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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 
marketing of products to our members. This includes 
distributing promotional literature, providing demon-
strations of products or approaching members at any 
of our events.

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

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

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.,

 P.O. Box 383,

 Adelaide, South Australia 5001

Phone: 1300 128 339

Office hours: Wednesdays, 10am to 3pm (when manned)

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 (for a ‘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 member subscrip-

tions.

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 submit-
ted by our members are free subject to the following conditions. Talking Point reserves the right to reject any advertisement 
it considers unsuitable for publication or decline to publish for any reason at its absolute discretion. Advertisements lodged 
with Talking Point must comply with the Advertising Codes of the Media Council of Australia and with the interpretations of 
the Advertising Standards Council.

Copyright

Copyright © 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 383, Adelaide South Australia 5001 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 recently, 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 in 2008.

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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Dee has written a book about her journey with Fibro-
myalgia Syndrome or FMS with the aims of  outlining 
her journey (which she feels was a helpful therapy for 
herself), assisting her family to understand her journey, 
and finally to offer a personal story rather than clinical 
analysis which she sought when first diagnosed.

Her book provides insight into discovering well-
being amid physical un-wellness. This includes how to 
simplify one’s life, and Dee directs us to three areas – 
namely our physical, psychology, and spiritual aspects of  
our life. In earlier days Dee worked with People with 
Disabilities that gave her insight when FMS came along. 
Difficulties experienced by having something called a 
‘syndrome’ are explored by Dee. Her own interaction 
with various health professionals forms a part of  the 

book. She provides insight into the finer points of  how 
gratitude unlocks well-being among un-wellness. Her 
strategy of  ICAN statements assisted her as a coping 
strategy. She also outlines how the S.H.I.N.E. protocol  
(see page 13) helped her. Dee explains the important role 
carers play, and how to communicate with your carers as 
well as the need for professional development as part of  
the caring for carers. 1

 
John works in the ME/CFS office since retiring as an 
engineer.

Dee Campbell was guest speaker at the Society’s Febru-
ary seminar.

Book review: Fibromyalgia Well-Being  
by Adelaide author Dee Campbell

Reviewed by ME/CFS Australia (SA) Inc member A. John Leverenz.

In 2007, when Dee Campbell learned that she had been 
diagnosed with Fibromyalgia, she began a personal quest 
to learn all she could about the disease, treatments and 
outlooks. Now she shares the result of  her extensive 
personal research and experience, with the hope of  in-
spiring other living with Fibromyalgia to do just that: 
live. Her story is one of  a journey back to health, happi-
ness... and hope.

She draws a range of  interventions and embraces a 
holistic view of  the individual. Dee’s success is a tes-
timonial to the importance of  remaining positive, em-
powered, and open-minded. Through her personal ex-
periences and challenges, she hopes to encourage others 
living with Fibromyalgia to seek their own enhanced 
quality of  life. Life with Fibromyalgia can be a challenge 
to mind, body, and soul, and, without support, these can 
be difficult, challenging, and confusing times.

Through her own experiences, Dee recognizes the 
importance of  addressing the physical, psychological, 
and spiritual elements of  each individual in order to 
achieve improved well-being and long-term manage-
ment of  a chronic illness. 1

Reprinted from the back cover of the book.

About Fibromyalgia Well-Being

Society Matters: Book review – Fibromyalgia Well-Being
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A new blood test may predict Fibromyalgia, a condition 
that can be hard to diagnose.

Research about the new test was presented Sunday 
[27 October 2013] at the annual meeting of  the Ameri-
can College of  Rheumatology in San Diego.

EpicGenetics of  Santa Monica, Calif., developed the 
test, called the FM/a test, says Bruce Gillis, MD, MPH. 
Gillis is the company’s CEO and an assistant professor 
of  medicine and emergency medicine at the University 
of  Illinois College of  Medicine.

“It is objective, very accurate, and definitive,” he says.
But the test’s high price tag – $744 – may keep its use 

limited for now, one expert says.
“Due to the cost and my lack of  experience with 

this new test, I would initially use it in patients in whom 
I suspect as having Fibromyalgia but lack some of  the 
classic features, making the diagnosis more difficult,” 
says Scott Zashin. Zashin is a clinical professor of  medi-
cine at the University of  Texas Southwestern Medical 
School, Dallas.

Fibromyalgia causes widespread pain, tenderness, 
and stiffness in the muscles and connective tissues. The 
cause is not known. Six million people or more in the 
U.S. may have it, Gillis says. Usually doctors take a medi-
cal history and note symptoms. Often, it is a diagnosis 
made after excluding other diseases.

“The biggest problem is the skepticism that physi-
cians have that don’t believe that Fibromyalgia is a real 
medical ailment,” Gillis says. Often, he says, they label 
the patient as being depressed or being a hypochondriac.

“What our test does more than anything else is legiti-
mize the diagnosis,” Gillis says.

How the Fibro Blood Test Works

The test measures proteins in the body that lessen pain. 
“In patients with Fibromyalgia, they cannot produce 
normal quantities of  these proteins,” Gillis says.

The test developers compared the blood test results 
in:
• 100 Lupus patients
•  98 Rheumatoid Arthritis patients
• 160 Fibromyalgia patients
• 119 healthy people

Ninety-three percent of  the people who had Fibro-
myalgia were identified correctly with the test, Gillis says, 
and 89% of  those who did not were correctly identified.

Zashin, who is not involved with the company, says 
additional studies will be helpful. “If  results could be 
verified, I would discuss the test with patients in whom 
the diagnosis of  Fibromyalgia is being considered to de-
termine if  they wanted to obtain the information pro-
vided by the testing,’’ he says.

These findings were presented at a medical confer-
ence. They should be considered preliminary, as they 
have not yet undergone the “peer review” process, in 
which outside experts scrutinize the data prior to publi-
cation in a medical journal. 1

Reprinted from WebMD (tinyurl.com/orpwe64).

A blood test for Fibromyalgia?

By Kathleen Doheny. Reviewed by Brunilda Nazario, MD.

Medical pages: A blood test for Fibromyalgia?



TA
LK

IN
G

 PO
IN

T – 2
0
1
3
 Issue 3

 (July-A
ugust-Septem

ber)
The O

fficial Journal of M
E/C

FS A
ustralia (SA

) Inc.

Page 8

Once-daily controlled-release (CR) pregabalin signifi-
cantly improved time to loss of  therapeutic response vs. 
placebo in patients with Fibromyalgia, a study presented 
at the 2013 ACR/ARHP Annual Meeting concluded.

Pregabalin, an alpha2-delta ligand, is currently indi-
cated for the treatment of  Fibromyalgia as a twice-daily 
dose over a range of  300mg–450mg/day. A pregabalin 
CR formulation was developed to enable once-daily dos-
ing.

Lesley M. Arnold, MD, of  the University of  Cincin-
nati College of  Medicine, Cincinnati, OH, and colleagues 
conducted a 4-phase study that involved a 1-week base-
line, 6-week single-blind, 13-week double-blind treat-
ment, and a 1-week double-blind taper. The single-blind 
phase starting dose was 165mg/day and was titrated up 
to 495mg/day over the first 3 weeks based on efficacy 
and tolerability.

Patients with ≥50% reduction in average daily pain 
score at the end of  the single-blind phase compared 
to baseline were randomized 1:1 in the double-blind 
phase to continue pregabalin CR at the optimized dose 
(330mg–495mg/day) or matching placebo.

The primary end point, time to loss of  therapeutic 
response during the double-blind phase, was defined as 
<30% pain response relative to baseline or discontinu-
ation due to lack of  efficacy or an adverse event (AE).

Patients were primarily white (81%) and female 
(89%); average age was 48 years and mean duration of  
Fibromyalgia diagnosis was 5–6 years.

A total of  441 patients from the United States, 
Canada, India, and Taiwan who met ACR 1990 crite-
ria for Fibromyalgia were included in the single-blind 

phase of  the study and were treated with pregabalin CR 
165–495mg/day for 6 weeks. Compliance rate was 91% 
(defined as taking the dose within 1 hour of  a meal).

Of  the 441 patients, 121 (27%) completed the sin-
gle-blind phase, had a ≥50% pain response, and were 
treated in the double-blind phase. The pregabalin CR 
330–495mg/day arm included 63 patients with a 99% 
compliance rate and the placebo arm, 58 patients with a 
100% compliance rate.

Median time from randomization to loss of  thera-
peutic response was 58 days in the pregabalin CR group 
and 22 days in the placebo group (P=0.021). During the 
double-blind phase, 34 of  63 patients (54.0%) in the 
pregabalin CR group and 41 of  58 (70.7%) in the pla-
cebo group met the loss of  therapeutic response crite-
ria. Sensitivity analyses confirmed the robustness of  the 
Kaplan-Meier estimates.

“In the single-blind phase, patients treated with pre-
gabalin CR showed improvement on secondary end 
points related to pain, sleep, tiredness, and functional 
status,” she noted. “Trends continued in the double-
blind phase, generally favoring pregabalin CR, but dif-
ferences vs. placebo were not statistically significant.”

For example, in the single-blind phase, mean daily 
pain score decreased from 6.8 at baseline to 4.3 at Week 
6. In the double-blind phase, the pregabalin CR group 
“tended to show better daily pain scores over the course 
of  treatment vs placebo,” she said. However, the treat-
ment groups were not significantly different at study 
end: pregabalin -3.1 and placebo, -2.5.

Patients treated with pregabalin CR were more likely 
to report a benefit from treatment during the double-
blind phase vs. placebo (OR 2.29; P=0.0296).

In the single-blind phase, 54 (12.2%) discontinued 
due to an adverse event, as did 3 (4.8%) in the double-
blind pregabalin group, 2 of  whom had AEs considered 
related to pregabalin CR, confusional state and feeling 
abnormal. None of  the patients in the placebo group 
discontinued treatment.

The most commonly reported treatment-emergent 
AEs were dizziness, somnolence, and peripheral edema.
 1

Reprinted from Monthly Prescribing Reference (tinyurl.
com/os54yt9).

Once-daily pregabalin CR improves therapeutic 
response in patients with Fibromyalgia

By Debra Hughes, MS.

Medical pages: Once-daily pregabalin CR improves therapeutic response in patients with FM
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Fibromyalgia is one of  the most common chronic pain 
conditions. The disorder affects an estimated 10 million 
people in the United States and an estimated three to 
six percent of  the world population. Women account 
for 80 to 90 percent of  those with the condition. Fibro-
myalgia is a central nervous system disorder character-
ized by widespread pain throughout the body as well as 
a heightened, painful response to pressure. Additional 
symptoms include fatigue, sleep disorders and joint stiff-
ness.

“Fibromyalgia is a truly debilitating disease that can 
have a severe impact on quality of  life,” said Billy K. 
Huh, M.D., Ph.D., professor and medical director of  
the Department of  Pain Medicine at The University of  
Texas MD Anderson Cancer Center, Houston, and ad-
junct professor of  the Department of  Anesthesiology at 
Duke University Medical Center, Durham, N.C.

The study was a retrospective review of  55 Fibro-
myalgia patients whose pain did not respond to more 
conservative treatments. Statistics were collected for sex, 
race, body weight, pain duration, pain relief  duration af-
ter lidocaine infusion, and scores on the brief  pain in-
ventory scale, visual analog scale and pain interference 
scale before and after the infusion.

The study found an almost 10 percent average de-

crease in the brief  pain inventory scale score, which 
dropped from 83.18 before the infusion to 73.68 af-
ter the infusion. The average pain interference score 
dropped from 7.73 to 6.88. The brief  pain inventory 
score was much lower for non-smokers than for smok-
ers; non-smokers’ average score was 72.63, while smok-
ers’ average score was 89.98.

Dr. Huh hypothesized that because smokers fre-
quently have vascular damage that impairs blood circula-
tion, the lidocaine may not reach the painful area because 
of  poor blood flow. He also suggested that the benefit 
of  lidocaine may be reduced because smokers have sig-
nificant amounts of  toxic chemicals in their blood.

The difference in pain interference scores for white 
patients and African-American patients was .028. For 
this test, a score less than .05 is considered statistically 
significant. Dr. Huh could not be certain about the rea-
son for the difference, but noted, “Many drugs are more 
effective or less effective for certain ethnic groups. For 
example, some blood pressure medications are more ef-
fective for certain races. I think this finding is quite pos-
sibly related to genetic makeup.” 1

 
Reprinted from ScienceDaily (tinyurl.com/lo5asok).

Fibromyalgia sufferers get pain relief from IV 
lidocaine

Patients with Fibromyalgia resistant to more routine therapies have a new pain relief treatment available, according to 
a study presented at the ANESTHESIOLOGY™ 2013 annual meeting. Intravenous (IV) lidocaine infusion provided sig-
nificant pain relief to Fibromyalgia patients, although the pain relief was much less for African-Americans and smokers.

Medical pages: Fibromyalgia sufferers get pain relief from IV lidocaine
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Found abundantly in leafy greens, fish, nuts, seeds, and 
dried fruits, magnesium is the unsung hero of  nearly all 
our body’s metabolic processes. It is a cofactor in over 
300 enzyme systems, and performs vital roles in regulat-
ing blood glucose levels, protein synthesis, blood pres-
sure, and muscle and nerve function. Along with potas-
sium, calcium and sodium, it is classed as one of  the 
seven minerals essential for the functioning of  the hu-
man body. Without it, we would die.

According to the USDA, fully 68% of  Americans do 
not consume the daily recommended intake for magne-
sium. 1 Independent researchers place this figure even 
higher, at 75% - 80%. 2 (Keep in mind that the daily 
recommended intake is not the optimal amount a person 
needs to consume in order to maintain a healthy, fully 
functioning body, but the minimal amount one needs in 
order to avoid illness.)

Because magnesium is essential for relaying nervous 
system impulses and for the metabolism of  calcium and 
potassium, the effects of  magnesium deficiency run the 
gamut, from growth retardation to heart failure, from 
anorexia to learning disabilities and personality changes, 
from weakness to muscle pain, and, of  course, fatigue. 
Even at the daily recommended intake, symptoms of  
deficiency can appear. In 1990, Kubena et al. listed the 
effects of  chronic marginal intakes of  magnesium, in-
cluding “abnormalities in reproduction, growth, and 
development and disorders of  neuromuscular, cardio-
vascular, renal, and immune function.” 9 Considering 
the fact that roughly three-quarters of  Americans are 
functionally deficient in magnesium, we would expect to 
see at least mild deficiency symptoms in the majority of  
our population.

Given both its widespread systemic effects as well as 
its under-consumption by most of  the population, it is 
not surprising that magnesium has been used as a treat-
ment for such diverse conditions as diabetes, cardiac 
disorders, migraines, asthma, and major depression. 3-7

Magnesium Deficiency in ME/CFS

In early 1991, I.M. Cox, M.J. Campbell, and D. Dowson 
published a preliminary study on magnesium levels in 
CFS/ME patients. All 22 patients studied had reduced 
levels of  serum magnesium. 10 (A reduced level of  se-

rum magnesium is cause for alarm, given that the vast 
majority of  magnesium is found in tissue, not blood.) 
The researchers followed up their findings with a ran-
domized clinical study in which 15 of  the patients re-
ceived intramuscular injections of  magnesium sulfate 
every week for six weeks and 17 received a placebo. Of  
the 15 patients receiving magnesium, 12 reported im-
provement in symptoms.

A subsequent article by Dr. Mildred Seelig observed 
an overlap with ME/CFS and many of  the symptoms 
of  latent tetany syndrome, a medical condition resulting 
from magnesium deficiency leading to sleep abnormali-
ties, vertigo, mitral valve prolapse, headaches, and anxi-
ety. She proposed that ME/CFS patients would improve 
with the treatment used for LTS, namely magnesium. 
8 Dr. Seelig concluded that “The evidence that Mg de-
ficiency causes a variety of  both humoral and cellular 
defense disturbances, among which are several that have 
been identified in CFS and FM, is a reason to suspect 
that either Mg deficiency or its abnormal utilization 
might be a pathogenic factor in CFS.”

Dr. Martin Pall’s work supports Dr. Seelig’s conclu-
sion. Dr. Pall speculated that, given the likelihood that 
people with CFS/ME are marginally deficient in mag-
nesium before falling ill, magnesium deficiency may ac-
tually contribute to the pathogenesis of  the illness. In 

Magnesium: An essential supplement for  
ME/CFS

By Erica Verrillo.

Medical pages: Magnesium – An essential supplement for ME/CFS
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his book, Explaining Unexplained Illnesses, Dr. Martin Pall 
presents a compelling argument implicating oxidative 
stress in the etiology of  CFS/ME. 11 An important part 
of  the cycle of  oxidative stress typical of  multisystem ill-
nesses like CFS/ME, FM and Gulf  War Syndrome is the 
chronic excitability of  NMDA receptors. This over-ex-
citability results in a hyperactive nervous system – along 
with cell damage, inflammation, and lowered production 
of  ATP. Magnesium is one of  the principal inhibitors of  
NMDA activity, which makes it a valuable treatment for 
any illness involving chronic oxidative stress.

In addition to its contribution to oxidative stress, Dr. 
Myhill believes that low magnesium levels in CFS/ME 
patients is a symptom of  mitochondrial failure. When 
mitochondria fail, calcium leaks into cells and magne-
sium leaks out. According to Dr. Myhill, this leakage 
explains why it is useless to test serum levels of  magne-
sium. As she puts it, “Serum levels are maintained at the 
expense of  intracellular levels. If  serum levels change 
this causes heart irregularities and so the body maintains 
serum levels at all cost. It will drain magnesium from in-
side cells and indeed from bone in order to achieve this.” 
12 Dr. Myhill’s explanation not only accounts for why se-
rum levels of  magnesium are inconsistent in CFS/ME, 
but why magnesium supplementation is so effective.

Treating ME/CFS with Magnesium

Although nearly every CFS/ME physician includes ei-
ther injectable or oral magnesium as part of  their proto-
col, there are relatively few studies measuring the overall 
effects of  magnesium supplementation. The paucity of  
studies may be due to the fact that body stores of  mag-
nesium cannot be measured via a blood test. However, 
one of  the few formal studies (Manuel y Keenoy et al.) 
found that supplementation with magnesium led to an 
improvement in magnesium body stores, as well as se-
rum vitamin E levels in ME/CFS patients. 13 The results 
of  that study indicate that magnesium supplementation 
not only leads to increased body stores, but may reduce 
oxidative stress (as indicated by the increase in vitamin 
E levels).

What Form to Take?

Because oral magnesium is difficult to absorb, the forms 
most frequently recommended are magnesium citrate 
and magnesium glycinate. Magnesium citrate dissolves 
in water, which makes it more bioavailable than most 
other forms of  magnesium (such as sulfate or oxide, 
both of  which are inorganic and poorly absorbed 14).

Dr. Paul Cheney has observed that magnesium gly-
cinate causes the least intestinal upset and is the most 

easily absorbed. 15 The usual recommended dosage is 
200 to 400 mg/day taken with food, although CFS/ME 
patients are cautioned to start with a smaller dose and 
increase it gradually. Intramuscular injections of  1 cc of  
magnesium sulfate (50%) or magnesium chloride can be 
administered once or twice a week. Because of  magne-
sium’s effect on heart function, the first injection should 
be performed in a physician’s office. The main drawback 
of  injected magnesium is that the injections are pain-
ful. The simultaneous administration of  vitamin B12 or 
lidocaine helps relieve the pain of  the injection. Because 
magnesium is a cathartic, high doses can cause diarrhea. 
In patients prone to gastrointestinal upset, a low dose is 
normally recommended.

Benefits

Most people with ME/CFS who take magnesium, 
whether oral or injected, report increased stamina and 
energy. Many include better sleep as an additional ben-
efit (most likely due to magnesium’s muscle-relaxing ef-
fects).

References

1. USDA Agricultural Research Service, “Percentage of  individuals 

meeting DRI - Magnesium - 32 per cent”

2. Ford ES, Mokdad AH. Dietary magnesium intake in a national 

sample of  U.S. adults. J Nutr 2003;133: 2879-2882.

3. Rude RK. Magnesium deficiency and diabetes mellitus: Causes 

and effects. Postgrad Med 1992; 92: 222-4.

4. Iseri LT, Freed J, Bures AR. Magnesium deficiency and cardiac 

disorders. Am J Med 1975;58:837-46.

5. Mauskop A, Altura BM. Role of  magnesium in the pathogenesis 

and treatment of  migraines. Clin Neurosci. 1998;5(1):24-7.

6. Marcela Davalos Bichara and Ran D. Goldman, MD. Magnesium 

for treatment of  asthma in children. Canadian Family Physician. 

September 2009 vol. 55no. 9 887-889.

7. George A. Eby , Karen L. Eby. Rapid recovery from major de-

pression using magnesium treatment. Medical Hypotheses (2006)

8. Seelig, Mildred MD, MPH. “Review and Hypothesis: Might Pa-

tients with the Chronic Fatigue Syndrome Have Latent Tetany of  

Magnesium Deficiency.” Journal of  Chronic Fatigue Syndrome, Vol. 

4(2) 1998

9. Kubena KS, Durlach J. “Historical review of  the effects of  mar-

ginal intake of  magnesium in chronic experimental magnesium 

deficiency.” Magnes Res. 1990 Sep;3(3):219-26.

10. Cox IM, Campbell MJ, Dowson D. “Red blood cell mag-

nesium and chronic fatigue syndrome.” Lancet. 1991 Mar 

30;337(8744):757-60.

11. Pall, Martin. Explaining “Unexplained Illnesses.” CRC Press, 2007.

(Continued next page)

Medical pages: Magnesium – An essential supplement for ME/CFS



TA
LK

IN
G

 PO
IN

T – 2
0
1
3
 Issue 3

 (July-A
ugust-Septem

ber)
The O

fficial Journal of M
E/C

FS A
ustralia (SA

) Inc.

Page 12

12. Dr. Myhill discusses magnesium deficiency and treatment in 

CFS/ME patients. DrMyhill.co.

13. Manuel y Keenoy, B, Moorkens, G, Vertommen, J, Noe, M, Neve, 

J, and De Leeuw, I. “Magnesium status and parameters of  the 

oxidant-antioxidant balance in patients with chronic fatigue: ef-

fects of  supplementation with magnesium.” J Am Coll Nutr. 2000 

Jun;19(3):374-82.

14. Lindberg JS, Zobitz MM, Poindexter JR, Pak CY. “Magnesium 

bioavailability from magnesium citrate and magnesium oxide.” J 

Am Coll Nutr. 1990 Feb;9(1):48-55.

15. Carol Sieverling “Dr. Cheney’s Basic Treatment Plan for Chronic 

Fatigue Syndrome.” ProHealth, 10/19/01.

Erica Verrillo is the author of  Chronic Fatigue Syndrome: 
A Treatment Guide, 2nd Edition, available as an electronic 
book on Amazon, Barnes & Noble, Kobo and Payhip (PDF 
file). Her website, CFSTreatmentGuide.com, provides prac-
tical resources for patients with ME/CFS. She also writes a 
blog, Onward Through the Fog, with up-to-date news and 
information about the illness, as well as the full text of  CFS: A 
Treatment Guide, 1st Edition (available in translation). Ms. 
Verrillo has been the editor of  ProHealth’s ME/CFS Health-
Watch since February 2013. 1

Reprinted from ProHealth (tinyurl.com/kcyngaz).
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“Cluster Analysis of  Clinical Data Identifies Fibro-
myalgia Subgroups.”
By Elisa Docampo, et al.

Abstract:
INTRODUCTION: Fibromyalgia (FM) is mainly 

characterized by widespread pain and multiple accom-
panying symptoms, which hinder FM assessment and 
management. In order to reduce FM heterogeneity we 
classified clinical data into simplified dimensions that 
were used to define FM subgroups.

MATERIALS AND METHODS: 48 variables 
were evaluated in 1,446 Spanish FM cases fulfilling 1990 
ACR FM criteria. A partitioning analysis was performed 
to find groups of  variables similar to each other. Similar-
ities between variables were identified and the variables 
were grouped into dimensions. This was performed in 
a subset of  559 patients, and cross-validated in the re-
maining 887 patients. For each sample and dimension, a 
composite index was obtained based on the weights of  
the variables included in the dimension. Finally, a clus-
tering procedure was applied to the indexes, resulting in 
FM subgroups.

RESULTS: Variables clustered into three inde-
pendent dimensions: “symptomatology”, “comorbidi-
ties” and “clinical scales”. Only the two first dimensions 
were considered for the construction of  FM subgroups. 
Resulting scores classified FM samples into three sub-
groups:

1. low symptomatology and comorbidities 
(Cluster 1),

2. high symptomatology and comorbidities 
(Cluster 2), and

3. high symptomatology but low comor-
bidities (Cluster 3), showing differences in 
measures of  disease severity.

CONCLUSIONS: We have identified three sub-
groups of  FM samples in a large cohort of  FM by clus-
tering clinical data. Our analysis stresses the importance 
of  family and personal history of  FM comorbidities. 
Also, the resulting patient clusters could indicate differ-
ent forms of  the disease, relevant to future research, and 
might have an impact on clinical assessment.

Source: PloS One, September 30, 2013. By Elisa Do-
campo, Antonio Colladol, Geòrgia Escaramís, Jordi Car-
bonell, Javier Rivera, Javier Vidal, José Alegre, Raquel 
Rabionet and Xavier Estivill. Genomics and Disease 
Group, Centre for Genomic Regulation (CRG), Barcelo-
na, Spain ; Universitat Pompeu Fabra (UPF), Barcelona, 
Spain ; Centro de Investigación Biomédica en Red en 
Epidemiología y Salud Pública (CIBERESP), Barcelona, 
Spain. 1

Reprinted from ProHealth (tinyurl.com/k58juzw).

Study identifies three Fibromyalgia subgroups
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In his 30 years of  clinical experience treating CFS/FMS, 
and in his landmark published research on CFS/FMS 
(published in the Journal of  Chronic Fatigue Syndrome), Dr. 
Teitelbaum has found that his S.H.I.N.E. approach is 
successful in the vast majority of  patients. S.H.I.N.E. 
identifies five key areas related to the body that, when 
addressed in combination, provide a blueprint for pro-
moting optimal energy. Tending to these can help you 
maintain healthy energy levels when you are well, and 
can help support recovery when dealing with CFS and 
Fibromyalgia.

S = SLEEP: Get adequate sleep, preferably eight 
to nine hours a night. Sleep replenishes the 
body’s energy and heals its muscles. Inad-
equate sleep will leave you exhausted and in 
pain.

H = HORMONES: Get tested for hormone de-
ficiency and treated if  needed. Hormone de-
ficiencies can contribute to Fibromyalgia and 
chronic fatigue syndrome.

I = IMMUNITY: Get treatment when symp-
toms of  infections occur. The lack of  restora-
tive sleep in CFS/FM leads to dysfunctional 
immune systems. Underlying viral, bacterial, 
bowel, sinus and yeast infections are common 
and can be a contributing cause or result of  
CFS/FM.

N = NUTRITON: To maintain normal health 
and optimal energy levels you need to be sure 
you body is getting a proper balance of  nu-
trition, particularly as nutritional deficiencies 
can result from CFS/FM. Vitamin B-12, mag-
nesium, Acetyl L-Carnitine, glutathione, as 
well as your basic A, B, C and D vitamins are 
especially vulnerable to depletion from this.

E = EXERCISE: Exercise as able. After 10 
weeks on the 4 steps above, you will be able 
to slowly increase your exercise – without be-
ing wiped out the next day!

What to Expect

For most of  you, CFS/FMS took months to fully mani-
fest. It can similarly take several months to get well. 
Following the guidelines in S.H.I.N.E. will give you the 
fastest path to healing (though keep in mind that total 
recovery can take several months to over a year). You 
should remain focused on these five areas until you are 
feeling consistently well for six months or more (with no 
back slides), and be aware that it takes an average of  six 
weeks to begin to feel the benefits.

Supporting Research

In our published research study, over 90% of  patients 
improved with treatment, with an average improvement 
in quality of  life of  90%. Pain decreased by over 50% 
on average.

It is important to recognize that these syndromes can 
be caused and aggravated by a large number of  different 
triggers. When all these different contributing factors 
are looked for, and treated effectively, patients improved 
significantly and often get well! 1

Reprinted from Dr. Jacob Teitelbaum’s website, Vitality 
101 (tinyurl.com/2bstz3l).

S.H.I.N.E.: A holistic approach to optimizing 
energy

By Dr. Jacob Teitelbaum.

Medical pages: S.H.I.N.E. – A holistic approach to optimizing energy
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This article is a combination of  items which appeared 
first in our SA ebulletin to email members. It has been 
edited to suit this format. The aim of  the series of  ar-
ticles was to provide helpful advice from twenty years 
of  experience living with ME/CFS and Fibromyalgia. 
Some of  it was learnt from others, including my friend 
Jenni Gay, who got me back taking aircraft flights when 
I thought it was too hard.

There are two things that I use to help me expand my 
daily activities, and about which I am often being asked 
questions. One is my little Travelscoot mobility scooter, 
and that is covered much later. However, I know that 
many are not in need of  so much assistance, and still 
able to walk distances. But the other thing I get daily 
comments and/or queries about is my seat stick, which 
could bring benefit to pretty well all our ME/CFS peo-
ple. It takes care of  those times when your capacity to 
stand deserts you.

If  you feel you can’t stand up any longer without de-
pleting your reserves, or leading to a crash, it helps to 
have somewhere to sit. If  you carry your own seat, that 
problem is solved! I have one in the house and one in the 
car. I have got used to taking one with me even when I 
think I don’t need it. If  I run into someone and want to 
have a conversation, I simply unfold my seat and talk as 
long as I want. If  I’m in a shop, I unfold it at the counter, 
or while checking out the merchandise. And ironically 
the place I most often use it is at medical appointments, 
which is where the well people (the reception staff) sit, 
while the sick people (the patients) stand! So I take my 
own seat and sit at the reception desk like the staff  do.

These things last for years. I have had my current 
ones for much more than five years, and am confident 
I will still have them in another five, with daily use. I 
would recommend you shop around online first to get 
an idea. Many mobility/rehabilitation places stock them 
– but not all, so a phone call first might be in order. 
I would buy from a medical supplies or mobility store, 
because you are more likely to get a strongly built one 
(the better ones say they can handle up to 110-115 kg). 
A good price if  you can achieve it is fifty dollars. My first 
one was a cheapie from C*********’s Warehouse, and 
it collapsed underneath me one day, which is not to be 
recommended :-). It was made of  very thin material and 
was not meant for regular use. The good ones are very 
sturdy but light. They are generally made of  aluminium 
tubing and plastic, so they are similar weight to a walking 

stick. See opposite page for visual examples.
Here are a few sites to check out what I am talking 

about:

• Roland Priestley Pty Ltd (Sydney)  
www.rolandpriestley.com.au  

• Natural Health Organics (NSW)  
www.naturalhealthorganics.com.au  

• Aidacare (Australia-wide)  
www.aidacare.com.au

To do your own research, use search terms like “seat 
stick tripod” and add “site:.au” to force a local search.

If  you are looking for an Adelaide source, Aidacare is 
a local supplier. Their price is good at $47 [as of  August 
2013], but check that they have them in stock. They do 
have to get them from interstate, so it would be best to 
call first. They are at Port Road Thebarton, on the city 
side of  the brewery and river.

Lastly, if  you want to buy Aussie, AND support the 
National Trust, AND have the best model available, 
here it is:

www.nationaltrust.net.au/content/walk-seat
Note: if  you are thinking of  buying a “shooting stick” 

seat as an alternative, they have their uses and can look 
stylish. However, the one leg support is awkward to bal-
ance on and I actually fell off  one and ended up with 
a fractured arm one day, so that’s a case of  “buyer be-
ware”.

Bathroom Stool

Now I want to talk about another “cheat” that I have 
been using for years, along the same lines. I have a kitch-
en stool that I place in the bathroom. You know the sort, 
made to use at a breakfast bar, with a round padded seat. 
You can pick them up for a song at any furniture place.

I find that having this in the bathroom allows me 
to sit while I shave or wash, dry my hair or whatever. It 
takes up only a little bit of  space, but it really makes a 
difference not having to stand for those minutes in front 
of  the mirror. I use the same stool in the kitchen while 
cooking, or in front of  the barbecue, so it helps to have 
one that is relatively easy to carry around. And if  the seat 
swivels, all the better.

Aids to daily life

© By ME/CFS Australia (SA) Inc member Peter Mitchell.

Article: Aids to daily life
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Folding seats

Walking stick with folding seat (aka tri-walker, tripod seat)

(Image from Aidacare: tinyurl.com/lo2tzkz)

Walking stick with folding seat (aka tri-walker, tripod seat)

(Image from Walking Sticks Online: tinyurl.com/pjk62j9)

Shooting stick (aka spectator seat)

(Image from Berry Electrical: tinyurl.com/nn57g8z)

Article: Aids to daily life

Bathroom stool (aka kitchen stool, bar stool)

(Image from Amazon.com: tinyurl.com/nc25o2x)
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Domestic Travel – By Road

Now, I would like to discuss domestic travel with ME/
CFS. First of  all, let’s look at car travel. One of  the most 
significant lessons I have learnt about car travel is that 
your first consideration should be your comfort, not 
your destination. If  that means taking longer to reach 
your destination, so be it. If  it means stopping more of-
ten than you used to before you became ill, so be it. If  it 
means letting someone else drive when you would really 
like to drive yourself, so be it.

You have to accept that things have changed, and 
learn to live with that. I take my pillow with me. Not 
only does that help me get a better night’s sleep when 
we stop for the night (I was almost going to type “a 
good night’s sleep” there, but I don’t think any of  us 
with ME/CFS ever uses that term :) ), but it also helps 
me rest on the journey. If  you recline your seat a little 
(keeping within the road rules of  course) and use your 
pillow to relax, your body will thank you. I find it really 
helps to take the pressure off  the lower back from all the 
little bumps in the road.

This tip comes from ebulletin reader Alex Weatherill:

“One solution to car travel with a dodgy 
back & ME/CFS in general which I have 
found really useful, is an ‘AirHawk’ seat. 
These are from the US (www.airhawk.net) 
and they are a cushion made of  intercon-
nected air cells with a polyurethane cover, 
originally designed to aid comfort in mo-
torbike travel. You only need inflate very 
slightly, but it then takes the sting out of  
all the bumps and potholes, and smooths 
the ride nicely. It’s available in various 
shapes and sizes for different applications.

I bought my AirHawk Cruiser Medium 
from Aussie Biker (www.aussiebiker.com.
au) for $149 (free postage & prompt dis-
patch). It’s a tractor-shaped seat but works 
just fine in the car (and very occasionally, 
on my husband’s bike-riding pillion). Now 
I absolutely wouldn’t go anywhere without 
it.

A word of  caution – my PC protection 
software warned me off  the Australian 
AirHawk sites when I googled them some 
time back, so I only visited AirHawk USA 
(www.airhawk.net/) and Aussie Biker in 
my search for one.”

Domestic Travel – By Air

Now, let’s look at flying. There are things we can all do 
to make our flights more comfortable. One thing to con-
sider is wheelchair assistance. Even those of  us who can 
walk some distance with ME/CFS are fazed by the huge 
distances required to walk in air terminals, across tar-
macs or down air bridges etc.

If  you ask for wheelchair assistance, airlines are re-
quired to provide it. In Australia, in my experience, air-
line staff  have a pretty “casual” approach to this. My 
wife and I find that, if  you have a companion with you, 
airline/airport staff  will often try to get out of  push-
ing the wheelchair, leaving your companion to do it. We 
have learnt to gently insist on them doing their job in 
this regard. 

If  you need a wheelchair, you do have to book 
wheelchair assistance before your flight, usually when 
you book your tickets. This appears to be mainly so that 
airlines don’t have too many wheelchairs to deal with on 
the one flight, which is probably fair enough in these 
days of  staff  cuts. 

There are also those electric buggies that you see 
even at Adelaide airport, which can carry a number of  
people. Apart from being convenient, I find them good 
fun to ride in! In my mind, too many people, regard-
less of  disability, suffer too much in walking around ter-
minals. I have seen octogenarians struggling along with 
cases and walking sticks when they should just swallow 
their pride and insist on what is their perfect right to be 
provided with.

Another issue to bear in mind is that some places 
have no air bridge. If  that is the case, don’t assume you 
will have to climb stairs to get onto your flight. You will 
find that even small country airports have portable elec-
tric hoists to get you up and down from tarmac to cabin 
door.

If  you have your own wheelchair or mobility scooter, 
or even just a walking stick or seat stick, all airlines are 
required to transport them free of  extra charge. A lot of  

AirHawk Cruiser Medium

Article: Aids to daily life
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people don’t know this. I even had to educate a check-in 
attendant in Ceduna once about this, when she started 
calculating extra baggage costs for my scooter. Most air-
line staff  know all about it, and there should be no hassle 
at airports in cities. This is because of  international air 
regulations to not disadvantage people with disabilities. 

There are some things to bear in mind though. As 
above, you do need to let the airline know ahead of  time 
if  you are travelling with a wheelchair or scooter, and 
you need to know certain things about it: weight, size 
when packed, how the battery is disconnected in flight, 
and what sort of  battery it uses. If  you have a big, heavy 
or bulky scooter or chair, it may not fit in some smaller 
planes like country airlines or those flying to Canberra. 

Joining a frequent flyer program (occasionally they 
announce free join-up: get in then, even if  you are not 
flying soon) is very helpful if  you intend to fly more than 
once. We don’t fly enough to get much benefit from fre-
quent flyer programs as such, but having a FF number 
brings a big side-benefit. My frequent flyer number has 
been tagged “mobility assist”. This means I don’t have 
to explain what my scooter is every time I book, or that 
I need assistance. But more than that, I find that when 
I book I am automatically allocated a seat close to the 
front (usually row 6 or 8), so I don’t need to worry about 
the scramble for seats in the 24-hour flight confirmation 
period.

There are pluses and minuses of  course. When you 
travel wheelchair assist, particularly if  you need the 
wheelchair to the cabin door, you get on the plane first, 
which is good. On the other hand, you have to be pre-
pared to get off  last. What we do is to go up to business 
class and relax there while waiting for the wheelchair to 
arrive. The other minus is that you can’t do a full online 
booking confirmation, because you actually have to go 
to the counter with your wheelchair or scooter. But even 
here, there can be a silver lining. Sometimes if  you are 
waiting in a long queue in a wheelchair, staff  will wave 
you over to the “special/VIP/Business” desk to get you 
fixed up without holding up the economy queues!

Mobility Scooters*

Lastly, I am going to spend some time talking about mo-
bility scooters*, even though I know most of  our mem-
bers have no need of  one. Most of  our members have 
enough mobility to usually get where they want to go 
on foot, although their range of  movement is limited. 
When I first got ill, I was going for morning walks of  up 
to 5 km, when I could. However, the use of  scooters can 
extend the range of  our activities.

My mobility scooter has, not to put too fine a point 
on it, changed my life. After my health nose-dived in 
2003, the scooter was indeed my lifeline. Without a 
scooter, I could not have gotten to the footy, gone shop-
ping, or been independent. I would have had trouble 
getting to movies, restaurants, social events. I couldn’t 
have gone for “walks” in the park with my grandchildren 
(who think every grandparent’s house has a scooter). I 
wouldn’t have flown, caught buses or trams and trains.

I currently have a Travelscoot (see image above) (www.
travelscoot.com), which has been fantastic. It weighs 
about 20 kg with batteries, and less than 15 kg without. 
It fits in the back of  a small hatchback, and folds down 
for transport on even small aircraft. It allows me to go 
as far as I would go if  walking, as much as ten kilometres 
on a single charge. And it can actually be fun to ride. 
(Ten-year-old boys are continually asking their mothers 
for one when they see me out and about on mine!)

The Travelscoot was the first in a new batch of  fold-
ing travel scooters, at under 25 kg: light enough to lift 
and small enough to travel with. Since then there have Adelaide Airport domestic flights sign

TravelScoot mobility scooter

Article: Aids to daily life
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been increasing numbers of  light portable scooters, in-
cluding the Australian Supascoota (www.supascoota.
com.au), the UK Mobie (www.mobiescooters.com) 
and others. The Portashopper, a folding electric wheel-
chair (portashopper.com), is another take on this. It is 
an electric wheelchair, but its direct comparison should 
be with mobility scooters, because it is so much lighter 
than any other electric wheelchair on the market (light-
estelectricwheelchair.com/about.html). Be careful if  you 
are buying one with a lithium battery. While this makes 
it even lighter, airlines are becoming very antsy about 
lithium batteries.

I also have a larger scooter, which is more comfort-
able but less portable. I use it mainly for going around 
the block or up to the local supermarket. These larger 
ones can often be picked up quite cheaply secondhand 
and often with very little use. (That’s how I got mine.) 
They are not an alternative to a car, even though I have 
heard of  a guy who used one for years to go on a round 
trip of  about 30-40 km daily! That I would NOT recom-
mend, unless you have a backbone of  titanium. 1

*A word about terminology. Some people insist on calling mobility 
scooters “gophers”. I never do, and fortunately the habit is dying 
out. Gopher was a brand name of  mobility scooter made in South 
Australia until about ten years ago. So, they no longer exist and, 
when they did, they were a local product only. Nobody overseas 
knows what a gopher is – other than a small rodent-like creature 
– and people in other states and below the age of  twenty may also 
have no idea of  the term. Discourage it.

SupaScooter mobility scooter

Mobie mobility scooter

Mobie mobility scooter (folding away)

Article: Aids to daily life
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Article: You and M.E. together – a carer’s story

In May 2005 I met my future husband. Living 200 miles 
apart we led a hectic life rushing between work and fam-
ily and meeting each other at the weekends for 48 hours 
before starting all over again. Joel’s job was particularly 
demanding, meaning he often had to work until the early 
hours of  the morning, snatching a few hours of  sleep 
before making the two-hour journey to my house to 
spend two nights together before he had to make the 
journey back home again.

His job also required him to travel abroad some-
times and most notable was a trip he took to India dur-
ing which he felt terribly ill and seemed to take several 
weeks to recover. In February 2007 we bought our first 
house together and five months later we stood before 
our friends and family to say our wedding vows and en-
ter what should have been the most blissful era of  our 
lives together.

It was a fantastic time for us with all the excitement. 
However things started to change and after a while I no-
ticed Joel was feeling tired a lot of  the time. Before too 
long he was working from home as he felt too exhausted 
to make the journey to the office. Our personal life was 
also impacted as we were unable to socialize and Joel 
became increasingly confined to the house.

I became very concerned and suggested he go to the 
doctor’s for some tests. He was reluctant at first, having 
already reported similar symptoms in the past, but in the 
end he agreed to go anyway.

This resulted in several months of  back and forth 
to the doctor’s as well as numerous blood tests, during 
which time he was told it was everything from irritable 
bowel syndrome (IBS) to depression. He finally saw a 
doctor who referred him to a local National Health Ser-
vice (NHS) ME/CFS clinic.

The day he was diagnosed

Looking back now, it’s remarkable how insignificant this 
day seemed to me at the time. It felt like just another 
in a long line of  doctor’s visits and we weren’t expect-
ing anything much to come of  it. He came from his ap-
pointment to meet me outside my office, as he often did 
during our lunch hours.

When I came out to meet him he stood on the step 
outside and said he had seen the specialist who had con-
firmed a diagnosis of  M.E.

Like most people who have no experience of  the 

disease, I had a very limited understanding of  the illness 
and in all honesty my first reaction was utter relief; it 
wasn’t cancer, as I had convinced myself  it would be. I 
was relieved as I thought this would be a mild, tempo-
rary illness that would just leave him tired for a short 
period of  time… I had no idea how wrong I was.

That was four years ago and it was the last day Joel 
ever went to work.

The specialist suggested in order to prevent his 
health from deteriorating further he needed to take at 
least six months leave from work. I couldn’t believe it; 
six whole months! It seemed like such a long time and 
I was convinced it wouldn’t take that long for him to 
recover. I was still under the illusion that this would be 
like recovering from a bad bout of  flu.

The realization of  how bad things were soon start-
ed to settle in. We began to read and understand more 
about the illness and despite being off  work his health 
continued to deteriorate. I remember in particular some 
days I would come home from work in the evening and 
the post would still be on the door mat and the cur-
tains would still be drawn – he simply didn’t have the 
energy to deal with it. He was also skipping meals when 
he didn’t have the energy to go and make something. I 
couldn’t believe how bad things were.

We also started to experience the mixed reaction to 
telling colleagues, friends and family the news. As I’m 
sure anyone who has experience of  M.E. knows, the re-
actions vary hugely. I have compiled a list of  the good, 
the bad, and the downright offensive!!

You and M.E. together – a carer’s story

By Charlotte Dyer.
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The Good, the Bad and the Downright 
Offensive

The Well-Meaning Friend

This usually starts with a sympathetic smile and a con-
dolence…

“Oh I’m sorry to hear that.”

…but is soon accompanied by…

“I had a friend who had that. He’s probably been overdoing 
it, Have you thought about a self-help book? Maybe he just needs 
something to take his mind off  it.”

The Misinformed

This reaction is initially a breath of  fresh air (at last 
someone who finally realizes the seriousness of  the ill-
ness!) and you immediately want to hug them with grati-
tude.

“Oh goodness, that’s terrible I’m so sorry; What can we do to 
help? It’s such a terrible illness, so debilitating.”

However this momentary relief  is shortly snatched 
away…

“Is it the relapsing remitting kind?”

That’s right, they mean M.S. and now you have to 
describe the difference and end up somehow feeling like 
a fraud!

The Know-It-All

“Oh yes, I know all about that. My friend’s, daughter’s, husband 
had that. Here’s a list of  herbs you need to try, I will dig out the 
number for this fantastic retreat, it’s expensive but it works. Has 
he had cognitive behavioral therapy (CBT)… That works won-
ders, I read all about it in The Times last week, they say that it 
gets fantastic results.”

And finally…

The Dismissive

“He probably needs something to focus on, I know it’s difficult 
when you’re feeling ‘down’ but sometimes you need help to just pull 
yourself  out of  it!”

I remember when this last one really came into play. 

It was while I was pregnant with our daughter and peo-
ple would often comment…

“This might be just what he needs, something positive to ‘spur 
him on’.”

…as if  he had just become somehow bored of  life 
and decided to take a time out until something interest-
ing happened and he decided to start living again.

Sources of Misinformation

The thing is, it’s not really their fault, is it any wonder 
the general public with no experience of  M.E. have this 
outlook? The so called ‘experts’ are constantly manipu-
lating the press with articles on the effectiveness of  CBT 
and worse, graded exercise therapy (GET), and there is 
nothing mentioned of  the overwhelming evidence of  
the physical nature of  this illness. Couple this with gen-
erations of  terms like ‘yuppie flu’ which seems particu-
larly inappropriate considering most people with M.E. 
struggle to make a living at all, let alone be classified as 
a ‘yuppie’. You can understand why people are so mis-
informed about this illness. Those at fault aren’t really 
the general public, who just base their beliefs on loose 

Article: You and M.E. together – a carer’s story
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information they have read in their morning paper, but 
those who deliberately mislead, manipulate and cover up 
the truth, in order to pass this off  as a mental illness 
(and there remain plenty of  people doing this).

Friends and Family

We also soon realized that some of  our friends were fall-
ing away, growing tired of  our inability to go out and 
socialize, and we began to hear from them less and less.

The most hurtful of  these experiences for me came 
when we were invited to a friend’s wedding. It was some-
one I had grown up with, spending our school years with 
and sharing holidays together. Joel was very ill by the 
time she phoned to say she was engaged and invited us 
to her wedding. Our daughter was only a year old at the 
time. We did our best to plan for the big day, booking 
a hotel for the night before and planning how to man-
age the two-hour car journey with a sick husband and a 
young child.

However, our daughter had been unwell and Joel was 
in no fit state to manage the journey. I contacted her to 
apologise and explain the situation. That was over a year 
ago and we have heard nothing from her since. My mes-
sages have all been ignored. It was around this time we 
began to realize how isolating this illness can be.

However, we have also been blessed with the sup-
port of  friends and family. Both our families have sup-
ported us throughout the course of  this illness, being 
ever understanding of  our limitations. We also have a 
handful of  close friends who likewise have offered un-
wavering support, who have carried out small acts of  
kindness that make the difference between an unbear-
able and a bearable day. For us this has come in the form 
of  everything from a very kind friend who once a week 
would turn up on our doorstep with a homemade loaf  
of  bread, to cards offering words of  support and faith-

ful friends who pray for a miracle, but we know that not 
everyone is as lucky as we have been.

Sources of Support

If  you’re struggling with this illness and find yourself  
without the support of  family there is help and support 
available out there. Websites, for example, provide a val-
uable community of  people who can help and support 
you when things are hard.

My husband has found Phoenix Rising [http://phoe-
nixrising.me/] to be a fantastic outlet for his own feel-
ings as well as hearing about the experiences of  others 
and gaining information about his illness. It provides a 
focus for him when he is stuck in the house and needs 
to connect with people who understand how it feels to 
have this illness.

Looking Forward

One thing I have learned is that this illness does not de-
fine a person; it is part of  you but not who you are.

Our biggest ray of  light came in February 2011 at 
05:33 in the morning weighing a healthy 8 lb 9 oz [3.9 
kg]. My husband was what can only be described as an 
absolute hero during my 24-hour labor. Despite his ill-
ness he was an absolute rock. In the days following the 
birth, he managed to struggle through sleep deprivation 
and fatigue to help me with the endless sleepless nights.

Every day he inspires me, I watch him sometimes 
broken and exhausted find the strength to make our 
daughter laugh and to worry about our needs as well as 
his own.

There is a huge lack of  provision for those suffering 
from M.E., let alone the families behind them. We have 
such a long way to go before this illness is given the rec-
ognition it deserves.

But we do have something. We have each other and 
together are stronger, There is after all, strength in num-
bers. Earlier this year we saw sufferers come together in 
May for International M.E. Awareness Month and we 
were reminded that although a single blade of  sweet-
grass on its own lacks strength, when many blades are 
woven together they become strong and effective, fulfill-
ing a purpose.

Behind every person with M.E. there is a story. My 
husband is proof  that you can have M.E. and still be 
someone’s hero. And as the saying goes, ‘the light always 
shines brightest in the darkness’ so all we can do now is 
keep going. You and M.E together. 1

 
Reprinted from Phoenix Rising (tinyurl.com/pvlskd6).

Article: You and M.E. together – a carer’s story
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Among registrars, Mike’s clinical acumen was legend-
ary: he’d touch his stethoscope to a patient’s skin and 
hear the heart murmuring secrets that none of  us could 
yet hear. In the first weeks of  my physician training, he 
was scheduled to give us a seminar on Chronic Fatigue 
Syndrome (CFS). I thought it was a joke; I thought the 
lecture would turn out to be on heart failure or sleep 
apnoea or some other disease that renders patients tired. 
But he walked in wearing pinstriped trousers and started 
talking about chronic fatigue, the syndrome.

I couldn’t believe it. Wasn’t he a real doctor?
“No one knows what’s going on with this,” he said. 

“Is it a disorder of  the immune system, of  the auto-
nomic nervous system? Is it a symptom of  unexpressed 
emotion?”

I searched his face: Was he dementing?
He met my gaze. “Someone has to care for these pa-

tients.”
A few weeks later a pale woman in dark sunglasses 

named Jane was carried into the emergency department 
by her mother and father. She claimed to be suffering 
acute adrenal insufficiency, caused by CFS. She told the 
triage nurse that if  she wasn’t immediately given large 
doses of  intravenous hydrocortisone she would die. The 
nurse hesitated. The patient’s entire body went flaccid. 
“I’m crashing,” she cried. “I’m crashing.” Her parents were 
hysterical. The nurse called a code and Jane was rushed 
to a resuscitation bay. Her blood pressure was on the low 
side (but high enough to perfuse her brain); her heart 
rate was slightly elevated (but slow enough to circulate 
blood effectively). Despite this haemodynamic stability 
and the absence of  any other hard clinical signs of  adre-
nal insufficiency, Jane’s distress and authority were such 
that out of  pure anxiety the treating team administered 
the drug she’d demanded – any doctor would have done 
so, given the dire consequences should she have needed 
it and the minimal side effects of  a single dose. They 
urgently sent off  bloods, the fluid trickled into her vein 
and everyone calmed down. The intensivist examined 
the patient, checked the results and hypothesised that 
she may not have been “crashing” after all. He called me 
to admit Jane to a ward and help work out what the hell 
was going on.

Jane insisted that her room be kept perfectly dark, 
her bed absolutely horizontal. Any noise could set off  

her symptoms: headache, full body electrification, pa-
ralysis, blindness, brain fog, skin pain, stomach cramps 
or a “crash”. Her mother unpacked Jane’s bag of  pills 
onto the bedside table – there were 25 bottles, including 
three of  hydrocortisone, prescribed by three different 
doctors. Jane sighed gigantically when I asked her for 
details of  her medical history and, without turning her 
head, handed me a copy of  her 40-page “illness diary”. I 
walked out of  the room and called Mike.

Over the following days I wondered if  we’d been 
transported back in time to Freud’s Vienna. “Let’s get 
this straight,” Mike told me. “This is not your typical 
fatigued patient.”

Jane’s abdomen became the focus of  her suffering. I 
had my interns request notes from specialists and hos-
pitals all over Australia so we didn’t replicate investiga-
tions. She’d had gastroscopies and colonoscopies, biop-
sies and scans. She’d even had her abdomen split and 
surgically explored. Everything looked and worked like 
healthy organs should. They just didn’t feel that way to 
Jane. Her parents grew increasingly agitated: what were 
we going to do about her pain? When were we going 
to scan her, scope her, give her monoclonal antibodies? 
Didn’t she need an operation?

Jane’s last hospitalisation had ended with the offer 
of  admission to the psychiatric unit for treatment of  se-
vere somatisation disorder, the delusional belief  that the 
body is diseased. Our psychiatrists agreed. They came to 
blows with the patient: Yes, it is. No, it isn’t. Moralism 
warped the ward: “What she needs is a good spanking,” one 
nurse said.

I’d never really thought about how to respond in an 
ethically sound and humane way to a demand for medical 
treatment for a “non-medical problem”. The situation is 
very common, with Jane the extreme example. Take the 
68-year-old woman who has experienced an intense and 
sleep-disruptive burning in her breasts since the death 
of  her husband. Or the young man with a paralysed leg 
and tingling lips. They have each seen a number of  spe-
cialists, all the tests are normal, but the patients feel real 
symptoms in their bodies. Do I reassure and dismiss? Rec-
ommend a psychiatrist the patient will not accept? We 
tend to split our understanding down a Cartesian line: 

“We’ve got some work to do, my friend”

By Karen Hitchcock.

Sometimes illness is in the body, sometimes in the mind, and sometimes in between.

(Continued next page)

Article: “We’ve got some work to do, my friend”



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 23
TA

LK
IN

G
 PO

IN
T – 2

0
1
3
 Issue 3

 (July-A
ugust-Septem

ber)

it’s all in your body (but we just don’t know where yet), 
or it’s all in your mind (but you just don’t accept that yet). 
If  belief  in a sugar pill – or in your physician – can lower 
your blood pressure, your heart rate, or make your brain 
produce extra dopamine, when words can alter physiol-
ogy, this famous line must be like the Milky Way: vast 
and shattered and spread. Where’s the book that bridges 
Harrison’s Principles of  Internal Medicine and the latest Diag-
nostic and Statistical Manual of  Mental Disorders?

“I know you think there’s something terribly wrong 
with your body.” Mike puts his hand on Jane’s forearm 
and squeezes. “I believe you, but you have to believe 
me: we’ve looked and we can’t find it.” She turns to him, 

the first time I have seen her eyes in the light. They are 
the palest blue. “And I’m scared that if  we keep looking 
we’re going to cause you real harm.”

Jane closes her eyes and lies back on the pillow: “I 
understand.”

Mike squeezes her arm again. “We’ve got some work 
to do, my friend,” he says. 1

Karen Hitchcock is a doctor and writer. She is the author 
of a collection of short fiction, Little White Slips.

Reprinted from the September 2013 issue of Australian 
publication The Monthly (tinyurl.com/l6kj7z9).

(Continued from previous page)

“Bifidobacterium infantis 35624 modulates host in-
flammatory processes beyond the gut”
By David Groeger et al.

Abstract
Certain therapeutic microbes, including Bifidobacteria in-
fantis (B. infantis) 35624 exert beneficial immunoregula-
tory effects by mimicking commensal-immune interac-
tions; however, the value of  these effects in patients with 
non-gastrointestinal inflammatory conditions remains 
unclear.

In this study, we assessed the impact of  oral admin-
istration of  B. infantis 35624, for 6-8 weeks on inflam-
matory biomarker and plasma cytokine levels in patients 
with ulcerative colitis (UC) (n = 22), chronic fatigue syn-
drome (CFS) (n = 48) and psoriasis (n = 26) in three 
separate randomized, double-blind, placebo-controlled 
interventions. Additionally, the effect of  B. infantis 35624 
on immunological biomarkers in healthy subjects (n = 
22) was assessed.

At baseline, both gastrointestinal (UC) and non-gas-
trointestinal (CFS and psoriasis) patients had significant-
ly increased plasma levels of  C-reactive protein (CRP) 
and the pro-inflammatory cytokines tumor necrosis fac-
tor α (TNF-α) and interleukin-6 (IL-6) compared with 
healthy volunteers. B. infantis 35624 feeding resulted in 
reduced plasma CRP levels in all three inflammatory dis-
orders compared with placebo.

Interestingly, plasma TNF-α was reduced in CFS and 
psoriasis while IL-6 was reduced in UC and CFS. Fur-

thermore, in healthy subjects, LPS-stimulated TNF-α 
and IL-6 secretion by peripheral blood mononuclear 
cells (PBMCs) was significantly reduced in the B. infantis 
35624-treated groups compared with placebo following 
eight weeks of  feeding.

These results demonstrate the ability of  this mi-
crobe to reduce systemic pro-inflammatory biomarkers 
in both gastrointestinal and non-gastrointestinal condi-
tions. In conclusion, these data show that the immu-
nomodulatory effects of  the microbiota in humans are 
not limited to the mucosal immune system but extend to 
the systemic immune system.

Source: Gut Microbes, Vol 4, Issue 4, July/Aug 2013. 
David Groeger, Liam O’Mahony, Eileen F. Murphy, 
John F. Bourke, Timothy G. Dinan, Barry Kiely, Fergus 
Shanahan, Eamonn M.M. Quigley. 1

Reprinted from ProHealth (tinyurl.com/lgog64d).

Probiotic shown to reduce pro-inflammatory 
cytokines in ME/CFS patients

Article: Probiotic shown to reduce pro-inflammatory cytokines in ME/CFS patients
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Between August 14 and August 20, 2013 the National 
Health Service (NHS) in England hosted an online ques-
tion and answer clinic in partnership with talkhealth. 

This clinic invited patients from around the world 
with Myalgic Encephalomyelitis/Chronic Fatigue Syn-
drome (ME/CFS) or Fibromyalgia to ask questions 
which were then answered by a panel of  10 experts who 
were all volunteering their time. These questions and an-
swers will now remain on the talkhealth site to be used as 
a resource for other ME/CFS patients seeking answers.

The panel of  experts included some well-known 
and respectable medical professionals with a wide array 
of  backgrounds and philosophies regarding ME/CFS 
and Fibromyalgia: Dr Charles Shepherd, Dr Alastair 
Miller, Dietician Sue Luscombe, Childrens’ Nurse Janey 
Readmen, Dr Caroline Grayson, Physiotherapist Jes-
sica Bavinton, Welfare Rights Officer Sarah Lawrence, 
Health Author Wendy Green, Hypnotherapist Adam 
Eason, and Lindsey Middlemiss.

Together, the patients and experts produced in ex-
cess of  1100 posts in a 7-day period, a remarkable ac-
complishment in itself, and a new record for the NHS-
talkhealth clinics.  A staggering 216 of  those posts came 
from the sole efforts of  Dr Charles Shepherd, Honorary 
Medical Adviser to the ME Association. In addition to 
the scheduled experts, further information was contrib-
uted by three unannounced experts: PACE trial authors 
Professor PD White, Professor M Sharpe, and Professor 
T Chalder.

The Good

The clinic was extremely popular – patients were thrilled 
to be getting answers to their specific and often difficult 
questions, resulting in a long thread consisting solely of  
patients thanking the experts. Many expressed relief  at 
getting validation from other patients regarding their 
experiences with both the disease and with skeptical or 
even adversarial health professionals.

Most participants seemed to find the clinic useful, 
and there were many calls for another such clinic to be 
hosted in the future. There were also requests that the 

talkhealth site host an ME/CFS forum, as they already 
do for some other conditions, so that ME/CFS patients 
could continue to help and support each other there.

The Bad

But not all went smoothly. Threads were often locked 
immediately after expert answers were given, making 
it difficult for the patients to reply with further details 
about their situations, or to ask follow-up questions. The 
site moderator claimed this was due to the high volume 
of  questions and a need to focus on unanswered ones.

It was also shocking to see how many patients had 
been poorly treated by their doctors, with care often not 
even measuring up to the official recommendations of  
the National Institute for Health and Care Excellence 
(NICE). A similar theme in the pediatric sections in-
volved problems with schools failing to make appro-
priate accommodations for children with ME/CFS. 
Patients in both the pediatric and adult sections also 
expressed many difficulties and failures they had expe-
rienced in regards to Graded Exercise Therapy (GET).

The Ugly

Many patients expressed dissatisfaction with what 
seemed to be the deliberate lockdown of  any patient 
feedback regarding controversial statements made by a 
few of  the experts. While there was perhaps a legitimate 
need to avoid prolonged conversations and advice from 
non-experts, the measures taken had a much bigger im-
pact.

Some patient-created posts were edited to remove 
content, and others were deleted outright. This seemed 
to happen primarily in the physical activity & exercise 
section, where there was the greatest divide between 
the expert’s opinion and patient experience. In addition, 
the premature lockdown of  threads prevented patients 
providing clarification regarding their initial question, or 
asking closely related follow-up questions.

Furthermore, questions and rebuttals containing any 
research were moved to a locked research & funding 

Shooting down the top 10 myths from the NHS 
Online Clinic

A report of the online clinic hosted by the UK’s National Health Service (in partnership with talkhealth) between August 
14 and August 20, 2013.

By Cort Johnson.

Article: Shooting down the top 10 myths from the NHS Online Clinic
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section, expressly reserved for inappropriate questions 
and complaints regarding research, funding, or the NHS 
itself. This meant that experts could make uncorrobo-
rated or misleading claims about research without being 
contradicted, or having to explain themselves.

But ME/CFS patients are nothing if  not persistent, 
and the questions regarding the basis for these question-
able expert statements continued to be asked. Eventu-
ally Dr Charles Shepherd issued a statement regarding 
evidence about GET and pacing in the physical activity 
& exercise section, indirectly challenging many of  the 
statements made by physiotherapist Jessica Bavinton. Dr 
Shepherd’s thread was quickly locked down and moved 
to the research & funding section, by then known as the 
place where difficult questions and evidence go to die.

Shortly before noon on Sunday, August 18th, the en-
tire clinic was locked down, supposedly due to the “high 
volume of  questions”. When it opened again more than 
24 hours later, a new message authored by Professor 
White, Professor Sharpe, and Professor Chalder had 
been added at the top of  the clinic forum. The title of  
this new message claimed that it was answering the pa-
tient questions which had been asked regarding GET, 
yet failed miserably to do so. Instead it was an assurance 
of  how safe and effective GET is, backed up by some 
misleading statistics.

The PACE trial authors did little to pacify the ME/
CFS patients who were getting rather frustrated with 
their questions being deleted, edited, locked down, and/
or moved to the research & funding section, rather than 
being answered with some sort of  evidence. Objections 
and contradictory data continued to pour in, now at the 
top of  the main page of  the clinic forum instead of  in 
the physical activity & exercise section.

Unfortunately the shutdown resulted in a number 
of  questions going unanswered, but ME/CFS patients 
need and deserve answers backed up by the best research 
available. Accordingly, a list of  the 10 most erroneous, 
harmful, and shocking myths propagated by a minority 
of  the clinic experts are discussed below, as well as the 
evidence which calls those myths into question.

The Top 10 Myths, In Reverse Order….

Myth #10: Everything in The Lancet can be trusted

Jessica Bavinton: “Nothing gets published in The Lancet 
unless it’s very rigorous and checked out thoroughly.”

It is indisputable that controversial papers have been 
published in The Lancet in the past, with content which 
was later seen to be less than trustworthy. This casts 
considerable doubt upon the basic premise that every-
thing in The Lancet has been thoroughly and rigorously 

reviewed. The most famous example is the 1998 study 
by Andrew Wakefield suggesting a link between a vac-
cine and autism.

And for an example directly involving the PACE Tri-
al, a successful complaint against the Lancet was brought 
before the Press Complaints Commission (PCC) by the 
Countess of  Mar. Regarding the report of  a 30% recov-
ery rate, the PCC found that “[t]he journal had failed to 
take care not to publish inaccurate or misleading infor-
mation in breach of  Clause 1 (i)”. While this breach had 
already been corrected via the publication of  an external 
letter addressing the point, the case illustrates that The 
Lancet can and does err.

It also illustrates the importance of  carefully reading 
the entire publication, instead of  relying on headlines 
and summaries, and the importance of  permitting civil 
debate regarding publications.

Myth #9: TYMES Trust recommendations do not 

follow NICE guidelines

Dr Caroline Grayson: “I note that there has been previ-
ous recommendations to consult the TYMES Trust and 
I want to clarify that the recommendations from this or-
ganisation do not follow NICE guidelines and I do not 
endorse their approach”

This statement originated after the parent of  a child 
asked for an expert opinion about his daughter, pre-
viously diagnosed with CFS, having that diagnosis re-
moved by a pediatrician. The child had been diagnosed 
with CFS several years earlier, but the pediatrician was 
now claiming that she had cured the child of  her CFS, 
and what remained must be a dissociative disorder. The 
parent was rather confused by this, as the child’s symp-
toms had not changed. 

Someone suggested contacting the Association for 
Young People with ME (AYME), and then someone else 
suggested the Tymes Trust when the father of  the child 
responded that AYME was unhelpful in the past.

(Continued next page)
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That is when the accusation was made that the 
TYMES Trust are not in line with NICE. Unfortunately 
this is too large of  a subject to explore completely, but 
Executive Director Jane Colby of  the TYMES Trust 
came to the clinic to post a response, claiming that NICE 
had actually taken the advice of  the TYMES Trust in 
its section regarding education and related issues for 
young ME/CFS patients. Indeed, the sections (1.4.5.5 
and 1.4.5.6) of  the NICE ME/CFS Clinical Guideline 
relevant to children, seem to be very similar to what was 
being suggested by the TYMES trust.

While it is possible that there is some material else-
where indicating a deviation from the NICE guidelines 
by the TYMES Trust, it is not readily apparent. Further-
more, the expert did not specify what might be the spe-
cific subject of  such a disagreement, despite being asked 
for clarification. But if  NICE has followed the recom-
mendations of  the TYMES Trust, it seems unlikely that 
any such a rift exists as was claimed by the expert.

Myth #8: Muscle function is normal

Jessica Bavinton: “However, once scientific studies have 
taken into account deconditioning and abnormal per-
ception of  effort, muscle function is in fact normal.”

This seems to be a common argument by those who 
favor psychological explanations and treatments for 
ME/CFS.  And, indeed, some studies have found that 
some aspects of  muscle function are indeed normal for 
ME/CFS patients. However there are many more stud-
ies which have repeatedly found indications of  various 
abnormalities in the muscles of  ME/CFS patients.

These abnormalities include excessive intracellular 
acidosis, Type II muscle fiber predominance, Type II 
muscle fiber dystrophy, muscle fiber necrosis, “bizarre 
tubular structures”, mitochondrial abnormalities, enter-
ovirus RNA in skeletal muscle, decreased intracellular 
RNA suggesting “impaired capacity to synthesise muscle 
protein”, mitochondrial pleomorphism, and accelerated 
glycolysis. Many of  the authors of  these studies have 
made statements indicating that these abnormalities are 
not compatible with deconditioning models.

Myth #7 : PACE shows that CBT and GET are as 

safe as pacing or standard specialist medical care

White, Sharpe, Chalder: “There were no significant dif-
ferences in any of  these safety measures across the four 
treatment arms”

This is somewhat difficult to answer, as the people 
making this claim have also been successfully fight-

ing to withhold the deterioration data from the PACE 
trial since publication. However, the initial results of  
the PACE Trial state that GET patients experienced 
significantly more Serious Adverse Events (SAE) than 
the patients in the pseudo-control group receiving only 
specialist medical care (SMC). But the trial arms of  the 
participants experiencing SAEs were then unblinded, al-
lowing the researchers to determine if  they felt that each 
SAE was related to the treatment, and thus constituted 
a Serious Adverse Reaction (SAR) to the therapy. Rather 
oddly, at that point GET went from producing 2.4 times 
as many SAEs, when compared to SMC, to producing 
exactly the same number of  SARs as SMC.

While there is a vague promise to eventually publish 
more detailed deterioration data in response to Freedom 
of  Information requests, it is doubtful how useful that 
information will be. Essentially PACE created two cat-
egories, one for SAEs, and one for non-serious adverse 
events (NSAE). A sizable flaw is apparent with the defi-
nition of  these categories: to qualify as an SAE there 
must be a death, hospitalization, or drastic decrease 
in condition lasting at least a month. Everything else 
would be classified as an NSAE, ranging from feeling 
a little sore after exertion to being bed-bound for sev-
eral weeks. Thus there is currently no way to know how 
many of  the CBT and GET participants with NSAEs 
had multiple severe episodes of  post-exertional malaise.

Fortunately the harmful effects of  CBT and GET 
have been studied elsewhere, and illuminate the issue. 
Tom Kindlon discusses the problems with the PACE 
Trial’s adverse events reporting in great detail in his 
Harms paper. Dr Shepherd posted the results of  a 
large ME/CFS patient survey at the clinic forum, which 
shows that 56.5% of  respondents felt worse after GET, 
compared to 4.7% feeling worse after pacing.

(Continued from previous page)
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Myth #6: Muscle pain is presumed to be harmless

Jessica Bavinton: “there is no evidence to suggest that 
the muscle pain associated with CFS/ME is as [a] result 
of  any harm being done to the muscles themselves.”

A lack of  evidence of  harm is not evidence of  a lack 
of  harm. Indeed many studies have found indications 
of  potentially painful abnormalities in processes which 
might result in harm, and abnormalities in structures 
which might or might not have resulted in pain.

As a specific example, the expert’s claim can be dis-
puted by a study conducted by Jammes, et al, which 
found “lengthened and accentuated oxidative stress” in 
ME/CFS patients after incremental exercise, compared 
to controls. This oxidative stress could be responsible 
for both pain and cellular damage, which suggests that 
the muscle pain experienced by ME/CFS patients after 
exertion may very well not be harmless after all.

Myth #5: If you have any abnormal blood tests, 

you don’t have ME/CFS

Dr Caroline Grayson: “I am unsure what the specific 
abnormalities in your son’s blood tests are but for a di-
agnosis of  CFS/ME there has to be no evidence of  any 
other cause for the symptoms such as infection or in-
flammation.”

Dr Caroline Grayson: “I am unsure what the abnor-
malities are in your son’s blood tests are as I would ex-
pect that blood tests should be normal for a diagnosis 
of  CFS/ME.”

It’s hard to imagine how such ignorance has man-
aged to survive for so long, in a licensed ME/CFS pedia-
trician. First of  all, it should be obvious that there can 
be abnormalities in the case of  co-morbid disorders. 
This means that someone has two or more illnesses for 
the symptoms of  ME/CFS. A co-morbid illness would 
present symptoms separate from, and in addition to the 
symptoms of  ME/CFS. But the ME/CFS symptoms 
would remain after the other illnesses were successfully 
treated.

Then we have the thousands of  research papers ac-
tually finding indications of  various objective abnormal-
ities in ME/CFS patients, a great many of  them show-
ing up in blood tests – albeit usually not the blood tests 
on the rather abbreviated list recommended by NICE. 
Common issues pop up like vitamin D levels often get-
ting low, possibly due to reduced exposure to UVB re-
sulting from decreased mobility in housebound patients. 
Hence when the side effects of  being very disabled re-
sult in an abnormal blood test, it wouldn’t make much 
sense if  the blood test excluded an ME/CFS diagnosis.

Now that we’ve covered the basics, let’s set down the 

Oxford Handbook for ME/CFS Denialism and look at 
some internationally recognized definitions of  ME/CFS 
to see what they say about abnormal blood tests. Even 
the Centers for Disease Control and Prevention (CDC) 
admits that there are co-morbid diseases which ME/
CFS patients are more likely to have, some of  which are 
diagnosed by blood tests. And if  you look at the defi-
nitions favored by many ME/CFS patients and most 
experts, the Canadian Consensus Criteria (CCC) and 
International Consensus Criteria (ICC) primers each list 
dozens of  common abnormalities, many of  which are 
found via blood testing.

Myth #4: PACE shows that 60% of patients im-

prove with CBT or GET

White, Sharpe, Chalder: “About six out of  ten patients 
made a clinically useful improvement in both fatigue and 
functioning after CBT or GET.”

Unfortunately this is rather misleading. While 59% 
of  CBT patients and 61% of  GET patients in the PACE 
Trial did give minimally better responses on two of  the 
questionnaires used, so did 45% of  the control group, 
which received only standard specialist medical care 
(SMC). 

Because the CBT and GET patients also received 
SMC, determining the rate of  improvement solely at-
tributable to GET and CBT requires an accounting of  
the rate of  improvement attributed to the SMC-only 
group. Therefore the improvement in only 14% of  the 
CBT patients and only 16% of  GET patients can be at-
tributed solely to those therapies, after SMC is removed 
from the equation.

Another problem is that PACE used the Oxford def-
inition of  ME/CFS when recruiting patients. Because 
that definition only requires unexplained chronic fatigue 
for a diagnosis, it cannot be extrapolated that the PACE 
trial is applicable to ME/CFS patients as defined by 
more rigorous criteria.

It’s also important to note that the modest rate of  
“improvement” for chronic fatigue patients was com-
pletely subjective and quite small. Instead of  using ob-
jective measurements like actometers, a walking test, 
welfare benefits, or employment outcomes, the authors 
chose to rely solely on responses to questionnaires when 
determining improvement. 

And on those questionnaires, a difference of  only 
two points was needed on one scale (range of  0-33), and 
8 points on the other scale (range of  0-100). Thus it 
would be much more accurate to say that CBT or GET 
results in about 15% of  chronic fatigue patients saying 

(Continued next page)
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that they feel marginally better after a year of  treatment.

Myth #3: Muscle pain is due to deconditioning

Jessica Bavinton: “Muscle pain can be, as in your case, a 
significant issue for people with CFS/ME. People tend 
to find it may have a generally constant impact, but gets 
worse: … When resting too much, or being ‘under-ac-
tive’ as the muscles weaken considerably making it much 
harder to do things.”

As usual, this claim as applied to ME/CFS is a 
baseless theory favored by a small group of  research-
ers. From a patient perspective, it is generally easy to 
distinguish between ME/CFS muscle pain and the pain 
which comes after exerting muscles which have not been 
used recently. The deconditioning pain is generally quite 
brief, localized, and even pleasant compared to the mus-
cle pains caused by temporarily exceeding limitations or 
coming down with post-exertional malaise. So although 
it is not disputed that deconditioning does cause pain 
when muscles are re-engaged, it is almost certainly not 
causing the chronic muscle pain most associated with 
ME/CFS.

Furthermore, some of  the studies investigating mus-
cle abnormalities have made discoveries which indicate 
an alternative and more plausible source for the cause 
of  ME/CFS muscle pain. One such study shows patient 
muscle cells producing 20 times as much lactic acid in 
vitro as the muscle cells of  sedentary volunteers, an ab-
normality which has been observed repeatedly to some 
degree over the past few decades. 

Another study shows that ME/CFS patients have 
increased sensory, adrenergic, and cytokine gene expres-
sion corresponding with pain and fatigue after moderate 
exercise, compared to controls who had no such abnor-
malities. There is no indication that all of  these abnor-
malities can be attributed to deconditioning.

Myth #2: A child with ME/CFS who is having sei-

zures primarily needs psychological treatment

Pediatric Medical Question: “He started having seizure-
like episodes early in 2012, with whole-body convulsions 
etc… .”

Dr Caroline Grayson (entire initial response): “From 
your post I am unsure whether your son is accessing 
any specific psychological support with his symptoms. I 
have certainly seen similar presentations in young people 
and in these cases I have sought psychological support.”

Although the expert did eventually qualify her initial 
statement after it generated considerable outrage, it is 

still incomprehensible that the first reaction to someone 
asking about convulsions is to suggest psychotherapy. 
Exactly what does this expert think that ME/CFS is?

Even NICE (1.2.1.4) concedes that: “[s]igns and 
symptoms that can be caused by other serious condi-
tions (‘red flags’) should not be attributed to CFS/ME 
without consideration of  alternative diagnoses or co-
morbidities. In particular, the following features should 
be investigated: … localising/focal neurological signs … 
signs and symptoms of  cardiorespiratory disease… .” 

And a response from Dr Miller in the Adult Medical 
section of  the clinic forum was also rather topical: “the 
important thing is to have any new symptom assessed 
on its own merits and not just attributed to – ‘of, of  
course it’s due to the ME’.”

Myth #1: GET increases activity levels

Jessica Bavinton: “GET is exactly designed to support 
people becoming more active over time. We know that 
becoming gently and sustainably more active seems to 
be an important component in any therapy that has 
shown effectiveness in CFS/ME.”

No studies support this claim. PACE and most other 
trials involving GET or CBT-including-GET do not use 
actometers or other objective measures to determine if  
activity levels increase. A notable exception to this is a 
series of  three Dutch studies where many ME/CFS pa-
tients were declared to be improved based on question-
naire responses after CBT-including-GET. 

Little mention was made of  actometers in these stud-
ies, until a fourth paper was released, showing that the 
“recovery” on questionnaires was not matched by any 
improvement in activity levels as measured by actometer 
in any of  the three trials. 1

Reprinted from Phoenix Rising (tinyurl.com/ltgr3jl).
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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 international 
and Australian guidelines on ME/CFS.

Prevalence
ME/CFS affects all social and ethnic groups. There is a 
predominance of  females (2 to 1) and a bimodal distribu-
tion with peaks between 15-20-year-olds and 33-45-year-
olds. The prevalence of  ME/CFS varies between 0.2% and 
0.5% of  the total population. In South Australia this 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 coex-
isting conditions difficult.

How is ME/CFS treated?
All treatment should be patient-centred and involve sup-
portive counselling, lifestyle management and the setting 
of  realistic goals. There is no known cure for ME/CFS. 
Management is geared 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 undertake 
intentional exercise. Most ME/CFS patient groups recom-
mend that sufferers pace themselves by starting with gentle 
exercises and slowly increasing levels of  exercise without 
causing a significant relapse of  symptoms. It is important 
to maintain physical fitness if  possible, but we recognise 
that exercise is not always the best possible use of  sufferers’ 
limited energy reserves.

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

Information about ME/CFS
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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 383, Adelaide SA 5001

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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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: GPO Box 383, Adelaide 5001
•	 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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