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Page 2 Contact details and general information

Disclaimer

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

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

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

Always consult your medical practitioners before 
commencing any new treatments.

Notice to Vendors

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

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

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

See notice regarding Advertising on page 3.

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

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

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

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

Note: It is our policy to ignore anonymous correspondence.

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

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

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

Spen Langman, Renae Leverenz.

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

New Members (cheaper rates apply for renewal):

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

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

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

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

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

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

All donations of  $2.00 or over are tax deductible and a 
receipt will be issued.
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Advertising

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

Copyright

Copyright © 2011 ME/CFS Australia (SA) Inc. Copies of articles copyrighted to ME/CFS Australia (SA) Inc. may be used by 
similar non-profit organizations if accompanied by clear acknowledgment of each item and the inclusion of ME/CFS Aus-
tralia (SA) Inc.’s postal address PO Box 383, Adelaide South Australia 5001 and website address www.sacfs.asn.au.
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Page 4 Society Matters: New southern suburbs social group / Membership

The Society really needs your help with our financial 
situation. Membership fees are due now and renewal 
forms will sent out with this edition of  Talking Point 
(see page 9). But, as important as membership fees 
are, they fall well short of  maintaining the society. We 
keep them low as we know most of  our members are 
on pensions or similar. So, donations from members, 
relatives of  members, or businesses who can afford it 
make all the difference. We aspire to, one day, employ 
office staff  with the help of  government funding, 
however in the meantime all of  our work is done by 
volunteers, often at considerable cost to themselves in 
terms of  energy and finances, so you can be assured 
that anything donated or given in support via fund-
raising events goes to a good cause.

James Hackett,
President
ME/CFS Australia (SA) 1

Membership

We currently don’t have any metropolitan support 
groups, so it was good to hear from member, Bradley 
McCann:

“I’m Bradley, a young man with ME/CFS. I’m 
interested in starting a social group for people with 
ME/CFS in the south of  Adelaide to meet at a cafe 
to chat and share our stories (if  comfortable) and pro-
vide a sense of  community support for an illness not 
well understood. 

If  you would like to share a coffee or hot choco-
late with such a group, please contact Bradley on 0406 
944 252.” 1

New Southern Suburbs 
Social Group
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ME/CFS Australia (SA) Inc. 
OFFICE:   266 Port Rd, Hindmarsh  SA  5007 
OFFICE HOURS:  Wednesdays  10am – 3pm 
WEBSITE:   www.sacfs.asn.au 

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

 
 

 

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

 
    *POSTCODE: 

 
HOME  PHONE: (      )          WORK: (      ) 

    
       MOBILE: 

 
EMAIL: 

    
       DATE OF BIRTH:            /          / 

 

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

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

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

 
 Annual Subscription Rates 

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

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

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

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

Total enclosed:  
:       

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

 
 
 
 
 

Membership 
 

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

 
 Signed:     Date:         /         / 

 

Payment Method 
 

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

  VISA   MasterCard 
 

 

Card number: 
 
 

       
 
 Name on card:                                                                           .  

 
 Signed:                                                       Expiry Date:         /          . 

 

  

                

 

$                                      . 

 

$                                      . 
 

Which Best Describes You? 
 

I suffer from: 
 

 ME/CFS  FM  MCS  Other___________ 
 

or, I am a: 
 

 Carer  Relative     Friend 
 
 

 Health Professional / Scientist 

    

   

 

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

Entered in database                            . Receipt No.                                             . 
 

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

for their publication of Talking Point
and other society materials.

http://www.worldwideonlineprinting.com.au
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Society Matters: Healthy controls needed

Healthy controls needed

For more information, visit: http://sacfs.asn.au/news/2010/04/04_22_adelaide_brain_scanning_study.htm. 1

PHYSICALLY INACTIVE YOUNG HEALTHY ADULTS

18 to 50 years of age

REQUIRED AS VOLUNTEERS FOR INNOVATIVE 

ADELAIDE-BASED BRAIN-SCAN RESEARCH 

INVESTIGATING CHRONIC FATIGUE SYNDROME

Funded by the J T REID and MASON FOUNDATION 

Charitable Trusts of Melbourne

Ethically and scientifically approved by the 

Ethics of Human Research Committee of 

The Queen Elizabeth Hospital.

For further information please contact (08) 8267 1767.

Rheumatologist Dr Richard Kwiatek urgently needs 
healthy controls for a brain scanning study he is lead-
ing. Unfortunately, they can’t be people related to or 
living with people with ME/CFS so it would be great 
if  you would encourage your friends to take part.  The 
results of  the tests will be available to them and may 
be of  interest as well as helping all sufferers of  ME/
CFS around the world. He needs at least several more.

See the advertisement below:
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Page 8 Medical pages: Invest in ME Conference Report

I was privileged to attend the Invest in ME confer-
ence on 20th May in London. The day before there 
were several events which helped set the scene leading 
up to the conference. In the morning I was invited to 
join a delegation to parliament to meet with several 
MPs and the Countess of  Mar, from the House of  
Lords, who has been very supportive of  ME/CFS. 
The meeting was ably chaired by Annette Brooke, 
MP, Mid Dorset and North Poole, and several MPs 
attended to hear our concerns. The delegation was 
well represented internationally, and we all had an op-
portunity to speak.

In the afternoon, top researchers who were pre-
senting at the conference, and a few others who were 
attending, were gathered together to discuss their cur-
rent research and to look at opportunities for ongoing 
collaboration. This was a “closed” meeting, but I was 
lucky to be able to go along as an observer. Much of  
the research discussed was embargoed for any men-
tion here, as is still awaiting publication. However we 
were fortunate to have a fascinating 30 minute talk 
from Professor Burnstock on his theories and re-
search on purine signalling. This talk was repeated 
the following day at the conference (see below). I was 
glad to be able to hear it twice as it was complex bio-
chemically. This could have much relevance in ME/
CFS. All the researchers were keen to have ongoing 
contact with a view to collaboration.

Later that day there were evening presentations, 
the first by Professor Ian Gibson – a long-term stal-
wart of  ME/CFS research and it was good to hear 
about the development of  a research and clinical cen-
tre associated with the University of  Norwich and 
the hospital there. The second presentation was by 
Hillary Johnson, the author of  Osler’s Web, and she 
outlined a history of  ME/CFS from a political per-
spective. Both talks were peppered with humour and 
emotion, and provided us with a good lead-up to the 
hard science of  the next day.

The main conference opened on Friday 20th May, 
and after an introduction by Professor Malcolm Hoop-
er, the Key Note speaker was Annette Whittemore, 
President of  the Whittemore-Peterson Institute, 
Nevada. Their Institute for Neuro-immune diseases 
is now running, and encompasses administration, re-
search and clinical work. Physicians and researchers 
are working there, and a systems biological approach 

is taken for diagnosis and treatment of  ME/CFS, the 
aim being to translate science into patient care. She ex-
plained how this illness presents many challenges with 
serious and debilitating symptoms. She went on to 
compare this illness with MS, from the point of  view 
of  funding and then illness and biomedical differenc-
es. As well as differences there are many similarities. 
MS is usually diagnosed as a result of  brain scanning. 
She asked the questions “Is ME an auto-immune con-
dition or an infectious illness?” many pathogens have 
been implicated including viruses, bacteria, fungi and 
parasites. She then compared ME/CFS to HIV infec-
tion, and again outlined many similarities. The main 
difference here is that HIV is sexually transmitted and 
there is no evidence yet to suggest sexual transmission 
in ME/CFS.

When the WPI first started out in research into 
ME/CFS they initially looked at herpes viruses, and 
then finally looked at retroviruses using multiple de-
tection methods. Issues of  contamination have arisen, 
but this is unlikely in view of  the fact that XMRV 
is a distinctly human virus. It has been implicated in 
cancers. Laboratory protocol to avoid contamination 
is stringent.

She feels there are now many opportunities for 
research, and is hopeful that the systems biological 
approach will give answers. Treatment plans are be-
ing addressed to support the immune system, to kill 
organisms and to correct biochemical and hormonal 
abnormalities. She stressed the importance of  medi-
cal education, development of  potential drugs and 
the setting up of  other centres. She feels strongly that 
governments should fund clinical treatment centres, 
and encouraged everyone to become an advocate.

The conference then focussed on clinical and re-
search papers:

David Bell (Lyndonville NY, USA) presented his 
work on the 25 year follow-up of  the young people 
from the initial illness which triggered his research. 
He described this initial outbreak in 1985 in a small 
rural community just south of  Toronto. 210 people 
remained ill following a flu-like illness. Many more 
had the illness, but had recovered by 6 months. Those 
remaining ill were finally diagnosed as suffering from 
ME/CFS. 60 were children and adolescents. The 13 
year follow-up was written up in the Journal of  Paedi-

Invest in ME Conference Report
Dr Rosamund Vallings of the Associated New Zealand ME Society reports from the Invest in ME conference 
held in London, May 2011.
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atrics. 80% described themselves as doing well. Half  
of  these still had symptoms but leading a reasonably 
normal life, the other half  seemed OK. 20% had 
ongoing illness and were “disabled”. He then asked 
“How should recovery be defined?” – “Is it absence 
of  symptoms or adaptation?” If  the answer is adap-
tation, this leads to confusion and a false perception 
of  health. Factors included here would be: patient 
looks OK, tests are normal, specialists come up with 
no diagnosis and there is a lack of  evolution into an 
illness such as MS. This confusion is damaging for 
adolescents.

The current study included a follow up of  28 peo-
ple, and a wide range of  assessment tools was used. 
3 had developed malignan-
cies (thyroid cancer, cervi-
cal cancer and leukaemia) 
and were excluded. The 
remainder (25) were rep-
resented by 3 groups. 2/25 
(8%) were well. 18/25 
(72%) had remitting ill-
ness – they considered 
themselves alright, but 
scores indicated they were 
not well. The third group - 
5/25 (20%) had persistent 
ME/CFS. They considered 
themselves disabled with 
severe symptoms and re-
duced activity. These peo-
ple were on disability pen-
sions, but ME/CFS was not 
used as the diagnosis to be 
eligible, and the illness was 
often called other names to 
ensure the benefit.

He pointed out how 
people do learn to adapt 
to this illness. Many seem to recover but then slide 
down again. The worst symptoms seem to be associ-
ated with sleep and pain. He described his disability 
scale from 0-100 with 100 being entirely well. Many 
of  these patients scored around 30. He felt one of  
the most important questions for the clinician to ask 
was the number of  hours of  upright activity attain-
able each day. In his current study, controls scored 15 
hours, the persisting severe group 1-5 hours and the 
remitting group 13 hours.

In summary he concluded that at follow up 72% 
had mild to moderate illness, although considered 
themselves OK. There was health identity confusion, 
by remembering self  being much worse, and now 

considering self  “well”. Time will tell the long term 
outcome. He felt strongly that he was looking at the 
natural history and course of  the illness rather than 
any medication or vitamins promoting recovery.

Andreas Kogelnik (Stanford University, USA) 
described himself  as director of  the Open Medicine 
Institute (OMI), a community-based collaborative re-
search unit. He has a background in infectious dis-
eases and has worked in ME/CFS for 7 years. His 
unit uses an interactive approach between biotechnol-
ogy, informatics, social networking and bio sampling 
all focussing on clinical medicine and research. He 
feels we need to redefine diseases such as ME/CFS 

using research and network 
tools. He gave an excel-
lent overview of  medicine 
leading up to the whole 
genome sequencing. He 
then described ME/CFS 
as a syndrome with many 
symptoms overlapping 
with other diseases, imma-
ture definition and scarcity 
of  biomarkers. Treatments 
are not standardised and 
outcome data is limited. 
He feels medicine is at a 
crossroads with “guide-
lines based medicine” not 
a particularly good system, 
but a more personalised 
medicine approach would 
cost more. He discussed 
the interaction between ge-
nomics, biotechnology, in-
formatics, clinical medicine 
guidelines and individual-
ised clinical medicine. He 

showed how with the use of  ROC curves and array 
with multiple levels, groups of  patients can be fol-
lowed over time.

He then went on to discuss the nosology of  dis-
ease. This is a very old classification system and has 
not changed much. This system does not fit with 
genes, biomarkers etc. We can now define diseases 
from a molecular point of  view. A focus on differ-
ential diagnoses can help, but may lead to many tests. 
Rather than doing many tests situational genomic 
profiling maybe more useful. Unique host expression 
signatures can be used to define disease. Signatures 

Medical pages: Invest in ME Conference Report

(Continued next page)
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may be predictive of  susceptibility, and may indicate a 
predictive response to therapy. 

At the OMI clinicians are provided with the op-
portunity to participate, there is an integrated infor-
matics registry and a biobank. Collaboration is para-
mount. Clinicians and patients can participate at any 
level. For the clinician this all means better knowl-
edge, electronic practice, involvement in clinical trials 
and strength in numbers. For the patients there may 
be answers to vexing questions, opportunity to partic-
ipate in research and listening ears for concerns. For 
the researcher there is better and more data, access to 
resources etc. They want to do large scale trials and 
focus on chronic and syndromic diseases. He empha-
sised the importance of  the continuation of  the work 
as started by Jonathan Kerr.

John Chia (Torrance CA, USA) discussed his clini-
cal and research experience of  enteroviral involve-
ment in ME/CFS. He started his talk with a case 
presentation – this patient had had ongoing bowel 
problems and associated severe ME/CFS. Enteroviral 
RNA was detected in the biopsies from the stomach 2 
years later. The patient was treated with Chinese herbs 
and regained 70% normal health.

There are 7 serotypes and 100 genotypes of  hu-
man enteroviruses (HEV), many systems can be in-
volved leading to many symptoms. In particular there 
maybe leucopenia associated with fevers. Many flu-
like illnesses are implicated in the lead up. In one 
study 38% of  131 sick ME/CFS patients tested were 
positive twice for HEV compared to only 4% of  con-
trols. The more severe the symptoms, the greater was 
the positivity. In one patient who had died, HEV was 
found in the heart, muscles and brain. Positive biop-
sies are most likely to be obtained from the throat or 
stomach, but throat biopsies are very painful. Clinical-
ly the commonest symptoms are epigastric pain and 
pain in either iliac fossa. Of  the patients who were 
positive, 84% were seriously disabled.

The diagnostic approach should start with very 
careful history taking, which would include infor-
mation about the infection at onset, past history of  
previous infections (particularly URTIs and asthma), 
vaccinations, steroid use, contaminated water expo-
sure, ticks etc. A review of  medical records and lab 
tests is needed. There are usually few physical signs, 
although throat may be inflamed and there can be ab-
dominal tenderness. Tests for HEV should include 
neutralising antibody and immunoperoxidase staining 
on biopsies. The finding of  dsRNA in the stomach 

tissue supports the mechanism of  viral persistence. 
Symptoms should be correlated with results.

Treatment may include antivirals such as pleconaril, 
acyclovir, ganciclovir and cidofavir; and immune mod-
ulation such as use of  ampligen, IV immunoglobulin, 
interferon and herbal immune boosters. He presented 
a further study relating to the herbal product, oxy-
matrine. 52% had a positive response, and these were 
those with the positive biopsies. There were some side 
effects with increase of  CFS-like symptoms initially. 
The dose needs to be increased very slowly. The herb 
is now refined and marketed as Equilibrant, which is 
better tolerated, although patients can still experience 
an initial increase in symptoms. Dose should be built 
up slowly over 2-4 weeks.

Professor Geoffrey Burnstock (University Col-
lege, London) had originally discovered that ATP is a 
transmitter in non-adrenergic, non-cholinergic nerves, 
and the discovery and definition of  P2 purinergic re-
ceptors. His work has had an enormous impact on 
the understanding of  pain mechanisms. He discussed 
purinergic signalling and CNS disorders, and is hope-
ful this could be translated into some understanding 
of  mechanisms in ME/CFS. He described the purine 
nucleotide ATP as an extracellular signalling mole-
cule, which is relevant in pain and CNS inflammatory 
disorders. He gave a historical overview of  his early 
work starting in the 1960s, when the adenosine/iso-
nine connection was identified. They looked then at 
whether some nerve cells make more than one trans-
mitter, and found that ATP was a co-transmitter in all 
nerves, peripheral and central. It is a signalling mol-
ecule. In 1982 two types of  purinergic receptors were 
identified : AD and ATP. In 1985, two subtypes of  P2 
purine receptors and 4 subtypes of  P1 purine recep-
tors were found to be involved in several diseases. In 
1993, initial cloning of  P2 receptors identified P2X 
and P2Y. And then 7 subtypes of  P2X were shown to 
affect many systems. P2X7 led to apoptic cells in the 
immune system, pancreas, skin etc and is involved in 
inflammation and cancer. P2Y has up to 14 subtypes 
and again is involved in many systems.

Nearly all the cells in the body are involved with 
purinergics. It is possible that the P2X7 involved in 
the immune system may be important in ME/CFS. 
It is now known that many cells release ATP, not just 
damaged or dying cells as previously thought. There 
are 2 types of  purinergic signalling : short term e.g. 
neurotransmission and long term such as associated 
with development, proliferation, cell death etc. The 
brain development is associated with purinergics, and 
in particular the glial cells are important. There is in-

Medical pages: Invest in ME conference report

(Continued from previous page)
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terest in purinergic signalling in learning and CNS 
disorders. He therefore feels this area is well worth 
exploring in ME/CFS.

There is also involvement in pain. ATP may initi-
ate the pain. In migraine, ATP pours out in the hy-
peraemic stage. It is important therefore to consider 
antagonists. A study in Japan (Xiang et al) showed 
that antagonists may be effective. There could also be 
some relevance in Alzheimers disease, mood disor-
ders and epilepsy. Drugs are being developed such as 
inhibitors of  ATP, control of  expression of  P2 recep-
tors and antagonists of  P2Xs. 

There is now a Journal of  Purinergic Signalling, 
providing an opportunity to follow this research.

James Baraniuk (Washington DC, USA) discussed 
the proteomics of  ME/CFS. His group had done tests 
on the spinal fluid. They were particularly interested 
in those with CNS dys-
function, which is a critical 
component of  ME/CFS 
and related syndromes. 
These patients had symp-
toms of  central sensitisa-
tion including hyperalgesia 
and allodynia, autonomic 
dysfunction, cognitive dys-
function and severe head-
aches. Increased spinal tap 
pressure had been found 
in the CFS patients which 
correlates with the intensity 
of  headaches, sleep prob-
lems, memory problems, 
fatigue and pain.

In the spinal fluid they looked for diagnostic bi-
omarkers. Their aim was to. help with understanding 
of  pathophysiological mechanisms, provide diagnos-
tic biomarkers for future testing and work on poten-
tial new treatments. They had looked at as many pro-
teomes as possible in the cerebro-spinal fluid (CSF). 
Methods of  analysis were outlined.

The first study looked at 3 groups: fibromyalgia, 
Gulf  war illness (GWI) (most had ME/CFS) and 
controls. 10 proteomes different to controls were 
found. The sets of  proteomes identified correlated 
with function. (e.g. vascular regulation, immune and 
structural injury, structure and repair etc). Baraniuk 
then discussed the Schutzer study (psychiatric patients 
had been excluded). They had compared CFS patients 
with those who had had Lyme disease. 2630 proteins 
were identified in the CSF. 95-99% of  the proteomes 
were removed (the most abundant) and 738 proteins 

were found in the CFS patient samples alone. Some 
were shared between CFS and Lyme patients. Pro-
teomic detection is very expensive ($500,000 per sin-
gle run). It was concluded that CSF proteomes can 
distinguish between subtypes of  fatiguing illnesses.

Once a single protein has been identified as a bi-
omarker, it can be compared with other illnesses and 
controls to confirm that it is unique. Further methods 
then need to be developed for validation. Combined 
biomarker proteins and peptides can form valid bi-
osignatures. Pathways become targets for drug devel-
opment. Unsequenced ion peaks can be assessed for 
post-translational modifications that may infer addi-
tional disease mechanisms such as oxidation.

Future directions include: defining of  illness by 
pathophysiological mechanisms, multidisciplinary 
outcomes and studies, randomised placebo controlled 
trials, continuing prospective studies of  well-defined 

phenotypes and a full re-
view of  the GWI cohort. 
They have hypothesised 
that GWI illness may be re-
lated to a certain genotype 
for an enzyme, carnosine 
dipeptidase-1, which de-
grades an important anti-
oxidant, carnosine. Car-
nosine has potential for 
symptom relief. 

Simon Carding (Nor-
wich, UK) presented an 
overview of  the work be-
ing done with Tom Wile-
man at the University of  

East Anglia and Norwich Hospital. They are par-
ticularly interested in the gut/brain link. He gave an 
overview of  the anatomy and physiology of  the gas-
trointestinal tract. This 9 m long tube is the largest of  
the organs of  the immune system. It has the second 
largest number of  neurones and is the major route 
for pathogens to enter the body. It is exposed daily to 
many micro-organisms. The immune system has to 
mount a response being constantly vigilant, and has 
learnt discrimination. There can be a breakdown in 
tolerance, which then leads to disease. The microbiot-
ica are the normal resident bacteria in the gut. There is 
an increase from top to bottom of  the gut, with most 
being in the lower bowel. There are 10 times as many 
bacteria than cells in our bodies and bacterial genes 
are 100-fold. Genomics provides more accurate iden-
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tification of  bacteria, Sequence information transmits 
to the function of  the bacteria, and diet shapes the gut 
communities. In humans there are 2 main sequences 
in the gut, in animals many more. In humans, 57 spe-
cies are common to more than 90% of  individuals. 
3 clusters of  organisms dominate worldwide, and 2 
phyla dominate. These are essential for gut health. 
Among many functions they have breakdown effects 
and produce vitamins and a mixture of  viruses too. 
The functions on viromes may provide signatures 
of  health and disease. Microbiotica are essential for 
health and wellbeing. Many actions include: defence, 
source of  vitamins, provision of  energy, epithelial 
barrier, promotion of  motility, local immunity and 
oral tolerance. 

If  an animal is completely germ free, there will be 
an immature immune system, a defective gut barrier, 
defective lymphoid tissue and defective IgA, leading 
to susceptibility to infection. There is a microbiotica-
gut-brain axis. Infection is often linked to diagnosis. 
Both antibiotics and probiotics can improve symp-
toms. Infections can impact on memory and learn-
ing too. If  the microbiotica are normal, this modu-
lates brain development, behaviour and the gut/brain 
axis. Stress can induce changes in the gut. Gut activ-
ity releases neurotransmitters with immune mucosal 
responses. Genes, lifestyle, birth and nurturing and 
medical practices can all alter microbiotica. Symbiosis 
leads to regulation and homeostasis.

In relation to diet, an imbalance of  bacteria can 
lead to alterations in weight. Rat studies were shown 
as an example. For instance an overgrowth of  bacter-
oides leads to rats becoming very skinny. Alterations 
in microbiotica can also impact on ability to fight 
infections. Usually opportunistic infections such as 
H.pylori, enterococcus and clostridium are controlled 
naturally, but maybe upset by the use of  antibiotics. 
Auto-immunity is also affected by bacterial imbalance.

In ME/CFS irritable bowel syndrome and leaky 
gut may occur. There is often a predominance of  lac-
tic acid forming bacteria, with high levels of  entero-
cocci and low levels of  E coli. Manipulation of  the 
bacteria has potential for health improvement.

The first probiotics were described by Metch-

nikoff, who won a Nobel prize for this work in 1908. 
His work used sour milk! There is no scientific evi-
dence to support the health claims for probiotics, but 
clinically there are indications that this approach can 
help, and may be useful in ME/CFS.

The talk finished with a brief  description of  the 
facilities being developed in Norwich as a centre 
for study of  virology, genomics and gastrointestinal 
microbiology. This will all be happening alongside the 
facility specialising in management of  ME/CFS.

Øystein Fluge and Olav Mella (Bergen, Norway) 
then presented their fascinating research and exciting 
results covering much detail, but the paper is embar-
goed for mention here at present as is awaiting publi-
cation. This section will be completed then.

Kenny de Meirleir (Brussels, Belgium) gave an ex-
cellent overview of  his work to date and related this 
in particular to clinical management. He outlined the 
many tests that he does with his patients in order to 
make the diagnosis and proceed to treatment. The 
tests and predicted possible abnormalities are listed 
below:

Blood 1 – Basic tests:
Low ESR, CRP normal

Normal or elevated haematocrit
Thrombocytosis
Lowered urate (associated with Th2 shift)
Cu/ceruloplasmin elevated
AST/ALT elevated (increased Kupffer cell ac-
tivity)
gammaGT abnormal (liver steatosis) alcohol 
intolerance
vitD3(OH)/VitD1,25dOH low
Alkaline phosphatase low
Ferritin maybe low or high – alert for haemo-
chromatosis
IgG1/IgG3 deficiencies
Abnormal protein electrophoresis

Blood 2 – Immunophenotyping:
Low lymphocytes
Altered CD4/CD8 ratio
Variable CD4 and CD8 cells
Abnormal NK cell ratio
B cells maybe high or low

Blood 3:
CD14 elevated in 90%
CD57+lymphocytes decreased
Leucocyte elastase activity elevated in a sub 
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group
C4A increased in 80%
Perforin expression

Blood 4:
IgM and IgG – checking for borrelia, coxiella, 
rickettsia – all can be elevated
IgG for mycoses, moulds, aspergilla and can-
dida etc

Blood 5: Cytokines
Interleukins 8,6,10,12
MCP1, MIP-1beta
TGF beta 1
Alpha TNF

Blood 6: Food intolerance panel
Casein
Gluten
Tissue transaminases and gliadin antibodies
Lactase gene defect

Blood 7: XMRV
Envelope
Gag
XMRV serology

Blood 8: XMRV in relation to blood donation
50 non CFS donors - 14% +ve XMRV)
84 CFS patients – 57% +ve XMRV – of  these:

If  had transfusion – 61% positive
Those who had donated – 43% positive

i.e. the blood was not “clean”

He had looked at 61 patients in Europe for XMRV, 
MLV and XMRVc and all were positive to at least one. 
XMRV replicates preferentially in mucosal sites and 
there maybe relevance for transmission.

Faecal analysis: many abnormalities found. Looked at;

Fungi, parasites and pathogens
Giardia antigen
Cryptosporidium antigen
Stool IgA (often v low in CFS)
Stool antichymotrypsin (elevated in colitis)
Stool chymotrypsin (test of  exocrine pancre-
atic function)
Occult blood
Microbiology: enterococcus, staphylococcus 
elevated

Overgrowth of  prevotella
H2S lactate producing bacteria

Salivary analysis:
Cortisol
H Pylori
Giardia

Urinalysis:
Th1/Th2 balance – controlled by redox status.

He has developed a test to check Th1/Th2 shift – col-
our change depends on degree of  shift.

80% samples in CFS were positive. (cf  4% in con-
trols)

He then went on to talk about therapy for patients 
with CFS. A dietician is needed to deal with issues 
such as fructose malabsorption, intolerances of  glu-
ten, lactose and casein, histamine hypersensitivity. In-
testinal dysbiosis needs treatment, and he uses pulsed 
antibiotherapy, probiotics, prebiotics, digestive en-
zymes, biofilm removal, and if  elastase elevated, beta-
lactamase antibiotics. For an anti-inflammatory effect, 
he does not use oral NSAIDs, but may use artesunate, 
curcumin and hydroxy- or methyl-cobalamin. He also 
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uses DMSO, Isoprinosine and kutapressin in some 
patients. He has also used GcMAF (vitamin D bind-
ing protein) compassionately for some patients who 
are either XMRV or MLV positive (25-100 nanogram 
weekly for 5-40 weeks). 68% showed noticeable im-
provement particularly with symptoms of  orthostatic 
intolerance. Antivirals such as valcyte, valtrex and acy-
clovir and zoonoses (according to the ILADS proto-
col) were also used in selected patients.

Judy Mikovits (Reno, Nevada, USA) initially 
stressed that XMRV is not an endogenous retrovirus 
in mice or humans. It is a simple retrovirus and it is 
unsure how it got into humans. It is stimulated by an-
drogens and inflammation, and responds to cortisol, 
androgens and inflammation. MLV (mouse leukae-
mia virus) is a related virus gene and was detected by 
Lo and Alter in 86.5% CFS patients. (6.8% in con-
trols). The same sequences were found in patients 15 
years after the initial investigations using their stored 
bloods.

The reason some studies searching for the virus 
fail may be because of  variations of  XMRV sequenc-
es or low levels of  replicating viruses. The Reno team 
have looked therefore at unmanipulated plasma. As-
says have been done to detect anti-XMRV antibodies. 
Bands were seen in Western blot expression. Plasma 
from XMRV/MLV infected CFS patients are reactive 
to multiple XMRV proteins. Other assays included 
activated PBMCs from heparin tubes and infectious 
cell assays. In a cohort of  UK patients, XMRV was 
positive in 65%.

She then went on to discuss the clinical implica-
tions of  XMRV. Retroviruses can induce profound 
metabolic activity. This can be induced by virus or 
viral particles or viral protein. There is marked oxida-
tive stress and glutathione depletion, and there maybe 
aberrant DNA methylation. These all increase viral 
replication. This means 2 important lessons can be 
learnt: leukaemias and lymphomas can develop, and 
.and inflammatory response can be triggered. As viral 
load in peripheral blood is low, B cells in tissues such 
as the spleen and lymph nodes could be a reservoir 
for XMRV. In chronic diseases viruses seldom come 
alone, and in ME/CFS many viruses may be impli-
cated. Also having XMRV may not necessarily mean 
disease.

She talked about HTLV-1 (a retrovirus causing 
leukaemias and lymphoma). The majority of  carriers 
of  this virus are asymptomatic, but there is a 5-8% 
lifetime risk of  getting leukaemia or an inflammatory 

syndrome (arthropathy, myelopathy etc). It occurs 
mainly in Africa, Japan and S America.

They have identified an inflammatory cytokine 
and chemokine signature that distinguishes XMRV 
infected patients from healthy controls with 94% sen-
sitivity and specificity; an XMRV patient population 
with aberrant methylation profiles consistent with 
gammaretroviral infection, and a patient population 
with high nagalase activity. Nagalase is an enzyme that 
blocks tumour-killing by macrophages. Patients have 
responded to treatment with the immune modulator 
GcMAF. Non-steroidal anti-inflammatory drugs and 
antivirals may be appropriate. She favours metabolic 
and nutritional support. There is evidence that immu-
nomodulation with a drug such as ampligen can help 
some patients too.

Monitoring XMRV viral load, co-infection and 
immune dysfunction are all helping to understand the 
clinical implications and lead to better treatment of  
ME/CFS.

The final presentation was by Wilfried Bieger (Mu-
nich, Germany). He mentioned their earlier studies 
to detect XMRV, which had been negative. His team 
had then collaborated with Judy Mikovits and set up 
a highly sensitive, specific and uncontaminated proto-
col for virus detection, sequencing of  viral DNA and 
antibody testing with western blot. Viral DNA and 
RNA were not detected in fresh blood, but after cul-
tivation of  PBMCs for 6 weeks under stimulation and 
using partly co-culture with virus permissive LnCap 
cells, culture cells turned positive in some patients. 
Presence of  XMRV was confirmed by sequencing 
XMRV specific DNA. There have been approximate-
ly 40% positives so far.

He went on to say that EBV reactivation seems 
common in ME/CFS. Anti-herpes viral therapy has 
promise of  success.

The conference concluded with a short question 
time to clarify some points and discussion with a rep-
resentative from the British Medical Journal board, 
who had found the day extremely interesting.

I wish to thank ANZMES for their help in ena-
bling me to attend this extremely worthwhile reward-
ing day. And thanks also to Invest in ME for such 
splendid organisation.

Rosamund Vallings, MNZM, MB BS
Auckland NZ 1

(From http://www.investinme.org/IiME Conference 
2011/IiME International ME Conference 2011 Con-
ference Report.htm.)
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Medical Pages: Not all fatigue is the same / Using D-Ribose for Fibromyalgia

In England the Department of  Health has funded 
specialist clinical services aimed at diagnosing and 
managing the symptoms of  chronic fatigue syndrome 
(CFS). These services are not available to those who 
do not fulfill the diagnostic criteria for CFS.

This service evaluation examined the proportion 
of  those referred to a specialist CFS service fulfilling:

• The Fukuda diagnostic criteria for CFS. [The 
Fukuda criteria were established by the CDC 
in 1994 and include chronic fatigue plus 4 or 
more of  8 other symptoms. The later Empiri-
cal Case Definition, which the CDC started 
using in 2005, http://dps.sagepub.com/con-
tent/20/2/93.abstract has been criticized for 
lacking specificity and accordingly allowing 
cases of  other disorders, such as major depres-
sive disorder, to be misclassified as CFS.]

• And the alternative fatigue-associated diag-
noses.

The CFS database was interrogated to include 
every patient referred to the Newcastle service from 
November 2008 to December 2009.

All medical notes were reviewed and the diagnosis, 
sex and age recorded. Data were compared to a previ-
ous service evaluation (2005–2007).

In 2008–2009, 260 subjects were referred: 19 re-
ferrals per month (260/14), compared with 17 refer-
rals per month in 2005–2007 (375/24).

The proportion of  patients diagnosed with CFS 
increased significantly compared with 2007 (36% 

[20/56] vs 60% [157/260]; p<0.0001).
Of  the 40% of  patients subsequently found not 

to have CFS:
• The most common diagnosis was fatigue as-

sociated with a chronic disease (47% of  all al-
ternative diagnoses);

• 20% had primary sleep disorders,
• 15% psychological/psychiatric illnesses,
• And 4% a cardiovascular disorder.
• 13% remained unexplained (5.2% of  the total 

referrals).
This study found a significant increase in the pro-

portion of  patients referred to National Health Serv-
ice (NHS) CFS services diagnosed with CFS.

A large proportion of  patients presenting with fa-
tigue are not eligible for referral to the Department 
of  Health specialist fatigue services, which represents 
an unmet need in terms of  symptom management in 
current NHS services.

Source: Journal of  the Royal College of  Physicians of  
Edinburgh, Dec 2010;40:304-7. By Newton JL, Ma-
billard H, Scott A, Hoad A, Spickett G. NIHR Bio-
medical Research Centre in Ageing and Institute for 
Ageing & Health, Newcastle University; Northern 
Regional CFS/ME Clinical Service, Newcastle upon 
Tyne Hospitals NHS Trust, UK. [Email: Julia.new-
ton@nuth.nhs.uku]. 1

(From: http://www.rcpe.ac.uk/journal/issue/journal 
_40_4/newton.pdf.)

Not all fatigue is the same
Source: Journal of the Royal College of Physicians of Edinburgh, Dec 2010

Using D-Ribose for Fibromyalgia
Source: US publication The Enquirer’s “Ask Dr. H” section, 12 April 2011.

Question: What is your opinion on taking D-Ribose 
for fibromyalgia?

Answer: D-Ribose is one of  those supplements that 
have garnered a lot of  attention recently. D-Ribose 
is a 5-carbon sugar (unlike 6-carbon glucose sugar) 
directly involved in the production of  “ATP,” the fuel 
that every cell in the body uses for its energy produc-
tion. D-Ribose doesn’t raise blood sugar; rather it’s 
directly converted to ATP. It can even lower blood 
sugar a bit.

Supporters of  D-Ribose claim it decreases pain, 

improves mental clarity, increases energy, improves 
stamina, creates an improved sense of  well-being, and 
strengthens heart performance. Uses for D-Ribose 
range from folks with chronic fatigue syndrome or 
Fibromyalgia to athletes looking to improve their ex-
ercise endurance. It may also be helpful, in theory, to 
those who experience muscle aches and pains as a side 
effect of  cholesterol-lowering statin drugs.  1

(From http://articles.philly.com/2011-04-11/news/ 
29406716_1_colon-cancer-diverticulosis-fibromyal-
gia-pain.)
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If  you have Chronic Fatigue Syndrome or fibromyal-
gia, you are probably all too familiar with loss and its 
emotional companion, grief. Losses brought by CFS 
and FM include loss of  health, loss of  friends and 
loss of  valued activities and roles. You may have been 
forced to give up your job and so lose income, com-
panionship and the identity that comes from work. 
People with CFS and FM often suspend or abandon 
their dreams, thus losing the future they had envi-
sioned for themselves. Many say they experienced the 
loss of  the person they used to be and the person they 
had hoped to become.

Recent findings on how people work through the 
loss of  a loved one offer ideas that apply also to the 
grieving triggered by CFS and FM. George Bonanno 
presents an overview of  this research in his book The 
Other Side of  Sadness: What the New Science of  Bereavement 
Tells Us About Life After Loss.

The research on bereavement suggests that people 
grieving the loss of  a loved one oscillate between peri-
ods of  sadness and a focus on practical tasks. During 
times of  sadness, the person focuses on some aspect 
of  her loss. In the second, the person “goes beyond 
the loss to focus on the tasks and demands of  life 
without the deceased,” says Bonanno.

People in our self-help groups have observed a 
similar oscillation and some have put limits on their 
times of  sadness. For example, they might allow 
themselves a period of  time each day for grieving, 
typically 15 minutes to half  an hour. During this time, 
they might write in a journal or cry, but at the end of  
the period they immerse themselves in activity or list 
things they are grateful for.

Research has found that those people who are able 
to laugh and smile at times when discussing their loss 
coped better than those who didn’t. The researchers 
hypothesize that laughter offers a temporary respite 
from the pain of  loss and also makes others’ lives eas-
ier during a difficult time. “It is not easy to be around 
someone who is grieving. But it is less taxing when 
that person is able to experience or express a genuine 
positive emotion,” Bonanno writes.

Sources of Comfort

Bonanno identifies two factors that give people who 
are resilient some comfort during grief. One is re-
membering the person who has died. They accept the 
finality of  loss, but at the same time are able to find 
comfort in memories of  the loved one. He writes, 
“they know their loved one is gone, but when they 
think and talk about the deceased, they find that they 
haven’t lost everything. They can still call to mind and 
find joy in the positive shared experiences.”

We see something similar in some people in our 
program. In the words of  one person, they are able 
to accept that their life has changed and they need to 
live differently, perhaps for the rest of  their life. At 
the same time, however, they are able to keep a con-
nection to positive aspects of  their personality that re-
main, such as adaptability, determination and strength 
in adversity.

A second aspect that gives comfort to the be-
reaved is being listened to. We see this frequently in 
our groups, when people say things like “it’s so good 
to be with people who understand what I’m going 
through.” Family, friends and therapists can also play 
that role.

Overcoming Loss: Lessons from Research on Be-
reavement
By Bruce Campbell.

Article: Overcoming Loss – Lessons from Research on Bereavement
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Successful Bereavement

The study of  bereavement suggests that there are 
several factors that are associated with a positive re-
sponse to the loss of  a loved one. People who cope 
well usually have a number of  factors in their favor, 
such as better than average finances, more education, 
fewer stressors and good health. We see a similar pat-
tern in people with CFS and FM; some people have 
more favorable circumstances when they become ill.

But there are other factors that predict a positive 
adjustment to bereavement that involve the use of  
skills. For example, having or developing a support 
network is a predictor of  a successful bereavement. 
Other factors that promote a positive response to loss 
include the ability to avoid rumination, having a flexi-
ble coping style, responding to life with optimism and 
developing confidence.

Limiting rumination means learning to shift atten-
tion away from grief  at times when thinking about 
loss is no longer productive. Flexibility means the 
ability to adjust coping strategies to different situa-
tions. Optimism involves the conviction that things 
will turn out OK and that the individual can exert 
some control. All these are skills can be learned.

Flexibility with CFS and FM means recognizing 
that chronic illness requires a different approach than 
acute illness, one that emphasizes adapting to limits 
and taking responsibility through using pacing, stress 
management and other lifestyle adjustments. Opti-
mism means the conviction that, even if  a condition 
is likely to be long-term, it will be possible to affect 
the outcome to some degree. (See the article “Optimism, 
Hope & Control” on page 18.) 

Resilient people are able to see benefits in their ex-
perience. A bereaved person might say “I never knew 
I could be so strong” or “my loss helped me focus on 
what is really important.” We hear similar sentiments 
from people in our groups. They acknowledge their 
losses but also say things like “the new me is a kinder, 
gentler and more caring person.”

If You Feel Stuck in Grief

While most bereaved people are resilient and bounce 
back from their loss on their own, some get stuck 
in grief  and may be helped with therapy. The coun-
seling may involve telling their story of  loss, with the 
therapist sometimes helping the person to reframe 
her experience in a more accurate and positive way. 
The therapist can also help the person to develop new 
goals and re-engage with life.

We sometimes see similar grief  reactions in people 
in our program, who may dwell on their losses and 
experience a sense of  helplessness. Sometimes being 
in a group with other people who have CFS and FM 
is enough to inspire a fresh view of  their situation. 
Feeling understood and having models of  success ad-
justment provides the motivation to create a new life. 
At other times, however, the individual attention pro-
vided by professional help can be crucial.

We also see people come out the other side of  
grief, accepting their new life and energized by new 
opportunities. As one person in our program said, 
“my life now is better than it was before I got sick; the 
positives far outweigh the negatives.” 1

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

Article: Overcoming Loss – Lessons from Research on Bereavement
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Can your attitude affect your health? If  so, can a 
change in attitude help you to feel better?

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

Explanatory Style

The researchers in this and some other studies of  
attitude and health measured optimism using a con-
cept called explanatory style, which means the way a 
person interprets negative events. We all experience 
disappointments, but two people may interpret the 
same negative event in very different ways and their 
different interpretations can affect their outlook and 
behavior.

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

The second patient responds to her increase in 
symptoms by saying: “I walked too far today. Next 
time, I’ll try walking less.” She has a more optimistic 
way of  seeing her experience. She sees an event as 
something specific, limited and temporary. She has a 
more hopeful explanatory style. It suggests she can 
learn from experience, that tomorrow need not be the 
same as today. Note that optimism does not mean de-
nial; the second person does not ignore the fact that 

she felt worse after exercising. But she frames her ex-
perience in a way that motivates her to try something 
different rather than to give up.

Other studies have also shown a link between ex-
planatory style and physical health. Research at the 
University of  Pennsylvania found that optimistic sub-
jects had higher measures of  immune system activity. 
This suggested that their bodies were better able to 
ward off  disease. Another study from the same uni-
versity found that optimism was one of  the factors 
predicting longer survival time in women with recur-
rent breast cancer. A study of  men who had expe-
rienced heart attacks documented a longer survival 
time for those having an optimistic explanatory style. 
Other studies have found a relationship between a 
positive outlook and health among college students. 
One study, for example, found that those with a high 
optimism score made only one-third as many visits 
to the student health center as those with low scores.

Can Optimism Be Learned?

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

Having a chronic illness can induce feelings of  
helplessness similar to those experienced by the dogs. 
It can be difficult to feel in control when struck unex-
pectedly by a serious and debilitating illness. But fur-
ther work in psychology offers hope. Just as feelings 
of  pessimism and helplessness can be learned in re-
sponse to experience, so can optimism. In fact, Mar-
tin Seligman, a psychologist involved in developing 
the idea of  learned helplessness, has written a book 
called Learned Optimism to explain how to change your 
thinking in a more positive direction.

Optimism, Hope & Control: Attitudes & Health
By Bruce Campbell.

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

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

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

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

Explaining the Link

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

Stress and the Immune System

Several factors have been identified. One was men-
tioned earlier: immune system activity. Studies with 
both animals and humans suggest that pessimism and 
a sense of  helplessness may affect the functioning 
of  the immune system. A possible linkage is stress, 

the hypothesis being that stress lowers the 
body’s defenses and thus may lead to 

illness. Many studies have indicat-
ed that animals and people un-

der stress have their “fight 
or flight” reaction stuck 

in the “on” position and 
that this may gradually 
wear down the immune 
system.

Stress management 
offers one way to break 
the negative link be-

tween stress and immune 
function. You might think 

of  a combination of  stress 
reduction and stress avoid-

ance. It’s common for people in 
our classes to report that they use 

several forms of  stress reduction, such as 
deep breathing, meditation, relaxation tapes and mas-
sage, in combination with stress avoidance strategies 
such as having a regular routine and avoiding stressful 
situations.

Control

Another factor that may contribute to the link be-
tween attitude and health is a sense of  control. Many 
studies have shown a connection between a person’s 
sense of  control and health. Among the most famous 
are studies of  control among nursing home patients. 
Researchers gave half  of  residents some control over 
their lives by giving them plants to take care of  and 
some choice over things like what movie to watch. 

(Continued from previous page)
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The other residents were not offered these options. 
The residents offered greater control were found to 
be happier and, surprisingly, lived longer. After a year 
and a half, only 15 percent had died in comparison to 
30 percent of  the control group.

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

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

Healthy Activities

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

Support

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

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

Concluding Thoughts

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

 
(From The CFIDS & Fibromyalgia Self-Help Program – 
http://www.cfidsselfhelp.org/.)
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Maria

TEACHER: “Maria, go to the map and find North America.”
MARIA: [pointing to map] “Here it is.”
TEACHER: “Correct. Now class, who discovered America?”
CLASS: “Maria.”

John

TEACHER: “John, why are you doing your math multiplication on the floor?”
JOHN: “You told me to do it without using tables.”
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When I was first ill with CFS, I experienced frustrat-
ing cycles of  push and crash. I was active when my 
symptoms were low and then retreated to bed when 
they became intense. Living in response to symptoms, 
I felt my life was beyond my control.

Eventually, however, I found a way to bring sta-
bility to my life by determining my energy profile 
and pacing myself  accordingly. To me, pacing means 
understanding my limits and then adapting to them. 
By staying within my limits, I reduced my symptoms, 
gained stability, and started a gradual upward spiral 
that led to recovery.

Over time I developed my understanding of  pac-
ing and put together a self-help course that uses an 
approach similar to one I learned at the Stanford 
Medical School. In the process of  conducting 250 
self-help groups over the last decade, I’ve seen the 
difference pacing strategies make for people with CFS 
and have some clear ideas have evolved about how to 
create a personalized pacing program. Here are some 
of  the key concepts.

Finding Your Limits One Area at a 
Time

There is a wide range of  energy levels among people 
with CFS. We use the term “energy envelope” to re-
fer to the limits imposed on an individual by illness. 
Other terms for the same thing include the “energy 
bank account,” or a limited “bowl of  marbles” or “set 
of  spoons.”

Seeing your energy as a limited supply provides a 
motivation to set priorities and to make informed de-
cisions about how to spend a precious resource. One 
person in our program says every day she faces the 
challenge of  “how to spend my energy chits.”

The average person in our self-help courses has an 
energy envelope of  around three hours a day. To get 
an idea of  your envelope, estimate how many hours a 
day you can be active without intensifying your symp-
toms. (One tool for doing this is the CFS/Fibromyal-
gia Rating Scale.) 

But it’s also helpful to understand your energy pro-
file and limits in more detail. Just as activities come in 
many forms-from walking to reading to phone con-
versations-so, too, do our tolerance limits for each. By 
zeroing in on each type of  activity and asking yourself  
a few questions, you can begin to build a detailed pro-

file of  your energy envelope.
Physical activity: We all have limits for various ac-

tivities, such as housework, shopping, driving, stand-
ing and exercise. You can determine your envelope 
for each by focusing on one activity at a time. For 
example, if  you think your envelope for housework 
is 10 minutes, try that much and then ask yourself  
how you are feeling. If  you feel OK, you may be able 
to do more (but increase slowly!). If  worse, try less. 
Soon you’ll get picture of  how much of  your primary 
physical activities you can do without making your 
CFS worse.

Keep in mind that your limits will likely vary from 
activity to activity. For example, when I had recovered 
to about 75% of  my pre-CFS activity level overall, my 
exercise ability was only about 30% of  what it had 
been before I became ill.

Mental activity: Activities requiring concentration, 
like reading, working on the computer or balancing a 
checkbook also make demands on our energy. Ques-
tions to ask to find your mental envelope include: 
How many hours per day can I spend on mental ac-
tivity without making my CFS symptoms worse? How 
long can I spend in a single session? What is my best 
time of  day for mental work? Do I have different lim-
its for different mental activities (reading vs. compu-
ter work)?

Social activity: Consider the time you spend inter-
acting with other people, either in person or on the 
phone and assess that energy toll. Ask yourself: How 
much time can I spend with people without making 
my symptoms worse? Is the amount of  time depend-
ent on the specific people involved? You may tolerate 
only a short time with some people, but can spend 
more time with others. How long can I talk on the 
phone without making my symptoms worse? For in-
person meetings, you might also ask yourself  whether 
the setting makes a difference. Meeting in a public 
place or with a large group may intensify your symp-
toms, but meeting privately or with a small group may 
be OK.

Physical sensitivities: It also helps to determine if  
you have sensitivity to food and other substances, vul-
nerability to noise and light, and sensitivity to weather 
and the seasons. Questions in this area are: Do I have 
allergic reactions to food? Am I chemically sensitive? 

Managing your energy envelope
By Bruce Campbell.

Article: Managing your energy envelope
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Am I susceptible to sensory overload: noise, light, or 
stimulation coming from several sources at the same 
time (for example, trying to have a conversation with 
music playing in the background)? Am I affected 
by the seasons or changes in the weather? A deeper 
understanding of  these environmental elements can 
help you make better decisions about managing your 
energy.

Finally, many people with CFS experience ad-
ditional medical issues, which impose further limits. 
Successful treatment of  other problems often eases 
the symptoms of  CFS, effectively expanding the en-
velope.

Nine Strategies to Manage the En-
ergy You Have

Once you know your limits, your next challenge is to 
adapt to them. This is a gradual process, usually tak-
ing a period of  years and involving the use of  sev-
eral strategies. Here are nine techniques often used by 
people in our classes.

1. Reduce Overall Activity Level
The primary strategy for adjusting to energy limits is 
to reduce your overall activity level, using some com-
bination of  delegating, simplifying and eliminating. 
Delegating means finding someone else to do a task 
that you used to do. For example, hire a cleaning serv-
ice or have family members do the grocery shopping. 
Simplifying means continuing to do something, but in 
a less elaborate way, such as cleaning house less often 
or cooking less complicated meals. Finally, you may 
decide to eliminate some activities altogether.

2. Take Scheduled Rests
Taking planned rests every day can help you reduce 
your symptoms, gain stability and reduce your total 
rest time. (Note: “Rest” means lying down with your 
eyes closed in a quiet place. Watching TV, reading or 
talking on the phone are low-level activities, not rest.)
The optimal length of  the rest period and the number 
of  rests per day vary from person to person. Many 
people take one or two rest breaks a day of  15 min-
utes to half  an hour each. To quiet their minds, some 
people use a relaxation procedure or listen to music 
while resting.

Scheduled rest is popular because it’s easy to use 
and brings immediate benefits. One person wrote, “I 
decided to incorporate two scheduled rests into my 
day and the results have been incredible. My symp-

toms and pain have decreased and I feel more ‘in con-
trol’. My sleep has been more refreshing and even my 
mood has improved.”

Planned rest periods can be useful even for peo-
ple with severe CFS. One bedbound person with CFS 
wrote us that before she took our self-help course 
she thought she was nearly always resting because 
she spent most of  her time lying down. Through the 
class, she realized that she was actually quite active, 
talking to people, working on the computer, etc. She 
reported about her adoption of  frequent rest periods: 
“The effects have been instant and quite phenomenal. 
It’s turning out to be the best treatment I’ve ever tried. 
And it’s free!!!”

3. Set Limits for Individual Activities
To translate activity limits into practice, many peo-
ple set limits on particular activities. For example, 
they limit how long or how far they drive, how long 
they spend on the computer or the phone, the time 
they spend socializing or how long they spend doing 
housework. You can find your limits by experiment-
ing, as described above. Some people enforce their 
limits by using a timer.

4. Use Short Activity Periods
Two short periods of  work with a break in between 
can produce more and leave you feeling less sympto-
matic than the same amount of  time expended in one 
block. One person in our program does ten minutes 
of  housecleaning, rests for five minutes, then does an-
other ten minutes of  cleaning.

For the people who use this strategy, alternating 
periods of  activity and rest seem to expand their func-
tional capacity, allowing them to accomplish more of  
the tasks they set out to do.

5. Practice Activity Shifting
Another strategy for getting more done is to shift 
frequently from one activity to another, for example 
switching between physical, mental and social activi-
ties. For example, if  you find yourself  tired or con-
fused after working on the computer for a while, you 
might stop and call a friend or do something physical 
like fixing a meal. Another way to use task switch-
ing is to divide your activities into different catego-
ries of  difficulty (light, moderate and heavy), switch 
frequently among different types and schedule only a 
few of  the most taxing activities each day.

6. Pay Attention to Time of Day
Most people with CFS find they have better and worse 
times of  the day. For some, mornings are good, while 

Article: Managing your energy envelope
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others perk up later in the day. It’s likely you can get 
more done, without intensifying your symptoms, by 
changing when you do things, so that you use your 
best hours for the most important or most demanding 
tasks. A woman in one of  our groups found her best 
time of  day for mental activity was in the afternoon. 
If  she studied then, she could read for twice as long as 
in the morning, with a higher level of  understanding.

7. Keep a Health Log
A few minutes a day of  record keeping can give you 
get a clearer picture of  your limits and reveal the con-
nections between what you do and your symptoms. 
Also, a health log can help you hold yourself  account-
able for your actions by documenting their effects on 
your health and symptoms. Third, records can moti-
vate you by showing you that staying inside your limits 
pays off  in lower symptoms and a more stable life. 
(For more, including sample logs, see Chapter 7 in our 
course textbook.)

8. Develop Personal Rules
Some people with CFS have had success using very 
detailed and individualized rules to protect them from 
doing too much. For example, one person with severe 
CFS has three rules: no more than three trips out-
side the house per week, no driving beyond 12 miles 
from home, and no phone conversations longer than 
20 minutes.

Other people develop rules for specific circum-
stances. For example, they might limit themselves to 
15 minutes on the computer or two hours socializ-
ing. If  you develop specific rules for yourself, you can 
simplify your illness management program and coun-
teract brain fog into asking yourself  two questions: 
What situation am I in right now? What is my rule for 
this situation?

9. Make Mental Adjustments
Pacing means adopting new habits, but it also requires 
making psychological adjustments rooted in an ac-
ceptance that life has changed. Acceptance is not res-
ignation, but rather an acknowledgment of  the need 
to live a different kind of  life. This acknowledgment 
leads to a different relationship to the body, described 
by one person in our program as “a shift from try-
ing to override your body’s signals to paying attention 
when your body tells you to stop or slow down.”

One part of  this shift is changing our internal dia-
logue or self-talk, so that it supports our efforts to live 
well with illness rather than generating guilt. For ex-
ample, one person in our program says that she used 
to think she was lazy when she took a nap. Now, when 

she rests she tells herself, “I am helping myself  to be 
healthy. I am saving energy to spend time with my 
husband or to baby sit my grandchildren.”

In Conclusion

Pacing is not a quick fix or a panacea. It requires many 
small adjustments in how you live your daily life. It 
is not a single action or strategy, but rather a way of  
living with CFS. But the rewards of  pacing, used con-
sistently, are greater control, lower symptoms and, for 
some, expansion of  the energy envelope and even re-
covery. 1

Note: This article was originally published in the 
CFIDS Chronicle, the magazine of the CFIDS Associa-
tion of America and later featured on their website. 

(From http://www.cfidsselfhelp.org/library/manag-
ing-your-energy-envelope.)
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I have experienced many struggles in my eleven and 
a half  years with fibromyalgia, but I have come to be-
lieve it is possible to live a happy, fulfilling life with 
chronic illness.

It takes discipline, determination, patience, the 
willingness to make lifestyle changes and a large dose 
of  attitude adjustment, but I can honestly say that I 
am happier today than I was pre-FMS. It is a different 
life than I imagined I would have at this point. But it 
is a good life; I am at peace with my illness.

Learning My Physical Limitations

Now 57, I have had fibromyalgia since March 1991. 
My symptoms began with muscle pain in my legs and 
hips. Then I developed a sleep problem with result-
ing debilitating fatigue. Getting a diagnosis 18 months 
after my symptoms began brought relief, but also 
shock: How was I going to live for the rest of  my life 
with this debilitating chronic illness?

During the early years, I went through a kind of  
death, the loss of  the person I was before FMS. I 
began with denial. Early on, even after reading a lot 
about FMS, I continued my lifestyle of  working, do-
ing my share of  the household chores, etc.

Since I had read that aerobic exercise was recom-
mended for FMS, I started getting up at 4:30 am, so I 
could go walking before work. Of  course, losing sleep 
made my fatigue even worse. I kept up this routine for 
five months before admitting that this strategy wasn’t 
working. I quit my job, rested quite a bit and started 
exercising moderately.

I began looking for answers by learning as much as 
I could about FMS through books, magazine articles, 
health libraries, and a local FMS support group. I saw 
specialists in internal medicine, chiropractic, ortho-
pedics, and rheumatology.

With their guidance, I spent six years trying many 
different treatments, both medical and complementa-
ry. I experienced temporary pain relief  from acupunc-
ture and massage therapy; nothing from two epidural 
injections.

Muscle, physical and massage therapy, tai chi, 
walking, aqua fitness and mild strength training all 
helped with body flexibility and muscle strength. Bio-
feedback taught me to relax, resulting in the most pain 
relief  I had experienced so far.

To deal with the anger, despair and depression I 

was experiencing, I started therapy, which helped me 
come to terms with all the negative emotions I was 
having along with my FMS.

By 1997, my pain was moderate compared its level 
when I was first ill, but I hoped for more. Seeking to 
be pain free, I decided to explore mind/body medi-
cine. I read books about the mind/body connection, 
relaxation and meditation. I regularly listened to med-
itation tapes by Emmett Miller, MD, Bernie Siegel, 
MD and others well known in this field.

I went to a trained hypnotist, which was very help-
ful. He made tapes of  our sessions, which I continued 
to use after discontinuing treatment. By practicing the 
relaxation and meditation techniques, I lessened my 
pain further. Also, I began to relax and move more 
slowly in my everyday activities. The physical tension 
I had carried for so long was decreasing, allowing my 
body to relax.

At the same time, I was making lifestyle adjust-
ments that also helped me control symptoms. I ex-
ercised regularly. I reduced my activity levels to use 
my available energy more wisely. I re-evaluated all my 
activities, cutting back or eliminating some, continu-
ing others.

I incorporated resting into my daily schedule. I 
also learned that stress aggravates my physical symp-
toms. I identified stressors and devised ways to reduce 
or eliminate them.

Attitude Adjustment

By 1998 I had attained what I call conditional ac-
ceptance. It took me seven years to reach this stage. 
I found a good balance of  activity, rest, exercise. I 
learned stress avoidance and stress reduction tech-
niques. I evaluated my life in all areas and chose ex-
ercise, activities, relationships, and stress reduction 
techniques that supported my feeling as well as pos-
sible.

Based on my experience of  having symptom re-
duction, rather than symptom erasure, I decided to 
focus on a coping strategy. I stopped treatments that 
did not erase my symptoms, which included acu-
puncture, medications, chiropractic. This was a ma-
jor change in my approach to living with FMS. I gave 
up on the miracle cure, deciding instead to focus on 
controlling symptoms and living the best life possible 
with a chronic illness.

How I Created a Good Life with Fibromyalgia
By Joan Buchman.

Article: How I Created a Good Life with Fibromyalgia
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Reframing My Thoughts

It became very clear that a positive attitude was cru-
cial if  I was going to attain acceptance and peace with 
my illness and my life. I finally learned that how I 
perceive myself  and my chronic illness can greatly af-
fect my quality of  life. One way was by reframing my 
thoughts.

Reframing is a term used in psychology to mean 
learning to look at something from a new perspective. 
Taking a situation, and looking at it in a different way, 
can help one accept and embrace that situation and 
give it a positive spin.

I taught myself  this skill. For example, I took the 
idea “I am so tired today. I don’t think I will ever feel 
energetic again” and reframed it as “I am tired today. 
But from my past experience with fatigue, I know that 
I will feel good again, after giving my body the rest it 
needs.”

The thought, “My pain is awful and it’s never go-
ing to get better” became “Yes, the pain is strong to-
day, but the last time it was this bad, it did get better.”

Inspiration From Others

I gained a great deal of  inspiration from my sister-
in-law, who died of  cancer at age 50. She lived with 
us the last five and one-half  months of  her life. She 
did not spend her time wishing for different circum-
stances. She spent it making peace with her situation.

She reached out to many people who had been 
part of  her life. In return she experienced a remark-
able outpouring of  love. A wonderful example of  
someone who found peace of  mind, she embodied 
Bernie Siegel’s idea about love and healing: “Illness 
and death are not signs of  failure; what is a failure is 
not living. Our goal is learning to live – joyously and 
lovingly.”

Self-pity is a common experience with chronic ill-
ness. I took as a model of  how to respond to it the 
ideas of  actor/director Christopher Reeve, who was 
paralyzed from the shoulders down in a riding ac-
cident in 1995. He wrote that he learned to replace 
saying, “What life do I have?” with “What life can I 
build?” I, too, realized that I could build a life that was 
happy and fulfilling if  I set my mind to it.

I decided I needed to develop a hobby that could 
provide diversion from the health issues that were 
my primary focus. I rekindled a lifelong interest in 
arts and crafts and discovered various activities that I 
could do and still honor my limitations. I took draw-
ing and calligraphy classes. I became very interested in 
rubber stamping and now make cards and other items 

to give and share with others.
I also learned that helping others with FMS re-

inforced my health routine while assisting others on 
this journey. I am a leader in my local FMS Support 
Group and also serve as a moderator for the CFIDS/
Fibromyalgia Self-Help course.

The Power of the Gratitude Journal

By the end of  1998, I had achieved a level of  accept-
ance that allowed me to have a reasonably happy life 
with FMS. Then I found something that brought me 
to a higher level of  acceptance and in the process 
transformed my life: keeping a daily gratitude journal.

This is a simple exercise that anyone can do, writ-
ing each day five things to be grateful for. At first 
there were days when I struggled to find five things 
for which I was grateful. But the exercise had pro-
found effects as I continued.

At first I expressed appreciation for people in my 
life and my life as it was. That led to feelings of  grati-
tude for the lessons I had been learning about myself  
because of  my illness. I learned that moving as fast as 
I could, doing as much as possible, was not making 
me happy. I was not taking any time to nurture my 
physical, mental or emotional needs.

As time went on, I came to believe that gratitude 
means appreciating what you have and making the 
most from that. Gratitude is not about “looking at the 
bright side” or denying the realities of  life. Gratitude 
goes much deeper than that. It’s about learning from 
a situation, taking the good to help deal with other 
challenges in the future.

It’s about finding out that you have more power 
over your life than you previously imagined. You can 
stop being a victim of  your circumstances and reach 
out to the joy in living. If  you open your heart to the 
good in your life, gratitude becomes as much a part of  
your life as breathing.

In summary, focusing on the good in my life and 
putting these thoughts on paper each day for a year 
allowed me to see that I had much to be grateful for. 
And that I could have a good life with FMS. [For more 
Joan’s experience with gratitude, see her article The Healing 
Power of  Gratitude on page 26. – Editor] 

Making Peace For The Long Term

From all the physical and mental modalities I tried 
over the years, I have developed a program of  exer-
cise, activity and rest that helps me feel as well as pos-

Article: How I Created a Good Life with Fibromyalgia

(Continued next page)
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sible, giving me the best quality of  life possible.
I do some type of  exercise five days a week. I do 

activities that take no more than three hours at a time. 
I build formal resting into my day. My pain levels are 
stable, my sleep is better, and consequently my fatigue 
is under control.

Reframing my thoughts, finding inspiration from 
others’ situations and writing the gratitude journal 
have helped me learn to focus on what I have. I also 
realized that I can focus on viable alternatives to ac-
tivities I can no longer do in the same way as before.

Even though I can’t do as much gardening now, I 
have learned how to simplify tasks, have found other 
ways of  doing things, made my yard more low main-
tenance, found tools to help me, and limited myself  to 
working very short periods of  time.

I learned that I can find joy in everyday things – 
walking and seeing flowers and birds; the beauty of  
nature; spending time with family and friends, just en-
joying their company, not necessarily “doing” some-
thing.

I also realized that I don’t have to do it all. I can 
still enjoy traveling, even if  I go at a slower pace. 
When possible, my husband and I arrange to stay in 
one place for several days so I don’t have to pack up 
and move so often. I build resting time into the itiner-
ary and don’t try to see everything, as that’s not pos-
sible even for a normal person!

Thanks to Dr. Richard Carlson’s book Don’t Sweat 
The Small Stuff!, I learned to lighten up and not take 
everything so seriously. He identifies 100 simple ways 
to keep the little things from taking over your life. A 
few of  my favorites: Make Peace with Imperfection; 
Remind Yourself  that When You Die, Your “In Bas-
ket” Won’t Be Empty; Think of  What You Have In-
stead of  What You Want.

Benefits of Acceptance

I have learned that there are many benefits of  accept-
ance of  my FMS. I take better care of  myself. My 
health is a top priority. When I feel better, everything 
in my life works better. My life becomes more predict-
able, less of  a roller coaster ride. With proper exercise, 
rest, and activity pacing, I am giving my body the gift 
of  healing. My body relaxes when I’m not fighting 
with it, and I feel better.

I also have more confidence in myself  and in deal-
ing with people. By accepting my illness, I feel less 
of  a need to explain, rationalize, and fret over what 
others think.

A Major Test Of My Strategy

I experienced a major test of  my approach in June 
of  this year when I was faced with major abdominal 
surgery. I felt the full physical impact of  the surgery 
the first few days after. I had a lot of  pain, which was 
moderated by medication. Food tasted terrible, due 
to the anesthetic drugs that were used. The hospital 
environment was loud and my roommate had many 
visitors.

I was extremely weak, but couldn’t walk because 
of  nausea from the drugs. Six days after the surgery, I 
went home to an environment much more conducive 
to healing. While convalescing at home, I was able to 
bring up my reframing technique and begin the proc-
ess of  seeing the surgery in less of  a negative light. As 
I did that, my recovery-anxiety decreased dramatically. 
I think this was a pivotal point in my recovery.

I gained strength quickly, which surprised both me 
and my doctors. I did not have a major FMS relapse 
after the surgery. Nor did I have the emotional up-
heaval I would have expected from having a serious 
medical problem and recognizing that there were risks 
with surgery. My rheumatologist credits my remark-
able recovery to my positive attitude toward life and 
FMS.

In Conclusion

My experiences showed me that while I did not 
choose to have fibromyalgia, I do have a choice about 
how I live with it. I am grateful for the perseverance 
it took to “reframe” my attitudes about life with FMS. 
Doing so has enabled me to find joy in living with a 
chronic illness.

I still have pain and fatigue in varying degrees. But 
through grieving my losses and then focusing on my 
many blessings, I have achieved peace and a quality of  
life I couldn’t have imagined when I first felt ill.

I agree with actor Michael Fox’s sentiments about 
his life after receiving a diagnosis of  Parkinson’s: 
“What he [the doctor] did not tell me – what no one 
could – is that these last ten years of  coming to terms 
with my disease would turn out to be the best ten 
years of  my life – not in spite of  my illness, but be-
cause of  it.” 1

Joan Buchman, a fibromyalgia patient from Califor-
nia, is a support group leader and has been a moder-
ator for the CFIDS/Fibromyalgia Self-Help Program.

(From http://www.treatcfsfm.org/detail-77-How-I-
Created-a-Good-Life-with-Fibromyalgia.html.)

Article: How I Created a Good Life with Fibromyalgia

(Continued from previous page)
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If  there were a cure, there would be no controversy. 
Evidence for this is provided by the large number of  
severely affected individuals around the UK, most of  
whom have tried just about every treatment on offer, 
yet remain severely affected.

In 2007, NICE Guidelines gave qualified approval 
to Graded Exercise Therapy (GET) and Cognitive 
Behaviour Therapy (CBT) due to limited evidence 
that they might be helpful in mild and convalescent 
cases. There is no significant evidence that they help 
severe cases, and plenty of  evidence from the patient 
community that over-enthusiastic forms of  GET can 
be positively harmful.

The danger of  doctors placing too much faith in 
the efficacy of  these forms of  management is that, 
when they fail to work, the doctor may start ‘blam-
ing the patient’. They may say: ‘this can’t be ME/CFS 
because they are not responding to orthodox treat-
ment’ and invoke a psychiatric diagnosis eg Perva-
sive Refusal Syndrome, abnormal illness behaviour, 
or Munchausen Syndrome by Proxy / Factitious In-
duced Illness in children. Alternatively, the family can 
be blamed for ‘sabotaging’ the treatment, and their 
access to the child (if  in hospital) restricted.

This well-meaning but in my opinion seriously 
misguided belief  system leads to the family being sub-
jected to the juggernaut of  Child Protection proceed-
ings, which in the case of  an already severely affected 
patient amounts to ‘Child Abuse by Professionals’.

In the past one felt that once a young person 
reached 18 they were safe from these pressures but 
now the same sort of  belief  system is leading to an 
adult form of  Care Proceedings. Using the Mental 
Capacity Act, the patient who declines ‘treatment’ 
(typically, admission to a psychiatric unit) is said to 
lack ‘capacity’ to make their own decisions. The spec-
tre of  Munchausen Syndrome by Proxy is invoked to 
deprive patients of  their liberty on the grounds that 
they do not understand their own best interests.

Perhaps the next version of  NICE Guidelines 
should state loud and clear:

There is no form of  treatment for ME/CFS of  
such	efficacy	that	it	could	ever	justify	a	coercive	
approach.

Once the limitations of  GET and CBT are ac-
cepted, doctors can recommence their duty to sup-
port and care for their patients in a more humane way.

Dr Nigel Speight, Consultant Paediatrician
Tymes Trust Professionals Referral Panel 1

Does Graded Exercise Therapy Cure ME?
By Dr Nigel Speight.

GET is based on the theory that patients 
have	just	become	unfit	(deconditioned)

‘If  the child doesn’t fit the theory then 
the theory is wrong. In the severely ill, 
bed rest is not harmful and may be es-
sential […] Activity levels will natu-
rally increase as the child’s symptoms 
improve […] Excessive activity can be 
harmful.’

The late Dr Alan Franklin,
Consultant Paediatrician

‘Papers that disprove the “decon-
ditioning” theory in ME/CFS in-
clude (i) Scroop GC et al; Med J Aust 
2004:181:578-580; (ii) Schmaling KB 
et al; J Psychsom Res 2005:58(4):375-
381; (iii) Newton JL et al; Q J Med 
2007:100:519-526.’ 

Professor Malcolm Hooper
Emeritus Professor of   
Medicinal Chemistry

Article: Does Graded Exercise Therapy Cure ME?

(From http://www.tymestrust.org/pdfs/vision2011-
1insert.pdf.)

The Young ME Sufferers Trust

Registered Charity 1080985

Founder Patron : Lord Clement-Jones CBE

www.tymestrust.org

0845 003 9002

PO Box 4347, Stock, CM4 9TE
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I struggled with fibromyalgia for eight years before 
achieving stability. Little did I suspect in my eighth 
year with FMS that a crisis was coming that would 
upset that stability or that help would come from a 
simple daily exercise.

Adapting to Fibromyalgia

My fibromyalgia began when I developed muscle pain 
in my upper body. Then I started having problems 
with my sleep, waking up several times during the 
night and feeling totally exhausted in the morning.

After months of  visits to a number of  doctors, I 
was finally diagnosed with FMS. I was relieved to find 
a name to go with my symptoms, but after that initial 
euphoria, was left with the task of  learning how to live 
with this debilitating and chronic illness.

I spent the next few years experiencing the stages 
of  grieving and over time came a long way toward 
acceptance of  my condition, creating a life within the 
limits of  this illness. My regimen included reading all 
I could about my illness, resting, and learning what 
kinds of  exercise I could do without exacerbating my 
condition.

I also joined a local FMS support group, became 
good friends with other FMS patients and re-evaluat-
ed which activities and relationships were causing me 
stress, making some changes. I gradually improved to 
where most days, physically, I was between 40% and 
60% of  my functioning before FMS. Physically, men-
tally and emotionally, I had crafted a life that worked 
for me and my illness; I was feeling the best I had in 
many years.

Family Crisis Upsets a Delicate Bal-
ance

Then a family crisis arose that upset the delicate bal-
ance I had so carefully created. Suddenly, a previously 
slow-growing thyroid cancer that my husband’s sister, 
Janette, had been living with for over 20 years, be-
came active and very fast moving. After unsuccessful 
chemotherapy, the cancer had spread to her liver and 
she was going downhill quickly.

My husband and I asked her to come live with us, 
which she accepted. For the next 5-½ months, un-
til her death, we lived together, sharing the ups and 
downs, the laughter and tears, the hope and the fear. 

As Janette’s primary caregiver, I was unable to con-
tinue with my daily routine of  exercise, regular resting 
and social activities. The high stress and the loss of  
my routine led to some increase in pain and fatigue. 
The stress of  care giving for those months affected 
me emotionally more than anything. Seeing someone 
I loved fading before my eyes was very difficult. Dur-
ing this crisis, the emotional support I needed came 
from an unexpected source.

Help from a Simple Exercise

A few months before Janette came to live with us, I 
was browsing in a local bookstore while doing Christ-
mas shopping. I spotted a book titled “The Simple 
Abundance Journal of  Gratitude.” I recognized Sa-
rah Ban Breathnach as the author of  “Simple Abun-
dance.” Most of  the book consisted of  a page for 
each day of  the year, followed by five blank lines.

I was intrigued by her idea that there could be 
powerful effects from writing each day five things you 
were grateful for. I bought the book as a gift to my-
self, little knowing what a significant role that small 
book would play in helping me survive one of  the 
most stressful periods of  my life.

For a month and a half  before Janette came, I 
wrote in my Gratitude Journal every day. It was the 
last thing I did at night before going to sleep. Some-
times I struggled to find 5 things for which I was 
grateful; occasionally, one of  those was, “I’m grateful 
this day has ended.” But I stuck with it.

During the months Janette was with us, I felt it was 
very important to keep up with the Gratitude Journal 
and I focused on aspects of  this situation from which 
I could pull out something to be thankful for. Often, 
it was something Janette was doing to find peace with 
her life and death. She reached out to just about eve-
ryone who had ever been in her life.

The Healing Power of Gratitude
By Joan Buchman.

Article: The Healing Power of Gratitude
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In return, she experienced an outpouring of  
love like I had never seen. She received many letters, 
phone calls, even visits from old friends who traveled 
cross-country to see her. At times, this outpouring 
was overwhelming to her. But, at the same time, she 
was so nurtured by it, it helped give her strength to go 
on. Janette was a constant inspiration, for in her final 
months, besides reaching out to others, she took time 
to appreciate her surroundings and the pleasures of  
everyday life.

We took her to the California Coast one weekend 
and she was inspired by the nature that was there. 
She stared at the ocean and the contentment on her 
face was amazing. Paul took her to the Monterey Bay 
Aquarium and she loved it. She was reaching out to 
grasp everything around her, even though she knew 
she didn’t have long to live.

Learning the Power of Gratitude

Janette taught me to treasure what I have right now. 
Gratitude means appreciating what you have and 
making the most from that. So I began to express in 
my journal appreciation for people in my life and my 
life as it was. That led to feelings of  gratitude for the 
lessons I had been learning about myself  because of  
my illness. I had learned that moving as fast as I could, 
doing as much as possible, was not making me hap-
py. I was not taking any time to nurture my physical, 
mental or emotional needs. I believe that my body was 
shouting at me to slow down and savor life.

I think I would have learned about gratitude on my 
own by writing the Gratitude Journal for that entire 
year. But Janette, as a shining example of  experienc-
ing gratitude during a crisis, gave me a crash course 
in finding gratitude in my life. From Janette’s model 
of  living her last days with grace and appreciation of  
everything she had right then, I learned that I can live 
a happy and peaceful life with my chronic illness.

In fact, I would even say I am grateful for FMS, 
for without it, I would not have been forced to take a 
close look at how I was living. My life today is not the 
life I had imagined, but, looking back, I realize that I 
was not on a track for happiness and peace. Because 
of  FMS, I have had the opportunity to find out what 
is really important for me to live a fulfilling and mean-
ingful life.

Gratitude is not about “looking at the bright side” 
or denying the realities of  life. Gratitude goes much 
deeper than that. It’s about learning from a situation, 
taking the good to help deal with other challenges in 
the future. It’s about finding out that you have more 
power over your life than you previously imagined. 

You can stop being a victim of  your circumstances 
and reach out to the joy in living. If  you open your 
heart to the good in your life, gratitude becomes as 
much a part of  your life as breathing.

So I continue to write in my Gratitude Journal. 
Only now, I do it in my head, every minute of  every 
day. I do not limit myself  to five lines.

The gift I gave myself  that Christmas of  the Grati-
tude Journal changed my life. After struggling with 
FMS for years, searching for answers and cures, I was 
finally able to reach a level of  acceptance that has 
dramatically improved my quality of  life. I am bet-
ter at pacing my activities, listening to my body and 
have more patience with myself  and others. I have 
found joy at every turn, from appreciating the beauty 
of  nature to improved relationships with family and 
friends.

I still have muscle pain and fatigue. Those symp-
tom levels remain fairly constant. But that journal 
opened the door to unconditional happiness with the 
hand I was dealt. I can look beyond the pain and fa-
tigue and look forward to each day and the joy it will 
bring. And it all started with a book I saw at a book-
store amid the hustle and bustle of  Christmas shop-
ping. 1

Joan Buchman is a fibromyalgia patient from Cali-
fornia. She is a long-time moderator in the CFIDS & 
Fibromyalgia Self-Help Program.

(From http://www.cfidsselfhelp.org/library/the-heal-
ing-power-gratitude.)

Article: The Healing Power of Gratitude

Hospital regulations

Hospital regulations require a wheelchair for 
patients being discharged. However, a studet 
nurse found one elderly gentleman already 
dressed and sitting on the bed with a suitcase 
at his feet, who insisted he didn’t need any 
help to leave the hospital.

After a chat about rules being rules, he re-
luctantly let the nurse wheel him to the eleva-
tor.

On the way down the nurse asked him if 
his wife was meeting him.

“I don’t know,” he said. “She’s still upstairs 
in the bathroom changing out of her hospital 
gown.”
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What is ME/CFS?
Myalgic Encephalopathy/Chronic Fatigue Syndrome 
(ME/CFS) is characterised by severe, disabling fatigue 
and post-exertional malaise. Fatigue is just one symptom 
– there are a multitude of  others. ME/CFS is a not un-
common medical disorder that causes significant ill health 
and disability in sufferers.

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

Contact numbers

Auburn Kay Hoskin 8849 2143

Barossa Valley Dennis 8563 2976

Eyre Peninsula Jodi 0427 831 133

Mt. Gambier Di Lock 8725 8398 or
0438 358 398

Port Lincoln Jade and Pauline 8683 1090

Port Pirie Marj 8633 0867

Strathalbyn Margaret 8536 3218 or
0400 187 015

Victor Harbor Andrea and Mark 8552 9857

Northern Yorke 
Peninsula

David 8862 1668

Yunta Gloria 8650 5938

Country Support Contacts

Disclaimer

Please note that meeting times are subject to 
change.

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

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

Support groups

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

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

Riverland CFS Support Group
Venue: Riverland Community Health Resource Centre

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

Changes

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

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

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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