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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 practitioner before 
commencing any new treatments.

Notice to Vendors

ME/CFS Australia (SA) Inc does not permit direct mar-
keting of products to our members. This includes dis-
tributing promotional literature, providing demonstra-
tions 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:

• PO Box 28, Hindmarsh 5007
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.

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; and

• provide information and support for people with ME/CFS 

and their families.

Contact Details
Office address: 266 Port Rd., Hindmarsh, South Australia 5007

Postal address: ME/CFS Australia (SA) Inc

 PO Box 28

 Hindmarsh

 South Australia 5007

Phone: 1300 128 339

Office hours: Wednesdays, 10am to 3pm

Email: sacfs@sacfs.asn.au

Website: www.sacfs.asn.au

Note: It is our policy to ignore anonymous correspondence.

Management Committee 2013
The Society is directly administered by a voluntary committee elected 

at the Annual General Meeting each November.

• President: James Hackett

• Vice-President: Emma Wing

• Secretary: Peter Mitchell

• Treasurer: Lyn Bird

• Membership/Seminar officer: Jenni Gay

• Management Committee: Spen Langman; Renae Leverenz

Membership (by donation)

We are now offering membership on an individual basis, i.e., people 

pay what they can afford.

We have reduced our membership fee to $5 – plus a donation if  

you can afford it – for everyone.

It costs the society about $80 per year, per member, to operate. We 

used to ask $38 for an adult membership and $25 for concession. If  

you can donate more to help subsidise those less well-off, we would 

all really appreciate it.

Membership is renewed on July 1st every year. If  you are unsure 

about your current or past membership status, please contact mem-

bership officer Jenni Gay at sacfs@sacfs.asn.au.

Online Payments
We are now able to receive payments over the Internet, via  

www.givenow.com.au/sacfs. New members will still need to send 

us their membership form details, but can do that electronically (via 

email). Existing members just need to advise us of  changes. Alterna-

tively, you can still post your information and payment to us.

Donations
Donations are an important source of  income for the Society and are 

welcome at all times. All donations of  $2.00 or over are tax-deductible 

and a receipt will be issued.

Talking Point
Talking Point is the official journal of  ME/CFS Australia (SA) Inc It 

is published quarterly, and is financed primarily by members’ fees and 

donations.

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
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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 submitted 
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 © 2013 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 28, Hindmarsh, South Australia 5007 and website address www.sacfs.asn.au.
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Page 4 Society Matters: Society seminars for 2013

Society seminars for 2013

Saturday 2 February 2013
1 - 3pm
Speaker: Dee Campbell
Dee Campbell is author of  the book, Fibromyalgia Well-
Being. (See page 6.)

Saturday 23 March 2013
1 - 3pm
Speaker: Belle McCaleb
Belle is a very well respected Adelaide naturopath.  
(www.mccalebhealth.com.au)

Saturday 25 May 2013 (cancelled)

Saturday 27 July 2013
1 - 3pm
Speaker: Dr Bruce Wauchope (Bedford Park Medical Centre)
Dr. Wauchope is a GP who has been working with CFS 
patients for many years.

Saturday 31 August 2013
1 - 3pm
Speaker: Kaye Kenefick
Kaye runs “Aqua for Arthritis” classes in Salisbury, and 
has experience with Fibromyalgia.

Saturday 23 November 2013
1:30pm
Annual General Meeting
Speaker: Dr. Sinclair Bode
Dr. Bode says:
“I am an Adelaide University Graduate, having com-
pleted my degree in the mid-1980s. I have an interest 
in nutritional and environmental medicine and have a 
fellowship with the Australasian College of  Nutritional 
and Environmental Medicine.

I have, for many years, focused on trying to help 
people overcome chronic diseases. I work in a general 
medical practice with other doctors and allied health 
providers, but I have a specialist practice within this that 
focuses on complex health problems including autism, 
cancer, autoimmune disorders and Chronic Fatigue Syn-
drome. It is a real challenge and demands multidimen-
sional thinking.

My approach to CFS is to think about the complexity 
of  metabolic issues that feed into creating fatigue. This 
isn’t just limited to iron, B12 / folate, and thyroid but to 
think about chronic infection, mitochondrial function, 
gut and liver health, also the effects of  environmental 
and nutritional factors.”

Location
All seminars a held at Sophia House, Cabra Domincan 
College, 225 Cross Road Cumberland Park.

How to get there 
Sophia House is at the western end of  Cabra Dominican 
College (i.e. the seaside end, not the hills end). It’s ten 
minutes from the city centre by car or bus. Turn west 
(towards the sea, not the hills) from Goodwood Road. 
The carpark entrance is off  Cross Road at the small 
Sophia House sign on a brick gate post. There’s a walk 
from the carpark to Sophia House of  about 50 metres 
but you can also be dropped off  at the door as some 
people are. Sophia House is a particularly comfortable 
venue with chairs, a couple of  sofas and a decent carpet 
if  you are better lying on the floor. Bring whatever you 
need to be comfortable.

Reminders
Many people with ME/CFS are extremely chemically 
sensitive, so we ask attendees to refrain from wearing 
aftershaves, perfumes etc, and please refrain from smok-
ing at our meetings. We will make every effort to clear 
the venue of  fragrances and chemicals. There have been 
MCS issues there in the past and we have been in contact 
with Sofia’s management to find ways to minimise or 
remove any potential issues for future meetings. We will 
continue to make every effort we can to minimise these 
problems at our meetings. 1
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Dear friends,

We have been reviewing our membership system, and 
would like to let you know of  some significant changes 
we are trialling. Some of  these elements have been in 
place for some time, and we are grateful to everyone 
who has been able to contribute more, to help other 
members who have financial difficulties.

We have been working to address the following im-
portant factors:

Everyone affected by ME/CFS in SA 
should be able to become a member
This includes people who can’t afford a membership 
fee. Many sufferers are under financial difficulty, and we 
don’t think that should stop them from joining. For us 
to best support sufferers (particularly when dealing with 
government issues), we need the greatest number pos-
sible of  the state’s sufferers registered.

Membership for a ‘donation’
 We are now offering membership on individual basis, 
i.e., people pay what they can afford. We have reduced 
our membership fee to $5 – plus a donation if  you can 
afford it – for everyone.

It costs the society about $80 per year, per member, 
to operate. We used to ask $38 for an adult membership 
and $25 for concession. If  you can donate more to help 
subsidise those less well-off, we would all really appreci-
ate it.

Improving the society’s financial posi-
tion
Our society is still composed of  a small group of  dedi-
cated volunteers. We are not a financially strong society, 
and we put everything back into supporting members. 
Until 2008, our society was kept afloat by “The Nice 
Lady” (Miss Joy Miller) who donated $12,000 per an-
num. Sadly, this fantastic support finished when she 
passed away.

Now we are looking for new ways to keep us going. 
Perhaps one of  you knows another “nice person”? We 
are planning to discuss options for government funding, 
which we don’t currently benefit from. As well as re-
search into of  fundraising and sponsorship options (we 
could really use help from new volunteers for this), we 
are hoping that this new membership trial might help.

Online payments
We are now able to receive payments over the Internet, 
via www.givenow.com.au/sacfs. New members will still 
need to send us their membership form details, but can 
do that electronically (via email). Existing members just 
need to advise us of  changes. Alternatively, you can still 
post your information and payment to us.

New Membership Officer
We are grateful to Vice-President, Emma Wing, who has 
done a great job, cheerfully filling in this role for Loren-
zo Pizza who had held the position for many years. We 
are now very lucky to have Jenni Gay move into the role. 
Many of  you will know Jenni as our eBulletin co-writer 
(along with Peter Mitchell). Looking after the member-
ship is an important job, and it’s a relief  to have Jenni 
take it over.

Membership is renewed on July 1st, every year. If  
you are unsure about your current or past membership 
status, please contact Jenni at sacfs@sacfs.asn.au. We are 
very grateful to all of  you who have already been able to 
renew your membership this year. 1

James Hackett
President, ME/CFS Australia (SA) Inc

New membership trial

By James Hackett, President of ME/CFS Australia (SA) Inc

Society Matters: New membership trial
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ME/CFS Australia (SA) Inc is pleased to support a new 
research program that will be facilitated by our highly 
regarded local specialist, Dr Richard Kwiatek.

From Dr Kwiatek:

“On 2 December 2013, the official opening of  
Griffith University’s National Centre for Neuro-
immunology and Emerging Diseases (NCNED) 
signalled a major positive turning point for re-
search and eventually treatment of  ME/CFS in 
Australia.

The establishment of  the online NCNED 
Australian Registry for CFS/ME heralds the start 
of  an exciting nationwide co-ordinated research 
program investigating this debilitating disease.

As mentioned by Professor Sonya Marshall-
Gradisnik on RN Breakfast on December 3, the 
NCNED is establishing links in Adelaide, and I 
have been approached to facilitate this process.

The NCNED’s current research direction is 
one of  trying to validate (prove that) the immune 
abnormalities the Centre has found in ME/CFS 
as being (are) unique to the syndrome.

The NCNED is specifically seeking healthy 
controls, male or female, who are 18 to 70 years 
old, who are NOT biologically related to ME/
CFS sufferers (that is, spouses, partners, or 
friends), who do not smoke, and who do not 
have any history of  autoimmune disease (includ-
ing thyroid disease or pernicious anaemia/B12 
deficiency).

Blood collections by a professional phleboto-
mist will occur on Fridays between 7:00 and 9:00 
am (to facilitate timely air transport to the Grif-
fith University in Queensland) at 37 Barton Ter-
race East, North Adelaide. In December 2013, 
collection days have been arranged for the 13th 
and 20th, and in 2014 collection dates will be 
January 17, 24, and 31 (all Fridays).

Interested participants should ring 8267 1767 
to arrange a time.

Unfortunately, no payment can be given, but 
volunteers can be assured that they have selflessly 
contributed to a very worthy national research 
programme, which is constructively investigating 
an important Australian public health challenge.”
 1

Dr Richard Kwiatek facilitates more, important 
research: Can you help?

Society matters: Dr Richard Kwiatek facilitates more, important research – Can you help?
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Society matters: Office closed over the Christmas holidays

The Society’s office will be closed over the Christmas 
holidays.

It will be closed on Wednesday 18 December 2013 
and open on Wednesday 22 January 2014.

Thanks once again to our hardy band of  volunteers 
who keep the office staffed. This year we have really ap-
preciated having John Leverenz in place. John brings a 
multitude of  skills from the workforce, along with lots 
of  energy and ideas.

We also have this year had the benefit of  Melanie 
Smith in a number of  roles, including handling our 
email correspondence – a vital task these days.

Emma Wing and Lynda Brett added to their years 
of  outstanding service to members, and Jenni Gay came 
into the role of  Membership Officer later in the year.

Thanks, one and all. 1

Office closed over the Christmas holidays

“Many hands make light work.”
However…
“Too many cooks spoil the broth.”

“Look before you leap.”
But…
“He who hesitates is lost.”

“Clothes maketh the man.”
Nevertheless…
“Don’t judge a book by its cover.”

“Don’t put all your eggs in one basket.”
Or…
“In for a penny, in for a pound.”

“Nothing ventured, nothing gained.”
Although…
“Better safe than sorry.”

“Actions speak louder than words.“
Yet…
“The pen is mightier than the sword.”

As they say...

Why is it that for every saying, there seems to be another saying stating the exact opposite?
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A high-tech suit that fires mild electric currents into the 
body could banish severe muscle pain.

The all-in-one, tight-fitting suit is packed with 58 
electrodes that emit a gentle current.

As the current passes through the skin, it prompts 
muscles to relax, easing painful spasms that can strike 
out of  the blue in conditions 
such as stroke, multiple sclero-
sis and cerebral palsy as a result 
of  nerve damage to the muscles 
(250,000 people in Britain are af-
fected by these conditions).

It’s also hoped that the suit 
could eventually help thousands 
more with chronic conditions 
such as fibromyalgia, which 
causes muscle pain.

Current treatments for pain-
ful spasms – spasticity – include 
physio-therapy, to stretch and 
strengthen the muscles, or pow-
erful muscle-relaxant drugs to 
stop the body seizing up.

Although drug treatments can be ef-
fective, some work for only a few hours 
at a time and others, such as diazepam, 
can be addictive.

Some patients respond well to other 
techniques, such as transcutaneous elec-
trical nerve stimulation, or TENS. This 
is where electrodes are placed on the 
skin over the affected area and a gentle 
current passed through the muscles to 
stop pain signals reaching the brain. But 
this can target only one small area at a 
time.

The suit – called Mollii – can work 
on all major muscle groups simulta-
neously. Made from the same mate-
rial used in swimwear, it is powered by a battery that is 
connected to electrodes covering the neck, arms, trunk, 
thighs and calves.

Once the patient has put the suit on, they press a but-
ton that sends a mild electric current through ultra-thin 
wiring sewn into the fabric to the electrodes, which are 

pressed tightly against the skin.
The mild current appears to work by reducing mus-

cle tone, or tightness, in muscle groups prone to agonis-
ing spasms.

The idea is that the patient wears the suit at home 
during everyday activities such as cleaning, cooking or 

relaxing in front of  the TV.
The suit was tested at the 

Karolinska Institute in Stock-
holm on 117 patients with 
spasticity. Wearing the suit 
three to four times a week (for 
90 minutes a time) reduced 
muscle spasms by 60 per cent 
and improved movement and 
flexibility by a similar amount.

A quarter of  those studied 
were even able to stop using 
wheelchairs or walking aids af-
ter using the suit.

However, these findings 
come from research carried 

out by Inerventions, the Swedish firm 
that has developed the suit, and have 
not yet been published in a medical 
journal.

The suit, which costs around 
£5,000 [AUS $9,300], has been 
cleared for use as a medical device in 
the European Union. It has yet to be 
launched in Britain.

Commenting on the device, Ed 
Holloway, head of  care and servic-
es research at the MS Society, said: 
‘Many people with MS experience 
pain and spasticity and though there 
is a range of  treatment options, these 
can often be difficult symptoms  to 
manage.

‘This is an interesting study, but it involved only a 
small number of  people. It is far too early to tell if  this 
is an effective treatment.’ 1

Reprinted from the Daily Mail (http://tinyurl.com/
pcrq97a).

The electric ‘onesie’ that promises to beat the 
aches and pains dogging your health

By Pat Hagan, Daily Mail.

Medical pages: The electric ‘onesie’ that promises to beat the aches and pains dogging your health
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Brain scans reveal that people with Fibromyalgia are not 
as able to prepare for pain as healthy people, and they 
are less likely to respond to the promise of  pain relief.

This altered brain processing could explain why peo-
ple with the mysterious chronic ailment feel pain more 
intensely and don’t respond as well to narcotic painkill-
ers, the researchers said. Their findings are published in 
the Nov. 5 issue of  the journal Arthritis & Rheumatism.

People without Fibromyalgia can mentally alleviate 
some types of  pain that people experience, explained 
Dr. Lynn Webster, president of  the American Acade-
my of  Pain Medicine. “For people with Fibromyalgia, 
that capability seems to be dampened if  not eliminat-
ed,” Webster said. “They may not be able to respond 
the same way to medications or our intrinsic [natural] 
mechanisms for dealing with pain.”

No one knows what causes Fibromyalgia, which in-
volves widespread joint and muscle pain. The disorder 
affects 3.4 percent of  women and 0.5 percent of  men in 
the United States, according to the study. Older women 
are most likely to suffer from Fibromyalgia, which af-
fects more than 7 percent of  women aged 60 to 79.

Researchers conducted this study using 31 patients 
with Fibromyalgia and 14 healthy people.

The study authors used an MRI to scan each partici-
pant’s brain as a blood pressure cuff  painfully squeezed 
the patient’s calf, said study author Dr. Marco Loggia, 
from Massachusetts General Hospital and Harvard 
Medical School in Boston. Doctors tailored the pressure 
provided by the cuff  so that everyone with or without 
Fibromyalgia would rate their pain between 40 to 50 on 
a scale of  100.

“It gives a very deep, muscular type of  pain,” Loggia 
said. “It’s closer to the clinical pain that a patient with 
Fibromyalgia experiences.”

Patients also received a visual cue that told them 
when the cuff  would begin squeezing their calf  and 
when the cuff  would release its grip, allowing research-
ers to see how the brain would respond to anticipation 
of  both pain and relief.

As expected, the people with Fibromyalgia needed 
much less pressure to reach the same pain rating as a 
healthy person, Loggia said.

But the doctors also noticed key differences in the 
way certain parts of  their brain dealt with pain before, 

during and after.
One brain region that showed an altered response 

was the ventral tegmental area (VTA), a group of  neu-
rons in the center of  the brain that responds to reward 
or punishment. The VTA helps regulate the release of  
dopamine, a pain-relieving brain chemical. It plays a cru-
cial role in a person’s response to pain medications and 
has been linked to drug addiction.

“The VTA in healthy volunteers activated before 
pain and during pain, and the region deactivated when 
they received the relief  signal. People were more worried 
about the pain to come and more rewarded by the cue 
that the pain would soon end,” Loggia said. “In people 
with Fibromyalgia, we don’t see this. The activation is 
completely blunted.”

The altered response of  the VTA also could explain 
why Fibromyalgia patients often do not respond to nar-
cotic painkillers, he added.

The investigators also noted a different response in 
the periaqueductal gray (PAG), a small structure in the 
center of  the brain that plays a role in pain transition. 
“In animals, it has been shown that if  you electrically 
stimulate this area, pain responses go down,” Loggia 
said.

The PAG activates in healthy people who have re-
ceived a cue that pain is imminent, as they prepare 
themselves for the pain to come. But the region does 
not activate when people with Fibromyalgia are warned 
of  oncoming pain, suggesting that they are less capable 
of  guarding against pain signals, Loggia said.

The study provides “another piece of  evidence that 
in Fibromyalgia something is fundamentally amiss, and 
this idea that it is a peripheral disorder is mistaken,” said 
Dr. John Kissel, a professor of  neurology and direc-
tor of  the division of  neuromuscular medicine at Ohio 
State University’s Werner Medical Center.

However, there are some drawbacks to the study and 
its conclusions.

Loggia noted that the altered brain activity could be 
explained away by the fact that Fibromyalgia patients en-
dure constant pain and the disorder has altered the brain 
response, instead of  the other way around.

“The healthy volunteers go from a state of  no pain 

Brain scans show Fibromyalgia patients process 
pain differently

By Dennis Thompson, HealthDay Reporter.

Medical pages: Brain scans show Fibromyalgia patients process pain differently

(Continued on page 15)
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On September 23, 2013, the United States Department 
of  Health and Human Services announced that it had 
entered into a contract with the Institute of  Medicine 
(IOM) to begin work to develop “clinical diagnostic cri-
teria” for Myalgic Encephalomyelitis/Chronic Fatigue 
Syndrome (ME/CFS).

But wait, there’s more…

Stop the press!

On the same day, 35 of  the leading international re-
searchers and clinicians in the field of  ME/CFS have 
written an open letter to Secretary Kathleen Sebelius to 
announce that they have reached a consensus on adopt-
ing the Canadian Consensus Criteria (CCC) as the re-
search and clinical case definition for ME/CFS.

Our experts called for HHS to follow their lead by 
using the Canadian Consensus Criteria as the sole case 
definition for ME/CFS in all of  HHS’s activities relating 
to the disease, and strongly urged HHS to abandon its 
plans to reach out to groups like the Institute of  Medi-
cine to develop clinical diagnostic criteria.

Acknowledging that the case definition will be re-
fined as science advances, the authors unambiguously 
endorsed the CCC as the baseline criteria, stating:

“The expert biomedical community will continue to refine 

and update the case definition as scientific knowledge ad-

vances, for example, this may include consideration of the 

2011 ME International Consensus Criteria … As leading 

researchers and clinicians in the field, however, we are in 

agreement that there is sufficient evidence and experience 

to adopt the CCC now for research and clinical purposes, 

and that failure to do so will significantly impede research 

and harm patient care.”

Just as directly, the authors stated their strong oppo-
sition to the IOM initiative, stating:

“We strongly urge [HHS] to abandon efforts to reach out 

to groups such as the Institute of Medicine (IOM) that lack 

the needed expertise to develop “clinical diagnostic criteria” 

for ME/CFS. Since the expert ME/CFS scientific and medical 

community has developed and adopted a case definition 

for research and clinical purposes, this effort is unneces-

sary and would waste scarce taxpayer funds that would be 

much better directed toward funding research on this dis-

ease. Worse, this effort threatens to move ME/CFS science 

backward by engaging non-experts in the development of a 

case definition for a complex disease about which they are 

not knowledgeable.”

Wow! Could our experts have spoken 
any more clearly, loudly and collective-
ly?

More than any other issue, HHS’ decades long failure to 
adopt a definition that actually reflects our disease has 
confounded research and forestalled drug development. 
It has caused doctors to dismiss their patients’ illness 
or attribute it to depression. It has bred the widespread 
stigma and misunderstanding that ME/CFS patients 
face every day. By its actions, HHS has abandoned ME 
patients to lives of  terrible debility and suffering with no 
treatments, no care and no hope that anything will ever 
change. In the face of  such suffering, some patients have 
chosen suicide.

Compounding its mistakes, HHS unilaterally entered 
into a contract with the Institute of  Medicine (IOM) to 
develop clinical diagnostic criteria and has repeatedly 
stated its intent to use non-experts to define our disease. 
We need only look to the Gulf  War Illness experience 
with the IOM and the resulting “Chronic Multisymptom 
Illness” to know that this would be disastrous.

But today, thanks to our experts, the time for 
pretending ME/CFS doesn’t exist is OVER! The 
time for burying this devastating disease inside of  
an illegitimate collection of  unexplained fatiguing 
illnesses is OVER! To quote advocate Tom Hennes-
sey, “NO MAS!”

HHS can no longer claim that there is a lack of  con-
sensus amongst disease experts. As with every other dis-
ease, it is time for HHS to follow the lead of  our disease 
experts and adopt the Canadian Consensus Criteria for 

International experts speak out against the IOM 
contract to determine clinical diagnostic criteria

Mary Dimmock reviews a most welcome announcement from our expert clinicians and researchers who have urged HHS 
to adopt the Canadian Consensus Criteria and save money by cancelling the contract with the Institute of Medicine…

(Continued on page 13)
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SAN DIEGO – The high degree of  consistency among 
recent national fibromyalgia guidelines developed in-
dependently by multispecialty panels in Canada, Israel, 
and Germany suggests big changes are afoot in how this 
common and vexing syndrome is conceptualized and 
treated, according to Dr. Jacob N. Ablin.

“I hope to convey the feeling that there is somewhat 
of  a paradigm change in the recommendations regarding 
treatment of  fibromyalgia as expressed by these three 
guidelines. All three emphasize an individually tailored 
approach based upon the key symptoms and severity, 
with nonpharmacologic therapies as the major positive 
first choice for all. The emphasis is on the necessity of  
self-management strategies, which include aerobic exer-
cise, cognitive-behavioral therapy, and multicomponent 
exercise and psychologic therapies,” he said at the annual 
meeting of  the American College of  Rheumatology.

“Pharmacologic therapies were less enthusiastically 
recommended by all three groups. Contrary to popu-
lar perception, the drugs actually achieve only relatively 
modest effects. And all three groups caution about the 
side effects of  drugs, which may mimic fibromyalgia 
symptoms,” added Dr. Ablin of  the Tel Aviv Sourasky 
Medical Center.

The three medications approved by the Food and 
Drug Administration for the treatment of  fibromyal-
gia – pregabalin (Lyrica), duloxetine (Cymbalta), and 
milnacipran (Savella) – received only a weak grade C 
recommendation in the German guidelines (Schmerz 
2012;26:287-90) because all three failed to achieve their 
primary endpoints in pivotal European clinical trials.

“While drug treatments absolutely continue to play a 
role in the management of  fibromyalgia, the long-term 
safety and efficacy of  nonpharmacologic treatments 
should be appreciated and stressed. Fibromyalgia is not 
rheumatoid arthritis: We don’t have true disease-mod-
ifying antirheumatic drugs for fibromyalgia. And until 
we do, pharmacologic treatment is a very useful adjunct, 
not an imperative. This is an important message for pa-
tients, who will probably need treatment for many years 
to come,” Dr. Ablin explained.

The German and Israeli guidelines contain de-
tailed recommendations for a variety of  complemen-

tary and alternative medicine (CAM) practices, includ-
ing Tai Chi, guided imagery, acupuncture, yoga, and spa 
therapy. In contrast, the Canadian guidelines (CMAJ 
2013;185:E645-51) deem current evidence insufficient 
to support the use of  CAM practices in fibromyalgia.

The German guidelines recommend a graded ap-
proach to treatment. Patients with mild fibromyalgia are 
to be managed by primary care physicians, with advice 
given to engage in physical exercise and social activi-
ties, with no additional treatment recommended and no 
specialist care. In moderate fibromyalgia, the treatment 
plan involves aerobic exercise, time-limited psychologi-
cal therapy, and referral to a specialist, with drug therapy 
optional. Patients with severe fibromyalgia symptoms, 
as well as those with moderate fibromyalgia unrespon-
sive to the earlier-stage interventions, are best managed 
in a specialized day clinic or inpatient service that em-
phasizes psychiatric treatment of  mental comorbidities, 
according to the German guidelines. In Germany, in-
surance companies cover these more intensive services 
because of  their proven track record in reducing occu-
pational disability.

The Israeli approach is different in that it is not 
based upon the initial severity of  fibromyalgia. In step 
1, patients receive education about their disorder and 
the principles involved in its treatment. They also get 
an individualized aerobic exercise program and are re-
ferred for aquatic exercise. Amitriptyline at 10-25 mg at 
bedtime is prescribed, and a referral is to be made for 
cognitive-behavioral therapy.

Step 2 is based upon a reassessment 12 weeks after 
starting step 1. If  the patient isn’t doing significantly bet-
ter, consideration is given to substituting a serotonin-
norepinephrine reuptake inhibitor for the amitriptyline, 
or adding a selective serotonin reuptake inhibitor to ami-
triptyline, along with prescribing pregabalin to improve 
sleep and reduce pain. Referral is made for spa therapy 
and yoga or another meditative movement practice.

As in the German guidelines, the Canadian guide-
lines also recommend that fibromyalgia diagnosis and 
care be centered in the primary care setting, with only 

New international Fibromyalgia guidelines in-
dicate shifting focus

By Bruce Jancin, Clinical Psychiatry News Digital Network.

Expert analysis from the American College of Rheumatology Annual Meeting, 25-30 October 2013.

Medical pages: New international Fibromyalgia guidelines indicate shifting focus

(Continued on page 19)
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Call me crazy, but I prefer to have my medical news non-
sensationalized. Oh, and accurate as well.

Sadly, that’s hard to come by, especially when dealing 
with conditions like Fibromyalgia and Chronic Fatigue 
Syndrome, when they can slap a headline on it like, “It’s 
not all in your head!” and think they’re original.

I bring this up because of  a particular study that’s 
made the rounds about three times now. I don’t know 
whether the organizations behind this research have put 
out multiple press releases or some news organizations 
were just slow to pick it up, but every time someone runs 
a new article, friends start posting it all over Facebook. 
I blogged about this study, because it’s interesting and 
important – it’s about excess nerves in our hands and 
feet. Here’s what I don’t like about many of  the articles 
I’ve seen:

• They have headlines like “Fibromyalgia 
solved,” or “mystery solved.” Really? One 
discovery means a complex, multi-system 
illness is no longer a problem? It implies 
that suddenly we know everything about 
it, which is oh-so-far from the truth. In 
reality, this study is a small piece of  the 
puzzle. It’s a new direction for research, to 
be sure, and it could someday lead to new 
treatments or better diagnostics – but so 
could a lot of  other studies, too.  

• They include some reference to “it’s not 
all in your head,” which is the same tired 
line we’ve heard for years. Sure, putting 
things like this in bold print all over the 
internet could make some people re-think 
their prejudices about Fibromyalgia, but 
really, I believe all it’s doing is spreading 
the word that not everyone thinks this is 
a valid, physiological condition.  

• They’re inaccurate, treating “pathology” 
as “definitive cause.” Granted, the word 
pathology can cover causal factors, but it 
also means the effects of  illness. From the 
study, we get no indication that this par-
ticular physiological abnormality is the 
cause of  Fibromyalgia. It may well be the 
cause of  certain symptoms, but that’s not 
the same thing. Far from it, in fact. This 
kind of  misrepresentation can give people 
like us unfounded optimism about treat-
ments and cures. It can also lead to the 
public impression that Fibromyalgia is no 
longer a big problem – scientists have it all 
figured out!

How do I know these articles foster misunderstand-
ing? I have plenty of  proof  on Facebook. Three times 
now with this one study, I’ve gotten a flurry of  messages 
and posts to my wall about it. One person – a smart guy 
who knows a lot about health and medicine – sent me 

Misleading coverage of Fibromyalgia and 
Chronic Fatigue Syndrome research

By Adrienne Dellwo.

Medical pages: Misleading coverage of Fibromyalgia and CFS research

(Continued next page)
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two articles on it, thinking they were different studies be-
cause they came across so differently. One friend posted 
it on his wall, saying, “This is great news for anyone that 
suffers from this condition,” and “[P]roof  that it is has a 
pathology and is not psychosomatic is hugely significant, 
and is a huge win for people who have been saying ‘It’s 
not in my head!’ for years or decades.” Obviously, he’s 
a great guy who “gets” that this is real, and it makes me 
angry that the information has been over-sold to him. 
We have 15 years of  research showing Fibromyalgia isn’t 
psychosomatic – this one study doesn’t get all the credit!

A big part of  the problem is that journalists usually 
aren’t well educated on medical reporting. That’s not 
their fault. When I used to write medical stories for TV 
and newspaper, I didn’t understand that a single scien-
tific study tells us almost nothing until it’s been corrobo-
rated by other studies. I wasn’t familiar with the body 
of  research behind the conditions I wrote about – how 
could I have been, when hundreds of  studies on hun-
dreds of  diseases come out every month? I wouldn’t 
have understood the medical terminology even if  I had 
tried to learn more. On top of  all that, I was on a tight 
deadline and had a few dozen other stories to write that 
day.

So what’s missing from most medical stories is con-
text. All the reporter knows is what’s in the press release, 
so when someone puts out a statement such as, “Some 
doctors say it’s all in your head, but new research uncov-
ers important new physiology that solves the Fibromyal-
gia mystery,” that’s what gets reported. (That statement 
is my own example based on things I’ve seen, not pulled 
from a specific press release or article.)

The take-away from this is: when you see an article 
about Fibromyalgia, chronic fatigue syndrome, or other 
medical issues, be aware of  these shortcomings of  the 
media. Learn what the research terms mean so you un-
derstand what the study really says. Don’t see an over-
blown article and think some new discovery is going to 
change your life and make everything better. Certainly, 
any study that uncovers new information about what’s 
going on in our bodies is a big deal, but honestly, few 
of  them will single-handedly lead to tangible changes 
within the next decade. The changes you and I will see 
in the short term will come from work done years ago.
 1

Reprinted from About.com (http://tinyurl.com/ohp-
8cug).

Medical pages: Misleading coverage of Fibromyalgia and CFS research

(Continued from previous page)

research and clinical purposes. In particular, HHS must 
now stop wasting taxpayer dollars on misguided efforts 
that, in the words of  the letter authors, “threaten to 
move ME/CFS science backwards.”

For patients who have suffered through years of  
studies into “false illness beliefs” and maladaptive cop-
ing styles, this is finally a way out of  the morass, an es-
cape route from all those wasted years. As the authors 
stated, adopting the CCC will “jump start progress and 
lead to much more rapid advancement in research and 
care for ME/CFS patients.” It gives hope that our dis-
ease will be treated as the terrible disease that it is and 
that progress will now come quickly. It gives hope that 
we will soon rise up from our beds!

This letter is both remarkable and his-
toric for the ME/CFS community

But what does this letter mean in terms of  the Institute 
of  Medicine contract that Health and Human Services 
has just signed? Typically, like most contracts, govern-
ment contracts have mechanisms built into them to al-

low the contract to be cancelled when the contract no 
longer makes sense.

Now that the ME/CFS experts have spoken, the 
path forward is clear. It does not make sense to waste 
money and time redefining the disease when the experts 
have now agreed upon the immediate adoption of  the 
Canadian Consensus Criteria.

We need to send two strong messages to HHS:

• First, HHS needs to immediately adopt 
the CCC as the sole definition for ME/
CFS as the experts have called for. 

• Second, HHS needs to cancel the IOM 
contract, which is completely unnecessary, 
wasteful and a step backwards scientifi-
cally.

And, we need to forcefully engage our congressional 
leaders on this issue. 1

Reprinted from Phoenix Rising (http://tinyurl.com/
n3r4uyw).

(Continued from page 10)
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Forget the roses and the bottle of  wine. When it comes 
to romance, Fibromyalgia is a buzz killer.

A new survey of  Fibromyalgia patients has found 
that well over half  believe that chronic pain has signifi-
cantly harmed their romantic relationships.

The survey of  1,228 adults in the U.S. who have been 
diagnosed with Fibromyalgia found that pain was having 
a widespread impact on their social life, home life, work 
and school attendance, and exercise habits.

Pain also took a big toll on romance. Nearly 70 per-
cent said Fibromyalgia pain has affected their physical 
intimacy with a partner or spouse. And over half  (55%) 
said Fibromyalgia had negatively impacted their roman-
tic relationships in some way.

The National Institutes of  Health estimates that 5 
million Americans suffer from Fibromyalgia, a poorly 
understood disorder characterized by chronic deep tis-
sue pain, fatigue, headaches, depression and lack of  
sleep.

“Fibromyalgia has long been misunderstood, as it is a 
complicated disease with many different symptoms, and 
as a patient, I have understood the importance of  dif-
ferentiating between the symptoms and recognizing the 
impact that just one symptom – like pain – can have on 
your life,” said Jan Chambers, president of  the National 
Fibromyalgia & Chronic Pain Association (NFMCPA).

“This survey is important for the Fibromyalgia com-
munity as it underscores the need for more effective 
dialogue between patients and their HCPs (health care 
practitioners), specifically focusing on pain manage-
ment, including lifestyle changes that can make a dif-
ference.”

The survey, called Functioning with Fibro, was funded 
by Pfizer Inc., and was conducted in collaboration with 
NFMCPA and the American Association of  Nurse 
Practitioners.

On average, the survey found that Fibromyalgia pa-
tients had more bad days than good, with the number 
of  “flare up” days exceeding the good ones in a typi-
cal week. Daily activities most affected by Fibromyalgia 
were sleep (71%), exercise (70%) and the ability to do 
household chores (60%).

Fibromyalgia patients who work missed an average 
of  3 weeks of  work annually (versus only 3 sick days for 
the average American). They were late for work an ad-
ditional nine days. About a third said their professional 
relationships were adversely affected by Fibromyalgia.

Other key findings:

• 85% said pain was the #1 symptom im-
pacting their daily life.

• 85% said they had missed important 
events in their life, including holidays, 
birthdays, vacations, and social engage-
ments.

• 72% say they are hesitant to plan social 
activities out of  fear they’ll have to cancel.

• 54% say it’s had a negative impact on their 
friendships.

• 48% say it’s had a negative impact on their 
family life.

Fibromyalgia patients were very proactive about their 
treatment. Nearly half  said they were currently discuss-
ing with their health care practitioner ways to improve 
day-to-day life. And nearly all (97%) had done some-
thing to improve their ability to live with pain, including 
minimizing stressful situations and setting more limits.

The Functioning with Fibro survey was conducted Au-
gust 9 - 23, 2013, using an email invitation and an online 
survey. 1

Reprinted from the American News Report’s National 
Pain Report (http://tinyurl.com/k6p4fvv).

Survey finds Fibromyalgia hurts love life

By Pat Anson.

Article: Survey finds Fibromyalgia hurts love life



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 15
TA

LK
IN

G
 PO

IN
T – 2

0
1
3
 Issue 4

 (O
ctober-N

ovem
ber-D

ecem
ber)

to a state of  pain,” he said. “But Fibromyalgia patients 
go from a lower level of  pain to a higher level of  pain, 
which could affect the way they process the pain and 
relief  cues.”

In addition, the researchers failed to compare the re-
sponse of  Fibromyalgia patients to that of  people with 
other chronic pain conditions, Kassel said.

“This may not be something caused by Fibromyal-
gia,” he said. “It could be something that just happens in 
most chronic pain patients.”

SOURCES:
• Lynn Webster, M.D., president, American 

Academy of  Pain Medicine;
• Marco Loggia, M.D., Massachusetts Gen-

eral Hospital and Harvard Medical School, 
Boston;

• John Kissel, M.D., professor, neurology, 
and director, division of  neuromuscular 
medicine, Wexner Medical Center, Ohio 
State University, and member, American 
Academy of  Neurology;

• Nov. 5, 2013, Arthritis & Rheumatism.

Copyright © 2013 HealthDay. All rights reserved. 1

Reprinted from HealthDay (http://tinyurl.com/
p48vu2g).

Article: A letter to healthy people from those with Chronic Fatigue Syndrome and Fibromyalgia

Dear Healthy People,
I know you don’t understand what it’s like to live with 

fibromyalgia, chronic fatigue syndrome, and chronic ill-
ness in general, and I hope you never have to. However, 
there are a few things I’d love for you to know.

That fact that you care enough to give me advice is 
wonderful. I do appreciate the thought. However, please 
know that what you read in a magazine or hear on TV 
may not apply to me and my illness. There’s a lot of  
bad advice out there and I constantly work to figure 
out what’s bad and what’s good. Share with me what 
you know, but please don’t take offense or judge me if  
I don’t follow it. (Seriously, you wouldn’t believe how 
often I’ve heard “you should get out more,” or “a little 
exercise will perk you right up!” Trust me, those things 
don’t help.)

I know it’s tedious to hear someone complain about 
their health. This condition is a huge part of  my life, 
though, and it’s hard to avoid the topic all the time. 
Think how stressful it would be for you to never com-
plain about work, bills, kids, your spouse, etc. Some days, 
you’d have nothing to talk about, right? Now you under-
stand. Sometimes, I need to vent about my illness or I’ll 
go nuts. I’m not looking for sympathy or help or any-
thing at all – I just need to talk about myself  and my life 
in the same way that you do.

Please understand that sometimes I have to say no, in 
order to protect my health. If  I do too much, I’ll have a 
debilitating symptom flare that could last anywhere from 
days to weeks. So if  I can’t come to your party, or help 
you move, or I have to cancel because I’m not feeling 
well, it’s nothing personal. It’s just how I have to live. 1

Reprinted from About.com (http://tinyurl.com/mylzgkz).

A letter to healthy people from those with 
Chronic Fatigue Syndrome and Fibromyalgia

By Adrienne Dellwo.

(Continued from page 9)
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This is a story of  two old school friends – Trish and 
me. We both attended the same high school, both went 
into the health professions, both married, had children, 
and led full and busy lives. Then something happened. I 
was struck down with Myalgic Encephalomyelitis. Trish 
was not. 

I have been completely bed-ridden with this illness 
since 2009. At my worst I could not read, use a comput-
er, watch TV, shower, have visitors or manage telephone 
conversations. I was completely cut off  from life – with 
a body that refused to function without horrific payback. 
Since then, I have had some small gains – I am still bed-
ridden but I am able to function at a slightly higher level, 
and this has given me a better quality of  life.

Trish is extremely fit and active, and her life now 
seems the complete antithesis of  mine. She, and her 
daughter Suzanne Scott, have moved me to tears, by of-
fering to raise funds for M.E. by taking on the Scody 
3 Peaks Challenge – a world famous endurance cycle 
through Australia’s Snowy Mountains, including the 
peaks of  Tawonga Gap, Mount Hotham, and Falls 
Creek – on Sunday 9 March 2014. It is one of  the world’s 
toughest one-day cycle events – said to be comparable to 
the alpine section of  the Tour de France. It will be 235 
kilometres of  Hell – to support people with M.E.

Trish (like me) is well into her fifties. For a mid-
dle aged (sorry Trish!) woman to complete this event 
would be an amazing achievement. This brute of  a ride 
is enough to break young fit male cyclists half  Trish’s 
age. Not only does this challenge involve 13 hours of  
hell on the day, but also many, many hours of  serious 

training in the lead up. It is an amazing act of  generosity, 
and, more than anything, I’d like Trish and Suzanne to 
know they are putting themselves through that hell for a 
fundraising amount as large as their immense contribu-
tion and effort. 

But I need the support of  my fellow sufferers – 
please could you get behind the people like Trish and 
Suzanne who are here for us. That’s the greatest thanks 
we can offer them. Any and all help will be greatly ap-
preciated: particularly donating, or promoting the event 
amongst family and friends. Even $1 will make a differ-
ence.

To donate go to:
https://give.everydayhero.com/au/trish-3
or visit the Everyday Hero website, click on ‘Sup-

porters’, then enter ‘Trish Wright’ into the search box. 
Donations of  $2.00 or over are tax deductible. If  you 
require further information, I can be contacted on: 
k.crimmin@bigpond.com. Thank you! 1

Through Hell for ME

By ME/CFS Australia (SA) Inc member Karyn Crimmin.

Trish and Suzanne in training Karyn Crimmin in 2010

Karyn Crimmin in 2007

Article: Through Hell for ME
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An untold number of  New Yorkers, perhaps well over 
100,000, who have been diagnosed with Myalgic En-
cephalomyelitis and Chronic Fatigue Syndrome (ME/
CFS) could be at risk of  relapsing and exacerbating their 
condition due to a course of  a treatment suggested to 
them by the federal government, according to ground-
breaking new research.

At a medical conference today sponsored by the 
New York ME and CFS Center at Mt. Sinai and held 
at the New York Academy of  Medicine, researchers 
showed that a form of  treatment called Graded Exer-
cise Therapy (GET) which has been lauded by the UK’s 
National Institute of  Clinical Excellence (NICE) and 
recommended by the U.S. Centers for Disease Control 
and Prevention (CDC) may not help ME/CFS, but ac-
tually can make it worse. Unfortunately, the CDC has 
long been touting that certain exercise regimens can 
help manage the disease, even offering guidance on their 
website.

Dr. Derek Enlander, Dr. Eric Schadt, Dr. Miriam 
Merad, Dr. Christian Becker and a team of  researchers 
at Mt. Sinai Medical Center have discovered new re-
search on ME/CFS that could change the way the dis-
ease is treated. Their research shows that the disease is 
tied to the immune system much more than originally 
thought. A recent study showed patients can actually re-
lapse when they partake in excessive exercise, and other 
therapies maybe more effective.

“We want to raise awareness about this disease, how 
it affects the body and the best way to treat it,” Dr. En-
lander said. “For too long, this disease has been mis-
understood, leading to a poor quality of  life for far too 
many patients. We hope to change all that.”

Myalgic Encephalomyelitis was first identified in the 
mid-1950s, by Dr. Melvin Ramsay of  London’s Royal 
Free Hospital, after being suspected of  outbreaks dat-
ing back at least two decades’ prior. What is thought to 
have been an outbreak in Nevada’s Incline Village in the 
mid-1980s, mirroring one in rural upstate New York’s 
Lyndonville, led to the CDC officially recognizing a 
condition reduced Chronic Fatigue Syndrome in 1988 
following the elimination of  the Epsten-Barr virus as a 
potential culprit. The CDC has displayed an inconsist-
ent track record ever since, diverting millions of  dollars 
earmarked for research in the disease to other causes 

in a scandal uncovered some 15 years ago. Recent esti-
mates suggest that hundreds of  thousands of  people in 
the U.S. suffer from CFS, although the CDC is thought 
to have both underestimated the severity of  the disease, 
while overestimating the numbers, as they have reported 
a disease prevalence of  2.54% in the U.S. This figure is 
not accepted by experts in the field. Using the more-
accepted figure of  0.4% would estimate the number of  
sufferers in the New York City Metropolitan area alone 
at over a half  million patients, the majority of  whom are 
likely undiagnosed.

The illness which afflicts women to a greater de-
gree than men, causes severe immunologic dysfunction, 
profound loss of  energy (sometimes referred to as fa-
tigue, though in many cases patients would report that 
this term is inadequate as a descriptor), sleep disorders, 
neurological disturbances, pain, and other symptoms. 
Underlying causes and treatments for CFS have been 
elusive, but new research is shedding light on how the 
disease works.

Media Contact: Andrew Moesel
Andrew@sheinkopf.com 1

Reprinted from American Consumer News (http://tiny-
url.com/oq5dlkn).

Incorrect government information could be 
hurting Chronic Fatigue Syndrome patients

By Andrew Moesel.

Article: Incorrect government information could be hurting CFS patients
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What is it about situations that are unfamiliar that make 
our brains feel lumpy and our bodies feel like they are 
moving (or trying to) in another dimension?

When I was at my sickest with ME/CFS, this wasn’t 
much of  a problem, because I was spending most of  my 
time hugging my bed, trying not to fall off  the world. 
When I got a bit healthier, the unfamiliar began to pre-
sent a new kind of  problem, needing new strategies to 
be worked out for daily survival.

For instance, when I was once again able to dress 
myself  and venture outside of  my house, stepping out 
of  the front door was just the first of  a series of  over-
whelming challenges. That year, my goal was to try to go 
back into the little library of  my town.

The last time I’d been in there, I experienced an 
ME/CFS crash. At that time, I had no idea how to 
handle such a thing. I’d 
gone down the stairs to 
the children’s section 
with my five kids, ages 
four to twelve. They 
were browsing through 
books, and I was, sud-
denly, trying not to fall 
down.

I gave them a few 
minutes to find books, 
trying to breathe with-
out my heart explod-
ing, and staggered out 
of  there with kids and 
books in tow. We went home, and I collapsed on the 
couch for hours.

I didn’t try to go back for several years.
By the time I tried another foray to the library, I had 

learned a few things. My husband Alan drove me there, 
and waited in the car for me. I held onto the railing, and 
dragged myself  up the stairs into the building. I walked 
very slowly, and fumbled my way through a few of  the 
rows of  shelves.

I didn’t even try to look at book titles. The goal was 
simply to walk in and walk out under my own steam. 
The floor felt unstable under my feet, and the walls and 
bookshelves seemed to move in on me. By the time I 
was heading back out the door, my vision was fractured, 
my face and arms were numb and tingling, and my feet 
were shuffling as I hoped they knew where they were 

going.
Back in the car, I closed my eyes and melted into the 

seat, while Alan drove me home and saw me off  to bed 
for the rest of  the day.

But I’d done it. And the next week I did it again. On 
my next trip, I took out a book. Al carried it for me, and 
helped me down the library stairs. I felt like a hero.

The thing that “normal” people don’t get, is that 
none of  this hallucinatory weirdness was from shyness 
or deep-seated aversion to this library. This had been my 
favorite place when I was a child, and it was still a place 
I loved.

I wasn’t afraid of  the people. The librarians were 
friendly and helpful and would have done anything I 
asked. For example, when I couldn’t fill out my new li-
brary card because of  tendinitis, the librarian filled out 

everything but my sig-
nature. She was kind to 
someone who seemed 
fragile, as I knew she 
would be.

It’s not agorapho-
bia – more like vertigo. 
It’s not anxiety. It’s 
full-blown paresthesia, 
POTS, orthostatic intol-
erance, and who knows 
what else. There is no 
element of  psychologi-
cal or emotional ambiva-
lence.

I don’t know what the physiological dynamics are, 
but I do know they are physiological. I was a very out-
going, sociable person who had gotten used to being in 
charge when needed, and who also enjoyed sitting back 
and watching other people shine. I had led a county-
wide homeschooling association, ran departments in my 
church, and had a life that was branching out in many 
directions.

That person went into stasis when my body stopped 
cooperating, but she wasn’t gone. I didn’t become some-
one else. My mainframe simply couldn’t support the 
kind of  activity it used to in the past.

So I learned how to live the half-life. By this I do not 
mean “half-life” according to the medical or scientific 

Living the half-life of ME/CFS

Jody Smith relates how tiny victories helped her regain a life despite her limitations.

(Continued next page)
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definition. I just mean … it’s not a whole life. But I can’t 
let the fact that it isn’t whole stop me from going for it 
whenever and however I can.

People, at times, may think they are looking at some-
one who is timid and a little slow, but that’s not the way 
it is. Instead, what they’re seeing is someone who is de-
termined to take as many tiny steps at whatever rate will 
keep me within my safe parameters.

They’re seeing someone who is intent on regaining 
as much of  her life as is possible. And if  it has to be 
done slowly with long breaks between steps, if  she has 
to “deja vu” the steps until they are so familiar she could 
do them in her sleep, then so be it.

All of  us move at a different pace. Sometimes the 
pace can be so slow as to seem like nothing is happening 
at all. But that doesn’t make the victories any less signifi-
cant, in fact they may be more stellar when they are at 
this basic survival level.

Our short-term goals are all highly individualistic. 
One person with ME/CFS might be thrilled at getting 
dressed before bedtime. Another might be able to spend 
a day with their kids. I have achieved these particular 

goals more times than I can count, what with crashes 
and setbacks.

I have been lucky enough to be able to move on to 
bigger goals – taking on new freelance work, going to 
visit a friend for the afternoon, having company for the 
weekend… Last weekend, I was able to be present for 
my daughter’s wedding and reception, with nary a crash 
before, during or afterward.

It would be nice to be able to assume from this pro-
gress that things will just escalate to bigger and better 
victories. Of  course you and I know that there are no 
guarantees.

I do know, though, that whatever state I find my-
self  in, living the half-life is still the way to go. It is the 
way to re-stabilize, to gain more energy, and to step into 
new things. As long as I do it by slowly and repeatedly 
making the unfamiliar more familiar. Because for some 
reason, the unfamiliar throws my body and brain into a 
tailspin.

How do you handle the half-life that is ME/CFS? 1

 
Reprinted from Phoenix Rising, 7 November 2013  
(http://tinyurl.com/lz9ck7d).

selective referrals for specialist care.
Dr. Mary-Ann Fitzcharles, lead author of  the new 

Canadian guidelines, said all three guidelines, developed 
independently on three continents, share in common the 
same broad clinical concept of  fibromyalgia.

“We are all speaking with one voice with the same 
message: We accept that fibromyalgia is neither a dis-
tinct rheumatic nor mental disorder, but rather a cluster 
of  symptoms spanning a broad range of  medical dis-
ciplines. We’re saying that just focusing on pain is tak-
ing away from a large component of  the suffering of  
many of  these patients,” according to Dr. Fitzcharles of  
McGill University, Montreal.

The Canadian and German guidelines advise drop-
ping the tender point examination from the patient eval-
uation, replacing it with an examination for generalized 
soft tissue tenderness. The Israeli guidelines retain the 
tender point exam.

One audience member vigorously objected to elimi-
nating the tender point examination.

“The trigger point exam has always been a way for 
physicians to assess whether the patient is believable. 
Without using a trigger point exam, I might as well just 

sign a blank check. How am I going to weed out those 
who have fibromyalgia from those who are faking and 
seeking disability status?” he asked.

Dr. Fitzcharles responded: “I think we all know that 
depending upon who is doing the trigger point exam 
and how hard you’re pressing, you can make positive 
trigger points or you can cool them down. So it really 
is a very inaccurate clinical assessment. However, I will 
concede that in taking away the security blanket of  trig-
ger points from this condition, we now have to think 
very hard about putting something back in its place for 
the average primary practitioner to use in the office,” the 
rheumatologist said.

Just what that might be remains unclear, he said. 
“The conundrum of  fibromyalgia is that we have no de-
fining biomarker as yet,” Dr. Fitzcharles noted.

She reported serving as a consultant to and/or re-
ceiving research funding from Purdue Pharma, Eli Lilly, 
Pfizer, and Valeant. Dr. Ablin is a consultant to Pfizer.

bjancin@frontlinemedcom.com
Copyright © 2013 IMNG Medical Media All rights re-

served. 1

Reprinted from Clinical Psychiatry News (http://tinyurl.
com/oc8276p).
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My Story

I’ve had ME/CFS for 21 years. Mine was the flu-like on-
set type, complicated with severe vertigo that probably 
was an exacerbation of  a mild concussion I had suffered 
years earlier.

After being diagnosed about a year later and strug-
gling to find answers and a cure for a couple of  more 
years, it dawned on me that this might be my life and I 
needed to try and make the best of  it.

I tell you this because that attitude shift led me to 
make a list of  things I wanted to do when I got well.  It 
was a great exercise and was a lot of  fun to think about.  
One of  the things on that list was “go back to school”.  
I had no idea what I wanted to study, but I did have a 
yearning for structured, higher education.

My cognitive symptoms, though, were particularly 
cruel because it was torture to read, knit, sketch, paint, 
sew, practice yoga; even meditation was tremendously 
uncomfortable. Talking on the phone was the worst. 
Many of  the things I loved to do and finally had the 
time to do made me sick and dizzy.

Television, videos and radio kept me company.

Fast Forward 15 Years

Fast forward 15+ years later, I’m still sick,  and I’ve not 
managed many of  the things on that list, but thanks to a 
new revolution in education, I’m now enrolled in a num-
ber of  very fine institutions of  learning, free of  charge, 
that I can participate in even though I rarely leave the 
house and spend most of  my time in bed.

(I have to mention here that my cognitive problems 
are vastly improved from the early years. I have what 
passes for good sleep for an ME/CFS patient. It’s my 
earnest belief  that until you can get something that re-
sembles good sleep, cognitive impairments, in particular 
memory problems, are going to be a problem. Even if  
that’s the case, if  you have enough wellness to navigate 
these course platforms and get a video started, at the 
very least you can occupy your mind with something in-
teresting.)

Khan Academy – From Math Hater to ‘Absolute 

Value Equations Anyone?’)

Almost a year ago exactly, I discovered Khan Acad-
emy [http://khanacdemy.org/]. Sal Khan, the founder, 
had been asked to help his young cousin with her math 
homework and he began using Youtube videos, about 10 
minutes in length, and posting them online.

To his surprise, he later found out that other people 
had found and were using them, including Bill Gates’ 
kids. The Khan Academy received funding from the 
Gates Foundation to take this idea and launch it in a 
big way.

Khan Academy has undergone major changes and 
improvements in the year since I discovered it. Although 
still heavily weighted toward mathematics, they also have 
a Computer Sciences section with amazing interactive 
tools and a section on Drawing and Animation.

The Science section includes Biology, Physics, 
Chemistry, Organic Chemistry, Cosmology and Astrol-
ogy, Python Programming (anyone know what that is?), 
Healthcare and Medicine, MCAT, Discoveries and Pro-
jects.

Math includes 3rd-8th grade, Arithmetic and pre-
Algebra, Algebra, Geometry, Triginometry and Pre-Cal-
culus, Calculus, Probability and Statistics, Differential 

Learning from bed: How online learning made 
a difference in my life

By CJ Brennan.
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Equations, Linear Algebra, Applied Math, Recreational 
Math, Test Prep and Math Contests.

Less complete are Economics and Finance, and Hu-
manities.  The American Civics module includes a very 
nice explanation of  the US Electoral College, which fi-
nally de-mystified that whole thing for me.

It’s a very sophisticated learning experience, com-
plete with interactive problems to solve, points and 
awards for reaching certain levels and it is FUN. For 
someone who always thought she hated math, this has 
been a revelation. (Go ahead and ask me to solve an 
absolute value equation!!)

These lessons are tailor-made for CFS.  They’re free. 
You can do them at your own pace.  You can do as much 
as you can handle. There are no penalties for not finish-
ing or only completing parts of  the course.

They were short enough for my limited attention 
span and fun enough to keep me coming back again and 
again and again. It dawned on me fairly early on that I 
was actually learning. I was retaining information and 
building on it. Up until that point, after being ill for 21 
years, I was pretty much convinced that my brain was 
hopeless in that regard.

I hardly ever turned the TV on after that.

The MOOC’s (Massive Open Online 
Courses)

Harvard, MIT, Duke, etc…

One night, [US news broadcaster] Charlie Rose had 
a panel of  guests on his show talking about MOOCs 
(Massive Open Online Course) being offered by big 
universities and how excited they were to have the op-
portunity to have classrooms with 100,000s of  students 
from all over the globe.  There are storied institutions of  
learning participating – MIT, Duke, Harvard etc. – and 
they are excited by the notion of  reaching 10,000s of  
students on a global level.

These are classes you would find in any major uni-
versity on a vast number of  topics. They vary in require-
ments for passing. But they are all free and there is no 
penalty for not completing any or all of  the require-
ments. Some are exactly the same course they teach at 
their respective institutions.

Coursera and edX

After a little searching around I discovered Coursera  
[https://www.coursera.org/] and edX [https://www.
edx.org/], and they have fundamentally changed my life 
with ME/CFS.

It’s a pretty daunting task to try and summarize all 

they have to offer. I highly recommend you visit and 
browse. Most have a short video describing the course, 
a syllabus, previous experience required, how many 
hours/week they estimate you will spend, etc. I can tell 
you that being in a class about terrorism with other stu-
dents from the Middle East, Europe, Japan, etc. is an 
unbelievable experience.

At Coursera, in Computer Science, for instance, cur-
rently there are 4 open classes and 30 coming up over 
the next several months. One, Programming Handheld 
Systems for Android, sounds interesting.

At Edx, I’m taking one of  my current favorites, 
“Central Challenges of  National Security Strategy and 
the Press” as well as “Haute Cuisine” and the “Science 
of  Soft Matter”.

I’m just finishing up “The Kennedy Half  Century”, 
a fascinating look at the Kennedy presidency and asassi-
nation in addition to a look at how JFK influenced each 
suceeding president in the intervening 50 years.

The professor, Larry Sabato, Director of  the Univer-
sity of  Virginia Center for Politics, also produced a one-
hour documentary which is currently airing on Public 
Broadcasting Service (PBS) and a book by the same title.  
He was able to get all audio recordings from the Dallas 
Police Dept. of  November 22, 1963 released and they 
are all available as an app on i-Tunes.  Definitely added a 
new dimension to the history of  that day. 1

Reprinted from Health Rising (http://tinyurl.com/pf-
8grm3).
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In 1975 I had a number of  health problems which my 
doctor was unable to explain, and which were not re-
sponding to any form of  treatment, so I decided to 
study them myself.

I began by reading a small Reader’s Digest dictionary 
of  medicine and about a year later heard a radio report 
of  an organisation called the South Australian Institute 
for Fitness Research and Training which had classes 
available for the general public.

My problems included abnormalities with my pulse 
and breathing during exertion and I thought that gradu-
ally increasing my fitness might be a useful way of  treat-
ing them so I enrolled.

Everyone who joined had to be medically examined 
before they started, so I was placed on an exercise bike 
while wires were attached to my chest and body by suc-
tion cups, and they led to diagnostic machines such as 
cardiographs.

I was then asked to peddle for three minutes and 
then rest for three minutes. During the rest period a 
measured pressure was applied to the brake and I was 
asked to peddle for another three minutes and rest again. 
More pressure was applied to the brake each time as the 
process was repeated.

The staff  were then able to draw graphs which ena-
bled them to calculate the amount of  load required to 
get a pulse rate of  150 beats per minute, which was 
called the Physical Working Capacity.

It was abbreviated as PWC 150, and was a scientifi-
cally reliable measurement of  relative fitness.

Soon after that I started exercise training for one 
hour, twice per week. Each class began with 20 min-
utes of  light exercises such as arm movements and then 
moved onto push ups. However, while other members 
of  the group were doing 20, I could only manage four 
or five.

We then went out onto an oval which had a four 
hundred yard track and began running. However I be-
gan gasping for breath after about 30 yards so I slowed 
down, but was encouraged to keep going and run faster. 
It soon became impossible, so I had to decide to keep 
going or go home. I didn’t have any other treatment 
available so I decided to keep going, but at a much slow-

er pace. Soon after that the front runners were round-
ing the first curve in the track, followed by the bulk of  
the group running six people across, followed by the re-
mainder who were fifty yards ahead of  me.

I kept running out of  breath so I would have to take 
between one and three deep breaths to keep going, and 
soon found that any more than that was a waste of  time, 
so I often had to stop and rest, and walk, or jog again. 
By the time I was three quarters of  the way around the 
track the front runners began overtaking me and then 
the bulk of  runners ran past and all finished the second 
lap before I finished to first.

We then moved back into the hall where we played 
games such as volley ball.

I couldn’t run around the court so I divided it into six 
squares about six foot by six foot. If  the ball came into 
that area I would take one step forward, backward, or to 
the left or right, and hit it, but if  it was outside that area 
I let someone else get it.

We were medically tested again 12 weeks later, and 
my measurements were significantly higher, but still be-
low normal.

I then increased the frequency of  training to three 
or four times per week, and was tested again at the 24th 
week.

I had improved my walking and jogging pace slightly, 
and was able to peddle against higher levels of  resistance 
on the brake during the test, but the graphs showed that 
my fitness level had peaked at the 12th week and hadn’t 
gone any higher. I then increased the frequency of  train-
ing to three times per week at institute venues, and an 
additional three or four times per week at local ovals.

In the 10th month I injured my knee and had to stop.
I therefore continued to look for other ways of  treat-

ing the problems, and a year or two later saw a book 
published in 1974 which described how researchers were 
trying to determine the effects of  exercise on chronic 
fatigue, but were unable to because the patients “could 
not, or would not” train for the twelve weeks required.

I knew how to solve that problem but didn’t know 
how to contact the people concerned.

Another year or two went by when I met a friend of  
mine who said that he knew Tony Sedgewick who was 

The origin of modern exercise methods in CFS

By ME/CFS Australia (SA) Inc member Max Banfield.

The society invites members to contributes articles on any topics related to ME/CFS/Fibromyalgia, and note that 
although we encourage participation from our members, we do not necessarily endorse the viewpoints of those con-
tributions.
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the head of  the research institute where I had trained, 
and he recommended that I discuses my ideas with him.

I phoned him and he arranged a meeting, and within 
half  an hour he knew that I could solve a major prob-
lem.

I told him that I had trained for ten months several 
years earlier, and that if  I could do that, then some of  
the other people who had similar problems should be 
able to do it, if  they did it the same way as I had.

 I then suggested that I could design a reliable meth-
od for his researchers to test, but a few weeks later he 
said that they were too busy on other projects, so he 
then asked me to organise the research.

I then told him that I didn’t think that a person like 
myself, who didn’t have medical qualifications, would be 
able to do such studies, and that medical journals would 
be unlikely to publish my findings.

However, he explained how I could 
set up a committee, and recruit qualified 
people onto it to meet the requirements. 
He then gave me a list of  doctors to in-
terview, and some contacts to get official 
government approval for the project.

My aim was to establish the physi-
cal basis for the problem, but one of  
the people who became involved was a 
psychiatrist who provided a personal-
ity questionnaire, so I included it in the 
study.

I also explained to Tony Sedgewick 
that I wanted the training to be con-
ducted in a separate group so that the 
participants wouldn’t be pressured to 
keep up with healthy runners, and that I 
needed an instructor who had experience 
at training groups with different health 
problems, who would understand the importance of  the 
specific requirements.

He said that he had several instructors who could do 
that, and when I met the one he chose, I agreed that he 
was the right person.

I told the instructor that the main aim of  the project 
was to get the participants to train for 12 weeks, and that 
if  we couldn’t do that we were wasting our time. I also 
explained that if  he forced them to do anything they 
would probably exceed their capacity and get problems 
and all drop out, so he needed to tell them our aims, and 
to allow them to walk or run at their own pace, and slow 
down, stop, or rest any time they needed to.

Within the next few months everything was or-
ganised so I then asked a medical editor of  the state 
newspaper called The News” to write an article invit-
ing people to join the course. That editor, Dianne Beer, 

then contacted the head of  the Institute to confirm the 
details, and an article appeared in the News a week later, 
and the project began.

Four months later I collected the files from the In-
stitute and took them home to extract the medical data 
from the first tests, and the second tests taken after 12 
weeks, and then drew up some charts and graphs and 
prepared a research paper.

I told Tony Sedgewick that everything had gone ac-
cording to plan, and that the problem had been solved, 
so he asked me to organise another 12 week study. I then 
contacted Dianne Beer who reported the success of  the 
project in another News article which also invited more 
people to join.

Four months later I collected the files again, and con-
firmed that the second term had been successful, so the 
head of  the institute then asked me to increase the study 

to include 200 people to have a major in-
fluence on world opinion.

A study of  that size probably would 
achieve that aim, but there was no guar-
antee of  it.

I had completed what I set out to 
achieve and needed a break, so I declined 
the offer.

However, I extended the research pa-
per to complete the findings and posted 
it to two medical journals.

They receive thousands of  manu-
scripts each year so it didn’t surprise me 
when it wasn’t accepted.

Nevertheless, I wanted to get some 
publicly available evidence that my ex-
ercise methods had solved that problem 
and was eventually able to arrange for a 
freelance journalist from Melbourne to 

write an article. He asked for confirmation of  the pro-
ject so I gave him the phone number of  the institute. 
After confirming the details he then wrote an article and 
sent it to various newspapers in Australia, and probably 
overseas as well.

I found some in the local newsagent in the Sydney 
Morning Herald, The West Australian, and in a Queensland 
newspaper called The Courier Mail.

I then put my research paper in my filing cabinet 
where it stayed for several decades.

A few years after the project had been completed 
I was listening to the radio and heard a report about a 
“new” disease called the Chronic Fatigue Syndrome. 

However, I assumed that it was just a new label for 
the ailment which I had proven to be physical, to replace 

(Continued next page)
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the older ones, which generally referred to a psychologi-
cal cause.

A few more years went by when, in 1993, I was di-
agnosed with cancer, and given two months to live with 
no hope of  a cure.

I didn’t think that I could cure it in two months so I 
didn’t try, and decided to leave that unlikely task to the 
specialists.

Also, since I supposedly didn’t have very long to 
live, I decided to write a summary of  what I had learned 
about health and publish it in a small booklet. I  also es-
tablished a website, with similar information. I kept add-
ing to the book from time to time, at the rate of  about 
100 pages per year, and included some sections about 
the chronic fatigue syndrome, it’s cause, and treatment, 
until it reached 1000 pages.

I had surgery and chemotherapy in 1998, and then 
the cancer returned in 1999, so I had more surgery and 
chemotherapy, followed by a stem cell transplant. 

The last printed edition of  the book was published 
in October 2000.

During that period I would occasion-
ally hear conversations on the radio where 
people were talking about the chronic fa-
tigue syndrome in a manner that gave me 
the impression that they had read my es-
says or books, but they didn’t mention my 
name. They would describe it as a real ill-
ness which required the patient to exercise by starting 
at a low level and be careful not to overdo things, and 
to stop and rest if  they had any problems. They would 
also say that it was important to reduce the number of  
daily or weekly activities, and to get the required rest in 
between etc.

A few years later some friends of  mine suggested 
that I add information about my ideas to a new internet 
encyclopaedia called Wikipedia. I eventually did in 2007, 
but some of  my contributions were criticised as being 
old or out-of-date etc., and deleted. I was eventually 
confronted by two editors who argued that nothing of  
mine had been published in the “real” medical literature 
and began describing me as a worthless, non-notable, 
fringy kook whose ideas were nonsense and rubbish. 
They spent the next twelve months taking turns where 
one of  them would accuse me of  breaking a rule, and 
the other one would use that as an excuse for deleting 
virtually everything I wrote. However, I also noticed that 
they, or their anonymous friends, were rewriting what 
I said in different words, and adding exactly the same 
information to other topic pages, and attributing them 
to someone else. In other words they wanted my ideas 

and methods in Wikipedia, but they didn’t want anyone 
to know that I developed them.

In about mid 2008 I added a more detailed account 
of  my exercise methods to my own website so that read-
ers could see that my ideas were better than any others,  
and in order to identify them as mine I called them The 
Banfield Principles.

The two Wikipedia editors who were constantly criti-
cising me eventually managed to get me banned in Janu-
ary 2009, so I continued to criticise their editing prac-
tices.

I also stopped publishing anything new because it 
was obvious that they were watching my website, and 
would steal whatever good ideas I produced. However, a 
few years later I started adding them in the form of  ac-
ronyms, to remind myself  of  the ideas if  ever I decided 
to publish them in future.

I also joined Twitter, and in November 2012 I read 
about a London psychiatrist named Simon Wessely 
who had been granted the John Maddox Prize for his 
research into chronic fatigue and exercise, so I became 
curious about where he got his ideas from.

I started reading articles about him and found that he 
became interested in undetectable illnesses, 
such as chronic fatigue, in 1987, just four 
years after I had completed my research, 
and had scientifically proven, and re-proven 
that it was a physical condition in 1983.

I also learned that the CDC of  America 
had added the label of  the chronic fatigue 

syndrome to their official list of  ailments the following 
year, in 1988.

Some time later the U.K. government began provid-
ing eleven million dollars in funding for research into 
the effects of  exercise on the chronic fatigue syndrome.

The methods of  treatment were given the names of  
“Graded exercise therapy” and “Pacing”.

Simon Wessely also wrote numerous research pa-
pers and books on the subject and became known as the 
leading authority in the world on the subject.

I then saw that he was given a knighthood for his 
contributions to military medicine two months later in 
January 2013. The concept in military medicine refers 
to “Battle fatigue” which is one of  many names given to 
chronic fatigue when it is seen in soldiers.

I decided to give some public talks about the se-
quence of  events, so I  wrote the first draft, and then 
began editing it, and adding more details, as well as 
scanned copies of  newspaper articles from 1982-3 etc, 
to be shown by projector onto a screen.

I gave the first talk to the Salisbury Rotary Club, and 
later to three other groups.

The audience response at those meetings was much 

(Continued from previous page)
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the same. The two most common comments were the 
compliments about my perseverance in dealing with the 
issues involved, and the fact that it was not unusual for 
some people to copy the ideas of  others, and claim the 
credit for them.

In the meantime I found that a colleague of  Wesse-
ly’s named Peter White, had completed his five year, five 
million dollar research project called the PACE trial, in 
which he investigated the effects of  exercise and related 
methods on 650 chronic fatigue patients.

In other words he started that study late in 2008, after 
I had presented The Banfield Principles earlier that year, 
which was a more detailed account of  my 1982 methods.

However, after the results of  the PACE trial were 
published, follow up studies have shown that more than 
50% of  patients reported being worse after the training 
than they were before – which means that the methods 
used were not as accurate as mine, which I specifically 
developed to prevent problems.

I also found that Simon Wessely reported in 2011, 
that he stopped researching chronic fatigue ten years ear-
lier, which would have been 2001, a year after I stopped 
adding information to my book. 

The net result of  it all is that the methods which I 
developed between 1976 and 1983, and then the ideas 
which I provided in my books and website from 1993 
to 2000, are now the ones being used in Wikipedia, and 
in modern research projects and treatment clinics, but 
most people don’t know that I produced them.

References

• Letter to the editor: from The Australa-
sian Nurses Journal, August 1982, page 15  
 “Enrolments for this course are sought from 
persons who occasionally experience feelings of  
weakness within the chest, dizziness and faintness. 
Such persons may feel comfortable when walking, 
but be reluctant to run fast, or lift heavy objects 
… The course involves specially designed exercises 
and medical testing to rule out persons with heart 
disease, and to provide valuable scientific infor-
mation. Sessions are twice a week for 12 weeks.” 
– signed Max Banfield, Programme Coordinator  

• “Fitness helps in therapy”: from the 
Adelaide News dated August 5, 1982, page 5   
 “SA could have a world first with a fitness re-
search programme into a medical complaint that 
causes abnormal tiredness and depression … So-
viet research assessed the fitness level of  people 
suffering the complaint, and in Sweden experimen-
tal courses were held for sufferers. But neither as-

sessed the physical effect of  exercises comprehen-
sively … Programme coordinator Max Banfield 
said the condition was difficult to diagnose.”  

• “Research Matches Russian Results”: from the 
Adelaide News dated December 20, 1982, page 18 
 “Research into a complaint which causes abnor-
mal tiredness and depression is matching results of  a 
similar Russian programme. In both countries, suffer-
ers of  neurasthenia have experienced breathlessness, 
faintness, dizziness and heart palpitations, although 
tests show no heart problems … the non-compet-
itive course would enable individuals to exercise at 
their own level. The programme aimed at relieving 
the chest pain, fatigue and depression of  suffer-
ers while researching the effects of  exercise.  

• “Study lifts fitness levels”: from the 
Adelaide News dated August 11, 1983, page 13  
    “The pilot study at the SA Institute for Fitness 
Research and Training may be a world first … Mr. 
Banfield said Soviet and Swedish research into the 
complaint matched initial findings in SA. … the fit-
ness course was an extension of  initial research … . 
The majority of  people who undertook fitness train-
ing at the Centre gained measurable benefits.”  

• “If  you’re tired join the course” was the title of  
another article published in the Adelaide News dated 
November 18, 1983, page 11

Note that the medical journalist who wrote the arti-
cles for the ‘News’ actually attended at least one of  the 
committee meetings where the results of  previous trials, 
and plans for the future, were being discussed.

Eight years earlier

This is a quote about the abnormal response to exer-
tion which is seen in chronic fatigue patients who do not 
have any evidence of  heart disease to account for it. The 
quote is from a 1974 book called The Heart, by J.W.Hurst:

“Attempts by Cohen and his associated to alter 
these abnormalities by physical training were un-
successful since the patients could not or would 
not follow the prescribed training programme.”

To solve that problem I designed a training pro-
gramme, in 1982, that some patients could and did fol-
low.

M.B. 1
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People say a lot of  stupid things, especially when they 
think they know more about something than they really 
do.

For some reason, a whole bunch of  people with no 
special medical knowledge and very little experience 
with illness think they know what’s going on in the bod-
ies – and especially minds – of  people with fibromyalgia, 
chronic fatigue syndrome, and the depression that often 
accompanies them.

Those people tend to say things like, “Can’t you just 
snap out of  it?” or “If  you’d get out of  the house more, 
you’d feel better.”

Those people completely miss the fact that illness 
is not a choice. They regard fibromyalgia and chronic 
fatigue syndrome as if  they’re mental illness – which 
they’re not – and don’t understand that mental illness is 
no more a “choice” than physical illness. They honestly 
believe that millions of  people just decide to be sick, or 
aren’t strong enough to get over life’s little hurdles.

I recently saw a cartoon titled “If  Physical Diseases 
were Treated Like Mental Illness.” It had people saying 
things like, “I get that you have food poisoning and all, 
but you at least have to make an effort,” and “Have you 
tried ... you know ... not having the flu?” It makes a bril-
liant point about how mental illness is treated, but you 
and I know all too well that some physiological diseases 
are treated that way.

I know some of  us hesitate to tell anyone if  we are 
depressed because we’re afraid all of  our symptoms will 
be blamed on that. It’s happened – in doctor’s offices, 
workplaces, and courts of  law. Someone will be labeled 
as “just depressed,” and the mental-illness stigma kicks 
in. It’s doubly bad, because:

Depression can’t explain everything we go through 
and we have clinical evidence showing fibromyalgia and 
chronic fatigue syndrome are distinctly different from 
major depressive disorder;

If  depression were our only diagnosis, it should still 
be treated as the serious, debilitating health issue it is and 
not written off  as someone just needing to pull them-
selves out of  it.

Even those of  us who don’t struggle with depres-
sion need to fight the stigma of  mental-health disorders 
because we continue to be lumped in with them in spite 
of  the current state of  medical knowledge. We need to 

help spread the understanding that depression is a seri-
ous disorder with physiological components.

I recently came across a great quote from Brit-
ish actor/comedian Stephen Fry, who has talked a lot 
about his suicidal depression and the bipolar disorder 
it stems from: “If  you know someone who’s depressed, 
please resolve never to ask them why. Depression isn’t a 
straightforward response to a bad situation; depression 
just is, like the weather.”

So when people say we should “snap out of  it,” we 
should ask them to snap out of  being tall, or brown eyed, 

“Snap out of it” responses to CFS, Fibromyalgia, 
and Depression

By Adrienne Dellwo.

Article: “Snap out of it” responses to CFS, Fibromyalgia, and Depression
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or bipedal. Ask if  they’d say the same thing to someone 
who had Parkinson’s or HIV, both of  which have ele-
ments in common with our illnesses. Don’t let them get 
away with belittling behavior.

It’s hard, I know, but you’d be surprised how easy it 
can be to make people see how little they understand the 
situation. Several years ago, my grandma was diagnosed 
with restless legs syndrome (RLS.) She was well into 
her 80s and had diabetic neuropathy (pain from nerve 
damage) in her feet. I knew it was a short logical step 
from nerve damage to RLS, so what my mother said just 
floored me - “She’d be fine if  she just used her legs more 
during the day.”

I came back with, “Really, it’s that simple? A little 
more movement would correct her nerve problems, 
alter her neurotransmitter function, and fix everything 
right up? It’s the answer millions of  sleepless people 
have been waiting for! I can’t believe no doctor ever 
thought of  it.” (She was abashed enough that I didn’t go 

into how using her legs more, when that caused searing 
pain, wasn’t a terribly viable treatment option anyway.)

Okay, so sarcasm isn’t always appropriate, but I have 
more respectful ways of  pointing out these things, too. 
Even then, I try to ask a lot of  questions so they have to 
repeatedly admit their ignorance, like this:

Rude & Thoughtless Uninformed 
Person: Fibromyalgia’s not a real disease, 
it’s just what doctors say when they don’t 
know what’s wrong with you.
Me: Are you aware that it’s classified as 
a neuro-endocrine-immune disorder be-
cause it involves so many major bodily 
systems?
Uninformed: Um, no.
Me: Did you know it involves dysregula-
tion of  at least five major neurotransmit-
ters as well as structural changes to the 
brain?
Uninformed: No.
Me: Did you know we have decades of  
research showing dozens of  physiological 
abnormalities, and that doctors are sup-
posed to follow very specific diagnostic 
criteria?
Uninformed: No, I didn’t.
Me: It’s a complex disorder that most 
people don’t know much about. If  you’d 
like to learn more, I can give you some 
links.
Uninformed: (Slinks away feeling far less 
confident than when making the original 
statement.)

It’s hard to confront people about their ignorance. 
The stress of  it, of  course, can be a problem for us. 
However, when I let my fear keep me silent, I feel like a 
victim. When I say something, it spikes my blood sugar 
and leaves me shaky and achy, but I feel stronger and 
better overall.

It’s not always worth saying something. You may 
have too much to lose in the situation. You may know 
that the person is never going to listen anyway. Some-
times it’s better to walk away, then send the person an 
informative article later with a note saying that you hope 
it’ll help them understand. You have to pick your battles 
and your approach, but I hope you’ll take a minute to 
prepare some responses in your head so that you can 
help change people’s opinions when you have the op-
portunity. 1

Reprinted from About.com (http://tiny.cc/pgop9w).
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Names of  diseases have never required scientific ac-
curacy (e.g. malaria means bad air, lyme is a town, and 
ebola is a river). But some disease names are offensive, 
victim-blaming, and stigmatizing. Multiple sclerosis was 
once called hysterical paralysis when people believed 
that this disease was caused by stress linked with oedi-
pal fixations. AIDS was initially called “Gay Men’s dis-
ease” when it was considered a disease only affecting 
white gay men. Fortunately, when these disease names 
were changed, those afflicted with Multiple Sclerosis and 
AIDS experienced less stigma. Inspired patient activists 
from around the world are currently engaged in another 
major effort to rename chronic fatigue syndrome (CFS). 
It is a political struggle to alleviate some of  the stigma 
caused by the language of  scientists at the United States’ 
Centers for Disease Control and Prevention (CDC) 25 
years ago.

Chronic fatigue syndrome is an illness as debilitat-
ing as Type II diabetes mellitus, congestive heart fail-
ure, multiple sclerosis, and end-stage renal disease. Yet 
95% of  individuals seeking medical treatment for CFS 
reported feelings of  estrangement; 85% of  clinicians 
view CFS as a wholly or partially psychiatric disorder; 
and hundreds of  thousands of  patients cannot find a 
single knowledgeable and sympathetic physician to 
take care of  them. Patients believe that the name CFS 
has contributed to health care providers as well as the 
general public having negative attitudes towards them. 
They feel that the word “fatigue” trivializes their illness, 
as fatigue is generally regarded as a common symptom 
experienced by many otherwise healthy individuals. Ac-
tivists add, that if  bronchitis or emphysema were called 
chronic cough syndrome, the results would be a triviali-
zation of  those illnesses.

Powerful vested forces have opposed changes. In the 
late 1990s and early 2000s, when I mentioned over the 
years that patients were stigmatized by the term chronic 
fatigue syndrome, I was explicitly told it was reckless 
and irresponsible to change the name. This was despite 
the fact that patients wanted a more medical-sounding 
name, and our research group had found that a more 
medical-sounding term like myalgic encephalopathy 
(ME) was more likely to influence participants to attrib-
ute a physiological cause to the illness.

Over the last decade, patient demands for change 
have grown louder. New names have occurred for sev-
eral patient organizations (e.g. the Patient Alliance for 
Neuroendocrineimmune Disorders Organization for 

Research and Advocacy, and the Myalgic Encephalomy-
elitis Society of  America) and research/clinical settings 
(Whittemore/Peterson Institute for Neuro-Immune 
Disease). Even the US federal government has begun 
to use the term ME/CFS, and the organization of  re-
searchers changed their name to the International As-
sociation of  CFS/ME. Ultimately, many activist groups 
want the term myalgic encephalomyelitis to replace CFS. 
Bringing about a name change is a complicated endeav-
or, and small variations of  language can have significant 
consequences among the stakeholders.

In addition to this effort to rename chronic fa-
tigue syndrome, there is considerable patient activism 
to change the case definition, which was arrived at by 
consensus at the CDC rather than through empirical 
methods. Patients report and surveys confirm that core 
symptoms of  the illness include post-exertional ma-
laise, memory/concentration problems, or unrefreshing 
sleep. Yet these fundamental symptoms are not required 
within the current case definition. Patients want the cur-
rent case definition to be replaced with one that requires 
these types of  fundamental symptoms. If  laboratories 
in different settings identify samples that are not ho-
mogenous, then consistent biological markers will not 
be found, and then many will continue to believe the 
illness is one of  a psychogenic nature, just as once oc-
curred for multiple sclerosis. Clearly, issues concerning 
reliability of  clinical diagnosis are complex and have im-
portant research and practical implications. In order to 
progress the search for biological markers and effective 
treatments, essential features of  this illness need to be 
empirically identified to increase the probability that in-
dividuals included in samples have the same underlying 
illness.

If  progress is to be made on both the name change 
and an empirical case definition, key gatekeepers includ-
ing the patients, scientists, clinicians, and government 
officials will need to work collaboratively and in a trans-
parent way to build a consensus for change. Consider-
able activity is currently ongoing at the federal level on 
these critical issues, but only through open communica-
tions and the building of  trust will there be the possibil-
ity of  overcoming the past 25 years, which have been 
marked by feelings of  anger and hostility due to being 
excluded from the decision-making process. 1

 
Reprinted from OUPblog (http://tiny.cc/xb519w).

Diseases can stigmatize

Article: Diseases can stigmatize

By Leonard A. Jason.
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Miscellaneous: Information about ME/CFS

What is ME/CFS?
Myalgic Encephalomyelitis/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 uncom-
mon medical disorder that causes significant ill health and 
disability in sufferers.

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

It is now officially recognised by the World Health Or-
ganization International Classification of  Diseases (ICD-
10-CM Diagnosis Code G93.3) and by recent 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 trans-
lates 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 concentra-

tion and memory);
• gastro-intestinal symptoms (e.g. irritable bowel);
• orthostatic intolerance (e.g. low blood pressure);
• 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 con-
trast 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-cognitive, neu-
roendocrine, autonomic, and immune manifestations of  
the condition. The Canadian Consensus criteria are wholly 
supported by ME/CFS Australia (SA) Inc and by the Na-
tional Board of  ME/CFS Australia. Copies are available 
from ME/CFS Australia (SA) Inc’s website (sacfs.asn.au).

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; Hyperthy-
roidism; 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, so it is recommended that you 
are diagnosed by a doctor with experience of  the condition

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 toward 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, gastrointesti-
nal difficulties, allergies, and depression are some of  the 
symptoms which may be relieved through the use of  medi-
cations and other interventions. 

Lifestyle changes including appropriate rest, reduced 
stress, dietary measures and/or restrictions, and nutritional 
supplementation may be of  benefit. Supportive therapy, 
such as counselling, can help to identify and develop effec-
tive 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  exercise 
without causing a significant relapse of  symptoms. It is im-
portant to maintain physical fitness if  possible, but studies 
have shown 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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Australian ME/CFS societies

National
ME/CFS Australia Ltd

Address: PO Box 7100, Dandenong VIC 3175

Phone: (03) 9793 4500

Fax: (03) 9793 1866

Web: www.mecfs.org.au

Email: ceo@mecfs.org.au

Miscellaneous: Australian ME/CFS societies

Australian Capital Territory
ACT ME/CFS Society, Inc

Address: c/o SHOUT, PO Box 717, Mawson ACT 2607

Phone: (02) 6290 1984

Fax: (02) 6290 4475

Web: www.mecfscanberra.org.au

Email: mecfsadmin@shout.org.au

New South Wales
ME/Chronic Fatigue Syndrome Society of  NSW Inc

Address: PO Box 5403, West Chatswood NSW 1515

Office: Suite 204, 10 Help Street, Chatswood NSW 2067

Phone: (02) 9904 8433

Fax: (02) 9904 8435

Web: www.me-cfs.org.au

Email: admin@me-cfs.org.au

Northern Territory
ME/CFS Australia (Northern Territory)

Address: PO Box 120, Prahran VIC 3181

Office: Suite 204, 10 Help Street, Chatswood NSW 2067

Phone: (03) 9529 1344 (Reception)

Phone: (03) 9529 1600 (Support Line)

Web: www.mecfs-vic.org.au

Email: admin@mecfs-nt.org.au

Queensland
ME/CFS/FM Support Association Qld Inc

Address: 27 Scott Street, Toowoomba QLD 4350

Phone: (07) 4632 8173

Phone: (07) 4659 5239

Web: www.mecfsfmq.org.au

Email: mefmtba@bigpond.com

South Australia
ME/CFS Australia (SA) Inc

Address: GPO Box 28, Hundmarsh SA 5007

Office: 266 Port Road, Hindmarsh, Adelaide SA 5007

Office hours: Wednesdays, 11am to 4pm (when manned)

Phone: 1300 128 339

Web: www.sacfs.asn.au

Email: sacfs@sacfs.asn.au

Tasmania
ME/CFS Australia (Tasmania)

Address: PO Box 120, Prahran, VIC 3181

Office: Suite 204, 10 Help Street, Chatswood NSW 2067

Phone: (03) 9529 1344 (Reception)

Phone: (03) 9529 1600 (Support Line)

Web: www.mecfs-vic.org.au

Email: admin@mecfs-tas.org.au

Victoria
ME/CFS Australia (Victoria)

Address: PO Box 120, Prahran VIC 3181

Office: 2/240 Chapel Street, Prahran VIC 3181

Phone: (03) 9529 1344 (Reception)

Phone: (03) 9529 1600 (Support Line)

Web: www.mecfs-vic.org.au

Email: admin@mecfs-nt.org.au

Western Australia
The ME/CFS Society of  WA (Inc)

Address: The Centre for Neurological Support, The Niche,

11 Aberdare Road, Nedlands, Perth WA 6009

Phone: (08) 9346 7477

Fax: (08) 9346 7534

Web: www.mecfswa.org.au

Email: info@mecfswa.org.au
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Miscellaneous: South Australian ME/CFS support groups and contact numbers

Contact numbers

Auburn Kay Hoskin 8849 2143

Barossa Valley Dennis 8563 2976

Eyre Peninsula Jodi 0427 831 133

Mt. Gambier Di Lock 8725 8398 or
0438 358 398

Port Lincoln Jade and Pauline 8683 1090

Port Pirie Marj 8633 0867

Strathalbyn Margaret 8536 3218 or
0400 187 015

Victor Harbor Andrea and Mark 8552 9857

Northern Yorke 
Peninsula

David 8862 1665

Yunta Gloria 8650 5938

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:

• 1300 128 339

South Australian  
ME/CFS support groups

Clare Valley ME/CFS Support Group
Venue: 20 Beare St, Clare SA 5453

Contact: David Shepherd

Phone: 8862 1665

Email: shepherd@rbe.net.au

Northern Yorke Peninsula CFS Support 
Group
Venue: Community Health Centre Wallaroo

Contact: David Shepherd

Phone: 8862 1665

Email: shepherd@rbe.net.au

Changes

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

• Mail: PO Box 28, Hindmarsh SA 5007
• Email: pmrscott@tpg.com.au

Miscellaneous Support Contacts

SAYME
(South Australian  
Youth with ME)

Emma 8381 4417

SAYME Parents Marg 8381 4417

Southern Bradley 0406 944 252
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