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Page 2 Contact details and general information

Disclaimer

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

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

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

Always consult your medical practitioners before 
commencing any new treatments.

Notice to Vendors

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

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

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

See notice regarding Advertising on page 3.

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

• promote recognition and understanding of  the disease 
among the medical profession and the wider community.

• provide information and support for people with ME/
CFS and their families.

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

Note: It is our policy to ignore anonymous correspondence.

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

Management Committee 2011
The Society is directly administered by a voluntary commit-
tee elected at the Annual General Meeting.

•	 President: James Hackett.
•	 Vice-President: Emma Wing.
•	 Secretary: Peter Mitchell.
•	 Treasurer: Lyn Bird.
•	 Membership/Seminar	officer: Lorenzo Pizza.
•	 Management Committee:   

Spen Langman, Renae Leverenz.

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

New Members (cheaper rates apply for renewal):

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

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

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

Editor: Peter Scott (pmrscott@tpg.com.au).
Assistant Editor: Judy Rhodes (dustyrhodes@dodo.com.
au).

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

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

All donations of  $2.00 or over are tax deductible and a  

receipt will be issued.
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We have had a report of  a member who suffered 
chemical reaction to a previous Society mail-out bul-
letin.

If  you have a physical reaction to Talking Point or 
any other document sent by the Society please let us 
know. We will endeavour to find an alternative way to 
send you our documents.

Also, if  you have advice on what kind of  print-
ing would avoid a chemical reaction (e.g., photocopy, 
or thoroughly aired printed document) please let us 
know so we can find the best help avoid this problem.

James Hackett
President
ME/CFS Australia (SA) 1

Talking Point and MCS

We were thrilled to hear that the Society’s Badge 
Day held at the Adelaide Railway Station on Friday 
5 August had raised over $1000, which is a fantastic 
amount

We are very grateful to Emma Wing for organizing 
the day (and getting up at 6am to be in there on time).  
Emma was assisted by 12 students from Immanuel 
College at Novar Gardens, as well as James Hackett, 
Renae Leverenz, Carole and Phil Carroll.

Jenni Gay
Society member
ME/CFS Australia (SA) 1

Badge Day Success
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ME/CFS Australia (SA) Inc. 
OFFICE:   266 Port Rd, Hindmarsh  SA  5007 
OFFICE HOURS:  Wednesdays  10am – 3pm 
WEBSITE:   www.sacfs.asn.au 

POSTAL ADDRESS:   GPO Box 383,  Adelaide  SA  5001 
TELEPHONE:  (08) 8346 3237 COUNTRY CALLERS: 1300 128 339 
EMAIL:   sacfs@sacfs.asn.au ABN:   14 535 639 334 

 
 

 

              Membership Application and Renewal 
 
 
To join the South Australian ME/CFS society please complete all the following details.  Renewing members need only provide any details that have 
changed since last time a form was completed, however please confirm your email address and/or mobile number, if you have not yet registered for 
the updates and would like to.  Items marked with an * are required, all other information is optional.  All of your information is kept confidential. 
 
*NAME  (Mr / Mrs / Ms / Miss / Dr /______):  
 
*POSTAL ADDRESS: 

 
    *POSTCODE: 

 
HOME  PHONE: (      )          WORK: (      ) 

    
       MOBILE: 

 
EMAIL: 

    
       DATE OF BIRTH:            /          / 

 

         I would like to receive society notices (email bulletins with ME/CFS news, updates and reminders, etc) via email. 
 

         I would like to receive society notices (seminar reminders and special notice of media events, etc) via SMS. 
 

         I (or a friend or relative) would like to volunteer some time, service or business sponsorship to assist the society. 
 

 
 Annual Subscription Rates 

(payment is due on 1st July each year and is GST inclusive) 
 

  Full  $38 
  Concession  $25 
  Family  $45 
  Family Concession  $38 
 Overseas Members add  $10   (for extra postage) 

 
I wish to include a donation, to assist the volunteer-run 
society’s work, of:    

 
(all donations of $2 or more are tax deductable and a 
receipt will be posted to you) 

Total enclosed:  
:       

 
Payable to: ME/CFS Australia (SA) Inc. 
  GPO Box 383 
  Adelaide,  SA  5001 
  (please don’t send cash in the mail) 

 
 
 
 
 

Membership 
 

I hereby apply for / renew my membership of ME/CFS Australia 
(SA) and agree to uphold and abide by the constitution of ME/CFS 
Australia (SA). The constitution can be found on our website at: 
www.sacfs.asn.au/society/member/index.htm 

 
 Signed:     Date:         /         / 

 

Payment Method 
 

  Cheque /  Money Order    (payable to ME/CFS Australia (SA) Inc.) 
 
Credit Card: 
 

  VISA   MasterCard 
 

 

Card number: 
 
 

       
 
 Name on card:                                                                           .  

 
 Signed:                                                       Expiry Date:         /          . 

 

  

                

 

$                                      . 

 

$                                      . 
 

Which Best Describes You? 
 

I suffer from: 
 

 ME/CFS  FM  MCS  Other___________ 
 

or, I am a: 
 

 Carer  Relative     Friend 
 
 

 Health Professional / Scientist 

    

   

 

OFFICE USE ONLY 
 
Date received:              /         /            . Membership No.                                     . 
 

Entered in database                            . Receipt No.                                             . 
 

Membership pack sent                        . Volunteer name                                      . 
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ME/CFS Australia (SA) Inc wishes to thank
Worldwide Online Printing

for their publication of Talking Point
and other society materials.

http://www.worldwideonlineprinting.com.au
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On July 20, 2011, the Journal of  Internal Medicine e-
published ahead of  print “Myalgic Encephalomyeli-
tis: International Consensus Criteria.” The panel of  
authors, led by coeditors Bruce M. Carruthers, MD, 
CM, FRCP(C) and Marjorie I. van de Sande, BEd, 
GradDip Ed, includes 26 authors from Australia (3 
authors), Belgium (1), Canada (4), Chile (1), Ireland 
(1), Italy (1), Japan (1), Korea (1), Latvia (1), New 
Zealand (1), Norway (1), the United Kingdom (2) and 
the United States (8). The paper specifically cites 123 
publications to support its recommendations.

Abstract: 
The label “chronic fatigue syndrome” (CFS) 
has persisted for many years because of  lack 
of  knowledge of  the etiological agents and 
of  the disease process. In view of  more recent 
research and clinical experience that strongly 
point to widespread inflammation and mul-
tisystemic neuropathology, it is more appro-
priate and correct to use the term “myalgic 
encephalomyelitis”(ME) because it indicates 
an underlying pathophysiology. It is also con-
sistent with the neurological classification of  
ME in the World Health Organization’s In-
ternational Classification of  Diseases (ICD 
G93.3). Consequently, an International Con-
sensus Panel consisting of  clinicians, research-
ers, teaching faculty and an independent patient 
advocate was formed with the purpose of  de-
veloping criteria based on current knowledge. 
Thirteen countries and a wide range of  spe-
cialties were represented. Collectively, members 
have approximately 400 years of  both clinical 
and teaching experience, authored hundreds of  
peer reviewed publications, diagnosed or treated 
approximately 50,000 ME patients, and sev-
eral members coauthored previous criteria. The 
expertise and experience of  the panel members 
as well as PubMed and other medical sources 
were utilized in a progression of  suggestions/
drafts/reviews/revisions. The authors, free of  
any sponsoring organization, achieved 100% 
consensus through a Delphi type process.
    The scope of  this paper is limited to crite-
ria of  ME and their application. Accordingly, 

the criteria reflect the complex symptomatology. 
Operational notes enhance clarity and specifi-
city by providing guidance in the expression and 
interpretation of  symptoms. Clinical and re-
search application guidelines promote optimal 
recognition of  ME by primary physicians and 
other health care providers, improve consistency 
of  diagnoses in adult and paediatric patients 
internationally, and facilitate clearer identifica-
tion of  patients for research studies.

Past definitions for CFS and ME/CFS have been 
designed for either research or clinical settings, al-
though there has been cross-over in how they were 
and are used. In contrast, the Journal of  Internal Medi-
cine paper states: “the primary goal of  this consensus 
report is to establish a more selective set of  clinical 
criteria that would identify patients who have neu-
roimmune exhaustion with a pathological low-thresh-
old of  fatigability and symptom flare in response to 
exertion. This will enable like patients to be diagnosed 
and enrolled in research studies internationally under 
a case definition that is acceptable to physicians and 
researchers around the world.”

New Criteria Overview

ME is described as “an acquired neurological disease 
with complex global dysfunctions. Pathological dys-
regulation of  the nervous, immune and endocrine 
systems, with impaired cellular energy metabolism 
and ion transport are prominent features. Although 
signs and symptoms are dynamically interactive and 
causally connected, the criteria are grouped by regions 
of   pathophysiology to provide general focus.”

Of  particular note is that other definitions have 
established a minimum duration of  illness (either four 
or six months). The new ME definition removes this 
requirement: “…diagnosis should be made when the 
clinician is satisfied that the patient has ME rather 
than having the diagnosis restricted by a specified 
time factor. Early diagnoses may elicit new insights 
into the early stages of  pathogenesis; prompt treat-
ment may lessen the severity and impact.” One of  the 

International Consensus Criteria Published for 
Myalgic Encephalomyelitis
By K. Kimberly McCleary, President & CEO, CFIDS Association of America

Continued on page 8

Medical pages: International Consensus Criteria Published for Myalgic Encephalomyelitis
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questions arising from the new definition is whether 
individuals with a more transient illness will be con-
sidered to have ME.

Diagnosis begins with assessment of  post-exer-
tional neuroimmune exhaustion (PENE), rather than 
fatigue. “Post-exertional neuroimmune exhaustion is 
part of  the body’s global protection response and is 
associated with dysfunction in the regulatory balance 
within and between the nervous, immune and endo-
crine systems, and cellular metabolism and ion trans-
port. The normal activity/rest cycle, which involves 
performing an activity, becoming fatigued, and taking 
a rest whereby energy is restored, becomes dysfunc-
tional.”

In addition to the required feature of  PENE, the 
individual must have seven other symptoms: three 
that demonstrate neurological impairment; three 
that demonstrate immune impairment; and one that 
demonstrates energy production/transport impair-
ment. These are described more fully below. The term 
“atypical ME” is used when an individual “meets cri-
teria for post-exertional neuroimmune exhaustion but 
has two or less than required of  the remaining criterial 
symptoms. Pain or sleep disturbance may be absent in 
rare cases.”

The paper provides severity subgroups: “Symptom 
severity impact must result in a 50 percent or greater 
reduction of  a patient’s premorbid activity level for 
a diagnosis of  ME. Mild: approximately 50 percent 
reduction in activity; Moderate: mostly housebound; 
severe: mostly bedbound; and Very Severe: bedbound 
and dependent on help for physical functions.”

Special considerations are noted for making the 
diagnosis in the pediatric setting, including guidelines 
about distinguishing ME from school phobia.

The following co-occurring conditions are identi-
fied: “Fibromyalgia, myofascial pain syndrome, tem-
poromandibular joint syndrome, irritable bowel syn-
drome, interstitial cystitis, Raynaud’s phenomenon, 
prolapsed mitral valve, migraines, allergies, multiple 
chemical sensitivities, Hashimoto’s thyroiditis, Sicca 
syndrome, reactive depression. Migraine and irritable 
bowel syndrome may precede ME but then become 
associated with it. Fibromyalgia overlaps.” From read-
ing the text, it does not appear that this list is intend-
ed to represent the only comorbid conditions that 
should be considered. For instance, specific forms of  
orthostatic intolerance (postural orthostatic tachycar-
dia syndrome and neurally mediated hypotension) are 
referenced in the description of  energy production 
and transport impairments.

In addressing exclusionary conditions, the authors 
state, “…exclusion of  alternate explanatory diagnoses 
is achieved by the patient’s history, physical examina-
tion, and laboratory/biomarker testing as indicated. 
It is possible to have more than one disease but it is 
important that each one is identified and treated. Pri-
mary psychiatric disorders, somatoform disorder and 
substance abuse are excluded. Paediatric: ‘primary’ 
school phobia.”

Symptom Clusters

As stated earlier, the central feature of  ME under 
this definition is post-exertional neuroimmune ex-
haustion (PENE). To meet the criteria, an individual 
must have PENE, described in the following man-
ner: “This cardinal feature is a pathological inability to 
produce sufficient energy on demand with prominent 
symptoms primarily in the neuroimmune regions.

“Characteristics are:

1. Marked, rapid physical and/or cognitive fati-
gability in response to exertion, which may be 
minimal such as activities of  daily living or sim-
ple mental tasks, can be debilitating and cause 
a relapse.

2. Post-exertional symptom exacerbation: e.g. 
acute flu-like symptoms, pain and worsening 
of  other symptoms.

3. Post-exertional exhaustion may occur immedi-
ately after activity or be delayed by hours or 
days.

4. Recovery period is prolonged, usually taking 24 
hours or longer. A relapse can last days, weeks 
or longer.

5. Low threshold of  physical and mental fatiga-
bility (lack of  stamina) results in a substantial 
reduction in pre-illness activity level.”

The individual must demonstrate neurological im-
pairment by meeting a total of  at least three symp-
toms from three of  these four categories:

1. Neurocognitive impairment
a. Difficulty processing information: 

slowed thought, impaired concentra-
tion

b. Short-term memory loss
2. Pain

a. Headaches
b. Significant pain can be experienced 

in muscles, muscle-tendon junctions, 
joints, abdomen or chest. It is non-

Continued from page 7

Medical pages: International Consensus Criteria Published for Myalgic Encephalomyelitis
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inflammatory in nature and often 
migrates.

3. Sleep disturbance
4. Neurosensory, perceptual and motor disur-

bances
a. Neurosensory and perceptual
b. Motor

The individual must demonstrate immunological im-
pairment by meeting a total of  at least three symp-
toms from three of  these five categories:

1. Flu-like symptoms may be recurrent or chronic 
and typically activate or worsen with exertion

2. Susceptibility to viral infections with prolonged 
recovery periods

3. Gastointestinal tract
4. Genitoruinary
5. Sensitivities to food, medications, odours or 

chemicals

The individual must have one of  the following symp-
toms that demonstrate energy production/transport 
impairment:

1. Cardiovascular
2. Respiratory
3. Loss of  thermostatic stability
4. Intolerance of  extremes of  temperature

Further descriptions of  each of  these symptom clus-
ters are provided in Table 1 that accompanies the text. 
(Table 1 has been reproduced by the CFIDS Associa-
tion of  America under limited license from John Wi-
ley & Sons, Inc., publisher of  the Journal of  Internal 
Medicine. Copyright to the original material and all 
other rights reserved by John Wiley & Sons, Inc.)

The authors also provide additional directives for 
applying these symptom lists in clinical settings vs. re-
search settings. The panel is at work on Physicians 
Guidelines and an International Consensus Symptom 
Scale. They specifically state that only subjects who 
fully meet ME criteria should be included in epide-
miological research.

What’s Next?

Acceptance for particular disease definitions may 
come by several different routes. The most common 
route is for an authoritative institution to lead and 
“sponsor” development, publication and circulation 
of  a definition. The 1990 American College of  Rheu-
matology criteria for fibromyalgia is one example. 

This ME publication was developed as an independ-
ent effort, free of  sponsorship. The panel reflects 
diverse expertise and experience with CFS, ME/CFS 
and ME; however, none of  the participants represent 
professional organizations, funding agencies or poli-
cy-making institutions like the National Institutes of  
Health and U.S. Centers for Disease Control & Pre-
vention in the United States or the Medical Research 
Council in the United Kingdom. Such participation 
might have added “clout” that could influence more 
rapid acceptance and utilization at an institutional lev-
el, however it might have also resulted in a different 
product.

While it lacks the implied institutional endorse-
ment of  the 1994 criteria for CFS led by authors at 
the CDC, this consensus report has a major advantage 
over the 2003 Canadian clinical criteria for ME/CFS 
with its publication in a journal with wide circulation 
in the medical community. (The Journal of  Internal 
Medicine has an impact factor of  5.935, compared 
to the now-defunct Journal of  Chronic Fatigue Syn-
drome that was never linked to PubMed.) The version 
published electronically on July 20, 2011, is a provi-
sional paper, with the final version due out in print 
later this year. It will be interesting to follow formal 
responses that may be generated through Letters to 
the Editor and other commentary and analyses, par-
ticularly by those who have worked on earlier case 
definition efforts for CFS, ME and ME/CFS (CFS/
ME). The next meeting of  the U.S. Department of  
Health and Human Services CFS Advisory Commit-
tee will be a potential venue for discussion of  impacts 
on funding and policy (including Social Security dis-
ability), with a recommendation that the U.S. federal 
agencies adopt ME/CFS as a replacement for CFS 
still under review by the Secretary of  Health and dis-
cussion of  case definition a regular feature of  agency 
reports and discussion.

It is hoped that this consensus report will be broad-
ly viewed as a positive development in the effort to 
identify criteria that enhance patient care and research. 
The response so far reflects a mostly enthusiastic re-
ception, although there is some disappointment about 
the lack of  objective measures to support symptom 
criteria. The paper provides a theoretical construct, 
with no data provided to demonstrate whether appli-
cation of  this criteria set results in a more homoge-
neous patient population than other criteria. There is 
also some concern about the possibility that the fol-
lowing statement in the paper’s Conclusions might 
have the unintended effect of  jeopardizing or imped-

Continued on page 15
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Disuse, disrupted energy supply to muscles, magne-
sium deficiency, inflammation and poor antioxidant 
status, underactive thyroid, hypoglycemia – all are 
causes of  general muscle pain that can be identified 
and helped in patients with ME/CFS.

Chronic fatigue syndrome (ME/CFS) is a symp-
tom which may have many causes. The causes of  
chronic fatigue syndrome are often the same as the 
causes of  muscle pain, and so these two symptoms 
are often found together. It is not that one causes the 
other, simply that they have a common underlying 
cause.

In considering any patient with muscle pain, the 
first question to ask is whether it is generalized muscle 
pain or local muscle pain. This is simply because gen-
eralized muscle pain will have a general cause, whereas 
localized muscle pain will have a local cause such as 
nerve pressure or physical damage.

This article is about generalized muscle pain.
The key to any diagnosis is to identify something 

that can be treated and corrected. When I see a pa-
tient with muscle pain, I am trying to think of  the 
underlying mechanism which is causing that muscle 
pain, which will thereby give a clue to treatment. The 
sort of  causes I am thinking of, and I am quite sure 
this is not an exhaustive list, in order of  importance 
are as follows:

Disuse Pain

A major cause of  muscle pain is disuse. This needs a 
little explanation. The heart is responsible for pump-
ing blood away from the heart to the body, and of  
course much of  the body is made up of  muscles. The 
muscles themselves are largely responsible for pump-
ing blood back to the heart. This occurs because when 
muscles contract they squeeze the blood out of  them 
and a series of  valves in our veins ensure the blood 
can only go in one direction; that is, back to the heart. 
When the muscles are at work and indeed even at rest 
they are making energy (in order that they can work), 
and the process of  energy making inevitably creates 
toxins and free radicals.

This muscle pump also does another job; that is, 
it physically squeezes these toxins out of  the muscles 
and into the blood stream where they can be detoxi-
fied and carried away.

Problems arise when the muscles stop being 
used.

Toxins tend to build up in the muscles, even when 
the muscles are at rest, and if  they get to a critical level 
they will cause pain. The muscle’s response to pain is 
to go into spasm. When the muscle is in spasm, blood 
cannot get into it. Neither can it get out of  it, and 
toxins build up even more quickly. So suddenly one is 
in a vicious cycle of  muscle spasm causing toxic stress 
which causes more muscle spasm.

The pain from muscle spasm can be extremely se-
vere. For example labor pains, renal colic, and biliary 
colic from gallstones are all muscle spasm pain. The 
majority of  low back pain problems are also due to 
muscle spasm.

This, therefore, explains the benefit of  many ther-
apies such as massage, because without the muscles 
having to work at all they are physically squeezed, 
which stimulates the blood circulation and so toxins 
in the muscle are squeezed out.

If  you watch any animal after it has lain down and 
slept or rested for some time, they invariably get up 
and stretch. This stretch passes through the body like 
a wave and every single muscle is contracted – this 
physically squeezes out the toxins which have built up 
during sleep or rest. This is then followed by exercise 
as the animal gets into its daily routine. Compare this 
with humans who sleep long hours at night and on 
rising often do not bother to stretch, let alone take 
any exercise.

The commonest group of muscles that are affected 
like this are the core muscles of the back and 
pelvis.

Indeed, I suspect this mechanism explains the major-
ity of  low back pains, which are often triggered by 
a very minor incident such as twisting awkwardly or 
reaching up to pick something off  a shelf  or what-
ever. Such a minor movement would not be sufficient 
to cause structural damage, but sometimes it is the 
last straw which triggers one into the vicious cycle of  
toxic build up and muscle spasm.

In the acute phase, therefore, anything which 
can be done to improve blood flow such as heat and 
massage is extremely helpful. This also explains why 
wearing a corset is so helpful, because very minor 

Medical Pages: Muscle Pain in ME/CFS – Causes and Treatment

Muscle Pain in ME/CFS – Causes and Treatment
By Dr Sarah Myhill, MD.
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exertions greatly improve the pressure in the muscle 
and therefore toxins are squeezed out very efficiently. 
However, in the long term corsets weaken core mus-
cles and should not be used as a long term panacea.

So the key to avoid these sorts of  muscle pains 
and spasms is to make sure you go through a regular 
daily routine of  stretching and gentle exercise. Just a 
few minutes a day suffices to help most people, and 
there are many regimens available such as Pilates and 
yoga.

This also explains why traditional advice of  bed 
rest for acute backs actually makes the situation very 
much worse.

Energy Supply to Muscles

For muscles to work they need energy. Interestingly, 
they also need energy to relax as well as to contract.
I now see chronic fatigue syndrome as a symptom of  
“mitochondrial failure.” Mitochondria are the little en-
gines which power every cell in the body, and if  they 
cannot deliver energy to the cell, then that cell will go 
slow. Energy is supplied to the cell by mitochondria 
in the form of  ATP (adenosine triphosphate), which 
releases its energy when it is converted to ADP (ad-
enosine diphosphate). ADP is then recycled in mito-
chondria back to ATP.

CFS patients are slow recyclers.

If  a normal person recycles ATP every 10 seconds, 
perhaps [a top athlete] recycles every 5 seconds, CFS 
sufferers may recycle every 60 seconds! So I can do in 
10 seconds what the athlete can do in 5 seconds, but 
that task would take a CFS sufferer 60 seconds!

However, if  the CFS patient pushes himself  too 
hard, ATP production cannot keep up and so the 
body switches into anaerobic metabolism whereby 
a small amount of  ATP can be made from convert-
ing glucose into lactic acid. [Anaerobic metabolism 
occurs when insufficient oxygen is available for the 
needed muscular energy production, as in a short 
burst of  high activity.]

However, lactic acid quickly builds up in muscle, 
which causes pain. Everybody has experienced this 
sort of  pain. If  somebody asked me to sprint 100 me-
ters, then by the end of  that my muscles would be 
aching, heavy and dead because of  lactic acid that has 
built up. So if  patients get this type of  muscle symp-
tom then I am thinking about poor energy supply by 
mitochondria.

This, of  course, is the central problem in chronic 
fatigue syndrome and wants to be treated as per my 

routine work-up for all patients with chronic fatigue 
with respect to diet, micronutrients, sleep, pacing and 
so on.

However, I am coming to the view that some suf-
ferers are “metabolically dyslexic.”

That is to say, they cannot make the necessary en-
zymes for mitochondria to work well simply from 
diet and supplements – they can have all the letters of  
the alphabet but they cannot make the words! As they 
cannot make their own Coenzyme Q10, D-ribose, or 
whatever, then these have to be supplied directly. We 
can test for levels of  some of  these essential nutrients, 
but some have to be supplied.

So far, my clinical experience is that the two most 
helpful nutrients for muscle pain are magnesium (take 
as much as possible without getting diarrhea – but 
some do require magnesium by injection) and D-ribose 
(5 grams taken three times daily).

Poor energy supply from mitochondria not only 
affects local metabolism in muscles, causing a rapid 
build up of  lactic acid, but also affects the muscle of  
the heart. Indeed, many symptoms of  chronic fatigue 
syndrome are caused by poor cardiac output second-
ary to cardiac muscle failure, secondary to mitochon-
drial failure.

This low cardiac output alone can cause muscle 
pain. This is because the body has to look after the 
important organs first – and blood is directed largely 
to the kidneys, liver and gut and diverted away from 
less essential areas like skin, muscle and joints.

So patients with poor circulation, cold hands, cold 
feet, intolerance of  hot weather (because they cannot 
lose heat through their skin) and muscle pain (particu-
larly when associated with chest pains), may indeed 
be suffering from low cardiac output. Very often they 
have low blood pressure and feel much worse stand-
ing up than lying down.

Magnesium Deficiency

To understand this, a little knowledge of  how muscles 
work is useful. Think of  muscle fibers working like 
lots of  little men in a rowing boat, all with oars and all 
working together. In order to make muscles contract, 
they dip their oars into the water and pull themselves 
along. For muscles to relax, the oars need to come out 
of  the water.
• Muscle contraction is calcium dependent,
• And muscle relaxation is magnesium dependent.

Medical Pages: Muscle Pain in ME/CFS – Causes and Treatment

Continued on page 12



TA
LK

IN
G

 PO
IN

T – 2
0
1
1
 Issue 3

 (June-July-A
ugust)

The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 12

So, for the oars to come out of  the water they 
need magnesium, and if  this is not present, the oars 
get stuck in the water and will snap off. The mag-
nesium deficient patient – every time he stretches or 
relaxes his muscles – will cause muscle damage, and 
this results in pain.

Accordingly, if I see patients who get muscle pain 
as a result of exercise, then I would first think of 
magnesium deficiency.

I would want to measure levels by doing an in-
tracellular red cell magnesium (a serum magnesium 
would be a useless test) and correct levels possibly 
with oral supplements, possibly Epsom salts baths 
(magnesium can be absorbed through the skin), pos-
sibly with magnesium by nebulizer; but the only way 
I can guarantee to get levels up is magnesium by in-
jection. [To quote Dr. Paul Cheney, “Magnesium, like 
potassium, is pumped into the cell, so normally there’s 
a higher concentration inside the cell than there is in 
the blood. And that pump mechanism may not work 
very well in people with CFS, so their magnesium lev-
els can be normal in the blood and low in the cell.”]

Inflammation

In some ways the body is not very clever. The im-
mune system can only react to things in one way, and 
that is with inflammation. Inflammation is designed to 
kill viruses, bacteria and parasites, and to do this the 
immune system has to release nasty toxic substances 
which kill these bugs. These are called cytokines (cell 
killers), leukotrienes, interferons, superoxides, nitric 
oxide, and other such free radicals. Unfortunately 
these substances are rather indiscriminate and not 
only kill bugs, but also damage the body.

So inflammation is very much a two-edged 
sword, with the ability to do great good and great 
harm.

Inflammation in the muscles causes muscle pain. 
Typically this muscle pain is worse in the morning and 
improves as the day progresses. Sometimes tests show 
up muscle inflammation, either because of  a raised 
ESR [erythrocyte sedimentation rate], a raised plasma 
viscosity or a raised C-reactive protein, or raised lev-
els of  muscle enzymes such as CPK [all indicators of  
inflammation].

Inflammation in muscles therefore obviously can 
be caused by chronic infections, but it can also be 
caused by autoimmunity and by allergy. The clinical 

clue to this is a symptom of  being worse in the morn-
ing.

Tests to eliminate infection and/or autoimmunity 
can be helpful. Tests for allergy can be unreliable and 
initially I would suggest an elimination diet based on 
foods which are not commonly allergens. I favor the 
“StoneAge Diet,” based on meat, fish, nuts, seed, veg-
etables, fruit and water.

Poor Antioxidant Status

All cellular processes, in particular creating energy, 
will produce free radicals. If  you produce a fire you 
will make smoke. Free radicals to the chemist are mol-
ecules with an unpaired electron – this makes them 
very unstable, highly reactive – and as a result they 
tend to stick on to anything that comes to hand. This 
may be cell membrane, cell organelles, DNA, or what-
ever.

In doing so they cause damage, and if  the damage 
is extensive this can trigger an inflammatory process 
with release of  nasty toxic substances which cause 
even more damage.

Happily the body has evolved an excellent anti-
oxidant system which mops up these free radicals 
before they have time to do serious damage.

The body makes use of  anything which is available, 
and:
• Many vegetables, nuts and fruit contain natural 

antioxidants.
• The best known antioxidants are vitamins A, C, E 

and selenium.
• But the body also makes its own antioxidants such 

as superoxide dismutase and glutathione peroxidase.
• Other vitamins in high doses also have antioxidant 

effects, in particular vitamin B3 and vitamin B12.
• Melatonin, which is the natural sleep hormone, has 

important antioxidant action.
Therefore, one can see that a deficiency of  any of  

these substances could cause muscle pain because of  
free radical damage. I routinely use B12 injections in 
my CFS patients and there is often a beneficial effect 
on muscle pain because of  the ability of  B12 to scav-
enge nitric oxide.

Also, I often measure levels of  superoxide dis-
mutase (SODase) and commonly find deficiencies in 
chronic fatigue syndrome. This can be corrected by 
supplements of  copper, manganese, and zinc [required 
for SODase synthesis]. Glutathione peroxidase re-
quires amino acids and selenium for its synthesis – hence 
the importance of  a high protein diet.

Continued from page 11
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Hormonal Effects

The symptoms of  underactive thyroid can often 
present with muscle pain. In fatigue syndromes there 
is a general suppression of  the hypothalamic-pitui-
tary-adrenal axis, and one tends to see low normal lev-
els of  hormones across the board (thyroid hormones, 
adrenal hormones, melatonin, growth hormone and 
so on).

To assess thyroid function one needs a blood test 
to measure a TSH, a free T4 and a free T3. Very often 
in patients with fatigue, I see low free T4s and low free 
T3s – and patients feel very much better when they 
are running high normal free T4s and free T3s, albeit 
with a slightly suppressed TSH. [TSH – thyroid stimu-
lating hormone, made by the pituitary, commands the 
thyroid gland to increase production of  T4 and T3. 
T4 is thyroxine, from which the main active thyroid 
hormone, T3, can be made. TSH is suppressed when 
T4 & T3 levels are sufficient, and vice-versa.]

If  mitochondria are the engines of  a car, then the 
thyroid gland is the accelerator pedal. If  it is stuck at 
20 miles an hour then the poor patient cannot go any 
faster.

I have seen cases of  muscle pain improving when 
DHEA levels are corrected – there is a simple test 
available just requiring a saliva sample, and the usual 
maintenance dose is 25mg daily. [DHEA – dehydroe-
piandrosterone – is a steroid hormone produced by 
the adrenal gland.]

Hypoglycemia

Yudkin et al. explains all in the Lancet May 2005! [“‘Va-
socrine’ signalling from perivascular fat: A mechanism 
linking insulin resistance to vascular disease.”] Too 
much sugar in blood vessels going to muscles is very 
damaging to muscles. The control of  the blood sup-
ply to muscles is by a tiny collar of  fat which wraps it-
self  round tiny arteries (arterioles). If  the blood sugar 
rises, this collar of  fat releases a cytokine which makes 
the arteriole contract. This has the metabolically de-
sirable effect of  preventing too much sugar getting 
to muscle and damaging it. However, it also has the 
undesirable effect of  impairing the blood supply to 
the muscle, so the muscle cannot work properly.

Also, the cytokine released by the fat causes in-
flammation and damages the arteriole wall. And don’t 
forget in CFS we see high levels of  cytokines! Indeed, 
this is probably the basis of  high blood pressure and 
arterial disease. The general presumption is that these 
cytokines come from immune activity as a result of  
viral or toxic stress. But they could be produced by fat 

cells as a result of  too much carbohydrate in the diet!
The treatment of  hypoglycemia is to do a diet 

based on foods of  low glycemic index – namely meat, 
fish, eggs, oils, nuts, seeds and vegetables. Care should 
be taken with grains, root vegetables, sugar and fruits, 
which are high GI foods. [See also “Hypoglycemia 
(low blood sugar) – a problem for many Chronic Fa-
tigue Syndrome and Fibromyalgia patients, but treat-
able.”]

Treatment of Muscle Pain

I have tried to explain some of  the mechanisms by 
which muscle pain is produced. However, some of  
these mechanisms also have common causes. For ex-
ample magnesium deficiency will cause muscle pain 
because:

• Muscles are unable to relax without causing dam-
age,

• Because magnesium is the spark plug which fires 
the engine, i.e. the mitochondria in every cell,

• Because magnesium deficiency pre-disposes to al-
lergies, and

• Magnesium is also required in the manufacture of  
thyroid hormones.

So really, treatment of  muscle pain should be as per 
my treatment for chronic fatigue syndrome:

1. Start off  with the basic essentials with respect 
to diet, micronutrients, sleep, and pacing, and 
this addresses many of  the underlying prob-
lems.

2. Then one can move on to the more esoteric 
treatments such as magnesium injections, B12 
injections, correcting thyroid and adrenal sta-
tus, looking for specific deficiencies of  vitamin 
B3, superoxide dismutase, Coenzyme Q10, 
specific vitamins and minerals and essential 
fatty acids.

What I have not discussed above, but what is also 
a major cause of  muscle pain, is mitochondrial dam-
age by toxins such as pesticides, heavy metals, volatile 
organic compounds and foreign bodies such as sili-
cone. These all cause muscle pain because of  direct 
damage to mitochondria, and need to be dealt with by 
doing a good detox sweating regimen.

I find myself  most often caught out by patients 
who are multiply intolerant of  foods, who have undi-
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Given the state of  our broken health care system, I 
feel like we doctors don’t have much right to ask our 
patients how to behave, since most of  us are falling 
far short of  how our patients would prefer we be-
haved. As a patient, you may feel rushed, unheard, 
and condescended upon. You may feel that your intui-
tion is neglected and your questions aren’t answered. 
If  you feel this way, let me apologize on behalf  of  my 
profession. SORRY!

Nevertheless, I was asked by CNN to contribute 
to an article they wrote by giving them a list of  what 
patients do that botches their own care. I don’t prac-
tice the kind of  managed care medicine most doc-
tors are forced to practice these days. Now, I spend 
1 ½ hours with my clients, helping them bolster their 
whole health.

But back when I was expected to see 40 patients 
a day, here’s what I would have loved to ask of  my 
patients. So in case you want to make your doctor love 
you forever, here are a few tips for how you would 
make me swoon if  you were my patient!

How to Make Me Swoon As A Patient

•	 Tell me the truth – always. I promise I won’t 
judge you, as long as you don’t lie to me or with-
hold the information I need to treat you the best 
way I can. If  you’re gay, tell me. If  you drink a 
bottle of  tequila every night, I need to know. If  
you’re having an affair and not using condoms, let 
me know.

•	 Question me. If  the treatment plan I suggest 
doesn’t resonate with the intuitive wisdom of  
your Inner Healer, please tell me, instead of  ig-
noring what I suggest. I know many of  you are 
programmed not to question your doctor, but 
we’re here to help and we can’t read your mind, so 
you need to communicate if  you don’t agree with 
a plan we suggest. If  you’re not going to get that 
mammogram, admit it to me. If  you’re not going 
to take that antidepressant, tell me you won’t. If  
you’re willing to question my authority, we can 
marry my suggestions with your intuition and col-
lectively agree on a plan you will actually follow.

•	 Comply. If  you’ve questioned me and we’ve 
agreed to a treatment plan, please follow through 
and do what you’ve agreed to do. And if  you don’t, 
please tell me so I don’t mistakenly assume the 

treatment failed. I won’t jump all over you. I just 
need to know.

•	 Accept personal responsibility. If  you don’t 
comply, and something goes wrong, please don’t 
blame me. And if  you sign up to incur a possible 
risk and you’ve been warned of  this risk (pregnan-
cy is a great example), don’t sue me if  a known risk 
happens to you. Sometimes bad things happen to 
good people, and it’s not my fault.

•	 Partner with me. Don’t hand over all your power 
to me. Be an equal partner with me at the healing 
round table. Trust me to guide you, but be willing 
to do your part.

•	 Bring a list of  questions. I want to make sure 
we get your questions answered, and I understand 
that you often forget, then feel frustrated after I’ve 
left the room because I didn’t meet all your needs.

•	 Bring any supplements you take in a bag with 
you. I may not know the name of  what you’re tak-
ing, but if  I can look at the ingredients, then I can 
determine whether your supplements might be 
causing issues or interactions.

•	 Don’t call me at 3am for a chronic problem. 
While you might think we’re up waiting by the 
phone when we’re on call, we’re not, so protect 
our sleep time so we can function well the next 
day. If  it’s an emergency, absolutely, call us! But if  
you’ve had a belly ache for three weeks, call during 
office hours, not when we’re home sleeping.

•	 Understand	how	limited	our	time	in	the	office	
is. Tell the receptionist the truth about why you’re 
making your appointment. Don’t schedule a rou-
tine physical if  you think you have a yeast infec-
tion. You’ll likely need two appointments – one for 
your yeast infection evaluation and one for your 
annual exam. As much as we want to serve all your 
needs in one visit, when managed care forces us to 
see 40 patients/day, we simply must put restraints 
on how long we spend with each patient in order 
to keep our other patients from waiting.

•	 Turn off  your cell phone. I know it’s unfair to 
ask, since I might be responding to my pager in the 
midst of  your visit. But pretty please do me a favor 
and power down while I’m in the room with you.

•	 Show up on time. Once again, I know it’s unfair, 
since I might be forced to make you wait because 

How To Be a Great Patient: A Doctor’s Wish List
Dr. Lissa Rankin tells you, the patient, how to make your doctor swoon.

Article: How To Be a Great Patient – A Doctor’s Wish List

Continued next page
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of  emergencies that interfere with my schedule. 
But if  you’re late, others will have to wait even 
longer. I promise to try to be on time if  you will.

•	 Fill out all your paperwork beforehand. If  I 
send you forms to fill out ahead of  time, please 
have them filled out completely when you arrive. 
If  you have to spend 15 minutes filling out forms, 
it disrupts my schedule and may force other pa-
tients to wait unnecessarily.

•	 If  you’re experiencing symptoms, keep a jour-
nal and a calendar before you come to see me. 
Write down when you experience the symptom, 
what makes it better, what makes it worse, how 
long you’ve had it, describe it in detail, explain 
whether you’ve had it before, and be as specific as 
you can so I can help you.

•	 Bring your records. If  you have other medical 
records that will help me care for you, bring a 
physical copy with you. Faxes go haywire, and we 
can wind up wasting hours trying to track down 
records, so be an empowered patient and keep a 
complete copy of  your medical records so you can 
bring them with you.

Lissa Rankin, MD: Founder of  OwningPink.com, motiva-
tional speaker, and author of  What’s Up Down There? Ques-
tions You’d Only Ask Your Gynecologist If  She Was Your 
Best Friend and Encaustic Art: The Complete Guide To Cre-
ating Fine Art With Wax. 1

(Reprinted from http://www.psychologytoday.com/
blog/owning-pink/201106/how-be-great-patient-
doctor-s-wish-list.)

Continued from previous page

Article: How To Be a Great Patient – A Doctor’s Wish List

ing access to or payments from government and pri-
vate insurance coverage systems that do not presently 
recognize ME: “Individuals meeting the International 
Consensus Criteria have myalgic encephalomyelitis 
and should be removed from the Reeves empirical 
criteria and the National Institute for Clinical Excel-
lence (NICE) criteria for chronic fatigue syndrome.” 
In the United States, most systems (including Social 
Security) utilize the 1994 CFS definition by Fukuda et 
al. rather than the 2005 empiric definition by Reeves 
et al., but the ambiguity about which one constitutes 
the present “CDC definition” gives rise to concerns 
about the impact of  this statement when applied in 
the medical-legal context.

The CFIDS Association considers the ME Inter-
national Consensus Criteria to be an important pub-
lication with potentially far-reaching implications for 
research, policy and education. We are reviewing it 
closely and will be seeking input from our Scientific 
Advisory Board (three members of  which are authors 
on the paper) and others about how these criteria 
might impact comparability with existing literature, 
funding, health care delivery, reimbursement, disabil-
ity payments/applications, general awareness and un-
derstanding and a wide range of  other practical issues.

Reference:

Myalgic Encephalomyelitis: International Consensus 
Criteria. Bruce M Carruthers, Marjorie I van de Sande, 
Kenny L De Meirleir, Nancy G Klimas, Gordon Brod-
erick, Terry Mitchell, Don Staines, Peter Powles, Nigel 
Speight, Rosamund Vallings, Lucinda Bateman, Bar-
bara Baumgarten-Austrheim, David S Bell, Nicoletta 
Carlo-Stella, John Chia, Austin Darragh, Daehyun Jo, 
Don Lewis, Alan R Light, Sonya Marshall-Gradisbik, 
Ismael Mena, Judy A Mikovits, Kunihisa Miwa, Mo-
dra Murovska, Martin L Pall, Staci Stevens. Journal 
of  Internal Medicine. Accepted Article, July 20, 2011 
doi: 10.1111/j.1365-2796.2011.02428.x 

K. Kimberly McCleary has served as the Association’s chief  
staff  executive since 1991.

Reproduced by the CFIDS Association of  America under 
limited license from John Wiley & Sons, Inc., publisher of  the 
Journal of  Internal Medicine. Copyright to the original mate-
rial and all other rights reserved by John Wiley & Sons, Inc.!1

(Reprinted from http://www.research1st.
com/2011/07/25/me-case-definition/.)

Continued from page 9
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Question from Patricia White (posted to Re-
search1st’s “5 Picks for May 25”):
How does all this translate to my primary care doctor and my 
medical care?

If  you have found it difficult to talk with your doc-
tor about the science of  ME/CFS (myalgic enceph-
alomyelitis/chronic fatigue syndrome), you have 
bumped up against the huge information gap that 
separates people with ME/CFS from their primary 
care and specialty providers. This gap creates frustra-
tion for both parties. It exists for complex reasons 
and the gap has been difficult to close, but I believe 
we are making progress.

The gap is aggravated by the busy, stressful pace 
of  medical practice and a state of  general distrust 
between patients and medical providers, but the real 
problem is that the science of  ME/CFS is not acces-
sible to most practicing physicians.

Medical providers are expected to practice strictly 
within the framework of  their training and continu-
ing education, and not venture “outside the lines” of  
what has been scientifically proven. There are fairly 
strict standards for what makes scientific information 
“good” and trustworthy. “Good” science must be re-
producible and substantiated with large studies. Only 
“good” science makes it to medical school curricula 
and continuing education programs. Personal testi-
monials, subjective information, unpublished data, 
small studies, observations that have not been repli-
cated or papers published in inaccessible journals are 
all low on the “good” and trustworthy scale, and thus 
are not used to educate physicians. Treatment guide-
lines can be proposed by experts, but they will only be 
as respected as they are backed up by “good” science. 
So when a patient takes a piece of  ME/CFS informa-
tion to a physician, it will be received with the level 
of  enthusiasm and respect that relates to this pecking 
order of  “good” and trusted science.

That puts the community of  ME/CFS in a bind. 
It’s not that we haven’t made progress, but ME/CFS 
and FM (fibromyalgia) research still relies heavily on 
subjective information (descriptions of  fatigue, achi-
ness, brain fog, etc.), and much remains underfunded, 
unpublished and unreplicated. Findings are often 
published as small studies, without randomization or 

controls, in unknown or inaccessible journals. Frank-
ly, we are also a community of  patients, clinicians and 
scientists who can’t agree on the name, the defini-
tion, the role of  comorbid conditions, the mind-body 
overlap, how much patients should exercise, or how 
to treat the symptoms, to name a few issues. 
I have spent more than 10 years doggedly doing my 
small part to bridge the gap, but the gap is formidable. 
My methods include:

• developing continuing education courses;
• having students shadow me in the office;
• giving curriculum lectures to physician assistant 

and nurse practitioner students;
• delivering grand rounds lectures (internal medi-

cine and pediatrics);
• volunteering for talks to student health clinics, 

family practitioners, cardiologists, rheumatolo-
gists, neurologists, infectious disease specialists, 
sleep and pain specialists, vocational rehab physi-
cians and disability lawyers; along with

• giving an uncountable number of  pharma-spon-
sored lunch and dinner talks.

Have my efforts made a difference in the gap? 
Hopefully, but progress has been painfully slow be-
cause the information I provide is low on the “good” 
and trustworthy scale as discussed above. I guess I 
know a little of  what an ME/CFS patient feels like 
when facing a health provider eye-to-eye across the 
gap.

Changes are in the air. Events of  the past two years 
have helped close the gap. The scrutiny of  XMRV 
and the emergence of  new biomarkers have led to 
more “good” science and publications in high profile 
journals. Many new physicians and scientists are part 
of  the CFS community. The time is right for every-
one to give another little push to close the knowledge 
gap between practicing physicians and their ME/CFS 
patients.

If  you want to direct a skeptic to “good” sources 
of  CFS knowledge, here is my advice for the medical 
professional:

• Type “CDC/cfs” into any Internet search engine 
to reach information on CFS at the CDC web-

Filling the Information Gap Between CFS Clini-
cians and Patients
By Lucinda Bateman MD, Founder, Fatigue Consultation Clinic, Salt Lake City, Utah.

Article: Filling the Information Gap Between CFS Clinicians and Patients
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The English are feeling the pinch in relation to re-
cent terrorist threats and have therefore raised their 
security level from “Miffed” to “Peeved.” Soon, 
though, security levels may be raised yet again to 
“Irritated” or even “A Bit Cross.” The English have 
not been “A Bit Cross” since the Blitz in 1940 when 
tea supplies nearly ran out.

Terrorists have been re-categorized from “Tire-
some” to “A Bloody Nuisance.” The last time the 
British issued a “Bloody Nuisance” warning level 
was in 1588, when threatened by the Spanish Ar-
mada.

The Scots have raised their threat level from “Pis-
sed Off” to “Let’s get the Bastards.” They don’t have 
any other levels. This is the reason they have been 
used on the front line of the British army for the last 
300 years.

The French government announced yesterday 
that it has raised its terror alert level from “Run” to 
“Hide.” The only two higher levels in France are 
“Collaborate” and “Surrender.” The rise was pre-
cipitated by a recent fire that destroyed France’s 
white flag factory, effectively paralyzing the coun-
try’s military capability.

Italy has increased the alert level from “Shout 
Loudly and Excitedly” to “Elaborate Military Postur-
ing.” Two more levels remain: “Ineffective Combat 
Operations” and “Change Sides.”

The Germans have increased their alert state 
from “Disdainful Arrogance” to “Dress in Uniform 
and Sing Marching Songs.” They also have two 
higher levels: “Invade a Neighbor” and “Lose.”

Belgians, on the other hand, are all on holiday 
as usual; the only threat they are worried about is 
NATO pulling out of Brussels.

The Spanish are all excited to see their new sub-
marines ready to deploy. These beautifully designed 
subs have glass bottoms so the new Spanish navy 
can get a really good look at the old Spanish navy.

Australia, meanwhile, has raised its security level 
from “No worries” to “She’ll be right, Mate.” Two 
more escalation levels remain: “Crikey! I think we’ll 
need to cancel the barbie this weekend!” and “The 
barbie’s canceled.” So far no situation has ever 
warranted use of the final escalation level.

John Cleese – British writer, actor and very tall per-
son.

Alerts to Terror Threats in 2011 Europe

Article: Filling the Information Gap Between CFS Clinicians and Patients

site. The CDC is automatically on the “good” and 
trusted list. While the information is conservative 
and outdated, it is a good starting place for doc-
tors. (Some doctors will be surprised to learn that 
CDC “recognizes” CFS at all and may not even 
look at the material presented.) In addition, the 
continuing education course on CFS is in the early 
stages of  revision and update by a team of  experts.

• Type “Research1st” in Google, or go to www.re-
search1st.com and read the section on CFS Re-
search Findings. Better yet, print out the pages 
of  CFS Research Findings and give them to your 
doctor.

• Go to http://orwh.od.nih.gov/cfs.html, the web-
site of  the Trans-NIH ME/CFS Research Work-
ing Group. This site is current and full of  “good” 
information and references, including a report 
from the April 2011 State of  Knowledge confer-
ence.

The International Association for CFS/ME 
(IACFS/ME) will soon be unveiling ME/CFS treat-
ment guidelines that will be readily accessible to eve-
ryone. Stay tuned.

Don’t be discouraged if  your provider won’t read 
the articles your present during the visit or show vis-
ible enthusiasm. You should still periodically give your 

medical provider a copy of  recent articles or research 
published in a respected medical journal. He or she 
might be tempted to read it this time!

Lucinda Bateman, MD, completed medical school at the Johns 
Hopkins School of  Medicine, internal medicine residency at the 
University of  Utah, and is certified by the American Board 
of  Internal Medicine. She practiced general internal medicine 
from 1991 – 2000, then changed her focus to the diagnosis 
and management of  unexplained chronic fatigue, ME/CFS 
and FM. Dr. Bateman’s goal in establishing her Fatigue Con-
sultation Clinic has been to encourage a thoughtful evaluation 
process, better routine care and accelerated research efforts to 
understand and treat ME/CFS and FM. In addition to care-
ful evaluation and management of  patients, she has been en-
gaged in clinical research specifically designed to benefit patients 
with ME/CFS and FM, from the testing of  new drugs to the 
development of  novel biomarkers. In addition to serving as the 
co-founder, executive director and previous board chair of  the 
Utah-based nonprofit OFFER (Organization for Fatigue and 
Fibromyalgia Education and Research), she has been a member 
of  the boards of  the CFIDS Association of  America and the 
IACFS/ME. 1

(Reprinted from www.research1st.com/2011/08/22/
doc-talk-filling-the-info-gap/.)
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Nature is the world’s leading weekly scientific journal. 
It was founded in 1869 to “place before the general 
public the grand results of  scientific work and scien-
tific discovery; and to urge the claims of  science to 
a more general recognition in education and in daily 
life, and, Secondly, to aid scientific men themselves, by 
giving early information of  all advances made in any 
branch of  natural knowledge throughout the world 
and by affording them an opportunity of  discussing 
the various scientific questions which arise from time 
to time.” Today, the Nature Publishing Group (NPG) 
serves these diverse needs and the journal Nature is 
supplemented by a group of  journals in the Nature 
Reviews series as well as other specialty journals for the 
scientific audience. Scientific American is NPG’s public 
consumer magazine.

There has not yet been a report of  original re-
search specific to CFS in Nature. But last month I 
noticed an interesting trend when on July 27 Nature 
Reviews Neuroscience published a six-page Q&A about 
CFS. It was the sixth article that month about CFS in 
an NPG publication. So, I did a little more research. 
(Note: At our request, Nature Reviews Neuroscience has 
made a full-text copy of  the article available through 
Sept. 8, 2011 at http://www.nature.com/nrn/jour-
nal/v12/n9/full/nrn3087.html.)

A search of  NPG’s publications for “chronic fa-
tigue syndrome” yields 1,734 resulting references. I 
looked closely at the first 1,000 that date back to July 
2005. The large majority of  the articles returned in 
the search are about a grab-bag of  other conditions, 
from fibromyalgia and irritable bowel syndrome (not 
unexpected, given the frequent overlap) to obesity, 
leukemia, Parkinson’s disease, spinal cord injury and a 
variety of  infectious and autoimmune diseases. Most 
of  the articles can only be accessed by subscribers or 
for a fee, so it’s hard to tell why they might be indexed 
to CFS.

Between 2005 and October 2009, there were three 
articles with CFS in the title published in NPG jour-
nals:

1. Cognitive dysfunction relates 
to subjective report of  men-
tal fatigue in patients with chronic 
fatigue syndrome (research paper)  

Lucile Capuron, Leonie Welberg, Christine 
Heim, Dieter Wagner, Laura Solomon, Dimi-
tris A Papanicolaou, R Cameron Craddock, 
Andrew H Miller & William C Reeves  
Neuropsychopharmacology (open access), Jan. 4, 
2006  

2. Chronic fatigue has genetic roots (news sto-
ry about the CDC’s CFS Computation Chal-
lenge)  
Helen Pearson  
Nature News, Apr. 21, 2006  

3. Chronic enterovirus infection might con-
tribute to chronic fatigue syndrome de-
velopment (news story about John Chia’s re-
search)  
Nature Clinical Practice Gastroenterology & Hepa-
tology, Dec. 2007

On Oct. 8, 2009, when closest-rival journal Science 
published a research report linking CFS to XMRV 
(Lombardi et al.), Lizzie Buchen covered the news 
in Nature News: Virus linked to chronic fatigue syn-
drome. Nature ran a brief  news article in its Oct. 14, 
2009, issue, Virology: Infectious fatigue. Two other 
NPG publications did likewise and one included 
the XMRV link in its 2009 year-end news round-up. 
The first three studies that failed to confirm the link 
prompted a short update in the April 2010 issue of  
Nature Reviews Microbiology.

Katherine Harmon reported on the PLoS One pa-
per from Dr. Ila Singh’s group at University of  Utah 
about antiretroviral drugs’ action against XMRV in 
laboratory (not clinical) tests. “HIV drugs could have 
second life as treatment for retrovirus correlated with 
prostate cancer,” was posted to Scientific American’s 
website on Apr. 1, 2010.

Led by Dr. Robert Silverman, a Cleveland Clinic 
team reviewed the literature on XMRV, prostate can-
cer and CFS in this June 1, 2010, article: The human 
retrovirus XMRV in prostate cancer and chronic fa-
tigue syndrome n Nature Reviews Urology (open access).

One month later, after the CDC’s negative study 
of  XMRV was published and a positive FDA-NIH 
study was held until additional experiments could 

Nature’s Call: CFS Through the Pages of Nature 
Publishing Group
By K. Kimberly McCleary, President & CEO, CFIDS Association of America.

Article: Nature’s Call – CFS Through the Pages of Nature Publishing Group
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be run, Heidi Ledford covered the controversy with 
Chronic fatigue findings were held back in Nature 
News on July 2, 2010.

Nature Precedings, a publication for pre-publication 
research and preliminary findings, published an ear-
ly report from Christopher Carter, Proteins of  the 
XMRV retrovirus implicated in chronic fatigue syn-
drome and prostate cancer are homologous to human 
proteins relevant to both diseases (open access, July 
2010). (This appears to be the only XMRV-related 
publication by this author.)

The Aug. 23, 2010, publication of  the long-await-
ed report from Lo et al., in Proceedings of  the National 
Academy of  Sciences (considered the third leading sci-
ence journal) led to brief  news coverage in two NPG 
publications:

1. Chronic controversy continues over myste-
rious XMRV virus  
Elie Dolgin  
Nature Medicine, August 2010  

2. In the news  
Nature Reviews Microbiology, August 2010

Science-Business eXchange published the first of  
two articles about XMRV testing on Sept. 2, 2010: 
Diagnostic markers for a virus associated with CFS. 
A follow-up report, Diagnostic markers for a virus 
associated with chronic fatigue syndrome (CFS) or 
prostate cancer, was published on Jan. 27, 2011. In 
between these reports, Nature Reviews Microbiology 
included a news item in its Feb. 2011 issue about four 
studies published on Dec. 20, 2010, in Retrovirology 
that pointed to contamination as the source of  posi-
tive results.

Then, on Mar. 14, 2011, came Ewen Callaway’s 
four-page profile of  Dr. Judy Mikovits, the senior au-
thor of  the original report linking CFS and XMRV, 
in Nature: Fighting for a cause. It was accompanied 
by an editorial, Cause for concern. The two articles 
attracted hundreds of  comments and spurred specu-
lation about what results might be forthcoming from 
a collaboration between Drs. Dan Peterson and Jay 
Levy reported by Callaway. Dr. Peterson was the 
inspiration for the Whittemore Peterson Institute 
(WPI) where Dr. Mikovits made the initial discovery, 
but he left quietly in 2010. Dr. Levy was among the 
first to isolate HIV; he is a renowned retrovirologist 
who studied CFS in the early 1990s.

The Levy study results were published on May 31, 
2011, in Science. They were negative, even for 14 CFS 
patients who had tested positive at WPI, and some 

assay results identified sources of  contamination that 
could lead to falsely positive results. Callaway made 
a follow-up report in Nature News on June 3, 2011, 
Chronic fatigue syndrome: life after XMRV. Erica 
Westly covered the developments for Scientific Ameri-
can, Retrovirus no longer thought to be cause of  CFS. 
A second report in Scientific American by Nina Bai ad-
dressed the issue of  deferring blood donors who had 
CFS, Donor fatigue, published June 14, 2011.

The steady coverage by NPG publications expand-
ed in July with six articles, all but the last of  which 
was about the Levy study and a companion report in 
Science by Paprotka et al. that tracked the origins of  
XMRV to a lab recombination in the early 1990s:

1. News in brief  
Nature Medicine, July 7, 2011  

2. Too soon to translate? (Editorial)  
Nature Medicine, July 7, 2011  

3. Prostate cancer: XMRV—contaminant, 
not cause? (Research Highlights)  
Suzanne J. Farley  
Nature Reviews Urology, July 12, 2011  

4. Righting	scientific	wrongs (Editorial)  
Nature Reviews Microbiology, July 17, 2011  

5. Is XMRV a causal virus for prostate can-
cer? (Review article)  
Zhen-Zhen Zhang, Bao-Feng Guo, Zhuang 
Feng, Ling Zhang & Xue-Jian Zhao  
Asian Journal of  Andrology, July 18, 2011  

6. Chronic fatigue syndrome: understanding 
a complex illness (Perspectives)  
Stephen T. Holgate, Anthony L. Komaroff, 
Dennis Mangan & Simon Wessely  
Nature Reviews Neuroscience, July 27, 2011 

The “Righting scientific wrongs” editorial exam-
ined the scientific community’s response to two re-
cent controversies that had sprung from original re-
search published in Science – arsenic-fueled bacteria 
and XMRV. Discussing XMRV, the editors write, “In 
this case, the experimentation-publication-retesting 
process has clearly worked; the response from the 
scientific community has all but discredited the initial 
erroneous link between XMRV and CFS.” They go 
on to caution that, “scientists and the media have a 

Article: Nature’s Call – CFS Through the Pages of Nature Publishing Group

(Continued on page 20)
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duty to be aware of  the potential outcomes of  their 
work and should not be tempted to make sweeping 
claims. The possibility always remains that the result 
was incorrect owing to circumstances outside the re-
searchers’ control. So, it is alright to be wrong — but 
we should always be very cautious when reporting 
controversial findings.”

The six-page feature story published on July 27 
followed a question-and-answer format about each of  
the four scientists’ “views on CFS, its causes and the 
future of  research aimed at improving understanding 
of  this chronic illness.” Dr. Holtgate is U.K. Medical 
Research Council clinical professor of  immunophar-
macology at the School of  Medicine, University of  
Southampton. Dr. Komaroff, professor of  medicine 
at Harvard Medical School, has studied CFS for 25 
years. Dr. Mangan is the chair of  the Trans-NIH ME/
CFS Research Working Group at the National Insti-
tutes of  Health. Dr. Wessely, the most controversial 
contributor to the article, is the chair of  psychologi-
cal medicine and vice dean for academic psychiatry 
at King’s College in London. All four researchers re-
sponded to the following questions:

• Why do we not know what causes CFS and why is 
the field so polarized?

• Why do studies use different classifications of  
CFS and how crucial are these differences for re-
search into CFS?

• How strong is the evidence that viral infections 
and/or immune dysregulation play a part in the 
aetiology of  CFS?

• Does CFS have a psychiatric and/or psychologi-
cal component? Why is there such resistance from 
patient groups against this idea?

• Is CFS ultimately a disease of  the CNS (neurologi-
cal and/or psychiatric)?

• What is the best way for the field to make progress? 
How will the recent negative XMRV findings af-
fect research directions in this field? What could 
be the role of  neuroscience in advancing the field?

Their answers point to the need for standard-
ized case definitions and deeper exploration of  many 
“leads” that already exist in the literature, applying new 
technologies across a range of  scientific disciplines. 
(Note: At our request, the journal has made available 
a link to the full text until Sept. 8 at http://www.na-
ture.com/nrn/journal/v12/n9/full/nrn3087.html) 
Simon Wessely’s participation in the Q&A got extra 
attention two days later when he was interviewed by 
BBC radio and television programs about harassment 
by some CFS patients. Overall, it’s a detailed and well-
balanced article providing extensive coverage about a 
range of  important research issues in a journal with a 
very high impact factor (29.51).

We will continue tracking the Nature Publishing 
Group’s attention to CFS, hoping the heightened 
editorial interest demonstrated over recent weeks and 
months will soon translate to publications of  original 
research. Coverage of  CFS by top journals like these 
will help accomplish an essential task that Dr. Komar-
off  highlights in the Nature Reviews Neuroscience article: 
“In my experience, most sceptics are unaware of  the 
extensive literature citing [documented] abnormalities 
[of  the central and autonomic nervous systems] and 
become less sceptical upon reading it.” 1

K. Kimberly McCleary has served as the Association’s 
chief staff executive since 1991.

Copyright © 2011 Research1st. All rights reserved.

(From http://www.research1st.com/2011/08/03/
natures-call/.)

(Continued from page 19)

Article: Nature’s Call – CFS Through the Pages of Nature Publishing Group

I went to the doctor the other day. I said “it hurts 
when I do that.”
He said “Well don’t do it.”

A man walked into the doctors. He said “I’ve hurt 
my arm in several places. 
The doctor said “well don’t go there any more.”

“Doctor, I can’t pronounce my F’s, T’s and H’s.”
“Well you can’t say fairer than that then.”

I went to the doctor the other day. He said “You’ve 
got a very serious illness.”
I said “I want a second opinion.”
He said “All right, you’re ugly as well.”

Tommy Cooper says...
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Medical Pages: Muscle Pain in ME/CFS – Causes and Treatment

agnosed multiple chemical sensitivity or mould aller-
gy. If  the muscle pain does not settle from the above 
interventions, this can be because one cannot break 
the vicious cycle of  allergy, inflammation, and micro-
nutrient deficiency.

Sometimes one just has to revert to medication 
to try to tackle some of the underlying pain and in-
flammation, and then this gives the body a chance 
to respond to the diet and supplements.

The medical profession likes to use non-steroidal 
antiinflammatories [such as aspirin or ibuprofen] and 
Cox II inhibitors [such as Celebrex]… The trouble 
with these is that they all cause leaky gut and therefore 
increase any tendency to allergy or autoimmunity. In 
addition, nearly 20% of  patients taking these drugs 
will develop bleeding from the gut, and a small pro-
portion can go on to get gut strictures.

So I am really not a fan of  using these drugs, but 
there are some excellent herbal alternatives which 
seem relatively free from side effects which are well 
worth trying. The ones that I most commonly recom-
mend are:

• Willow bark tablets – 120mg daily.
• Green tea – the polyphenyls in green tea have pow-

erful anti-inflammatory effects and are cox II in-
hibitors.

• Ginger – this inhibits both cox II and leukotriene 

synthesis as well as inhibiting the metabolism of  
arachidonic acid. I suggest using up to 1000mg of  
fresh ginger root daily. Indeed chewing fresh gin-
ger root is an excellent treatment for gum disease 
and dental plaque!

There are many other herbal preparations which 
are said to be anti-inflammatory, but I do not have 
experience of  using them, so I cannot comment… 1

Reprinted with permission.

Dr. Sarah Myhill, MD, is an internationally recog-
nized, UK-based ME/CFS specialist focused on pre-
ventive healthcare, nutrition, and patient education. 
This material is reproduced here with permission of 
the author from pp. 128-133 of Dr. Myhill’s 193-
page book, Diagnosing and Treating Chronic Fa-
tigue Syndrome, which is offered free online in pdf 
format at her patient-information website (http://
www.drmyhill.co.uk). ® Sarah Myhill Limited, Regis-
tered in England and Wales: Reg. No. 4545198

Note: This information has not been evaluated by the 
FDA. It is generic and is not meant to prevent, diag-
nose, treat or cure any illness, condition, or disease. 
It is very important that you make no change in your 
healthcare plan or health support regimen without 
researching and discussing it in collaboration with 
your professional healthcare team.

Copyright © 2009 ProHealth, Inc.

(Continued from page 13)

Seniors Texting Code

Since more and more Seniors are texting, it appears to be a need for a STC (Seniors Texting Code).
Please pass this on to your children, godchildren, and grandchildren so they can understand your texts.

GHA: Got Heartburn Again

HGBM: Had Good Bowel Movement

IMHO: Is My Hearing-aid On?

LMDO: Laughing My Dentures Out

OMMR: On My Massage Recliner

OMSG: Oh My! Sorry, Gas

ROFL…CGU: Rolling On The Floor Laughing… 

and Can’t Get Up

TTYL: Talk To You Louder

WAITT: Who Am I Talking To?

WTFA: Wet The Furniture Again

WTP: Where’s The Prunes?

WWNO: Walker Wheels Need Oil

ATD: At The Doctor’s

BFF: Best Friend Fainted

BTW: Bring The Wheelchair

BYOT: Bring Your Own Teeth

CBM: Covered By Medicare

CGU: Can’t Get Up

CUATSC: See You At The Senior Centre

DWI: Driving While Incontinent

FWB: Friend With Beta-blockers

FWIW: Forgot Where I Was

FYI: Found Your Insulin

GGLKI: Gotta Go, Laxative Kicking In

GGPBL: Gotta Go, Pacemaker Battery Low!
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“Mommy, open this, please?” my 3-year-old son asked 
as he handed me a cereal bar early one morning. I 
tried to tear off  the top of  the wrapper, but my fin-
gers would not move or grasp the wrapper! Terrified, 
I tried opening it again, but to no avail. I had lost all 
strength in both of  my hands!

As calmly as I could, I asked my 7-year-old son to 
open the cereal bar for his brother. But inside, I was 
panicking because the weakness in my hands persisted 
for about an hour. What was happening to me?

February 2008

Little did I know that the morning of  February 10, 
2008 marked the beginning of  a myriad of  severely 
painful symptoms. My life was about to change drasti-
cally.

Over the course of  the next few weeks, I started 
to experience alarming new symptoms. In addition to 
the weakness in my hands, I noticed that the joints in 
my hands were very swollen and stiff. 

I even took pictures of  my hands from all angles 
to make sure that their odd shape was not just my im-
agination. I would often feel sharp zinging pains in my 
extremities, especially in my hands, wrists, knees, and 
ankles. My muscles and joints ached like I had the flu. 

There were times when I would be convinced I 
had a temperature of  at least 101, just to find out it 
was completely normal every time I checked.  

My level of  fatigue went from “full time single 
working mother” to “full time single working mother 
who also ran 100 miles a day.” I was physically ex-
hausted from dealing with so much pain every day.

To make matters worse, I started noticing that 
when I woke up each morning, I would not feel re-
freshed, even after a full straight 6 to 8 hours of  sleep. 
Instead, it felt like I only slept for one hour each night.

So not only was I physically exhausted, I was emo-
tionally drained as well.

The overall level of  exhaustion was indescribable, 
the worst I have ever experienced in my life! But I was 
hoping that whatever was plaguing me would just stop 
on its own.

April 2008

One afternoon in April 2008, after I got off  work and 
picked up my kids, I couldn’t get home fast enough. 
My body was overwhelmed with pain like I never felt 
before. As soon as we walked through the door, I im-
mediately headed for the couch, where I spent the 
next four days. I had to call my mom to help me take 
care of  the kids.

In addition to my ongoing symptoms, I also suf-
fered from oppressive chest pain, muscles/joints that 
felt bruised, extreme coldness in my arms and face, 
and TMJ-like jaw pain. I also had the sensation that 
my aching spine and pelvis were going to slide out of  
my body. 

I cried often, because I had no idea how to cope 
with these bizarre symptoms. I tried heating packs, 
ice packs, Tylenol/Advil, but nothing even remotely 
helped me. My temperature was still normal at 98.6. 

My mom, who is a nurse, thought maybe I had a 
virus. But most of  the symptoms did not even resem-
ble any virus I had ever had in the past, plus I was not 
running a fever.

Even after the four worst days of  feeling severely 
‘sick’, most of  my symptoms never fully disappeared.

Rheumatoid Arthritis, Lupus, Mono, 
MS?

At this point, I was at my wits’ end, and finally de-
cided to get some help. Even though I was terrified 
of  the possible outcomes, I made an appointment to 
see my primary care physician. After reviewing my list 
of  symptoms and seeing the pictures of  my hands, 
he thought it was very likely that I had rheumatoid 
arthritis.

He immediately referred me to a rheumatologist, 
who wanted to test me for not only rheumatoid ar-
thritis, but also lupus, mononucleosis, and multiple 
sclerosis. He ordered some X-rays of  my hands and a 
lot of  bloodwork. He also prescribed a week’s worth 
of  steroids to see if  that would help.

My daily life started becoming a real chore for 
me. Everything and anything I usually did without a 
problem was now unbearable or overwhelming. The 
mornings and evenings were the worst times of  day 
for my pain, fatigue, and weakness.

I tried to stay strong, especially for my children, 

Julie’s Story: A Young Mother With Fibromyalgia 
Since 2008
By Julie Wendell.

Article: Julie’s Story: A Young Mother With Fibromyalgia Since 2008
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but there were days where I felt like giving up on 
everything. I tried talking to a few friends and family 
members about how I was feeling, but they would just 
say that I was complaining too much and/or accuse 
me of  being a hypochondriac.

I had never felt so alone in my life. 

Tests – “Completely Normal”

The results of  the blood tests and X-rays came back 
the following week and were completely normal. Also, 
the steroids ended up not helping me at all.
Based on these findings, the rheumotologist sug-
gested that I may have fibromyalgia. He prescribed an 
NSAID [non-steroidal anti-inflammatory drug] called 
Mobic® (meloxicam) to help with my muscle/joint 
pain and an anti-convulsant/anti-neuropathy medica-
tion called gabapentin (Neurontin®) to help with my 
nerve pain.

The doctor said that diagnosing fibromyalgia was 
very tricky because there are no actual diagnostic 
tools. Instead, the diagnosis is made after everything 
else has been ruled out. He also wanted to wait and 
see how the next few months went with the new med-
ications before confirming the suspected diagnosis.

Medications Helped 

During the following months, both of  the medica-
tions had made a difference to where my daily activi-
ties became more tolerable. I still felt very fatigued, 
but my quality of  sleep seemed to be more restora-
tive (due to the gabapentin). My muscle and joint pain 
were definitely persistent but they were on more man-
ageable levels (due to the Mobic).

August 2008 – Diagnosis, Fibromyal-
gia

When I went back to the doctor in August 2008, he 
reviewed all of  my test results and evaluated me again, 
then officially diagnosed me with fibromyalgia, a syn-
drome characterized by chronic pain, stiffness, and 
tenderness of  muscles, tendons, and joints (definition 
by MedicineNet.com).

The treatment for fibromyalgia includes pain med-
ication and exercise. 

• The doctor advised me to continue with the medi-
cations I was currently taking and to try doing light 
exercise when possible.

• He also warned me that my medication combina-
tion was not always going to be perfect. He said it 

may take a few tries with various medications be-
fore reaching optimal pain management, and what 
works for me now may not work for me in a few 
years.

I was completely devastated, knowing that I was 
going to live with unrelenting complicated pain and 
severe fatigue for the rest of  my life.

Sometimes Gluten-Free Diets Help

Sometimes, in addition to medication and exercise, 
doctors recommend a gluten free diet to help alleviate 
fibromyalgia symptoms. Coincidentally, I had already 
been on a gluten free diet for 4 years, due to having an 
auto-immune digestive disorder called Celiac Disease.
Unfortunately, being on this diet did not stop me 
from having fibromyalgia, nor had it eased its symp-
toms. My doctor said that I’m one of  the unlucky fi-
bromyalgia patients who was not positively affected 
by a gluten free diet.

Sometimes I like to think that being gluten free has 
stopped my fibromyalgia symptoms from becoming 
uncontrollable.

The Feeling of Uninformed Stigma

A diagnosis of  fibromyalgia carries a negative stigma 
in society because the symptoms are very vague and 
are not so clear-cut as other diseases/conditions. I 
have actually heard people say that there is no such 
thing as fibromyalgia, or that the symptoms are fake 
and they are all in the person’s head. 

It is also widely believed that people who have 
fibromyalgia just want attention and/or medication. 
There are many doctors who do not recognize fibro-
myalgia as an actual medical condition. Therefore, 
people who do have fibromyalgia usually have to see 
numerous doctors before receiving a diagnosis.

Luckily for me, reaching a diagnosis for my symp-
toms only took 6 months and involved seeing only 2 
doctors. Some people suffer for years before finding 
an answer.

Growing Hypersensitivity

Since my diagnosis, additional symptoms have added 
themselves onto the original list, such as hypersensi-
tivity to stimuli.

• For example, if  there is too much light or sound, 

Article: Julie’s Story: A Young Mother With Fibromyalgia Since 2008

Continued on page 25



TA
LK

IN
G

 PO
IN

T – 2
0
1
1
 Issue 3

 (June-July-A
ugust)

The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 24

The internet is a treasure trove for people living with 
a chronic illness. I have Chronic Fatigue Syndrome, 
and the internet has nourished me in ways I couldn’t 
have imagined.

I’d been in exile for many years, too sick to read or 
type. Too sick to think.

I was more fortunate than many with CFS. I had 
family around me, and a naturopath in Dr. Kelly Up-
cott who was treating me. But I had no contacts with 
my town or old friends. It was a crushingly lonely 
time.

Then my husband bought me a laptop and things 
began to change. Well, not right away. For the first 
week, I turned my computer on once a day. Checked 
the bank account, and my email. Nothing happening 
in either place. Then, I took a deep breath and began 
... to write. Looked for work online. Started my web-
site, ncubator.ca.

We chronics are an isolated bunch. Low on energy, 
we can’t do much. Forgotten by the world around us, 
the thought of  trying to get back in is daunting; the 
logistics take on mammoth proportions. But if  we can 
type a few moments a day, if  we can think for a bit, 
we can send out our message in a bottle, asking “Is 
anyone out there?” We can tap the wall and listen for 
a response from another part of  the cavern.

And, by golly, responses ping back. It’s like water 
for a person dying of  thirst. Like air for a person suf-
focating. Response.

Every chronic should have a computer. We use 
them for all kinds of  things.

1. To make small talk
When you don’t have the opportunity to chat with 
the store clerk, or the waitress who serves your lunch, 
or people in your office, you can’t know the hole that 
absence of  small talk leaves in a life.

The first thing I did was join Facebook and find 
people I could make small talk with. Man, I needed 
it! Talked about the kids, our hair, car troubles, some-
thing funny the dog did. I ate it up. I dished it out. It 
was the highlight of  every day for as long as I could 
manage to think straight.

2. For friendships
I hadn’t had friends in so long, I could hardly remem-
ber what it was like. But as relationships blossomed 
online, it all came back. I thrived on it. Was reassured 

by it. See? I’m here. They can see me, they can hear 
me and ... maybe most important ... they respond to 
me. Just like a normal person.

3. For research
Lots of  us receive no help from our doctors, many 
of  whom know less about this condition than we do. 
Everything I learned in the early CFS years came from 
the internet.

4. To express ourselves
When you’ve gone a long time without being heard, 
with thoughts and feelings that overwhelm to the 
point of  explosion with nowhere to go, and then you 
find the internet.... It’s life-changing.

I started writing for my website. I didn’t really ex-
pect many people to read it, but the knowledge that 
someone might, and that I could say as much as I 
wanted about whatever I wanted was intoxicating. 
When I started getting responses from other chron-
ics, I was hooked on this new drug, the internet.

5. For solidarity
I’d been alone in my illness for years. My family cared 
deeply, but I knew no one else with CFS. Now, I was 
meeting all kinds of  people with similar disabilities, 
similar problems, concerns, feelings. We were a com-
munity. Loneliness and isolation began to shrink.

6. To be a voice
Few CFS voices are heard outside the CFS ghetto. 
Many are needed to bring attention to the suffering. 
Bloggers and website writers are stepping up like the 
tiny citizens in Dr. Seuss’ “Horton Hears a Who”. 
And if  we’re plentiful enough, and loud enough, if  we 
speak persuasively enough, if  we can pique curiosity, 
we’ll put a face -- many faces -- on this invisible illness.

7. To raise awareness
There’s support from many directions for people with 
cancers, diabetes and heart disease. This is wonderful. 
But support is seriously lacking in the CFS ghetto.

We’d like people to be concerned about us. We’d 
like them to have walk-a-thons and bake sales. We’d 
like volunteers who actively care for people with 
CFS. Just a level playing field, that’s all we want. It 
hasn’t come yet. We’ll keep talking, keep writing, keep 
putting a face on this disease.

CFS: 10 Ways We Use the Internet
By Jody Smith.

Article: CFS – 10 Ways We Use the Internet
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8. To put pressure on the medical and re-
search communities
To the uninitiated, this may sound harsh or extreme. 
Trust me. It’s not. You should try it from our side of  
the non-relationship.

Some doctors and researchers have been there for 
us, and are there for us now. They’re our champions 
and we love them. But generally, disillusionment and 
cynicism have scarred even the most naive and ideal-
istic among us. We may have been that trusting before 
CFS. We aren’t anymore.

9. For solace
Chronic illness is an ever-replenishing spring of  grief  
and despair. To find others who understand, who do 
not become tired of  us, makes it easier to bear.

10. For encouragement
I’ll never forget how sick, helpless and vulnerable I 
was. I’ll always remember the special terror that flour-
ishes when hope and connection disappear. I’ll always 
be grateful to the few who kindled a belief  that I 
could have a future. Since I’ve been well enough to 
write again, I’ve tried to pass this hope on to others in 
that dark place. 1

About Jody Smith: “I spent 15 years losing the battle 
against Chronic Fatigue Syndrome. Three years ago, 
I found treatment that worked for me, and now I am 
making a comeback.” (From http://www.empowher.
com/chronic-fatigue-syndrome/content/chronic-fa-
tigue-syndrome-10-ways-we-use-internet.)

Article: CFS – 10 Ways We Use the Internet

I start feeling very overwhelmed and need to re-
move myself  from the situation.

• There are times where I cannot be touched, when 
even my clothes feel like too much overload on my 
skin and receiving a hug actually HURTS.

• I also started becoming sensitive to the weather 
patterns, especially low pressure systems. I jok-
ingly call myself  the “human barometer” because 
I seem to predict rain better than the weatherman! 
During periods of  damp or cold weather, my mus-
cles and joints heavily protest, and in turn, the pain 
increases substantially.

• I found that I have a low tolerance for any kind of  
exercise; it makes me feel worse rather than mak-
ing me feel energetic and refreshed.

• I have also developed difficulty with my short-
term memory and concentration (i.e., “fibro-fog”), 
which has affected all aspects of  my life, especially 
work.

Coping Day-to-Day

Today, it remains difficult for me to deal with the pain 
and fatigue that I experience every day with fibromy-
algia. My doctor has changed my pain reliever from 
Mobic to tramadol (Ultram®), which is a bit stronger, 
so my pain is at a tolerable level most of  the time. But 
I definitely have my share of  bad days.

On a positive note, I have learned a few things 
from my experience with fibromyalgia. I’ve learned 
not to push myself  to do more than I can handle, but 
I’m still learning that it’s okay to ask for help. I have 
also learned to prioritize what is actually important 
and to just take things one day at a time.   

Having fibromyalgia has made me realize it is so 
important not to take anything for granted. After my 
diagnosis, my rheumatologist had pointed out to me 
that fibromyalgia is not a deadly or destructive dis-
ease, which is very fortunate. However, living with 
chronic pain and fatigue is still a difficult challenge, 
no matter what the cause. 

Yes, fibromyalgia is REAL.

– Julie Wendell

* Julie Wendell describes herself  as person with Celiac Disease 
diagnosed with Fibromyalgia in February, 2008. She writes: “ 
I was born in Milwaukee, Wisconsin and grew up in Naples, 
Florida. I am a single divorced mother of  2 sons who are 9 
and 5 yrs old and work as an office manager/dispatcher for 
an A/C company. I enjoy singing, reading, watching movies, 
playing outside with my kids, and learning something new every 
day. My goal is to be an advocate of  Fibromyalgia and Celiac 
Disease awareness.” 1

 
(Reprinted from www.prohealth.com/library/showar-
ticle.cfm?libid=16012.)

Continued from page 23

Article: Julie’s Story: A Young Mother With Fibromyalgia Since 2008



TA
LK

IN
G

 PO
IN

T – 2
0
1
1
 Issue 3

 (June-July-A
ugust)

The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 26

People with chronic illness often have problems with 
housecleaning and the control of  clutter. Once a home 
reaches a certain stage of  disarray, it can seem hope-
less. Living this way contributes to emotional distress 
and social isolation, as people feel embarrassed about 
having guests. 

All these things once applied to me, but I have 
learned how to keep a clean and orderly house, and it 
has made a big difference to my life and to how I feel 
about myself. 

My Problems
My ability to do housework had gradually decreased 
over the years as my health declined. In response, I 
tried to enlist help from my family and set up a sched-
ule so everyone would do some of  the chores around 
the house.

I didn’t get much cooperation, so I hired a house 
cleaner to come in once a week. Even with that, clut-
ter still kept building up and eventually the cleaning 
person found an excuse to quit.

Neither my husband nor myself  understood why I 
couldn’t keep the house clean and picked up. I blamed 
myself  for being lazy. Our house became so messy 
that I was embarrassed to have people over. I stopped 
inviting the neighbors in. Pretty soon the only people 
who saw the inside of  our house were our daughters 
and their husbands.

Steps to a Better Life
There was no one simple answer to making my home 
a clean, organized and welcoming place. Rather, it 
took a combination of  a lot of  things to go from cha-
os to comfort. If  I found a secret, it was to identify 
small practical steps I could take and then to do them 
one at a time.

A first step was getting medical help for my vari-
ous ailments: sleep apnea, hypothyroidism, arthritis, 
asthma, allergies, and fibromyalgia. Doing what I 
could to improve my health made it easier to tackle 
the housekeeping problem. Treating my sleep apnea 
with a CPAP made me less sleepy during the day.

Getting on thyroid medication helped my fatigue, 
mental confusion, and depression. Addressing my ar-
thritis helped me to avoid further injury to my joints. 

Treating my asthma and allergies helped my overall 
energy. Education helped me to deal better with my 
fibromyalgia.

At about the same time, I began seeing a counselor 
who specialized in helping people with chronic health 
problems. She told me that most people with chronic 
illnesses mistakenly think that they are lazy.

With her help, I came to realize that I would do the 
housework if  only I felt well enough. It took nearly 
a year, but I finally realized that when I am tired, I 
should rest. I hadn’t done that before. I would just 
soldier on with a project until it was completed or I 
collapsed.

I have carried the idea of  resting one step further 
since joining this self-help program: I rest before I 
get tired. I meditate twice daily, and I also lie down to 
rest for fifteen minutes with my eyes closed once or 
twice a day. 

With my counselor’s encouragement, I worked out 
better systems for dealing with clutter. For example, I 
sort the mail as soon as it arrives, instead of  letting it 
pile up. I throw away or recycle what I do not want. I 
put the bills in a safe place, and I put the mail I want 
to look over later in some bins placed on shelves by 
my chair.

I didn’t try to reform everything at once, but rath-
er I changed things gradually. For example, I noticed 
that our bathroom vanity top was so filled with bot-
tles, jars and other things that I could barely use the 
sink.

In a moment of  clarity, I realized that I didn’t use 
all these things every day; in fact, I didn’t use some 
of  them at all. I went through everything, throwing 
most of  them away and storing under the sink the few 
things I use regularly. It was tough at first, but I was 
able to keep the vanity top clear using the strategy of  
not putting anything down on it.

For about a year the vanity top was the only reli-
ably clear area in our home. But, one area at a time, I 
started applying this method elsewhere. Little by little, 
I cleared and organized different parts of  our house.

When I had a big project like cleaning a closet, I 
didn’t try to get it done in one day. Instead, I would 
assign myself  one shelf  or one rack of  clothes to go 
through on a particular day. Sometimes it worked best 

Illness and Housekeeping
By Nancy Fortner.
 
Nancy is a long-time Fibromyalgia patient who lives in California. She has led many self-help programs, including 
many years as a moderator in the CFIDS & FM Self-Help Program.

Article: Illness and Housekeeping
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if  I simply told myself  to do 15 minutes worth of  
work and stop at the end of  that time. The next day 
I did another 15 minutes, until eventually the whole 
closet was clean and organized.

Also, I congratulated myself  for my efforts and 
for what I had accomplished, even if  I didn’t do as 
much as a healthy person. I came to see that, like oth-
er chronically ill people, I am always making a huge ef-
fort, so I always have something for which I can con-
gratulate myself. And focusing on what I had done 
was much better for me psychologically than blaming 
myself  for what was yet undone.

With my new understanding of  progress through 
small steps, I had success involving my family by ask-
ing them to use a similar strategy. I found that it was 
much easier for them also to handle one small part 
of  a task at a time or to work on a project for only 15 
minutes.

Even if  they didn’t do a job the same way I would, 
they still accomplished something. And they were 
much more cooperative about neatness after seeing a 
system that worked.

It took me several years to move from chaos to 
a neat and organized home. One reason it took so 
long was because I was not just cleaning house. I was 
re-training myself  in my approach to housework. Al-
though I had many setbacks, I didn’t give up. I just 
focused on the immediate tasks I had set for myself  
each day, and I praised myself  for each effort I made-
-even if  it was not successful.

I established simple routines to help me, like sort-
ing laundry into three hampers and laying out each 
day’s clothes in advance. When my husband and I fin-
ish a meal, we each take our plate, a serving dish, and 
our silverware to the sink, and we encourage guests to 
do the same.

I found convenient and logical places to store 
things, and I trained myself  to put things back when I 
was through using them. I got rid of  things we didn’t 
need. I kept projects simple, and I cleaned up after 
myself  as I went along.

On some low-energy days it seemed like all I ac-
complished was keeping things in their proper places. 
But that is an important part of  housekeeping. And I 
praised myself  for the effort I was making.

Moving
About a year ago, my husband and I faced a big chal-
lenge: moving to a smaller home. In preparation for 
the move, we divested ourselves of  over half  of  our 
possessions. That process was made easier because I 
had already been doing a lot of  thinking about what 
was important to me, and they were things like family 

and friends, not possessions.
I gradually came to realize that all the things we 

owned were not enriching our lives. Instead, they 
were making housekeeping virtually impossible, and 
they were keeping us from moving to smaller and 
more practical quarters.

A first step for me was making lists of  possessions 
that I was sure I wanted to keep. If  I wasn’t using 
it and I didn’t love it, it didn’t make the list. I spent 
about a year pondering the value of  my various pos-
sessions.

To make the move, I ruthlessly pruned away what 
I did not need or want. I did not move things by my-
self. I got other people to come in and take things 
away. I called in relatives, charities, collectibles dealers, 
auction houses, and junk haulers to take things away. 
We did not get much money back for the things we 
got rid of, but the important point is that we were free 
of  them.

In our new home, we hired a cleaning service and 
also a gardening service. We had to face the reality 
that since I was ill and my husband was working long 
hours running a small business, we needed the help. 
So we pinched our budget elsewhere.

Looked at from a certain standpoint, household 
help is a medical necessity. With continued practice of  
self-help strategies, my health has improved, and for 
the past few years I have been able to dispense with 
professional cleaning help. Now I clean our house 
myself  with some help from my husband.

In Summary
I would summarize the changes I have made as: keep-
ing my expectations realistic, delegating some tasks, 
establishing routines, picking up after myself, pacing 
myself, resting before I get tired, and praising myself  
for the effort I am making.

All of  these involve discipline applied a little at a 
time. I found that discipline is not an unwelcome bur-
den, but rather a way of  taking care of  myself.

The result of  my efforts is a house that is a clean 
and welcoming place for me and my husband. And I 
feel comfortable having company drop in at any time!
Author’s Note: For step-by-step instructions for creating a clean 
and orderly home, see: www.flylady.com . This free website offers 
daily e-mails with housekeeping tips, cleaning schedules, and 
inspiring testimonies. This website is particularly valuable if  
your home is in chaos and you are so overwhelmed that you don’t 
know where to start. 1

 
(From http://www.treatcfsfm.org/detail-62-Illness-
and-Housekeeping.html.)

Article: Illness and Housekeeping
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On May 22nd, 2001—10 years ago to the day of  this 
post—my husband and I flew from California to Par-
is, planning to immerse ourselves in Parisian culture 
for three weeks. The second day there, I got sick with 
what appeared to be an acute viral infection. I spent 
most of  those three weeks in a Parisian bed.

Ten years later—I’m still sick. I didn’t research 
what I should have learned the past 10 years. These 
are just 10 things I have learned. At the end of  the 
post, I hope you’ll share your own experience.

1. Take time to grieve your old life 
and then create a new one.
I was in such denial that I forced myself  to return to 
work while sick. When my body finally broke down 
and I had to trade the classroom for the bedroom, I 
was angry for months. Then I was paralyzed with sad-
ness over the loss of  my identity: With my children 
grown and gone, who was I if  I wasn’t a law profes-
sor?

Denial, anger, sadness/depression, acceptance—
these are well-known as stages in the grieving proc-
ess. I could have weathered denial, anger, and sadness 
with a lot more grace had I known they applied to a 
life-disrupting illness.

It took me many years to reach a level of  accept-
ance that made it possible to create a new life. Your 
new life may be found in photography, embroidery, 
writing, public service (my friend in Australia, Mari-
lyn, does relief  work from her computer, re-uniting 
animals with their owners after natural disasters).

If  your favorite activities are no longer within the 
realm of  possibility for you, think outside the box. 
The first few years after getting sick, if  someone had 
told me I’d write a book from the bed, I would have 
said, “Not possible.” But I did. Open your heart and 
mind to possibilities that are within your reach.

2. Friendships are affected by illness, 
often dramatically.
Some friends have disappeared from my life. Others 
have stayed around, but our relationship has been al-
tered by my illness. Before I got sick, I loved to share 
the details of  my life. But now those details are not so 
appealing: a catalogue of  symptoms or a list of  side-
effects from a medication; the details of  a doctor’s 
appointment.

It took me several years to learn how to be a friend 

while sick. Now I focus on subjects other than my 
medical condition and, to my surprise, it has turned 
out to be a treasured respite from my illness.

As for friends who haven’t stuck around, our 
friendship may have faltered for any number of  rea-
sons—their discomfort about illness, my unreliability 
as a companion. I know they wish the best for me, 
and I wish the best for them.

3. Illness is the great equalizer.
Nowhere is this more evident than in the waiting room 
at a medical facility. My health care provider serves 
the indigent in several counties. I share the waiting 
room with the homeless and the affluent. People gra-
ciously give up their chairs to others in need. People 
admire each other’s children. They engage in friendly 
small talk. We know we’re in this together.

4. Trust your judgment regarding 
what you can and cannot do.
Most of  us were raised to be eager to please others. As 
a result, we often question our own judgment about 
what’s best for our health. I’ve reached the point 
where I don’t care if  someone thinks I can do more 
than I know I’m capable of. I trust my own judgment.

Sometimes I’m willing to push my limits and pay 
the consequences. But it’s my choice. Recently, my 
husband and I went to the wedding of  a dear friend. 
It was a small gathering at her house. After the cer-
emony, it was hard to skip the restaurant celebration, 
especially with people asking us to come. But I knew 
I’d reached my limit—in this case, the limit of  how far 
I could go outside my limits!

5. Find beauty in small things.
In a passage I love from Emma, Jane Austen said this 
about Emma as she looked out her window at the 
small happenings in the village street below: “A mind 
lively and at ease, can do with seeing nothing, and can 
see nothing that does not answer.”

I’ve learned to do with seeing beauty in the small 
happenings in my bedroom: a spider, dropping from 
the ceiling on a silken thread, only to stop a foot above 
the bed; a fly, dashing around the bedroom like some 
crazy freeway driver.

When I wrote about this in Issa: My Life Through 
the Pen of  a Haiku Master, a reader commented, say-
ing she’s had to trade a life of  activity for one of  still-

10 Tips from 10 Years Sick
By Toni Bernhard, JD.

Article: 10 Tips from 10 Years Sick
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ness, but when she uses that stillness to observe her 
small world closely, “...it almost seems like an even 
trade.”

6. Cultivate gratitude.
One day, my mind was churning with a list of  griev-
ances about living with chronic illness. Inspired by 
Byron Katie (in a practice I explain in the book), I 
decided to turn those thoughts around. I picked up 
a pen and told myself  to list everything I liked about 
being sick.

I started this little exercise with a cynical smirk on 
my face. But when I put the pen down, I was aston-
ished at what I’d come up with. Here are four of  the 
twelve items on my list: I don’t answer to an alarm 
clock; I’m never stuck in traffic; I have the perfect 
excuse to avoid events I don’t want to attend; my “To 
Do” list is very short.

Now when I go to bed at night, I reflect on what 
I’m grateful for in my life. The list is long.

7. Some days you’ll just plain feel 
weary of being sick.
When I saw my GP a few weeks ago for my usual 
three-month follow-up (10 years of  “follow-ups”!), 
as usual, he asked how I was. With a sigh, I said, 
“I’m tired of  being sick.” I half  expected him to say, 
“What? The author of  How to Be Sick is tired of  be-
ing sick?” But, he didn’t. He understood.

I still have days when I’d trade all the wonderful 
things that have happened because of  my book just 
to have my health back. But I also know that if  I’m 
patient, the weariness will pass, and I’ll once again get 
on with my new life.

8. A loving caregiver is to be treas-
ured.
My heart goes out to those of  you who don’t have 
someone to care for you. This illness has been as hard 
on my husband as it’s been on me—he’s lost his part-
ner out in the world and has to run our household 
almost on his own. I know that a lot of  partners don’t 
hang around. Not a day goes by that I don’t appreciate 
how fortunate I am and wish that all of  you had the 
same loving support that I do.

9. We’re fortunate to live in the In-
ternet Age.
I can’t imagine how much more difficult this illness 
would be if  I couldn’t connect with others on the web 
who are similarly sick. Through blogs and Facebook 
and my website, I’ve met people from all over the 
world.

If  you live alone and are housebound, cyberspace 
friends may be your only source of  support. It’s so 
comforting to hear from another person with chronic 
illness and be able to say, “That’s exactly how I feel!” 
When I think of  how isolated people were who were 
sick just a few decades ago, I feel fortunate to be sick 
in the Internet Age.

10. This is just my life.
Zen teacher, Joko Beck, said: “Our life is always all 
right. There’s nothing wrong with it. Even if  we have 
horrendous problems, it’s just our life.” I find great 
solace in these words. Not everything can be fixed—
perhaps not even my health.

“Just my life” has meant ending my career years 
before I expected to, being mostly housebound, feel-
ing continually sick, not being able to socialize for 
very long. These are the facts that make up my life. I 
accept them and vow to make the best of  the life I’ve 
been given. My heartfelt wish is that you do too.

© 2011 Toni Bernhard
I’m the author of  the How to Be Sick: A Buddhist-In-

spired Guide for the Chronically Ill and their Caregivers, win-
ner of  the 2011 Nautilus Gold Book Award in Self-Help/
Psychology

I can be found online at www.howtobesick.com. 1

(From http://www.psychologytoday.com/blog/turn-
ing-straw-gold/201105/10-tips-10-years-sick.)

Restaurant

An elderly couple had dinner at another cou-
ple’s house, and after eating, the wives left the 
table and went into the kitchen. 

The two gentlemen were talking, and one 
said, “Last night we went out to a new restau-
rant and it was really great. I would recom-
mend it very highly.”

The other man said, “What is the name of 
the restaurant?”

The first man thought and thought and fi-
nally said, “What is the name of that flower 
you give to someone you love? You know... 
The one that’s red and has thorns.”

“Do you mean a rose?”
“Yes, that’s the one,” replied the man. He 

then turned towards the kitchen and yelled, 
“Rose, what’s the name of that restaurant we 
went to last night?”

Article: 10 Tips from 10 Years Sick
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What is ME/CFS?
Myalgic Encephalopathy/Chronic Fatigue Syndrome 
(ME/CFS) is characterised by severe, disabling fatigue 
and post-exertional malaise. Fatigue is just one symptom 
– there are a multitude of  others. ME/CFS is a not un-
common medical disorder that causes significant ill health 
and disability in sufferers.

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

Contact numbers

Auburn Kay Hoskin 8849 2143

Barossa Valley Dennis 8563 2976

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 1668

Yunta Gloria 8650 5938

Miscellaneous Support Contacts
SAYME
(South Australian 
Youth with ME)

Emma 8381 4417

SAYME Parents Marg 8381 4417

Southern Bradley 0406 944 252

Country Support Contacts

Disclaimer

Please note that meeting times are subject to 
change.

If you are attending a meeting for the first 
time please call the contact or the Information 
and Support Line for confirmation of meeting 
days and times:

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

Support groups

Clare Valley ME/CFS Support Group
Venue: 20 Beare St, Clare.
Contact: David Shepherd.
Phone: 8862 1665.
Email: shepherd@rbe.net.au..

Northern Yorke Peninsula CFS Support 
Group
Venue: Community Health Centre Wallaroo.
Contact: David Shepherd (as above).

Riverland CFS Support Group
Venue: Riverland Community Health Resource Centre

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

Changes

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

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