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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 Aus-
tralia 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 2013
The Society is directly administered by a voluntary committee 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 subscrip-
tion 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 per-
son 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 subscrip-
tions.

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

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

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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Page 4 Society Matters: Society seminars for 2013

Society seminars for 2013

Dates

Saturday 2 February 2013
1 - 3pm
Speaker: Dee Campbell
We are pleased that one of  our members and first time 
author, Dee Campbell, will be our first speaker for the 
year. She will talk about her experience living with Fibro-
myalgia and what motivated her to take on the task of  
writing and publishing her book, Fibromyalgia Well-Being. 
Signed copies of  the book will be available afor purchase 
fter the meeting.

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

Saturday 25 May 2013
1 - 3pm
Speaker: Peter Evans
Peter is convenor South Astralian Task Force on Multi-
ple Chemical Sensitivity.

Saturday 27 July 2013
1 - 3pm

Saturday 31 August 2013
1 - 3pm
Speaker: Kaye Kenefick
Kaye will talk about ME/CFS, Fibromyalgia, and exer-
cise. Kaye has much practical experience as she contract-
ed Fibromyalgia many years ago and had to give up her 
ballet career. But she has put the knowledge gained dur-
ing her dancing years and since into running “Aqua for 
Arthritis” classes for over 20 years in Salisbury. Kaye has 
been involved with Fibromyalgia SA over many years 
and will talk about exercise programmes suitable for 3 
different levels of  fitness from those who are house-
bound to those was lead an active though restricted life.

Saturday 23 November 2013
1:30pm
Annual General Meeting

Location

All seminars will be held at Sophia House, Cabra Dom-
incan College, 225 Cross Road Cumberland Park.

How to get there 

Sophia House is at the western end of  Cabra Dominican 
College (i.e. the seaside end, not the hills end). It’s ten 
minutes from the city centre by car or bus. Turn west 
(towards the sea, not the hills) from Goodwood Road. 
The carpark entrance is off  Cross Road at the small 
Sophia House sign on a brick gate post. There’s a walk 
from the carpark to Sophia House of  about 50 metres 
but you can also be dropped off  at the door as some 
people are.

Sophia House is a particularly comfortable venue 
with chairs, a couple of  sofas and a decent carpet if  you 
are better lying on the floor. Bring whatever you need to 
be comfortable.

Reminders

Many people with ME/CFS are extremely chemically 
sensitive, so we ask attendees to refrain from wearing 
aftershaves, perfumes etc, and please refrain from smok-
ing at our meetings. We will make every effort to clear 
the venue of  fragrances and chemicals. There have been 
MCS issues there in the past and we have been in contact 
with Sofia’s management to find ways to minimise or 
remove any potential issues for future meetings. We will 
continue to make every effort we can to minimise these 
problems at our meetings. 1
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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, if you have not yet registered for the updates and would like to, please confirm your email 
address and/or mobile number.  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 the journal, Talking Point, electronically via email. 
         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 notices 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. 

What Can You Afford?
(payment is due on 1st July each year)

We think everyone affected by ME/CFS should be able to 
join our society – and not be prevented due to cost. So, 
please donate what you can afford, even if it’s only $5. It 
costs the society about $80 per year, per member, to 
operate. We used to ask $38 for an adult and $25 for 
concession. If you can donate more to help subsidise 
those less well off, we would all really appreciate it.

For my membership,
I wish to contribute:
(*$5 of your contribution will be your official membership fee (GST inc.),
while additional contributions will be classified as donations.  Donations 
of $2 or more are tax deductable and receipts will be posted if required) 

Payable to: 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:   /       /

Donation Method
Internet Payment to www.givenow.com.au/sacfs (see left column)
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 Other___________

OFFICE USE ONLY

Date received:      /         /            . Membership No.      .

Entered in database                            . Receipt No.               .

Membership pack sent                 . Volunteer name .

Internet Payments
Can be made at  www.givenow.com.au/sacfs

Please include your name and contact details with the 
payment, and also post or email this membership form.
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Society Matters: Carnitine Study / Riverland ME/CFS Support Group to Close

As of  the last meeting for 2012 (on November 30th) we 
will be stepping down as co-ordinators of  the Riverland 
ME/CFS Support Group.

We have given this a lot of  thought and have not 
made this decision lightly, however we have decided we 
need a break. 

The 5 years that the group has been in existence in 
October this year have come around so fast. We have 
met some great people through our group and wish it 
to continue. 

We will continue to pursue potential coordinators 
until the end of  the year. If  by then we are not able to 
secure a coordinator then the group will cease.

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

Riverland ME/CFS Support Group to Close
A message from Raelene and Simon Jackson of the Riverland ME/CFS Support Group.

“Assessment of  Fatty Acid/Carnitine Homeostasis 
in Patients with Chronic Fatigue Syndrome/Myal-
gic Encephalomyelitis (CFS/ME)”
Protocol Number: LC/12.8

Dear ME/CFS Society Member,
We are currently conducting a study with the assis-

tance of  the ME/CFS Society of  South Australia and 
are in urgent need of  volunteers. The study follows on 
from our previous research that has suggested that ME/
CFS is associated with mitochondrial dysfunction and 
an impairment in the way that specific types of  fats are 
processed for energy.

Our new study is being conducted to further inves-
tigate our previous findings and consists of  two parts: 
Part A (a single blood sample) and Part B (breath test-
ing). Volunteers can choose to take part in Part A only 
or both Part A and Part B of  the study. Blood samples 
for Part A can be collected at your local IMVS collec-
tion centre (located throughout South Australia) at any 
time that is convenient for you. Part B of  the study will 
be conducted at the University of  South Australia, City 
East Campus after all of  the blood samples in Part A 
have been collected. (Assessment days will be arranged 
for when is convenient for participants, where possible.) 

Study participants will be reimbursed ($20 for Part A 
and $100 for Part B) for out-of-pocket expenses, incon-
venience and time involved.

We are in desperate need of  volunteers to take part 
in the study; we are looking for ME/CFS patients as 
well as volunteers without ME/CFS to act as controls. 
To be suitable, participants must be at least 18 years of  
age and not be taking any medications/have any medical 
conditions that would affect the levels we are measuring 
– note that most conditions and medications are fine.

A detailed description of  the study is contained with-
in the Participant Information Sheet & Consent Form. 
Of  course, you are under no obligation to take part; 
however, if  you are interested or would like more infor-
mation, please feel free to contact Dr Stephanie Reuter 
Lange via email (stephanie.reuterlange@unisa.edu.au) or 
call (08) 8302 1872. You are also welcome to pass this 
information on to any friends and family members (with 
or without ME/CFS) who may be interested.

Kind Regards,
Stephanie Reuter Lange
School of  Pharmacy & Medical Sciences
University of  South Australia
James Hackett
President: ME/CFS Australia (SA) Inc 1

Carnitine Study: Volunteers Urgently Needed
Dr. Stephanie Reuter Lange, from the University of South Australia’s School of Pharmacy and Medical Sci-
ences, is calling on volunteers in South Australia to participate in a study assessing carnitine levels.
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I recently had a paper with the aforementioned title pub-
lished in a peer-reviewed journal. As it is over 10,000 
words long (!), I’ve written this summary which will 
hopefully make it more accessible. Those interested in 
reading more can access the full paper for free at the 
link below. The paper uses the acronyms ME/CFS to 
represent the illness, which I know won’t be to every-
one’s taste but CFS is the main term used in the papers 
referenced. I do point out in the first paragraph, “There is 
a lack of  consensus on many issues, including what causes the ill-
ness, what it should be called, how it should be defined, and whether 
it is one condition or many.”

The purpose of  this paper is “to explore issues of  safety 
for ME/CFS patients in regards to GET and the form of  CBT 
that involves scheduling increasing activity and/or exercise.”

“Using a generic definition of  ‘harms’, the harms associated 
with GET (or CBT) could be defined as the ‘totality of  possible 
adverse consequences of  GET (or CBT)’”

Average improvements on a measurement scale are 
“not the same as meaning no individual deteriorated.”

As Cooper and colleagues note, “like pharmaceuti-
cal therapies, prescribing exercise as therapy, an activity that is 
gaining in acceptance throughout the medical community, must 
be predicated on understanding the risks and benefits of  exercise 
as thoroughly as possible.” In the paper, various abnormal 
responses to exercise are listed or referenced. “Given 
the range of  abnormalities that have been found with exercise in 
ME/CFS subjects, it would not be unexpected if  programs en-
couraging increased physical activity resulted in adverse reactions 
for some patients.”

I give a few quotes from a 25% ME survey from 
people who reported being made worse by CBT or GET 
programs. “High rates of  adverse reactions following GA/GE 
programs have consistently been reported in large patient surveys 
in various countries over the last two decades (tables not included 
here) [10 surveys from 4 countries]. Participants in these surveys 
were asked about the effect of  GET and a myriad of  treatment 
and management strategies on their health. The data has been 
pooled in Table 2, with the mean of  worsening for GET/GAT 
and CBT respectively amounting to 51.24% (range: 28.1-82%) 
and 19.91% (7.1-38%) of  subjects. The percentages of  subjects 
adversely affected in Table 2 are not low; in comparison, an aver-
age of  2.58% (of  5894) subjects reported that “pacing” worsened 
their health.” I explore the pros and cons (or limitations) 
of  such data. I point out that a subgroup analysis of  the 
2008 AfME/AYME survey shows that the percentage 
reporting being made worse by GET is not lower for 
those who did it under an “NHS specialist” compared 
to the others in the survey.

There are something called CONSORT guidelines 
on how randomised controlled trials (RCTs) should be 
reported. As well as the basic guidelines, extensions have 
been prepared for reporting on trials of  non-pharma-
cological interventions (which would include GET and 
CBT) and harms. The latter were prepared as “evidence 
across various medical domains suggests the reporting of  harms 
in clinical trials has been especially inadequate and receives less 
attention than efficacy outcomes. As one group of  authors noted, 
‘Reporting harms may cause more trouble and discredit than the 
fame and glory associated with successful reporting of  benefits.’” 
“Harms reporting for nonpharmacologic RCTs is generally infe-
rior to that for pharmacologic RCTs. A study focusing on the 
reporting of  harm in RCTs of  mental health interventions found 
that no report of  nonpharmacologic treatment trials adequately 
reported harms.” Reporting of  harms in RCTs of  CBT and 
GET have been recognised as being poor by both the 
Cochrane reviews of  these therapies and the Chambers 
et al. (2006) systematic review which was the basis of  the 
NICE “CFS/ME” guidelines.

Section 5, “Considerations for future research” was 
based on the CONSORT guidelines and the idiosyncra-
sies of  ME/CFS. It is summarised in Table 3.

Reporting of Harms Associated with GET and CBT 
in ME/CFS
By Tom Kindlon.

(Note from Tom: The following is a summary of my paper, “Reporting of Harms Associated with Graded Exercise 
Therapy and Cognitive Behavioural Therapy in Myalgic Encephalomyelitis/Chronic Fatigue Syndrome”, which 
can be found online at http://bit.ly/HJqL1n .)
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Section 5.6 is “Measure non-physical harms / patient-
oriented outcomes pertaining to quality of  life”: “Aside from any 
possible “direct” biological harm from increased activity/exercise, 
other “indirect” harms, such as psychological, social, and economic 
harms, are also possible. The magnitude of  a harm can be judged 
by the effect it has on someone’s ability to pursue life goals and the 
duration of  this interference. A distinction can be made between 
interfering with minor (e.g. visit a museum, meet friends, vacation, 
etc.) and major (e.g. attend school, work, have children, etc.) life 
goals. GET and GA-based CBT programs involve large commit-
ments of  time and energy which might interfere with the pursuit 
of  both minor and major life goals by some participants. Given 
the post-exertional symptoms that are part of  ME/CFS, effects 
may not just be experienced during the activity sessions and since 
such programs may not involve an increase in total activity levels, 
other activities are presumably being substituted for. This could 
put a strain on individuals with ME/CFS in terms of  their 
ability to perform other roles, like employee, student, partner, and/
or parent.”

Section 6 is a relatively detailed critique of  the re-
porting of  harms in the PACE Trial. It states while there 
are some good aspects of  the reporting in the Lancet pa-
per, there are also problems including that some of  the 
outcome measures were either changed or not reported. 
It questions the claim that the Lancet paper shows the 
therapies are “safe” as claimed.

One area the paper highlights is “without data on im-
plementation and adherence, claims that an intervention is safe 
are questionable.” “Documenting the type of, intensity of, and 
frequency of  exercise/activity sessions in GE/GA programs is 
also needed.” Like with drugs, exercise may be tolerated 
at one “dosage” but not a higher “dosage” e.g. duration, 
intensity.

“In the ME/CFS field, comparisons are often not made just 
within the classes of  pharmacologic interventions and non-phar-
macologic interventions but also between pharmacologic and non-
pharmacologic treatments. False conclusions could be reached that 
a non-pharmacologic intervention is “safer” than a pharmacologic 
agent if  harms-related data was collected more rigorously for the 
latter.” Harms from drugs are often only spotted outside 
trials, (one reason is that participants in trials are often 
not representative of  all those affected by an illness in 
the general population), which is why the Yellow Card 
reporting system for adverse events exists. However, no 
similar system exists for therapies like GET and CBT, 
increasing the importance of  survey data.

The paper took hundreds of  “man hours” (along 
with plenty of  “woman hours”) to prepare. I hope it will 
be of  use.

Tom Kindlon, 
Information	Officer	(voluntary	position),	
Irish ME/CFS Association

Acknowledgements: I would like to thank Lily Chu, 
MD, MSHS for her invaluable assistance. I would also 
like to thank the reviewers and the many people (in-
cluding Tymes Trust reviewer, Jane Colby) who gave 
comments on earlier drafts of  the paper. This paper is 
dedicated to the memory of  Amberlin Wu, who helped 
proofread the first draft.

Full reference: Kindlon T. “Reporting of  Harms As-
sociated with Graded Exercise Therapy and Cognitive 
Behavioural Therapy in Myalgic Encephalomyelitis/
Chronic Fatigue Syndrome.” Bulletin of  the IACFS/ME. 
2011;19(2): 59-111. Free at: http://bit.ly/sUsWs3 .
For anyone interested, my 13 publications in peer-re-
viewed journals are at: http://www.researchgate.net/
profile/Tom_Kindlon2/ .

Possible quotes that didn’t make in first draft:

Abstract (in whole or part)

ABSTRACT
Across different medical fields, authors have placed a greater em-
phasis on the reporting of  efficacy measures than harms in ran-
domised controlled trials (RCTs), particularly of  nonpharmacologic 
interventions. To rectify this situation, the Consolidated Standards 
of  Reporting Trials (CONSORT) group and other researchers 
have issued guidance to improve the reporting of  harms. Graded 
Exercise Therapy (GET) and Cognitive Behavioural Therapy 
(CBT) based on increasing activity levels are often recommended 
for Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/
CFS). However, exercise-related physiological abnormalities have 
been documented in recent studies and high rates of  adverse reac-
tions to exercise have been recorded in a number of  patient surveys. 
Fifty-one percent of  survey respondents (range 28-82%, n=4338, 
8 surveys) reported that GET worsened their health while 20% of  
respondents (range 7-38%, n=1808, 5 surveys) reported similar 
results for CBT.

Medical Pages: Reporting of Harms Associated with GET and CBT in ME/CFS

(Continued next page)
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Using the CONSORT guidelines as a starting point, this pa-
per identifies problems with the reporting of  harms in previous 
RCTs and suggests potential strategies for improvement in the 
future. Issues involving the heterogeneity of  subjects and interven-
tions, tracking of  adverse events, trial participants’ compliance to 
therapies, and measurement of  harms using patientoriented and 
objective outcome measures are discussed. The recently published 
PACE (Pacing, graded activity, and cognitive behaviour therapy: 
a randomised evaluation) trial which explicitly aimed to assess 
“safety”, as well as effectiveness, is also analysed in detail. Health-
care professionals, researchers and patients need high quality data 
on harms to appropriately assess the risks versus benefits of  CBT 
and GET.

***

Here’s a definition of  harm: “any undesirable event that occurred 
during the trial that had a deleterious impact on morbidity, mortal-
ity, quality of  life or increase in the use of  resources. Harm could 
be a primary or secondary outcome and could also be referred to as 
adverse event, side effect, complication, toxicity or safety.” 

“In 2006, an audit of  adult specialty ME/CFS rehabilitation 
(CBT/GET) clinics in Belgium (clinics that had been set up fol-
lowing a request from the Minister of  Social Affairs (66)) found 
that, compared to before treatment, about one-third of  participants 
reported worsening of  their pain, concentration, and sleep after 
CBT/GET.”

“However, Basch has contended that an accurate portrait of  pa-
tients’ subjective experiences cannot be obtained from clinicians’ 
and researchers’ documentation alone: ‘A substantial body of  
evidence [shows that] clinicians systematically downgrade the se-
verity of  patients’ symptoms, that patients’ self-reports frequently 
capture side effects that clinicians miss, and that clinicians’ failure 
to note these symptoms results in the occurrence of  preventable 
adverse events.’”

“Currently, assessing the harms of  non-pharmacologic treatment 
relies mainly on anecdotal data (74).”

“Discourse within the ME/CFS patient community is replete 
with reports of  adverse reactions from those who undertook ex-
ercise programs.”

“The CONSORT (Consolidated Standards of  Reporting Trials) 
Group is an international organization of  experts in the method-
ology of  clinical trials that was formed in 1993 due to concerns 
regarding inadequate reporting of  RCTs.”

“In 2006, a systematic review by Chambers and colleagues of  
the same set of  GET trials and most of  the same CBT studies 
echoed similar concerns [to the Cochrane reviews] (38), ‘There is 
limited evidence about adverse effects associated with behavioural 
interventions. Withdrawals from treatment in RCTs suggest that 
there may be an issue but the evidence is often difficult to interpret 
because of  poor reporting.’”

“A complication in the ME/CFS field is the heterogeneity of  
patients who might have the diagnosis of  ME or CFS (22,31). 
Interventions such as GET and CBT may be associated with 
lower rates of  harms for some groups of  patients but with much 
higher risks for others. Indeed, the authors of  one recent paper rec-
ommend that some patients should not participate in GET at all: 
“the use of  GET in the management of  CFS is in serious doubt, 
and there stands a need to develop a method of  identifying which 
patients respond poorly to physical exercise and should be advised 
to avoid GET” (116).”

“More severely affected patients have often been excluded from tri-
als for ME/CFS. Indeed, a review reported that “No severely af-
fected patients were included in the studies of  GET”, adding that 
“the balance between effectiveness and adverse effects of  interven-
tions may be different in more severely affected compared with less 
severely affected” (38). Some clinicians employ this factor in their 
practice, giving different recommendations based on severity. Ho-
Yen stated that he does “not recommend an emphasis on greater 
activity until a patient feels 80% normal” (130) while Lerner 
“prohibits” exercise (131,132) until CFS patients score 7 on 
his Energy Index Point Score [meaning a person who does not 
need to nap during the day, is up from 7AM to 9PM, can work 
a sedentary 40-hr/ week job, and do light house-keeping] saying 
“if  you exercise before that you’re going to go backwards” (133).”

“Given how frequently increased physical activity is recommended 
in healthcare settings, there should be an added impetus to charac-
terise those who might be at increased risk of  harm from following 
such recommendations.” 

“If  intervention details are not present, it can be difficult for read-
ers and reviewers to classify therapies correctly. In the PACE 
Trial, the GET intervention was guided by the principle that, 
“planned physical activity and not symptoms are used to determine 
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what the participant does” (33); similarly “[i]t is their planned 
physical activity, and not their symptoms, that determine what 
they are asked to do”(33). In contrast, in adaptive pacing therapy, 
“activity is planned and then modified in the light of  its effect on 
symptoms”(33). If  one looks at the exercise prescription used in 
the Wallman et al. (91,138) study from Australia, it appears 
perhaps more like the latter program: “on days when symptoms 
are worse, patients should either shorten the session to a time they 
consider manageable or, if  feeling particularly unwell, abandon the 
session altogether” (138). Given the low rate of  harms reported in 
the survey data for pacing in contrast to GET (Table 2), it may 
be that interventions that involve the principles of  pacing may have 
lower rates of  harms associated with them and should be analysed 
separately in reviews.”

“The CONSORT extension for RCTs of  non-pharmacological 
interventions suggests that ‘details of  the experimental treatment 
and comparator as they were implemented’ be reported. One ex-
ample given is of  an exercise intervention where not only the mean 
sessions of  exercise attended by participants are noted but also the 
minutes exercised (105).”

There are reasons to believe that compliance to interventions might 
be problematic. The distinction between an exercise program and 
a Graded Exercise (GE)/ Graded Activity (GA) program for 
CFS is that, for the latter, a participant is not supposed to de-
crease exercise (or activity) levels based on his or her symptoms. 
As a GET expert described, ‘if  [after increasing the intensity or 
duration of  exercise] there has been an increase in symptoms, or 
any other adverse effects, they should stay at their current level of  
exercise for a further week or two, until the symptoms are back to 
their previous levels’ (146). One has to wonder how many patients 
would dutifully comply with counterintuitive instructions to main-
tain a higher activity level for 7-14 days in the face of  new or wors-
ening symptoms. If  participants did comply, their level of  activity 
on completion should increase substantially; however, a review of  
three studies using objective measures found only a small increase 
in total activity levels at assessment subsequent to treatment, and a 
similar level of  increase was recorded in those who had undertaken 
no intervention (147).

***

In general, implementation of  Graded Exercise (GE) or Graded 
Activity (GA) programs by therapists and adherence to them by 
patients has not been rigorously assessed. No RCT of  such a ther-
apy for ME/CFS, to my knowledge, has measured the interven-
tion using objective measures of  activity. Some trials have employed 
participant self-report of  activity but several studies have found 
that activity questionnaires do not correspond well with objective 
measures (151-153). As one set of  researchers explained, “the 
subjective instruments do not measure actual behaviour. Responses 
on these instruments appear to be an expression of  the patients’ 

views about activity and may be biased by cognitions concerning 
illness and disability” (152). In fact, non-ME/CFS exercise 
studies have shown that activity interventions can influence partici-
pants to overestimate physical activity when compared to objective 
measures (154-7). This seems particularly relevant in the context 
of  GET and GET-based CBT which are designed to change 
patients’ attitudes about activity.

***

When assessing the safety of  pharmaceuticals, dosage is important: 
a drug may be safe at one dosage but quite dangerous at a higher 
dosage. There seems to be no reason to view GE and GA differ-
ently.

***

Even if  eventually an increased total activity level was achieved, 
there is likely to be a transitory period where a reduced amount 
of  time and energy is available for other aspects of  one’s life. This 
could potentially lead to increased social isolation and, in particu-
lar, the break-down of  relationships (i.e. have a long-term, rather 
than just temporary, effect). Outside the ME/CFS arena, it has 
been recognised that psychosocial treatments can have negative ef-
fects on family functioning (185).

In terms of  education, a student’s academic performance could 
suffer due to the cognitive problems which can occur post-exercise 
(171,179): they might underperform or fail exams, or simply fall 
too far behind and drop out.

In the employment realm, an employee might lose their job because 
an employer was not satisfied with their performance. In Belgium, 
an audit of  five rehabilitation centres for CFS that involved CBT 
and GET (66-68) found that the average hours working de-
creased at conclusion and at follow-up six months later compared 
to the start. In addition, more people (10%) decreased the number 
of  hours they worked than increased (6%). In fact, when one notes 
that only 27% were employed before the program, it means 37% 
(=10/27) of  the participants decreased how much they worked 
(which would have included stopping). A Dutch study of  CBT 
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Table 2. Pooled Data of Harms from GET, CBT and Pacing reported in Surveys

Therapy Sample Size Harmsa (N)

Mean rate of 

harms (%) Range

Graded Exercise Therapy (GET)

(or similar terms)b
 

4338

 

2223

 

51.24%

 

28.1 - 82%

Cognitive Behavioral Therapy (CBT)c 1808 360 19.91% 7.1 - 38%

Pacing (or similar terms)d 5894 152 2.58% 0.2 - 9.3%

aThis includes any degree of harm e.g. both “somewhat worse” and “a lot worse” from the ME Association survey [85]

bTaken from [75,78-80,82-85]

cTaken from [80,81,83-85]

dTaken from [79,80,83-85]

Table 3. Potential Strategies to Improve the Reporting of Harms in ME/CFS

Setting Strategy

Clinical trials •	 Recognize heterogeneity of ME/CFS study participants

•	 Systematically track adverse events

•	 Use blinded raters

•	 Develop checklists for possible harms and combine them with spontaneous 

reporting

•	 Use instruments that are appropriate for ME/CFS cohorts

•	 Assess possible psychological, social, and economic harms

•	 Use objective outcome measures

•	 Monitor a range of symptoms, not just fatigue

•	 Record level of activity and check for intervention compliance using objective 

measures of activity

•	 Monitor study withdrawal rates and reasons

•	 Follow subjects for longer periods post-intervention

•	 Check for clustering/therapist effects

•	 Interpret results of studies taking into account previous studies

Surveillance outside of trials •	 Establish a surveillance system for harms associated with non-pharmacologi-

cal treatment that allows both patient and healthcare staff submissions

•	 Collate existing and future reports from clinicians and patients

•	 Educate clinicians about possible harms and encourage them  to report any 

adverse events

Publications •	 Make available intervention details via appendices, web-based materials

•	 Adhere to common standards for trial reporting

•	 Observe international standards for disclosing conflicts of interest (COIs) rec-

ognizing that financial connections with entities that pay disability claims may 

constitute a COI in ME/CFS
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reported better results, with the number of  hours worked increas-
ing from a mean (median) of  9.4 (0) hours to 11.4 (0) hours 
(186). No data was available on the number of  people whose 
hours worked had decreased; however, the mean (median) number 
of  contract hours (cf. hours actually worked) decreased from 16.2 
(10) hours to 14.9 (7) hours.

So, even if  it were the case that there were no biological harms 
associated with GET and CBT, individuals with ME/CFS or 
their physicians could believe that the potential for these secondary 
or indirect harms might mean that the treatment is not suitable for 
a specific individual at a particular time.

***

A recent systematic review of  patient-reported outcome measures 
(PROMs) confirmed that the quality and acceptability of  those 
that have been used in ME/CFS studies as “limited ... [as] 
[c]lear discrepancies exist between what is measured in research 
and how patients define their experience of  CFS/ME. Future 
PROM development/evaluation must seek to involve patients 
more collaboratively to measure outcomes of  importance using rel-
evant and credible methods of  assessment.”(193)

***

An individual may be able to increase the quantity or intensity 
of  exercise up to a certain level without experiencing significant 
adverse effects, particularly if  they are substituting this activity for 
other activities in their lives (184). However, one cannot necessarily 
extrapolate from such data that patients can use the same program 
to safely work their way up to a normal, or pre-ME/CFS, level 
of  functioning, because of  the ceiling of  activity nor that, post-
study, they will be able to maintain gains.

***

Discussion sections should place trial results within the context of  
prior and current ongoing research. CONSORT suggests that “[i]
nterpretation [be] consistent with results, balancing benefits and 
harms, and [that] other relevant evidence”, including that which 
does not support the study the paper is based on, should be consid-

ered (100). Furthermore, researchers are encouraged to “contrast 
the results on harm…with observational data from spontaneous 
reporting, automated databases, case-control studies, and case re-
ports” (56). The qualitative and quantitative harms data pre-
sented in Section 3 of  this paper have existed for several years yet 
has rarely been mentioned in prior CBT or GET trials. RCTs 
play an important role in medical research, but their results should 
not be overemphasized to the exclusion of  basic research and other 
clinical studies that may offer pertinent evidence to advance the 
field.

***

Due to the length of  this paper, some other issues of  relevance have 
not been broached: (i) differences in regulatory requirements for 
pharmacologic and non-pharmacologic interventions with no equiv-
alent to post-marketing surveillance for interventions of  the latter 
type; (ii) lack of  litigation concerning harms of  GET or CBT 
leading to less focus on, or concerns about, harm; (iii) conflicts of  
interest (COIs) and how they might affect harms reporting; and 
(iv) the possibility that cognitive biases, beliefs, attitudes and behav-
iours of  investigators and healthcare professionals might influence 
the reporting of  adverse events. Also, there has not been space to 
cover some of  the possible effects, such as coercion of  patients to 
participate in GET or CBT, that poor reporting might produce.

***

Individuals with ME/CFS can face many challenges and 
have not always been treated as well as they should have 
been by healthcare professionals (76,122,228-232). Many 
feel that their symptoms have been downplayed and 
their negative experiences of  some treatments ignored. 
This can lead to a mistrust of  the medical profession. 
Furthermore, healthcare professionals who strive to 
help their patients cannot do so without assessing risks 
versus benefits for each intervention they prescribe. To 
do this suitably, they need good data on harms. Greater 
vigilance for harms could restore patient trust and as-
sist clinicians in adhering to the maxim, “Primum non 
nocere” (first, do no harm). 1

 
Reprinted from: http://bit.ly/HJ9xyu .
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Do you have just CFS or fibromyalgia, or is there some-
thing more going on? If  you are like the majority of  
people with Chronic Fatigue Syndrome or fibromyalgia, 
you live with more than one medical problem.

Research suggests that about two thirds of  people 
diagnosed with Chronic Fatigue Syndrome also meet the 
diagnostic criteria for fibromyalgia, and vice versa.

Often the diagnosis made first depends on which 
medical specialist is consulted. A primary care physician 
might spot CFS, while a rheumatologist may be more 
likely to diagnose fibromyalgia.

In addition, people with CFS and fibromyalgia often 
experience one or more additional medical problems, 
which are frequently called overlapping or related condi-
tions.

Overlapping medical conditions are ones that share 
symptoms and diagnostic criteria in common with CFS 
and fibromyalgia. Related conditions are medical prob-
lems that often occur along with CFS and FM.

Having multiple medical conditions complicates 
life and increases suffering, but successful treatment of  
other problems may ease the overall symptom level of  
people with CFS and fibromyalgia. Sometimes, a patient 
is eventually understood to have one of  the other condi-
tions rather than CFS or fibromyalgia.

Here are eight of  the more common medical issues 
faced by people who have Chronic Fatigue Syndrome 
and fibromyalgia, along with common treatments for 
them. 

Irritable Bowel Syndrome (IBS)

A majority of  CFS and fibromyalgia patients suffer from 
irritable bowel syndrome (IBS), a digestive-system dis-
order characterized by abdominal pain, cramping and 
bloating, constipation, diarrhea or alternating constipa-
tion and diarrhea.

IBS often occurs together with CFS and fibromyal-
gia, because all three involve problems in the autonomic 
nervous system. IBS is a chronic condition with intermit-
tent symptoms. Symptoms can often be managed with 
lifestyle changes that may include the reduction of  stress 
and elimination of  foods that aggravate symptoms.

Sometimes medications are used. These include 
stool softeners or laxatives for constipation, anti-diar-
rheal agents like loperamide, low-dose antidepressants 
used as pain relievers, and sometimes antibiotics to treat 
bacterial overgrowth. 

Multiple Chemical Sensitivity

A majority of  fibromyalgia and CFS patients experience 
allergic reactions to various substances. Sensitivities to 
mold, dust mites and grasses are common. 

Patients also react to perfumes, scented products, 
cigarette smoke, household chemicals, car exhaust and 
diesel fumes, glues, inks and dyes. (Because many pa-
tients are chemically sensitive, most CFS and FM sup-
port groups ask people to come to meetings “fragrance 
free.”)

The range of  reactions varies greatly among patients, 
from mild annoyance to serious threat. Symptoms in-
clude headaches, dizziness, faintness, nausea, breathing 
difficulties, and irritation of  the eyes, mouth and throat.

Those with more severe reactions may be house-
bound. The most useful coping strategy is avoidance, 
which includes eliminating offending substances from 
the home and limiting exposure to them while outside 
the house. 

Myofascial Pain Syndrome (MPS)

Many fibromyalgia patients also experience Myofascial 
Pain Syndrome (MPS), a pain condition localized in trig-
ger points (specific locations in muscles or fascia), often 
in the neck or shoulders. 

Overlapping and Related Conditions
By Bruce Campbell.

Medical Pages: Overlapping and Related Conditions



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 15
TA

LK
IN

G
 PO

IN
T – 2

0
1
3
 Issue 1

 (January-February-M
arch)

MPS is usually treated with medication, massage, 
rest, heat and cold and the injection of  local anesthetics 
into the trigger points. The latter, often called “spray and 
stretch,” is often accompanied by the stretching of  the 
muscle involved.

Since myofascial pain may be aggravated by stress, 
repetitive motion and poor body mechanics, it can also 
be treated with lifestyle adjustments, such as relaxation, 
avoidance of  repetitive motion and improved body me-
chanics. 

Depression

CFS and fibromyalgia patients frequently experience de-
pression, which can be of  two types, situational and bio-
chemical. Situational or reactive depression is a response 
to a particular set of  circumstances, in this case the dis-
ruptions and uncertainties created by long-term illness. 

Situational depression lends itself  to self-manage-
ment strategies such as those discussed in elsewhere on 
this site. Some patients are also helped by professional 
counseling. One effective approach is cognitive therapy.

Patients may also experience a second type of  de-
pression. Prolonged stress can alter the biochemistry 
in the body, creating biochemical depression. Self-man-
agement strategies may also be useful for this type of  
depression, but treatment normally includes medication 
as well. If  you are deeply depressed about your illness, 
for example if  you have thought seriously about killing 
yourself, get professional help. For resources, see the ar-
ticle Killing Me Softly: FM/CFS & Suicide. 

Food Issues: Yeast Infections, Celiac Dis-
ease & Lactose Intolerance

About one third of  CFS and fibromyalgia patients are 
sensitive to foods and experience gastrointestinal symp-
toms (heartburn, gas, nausea, diarrhea and constipation), 
as well as other symptoms, such as headaches, muscle 
pain, changes in pulse and fatigue. 

While symptoms may be due in part to CFS or FM, 
they may also be caused by yeast infections, like candida; 
celiac disease, which causes a strong allergic reaction to 
wheat and other grains; or lactose intolerance, which is 
the inability to digest the sugar in milk.

There are two major treatments for food allergies: 
avoidance and the rotation diet. If  foods produce strong 
reactions, such as diarrhea, nausea, headaches or hives, 
the normal treatment is to eliminate them from the diet 
entirely. Often, the elimination of  just a few foods can 
improve symptoms dramatically. Alternatively, a food 
may be tolerated if  it is eaten only occasionally (the rota-
tion diet). 

Sleep Apnea

Apnea, meaning absence of  breathing, occurs when a 
person’s airway becomes blocked during sleep. An epi-
sode can last from a few seconds to a few minutes. The 
person then awakens, gasps for air and falls asleep again. 
This can occur many times a night, leaving the person 
exhausted in the morning. Sleep apnea intensifies the 
nonrestorative sleep usually experienced by people with 
CFS and fibromyalgia.

Apnea is a treatable condition. A common remedy 
is use of  a CPAP (continuous positive airway pressure) 
machine to keep the airway open. The patient wears a 
mask through which a compressor delivers a continuous 
stream of  air, keeping the airway open. Other treatments 
are also used for this condition. If  you suspect you have 
this problem, consult a sleep specialist. 

Restless Legs Syndrome (RLS)

Restless legs syndrome involves “twitchy limbs,” strong 
unpleasant sensations in the leg muscles that create an 
urge to move. The problem is often at its worst at night, 
making good sleep difficult. 

Self-management techniques that may help include 
reducing consumption of  caffeine and other stimulants, 
establishing a regular sleep pattern, doing exercise that 
involves the legs, distracting yourself  through immer-
sion in absorbing activities, using hot or cold baths or 
showers, and taking supplements to counteract deficien-
cies in iron, folate and magnesium. 

(Continued on page 29)
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(Outbreaks of  ‘CFS’ do happen but they are rarely documented 
now. In this article, Oceanblue from the Phoenix Rising Forums, 
examines a Giardia outbreak in Norway which resulted, years 
later, with a significant number of  people suffering from a chronic  
fatigue/pain condition – Cort Johnson.) 

A new study reports at least 5% of  patients with CFS 
nearly 3 years after an acute Giardia enteritis infection, 
providing evidence of  yet another infectious agent that 
can trigger CFS along with Epstein-Barr Virus, Viral 
meningitis and the bacterium Coxiella burnetii, amongst 
others. Other studies on the same outbreak also show a 
strong link between the acute Giardia infection and both 
chronic fatigue and IBS.

Overall, then, there is strong evidence that Giardia 
infection can lead to CFS in a significant number of  pa-
tients

Giardia lamblia is an important cause of  gastrointes-
tinal illness throughout the world, particularly in devel-
oping countries. Apart from person-to-person transmis-
sion, the main infection route is through drinking water.

Initial outbreak

In Norway, cases are normally rare and most come from 
those who have visited or are from areas where it is en-
demic. However, in autumn 2004 there was an outbreak 
in the second city of  Bergen with a total 1,300 cases of  
laboratory-confirmed cases of  Giardia (vs the norm of  
1-2 cases annually), with probably as many cases again 
that weren’t laboratory confirmed. The main group af-
fected were adults aged 20–29, representing 47 % of  the 
cases, with few cases in children or the elderly – but this 
largely reflected the demographics of  the parts of  Ber-
gen most affected.

The overall ‘attack rate’ was only 1.5%, and drink-
ing more than 5 glasses tap water at home was a risk 
factor for infection (OR 5.9, 95% CI 1.7 – 21), suggest-
ing contaminating levels of  Giardia in water were gen-
erally quite low. Leaking sewage pipes combined with 
insufficient water treatment was the likely cause of  the 
outbreak (normal chlorine treatment doesn’t kill Giardia 
spores).

Post-infectious Fatigue and Intestinal 
problems

A questionnaire mailed to all lab-confirmed cases 2 years 
after the outbreak found fatigue was reported by 41% 
and abdominal symptoms by 38%, with a strong associa-
tion between these two symptoms; significantly they also 
found (in a sub-sample) that in most patients symptoms 
were not due to chronic infection.

The 2-year follow-up study was criticised for not us-
ing validated questionnaires and for lacking a control 
group, but a later 3-year follow-up study used a matched 
control group and validated questionnaires. It found 
chronic fatigue in 46% (controls 12%) giving an adjusted 
Relative Risk (RR) of  4.0 and Irritable Bowel Syndrome 
(IBS) prevalence of  46% (control 14%, RR 3.4). IBS and 
chronic fatigue were associated and the Relative Risk for 
having both fatigue and IBS was 6.8.

Acute illness severity link to fatigue?

The 2-year follow-up study also found a link between 
protracted and severe Giardiasis and subsequent fatigue 
and abdominal symptoms. This is particularly interest-

Another Pathogen for CFS: Giardia Outbreak 
Causes CFS ‘Outbreak’ in Norway
By Cort Johnson.

Medical Pages: Another Pathogen for CFS – Giardia Outbreak Causes CFS ‘Outbreak’ in Norway
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ing as it tallies with the Dubbo Study findings that acute 
sickness was the strongest predictor of  post infectious 
fatigue. In particular, the study found that retrospective 
reports of  malaise at the time of  the initial infection, and 
more than one treatment course were significantly asso-
ciated with fatigue. Unfortunately, retrospective reports 
of  symptoms are not very reliable. Similarly, time off  
work/education might be due in part to post-infectious 
fatigue, not the initial infection in which case the correla-
tion with post-infectious fatigue reveals little.

Nonetheless, the correlation with more than one 
treatment course, which is probably a good measure 
of  protracted Gardiasis infection, and fatigue remains. 
These results are consistent with a role for severe/pro-
tracted initial infection in subsequent post-infectious fa-
tigue, but are hardly conclusive.

Giardia and post-infectious CFS

And so to the current study, which found a high rate of  
CFS developing among those with lab-confirmed initial 
Giardiasis. The authors state 5% as the lower limit of  
prevalence, which is very high, particularly as the pa-
tients had been ill for a mean of  2.7 years. In prospective 
studies of  glandular fever it’s usually around 10% after 
just six months, falling to maybe 6% after one year. This 
adds yet another infection to the list of  agents that can 
trigger Post-Infectious CFS. Others include EBV, Ross 
River Virus, C Burnettii, and viral Meningitis. Giardia 
is particularly interesting as the first Protozoan (large 
single-celled organism, like amoeba) to be linked to CFS 
(a study from 1992 also links Giardia to CFS).

Caveats

As ever, there are some weaknesses in the study, though 
none are fatal, in my opinion. First, the authors only di-
agnosed CFS cases from amongst those referred by gen-
eral physicians or attending a particular medical centre. 
Disappointingly, they didn’t try to sample other people 
from the original Giardiasis outbreak cohort as there 
are very likely to be additional CFS cases in this group. 
That’s the basis for the claim that 5% is the lower limit 
for CFS post-Giardiasis.

Perhaps more significantly, the authors stated they 
used the 1994 Fukuda CFS definition for diagnosis yet 
they failed to carry out all the diagnostic steps required 
by the Fukuda paper. Normally, I’m not too fussed if  the 
implementation isn’t perfect, if  the CFS starts with an 
infectious episode. However, in this study the majority 
of  patients (58%) reported that fatigue started months 
after the acute onset of  giardiasis (which could include 
over a year after onset). In the Dubbo study, fatigue in 

CFS cases started at onset of  the initial, triggering infec-
tion. So both the incomplete diagnosis and issue of  late 
onset fatigue make it possible for critics like reviewer Pe-
ter White to claim these cases are unrelated to the initial 
giardiasis infection.

In mitigation, the authors did state they excluded any 
cases where the giardiasis symptoms had stopped before 
the fatigue started, and the 3 year follow-up study, above, 
robustly shows that fatigue levels generally in those in-
fected are much higher than in matched controls.

Minimum estimate of CFS after the Gi-
ardia outbreak

Nonetheless, if  we conservatively only count CFS cas-
es where the onset of  fatigue was within weeks of  the 
initial giardiasis that still gives a minimum rate of  1.9% 
CFS cases 2.7 years post Giardia infection and that’s high 
enough to show a strong link between Giardia infection 
and subsequent CFS. To put this into context, the best 
estimates of  CFS prevalence in the general population 
are around 0.2%; here 1.9% of  people without CFS de-
veloped it within weeks of  the Giardia infection.

In reality, a good number of  the later onset cases are 
also likely to be linked to the initial infection, and there 
will almost certainly be CFS cases amongst infected indi-
viduals not followed up. Other studies of  post-infection 
CFS indicate that the initial rate of  CFS could have been 
much higher, with a significant recovery rate in the early 
stages.

Overall, then, there is strong evidence that Giardia 
infection can lead to CFS in a significant number of  pa-
tients

(Viruses, bacteria and protozoan’s have now all been linked 
to a post-infectious CFS-like condition.  Each attacks a differ-
ent part of  the body yet each has ultimately resolved to a similar 
fatigue/pain state in some individuals.

 The questions abound….Do all these individuals all have the 
same condition and if, so,  what is the tie that binds? How does the 
presence of  an infection, perhaps any infection, trigger ME/CFS 
in some individuals? As Oceanblue points out both the Dubbo 
studies and this one suggest that more severe infections (with their 
greater immune activation) may be more likely to trigger ME/
CFS.  Or  does the CFS-like condition caused by these pathogens 
look similar on the surface  but very different below?

Whatever the answer, adding Giardia to the list of  pathogenic 
triggers suggests that ME/CFS may be far more common in the 
developing world, with its poorer sanitary conditions, than in the 
developed world. Thanks to Oceanblue for allowing us to post his 
summary of  this intriguing development – CJ.) 1

 
Reprinted from Phoenix Rising (http://tiny.cc/yvv8nw)

Medical Pages: Another Pathogen for CFS – Giardia Outbreak Causes CFS ‘Outbreak’ in Norway



TA
LK

IN
G

 PO
IN

T – 2
0
1
3
 Issue 1

 (January-February-M
arch)

The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 18

It’s been a little over a year since I wrote a piece that 
garnered a lot of  attention: “The Stigma of  Chronic 
Fatigue Syndrome” (aka, Myalgic Encephalomyelitis or 
ME). Since that time, little has changed for me regard-
ing my own illness. I’ve had two more encounters with 
doctors like the one I shared in the earlier piece. In both 
instances, upon seeing the diagnosis “Chronic Fatigue 
Syndrome” on my chart, they changed their attitude to-
ward me—and not in a good way.

One of  the doctors suddenly began to speak to me 
in an overly slow and childlike voice, as if  I were inca-
pable of  understanding what she was saying. This be-
havior is called infantilizing—defined in the dictionary 
as “treating someone as a child or in a way that denies 
their maturity.” All I was doing was sitting upright on the 
exam table—like the adult I am—while she looked at my 
outer ear which had become infected from getting water 
in it. And so it goes.

Why has there been so little progress in 
treating CFS?

I’m a layperson, but this is the problem as I see it. People 
who suffer from different illnesses that medical science 
has yet to isolate are lumped into the one designation: 
Chronic Fatigue Syndrome. As a result, when a study is 
conducted on CFS-diagnosed people, researchers aren’t 
looking at people who have one discrete illness. No won-
der studies tend to yield little valuable information. And, 
no wonder when a study does appear to show something 
significant, it can’t be duplicated in other CFS “subjects.”

If  Chronic Fatigue Syndrome is, indeed, several dis-
crete illnesses, until they are isolated from each other 
and studied individually, little progress will be made in 
finding effective treatments or cures.

To complicate matters, not only is there a lack of  
agreement on the need to isolate these illnesses, but the 
ability to do so is impeded by another phenomenon: 
people with illnesses that have been isolated and named, 
often have the diagnosis “Chronic Fatigue Syndrome” 
added on by their doctors. This happens because doc-
tors don’t understand that “chronic fatigue” is a symp-
tom of  many debilitating illnesses. But “chronic fatigue” 
is not “Chronic Fatigue Syndrome.”

This mislabeling has several adverse consequences. 
First, it makes it all the more difficult to separate out the 

discrete illnesses that are suffered by people with “real” 
CFS. Second, once this group of  people who have a 
non-CFS illness are labeled as also having CFS, they are 
added to the pool of  those who might become subjects 
in CFS studies, and this can seriously muddy a study’s 
findings.

One of the consequences of failing to 
isolate discrete illnesses  

Because those of  us with a CFS diagnosis are lumped 
into one group, when we read about CFS-diagnosed per-
son being cured by a treatment, we rush out and spend 
hundreds, sometimes thousands of  dollars on it, only to 
be terribly let down and possibly further harmed. Since 
writing How to Be Sick, I’ve lost count of  the number 
of  cures that well-intentioned people have suggested 
to me. But there’s no reason to believe that these cures 
would be effective for my particular constellation of  
symptoms.

If  Chronic Fatigue Syndrome is several discrete ill-
nesses, it makes sense that some people will be helped 
by a particular treatment, while others will not. It’s fi-
nally dawned on me that it doesn’t make sense to spend 
money on a treatment just because it helped or cured 
another person, when the two of  us are unlikely to even 
have the same illness.

I have yet to find anyone who is sick in 
the same way I am sick

I was diagnosed with Chronic Fatigue Syndrome in Jan-
uary of  2002, six months after contracting a serious viral 
infection. In the 10+ years since I’ve had this diagnosis, 
I have yet to find a single CFS-diagnosed person who 
shares the same constellation of  symptoms that I have. 
(I should add that other conditions and illnesses have 
repeatedly been ruled out by my diligent Primary Care 
Physician, such as Lyme Disease, autoimmune disease, 
heart disease.)

I know that people can have the same illness with-
out all of  their symptoms overlapping. But, if  Chronic 
Fatigue Syndrome were one illness, I’m positive I’d have 
found at least one person by now whose symptoms are 
almost identical to mine. But I haven’t. And it’s not just 
my particular case. When I read a description of  a CFS-

Why Can’t Medical Science Figure Out Chronic 
Fatigue Syndrome?
By Toni Bernhard, JD.

Article: Why Can’t Medical Science Figure Out Chronic Fatigue Syndrome?
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diagnosed person, his or her symptoms never even ap-
proach a 100% overlap with any other CFS-diagnosed 
person I know or have read about.

The only symptom everyone appears to have in com-
mon is “post-exertional malaise” (PEM) which refers to 
a bad flare-up of  symptoms after a period of  physical or 
mental exertion. Which activities trigger PEM and how 
long it takes to trigger it varies from person to person. 
I know from personal experience how horribly debili-
tating PEM is. But I also know people with non-CFS 
illnesses who suffer from PEM—a friend with Multiple 
Sclerosis is one example. Aside from PEM, the variation 
in the constellation of  symptoms among CFS-diagnosed 
people is staggering and supports the view that CFS is 
not one discrete illness:

• Some people suffer from terrible muscle and 
joint pain; others are relatively pain-free.

• Some people suffer from a debilitating fatigue, 
but not a sickly one; others suffer from a sickly 
fatigue, as if  they have a permanent flu.

• Some people’s fatigue is similar to that in narco-
lepsy—they’re sleepy all the time and have trou-
ble keeping their eyes open; other people’s fatigue 
is similar to what typically accompanies other ill-
nesses—they feel a deep heaviness and lack of  
energy, but they’re not sleepy.

• Some people have tender lymph notes and chron-
ic sore throats; others do not.

• Some people pick up any virus or bacteria they’re 
exposed to; others appear to be immune from 
these acute illnesses, as if  their immune system is 
on high-alert all the time.

• Some people suffer from dizziness or serious 
vertigo; others do not.

• Some people suffer so badly from Orthostatic 
Intolerance that they can’t stand up for more 
than a few minutes at a time; others don’t have 
this problem.

• Some people wake up in morning as unrefreshed 
as when they went to bed; others find sleep to 
be restorative or partially restorative, even if  only 
temporarily.

• Some people have blinding headaches; others do 
not.

• Some people have terrible night sweats; others do 
not.

• Some people have chronic digestive problems, in-
cluding nausea, bloating, diarrhea; others do not.

• Some people suffer from debilitating heart palpi-
tations; others do not.

• Some people have an extreme sensitivity to light, 
sound, and/or physical sensations on the skin; 

others do not.
• Some people suffer from cognitive difficulties 

that seriously impair their memory and/or their 
ability to concentrate; others do not.

• Some people’s symptoms appeared and worsened 
gradually over a period of  months or even years; 
other people’s symptoms appeared immediately 
on the heels of  an acute illness, such as the flu or 
another infection.

Does this parade of  “symptom variation” and the 
notable lack of  overlap in the constellation of  symp-
toms from one CFS-diagnosed person to another sound 
like we could possibly be talking about one discrete ill-
ness? It’s time for the medical community to acknowl-
edge that Chronic Fatigue Syndrome is not one illness 
and to begin the difficult task of  separating them out.

No one should use my analysis as an excuse to claim 
that CFS doesn’t exist (as many of  us have cruelly been 
told). We are sick. We are just not all sick with the same 
discrete illness. I’m weary of  reading about a CFS-diag-
nosed person’s symptoms and saying to my family: “I 
don’t know what she has, but it’s not what I have.” Every 
time I say this, I feel both frustrated and deeply sad for 
both of  us.

And, it drives home just how far we are from finding 
out why we’re sick and how we might get better.

© 2012 Toni Bernhard (www.howtobesick.com)

Toni Bernhard is the author of  How to Be Sick: A Bud-
dhist-Inspired Guide for the Chronically Ill and their 
Caregivers, winner of  the 2011 Gold Nautilus Book Award in 
Self-Help/Psychology and the Silver in Memoir. 1

Reprinted from Psychology Today (http://tiny.cc/
a2y8nw).

Article: Why Can’t Medical Science Figure Out Chronic Fatigue Syndrome?
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Two years ago [2009], Judy Mikovits and the Whitte-
more-Peterson Institute for Neuro-Immune Disease 
were triumphant. Mikovits had just published a report 
in Science pointing to a retrovirus called XMRV as the 
possible cause of  chronic fatigue syndrome, a little-
understood illness characterized by debilitating flu-like 
symptoms that worsen with exertion. A wealthy woman 
whose daughter has the disease had started the institute 
in 2007 to study CFS, fibromyalgia, and Gulf  War ill-
ness—and it wasn’t long before its researchers appeared 
to have shown they could succeed where two decades of  
government-led research had produced little.

Best of  all for many CFS patients, the work seemed 
to offer undeniable proof  of  what they had long hoped 
to establish: that their dis-
ease has a physiological 
cause, not a psychological 
one.

But as of  mid-No-
vember, the XMRV ret-
rovirus research had been 
discredited and was sus-
pected of  being fraudu-
lent; Mikovits sat clad 
in a blue jumpsuit in a 
California jail, accused 
of  stealing lab notebooks 
and computer files from 
her former employer; the 
research program at the 
Whittemore-Peterson Insti-
tute was in disarray; and CFS patients were as confused 
as ever about the source of  their illness and how to treat 
it.

Mikovits and her employer share blame for this 
mess, having at the very least hugely oversold the cer-
tainty of  their result and allowed an intellectual prop-
erty dispute to get out of  control. But a large share of  
the responsibility goes back to the National Institutes 
of  Health, the Centers for Disease Control, and the re-
searchers who engaged in the weak research those agen-
cies funded. For decades, both agencies have propagated 
the idea that CFS probably isn’t amenable to any physi-
ological treatment, that psychologically healthy people 
aren’t likely to get it, and hence that it isn’t an important 
threat to the general public. Many CFS patients came to 

feel abandoned by the scientific establishment. This cre-
ated a climate of  mistrust that breeds hero-worship and 
conspiracy theories and that can cast a scientist simulta-
neously as a savior and a villain.

The Reno, Nev., institute itself  was formed as a re-
sponse to the despair CFS patients felt. Annette Whit-
temore, its co-founder, saw privately funded research as 
the only hope to save her daughter, who at times was 
homebound and was suffering from frequent seizures. 
Simply allowing the wheels of  science to turn, she had 
concluded, was unlikely to lead to effective treatment 
anytime soon.

The first problem was funding: The NIH spends $5 
per patient on CFS research each year, compared with 

$400 per multiple sclero-
sis patient and $3,000 per 
HIV patient. (Disclosure: 
I myself  have CFS.) Even 
leading researchers have 
difficulty getting funding, 
especially for research 
on the hypothesis that 
CFS is caused by an in-
fectious agent—which 
is exactly what Whitte-
more believed to be true. 
The CDC’s reluctance to 
fund biological studies of  
chronic fatigue syndrome 
was so great that between 

1995 and 1998, agency offi-
cials diverted half  the funds allocated for the illness to 
other diseases and William Reeves, the head of  the re-
search program at the CDC, got whistle-blower protec-
tion when he testified that officials had lied to Congress 
to cover up the misappropriations.

Worse, much of  that paltry funding has been wasted 
on questionable science. Soon after the outbreaks of  
CFS in the 1980s, government officials suspected that it 
was psychosomatic, because its manifestations were so 
bewilderingly diverse. Stephen Straus, head of  the CFS 
research program at the NIH, said that he believed it 
was the same illness that was once called neurasthenia, 
“a neurosis characterized by weakness and fatigue.” Of-
ficials stuck to that position even as a large body of  evi-
dence accumulated that CFS patients have characteristic 

Stolen Notebooks and a Biochemist in Chains
How did the study of chronic fatigue syndrome come to this?

By Julie Rehmeyer.

Article: Stolen Notebooks and a Biochemist in Chains

Judy Mikovits
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patterns of  immune, autonomic, neurological, and en-
docrine abnormalities.

Scientists funded by the CDC published a stream of  
research to support the idea that CFS is psychosomatic, 
but their work has some troubling flaws. Last year, for 
example, a study by the former director of  the agency’s 
CFS research program pointed out that 29 percent of  
diagnosed patients have a personality disorder, com-
pared with just 7 percent of  healthy controls. The pa-
per concluded that “this might be associated with being 
noncompliant with treatment suggestions, displaying 
unhealthy behavioral strategies and lacking a stable so-
cial environment.” But the study ignored the fact that 
having a chronic illness, particularly a highly misunder-
stood one, itself  takes a toll on mental health. In 2003, 
by contrast, a non-CDC study found no difference in 
neuroticism and depressive symptoms between patients 
with CFS and those with multiple sclerosis.

An additional problem with this study and many 
others was that they used 
a definition of  the dis-
ease that most research-
ers consider overly broad. 
Because there is not yet a 
blood test or other clear 
diagnostic marker for the 
disease, any definition has 
to rely on a set of  symp-
toms. A 1994 definition 
required that patients ex-
perience six months of  
fatigue that isn’t helped by 
rest along with several of  
a set of  other symptoms 
including concentration problems, sore throat, pain, and 
increased symptoms after exercise. Many researchers ar-
gued that the requirements needed to be tightened to en-
sure that the definition would capture only CFS patients, 
and not those with depression or some other ailment. In 
2005, the agency offered a new “empirical” definition, 
but rather than tightening the criteria, the new definition 
quadrupled the number of  people considered to have 
the disease. The included symptoms were unchanged, 
but the empirical definition required that the symptoms 
have lasted only one month rather than six and estab-
lished a low threshold for the intensity and frequency 
of  these symptoms. One study showed that 38 percent 
of  people diagnosed with clinical depression qualified 
as having CFS under the new guidelines but not the old 
ones. But broadening the pool of  patients in this way has 
only made it harder to find physiological abnormalities 
and easier to find psychological ones, and it casts into 
doubt whether any new results would apply to CFS pa-

tients as defined by a more specific definition.
Among U.S. scientists who work primarily on this 

disease, essentially no one argues for a psychosomatic 
cause. Nor do any researchers use the 2005 definition, 
besides the ones whose work is paid for by the CDC. 
Nevertheless, the agency has had a huge influence on the 
opinion of  doctors and the general public, creating an 
attitude of  skepticism and even condescension toward 
the disease. Rather than focusing on treatments, the ma-
jority of  research has gone toward providing evidence, 
in one form or another, that patients had some kind of  
psychological problem long before they developed the 
syndrome. Although public officials have acknowledged 
that the disease may have a number of  different causes, 
including physiological ones, their public statements 
have alienated the patient community, without offering 
any clear path to treatment or prevention.

So when Whittemore opened her institute, many pa-
tients saw it as their hope for salvation. Whittemore used 

her own wealth (report-
edly contributing $5 mil-
lion initially) and connec-
tions (raising $10 million 
from the state of  Nevada, 
and $1.4 million from pa-
tients and other private 
donors) to fund research 
that would be free of  the 
federal government’s ap-
parent bias toward psy-
chiatric explanations. 
Eventually, the NIH got 
behind Whittemore’s ef-
fort, too, supplying a $1.5 

million grant for her institute’s CFS research.
Just a few years after its founding, the retrovirus find-

ing seemed to justify all the high hopes. Because retro-
viruses can spread through blood transfusions, the risk 
to the general public was obvious. CFS was catapulted 
out of  the backwaters of  science and into the land of  
big money.

When other groups’ first attempts to replicate Miko-
vits’ finding failed, some patients waited for more rigor-
ous studies, but some rallied harder to defend Mikovits, 
sending money from their disability checks to support 
the institute. (A few were said to have levied death 
threats against scientists who questioned the retroviral 
link.) Mikovits was deluged with emails from patients 
expressing their desperation for a cure, proclaiming her 
a hero and pledging to stand by her no matter what. And 
Mikovits herself  combatively defended her result. She 

(Continued on page 22)

Article: Stolen Notebooks and a Biochemist in Chains
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even fanned the skepticism by making wildly irrespon-
sible claims, tying the retrovirus to autism, Parkinson’s 
disease, MS, Lou Gehrig’s disease, and dementia. The 
Whittemores also went way beyond the evidence, selling 
an unvalidated XMRV test to patients for around $500 
apiece through a separate lab that they owned.

Eventually, though, major studies came in showing 
that the infectious agent she’d discovered was almost 
certainly a laboratory contaminant and not the cause of  
CFS at all. And that turned out to be only the begin-
ning of  the bad news 
for Mikovits and the in-
stitute. The commercial 
lab stopped selling its 
XMRV test, but it had 
taken many thousands 
of  dollars from patients 
for an illegitimate test. 
Questions emerged 
about whether Mikovits 
had faked data in her 
Science paper. Whitte-
more fired Mikovits in 
a dispute over who con-
trolled her lab samples, 
putting into limbo the 
institute’s $1.5 million 
grant, for which she is 
the principal investiga-
tor. Soon after, Miko-
vits’ former research 
assistant said that he 
had secreted critical lab 
notebooks out of  the 
building to her and the 
WPI pressed charges against her for theft, leading to her 
manacled appearance in a California courtroom. She is 
now out on bail and the notebooks have been returned.

How did this once-promising effort to understand 
and treat CFS go so far off  the rails? The intoxicating 
effect of  being lauded as the sole defender of  the the-
ory that might rescue more than a million desperately 
ill Americans probably contributed. Some CFS patients 
felt so mistreated that for them, Mikovits wasn’t just a 
researcher whose theory wasn’t yet validated; she was 
their redeemer. For those patients, the legitimacy of  the 
retrovirus research became conflated with public accept-
ance of  CFS as a “real” disease. Their fervor may well 
have fueled that of  both Mikovits and the institute, leav-
ing each feeling that they were the only ones left stand-
ing up for patients and supercharging their initial en-

thusiasm for the work into self-righteous certainty. For 
now, it’s unclear whether Mikovits is a fraud; an over-
ambitious, careless, and irresponsible scientist; or just a 
researcher who temporarily lost all perspective. But it’s 
easy to imagine how her sense of  obligation to produce 
results quickly for desperate patients, and the polarized 
atmosphere around CFS research, could have greased 
the slide she and the institute took from cautious science 
into reckless overreaching.

The failings of  Mikovits, Whittemore, or the patients 
who trusted them aren’t the point, though. With a dis-
ease this debilitating and marginalized, some patients 

are bound to make leaps 
of  faith; some researchers 
might start to believe their 
own press; and a mother 
may overextend herself  in 
her quest to save her child. 
But the alienation of  the pa-
tient community only arose 
because of  the mishandling 
of  CFS by the public agen-
cies. The best way to avoid 
this kind of  fiasco would 
be for researchers and pub-
lic health officials to follow 
their obligation to protect 
public health, be faithful to 
the science from the begin-
ning, and fund and pursue 
the many promising avenues 
for research on CFS that 
have recently emerged.

Remarkably, despite the 
minimal funding, such av-
enues have emerged. Re-
searchers are making pro-

gress toward developing a test that could definitively 
determine who has the disease and who doesn’t—by 
using either proteins in spinal fluid or alterations in gene 
expression after exercise. Such “biomarkers” for CFS 
would show whether CFS is a single disease or a clus-
ter of  related ones. An experimental drug treatment has 
been remarkably effective and has provided evidence 
that CFS is an autoimmune disease, opening a whole 
new area of  treatment possibilities. These scientists 
aren’t selling testing kits or making dramatic statements 
about their devotion to their patients. They’re just doing 
their jobs. And they need a lot more government sup-
port in getting them done. 1

Reprinted from Slate, 2 December 2011 (http://tiny.
cc/8cj7nw)

(Continued from page 21)
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Most people with fibromyalgia (FMS) and chronic fa-
tigue syndrome (ME/CFS) also have a few other illness-
es, and both research and observation have long shown 
that specific illnesses tend to accompany FMS and ME/
CFS.

In a review of  FMS literature, noted researcher Dr. 
Muhammed Yunus presents evidence for the cluster of  
illnesses we generally see all having a key feature in com-
mon: central sensitization (CS). As a group, they’re called 
central sensitivity syndromes (CSS), although some of  
the conditions are classified as diseases.

The many illnesses Yunus identifies as CSS include:

• Chronic fatigue syndrome
• Irritable bowel syndrome
• TMD/TMJ (temporomadibular disorder)
• Restless legs syndrome
• Rheumatoid arthritis
• Systemic lupus
• Ankylosing spondylitis
• Osteoarthritis
• Diabetes
• Inflammatory bowel disease
• Carpal tunnel disorder
• Myofascial pain syndrome
• Multiple chemical sensitivity
• Post-traumatic stress disorder
• Gulf  War illness
• Interstitial cystitis
• Vulvodynia

Yunus says it’s important for doctors to be aware of  
these overlaps so they can accurately diagnose and man-
age FMS when it accompanies other conditions.

What is Central Sensitization?

Usually when we hear about sensitization or sensitiv-
ity, it has to do with an allergy. In an allergy, the body be-
comes sensitive to a particular substance and thereafter 
reacts inappropriately to it.

The central part of  CS refers to the central nervous 
system, which is made up of  the brain and spinal col-
umn. The central nervous system, in these conditions, 
because sensitized to “noxious stimuli,” which is basical-
ly any input that’s unpleasant - pain, bright light, certain 

noises, etc. As with an allergy, the body begins to react 
inappropriately to that input.

As a result, what should be mild discomfort becomes 
pain, an obnoxious noise may trigger pain or anxiety, 
and light pressure from a waistband may cause a burn-
ing feeling on the skin and a deep ache in the muscles 
and connective tissues.

Yunus says evidence supports the theory that CS is 
a causal factor in these illnesses and the reason that they 
so often occur together. (Causal factor means that it is 
one of  many causes that come together and not the sole 
cause.) Having one CSS predisposes you to the others.

My Experience

I can see CS at work in my life from an early age. I 
have myofascial pain syndrome, which I believe started 
with an accident at age 10 that jarred my entire spine and 
caused lasting muscle damage and, I’d eventually learn, 
multiple trigger points. I’ve had chronic pain since then.

In high school, I started having mild TMJ symptoms. 
In college, my job waiting tables lead to carpal tunnel 
disorder. I had severe gestational diabetes with both 
pregnancies.

Close relatives on my mother’s side have/had dia-
betes, inflammatory bowel disease, interstitial cystitis, 
osteoarthritis and multiple chemical sensitivity. This is 
a good example of  a genetic predisposition toward CS, 
which Yunus discusses.

Which CS conditions do you have? Which others are 
present in your family? 1

Reprinted from About.com: Fibromyalgia & Chronic Fa-
tigue (http://tiny.cc/smm7nw).

Illness Clusters: The Reason Fibromyalgia & 
Chronic Fatigue Syndrome “Bring Friends”
By Adrienne Dellwo.

Article: Illness Clusters – The Reason Fibromyalgia & Chronic Fatigue Syndrome “Bring Friends”



TA
LK

IN
G

 PO
IN

T – 2
0
1
3
 Issue 1

 (January-February-M
arch)

The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 24 Article: In Her Own Words – Living with CFS

Alicia is a 54-year-old mother of  two who lives in New 
York. Having lived with crippling chronic fatigue syn-
drome for 10 years, she has learned how to get through 
each day—although some are much harder than others.
What was your first sign that something was wrong? 
What symptoms did you experience?

In 1990, I was all set to accept a new position in re-
search, hoping it would help to finance my children’s col-
lege education. Instead, I ended up totally disabled.

The onset of  my troubles was violent. A virus at-
tacked my bronchial area and it was swollen shut, making 
it extremely difficult to breathe. I was under the care of  a 
lung specialist for six weeks. I had a bronchioscopy, and 
they looked for tumors. The virus left me with asthma, a 
condition that I still have today. Eventually my breathing 
got better, but I felt that the life was drained out of  me.

Aside from tremendous fatigue, I have blurred vi-
sion, dizziness, pain (in my connective tissue, not my 
joints)—mostly in my breast bone and hips. I experi-
enced pressure headaches, orthostatic intolerance (I 
can’t bend over or I feel like I’m going to pass out), low 
blood volume, irritable bowel syndrome, and loss of  
short-term memory. I often know what I want to say but 
I can’t think of  the word. I have other symptoms too.

What was the diagnosis experience like?
On the day that I was scheduled to start my new job, 

I literally couldn’t get my head off  of  the pillow in the 
morning. I went to a medical clinic and saw a young fe-
male doctor who said “I think you’re depressed.” She 
didn’t even know me! But shortly thereafter, depression 
was ruled out.

Six months lapsed before I had a definitive diagnosis. 
I went through all kinds of  tests. They checked me for 
cancer, multiple sclerosis (MS), all types of  ominous ill-
nesses—even AIDS. And all I got back were negative 
results from all the tests. Then my cousin went to To-
ronto and found a magazine article on chronic fatigue 
syndrome and told me about it. I met all the criteria, but 
it was a very subjective diagnosis.

My husband went with me to my doctor and told him 
“This woman is very, very ill,” and the doctor seemed 
more willing to listen to me after hearing my husband’s 
testimony. Then I had to deal with trying to get disabil-
ity. The organization I was dealing with said to me “Your 
word means nothing. We’ll only listen to a doctor.”

What was your initial and then longer-term reac-
tion to the diagnosis?

Well, I wanted to know the truth and find a way to 

get through it. Being an extremely active person, it was 
very hard for me to make adjustments. I went through a 
grieving process. Initially, there was denial—I kept tell-
ing myself  “This isn’t going to stop me.” But when you 
do that, you fall on your face. I went through a period 
of  anger. Then finally acceptance—that’s when you start 
to live more successfully, but as a disabled person. It’s 
very painful. You want to be a productive person, but 
it’s hard.

One of  the hardest things for me emotionally is that 
I don’t think that most doctors—or health care institu-
tions know the truth about this disease. Another diffi-
cult thing is that I’ve lost friends because of  this disease. 
They don’t understand. They say to me “Well, I get tired 
too, but...” My prayer is that one day people will really 
understand this illness.

How do you manage your disease?
Mostly by listening to my body. When I am feeling 

ill or tired, I have to take it easy. The disease will only let 
you do so much before it knocks you out.

Did you have to make any lifestyle or dietary 
changes in response to CFS?

I have to watch overexertion—even something like 
walking into a grocery store and trying to do the aisles. 
It goes beyond what my energy will allow. I’m also like a 
barometer. I have an especially hard time when it’s cold 
outside, when it’s rainy or humid. But the disease runs 
me, really. I can’t do a lot to worsen my condition be-
cause it just exhausts me and prevents me from overdo-
ing. Whatever the disease chooses to do to you, it can 
run your life. It’s very frustrating. You save up all your 
energy to go to a wedding but your body may not co-
operate.

I also take vitamins. But many people with this dis-
ease are preyed upon by quacks. I feel that you need 
to know what’s going on in your body first. I think 
it’s dangerous to randomly treat this. Some people are 
so desperate that they spend a fortune on all kinds of  
“treatments.” I believe in getting blood tests and treating 
aspects of  the disease that need to be treated.

Did you seek any type of  emotional support?
Well, I’m not into organized religion really, but I do 

have faith in God. I believe that things will ultimately 
be okay. When I initially became ill, I asked the doctor 
for a referral to a counselor. My children were 10 and 
13 at the time, and I thought we’d have a lot of  adjust-
ments. I wanted something that would help everyone in 
the family. But we did have a bad experience with the 

In Her Own Words: Living with CFS
An interview with Alicia.
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Article: In Her Own Words – Living with CFS / Poem

psychologist who made a really insensitive comment to 
me once about how lucky I was to have my family and 
that without them I’d be living alone and on welfare. I 
was ready to fire her after that, but she sent a very sin-
cere letter of  apology, stating that she had no right to say 
that. After that, we saw her as needed and she gave us 
some coping tools. But I’m luckiest because I have such 
a loving family.

Does CFS have any impact on your family?
Definitely. It puts quite a burden on the healthy 

spouse. If  I take my daughter shopping, I need to stop 
and rest all the time. At most I can go to one store, but I 
can’t walk through the whole mall. I need to save up my 
energy. Usually, I sit and wait for my daughter to shop. I 
can’t go to the grocery store anymore. My family helps 
out. But many people with this disease who don’t have 
families have to go to a nursing home. It’s heartbreaking.

What advice would you give to anyone living 
with CFS?

First, go to a doctor who knows about the disease 
and will do the appropriate diagnosis. Unfortunately, I 
don’t think most doctors really understand this disease. 
Also, listen to your body. You know when you’re ill. 
Write down your symptoms and try to find a knowledge-
able doctor.

Interviews were conducted in the past and may not 
reflect current standards and practices in medicine. Talk 
to your doctor to learn more about how this condition 
is diagnosed and managed today and what treatment ap-
proaches are right for you.

As told to Amy Scholten, MPH 1

Copyright © 1997-2012 iHerb Inc. All rights reserved. 
Copyright © 2012 EBSCO Publishing All rights reserved. 
Reprinted from iHerb (http://tiny.cc/jai7nw).

Our M.E.

By Paige Ann Golding

(In this poem Paige Ann has wriitten

about her M.E. as a child)

M.E is the name,
Making life harder is its aim.

No one really understands this illness you see,
Sometimes cant hold up your arms to eat your tea.

What does it gain?
To give us pain?

Headaches hurt so very much,
Why is my skin hard to touch?

Its such a shame,
Is there something wrong with my brain?

Such a pale face,
So much energy used to tie each lace.

Why aren’t you in school?
Who is she?

Just some girl with M.E

At the end of  the day,
What can I say?

I really wish our lives were not this way.

Poem
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Dealing with the constant, daily pain of  fibromyalgia can 
be tough. But the task can be even tougher if  you fall 
into some common traps.

Everyone makes mistakes, but there are some mis-
steps that can make it even harder to cope with fibro-
myalgia.

Learn how to avoid them and make living with fibro-
myalgia that much easier.

Not tracking your pain

“The problem with fibromyalgia is that patients are al-
ways in pain so it’s hard to judge when things get bet-
ter and when they don’t get better,” says Bruce Baethge, 
MD, a rheumatologist with Texas A&M Health Science 
Center College of  Medicine and Scott & White Health-
care, in Temple.

Keeping a pain diary can help you keep track of  the 
ebbs and flows of  your fibromyalgia.

And if  you know when things are better, you can 
also figure out what made them better and what to do 
next time.

Expecting too much from medication

The U.S. Food and Drug Administration has approved 
three drugs for fibromyalgia: Lyrica (pregabalin), Cym-
balta (duloxetine), and Savella (milnacipran).

These drugs may or may not work for you, or be 
only partially effective. They can also be expensive or 
may have side effects, including psychiatric problems, 
Dr. Baethge says.

Be flexible about your options and be willing to 
switch if  necessary. “Treatment for fibromyalgia is not 
just one medicine. It’s a lifestyle,” he says.

Refusing to consider off-label drugs

Off-label drugs are those that are approved for use with 
one condition but frequently given to people with an-
other condition.

For instance, fibromyalgia patients are often treated 
with antidepressants, even though not all antidepres-
sants are specifically approved for this condition.

Some people get dramatic relief  with both older and 
newer generations of  antidepressants.

Not exploring alternatives

What’s considered an alternative treatment in conven-
tional medicine may not be for fibromyalgia.

For instance, Dr. Baethge says, “Yoga is not consid-
ered an alternative treatment for fibromyalgia. We use 
stretching exercises as a mainstay of  therapy.”

Learning how to relieve stress through meditation, 
biofeedback techniques, or Tai chi, a Chinese martial art, 
can also be helpful. Check out the National Center for 
Complementary and Alternative Medicine for more on 
Tai chi.

Sticking with the wrong doctor

Believe it or not, there are physicians out there who still 
think that fibromyalgia patients are making up the symp-
toms, probably because there’s so little known about the 
condition.

Needless to say, this kind of  doctor isn’t going to 
explore all the options for your care. Don’t be afraid to 
switch if  you think you may be seeing one of  them.

Look for a specialist, such as a rheumatologist, who 
focuses on fibromyalgia. The Co-Cure Project has a list 
of  patient-recommended docs by state.

Denying that you’re sick

Many patients diagnosed with fibromyalgia will visit one 
physician after another trying to find a different opinion.

By all means, get a second opinion. But refusing 
to accept the diagnosis after a second, third, or fourth 
opinion means you’re losing precious time, which could 
be spent learning about and managing the condition.

Dr. Baethge recommends reading all you can about 
fibromyalgia. “Education is key,” he says.

13 Mistakes Fibromyalgia Patients Make
Learning to avoid these common traps can make living with fibro that much easier.

By Amanda Gardner.

Article: 13 Mistakes Fibromyalgia Patients Make
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Not enlisting family support

Ask for the support of  your spouse, parents, siblings, 
and children, but do it with open eyes.

“Family interaction can be good or bad. It depends 
on how understanding the family is,” Dr. Baethge says. 
“A lot of  times people get upset because their spouse or 
family doesn’t understand what they’re going through.”

The cure for this: Direct family members to any of  a 
number of  websites that can explain the disease, such as 
the National Fibromyalgia Association, the Mayo Clinic, 
and the Johns Hopkins Arthritis Center.

Not reaching out to others

“Everybody needs a friend they can talk to about their 
illness,” Dr. Baethge says.

Support groups can be helpful too.
Find a local chapter of  the National Fibromyal-

gia Association or check out one of  many online sites 
geared to help those with fibromyalgia.

Not talking about it

You may be sick of  thinking and talking about your pain 
and, unfortunately, you might feel like your doctor, your 
family, and even friends are sick of  it too.

But clamming up isn’t necessarily your best bet.
You can talk about fibromyalgia pain in a way that 

can benefit not only you but also others with the same 
condition: by becoming an advocate for a fibromyalgia 
organization.

Feeling guilty

Don’t beat yourself  up about being depressed, angry, 
frustrated, or scared.

“It’s reasonable to become depressed,” says Dr. Ba-
ethge. “Any normal person who hurts all the time is go-
ing to feel that way.”

And feeling guilty on top of  being depressed is sim-
ply going to make the pain worse, he adds.

Letting fibromyalgia get to you

As with any chronic illness, there will be days when 
you feel down, maybe even way down. Finding activities 
you enjoy will bring balance and joy to your life.

“Learning to do things takes your mind off  the 
pain,” Dr. Baethge says. “This tends to be better than 
sitting at home moping.”

Many people have found that attending church, 
spending more time with a grandchild, or picking up a 
new hobby can help.

Taking life too seriously

“Humor is important,” Dr. Baethge says. “Do things 
that make you laugh or smile.”

That could be as simple as watching a DVD that’s 
funny.

And if  your pain prevents you from sitting through 
the entire show, watch it till you laugh, then pause it.

Not moving because it hurts too much

“Yoga, swimming, and walking have all been shown to 
be of  benefit in managing chronic pain, and it’s really 
important for fibromyalgia,” Dr. Baethge says. “It’s hard 
to get people to buy into this because when they first try 
it, they hurt even more.”

Some people even forgo medication and try to get 
by on exercise alone to help with pain. “They tend to do 
pretty well,” Dr. Baethge says. “They’re high function-
ing.” 1

 
Reprinted from MSN Healthy Living (http://tiny.
cc/47h7nw). Copyright © 2012 Health Media Ventures, 
Inc. All rights reserved.

Article: 13 Mistakes Fibromyalgia Patients Make
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Chronic Fatigue Syndrome and fibromyalgia bring dra-
matic and far reaching changes, not only to the person 
who is ill but also to those around her. For all whose 
lives are touched by the conditions, predictability is re-
placed with uncertainty, stress is increased, emotions are 
intensified, and many practical aspects of  daily life are 
altered.

This article focuses on four areas of  adaptation: 
household tasks, family finances, socializing, and psy-
chological adjustments. For other family adjustments, 
see the article Coping with the Impacts of  CFS and FM. 

Household Tasks

CFS and fibromyalgia usually lead to a redistribution of  
household tasks such as cooking, cleaning, shopping, 
laundry, and bill paying. For those things the person 
with CFS or FM can’t do or can’t do in the same way 
as before, there are two main options: reassigning and 
simplifying.

Reassigning means finding someone else to do part 
or all of  a task that the person who is ill used to do. 
Probably the most common solution is for a healthy 
family member to take over some or even many of  the 
duties formerly done by the person who is ill. But there 
are other solutions as well. If  children live at home, they 
may contribute in various ways, such as by keeping their 
rooms clean, helping with meal preparation and doing 
their own laundry. If  adult children live nearby, they may 
offer practical help as well. Another solution is to pay for 
help, for example by hiring a cleaning service.

Simplifying means continuing to do something, but 
in a less elaborate or complete way. For example, peo-
ple may clean house less often or cook less complicated 
meals. Some people adopt new standards for them-
selves. One patient told us, with a smile, that she now 
views dust as “something that protects my furniture.” 
And some people simplify by downsizing their home. 
For example, several people in our program have moved 
from a house to a condominium.

While accommodations to the patient’s illness are of-
ten required, the patient may be able to increase to some 
degree the amount of  work she can do. For example, the 
person who is ill may accomplish more with lower symp-
toms by sitting rather than standing while preparing 
food or having several short work periods with breaks. 
Spreading housework over a week can avoid the push 
and crash syndrome. Finally, most patients have better 

and worse times of  day and can get more done by work-
ing during their good hours of  the day. 

Financial Adjustments

The financial effects of  CFS and FM vary greatly. Some 
families make no changes to their finances or only mi-
nor adjustments. This may occur if  the person who is ill 
was not employed when she or he became ill or was at 
or near retirement. Some people are able to arrange an 
early retirement with a slightly reduced pension. A few 
patients, who continued working while their symptoms 
worsened, have told us that they wished they had evalu-
ated their financial situation earlier and retired sooner.

For other families, however, illness creates moder-
ate to severe financial strain. For some, family income 
is cut drastically. If  the patient is unable to work, family 
income may be reduced by half  or more. A successful 
application for disability payments can reduce the defi-
cit. (About 40% of  the people who take our patient self-
help course report receiving disability.)

Families in our program have used several additional 
strategies in response to financial stress. In some cases, 
a healthy family member has changed jobs to get work 
at higher pay or with better health insurance benefits. 
Some also report that they established financial disci-
pline by strict budgeting and a reduction in spending. 
Others have moved to smaller, less costly homes, a strat-
egy which can reduce both expenses and household 
tasks. 

Social Adaptations

Because people with CFS and fibromyalgia have signifi-
cantly less energy than before they were ill, they often 
reduce the time they spend with others, creating a loss 
of  companionship both for themselves and for those 
around them. Factors such as energy limitations and 
sensitivity to sensory input (noise, light and movement) 
may force a reduction in the length, the type or the form 
of  time with others.

People with CFS and FM sometimes substitute 
phone or email contact for meeting in person. Sensitivity 
to light and noise may lead to changes in where and how 
people socialize. For example, a family may rent movies 
to view at home, rather than going to a movie theater. 

Family Adjustments to CFS & FM
By Bruce Campbell.

(Continued next page)

Article: Family Adjustments to  CFS & FM
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Describing how he and his wife adjusted to her limita-
tions, one husband in our program said that they had 
replaced hiking and camping with dinner and a movie. 
In sum, the patient’s illness may reduce the time he or 
she can spend with other people and lead them to focus 
on less physically and mentally demanding activities.

Adjusting Expectations to a “New Nor-
mal”

Underlying the many practical adaptations described 
above is a psychological adjustment: acceptance that life 
has changed on a long-term basis. This is sometimes 
called finding a new normal. 

 Just as loss is a significant challenge for people with 
CFS and fibromyalgia, so, too, is it an issue for family 
and friends. Those with the conditions experience loss 

of  health and, often, loss of  income, friends, valued ac-
tivities, and the future they had planned for themselves.

Family and friends experience losses as well, includ-
ing loss of  the person they used to know. Like the pa-
tient, the family experiences the loss of  a dream and is 
challenged to adjust to a different type of  life than it had 
planned. Family members lose some of  the companion-
ship they used to enjoy and, instead, may have to take on 
new responsibilities.

The key to psychological adjustment is acceptance, 
a complex attitude that includes the recognition that 
life has changed and letting go of  a past life and of  the 
future as it was envisioned. Acceptance does not mean 
resignation, but rather a commitment to live the best life 
possible under the circumstances, recognizing that it will 
be a different kind of  life than before. 1

Reprinted from CFIDS & Fibromyalgia Self-Help (http://
tiny.cc/csp7nw).

(Continued from previous page)

Several categories of  medications may also help, in-
cluding sedatives, drugs affecting dopamine, pain reliev-
ers and anticonvulsants. A drug that is often prescribed 
is Requip. 

Neurally Mediated Hypotension (NMH)

NMH is a condition of  sudden decrease in blood pres-
sure that causes light-headedness, nausea and sometimes 
fainting. It is very common in people with CFS. It occurs 
when the usual mechanisms for maintaining blood pres-
sure fail. Normally, when a person stands, blood pres-
sure is increased to keep blood flowing to the head.

In people with NMH, this process is reversed and 
blood pressure falls. Dizziness or fainting can also be 
caused by the release of  adrenaline. Treatments include 
increasing blood volume through the consumption of  
more fluids and salt, wearing support hose, avoiding long 
periods of  standing, and using medications like Florinef.

(Note: NMH is one type of  orthostatic intolerance. 
Another form is postural orthostatic tachycardia syn-
drome (POTS), which causes a rapid increase in heart 
rate when a patient stands up.) 

Other Related Conditions

Besides the conditions just described, other medical 
problems often occur together with Chronic Fatigue 

Syndrome and fibromyalgia. Among people who take 
our self-help course, the following conditions, listed 
alphabetically, are common in addition to those men-
tioned earlier: arthritis, asthma, back and spinal prob-
lems, GERD (gastroesophageal reflux disease), and thy-
roid problems.

In Conclusion

The twin bottom lines:
• For people with CFS and fibromyalgia, multiple 

medical problems are the rule, not the exception. 
• By treating other conditions, you may be able to 

moderate your overall symptom level.  

For Further Information

• Buchwald, Dedra. “Alphabet Soup.” CFIDS 
Chronicle 2005-2006: 44-47. (Part of  special issue 
on the science and research of  CFS.)

• CFIDS Association of  America. “Orthostatic 
Intolerance and CFIDS Fact Sheet.” Posted at 
www.cfids.org .

• Matallana, Lynne. The Complete Idiot’s Guide to Fi-
bromyalgia. New York: Alpha Books, 2005. (See 
chapters 1 and 13.) 1

Reprinted from CFIDS & Fibromyalgia Self-Help (http://
tiny.cc/ymu8nw).

(Continued from page 15)

Article: Family Adjustments to CFS & FM



TA
LK

IN
G

 PO
IN

T – 2
0
1
3
 Issue 1

 (January-February-M
arch)

The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 30 Miscellaneous: Information about ME/CFS

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

Contact numbers

Auburn Kay Hoskin 8849 2143

Barossa Valley Dennis 8563 2976

Eyre Peninsula Jodi 0427 831 133

Mt. Gambier Di Lock 8725 8398 or
0438 358 398

Port Lincoln Jade and Pauline 8683 1090

Port Pirie Marj 8633 0867

Strathalbyn Margaret 8536 3218 or
0400 187 015

Victor Harbor Andrea and Mark 8552 9857

Northern Yorke 
Peninsula

David 8862 1665

Yunta Gloria 8650 5938

Country Support Contacts

Disclaimer

Please note that meeting times are subject to 
change.

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

•	 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).

Changes

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

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

Miscellaneous Support Contacts
SAYME
(South Australian 
Youth with ME)

Emma 8381 4417

SAYME Parents Marg 8381 4417

Southern Bradley 0406 944 252
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