed to the low genetic variability 
reported).

What about XMRV? - What is going with XMRV 
itself  is not as important as it was before the Alter pa-
per but it is still an unresolved question. Dr. Alter was 
quick to point out that the WPI initial findings and 
the overlapping evidence they presented were still far 
beyond what any other group had accomplished. Not 
only did they find the virus but they cultured it (Dr. 
Lo is working on that now), showed it could infect 
other cells and demonstrated an immune response 
had formed to it.

While the WPI’s overall thesis was confirmed 
we still have two disparate findings; the WPI found 
XMRV and no other MLV’s while the Lo/Alter group 
found no XMRV and several other MLV’s. Research-
ers abhor impasses like this and they must eventually 
be cleared up. That the virus is exceedingly tricky is 
clear.

It’s possible but hardly likely that both findings are 
correct. If  retroviruses are usually found in’ swarms’ 
even within the same person’s body then it seems 
more likely that both groups are missing part of  the 
swarm. Dr. Alter reported, in fact, that WPI research-
ers were finding more variation over time.

Update: The Swarm at the WPI - it’s turned 
out that the finding of  a ‘swarm’ of  viruses, all very 
closely related to XMRV was not news to the WPI 
at all. In March they published an abstract at a Cold 
Harbor conference indicating there were variants and 
they reportedly provided information on variants to 
the editors of  Science as proof  against contamina-

The Alter Paper

Detection of MLV-related virus gene se-
quences in blood of patients with chronic 
fatigue syndrome and healthy blood donors

Shyh-Ching Loa,1, Natalia Pripuzovaa, Bingjie 
Lia, Anthony L. Komaroffb, Guo-Chiuan Hunga, 
Richard Wangc, and Harvey J. Alterc,1

Contributed by Harvey J. Alter, May 25, 2010 (sent 
for review March 23, 2010)

Abstract

Chronic fatigue syndrome (CFS) is a serious 
systemic illness of unknown cause. A recent 
study identified DNA from a xenotropic murine 
leukemia virus-related virus (XMRV) in peripheral 
blood mononuclear cells (PBMCs) from 68 of 
101 patients (67%) by nested PCR, as compared 
with 8 of 218 (3.7%) healthy controls. However, 
four subsequent reports failed to detect any 
murine leukemia virus (MLV)-related virus gene 
sequences in blood of CFS patients. We examined 
41 PBMC-derived DNA samples from 37 patients 
meeting accepted diagnostic criteria for CFS and 
found MLV-like virus gag gene sequences in 32 
of 37 (86.5%) compared with only 3 of 44 (6.8%) 
healthy volunteer blood donors. No evidence of 
mouse DNA contamination was detected in the 
PCR assay system or the clinical samples. Seven 
of 8 gag-positive patients tested again positive in 
a sample obtained nearly 15 y later. In contrast 
to the reported findings of near-genetic identity 
of all XMRVs, we identified a genetically diverse 
group of MLV-related viruses. The gag and env 
sequences from CFS patients were more closely 
related to those of polytropic mouse endogenous 
retroviruses than to those of XMRVs and were even 
less closely related to those of ecotropic MLVs. Fur-
ther studies are needed to determine whether the 
same strong association with MLV-related viruses 
is found in other groups of patients with CFS, 
whether these viruses play a causative role in the 
development of CFS, and whether they represent a 
threat to the blood supply.
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Continued on page 14
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tion. Their antibody test picks up all the variants and 
distinguishes two of  them - which suggests that there 
may be two real ‘variants’ and two forms that have 
synonymous amino acid alterations…ie they have a 
varied but functionally similar amino acid composi-
tion. In a Q & A with the CFIDS Association she 
reported that most patients contain both polytropic 
(MLV’s) and ecotropic (XMRV) viruses.

Off  on the Wrong Foot? - In a video Dr. Miko-
vits reported that the negative studies were due to re-
searchers using a clone that was not representative of  
the variability found in the range of  MLV’s present 
in ME/CFS. These clones, to my knowledge, are 
used in some studies to determine the sensitivity and 
specificity of  the assays. Up until recently research-
ers were using what they had which were clones that 
referenced the original prostate cancer XMRV tissues. 
(See A New Kind of  XMRV for more). Dr. Mikovits 
reported that the DHHS group is incorporating more 
variability into their search XMRV.

CDC - The CDC representative at the Press Con-
ference, Dr. Monroe, did not concede the battle to the 
Lo/Alter group stating that his group, too, had looked 
for other MLV’s and had, in fact, found them in some 
prostate cancer patients but had found no evidence 
of  them in its CFS study. (Besides the standard gag 
sequence, the CDC searched for XMRV and all pos-
sible MLV’s using the pol sequence and failed to find 
evidence of  either of  them. Since that sequence rarely 
changes across viral variants that test, hypothetically, 
should have picked up any MLV’s present but it did 
not.)

Is it the Cohorts After All? - An FDA FAQ pa-
per just released specifically addressed the disparity 
between the CDC and FDA/NIH studies results. It 
suggested that methods in sample preparation may 
play a role and provided data indicating that the CDC 
and NIH cohorts may have been different.

Both labs were equally able to detect XMRV in 
positive (presumably spiked) samples provided by the 
DHHS Blood Working Group. Dr. Katz showed a 
slide at the CAA webinar indicating that all the partici-
pating labs, the CDC, BSRI, WPI, FDA were equally 
adept at detect XMRV in spiked samples. Positive pa-
tient samples are a different story, however, because 
they may contain variants of  XMRV; every lab ap-
pears to be able to find XMRV in a spiked sample - a 
lab’s ability or inability to detect it in patient samples 
is the crux of  the issue, right now).

Oceanblue on the Forums pointed out that Dr. 
Alter only referred to XMRV but said nothing about 

whether his lab found MLV’s in the CDC samples 
sent him. Did the Alter/Lo group find MLV’s in the 
XMRV negative CDC patients? If  the answer to that 
question is ‘No’ that will indicate that cohorts may 
play a big factor in who has the bug(s).)

The two groups of  patients were certainly very 
different. Twenty-five of  the Alter study participants 
were provided by Dr. Komaroff  from patients at 
his clinic. (Twenty-four tested positive. About 80% 
of  them meet the Fukuda criteria while all met the 
Holmes criteria.) The rest came from Dr. Bell’s/Dr. 
Cheney’s practice. (8/12 positive) (Thanks to Ixcheli 
for the clarification).

The CDC study patients were picked up by random 
sampling and somewhere around half  of  them had 
never seen a physician for their illness. (Dr. Komaroff  
noted that some of  the patients in the ‘other’ studies 
were not the kind of  patients that came by his door). 
The CDC samples came from patients diagnosed us-
ing the Fukuda and/or Empirical Definitions - all of  
whom appear to have met Empirical Definition. The 
Empirical Definition increased prevalence rates dra-
matically and ushered in a new breed of  ‘CFS’ patient.

Dr. Alter later stated that geographical variations 
in the variants may play a role: “There may be a geographic 
difference,” Dr. Alter told Medscape Medical News. “In the 
Northeast, CFS may be due to MLV, and in the West, it may 
be due to XMRV.”

It’s hard to imagine, though, that the cohort se-
lection will explain some of  the other negative stud-
ies. Dr. Huber reportedly used patients provided by 
Dr Levine in the US and some of  the patients in the 
Groom study were provided by Dr. Kerr. We don’t 
know about the negative Joliceur study that has yet 
to be published but it seems likely, given his pro-CFS 
stance, that he used patients from CFS clinics. The 
WPI was also able to detect 2/7 positives in a Kuppe-
veld study that used the Oxford definition and whose 
patient makeup appeared very un-CFS-like. The find-
ings do, however, indicate that patient selection can 
play a major factor in some studies. The CDC is re-
portedly preparing a paper on its results from a more 
severely ill ME/CFS.

The other factor the FDA response cited was dif-
ferences in sample preparation. Since that’s all they 
stated it’s difficult to know what they were referring 
to. The Alter/Lo group found that testing plasma cut 
their positive rates in half  compared to whole blood. 
The CDC used plasma - but so did the WPI in the 
original Science paper - and they, of  course, had re-
sults similar to the Alter/Lo study. The FDA response 
did not, interestingly, suggest that they believed other 
problems with methodology played a role. However, 

Continued from page 13
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the Alter/Lo paper discussed primer problems which 
may be similar to those Dr. Mikovits referred to in 
her video.

Contamination - the contamination question ap-
parently still lingers in some sections of  the research 
community and it will probably continue to linger as 
long as different labs get different results. There are 
very strong arguments against the possibility of  con-
tamination - the antibody results, the ability to grow 
the virus, the ability of  the virus to infect other cells 
shown in the Science paper, and now the Alter pa-
pers findings. The Alter group went to great lengths 
to ensure contamination was not an issue and their 
ability to pick up mutated MLV’s in the same patients 
15 years later was yet another strong argument against 
contamination yet at least some 
in the research community want 
more proof.

The editors of  PNAS, 
however, wanted the Alter/Lo 
group to show evidence that 
the MLV’s they found were 
integrated into the human ge-
nome - that is, that the virus 
had inserted itself  into a cell’s 
DNA. Because a contaminant 
is not a virus - it’s a genetic se-
quence from a virus - it could 
not actually infect a cell. (The 
WPI went so far as to show 
that the XMRV they found was 
able to transfer itself  from one 
cell to the other.). The Alter/
Lo group did not do that, cit-
ing the difficulty of  having to 
wade through from hundreds 
to 1,000’s of  cells in order to find the one infected 
with MLV’s.

Not a Breakthrough But a BIG Step Forward - 
While the Alter/Lo paper has been touted as a break-
through it’s probably better thought of  a big step for-
ward. It will certainly provide much needed impetus 
for further study and some breathing room for the 
WPI and XMRV but until researchers can reconcile 
their results; ie until they can figure out who is doing 
what incorrectly - many will probably remain on the 
fence. Indeed, both the Alter group and the CDC in-
dicated they are looking to the DHHS Blood Working 
group to reconcile their differences.

The second positive study did prompt more calls 
for anti-retroviral trials. Indeed a successful blinded, 
placebo-controlled anti-retroviral trial would settle 
the issue immediately. Several pharmaceutical compa-

nies interviewed, however, did not appear ready to put 
their money into an expensive study until more results 
had come in. That might not be a bad outcome given 
the quite variable results heard from patients. And-
rea Whittemore is certainly doing something right 
and Dr. Deckoff  and her daughter have significantly 
improved but one patient reported Dr. Peterson told 
him he had seen few success stories (although other 
reports are of  at least a dozen patients experiencing 
significant positive effects) and it’s still not clear which 
anti-retroviral drugs or drug combinations work best 
with XMRV.

The most basic question that remains unanswered 
is why the Lo/Alter group was able to look for and 
find the same genetic sequences that all the other 

failed studies had looked for. 
Dr. Alter and Dr. Lo had no 
specific answer to that question 
in the Press Conference - other 
than to note that the very low 
viral numbers made finding the 
retroviruses exceedingly diffi-
cult. They also noted that CFS, 
as currently defined, is a ‘spec-
trum disorder’ that probably 
incorporates many different 
subsets. There are also possible 
problems with the primers. Dr. 
Alter reported his lab is cur-
rently examining 1000 healthy 
blood donors and he is extend-
ing his search for MLV’s into 
a number of  autoimmune and 
other disorders.

Conclusion - the Alter/Lo 
study validated the central find-

ing of  the WPI’s Science paper - that retroviruses are 
found in a high percentage of  ME/CFS patients and 
in a low percentage of  health controls. Some ancillary 
questions remain to be resolved including what types 
of  MLV’s are present in ME/CFS and in what types 
of  patients and all the researchers agreed that the Al-
ter/Lo study indicated the need for much more exten-
sive research. All looked to the DHHS Blood Work-
ing Group to resolve the essential questions about the 
virus and we await Dr. Vernon’s and Dr. Racaniello’s 
take on this fascinating study. More positive studies 
are reportedly on the way. 1

 
Reprinted from Phoenix Rising (http://www.forums.
aboutmecfs.org/content.php?213-Four-Viruses-The-
Alter-XMRV-Paper-Arrives).

Dr Harvey Alter
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Background

Dr. Martin Lerner had quite a career before CFS. A 
check of  his research record revealed over five dec-
ades of  infectious disease work focusing on Coxsackie 
virus, herpes simplex virus, pseudomonas, interferon, 
Staphylococcus, Mycoplasma, enteroviruses, myocar-
ditis, etc. A contributing author to one of  the seminal 
works in the medical field – “Harrison’s Principals of  
Internal Medicine” – he’s published over 150 papers 
over the past fifty years.

In 1986 he began having troubles with dizziness 
and severe fatigue. A visit to the Cleveland Clinic 
found his heart was found to be 
grossly dilated. 10 years later he’d 
figured out how to treat himself  
and recovered. In the meantime 
he did a 180 degree career turn 
and plunged, largely working 
alone, into wilderness of  ME/
CFS research. His first post-CFS 
paper in 1989 “A new continu-
ing fatigue syndrome following 
mild viral illness” proposed that 
mild heart abnormalities involv-
ing T-waves in a group of  post 
viral patients would be amplified 
greatly upon exercise and recom-
mended that these patients not 
exercise vigorously. A 1993 pa-
per cinched the T-wave problem 
and documented what he called 
a ‘subtle cardiac dysfunction’ that 
showed up response to normal everyday tasks. In a 
1997 paper he proclaimed that “CFS is a persistent 
non-permissive herpes virus infection of  the heart”. 
A small 2001 study finding that antiviral therapy was 
indeed effective in CFS provided still more evidence 
for his theory.

In 2002 he documented a finding that would lay 
the foundation for his subsequent work – the pres-
ence of  early gene products (for cytomegalovirus) in 
a subset of  patients with CFS. 2002 would bring an-
other successful small antiviral trial – this time using 
valacyclovir for 6 months in patients with Epstein-
Barr virus infection. In 2004 he again documented 

the presence of  early gene products in ME/CFS; this 
time to Epstein-Barr virus. He cemented his non-per-
missive infection hypothesis later that year when he 
demonstrated that abnormal heart wall motion and 
other problems were associated with incomplete rep-
lication of  both viruses in CFS.

A 36-month follow-up of  his patients in 2007 in-
dicated further progress on all fronts; the heart prob-
lems continued to decline, antibody levels fell and he 
reported that many patients resumed normal activi-
ties. A 2008 paper validated the effectiveness of  his 
Energy Point Index Score in measuring fatigue in 
ME/CFS.

Now Dr. Lerner has pub-
lished his largest and most com-
prehensive study to date. While 
Dr. Lerner is an acknowledged 
pioneer in the antiviral field on 
CFS his theories have yet to gain 
acceptance outside of  the imme-
diate CFS community. Attempts 
to gets grants – not a problem at 
all in his pre-CFS career – have 
failed. Will this paper finally 
translate into federal dollars for 
funding antiviral trials? Will it re-
sult in increased funding in this 
area? Only time will tell.

Did he regret turning his back 
on such a fertile career and jour-
neying into the ‘desert’ of  CFS 
research? With no funding publi-
cations came much less frequent-

ly post-CFS but Dr Lerner had no regrets at all saying 
‘the work has been so fascinating that I just couldn’t 
stop”. He is clearly very excited about the possibilities 
present in the field.

The Study

Dr. Lerner’s study presents a culmination of  his work 
with patients over the last ten years. This is not your 
typical 25 or 50 patient treatment trial. Virtually eve-
ryone he saw in his clinic over the past 10 years is in 

Learning CFS: Dr. Martin Lerner on his long-term 
antiviral treatment study
By Cort Johnson.

Medical pages: Learning CFS – Dr. Martin Lerner in his long-term antiviral treatment study

Continued next page

Dr Martin Lerner
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it. The study involved examining patient records every 
three months for the past 10 years – that’s ten years 
of  replicated data. Ultimately it involved 7,000 patient 
visits that generated 35,000 fields of  data.

While this is not the placebo controlled, double 
blinded treatment trial the research community loves 
it’s clearly dense with replicated data.

Findings

The paper presents some startling findings:

1. Long term antiviral therapy was effec-
tive – very effective – in many of  his pa-
tients. Many of  them, while not com-
pletely cured, are able to work and lead 
normal lives again – an astounding finding in 
this field. Some are completely cured.  

2. About 25% did not respond – a find-
ing that may be related to the limited 
duration of  their treatment.  

3. While Dr. Lerner’s protocol can and of-
ten does work for longer duration pa-
tients, duration of  illness does make a dif-
ference in treatment response  

4. About 30% of  his patients had, in addition to 
herpesvirus infection, another related infec-
tions such as Lyme disease, Babesia or Strepto-
coccyus. The fact that these patients improved 
but not to the extent of  herpesvirus only pa-
tients has profound implications for how to 
treat both ME/CFS and Lyme disease and 
other infected patients.

Interview

(Any misrepresentations of Dr. Lerner’s thoughts are 
my own)

The CFS Community is a large and many people think a very 
varied one. I asked Dr. Lerner what percentage of  patients that 
he	saw	fit	into	this	herpesvirus/other	pathogen	infected	subset?

Dr. Lerner replied that he thought about 90% of  the 
patients that see him have this kind of  pathogen in-
volvement and that the reason the medical commu-
nity doesn’t get it about the pathogen prevalence in 
ME/CFS is that they’re basically looking in the wrong 

place; if  they start looking in the right place – that 
is, if  they start looking for signs of  ‘non-permissive 
infection’ he believes these results would show up in 
spades across the community.

In fact, Dr. Lerner believes that even he may be 
missing some significant pathogen involvement be-
cause we still don’t have a test for early gene products 
of  HHV6. He noted that Dr. Kondo in Japan is trying 
to develop an antibody test for these. Once that test is 
developed it’s possible that the rate of  HHV-6 infec-
tion in his cohort – which is quite low – could jump 
dramatically.

It’s possible, however, that Dr. Lerner’s reputation 
as an antiviral specialist has caused a more pathogen-
ic subset of  patients to make its way to him so it’s 
unclear at this point what percentage the CFS com-
munity it applies to. That fact demonstrates how des-
perately the CFS community needs studies that assess 
the prevalence of  early herpesvirus gene products in 
CFS (as well as Borrelia, Babesia, etc). Ironically, the 
one group that’s been in a position to do this – the 
CDC’s CFS research program in the Rickettsial and 
Viral Diseases branch, no less – has virtually ignored 
pathogens in CFS for over the past decade.

You must’ve had wide range of  responses. The average patient 
basically went from being out of  bed for 4-6 hours a day (i.e., 
being in bed from 18-20 hours a day) to been able to maintain 
a 40 hour work week as well as light housekeeping or social 
activities. That’s an amazing functional shift. Since responders 
were	classified	as	anyone	who	shifted	at	least	one	level	upwards	
on the EIPS this suggests that some people must have shifted 
all the way to nine or 10; not only are they able to work but 
they are completely well, able to exercise without relapse, etc. Is 
that	true?

Oh, absolutely. I’ve got people who are up to 8 or 9 or 
10; fully recovered able to exercise and participate ful-
ly in life. I have all kinds of  people who are not as well 
but are living normal lives now, marrying when they 
couldn’t marry before, working when they couldn’t 
work before. It’s been extraordinarily satisfying.

This study demonstrated that people who’ve been ill longer are, 
indeed,	more	difficult	 to	 treat.	Do	you	know	what’s	 going	on	
here?	Are	their	antibody	titers	not	going	down	–	is	it	more	dif-
ficult	to	knock	out	the	virus	or	are	they	less	likely	to	heal	after	
the	virus	has	been	knocked	down?	If 	the	antibody	titers	are	not	
going down does this mean has made its way to parts of  the 
body	antivirals	have	trouble	getting	at?

Continued from previous page
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Continued on page 18
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Dr. Lerner said that ‘viral load’ is a critical point and 
he pointed to what he described as a wonderful study 
showing that total viral load does diminish over time 
with Valtrex. He stated that ‘viral load’ (the number 
of  viral particles present in the body) may be a func-
tion of  duration for some patients; i.e., the longer the 
patient has been ill the higher their viral load. As a 
rule of  thumb if  somebody has 
been ill for three years or less 
they generally begin to respond 
within six months of  starting 
antiviral therapy. Other patients 
will take longer; at the Clinic 
they suggest that patients be 
treated for at least a year before 
they assess how effective treatment is.

This is not to say that people who have been ill for 
seven or 10 or 15 years do not respond to this treat-
ment; Dr. Lerner said many long-duration patients 
do respond to this treatment – but as a group they 
don’t respond as quickly and, of  course, some don’t 
respond at all. About 25% of  his patients were classi-
fied as non-responders.

Another significant finding was that the non-re-
sponders didn’t take the drugs for as long as the re-
sponders which suggested that some people simply 
needed to be on the drugs longer for the treatment 
effects to show up.

I	wondered	about	side	effects	from	such	long-term	therapy?

Dr. Lerner said it’s important to be very careful with 
dosing but with an EBV infection it’s as simple as 
making sure that the patient is drinking enough water. 
With HMCV infection he has to be very careful with 
liver functioning tests since the antiviral can damage 
the liver but even so he’s had no really serious side 
effects.

One	 of 	 the	 most	 significant	 findings	 was	 that	 unless	 physi-
cians look for the full range of  pathogens treatments for anyone 
pathogen may be not effective. About 30% of  his patients had 
herpes viruses plus either Borrelia or Babesia and the patients 
with those infections simply did not thrive on a standard anti-
virals. Of  course the same case can be made for Lyme patients; 
many patients undergo long antibiotic regimes but Dr. Lerner’s 
results suggest that if  they have a herpes virus infection they 
most likely will not [obtain] satisfactory results from antibiotic 
therapy. I asked him if  he was surprised to see this subset pop 
out.	This	finding	could	have	profound	implications	for	both	sets	
of  patients.

Dr. Lerner replied that he was ‘very, very surprised’ 
to see this pathogen+ group stick out. This was not 
a small subset of  CFS patients – about 30% of  his 
patients had ‘parasitic’ as well as ‘opportunistic’ in-
fections. Most of  these were Lyme disease (2/3rds 
Borrelia burgdorfii) with the rest either Babesia and/
or Anaplasma (rickettsia) and/or streptococcal infec-
tions. These patients tended to be sicker (EIPS 3.1-

4.0) and while after two and 
half  years of  treatment their 
EIPS scores were significantly 
improved (EIPS 5.3) they were 
still sick enough to be diag-
nosed with ME/CFS.

Dr. Lerner noted that the 
data is not so ‘bleak’ as it ap-

pears in the paper and that further directed treatment 
improved their outcomes considerably. Dr. Lerner’s 
assessment of  the ‘bleakness’ of  their treatment out-
comes surprised me given their progress and surely 
reflected his high expectations; most physicians would 
be happy to see a jump from an EPIS score some-
where in the three’s (in bed about 20 hours a day) to 
the fives (performing with difficulty a sedentary job ). 
That kind of  outcome is rarely seen in CFS treatment 
trials but Dr. Lerner clearly wanted to see more.

How did ‘parasitic’ infections show up in a disease 
mostly characterized by ‘opportunistic’ infections? 
Dr. Lerner could only speculate that the opportunistic 
infections had weakened the immune system enough 
to allow parasitic infections to gain entry.

The New Mantra: “Data Mining, Data Min-
ing, Data Mining”

The ‘pathogen plus’ finding illustrated how important 
data mining is when you’re dealing with large amounts 
of  data. The ability to tease out the herpesvirus plus 
patients had huge implications for the outcome of  
this study; if  Dr. Lerner’s crew hadn’t statistically 
separated the pathogen plus group out the positive 
effects in the pure herpesvirus group would have par-
tially disappeared. This is a problem that presumably 
occurs in many studies. When you treat a ‘wastebasket 
disorder’ such as CFS as if  it was a single disorder 
then the good responders are washed out by the non-
responders which allows lower common denominator 
treatments like CBT (which would probably be some-
what effective in any chronic illness) to gain promi-
nence.

Continued next page
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Continued from page 17

“Our clinic as treated hundreds 
of people who are now leading 

normal lives.”
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Continued from previous page

In any case Dr. Lerner’s paper illustrates just how 
important ‘data mining’ is in uncovering patterns in 
complex, poorly characterized diseases like chronic 
fatigue syndrome and he’s fortunate to have a dedi-
cated crew of  volunteers with the skills necessary to 
do this kind of  work. Providing Dr. Bateman with 
the tools to better mine her data was one reason the 
Phoenix Rising Fundraiser for the Fatigue Consulta-
tion Clinic took place.

It’s not surprising therefore that data mining plays 
such a key role in large data-rich enterprises such 
as the CFIDS Association’s creation of  its BioBank 
and DataBank and Research Network. Several of  the 
CFIDs Association’s current research projects use in-
novative techniques to mine large amounts data from 
multiple systems in order to find patterns that explain. 
Both the CFIDS Association and Whittemore Peter-
son Institute’s Biobanks should provide researchers 
opportunities to examine patient samples for factors 
like Dr Lerner has found.

What	about	when	 the	 responders	 go	 off 	 the	anti-retrovirals?	
They	seem,	on	average,	to	be	able	to	hold	a	job	but	exercise	still	
seems to be problematic for many of  them. Are they able to 
maintain	their	health	off 	the	antivirals?	At	some	point	do	they	
need	to	do	another	round	of 	antivirals?	What	is	their	prognosis	

post	viral	treatment?

Dr. Lerner stated that when his patients get well they 
tend to stay well. About 30% of  them get up to eight 
or nine on the EIPS Scale and stay there. There’s an-
other group there needs some ongoing viral suppres-
sion. He noted that he was on Valtrex for six years 
and is now off  them entirely.

The Heart of It All?

The heart infection Dr. Lerner proposes is present is 
unusual; in most heart infections the heart is grossly 
inflamed when dying cells explode into the blood-
stream where their fragments attract hordes of  im-
mune cells that then touch off  the inflammation seen 
in myocarditis or a typical heart infection.

In the nonpermissive infection Dr. Lerner envi-
sions incomplete herpesvirus gene products disturb-
ing heart cell functioning. Many of  the infected cells 
probably do die off  when the cell, recognizing that 
it’s been irrevocably damaged, flips on its suicide pro-
gram but they do so at a rate that leaves them largely 
hidden from the immune system and inflammation is 
low.

The heart replaces these cells with fibrous tissue – 

Medical pages: Learning CFS – Dr. Martin Lerner in his long-term antiviral treatment study

Interlude I:

A Non-Permissive Infection

In general a virus needs to do four things to spread an infection in the body:

1. penetrate a cell

2. use the cells machinery to build more viruses

3. leave the cell and move into the bloodstream

4. find another cell it can infect and start the process all over again.

Problems with the second step of the process – using the cells machinery to create more viruses – are where non-

permissive infections show up.

Once they’re inside a cell viruses create a series of gene products or building blocks that are then pieced together 

to form the complete virus . In a nonpermissive infection the building block process gets stopped leaving the cells lit-

tered with bits of viral gene products. Dr. Lerner believes the herpesviruses in people with ME/CFS are able to create 

about a quarter of the building blocks needed to produce a new virus. He believes these viral gene products interfere 

with cell metabolism, weakening it and eventually probably causing it to die.

Most viral tests look for antibodies to proteins found on the envelope of the virus. This makes sense in an normal 

infection because the immune system is usually interacting with the proteins on the outside surface the virus. But if the 

virus is pumping out hordes of early gene products such tests will miss any evidence of infection.

Continued on page 20
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which means the damage is permanent. Stopping the 
infection, however, stops the slide to further damage 
to the heart and substantial recovery can occur – as 
evidenced by the improvement on the heart tests Dr. 
Lerner regularly gives. Patients may or may not fully 
recover their full extent of  physical function – but af-
ter a point its not clear how much it matters. Dr. Lern-
er pointed to himself  as an example; after 10 years of  
illness he probably sustained some permanent dam-
age but it’s hard now to tell where; not many 80+ year 
olds are running a full-time medical practice, regularly 
traveling to international conferences, etc.

How do EBV and HCMV get carried to the heart 
when they’re present in a nonpermissive infection; ie 
if  the herpesviruses are unable to create copies of  
themselves how are they getting out of  the B cells and 
into the heart cells? In this paper Dr. Lerner stated 
that he believes that parts of  the infection are permis-
sive and that low levels of  complete herpesvirus par-
ticles that are intermittently being carried to the heart; 

thus producing a smoldering infection that burns at a 
low heat.

What percentage of  your patients have orthostatic intolerance 
(problems	standing)?	Does	that	clear	up	as	well	and	if 	so	do	
you have any idea what herpesviruses are doing to cause that 
problem?	How	about	low	blood	volume?

Orthostatic intolerance (OI) – was a key symptom 
for Dr. Lerner when he became ill as it is for many 
ME/CFS patients. Some ME/CFS researchers think 
the autonomic nervous system plays the key role in 
OI but Dr. Lerner’s focus is on the heart. Over the 
years he’s documented several heart problems in his 
patients including aberrant Holter Monitor tests and 
abnormal cardiac wall motion findings. He believes 
that a heart weakened by these unusual infections 
beats more rapidly (the tachycardia in POTS) and 
ineffectively and this causes many of  the problems 
many CFS patients have in standing up.

Continued from page 19

Continued next page

Interlude II:

The Necessity Of Long-Term Drug Therapy

EBV replicates when the B cells it is found in divide - this is how it spreads from the original cell into the new cell.  It 

reactivates - ie grows inside those cells - using an entirely different procedure.

The primary treatment for EBV (either acyclovir or valtrex) is able to stop EBV reactivation; that is it is able to reach 

into the cell and stop the process which EBV uses to grow in the cell. Neither are able to stop EBV from replicating 

when the B cells it has infected divide.

This is a problem because patients with high viral loads have many, many of their B cells infected with EBV, each 

of which is potentially a little time bomb waiting to go off if their immune system gets suppressed again.  This could 

result in the classic get better, relapse, get better, relapse scenario that occurs as they stop EBV reactivation then al-

low it to reactivate as their systems get overwhelmed. Each time EBV reactivates enough to spread outside the cell 

the patients viral load increases (Dr. Lerner believes the herpesvirus infections in CFS are a mixture of permissive/

nonpermissive infections).

Even if they knock EBV reactivation down are these people doomed to carrying increasingly high loads of EBV? 

Not necessarily. Because B-cells die off over time EBV is always in a race to keep infecting new cells before the cells it 

is present in die off. This means that if Valtrex can keep EBV reactivation down then as the infected B-cells die off the 

number of EBV infected cells should slowly decline over time.

This is what Cohen found in the paper Dr. Lerner liked very much. The decline in infected cells after Valtrex admin-

istration was slow, however; after a year only a modest decline has occurred. This ‘modest decline’ could be why re-

ally long-term antiviral therapy is sometimes necessary. Cohen estimated that it would take 6 years of Valtrex admin-

istration every day to eradicate EBV from the B-cells (and 11 years to eradicate it completely from the body). Higher 

doses would work more quickly. Fortunately it’s more important to reduce EBV activity than to completely eradicate it. 

Most healthy people are, after all, infected with EBV and most patients should not require such long term treatment.

(Some healthy people do in fact carry high loads of EBV without any problem. These people, however, are able to 

hold EBV in check; if Dr. Lerner is right many CFS patients cannot).
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Continued from previous page

He noted that these problems do clear up in the 
patients who respond to antiviral treatments. He 
starts patients with these problem but these problems 
on fludrocortisone acetate, atenolol and/or digoxin 
– each of  which was able to be discontinued as the 
EIPS values rose.

Low blood volume – Dr. Lerner believes the 
low blood volume found in ME/CFS patients is an 
extraordinarily interesting finding but exactly what’s 
causing it is unclear. He did note that it could be pro-
tective in nature as it’s easier for the heart to function 
if  there’s less pressure.

I	wondered	about	other	markers?	There	are	lots	of 	interesting	
immune	and	endocrine	findings	in	CFS.	Where	any	of 	these	
correlated	with	drops	in	antibody	levels?	Can	Dr.	Lerner	see,	
for	instance,	the	immune	system	or	endocrine	system	readjusting	
itself ?

Dr. Lerner acknowledged the importance of  immune 
dysfunction in CFS but said he is not following any 
other immune markers in the illness and this makes 
sense. He is, after all, primarily a doctor treating his 
patients – most of  whom have to pay for an expensive 
and long-term treatment regime (@$1,000/month) 
out of  pocket. Without federal funding it’s hard to 
see how any physician can regularly collect nones-
sential data. Certainly one would think that immune 
functioning would be a part of  any federally funded 
pathogen study

The current crop of  drugs went a long way but they didn’t 
work for some people, are expensive and require long treatment 
regimes; there’s still much work to be done on the antiviral front. 
I asked Dr. Lerner if  he saw promise in any new or upcoming 
drugs?

He reported that Vistide (brand name)/Cidofiovir 
(generic) – was effective against HCMV but that he 
uses it only for the patients who have not responded 
to the standard protocol after at least 1 year because it 
can affect the kidneys.

He felt Marabavir is an interesting drug on the 
horizon. It still needs to be tested further but initial 
in vitro testing indicated it was effective against both 
HCMV and EBV and its safety profile looks very 
promising (which means that it may be able to be 
given in larger doses. Many drugs are a trade-off  be-
tween side effects and effectiveness. If  given in large 
enough quantities many drugs can kill off  pathogens; 
the problem is that they can kill if  the patient as well. 

Any ideal drug would be a drug safe enough to be able 
to give it in large enough quantities to quickly kill off  
the pathogens without harming the patient.)

Future work

I didn’t specifically ask Dr. Lerner about his future 
work but it’s clear that he’s very excited about the 
progress being made in the field and he’s actively 
pursuing his ideas. He said he plans to submit studies 
that will help to solidify the idea that ‘non-permissive’ 
viruses play a key role in ME/CFS (or as he says it 
‘the chronic fatigue syndrome’).He hopes that a multi-
center treatment trial will be done

The Martin Lerner Foundation

Before the interview got started Dr. Lerner first ac-
knowledged the people who created the Martin Lern-
er Foundation for the study of  Chronic Fatigue Syn-
drome. It’s absolutely accurate to say that this paper 
would not have been created without their help. He 
first acknowledged Kim and Carol Gill, whom, if  my 
notes are correct, created the Foundation in order to 
promote Dr. Lerner’s work. They and Jim Eddington 
spent a year and a half  in the office developing the 
study. James Fitgerald at the Department of  Medi-
cal Education at the University of  Michigan Medical 
School did the statistics. Safadin Beqaj assisted in the 
creation of  the paper . Ann Cavanaugh, the volunteer 
Communications Director for the Center (another 
CFS patient), was my liaison.

In the end Dr. Lerner saw and treated his patients 
while a group of  skilled volunteers snatched up his 
data, inputted it and then analyzed it and, in the end, 
presented it to him and that’s how this paper came 
about. He was very gratified by their work as should 
we all be.

Conclusion

This is not the paper that will cause the traditional 
medical community to turn its standard treatment ap-
proach to CFS on its head but it hopefully is the paper 
that will spur the creation of  federally funded treat-
ment trials and more research into the effects herpes-
virus have on ME/CFS. This study cries out to put 
Dr. Lerner’s protocol to the test with double blinded, 
placebo-controlled, multicenter treatment trials and it 
is Dr. Lerner’s hope that is just what will happen. 1

Reprinted from Phoenix Rising (http://aboutmecfs.
org/Int/Lerner.aspx).
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I have always despised the concept and name “chron-
ic fatigue syndrome,” created in 1988 to describe a 
group of  patients who had previously been thought 
to have “Chronic Epstein-Barr Virus.” “CFS” is not 
scientific. It is a social construct, a shape-shifter, 
something that gets redefined as those in a position 
of  power, or society at large, wish to redefine it. But 
it had one advantage. It helped researchers study a 
group of  patients who have been sick for decades 
with a mysterious, apparently contagious, disease. It 
helped researchers define subgroups of  patients who 
exhibited similar patterns of  biomarkers and patho-
gens. If  CDC defines CFS so that those patients are 
no longer considered to have the disease, then what 
can we say they have? And what is left that can be 
called “CFS”? Why would we study CFS at all?

Defining CFS so that it no longer fits 
“CFS” patients

In the late 1990s, it had become clear that “chronic 
fatigue syndrome” had been polluted as a research 
term because there were so many different – of-
ten conflicting – definitions in use. How could you 
compare a study conducted using patients from Si-
mon Wessely’s psychiatric practice at King’s College, 
London – where patients with confirmable physical 
ailments were turned away – with a study conducted 
using patients from Dr. Dan Peterson’s practice at In-
cline Village, NV, one of  the most-studied sites of  
a cluster outbreak in the 1980s? Over time Dr. Pe-
terson and others had found tests that distinguished 
the cluster-outbreak patients from those with simple 
“chronic fatigue” – low natural killer cell function; the 
37kDa Rnase-L defect; SPECT scan abnormalities; 
extremely low VO2 Max stress test scores; viruses 
such as EBV, HHV-6, and cytomegalovirus. Other 
researchers have found mycoplasma infections, mito-
chondrial dysfunction, abnormal immune cell ratios, 
NMH/POTS; myocarditis. The list goes on. Formally, 
they were all using the CDC’s 1994 Fukuda definition 
in their research, but practically speaking, the patients 
came from practices where clinicians had seen chron-
ic fatigue syndrome in cluster outbreaks.

The result is research that defines subgroups of  
patients with patterns of  biomarkers and pathogens. 
In fact, this was how Dr. Fukuda had imagined re-
search would proceed with CFS. In the 1994 article 

that introduced what is called the “Fukuda definition” 
to the world, he wrote that “additional subgrouping 
or stratification of  study cases into more homogene-
ous groups is necessary for comparative studies.” An 
entire section of  the short (6-page) article was devot-
ed to “Subgrouping and Stratification of  Major Clas-
sification Categories”:

“In formal studies, cases of the chronic fatigue syndrome 
and unexplained chronic fatigue should be subgrouped 
before analysis or stratified during analysis by the pres-
ence or absence of essential variables, which should be 
routinely established in all studies. Further subgrouping 
by optional parameters can be performed according to 
specific research interests.”

But CDC has steadfastly ignored that mandate. In-
stead of  studying evidence of  subgroups, CDC would 
take each new biomarker or virus, run a small study 
that sometimes even didn’t even test for the right lab-
oratory finding, and then announce to the public that 
X or Y or Z was not “the cause” of  “Chronic Fatigue 
Syndrome.” The Fukuda article is referenced only for 
the research definition – not for the imperative to 
subgroup into homogeneous classes. Most patients, 
clinicians, and researchers are probably unaware that 
the article even mentioned – let alone emphasized – 
the need to define homogeneous subgroups.

Twenty-five years after CDC was first asked to 
examine cluster outbreaks of  the disease they would 
later name “chronic fatigue syndrome,” the website 
states as the first obstacle to diagnosis:

“There’s no diagnostic laboratory test or biomarker for 
CFS.”

That simple statement shows the extent to which 
CDC missed the point of  the Fukuda article. Fukuda 
assumed there would be no such tests that would hold 
for everyone. The tests would define subgroups.

Today on CDC’s website you will find an entire 
paragraph devoted to the testing that has identified 
the subgroups Fukuda envisioned – but CDC’s ap-
proach could not be further from what he had de-
scribed. Some are listed as exclusions; others as exper-
imental. In the latter case, one wonders how long after 
peer-reviewed publication does information continue 
to be viewed as “experimental.” Much of  this infor-

What do we have if we do not have CFS?
By Mary Schweizer.
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mation was first published 15 years ago. Perhaps more 
to the point, denying patients access to this testing 
also results in denying them access to treatment that 
has been found successful for patients who have such 
biomarkers or pathogens.

CDC’s emphasis on one test-one result also denies 
the reality that most patients with “CFS” (according 
to the original definitions) have more than one thing 
wrong with them. But there is no way to tell that from 
the CDC website. (See “http://www.cdc.gov/cfs/
general/diagnosis/testing.html”)

“A number of tests, some of which are offered commer-
cially, have no demonstrated value for the diagnosis of 
CFS. These tests should not be performed unless required 
for diagnosis of a suspected exclusionary condition (e.g., 
MRI to rule out suspected multiple sclerosis) or unless 
they are part of a scientific study. In the latter case, writ-
ten informed consent of the patient is required. No di-
agnostic tests for infectious agents, such as Epstein-Barr 
virus, enteroviruses, retroviruses, human herpesvirus 6, 
Candida albicans, and Mycoplasma incognita, are diag-
nostic for CFS and as such should not be used (except 
to identify an illness that would exclude a CFS diagno-
sis, such as mononucleosis). In addition, no immunologic 
tests, including cell profiling tests such as measurements 
of natural killer cell (NK) number or function, cytokine 
tests (e.g., interleukin-1, interleukin-6, or interferon), or 
cell marker tests (e.g., CD25 or CD16), have ever been 
shown to have value for diagnosing CFS. Other tests that 
must be regarded as experimental for making the diag-
nosis of CFS include the tilt table test for NMH, and im-
aging techniques such as MRI, PET-scan, or SPECT-scan. 
Reports of a pathway marker for CFS as well as a urine 
marker for CFS are undergoing further study; however, 
neither is considered useful for diagnosis at this time.”

While these tests might not be useful in “diagnos-
ing” a single entity called “CFS”, they are very useful 
in understanding and treating CFS. I have three of  
the four pathogens mentioned. I also have cytome-
galovirus (CMV), which I imagine CDC considers 
exclusionary for CFS. I am abnormal in testing for 
three of  the four immune markers mentioned plus 
the 37kDa Rnase-L which is listed there as a “pathway 
marker for CFS,” I have NMH; and I have abnormal 
SPECT scans.

More to the point, there is a subgroup of  pa-
tients within the larger CFS-diagnosed commu-
nity whose testing turns out almost identical to 
mine. So researchers identify a subgroup, but instead 
of  using that to benefit patients, CDC insists it is ei-
ther unrelated to CFS, or exclusionary for CFS.

Furthermore, the pattern of  biomarkers and vi-
ruses – not a single test – is critical for understanding 
various subgroups that could now be defined empiri-
cally, if  CDC permitted it. And by listing everything 
as if  each was a single test, and each test represented 
a different disease, CDC effectively misleads anyone 
who comes to their website seeking an understanding 
of  “CFS.”

I fit quite neatly into a subgroup of  CFS patients 
who were caught up in a cluster outbreak in the north 
Tahoe area of  Nevada in the winter of  1984-85. The 
Holmes definition of  1988 and the Fukuda defini-
tion of  1994 were both explicitly intended to describe 
those patients. When Congress voted for research 
funding and an advisory committee (today’s CFSAC) 
for “CFS” in the Department of  Health and Human 
Services, they did not mean for these resources to go 
to just any old thing CDC wanted to call “CFS” – they 
wanted to find answers for the people who got sick 
in the 1980s, and later, with a disease that appeared 
similar among oubreaks.

We have reached a point where CDC explicitly 
defines CFS to exclude the very patients they were 
charged with helping.

If  the patient representatives on the CFSAC do 
not have “CFS” according to CDC’s restrictive pa-
rameters; if  the researchers on CFSAC do not study 
“CFS” according to CDC’s website; if  clinicians on 
CFSAC do not treat “CFS” as defined by CDC – pre-
cisely what is CFSAC supposed to do?

The issue is about to come to a head

CDC insists that XMRV is not “the cause” of  CFS. 
According to a reporter from the New York Times a 
month after the Science study had revealed the discov-
ery that 2/3 of  a sample of  CFS patients had tested 
positive for the new retrovirus:

“Among those expected to try to replicate the XMRV 
findings is the Centers for Disease Control and Preven-
tion. But Dr. William C. Reeves, who directs the agency’s 
research on the syndrome, has said that he does not 
expect to find the virus in blood samples from patients. 
He said that no other studies had ever proved a virus 
to be the cause, and that stress and a history of sexual 
and emotional abuse were more likely to play a role in 
many cases.”

True to his prediction, when Reeves did publish a 
study on XMRV, he did not find any of  the virus at all 
(despite consistent findings in earlier prostate cancer 
studies that 2-4% of  controls had the retrovirus).
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It now appears clear that if  the scientific commu-
nity accepts XMRV as the third known human ret-
rovirus, CDC will simply define CFS so that it is not 
related to XMRV – they will simply add XMRV to 
that paragraph that lists all of  the testing that is “inap-
propriate” for CFS. Thus Reeves will always be right 
when he declares XMRV to be unrelated to CFS - 
because CDC will redefine CFS such that XMRV by 
definition will be unrelated to it.

I was in the Science study and I was positive for 
XMRV. So I’m out of  the CFS club, it appears. But I 
was already kicked out by virtue of  testing positive for 
so many viruses and biomarkers. More to the point 
– if  CDC defines CFS in such a way that the very 
patients it was created to describe no longer fit the 
description, what is the point of  having a disease 
category	called	CFS	in	the	first	place?	What	is	the	
point of  a division of  CDC devoted to CFS stud-
ies? What is the point of  an advisory committee 
at DHHS to coordinate agency activities regard-
ing CFS? 

From the beginning, “chronic fatigue syndrome” 
was a disastrous name chosen to replace “Chronic 
Epstein-Barr Virus” back in 1988. It could not have 
been more dismissive if  it had been chosen by a fo-
cus group. “Chronic” as in “chronic complainer” and 
“chronic whiner;” “fatigue” as in “yeah, I’ve been 
tired lately myself;” and “syndrome” as in “syndrome 
of  the month.” In the first decade of  the name, come-
dians had a field day with it. As recently as this year, a 
popular comedy show in England mocked the name 
and the disease.

Researchers familiar with the disease known as 
Myalgic Encephalomyelitis (M.E.) in England and old 
Commonwealth nations, and Epidemic Neuromy-
esthenia in the U.S., expressed the opinion at the Hol-
mes meeting in 1988 that the disease was most likely 
M.E. (Epidemic Neuromyesthenia was no longer be-
ing diagnosed). But that information was not even in-
cluded in a footnote.

M.E. would not be linked to the mysterious illness 
of  the late 1980s as a possible biomedical explanation 
except in reverse. British psychiatrists eagerly grabbed 
the name “chronic fatigue syndrome” to portray M.E. 
as a psychogenic illness, “neurasthenia” (formerly 
known as “the vapors”). According to the British 
psychiatrists (Simon Wessely, Peter White, Michael 
Sharpe, Trudy Chalder, among others), patients with 
CFS had allowed themselves to become decondi-
tioned because of  “inappropriate illness beliefs.” A 
course of  “cognitive behaviour therapy” (CBT), to 
teach the patient she wasn’t really sick at all, followed 
by “graded exercise therapy” (GET), to get her back 

into shape and on the job, was all that was needed.
British psychiatrists used a definition that omitted 

the sickest patients, excluded anyone with a physically 
diagnosable condition, and included patients with 
depression and anxiety disorders. Nothing could be 
further from the Fukuda definition – yet even today, 
because they say it is “CFS,” the media and many med-
ical experts assume it is the same thing. 

For years CDC used the Fukuda definition. To-
day, however, they use what can only be called the 
“Reeves” definition, after William Reeves at CDC, 
who created a set of  questionnaires that he claimed 
“operationalize” Fukuda, but do nothing of  the sort. 
The questionnaires – explicitly modeled after those 
used by British psychiatrists – define a population that 
is not severely ill, and contains patients who suffer 
mainly from depression or anxiety disorders. In short, 
CDC has moved to join the British psychiatrists in 
portraying the disease as psychogenic in origin – CDC 
uses the term “stress” instead of  “neurasthenia” (be-
cause neurasthenia is not an accepted diagnosis by 
U.S. psychiatrists – it was omitted from DSM-IV, 
along with “hysteria,” because of  the strong gender 
bias associated with the diagnosis). As Reeves told the 
reporter, CDC expresses the view that “a history of  
sexual and emotional abuse were more likely to play a 
role [than viruses or biomarkers] in many cases.”

Cognitive Behavior Therapy and Graded Exercise 
Therapy (CBT/GET) are now prominently displayed 
on CDC’s website as treatment for the disease. For a 
patient such as myself, who had viruses and immune 
defects, CBT is not going to bring about a cure. And 
for those of  us who score abysmally low on the VO2 
MAX stress test, GET is downright dangerous. But 
we are supposed to have been weeded out. Who is 
left?

How convenient to have a moving target, the so-
cial construct “chronic fatigue syndrome,” so that as 
research reveals the biomedical roots of  the disease, 
CDC can maintain that it’s really caused by stress – 
having portrayed all the results of  biomedical research 
as either inappropriate or useless. What good are 
thousands of  refereed journal articles into biomedical 
causation (according to Harvard professor Anthony 
Komaroff) if  CDC redefines the disease each time to 
exclude the new discoveries?

What the future will bring

As CDC’s pattern (and Reeves’ confession) make 
clear, patients with XMRV are going to be defined 

Continued on page 28
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A study on children has found further evidence that 
ME, or Chronic Fatigue Syndrome, could be caused 
by a virus.

Scientists at the University of  Dundee study found 
abnormalities in the white blood cells of  children 
with ME/CFS, suggesting they had been fighting off  
infection.

ME (Myalgic Encephalomyelitis), also known as 
Chronic Fatigue Syndrome (CFS), causes debilitating 
tiredness.

About 150,000 people in the UK have ME/CFS, 
15,000 of  whom are children.

The condition is characterised by physical and 
mental exhaustion following normal activities. Symp-
toms can include muscle pain, sore throat, tender 
lymph nodes, multi-joint pain and headaches.

In the study, funded by ME Research UK and The 
Young ME Sufferers (Tymes) Trust, 25 children aged 
between seven and 14 with ME/CFS were assessed, 
along with 23 children of  a similar age in a control 
group.

The report, published in the Archives of  Paediatrics 
and Adolescent Medicine, said abnormalities were found 
in the blood of  all the children with ME/CFS.

The results were similar to those previously identi-
fied in adults with the condition.

Samples taken from youngsters with ME/CFS 
contained higher than normal levels of  free radicals 
- molecules that can damage cells, tissues and organs.

Virus debate

A much greater number of  neutrophils, the most 
common type of  white blood cells, were also found 
to be at the end of  their lifecycle.

The report said the high turnover of  neutrophils 
indicated the body’s need to fight infection.

There is a continuing debate among scientists over 
whether ME/CFS is caused by a virus.

Several studies in adults have found evidence of  a 
virus in people with the condition, but so far research 
has not proved conclusive.

Some doctors have said that the idea that different 
types of  chronic fatigue are all caused by a single virus 
is not plausible.

Professor Jill Belch, an expert in vascular medicine 
at Ninewells hospital in Dundee who led the latest 
research project, said: “What we’ve found are blood 

changes that suggest chronic inflammation.
“This is important because it’s showing an abnor-

mality that we might be able to devise a treatment for, 
but it’s also important because some people do sug-
gest that ME is a disease of  the mind and here we are 
showing that it is a disease of  the body.”

Dr Neil Abbot, of  ME Research UK, said it was 
“ fascinating to discover evidence of  a persistent or 
reactivating viral infection”.

“Although the cause of  ME is unknown, more 
than half  of  all patients say their illness started with 
an infection,” he said.

“The study undoubtedly adds greater scientific 
weight to the existence of  a condition which, sadly, 
many still fail to acknowledge in spite of  its severity.”

According to Tymes Trust, children with ME can 
be treated with “scepticism” by the healthcare system.

‘School refuser’

Jozef  Mackie, 14, from Fortrose, near Inverness, was 
a sporty child who loved skiing, until the symptoms 
of  ME began when he was nine years old.

His mother, Donna, said: “He was the boy whose 
battery wasn’t working very well. He had to take more 
and more time off  school.

“The other children were able to run around and 
do things after school and Jozef  had to come home 
and lie on the settee.”

For two years Jozef  was labelled a “school refuser” 
and told it was “all in his head”.

He was finally diagnosed with ME when he was 
11.

“I haven’t been treated very well,” said Jozef. “I 
haven’t been believed. They just think I’m putting it 
on.

“It’s sore to get in and out of  the car and I can’t 
walk long distances.”

Jane Colby, from Tymes Trust, added: “The medi-
cal profession must now take the consequences of  
ME in children seriously, and research into prevention 
and treatment must be given a high priority.” 1

 
From BBC Tayside & Central (http://www.bbc.co.uk/
news/uk-scotland-tayside-central-11204884)

Study shows ME/CFS ‘virus link’ found in children
By Eleanor Bradford, BBC Scotland Health Correspondent.



TA
LK

IN
G

 PO
IN

T – 2
0
1
0
 ISSU

E 4
 (O

ctober-N
ovem

ber-D
ecem

ber)
The O

fficial Journal of M
E/C

FS A
ustralia (SA

) Inc.

Page 26 Article: Optimism, Hope & Control – Attitudes & Heath

Can your attitude affect your health? If  so, can a 
change in attitude help you to feel better?

Over the last two decades, many studies have sug-
gested that a connection between health and a posi-
tive attitude, as indicated by an optimistic and hopeful 
outlook. One famous research project found that op-
timism among college students predicted their health 
35 years later. A group of  Harvard undergraduates 
were studied first during World War II and then fol-
lowed through their adult lives. One of  the question-
naires they completed while young measured their 
optimism. Researchers investigating the relation be-
tween their earlier attitudes and their health several 
decades later found that the optimistic students had 
better health in middle age than 
those who had been pessimistic 
as students.

Explanatory Style

The researchers in this and 
some other studies of  attitude 
and health measured optimism 
using a concept called explana-
tory style, which means the way 
a person interprets negative 
events. We all experience disap-
pointments, but two people may interpret the same 
negative event in very different ways and their differ-
ent interpretations can affect their outlook and be-
havior.

To understand explanatory style, imagine that 
two CFS or fibromyalgia patients go for a walk and 
both return with higher symptoms. One says: “An-
other setback! I’ll never get any better.” This person 
has a pessimistic way of  interpreting her experience. 
She sees specific events as examples of  permanent, 
far-reaching negative forces. The thought “I’ll never 
get any better” tends to lead to frustration, depres-
sion and despair. The mood of  despair is associated 
with a feeling of  helplessness, the sense of  not having 
control and a belief  that effort will not be effective.

The second patient responds to her increase in 
symptoms by saying: “I walked too far today. Next 
time, I’ll try walking less.” She has a more optimistic 
way of  seeing her experience. She sees an event as 
something specific, limited and temporary. She has a 
more hopeful explanatory style. It suggests she can 

learn from experience, that tomorrow need not be the 
same as today. Note that optimism does not mean de-
nial; the second person does not ignore the fact that 
she felt worse after exercising. But she frames her ex-
perience in a way that motivates her to try something 
different rather than to give up.

Other studies have also shown a link between ex-
planatory style and physical health. Research at the 
University of  Pennsylvania found that optimistic sub-
jects had higher measures of  immune system activ-
ity. This suggested that their bodies were better able 
to ward off  disease. Another study from the same 
university found that optimism was one of  the fac-
tors predicting longer survival time in women with 

recurrent breast cancer. A study 
of  men who had experienced 
heart attacks documented a 
longer survival time for those 
having an optimistic explanatory 
style. Other studies have found 
a relationship between a posi-
tive outlook and health among 
college students. One study, for 
example, found that those with a 
high optimism score made only 
one-third as many visits to the 

student health center as those 
with low scores.

Can Optimism Be Learned?

Several decades ago, psychologists showed that pes-
simism can be learned. In a series of  experiments, the 
scientists first gave dogs mild shocks that they were 
not able to avoid. When later the dogs were placed in 
a pen with a low wall and shocked again, the animals 
passively endured the shock rather than jumping to 
safety. The psychologists concluded that the dogs had 
learned from the first situation that there was nothing 
they could do to avoid pain and this belief  carried 
over into a situation in which control was possible. 
They coined the term learned helplessness to refer 
to lasting effects of  experiencing a situation in which 
control is not possible.

Having a chronic illness can induce feelings of  
helplessness similar to those experienced by the dogs. 
It can be difficult to feel in control when struck unex-
pectedly by a serious and debilitating illness. But fur-

Optimism, Hope & Control: Attitudes & Health
By Bruce Campbell.
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ther work in psychology offers hope. Just as feelings 
of  pessimism and helplessness can be learned in re-
sponse to experience, so can optimism. In fact, Mar-
tin Seligman, a psychologist involved in developing 
the idea of  learned helplessness, has written a book 
called Learned Optimism to explain how to change 
your thinking in a more positive direction.

Seligman’s ideas are part of  a popular and widely-
proven method for changing explanatory style called 
cognitive therapy. This approach is based on the idea 
that many people hold unrealistically pessimistic 
thoughts about themselves and that their ideas about 
themselves can be changed to be more accurate and 
hopeful. Cognitive therapy is often taught through 
therapy lasting several months. It is also possible to 
learn its principles through reading and applying the 
ideas in books such as Seligman’s Learned Optimism, 
Feeling Good by David Burns or Mind Over Mood by 
Dennis Greenberger and Christine Padesky.

The process is often divided 
into three steps. In the first step, 
you learn to recognize the things 
you tell yourself  when you ex-
perience negative or upsetting 
events. For example, if  you ex-
perience a relapse, you might 
say something like “I’ll never 
get any better. This is hopeless.” 
This self-talk is called automatic 
thinking because it is a habitual 
way of  responding to experi-
ence. Often we are more harsh 
and judgmental with ourselves in our inner dialogue 
than we would be with others.

Once you have identified negative thoughts, you 
examine them to see how realistic they are. In evaluat-
ing your thoughts, you ask yourself  to what extent the 
thoughts are valid. The idea is to suspend temporar-
ily your belief  that the thoughts are true, and instead 
look for both evidence that supports and evidence 
that refutes the thoughts. Writing down the evidence 
you find helps you gain distance from your thoughts 
and makes them less self-evident

Third, you train yourself  to have more realis-
tic thoughts about your experience. Often the new 
thought you formulate will be more positive than the 
automatic thought you started with, but it is not mere-
ly the substitution of  a positive for a negative thought. 
Rather, the new thought integrates all evidence both 
positive and negative in a realistic, balanced way. It 
should reduce your stress by helping you feel better, 
less anxious and sad. And, at the same time, it should 
help you to deal more effectively with your illness.

Explaining the Link

So, there is a well-established connection between at-
titude and health. And there is evidence that attitude 
can be changed through approaches such as cogni-
tive therapy. What explains the link between a positive 
outlook and health? What mechanisms could produce 
a positive health effect given an optimistic attitude?

Stress and the Immune System

Several factors have been identified. One was men-
tioned earlier: immune system activity. Studies with 
both animals and humans suggest that pessimism and 
a sense of  helplessness may affect the functioning 
of  the immune system. A possible linkage is stress, 
the hypothesis being that stress lowers the body’s 
defenses and thus may lead to illness. Many studies 
have indicated that animals and people under stress 

have their “fight or flight” reac-
tion stuck in the “on” position 
and that this may gradually wear 
down the immune system.

Stress management offers 
one way to break the negative 
link between stress and immune 
function. You might think of  a 
combination of  stress reduction 
and stress avoidance. It’s com-
mon for people in our classes 
to report that they use several 

forms of  stress reduction, such 
as deep breathing, meditation, relaxation tapes and 
massage, in combination with stress avoidance strat-
egies such as having a regular routine and avoiding 
stressful situations.

Control

Another factor that may contribute to the link be-
tween attitude and health is a sense of  control. Many 
studies have shown a connection between a person’s 
sense of  control and health. Among the most famous 
are studies of  control among nursing home patients. 
Researchers gave half  of  residents some control over 
their lives by giving them plants to take care of  and 
some choice over things like what movie to watch. 
The other residents were not offered these options. 
The residents offered greater control were found to 
be happier and, surprisingly, lived longer. After a year 
and a half, only 15 percent had died in comparison to 

Continued on page 28
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30 percent of  the control group.
Researchers at Stanford found similar, though less 

dramatic, results in a study of  arthritis patients who 
took a six-week self-help course. Patients taking the 
class significantly reduced their pain and depression, 
and increased their activity level. Those who benefited 
the most were those who believed in their ability to 
exercise some control over their illness. These people 
did not deny they were sick or hold unrealistic hopes 
for recovery, but they had confidence that they could 
find things to make their lives better.

How can you increase your sense of  control? Us-
ing self-help strategies such as pacing, problem solv-
ing and target setting can help. Pacing, knowing and 
honoring the limits imposed by illness, offers a way 
to replace the roller coaster of  push and crash with 
predictability. Problem solving and setting realistic 
short-term goals replaces anxiety with a sense of  ac-
complishment.

Healthy Activities

Probably the best documented link between attitude 
and improved health is through behavior. People who 
are upbeat and hopeful are more likely to engage in 
effective actions that will help. This is sometimes re-
ferred to as the “grandmother factor”: doing more 
of  the things that your grandmother would advise, 
like eating well, getting adequate rest and staying con-
nected with family and friends.

Support

The last potential link between attitude and health is 
support. People with long-term illness are often iso-
lated and there have been many studies linking social 
isolation to poor health and early death. The relation-
ship between isolation and death are as strong as the 
relationships between smoking and death, and choles-
terol and death.

Quality as well as quantity of  relationships is im-
portant. The limits created by illness often force pa-
tients to choose which relationships to pursue; some 
may be dropped and others kept because they are 
necessary. Many students have told us that they par-
ticularly value relationships in which they feel under-
stood, respected and inspired.

Concluding Thoughts

While I have tried to show that there is a connection 
between attitude and health, I don’t mean to suggest 
that CFIDS and fibromyalgia patients should feel re-
sponsible for making themselves sick. Usually, we ei-
ther don’t know what causes people to become sick 
with these illnesses or they result from a trauma over 
which a person may have little control. Rather, I in-
tended to suggest that you can make the link between 
attitude and health work in your favor from here for-
ward if  you are mindful of  your explanatory style and 
if  you utilize strategies such as pacing, stress manage-
ment and problem solving that promote better health. 
 1

Reprinted from The CFIDS & Fibromyalgia Self-Help 
Program (http://www.cfidsselfhelp.org/).

Continued from page 27

out of  the CFS population. Will they have their own 
division at CDC? Will they have their own advisory 
committee at DHHS?

As researchers begin to study patients with XMRV 
formerly diagnosed with CFS, they will discover the 
patterns that CDC has heretofore hidden from public 
view – patients such as myself, with multiple immune 
defects, opportunistic viruses, and the resulting dam-
age to the central nervous system, the brain, and mul-
tiple systems of  the body.

What about those who do not test positive for 

XMRV? Will they be left behind, defined as having 
psychogenic CFS?

Or will the medical community come to its senses 
and realize that the real disease is in the patterns? 
Will they finally understand that the subsets of  this 
disease were diagnosable with biomedical markers a 
long time ago?

If  we do not have chronic fatigue syndrome, what 
do we have? 1

Reprinted from the Slightly Alive blog (http://slight-
lyalive.blogspot.com/2010/08/what-do-we-have-if-
we-do-not-have-cfs.html).

Continued from page 24
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Nicola Reiss [pictured] woke up one Boxing Day feel-
ing extremely unwell. She had pain all over, her ribs 
ached and she was running a fever.

“It was as though I was involved in a boxing 
match,” she recalled.

The doctors thought the 51-year-old woman had 
malaria. She was lucky to be a foreigner in Rwanda as, 
according to her, foreign patients are treated seriously 
there.

However, endless tests would prove that Ms Reiss, 
who now lives in Malta, did not have malaria. Two 
years of  fatigue and pain later, one brave Maltese doc-
tor told Ms Reiss she had Myalgic Encephalomyeltis 
(ME).

The problem with this condition, also known as 
chronic fatigue syndrome or post-viral fatigue syn-
drome, is the controversy surrounding it. There is no 
test to diagnose the syndrome and diagnosis is only 
made when a certain set of  symp-
toms are displayed. These can vary 
in type and severity.

While, on one hand, doctors 
seem reluctant to diagnose this 
condition because the science 
around it is not as yet concrete, 
patients feel misunderstood and 
unaccepted.

Although local figures on the 
number of  people affected by 
ME are currently unavailable, some 
250,000 people are said to suffer from the condition 
in the UK alone.

Beatrice Gatt, spokesman for the ME support 
group Malta, said the hospital should have an inter-
disciplinary outpatient clinic and an outreach pro-
gramme for better medical understanding. The sup-
port group also called for government recognition for 
disability benefits.

Patients who spoke to The Sunday Times have 
voiced frustration that many doctors do not bridge 
the condition to the symptoms they complain about.

“Doctors don’t make a distinction between ME 
and people who are tired for other reasons,” Ms Reiss 
said.

Another patient, who preferred to remain anony-
mous, said: “When I suggest my hoarse voice may be 
caused by ME, they just shrug it off.”

This is not the first time the medical world strug-

gled to accept a condition that science had not yet 
proven. At the beginning of  the 20th century, the now 
renowned asthma was seen as a psychosomatic dis-
ease – one that is mainly influenced by the mind.

Treatment involved psychoanalysis as its prima-
ry component. A child’s wheeze was seen as a sup-
pressed cry for his mother.

Psychoanalysts thought that patients with asthma 
should be treated for depression. This theory was 
eventually refuted and asthma became known as the 
inflammatory condition it is treated as today.

Although the cause of  ME is not yet known, there 
are various theories – but none is proved. A popular 
theory is that a viral infection may trigger the condi-
tion.

The latest scientific breakthrough linked a second 
type of  mouse virus to ME.

Although the findings do not prove the virus 
causes ME, the scientists found evi-
dence of  murine leukemia virus in 
86 per cent of  ME patients they 
tested, but in fewer than seven per 
cent of  healthy blood donors.

This has also raised questions 
about the safety of  blood dona-
tions from ME sufferers, as in-
ternational talks of  banning do-
nations from ME sufferers are 
underway as an interim measure.

ME has been classified as a nerv-
ous system disorder by WHO, and although the term 
“encephalitis” suggests inflammation in the brain or 
spinal cord, there is no evidence to support this.

It is characterised by chronic fatigue, associated 
with other variable symptoms which include wide-
spread muscle and joint pain, sleeping difficulties and 
depression.

The severity ranges from one sufferer to another, 
and while some people may live a relatively normal 
life, others like Ms Reiss are unable to work due to the 
severity of  their symptoms.

Although the controversy exists, people tend to 
agree on one thing: patients are hurting. As one doc-
tor who spoke to The Sunday Times put it, “We can-
not endorse what we cannot see. What we know for 
sure is that they are suffering.” 1

From the Times of Malta.com.

When doctors cannot diagnose disorders
By Nikki Abela Mercieca.



TA
LK

IN
G

 PO
IN

T – 2
0
1
0
 ISSU

E 4
 (O

ctober-N
ovem

ber-D
ecem

ber)
The O

fficial Journal of M
E/C

FS A
ustralia (SA

) Inc.

Page 30 Miscellaneous: Information about ME/CFS

What is ME/CFS?
Myalgic Encephalopathy/Chronic Fatigue Syndrome 
(ME/CFS) is characterised by severe, disabling fatigue 
and post-exertional malaise. Fatigue is just one symptom 
– there are a multitude of  others. ME/CFS is a not un-
common medical disorder that causes significant ill health 
and disability in sufferers.

Myalgic Encephalopathy/Chronic Fatigue Syndrome 
(ME/CFS) is also known by other names such as Post 
Viral Fatigue Syndrome, Chronic Fatigue and Immune 
Dysfunction Syndrome (CFIDS) and Myalgic Encepha-
lomyelitis.

It is now officially recognised by the World Health 
Organization International Classification of  Diseases and 
by recent international and Australian guidelines on ME/
CFS.

Prevalence
ME/CFS affects all social and ethnic groups. There is a 
predominance of  females (2 to 1) and a bimodal distribu-
tion with peaks between 15-20 year olds and 33-45 year 
olds. The prevalence of  ME/CFS varies between 0.2% 
and 0.5% of  the total population. In South Australia this 
translates to between 3,000 and 7,000 cases at any one 
time who have ME/CFS, or who have suffered from 
ME/CFS in the past and have substantially recovered.

Main characteristics of ME/CFS
Disabling fatigue for at least 6 months, along with cardinal 
symptoms such as:
• muscle aches and pain;
• unrefreshing sleep or altered sleep patterns;
• neuro-cognitive dysfunction (e.g. poor concentration 

and memory);
• gastro-intestinal symptoms (e.g. irritable bowel);
• orthostatic intolerance (e.g. low blood pressure); 
• and unusual headaches.

A hallmark of  the condition is that symptoms are usu-
ally worsened with minimal physical and mental exertion.

Definition
The Canadian Expert Consensus Panel published the 
first diagnostic ME/CFS criteria for clinical use in 2003. 
In contrast to earlier sets of  criteria, this new definition 
made it compulsory that to be diagnosed with ME/CFS, 
a patient must become symptomatically ill after minimal 
exertion. It also clarified other neurological, neuro-cogni-
tive, neuroendocrine, autonomic, and immune manifesta-
tions of  the condition. The Canadian Consensus criteria 
are wholly supported by ME/CFS SA and by the National 
Board of  ME/CFS Australia. Copies are available from 
the ME/CFS SA website.

Diagnosing ME/CFS
Note that there are many other conditions which may 
need exclusion by your doctor before a diagnosis of  
ME/CFS may be made. These include: Hypothyroidism; 
Hyperthyroidism; Diabetes Mellitus; Addison’s Disease ; 
and Multiple Sclerosis, just to name a few.

ME/CFS may also co-exist with or mimic symptoms 
associated with: fibromyalgia; multiple chemical sensitiv-
ity; Irritable Bowel Syndrome; depression; anxiety disor-
ders; and somatoform disorders.

This can make the diagnosis of  ME/CFS and any co-
existing conditions difficult.

How is ME/CFS treated?
All treatment should be patient-centred and involve sup-
portive counselling, lifestyle management and the setting 
of  realistic goals. There is no known cure for ME/CFS. 
Management is geared at improving functionality and 
symptom control through an effective therapeutic alliance 
between the patient and their GP. 

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, gastroin-
testinal difficulties, allergies and depression are some of  
the symptoms which may be relieved through the use of  
medications and other interventions. 

Lifestyle changes including appropriate rest, reduced 
stress, dietary measures/restrictions and nutritional sup-
plementation may be of  benefit. Supportive therapy, such 
as counselling, can help to identify and develop effective 
coping strategies. 

There is still a great deal of  controversy surrounding 
the issue of  whether people with ME/CFS should under-
take intentional exercise. Most ME/CFS patient groups 
recommend that sufferers pace themselves by starting 
with gentle exercises and slowly increasing levels of  exer-
cise without causing a significant relapse of  symptoms. It 
is important to maintain physical fitness if  possible, but 
we recognise that exercise is not always the best possible 
use of  sufferers’ limited energy reserves.

Prognosis
The prognosis for ME/CFS patients is variable. Most will 
generally improve in functionality to some degree over 
time, usually 3 to 5 years. However, symptoms may fluc-
tuate or relapses may occur from time to time. Early in-
tervention and positive diagnosis often result in a better 
prognosis. However, a significant proportion of  patients 
will remain quite debilitated for longer periods of  time. 1

Information about ME/CFS
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Miscellaneous: Support groups and contact numbers

Contact numbers

Auburn Kay Hoskin 8849 2143
Barossa Valley Dennis 8563 2976
Mt. Gambier Di Lock 8725 8398 or

0438 358 398
(mobile)

Port Lincoln Jade and Pauline 8683 1090
Port Pirie Marj 8633 0867
Victor Harbor Andrea and Mark 8552 9857
Yorke Peninsula
(northern) David 8862 1668
Yunta Gloria 8650 5938

Miscellaneous Support Contacts
North Eastern Pat 8264 9328
SAYME Emma 8381 4417
SAYME Parents Marg 8381 4417

Country Support Contacts

Disclaimer

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:

•	 8346 3237; or
•	 1300 128 339 (for SA country callers).

Support groups

Clare Valley ME/CFS Support Group
Venue: 20 Beare St, Clare.
Contact: David Shepherd.
Phone: 8862 1665.
Email: dcshepherd@dodo.com.au.

Northern Yorke Peninsula CFS Support 
Group
Venue: Community Health Centre Wallaroo.
Phone: David on 8862 1665.

Riverland CFS Support Group
Venue: Riverland Community Health Resource Centre

9-11 Seekamp St, Berri.
Phone: Raelene or Simon on 0449 120 715.
Email: riverlandcfssupport@gmail.com.

Changes

In order to keep us up to date, please send 
any alterations, additions or deletions to the 
Editor:

•	 Mail: GPO Box 383, Adelaide 5001.
•	 Email: pmrscott@tpg.com.au.
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