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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: Mondays and Thursdays, 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 Soci-
ety and are welcome at all times.

All donations of  $2.00 or over are tax deductible and a re-
ceipt will be issued.

ME/CFS Australia (SA) Inc is a member of  Charity Direct.



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 3
TA

LK
IN

G
 PO

IN
T – A

utum
n 2

0
1
1
 (Jaunr-February-M

arch)
Contents

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.

4 Society Matters

4 2010 Annual Report
By James Hackett

8 Talking Point and MCS

9 Membership Application Form

11 Poem
By Paige Ann Golding

12 Medical Pages

12 Australian CFS Science Symposium 
Overview
By Dr Rosamund Vallings

17 Why is the prevalence of CFS 
higher in women than in men?
By Richard A Van Konynenburg, PhD

20 Publication of original Adelaide 
CFS MRI study

21 Articles

21 Home Medicines Review

24 How to Lessen Mental Suffering
By Bruce Campbell

26 My trip of a lifetime
By Jenn Plat

27 Equipment/scooter tips
By Ricky Buchanan

28 You have had a far better day than 
you realize
By Brian Vaszily

30 Miscellaneous

30 Information about ME/CFS

31 Support groups

31 Contact numbers

Contents



TA
LK

IN
G

 PO
IN

T – A
utum

n 2
0
1
1
 (Jaunr-February-M

arch)
The O

fficial Journal of M
E/C

FS A
ustralia (SA

) Inc.

Page 4 Society Matters: 2010 Annual Report

1. INTRODUCTION

In starting, I acknowledge the spirit of  those who 
fight valiantly against the challenges of  ME/CFS.  My 
gratitude goes to those who have recovered enough 
energy, to work voluntarily for the society helping 
those still more profoundly affected.

It helps me to help others and I’m very grateful 
to all our members for their input even if  only by 
maintaining their membership.  Helping others in this 
complex environment is a bit like studying.  I find the 
best way to understand a subject is to teach or help 
someone else understand it.  Facebook and support 
groups are a good environment for helping others in 
a way that can also help us to understand the illness 
and find treatments to try.

Twelve months ago we farewelled Dr Pe-
ter Cahalan after 7 years as President.  
His work at both state and national 
level was invaluable and promoted 
the advancement of  knowledge 
about ME/CFS across the 
whole community.  Peter’s wife 
Penny, and daughter Liz, also 
made a huge contribution to 
our society.  Their departure 
leaves big boots to fill.  As 
there were no candidates for 
President I nominated myself  
for the Vice President’s position.  
I took the Vice President’s position 
to encourage and support any interest-
ed parties and as a caretaker President in the 
interim.

Ideally the President would be a non-sufferer 
who lives in Adelaide, best placed and with the re-
quired energy to fully support the society in a public 
role.  My health has been improving but has not been 
good all of  the time and that combined with living 
3½ hours’ drive from Adelaide limits my capacity.  
However with the help of  our fantastic committee 
and volunteer officers I think we have done very well 
under challenging conditions.

2. OFFICERS & COMMITTEE

The majority of  our committed committee are suffer-
ers of  ME/CFS, but they do what they can and often 

that’s more than expected.  Committee meetings are 
always enjoyable with everyone working towards our 
common goal of  developing understanding of  ME/
CFS and supporting those who are ill.

I’d like to thank Emma Wing who has been a 
long serving pillar of  strength to the society.  She al-
ways seems to know the answers or ways to find them 
and has put a lot of  her limited energy reserves into 
helping this year.

Peter Mitchell does excellent work as Secretary 
with his constant stoic wisdom and humour.  His work 
as the Alternate State Director on the national board 
of  ME/CFS Australia provides us with national input 
and keeps us up to date with national developments.

Richard Cocker has been a skilled and dedicated 
Treasurer over the years.  Richard has had an increas-

ing personal workload in his mortgage brokerage 
business and as such is sadly resigning the 

position this year.  We will miss him as 
Treasurer and as someone who al-

ways helped to liven up our meet-
ings with his positive attitude 
and sense of  humour.

Mike Ritter retired early 
in the year as our long-serving 
IT Coordinator and we were 
very sad to see him go.  He 

contributed enormously over 
the last five years upgrading and 

maintaining servers and computers, 
bringing in the SMS service, remote 

server access for the committee, a distri-
bution service for ebulletins and the introduc-

tion of  a lot of  free, open-source software.  Mike also 
helped with some photography and video work for 
seminars.  We still hear from him with his random 
SMS’s and he has popped into the office on a few 
occasions since. We are quietly hoping that maybe his 
workload might allow him to return to us one day!

Spen Langman has been a very active commit-
tee member this year.  He won a grant of  $5,000 and 
has done a lot of  work organising fundraising promo-
tions, to be discussed later in this report.  A big thanks 
also goes to Spen’s wife Grazyna for her outstanding 
hospitality and to both of  them for welcoming the 
committee into their home for our meetings.

Lyn Bird had her first year on the committee and 
set up a great facility for us to have committee meet-

2010 Annual Report
By James Hackett, President ME/CFS Australia (SA) Inc.
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ings over the internet.  Lyn is experienced in distance 
education and an internet application normally used 
to connect remote students to a virtual classroom.  
This to allow us to talk over the internet while bring-
ing up documents on screen for all to add to, edit, etc.  
This is particularly good for me as it has meant that 
I don’t have to drive to Adelaide for all meetings.  It’s 
also quite good fun.  I had to tell Lyn off  for passing 
notes in class on one occasion while testing out one 
of  the program’s functions.  Detention was picking 
up virtual papers after class.

Lorenzo Pizza was able to join us on the com-
mittee for part of  the year – for which we were grate-
ful – but with the birth of  his son Gabriel and family 
commitments he wasn’t able to stay the whole year.  
He has, however, managed to continue on as Mem-
bership Officer and Seminar Coordinator, two very 
important jobs and we are very grateful for his contin-
ued involvement.  Lorenzo also helps with a number 
of  administrative tasks, checking mail and forwarding 
on emails.

3. OFFICE

With the exception of  a few minor but irritating 
hitches we have settled into the new office on Port 
Road at Hindmarsh well.  Around the time of  the last 
AGM the usual group of  committee members and of-
ficers banded together to get the office set up to suit 
our needs.  In difficult financial times the suburban 
office has helped us avoid the rent rises we were likely 
to see had we stayed in the city.  We lease the office 
from the Epilepsy Centre and are grateful to for their 
hospitality.

It is important that the office is comfortable and 
welcoming, as well as practical, as many volunteers 
are ill.  We altered the lighting and will be taking fur-
ther steps along those lines to continue to improve 
the environment with a relaxation area to take breaks 
in.  Some of  the grant money Spen obtained will go 
towards a new couch for this purpose.  At one stage 
Lynda reported there being “17 chairs in our beautiful 
new office!” If  only we had that many volunteers to 
help fill them!

Following the busy start, the office has been qui-
eter this year with health issues affecting some volun-
teers.  As always, a huge thanks to Lynda Brett for all 
her efforts as Office Manager.  Lynda’s health prohib-
ited her from attending as often as she normally does.  
Lynda and I met once while we were both in hospital 
and then in my bookshop at Quorn.  I am very glad 
to hear that she’s been in much finer form since the 
stay in hospital.

Emma Wing showed great patience and persist-
ence in dealing with some substantial telephone is-
sues.  We had difficulty transferring old lines and 
setting up new ones.  For a while Telstra had our 
number diverting to Autism Victoria.  Then we had 
trouble with technicians setting up message bank as 
the “EM/CFS” society, with the system not allowing 
us to change it.  There were numerous other problems 
with phones and phone lines, and we’re very grateful 
to Emma for her hours on the phone sorting this out 
and also to Gerry Adams who, as a volunteer at the 
Epilepsy Centre, also gave many hours helping us get 
setup and find solutions to our technical problems.  
Gerry set up a system that means that our calls out are 
substantially cheaper than they were in the past.

The loss of  Mike Ritter has been felt strongest in 
the office, and aside from needing to be upgraded, 
the computers have also missed out on Mike’s help to 
maintain them.

Lynda has asked me to pass on thanks also to our 
regular volunteers: Jacquie Smith and Yvonne Ay-
liffe.  Their help is invaluable.  We would appreciate 
more volunteers, if  you are able or if  you have friends 
or relatives who might like to spare some time for us.  
Remember the saying, ‘more hands make light work’.

4. SUPPORT GROUPS & SUPPORT 
LINE

A valuable part of  the society’s service is our support 
groups.  Unfortunately there aren’t any in the city at 
present, however there has been some talk that one 
might start again soon.  The seminars double to a 
degree as support group sessions and we encourage 
people to stay behind and chat socially.  I think that if  
we had a volunteer to coordinate an Adelaide support 
group there would be a good response.  Any volun-
teers?

Country support groups are alive and healthy.  
Simon Jackson is the Riverland Coordinator along 
with his wife Raelene.  They do a great job and have 
had a number of  regular meetings this year, one of  
which was their third birthday meeting! Simon and 
Raelene also went out of  their way to organise and at-
tend the 2010 Disability Expo at the Adelaide Show-
ground this year on the society’s behalf.  It was a big 
effort and important presence for us.  It was tricky for 
them to coordinate this trip to Adelaide and was a lot 
of  work – so we thank them for that.

David Shepherd is both the Clare Valley and 
Yorke Peninsula Support Group Coordinator who, 

Continued on page 6
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with his wife Glenda, also does a great job for the 
society and people in those areas.  David regularly 
attends Adelaide meetings and also generously do-
nated customised ME/CFS society pens and torches 
for fundraising, which were popular at the Disability 
Expo.  In addition to this David got in touch with the 
suppliers of  Serine and Muscleze powder (thanks to 
Dr Ian Buttfield’s connections) and purchased orders 
of  each with his own money.  These supplements are 
now available from the office at discounted prices to 
members.

Another behind-the-scenes contributor to the so-
ciety is Alex Harris who has been our Support Line 
operator for many years now.  This is an important 
service and we are very grateful to Alex.  I’d also like 
to thank him for bearing with us through our phone 
line change-over / diversion issues.

5. SEMINARS

Thanks to Lorenzo Pizza’s efforts we have had some 
excellent seminar presenters this year, and thanks to 
all of  the presenters:
•	 Dr	Ian	Buttfield at the last AGM, discussing 

his research.
•	 Peter Evans, with an excellent presentation on 

the situation of  MCS.
•	 Peter Taubert on toxic chemicals in our foods 

and that hamburger that refuses to die.
•	 Julie Peacock and Phil Calvert, physiothera-

pists.
•	 Brenda McHugh-Wilkinson on managing 

grief  and how it affects people with chronic 
illness.

•	 Dr Richard Kwiatek, Rheumatologist, Ad-
elaide’s ME/CFS brain-scan research with talk 
of  some exciting research results just around 
the corner...

We would like to thank the Sophia conference 
room people at Cabra School.  It has been a good 
location and pleasant environment.  We do everything 
we can to remove or minimise anything which might 
negatively affect Multiple Chemical Sensitivity (MCS) 
sufferers.  There have been issues in all of  our semi-
nar locations but with the help of  Sophia staff  we 
have been able to make this an issue-free location for 
a few meetings.

Thanks to our camera man Colin Northey, to 
Simon Jackson for filming the 2010 AGM, and to 
Jen Bradley.  Jen has been doing our seminar DVD 
editing for us.  We now have 3 seminars from 2010 

available on DVD thanks to Jen who has been doing 
our seminar DVD editing for us.  Thanks also to Hi-
lary McKay for her help with video editing earlier it 
the year.  I’m not sure what this link with Quorn and 
the society is? There are a few members there: Jen 
is a Quornie, Dr Peter Cahalan stays there for work; 
Brenda McHugh-Wilkinson grew up there, her father 
retiring after over 17 years of  service as Mayor of  
Flinders Ranges Council and Talking Point’s assistant 
editor Judy Rhodes lived and taught at Quorn for 
ten years.

6. COMMUNICATION

Our communication media have been a large part of  
the society’s strength for many years now and Pe-
ter Scott is a large part of  this.  He really is amazing 
with all the amount of  value he adds via the website 
as Website Manager and now returning as editor of  
Talking Point.

Our website at www.sacfs.asn.au continues to be 
one of  the leading sites for ME/CFS internationally 
and we have maintained a similar number of  hits to 
last year, at about 3 million.

Our society is committed to working towards a 
combined national effort with the national board, 
however there were some misunderstandings with 
the national magazine.  We went to Emerge thinking 
it would become the national magazine and that it 
would save us money.  The process for evolving it 
into a national magazine is still ongoing and may not 
be fully ready to go for some time yet.  That com-
bined with the relative lack of  SA content and the fact 
that it was actually costing us more than Talking Point 
led us to withdraw for the time being and reactivate 
Talking Point.  When I asked Peter Scott about how he 
might feel about going back as Editor of  TP, his reac-
tion was excitedly enthusiastic and we think the recent 
edition has been another testament to his proficiency.  
I would like to thank the Emerge producers for their 
contribution also for the content they have provided 
for Talking Point over the years.

I’d like to thank Judy Rhodes for volunteering as 
Talking Point’s Assistant Editor, and Worldwide On-
line Printing (Flinders Street, Adelaide) for printing 
it at an excellent rate for us.  Our magazine’s printing 
cost was one of  our larger expenses and I’m pleased 
to report that we are now paying about a third of  
what we were previously thanks to Worldwide Online 
Printing.

In addition to this, Worldwide Online Printing 
have also printed our ebulletin as a mail out at no cost, 
with a small logo of  theirs added to the print.  This 

Continued from page 5

Society Matters: 2010 Annual Report
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is the first year we have printed and posted mail out 
versions of  our ebulletins.  Some of  our members are 
unable to access our emailed bulletins so we added 
this feature to help keep them informed.

Thanks also to Lorenzo’s brother’s business, Im-
press Print and Design, for some work they did for 
us earlier in the year.

One of  the downsides to not having a President 
at full capacity is a reduction in ebulletins.  I’d like to 
thank Peter Mitchell for his efforts in writing most of  
them this year.  I aim to contribute more next year.

Our Facebook group continues to grow.  We not-
ed two years ago at our 2008 AGM that shortly after 
starting our Facebook group we had 67 members.  
Last year we had 300.  Now that has doubled to over 
600, with over 80 discussion topic threads.  There is 
some discussion about making our FB page into the 
national ME/CFS Facebook page and starting one 
specifically for South Australia.  This may help with 
state specific invitations 
and local content but if  we 
go that way I hope FB will 
help us to dissect the cur-
rent content.  Thanks to 
our regular FB contribu-
tors, Margaret Wilson, 
Melanie Smith, Jenni 
Gay, Kendall Bird, and 
Jen Bradley amongst oth-
ers.

7. MEDICAL

With our somewhat reduced capacity, we haven’t been 
as active in this area as we would have liked.  We as-
sisted with Dr Buttfield’s research last year and we are 
helping to promote Dr Kwiatek’s work this year.  Dr 
Kwiatek explained the research in his seminar and we 
understand they still need more volunteers, both peo-
ple ill with ME/CFS and healthy controls, to take part 
in the study.  Dr Kwiatek’s seminar, which followed 
the AGM was filmed and will be available on DVD 
from our office.  

In the news – XMRV (retro virus) is bobbing 
about with some new results failing to support the 
claims and others supporting the initial theory that 
XMRV is involved in ME/CFS.  Time will tell.  Our 
job is to keep abreast of  these issues objectively and 
to wait until there is substantial evidence before we 
accept it as fact.

The XMRV issue has led to the controversial deci-
sion for blood banks to stop taking blood from ME/
CFS sufferers.  This is a precautionary measure and is 

leading to some interesting debate about the lack of  
support the illness receives globally.  Perhaps in this 
case all news is good news if  it helps bring the illness 
publicity that could lead to research funding.

We’d also like to thank Dr John Graham for pass-
ing on information and advice to the society.

8.  FUNDRAISING

Since the loss of  our generous benefactor Mrs Miller 
and her annual $12,000 donations, we have been put 
on financially shaky ground.  We have saved money 
in a number of  places including rent, telephone call 
charges, the printing of  Talking Point; and ebulletin 
mailout printing.  While there is the possibility of  
more funding in the future, we still need to do more 
fund raising to help keep us afloat.

We thank the BankSA and Staff  Charitable 
Fund again for $1,500 this year! In recent years they 

have generously given 
$1,000 so, the extra $500 
was greatly appreciated 
this year!

Also to all our mem-
bers who generously give 
donations with their mem-
bership fees.

Our Victorian coun-
terparts offered for us the 
opportunity to be involved 
with their fund raising pro-
motion wristbands.  We 

bought 1000 at $1.30 each and are selling them for $3 
each.  They may also be used as promotional material 
for renewing members.

Spen Langman has put a huge amount of  effort 
into fund-raising this year and we are very thankful to 
him.  Spen applied for a government grant and won 
$5,000.  This is to go for items Spen applied for on 
behalf  of  the society, a laptop and digital projector; a 
couch for the office, some money for administrative 
costs and fuel for volunteers.  Spen was also behind 
our wine and movie fund-raising promotions.  We 
took orders for 26 dozen bottles of  quality Temple 
Brewer wines, 2004 Cab Merlot and a 2007 Riesling.  
Costing $60 a half-dozen or $110 for a dozen and 
raising $510 for the society.  These wines are avail-
able at full shelf  prices in bottle shops but are only 
available at these prices to charities.  The wine has 
been very well received and we will be repeating this 
promotion again soon.

Continued on page 8

Society Matters: 2010 Annual Report
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Spen’s other promotion was our movie night on 
the 30th November at the Highway Hotel, on Anzac 
Highway.  The cost was $15, covering the movie, a 
drink, priority seating and popcorn (with $10 per tick-
et going to the society).  We had a good turn out and 
a fun night, raising $400 for the society.

To follow on from last year’s report, Google Ads 
on our website are booming, up to a gross $144 (at the 
time of  the AGM) from last year’s $14.  So, we won’t 
be breaking our piggy bank with their $10 a month 
but it’s possibly enough to justify keeping them run-
ning for another year.

9. FUTURE

Membership this year reached 235, down on previous 
years.  We intend to contact previous and prospective 
members and hope to rebuild on the way into our 
24th year.

We knew that our limited resources and volunteer 
energy would lead to some lean times leading into 
2010 and that was a large motivator for all our efforts 
to reduce our operating costs.  It was a priority that 
in doing so we didn’t reduce out quality of  service to 
members in the process, and I think we have done 
very well in that respect.

I attended the National AGM with Peter Mitch-

ell in Melbourne the week prior to our AGM.  While 
there, I heard it mentioned a couple of  times that “SA 
punches above its weight”.  I think that’s great to 
hear and an accurate testament to our efforts.  We 
have very low finances, minimal funding at best, but 
great people who work well together and do a great 
job for the cause of  helping ME/CFS sufferers.

This year I think we have proven that we can sur-
vive difficult times with limited resources, finances, 
and volunteer energy.  We haven’t built on medical 
training or political grounds but we have fortified our 
base and proven our tenacity.

With that, I hope I have acknowledged all the 
major issues and acknowledged those who deserve 
thanks.  I’d like to conclude by wishing all sufferers 
the best for improved health.  I continue to have faith 
in medicine’s ability to find the causes of  ME/CFS 
and to develop treatments which will enable sufferers 
to achieve a full recovery.  I’d love to be the President 
who closes the society because a cure has been found! 
It is possible.

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

Continued from page 7

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

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

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

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

Talking Point and MCS
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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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Poem

MUMMY AND M.E.

My Mummy has M.E..
I can’t understand it you see.

She can’t walk very far,
Not even drive a car,
I really can’t explain,

I know her workload is to blame,
But it’s such a shame.

My Mummy can’t cook our tea,
But tries her best to look after me.

She is too ill to work you see,
It has affected us all financially.

My Mummy doesn’t eat very much,
And can’t really manage to keep in touch,

Friends they now get few and few.
Not understanding, if  only they knew.

I wrote this poem for you to see,
How this virus has affected my Mummy.

Paige Ann Golding
(Aged Twelve)

Entered in the

10th Torbay Festival of Poetry, U.K.

(28 Oct - 1 Nov 2010)

Winner of a Special Prize,

certificate, and book token.

http://www.torbaypoetryfestival.co.uk/
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International Science Symposium on 
ME/CFS, 3-4 December 2010, Bond 
University, Queensland, Australia.

DAY ONE

Nancy Klimas and Homeostatic Imbalance 
The first paper was by Nancy Klimas (Miami,USA), 
and she presented a systems biology approach to 
ME/CFS. She described CFS is a disorder of  homeo-
static imbalance. She briefly outlined her 25 year his-
tory of  involvement with this illness, when initially 
she worked on the theory of  a chronic immune acti-
vation syndrome, with an immunological focus. It was 
next recognised as a neuro-inflammatory disorder, 
and now genomics have become involved. She listed 
and described some of  her current research work.

One study involved an exercise challenge to in-
duce relapse, looking at the gene expression and im-
mune changes before, immediately after and 4 hours 
later. 3 matched groups were studied: Gulf  War ill-
ness, CFS and controls. The exercise challenge was 8 
minutes on an exercycle with measurement of  VO2 
max. The gene expression showed significant differ-
ences in those with GWI and CFS. (By case defini-
tion GWI and CFS meet the same criteria). Immuno-
logical pathways were similarly affected – these were 
mainly inflammatory, and the immune cascade led to 
many symptoms 4 hours later. Symptoms involved 
the endocrine, immune, autonomic and neurological 
systems. The genes regulating NK function which in-
cluded abnormal perforin and granzyme levels were 
affected.

She then went on to describes Broderick’s 3 basic 
elements of  analysis of  immune signals, and related 
this to the states after the 8-minute challenge:

1. Those that looked different
2. Those that hang out with a different crowd
3. Those that behave differently (altered response 

dynamics)
In this study there was persistent inflammation, a 

surge in immune interaction and an IL-1 “splash” ef-

fect. There was a huge cascade effect in 8 minutes and 
persisting 4 hours later. Homeostasis is “messed up” 
and needs to remodel.

There is a need to focus on autonomic and im-
mune therapies which do interface with each other. 
This study confirms that graded exercise is not good 
for those with CFS, and patients must stop exercise 
well short of  the aerobic threshold. Breaks between 
exercise need to be twice as long as the duration of  
the exercise.

Perry on Infection and Sickness Behavior
Hugh Perry (Southampton, UK) discussed the adap-
tive and maladaptive components of  what he de-
scribes as “sickness behaviour”. He then focussed 
on the language of  “sickness” in relation to the way 
the systems behave during inflammation, for example 
“feeling ill” with pain and fever. He described sick-
ness behaviour as an organised strategy which is not 
“bad”. 

Infection leads to an inflammatory response with 
release of  cytokines, which then communicate with 
the brain and cause symptoms such as malaise, fever 
and depression. Systemic inflammation activates se-
lective brain regions, with different challenges activat-
ing different regions. This mechanism works through 
the macrophages in the brain via the blood-brain-bar-
rier. Endothelial cells communicate with the macro-
phages via the microglia. This is an important part of  
homeostasis, and is usually transient.

He then went on to talk about chronic neurologi-
cal disease when microglia increase in number and ac-
tivation and become “primed”. Exaggerated sickness 
behaviour then occurs in those with chronic brain dis-
ease, in response to infection. The microglia release 
cytokines very readily if  already primed. A maladap-
tive pathway develops.

One study involved the follow up of  300 Alzhe-
imer’s disease (AD) patients 2 monthly for 6 months. 
Those who had an infection had a more rapid mental 
decline, while those who had suffered no infection 
showed no change. Other “behaviours” also changed 

Australian CFS Science Symposium Overview
Report by Dr Rosamund Vallings. Published in the Phoenix Rising newsletter by Cort Johnson.

Introduction by Cort:
This is just a fantastic survey of a really exciting Conference Down Under. Lots of new research much of it directed 
at the immune system and the central nervous system. There are studies on the brain stem, autopsies, CNS inflam-
mation, NPY, neurodegeneration… Notice that the basal ganglia in the brain show up several times (this is not 
the first time)… The microglia are a hot topic in Fibromyalgia. Well done Australia!
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greatly as a result of  infection. He described obesity, 
smoking, age and grey hair as all contributing to ear-
lier AD as all these have inflammatory effects.

He concluded by saying that systemic infections 
lead to distortion and maladaption exhibited by sick-
ness behaviour, because of  the primed microglia. This 
in turn leads to accelerated progression of  brain dis-
ease. He said that a vaccination can be used as a chal-
lenge to demonstrate changes. Functional MRI has 
more use at detecting these changes.

Fletcher on NPY, a Potential Biomarker for 
ME/CFS
Mary Ann Fletcher (Miami, Florida) presented her 
work on biomarkers for CFS. The goal in CFS re-
search has been to find a biomarker or combination 
of  biomarkers. This will enhance the ability to diag-
nose and demonstrate severity of  the illness, define 
subsets and help to manage trials. 

Natural killer (NK) cells were studied initially 
looking at function and the diminution of  perforin 
and granzyme. 176 CFS patients showed significantly 
lower function in NK cells compared to controls. She 
then went on to describe how neuropeptide-Y (NPY) 
is involved in the stress reaction with increase in 
norepinephrine and NPY from the sympathetic nerve 
endings. In a controlled study, NPY was considerably 
higher in CFS compared to controls.

Use of  receiver operating curve (ROC) analysis 
was described, and this showed discrimination be-
tween CFS patients and controls. Using ROC, NPY 
was found to be 80% sensitive in CFS, (which is bet-
ter than the PSA test we use to help diagnose cancer 
of  the prostate). NPY also correlates with markers 
of  disease severity. Other potential biomarkers using 
this technique included 10 of  16 cytokines measured, 
NK cell cell function and dipepdyl peptidase/CD26 
which is indicative of  immune activation. This is all 
part of  a complex integrated system.

In the future, exercise challenge will be included 
in testing this paradigm, and computer analysis will 
be developed to stimulate research in further clinical 
trials. These abnormalities may have applications in 
other diseases.

Donovan on ME/CFS Autopsies
Dominic O’Donovan, (Cambridge,UK) a neu-
ropathologist presented the results of  autopsy on 4 
patients who had a specialist diagnosis of  CFS:

1. A 32 year old male with a 20-year history 
of  CFS, who died of  a suicide overdose of  
medication. Spinal cord and brain at autopsy 
showed excess corpora amylacea, which was in 

excess of  normal ageing. There were interme-
diate filaments closely related to glial cells, and 
maybe within the glia rather than the axons. No 
evidence of  ganglionitis. (EBV negative).

2. A female of  32 with a 5-year history. She had re-
fused any medical help and been bedridden and 
refused food and water. She finally died of  renal 
failure. The pathology showed a focal chronic 
inflammatory infiltrate (T8 lymphocyes) in the 
dorsal root ganglia. (EBV negative).[This patient 
appeared to be Sophia Mirza - and it was.]  
 
 

Continued next page

From Sophia Mirza’s mother: I am cau-
tious by nature and so had to check it out for 
myself that this was our Sophia that had been 
written about. Having done that, I spoke to Dr 
O’Donovan himself. It was Sophia. He apolo-
gised for the misrepresentation through the 
choice of words.

I have never written on a site such as yours 
and I’m quite ignorant as to how to go about 
it. Would it be possible for you to include the 
following paragraph on your site ? I would re-
ally appreciate it if you would, as I do believe 
that otherwise such inacuracies will, not just 
be repeated, but will become the so-called 
‘truths’.

If you do not wish to include it, I will un-
derstand.

Many thanks and best wishes,
Críona Wilson

“The 2nd person, a woman aged 32, 
(Sophia Mirza) was reported to have 
refused to eat and drink. She was sup-
posed to have refused to see a doctor.” 
Both of these statements are incorrect.

The doctors had treated Sophia, 
who had severe ME, as being men-
tally ill, despite the fact that The World 
Health Organisation states that it is a 
physical disease. They forcibly sec-
tioned her in a mental hospital. Having 
been released from there by a tribunal, 
her doctor removed her from that prac-
tice. The doctor in the second practice 
told me that ME was a mental illness 
and that she let patients ‘get on with 
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3. A female of  43 – an assisted suicide in Swit-
zerland with a barbiturate overdose. The brain 
showed global ischaemia, but this was likely 
due to the drugs used. Dorsal root ganglia 
showed mild excess of  lymphocytic nodules 
of  nageotte but with no obvious inflamma-
tion, but this could represent a subtle chronic 
inflammatory state.

4. A female of  31 whose death may have been due 
to opiate ingestion. There was some toxic de-
myelination with spinal subarachnoid haemor-
rgae, but she was on warfarin. There was some 
mild possible chronic ganglionitis.

Differential diagnosis here was discussed and 
would have included AIDs, Sjorgren’s syndrome, vari-
cella zoster and paraneoplastic disease.

These results have raised the possibility that some 
cases of  CFS may have sensory or autonomic gan-
glionitis. A specific brain and tissue bank in the UK 
is proposed.

Sukocheva on ME/CFS Autopsy
Olga Sukocheva (Adelaide, Australia) presented the 
immunohistochemical and microbiological post mor-

tem findings in a 20-year-old patient with fatal idi-
opathic encephalopathy. This patient had been diag-
nosed with CFS following a severe encephalitic like 
illness aged 10. There was evidence of  inflammatory 
damage with suppression of  microglial cells. Down 
regulation of  ankyrin B was detected in the white 
matter of  the hippocampus. 

There was no significant difference in ankyrin G. 
Tests for Coxiella burnetii and Legionella were insti-
tuted. C.burnetii antigens were present in astrocytes, 
and in the microglial cells in the grey matter of  the 
hippocampus. C.burnetii antigen was also found in 
spleen and liver macrophages,lymphoid tissue, bone 
marrow, lung and heart tissues. Legionella antigen was 
not found.

Dan Peterson on Viral Infections
Dan Peterson (Nevada, USA) started his talk with a 
brief  overview of  the incidence and effects of  CFS 
in the USA. He then went on to describe research 
problems, such as the varied definition, heterogeneity 
of  patients, lack of  biomarkers, patient self-selection, 
researcher bias and lack of  funding. He described a 
number of  “scientific journeys” undertaken in CFS 
research. He stressed the importance of  the bring-
ing together of  the patient, biotechnology, database 
informantics, genomics and clinical medical guide-
lines. Diseases can now be defined from a molecular 
perspective. Networking and collaboration are keys 
to successful research. There needs to be large-scale 
clinical data gathering, with international biospecimen 
collection.

He then went on to discuss the importance of  
looking at viral infections in CFS. Leukotropic her-
pes viruses particularly HHV6, HCMV and EBV are 
among a number of  major candidates in CFS. He re-
ported on large studies in which active HHV6 was de-
tected in 28%, HCMV in 29% and EBV in 51%. 10% 
were co-infected. Active EBV infection significantly 
correlates with the presence of  auto-antibodies, with 
antibodies directed at thyroid peroxidase and parietal 
cells. 

Up to 30% of  patients may respond to antiviral medica-
tion.

Brenu on Immune Dysregulation
Ekua Brenu (Queensland, Australia) had looked at in-
nate and adaptive immunity in CFS. It was postulated 
that her study could assist in developing biomarkers. 
The study involved 253 patients and 100 controls. 
Studies were undertaken at zero and 6 months. Cyto-
toxic activity of  NK cells and CD8+T cells was sig-
nificantly reduced. Perforin and granzyme activity was 

Continued from previous page

it’. Sophia was terrified of calling on 
that doctor, as previously it had been 
made clear to her that she could, once 
again, be ‘sectioned’. Because of her 
severe symptoms she was unable to eat 
or drink, save for a minute amount. Af-
ter she died the doctor refused to visit 
to confirm Sophia’s death. Apparently 
they too had removed Sophia from 
their practice, four months previously 
and without our knowledge. There was 
no help for Sophia.

Sophia had to suffer in unbearable 
agony and die alone. To infer that it 
was Sophia’s ‘free choice’ is not true. 
Being frightened of the doctor and be-
ing unable to eat or drink are totally 
different from refusing to see the doctor 
and refusing to eat.

Críona Wilson
(Sophia Mirza’s mother)
www.sophiaandme.org.uk

Medical Pages: Australian CFS Science Symposium Overview
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reduced. When looking at NK cell phenotypes, CD56 
bright cells were significantly diminished. Cytokine 
secretion from CD4+T cells showed significant eleva-
tion of  IL-10, IFN-Á and TNF-·. FOXP3 expression 
was also heightened in the CFS group. Vaso-active in-
testinal peptide (VIP) receptors were also investigated 
and found to be significantly elevated. 

De Meirleir on XMRV
Kenny de Meirlier (Brussels, Belgium): Because 
chronic activation of  the immune system is present 
in progressive HIV and is a better predictor of  dis-
ease outcome than viral load, it is important to test 
the hypothesis that a similar pattern may be observed 
in XMRV positive CFS patients. 16 XMRV positive 
patients (using culture assay) had a large number of  
tests performed.

These patients were found to have reduced lym-
phocyte numbers and CD-57+lymphocytes reduced, 
as observed in HIV. There was 
evidence of  an activated in-
nate immune system (increased 
elastase activity and C4a). sCD14 
was significantly higher than ex-
pected, and this correlated with 
plasma lipopolysaccharide (LPS) 
a proinflammatory component 
of  the gram-negative bacte-
rial envelope. Low stool IgA 
indicated dysfunctional mucosa-
associated lymphomal tissue in 
XMRV positive patients. Serum 
IL-8,IL-10,MCP-1 and MIP-1‚ 
are increased and might consti-
tute a biological signature for viral infection.

This all provides supportive evidence for micro-
bial translocation being part of  the pathology of  
XMRV +ve patients.

He described a Norwegian study of  severely disa-
bled CFS patients in which the plasma LPS was elevat-
ed in those with a low Karnofsky score. This suggests 
a leaky gut syndrome. Stool analysis in CFS patients 
has indicated overgrowth of  enterococci, streptococ-
ci and fungi with diminished E.Coli count. This can 
lead to overproduction of  hydrogen sulphide which is 
toxic to mitochondria and affects ATP.

Kwiatek on Brainstem Dysfunction
Richard Kwiatek (Adelaide, Australia) is a rheumatol-
ogist with a particular interest in neuro-imaging. MRI 
was performed to look for brainstem dysfunction in 
CFS. Whole-brain optimised voxel-based volumetry 
and novel quantification of  T1-weighted and T-2 

weighted signal levels in structural MRI were used. 
Voxels build a 3-D map of  the brain. In the CFS pa-
tients seated pulse pressure was reduced, and seated 
heart rate and asleep heart rate were increased, com-
pared to controls. This was then correlated with brain 
change, other symptoms and fatigue.

Prefrontal white matter volume reduced with in-
creasing sleeping heart rate in CFS with the opposite 
in controls. Midbrain white matter volume reduced 
with increasing fatigue. There was a strong correla-
tion between total brainstem grey matter volume and 
seated pulse pressure in the CFS patients.

Brainstem grey matter changes suggest a failure of  
cerebrovascular auto-regulation, potentially mediated 
by astrocytes. Astrocyte dysfunction may therefore be 
central to CFS pathogenesis. There seems to be dis-
rupted autonomic nervous system homeostasis. He 
does not feel it is reduced blood volume that will be 
causing this.

Marmion on Q-fever
Barrie Marmion (Adelaide, Aus-
tralia) has studied Q-fever and its 
aftermath for many years. There 
were 11 suffering from post Q-
fever fatigue syndrome out of  39 
who had had the acute illness in 
one study cited. The C.burnetii 
antigen persists, and causes im-
mune modulation with gene ex-
pression and symptoms. Usually 
it is continuous from the initial 
onset, but episodic relapses may 
occur due to re-infection or in-

advertent Q-fever vaccination. IL-6 is elevated and 
IL-2 is down. The symptoms fit the criteria for a di-
agnosis of  CFS.

Three Q-fever groups were studied and there were 
differences in the frequency of  carriage of  HLA-DR 
B1*11 and of  IFN-Á. 35% were positive in the post-
Q-fever syndrome group, and the levels were low in 
the controls and Q-fever recovered group and the Q-
fever endocarditis group.. These differences support 
the concept of  different immune states in chronic Q 
fever, determined by genetic variations in host im-
mune responses, rather than by the properties of  
C.burnetii.

Boullerne on CFS and MS
Anne Boullerne (Illinois, USA) discussed the issue of  
chronic fatigue in relation to CFS and MS. She de-

Continued next page
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scribed MS as a characteristic auto-immune disorder. 
She outlined the differences in incidence, symptoms, 
duration of  illness etc. She emphasised that while MS 
is a neuro-immune disease, CFS is an acquired severe 
complex system dysfunction. In MS there is oligo-
clonal IgG in the CSF in 95% of  cases, and brain le-
sions with T and B cells are seen on MRI.

She asks the question “Is gliosis present in CFS?” 
In CFS MRI abnormalities maybe found such as small 
punctate subcortical white matter intensities in the 
frontal lobes, small ventricular volume, slow blood 
flow and some atrophy. 

She had looked at functional MRI in relation to 
control imagery and visual imagery. Both were found 
to be slower in CFS compared to controls. Changes 
associated with finger tapping and auditory monitor-
ing correlated with subjective fatigue and brain re-
sponse during challenge involving memory.

Using M.R.Spectroscopy, there was an increase in-
choline in the basal ganglia, no significant difference 
in glutathione, and ventricular lactate was elevated. 
There was no alteration in levels of  GABA and gluta-
mate. 

In a rat model for Gulf  War Syndrome, using py-
ridostigmine, there was no gliosis and no increased 
permeability of  the blood brain barrier.

A possible auto-immunity including vasoactive 
neuropeptides is hypothesised.

Tate on Molecular Biomarkers and RNase L
Warren Tate (Dunedin, NZ) and his team have just 
initiated a study to develop tools that can accurately 
detect molecular changes within cells in response to 
double-stranded RNA (dsRNA) relevent to CFS. He 
explained how recent XMRV findings had stimulated 
research and a need for a bank of  genetic material. 
Biomarkers need to be established as well as less spe-
cific markers to reflect changes in global homeostasis.
There needs to be targetting of  a vulnerable point in 
the biology of  XMRV viral RNA that determines the 
ratio of  its structural and enzyme proteins.

He went on to describe types of  biomarkers:
1. Specific such as in a cell undergoing apoptosis: 

RNaseL, PKR, phosphorylation of  PKR etc
2. Specific biomarkers of  disturbed homeostasis
3. General biomarkers – marking global disturbed 

homeostasis of  various organs
He explained the RNaseL activation pathway. 

RNaseL cleavage may be specific to CFS. He is cur-
rently studying the ratio of  the RNaseL terminal frag-
ment to uncleaved protein. He will also be looking at 

abnormal PKR activation. This is cleaved by caspase 
to form the 37D fragment. This undergoes phospho-
rylation which can be measured – the protein-synthe-
sis factor e1F2·. These 2 phosphorylation events will 
be detected by specific antibodies against the phos-
phopeptides of  the 2 proteins.

Feinstein on Droxidopa and Combatting Neu-
ro-degeneration
Douglas Feinstein (Illinois,Chicago) presented study 
of  noradrenergic treatments for neuro-degenerative 
diseases. Glial cells are activated producing neuro-
toxins, which induce neuronal damage and leukocyte 
infiltration into the CNS. Noradrenaline regulates 
glial inflammatory responses, exerts neuroprotective 
effects and helps maintain the integrity of  the blood 
brain barrier (BBB). Dysregulation of  noradrenaline 
signalling could exacerbate disease. The supposed re-
ductions of  noradrenaline increase inflammatory re-
sponses, the amyloid burden and neurotropic factors. 

Noradrenaline is mainly produced in the locus 
coeruleus (LC). This part of  the brain is damaged 
in Alzheimer’s and Parkinsonism. LC loss correlates 
with plaque and tangle numbers. The question was 
asked “does increasing noradrenaline in the CNS im-
prove things?” The drug Droxidopa is a precursor of  
noradrenaline. This drug is in phase 3 trials for neu-
rogenic orthostatic hyopotension. In mice the drug 
leads to improvement in plaques and learning. This 
drug used in MS and experimental auto-immune en-
cephalmyelitis (EAE) showed stabilisation compared 
to controls. This trial indicates that the LC is signifi-
cantly damaged in MS and EAE.

Noradrenaline directed therapies need to be con-
sidered if  there is perhaps also LC disturbance in CFS.

Ganea on VIP
Doina Ganea (Philadelphia,USA) spoke about Va-
soactive Intestinal Peptide (VIP) – an endogenous 
and exogenous immunomodlator. VIP downregulates 
the innate immune response by inhibiting the release 
of  pro-inflammatory cytokines, chemokines and ni-
tric oxide by activated macrophages, microglia and 
dendritic cells. It also affects the adaptive immune 
response by reducing the co-stimulatory capacity of  
antigen-presenting cells, and by inducing Th2 type 
responses. She had looked at several diseases, such 
as collagen-induced arthritis and autoimmune en-
cephalmyelitis. She had used dendritic cells generated 
in the presence of  VIP/PACAP as immunomodula-
tory agents, with positive results. 

Continued on page 25

Continued from previous page
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Epidemiological studies have found that the preva-
lence of  CFS is significantly higher in women than in 
men. Jason et al1 found a ratio of  1.8 (women to men) 
in a community-based study in Chicago, IL, USA, that 
included over 28,000 adults. Reyes et al2 found a ratio 
of  4.5 (women to men) in a study in Wichita, KN, 
USA, that included nearly 24,000 households. Other 
studies in San Francisco, CA, USA3, the U.K.4, Aus-
tralia5, Sweden6, Iceland7 and the Netherlands8 have 
also found significantly higher prevalence of  CFS or 
CFS-like illness in women. Children have been found 
to have a lower rate of  incidence of  CFS than adults, 
and there does not appear to be an effect of  gender 
on the incidence of  CFS in childhood: Carter and 
Marshall (1995)9, Jordan et al (2000)10, Chalder et al 
(2003)11, Means et al (2004)12, Jones et al (2004)13, 
Farmer et al. (2004)14, ter Wolbeek et al (2006)15.

This suggests that the transition to a higher rela-
tive rate of  incidence of  CFS in females occurs during 
adolescence, and thus that it may be related to increas-
es in production of  the female sex hormones, which 
occur at that time.

Hypothesis

1. Many people with CFS have polymorphisms in 
the genes that code for the detox enzymes that me-
tabolize the estrogens, and in particular the dominant 
estrogen, estradiol.

2. These polymorphisms can be expected to oc-
cur equally in males and females, since these genes 
are autosomal (i.e. they are located on non-sex chro-
mosomes). However, these polymorphisms would 
be particularly important in women who are in their 
potentially reproductive years, because of  the higher 
production of  estradiol in these women.

3. One result of  the presence of  these polymor-
phisms would be to increase the levels of  semiqui-
nones and quinones16.

4. Semiquinones and quinones react back and 
forth between each other in a process that generates 
superoxide ions and is called redox cycling17.

5. This redox cycling would produce an additional 
contribution to oxidative stress in these women that 
does not occur in men. Men’s bodies produce much 
lower amounts of  estradiol (by the action of  aro-

matase on testosterone), and the metabolism of  the 
remainder of  the testosterone occurs by different 
pathways that do not involve redox cycling18.

6. According to the Glutathione Depletion-Meth-
ylation Cycle Block Hypothesis for the pathogenesis 
of  CFS19, oxidative stress depletes glutathione, which 
leads to the onset of  CFS.

7. Therefore, women in their potentially repro-
ductive years who have the relevant polymorphisms 
would have an additional factor biasing them toward 
onset of  CFS that men do not have, and this would 
produce a higher prevalence of  CFS in women than 
in men.

(Note that this redox cycling mechanism is well 
established and has been under study for several years 
because of  its possible involvement in carcinogen-
esis16, 17.)

Rates of Production of Estradiol in Males 
and Females

PREPUBERTAL CHILDREN20, 21

Boys: 0.04 micrograms per day
Girls: 0.3 micrograms per day

MEN: 50 micrograms per day22

WOMEN (by menstrual cycle stage)22

Early follicular: 36 micrograms per day
Preovulatory: 380 micrograms per day
Midluteal: 250 micrograms per day

Normal Metabolism of Estradiol by De-
tox Enzymes23, 24

The metabolism of  estradiol (and of  the estrogens 
in general) is complex, including a large number of  
alternative pathways and metabolites.

Most of  the metabolism of  estradiol occurs in the 
liver, while smaller amounts occur in other organs, in-
cluding breast, uterus, brain, kidneys and ovaries.

Some estradiol is converted to estrone, and some 
is acted upon by various CYP450 enzymes to form 
multiple hydroxylated metabolites. Estradiol itself, 
estrone and these hydroxylated metabolites can be 
conjugated by other detox enzymes to form sulfates, 
glucuronides, or fatty acid esters. The various sulfate 
and glucuronide conjugates are the main metabolites 

Why is the prevalence of CFS higher in women 
than in men?
By Richard A Van Konynenburg, Ph.D., independent researcher and consultant (richvank@aol.com).
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that are excreted in urine and stools. Only the major 
pathways of  estradiol metabolism are discussed in de-
tail in the following.

The main hydroxylation reactions in the liver in-
volve the CYP450 enzymes CYP3A and CYP1A2, 
and their chief  product is 2-hydroxyestradiol, which 
is a catechol estradiol.

A smaller fraction of  the total estradiol is metabo-
lized by the enzyme CYP1B1, located in organs other 
than the liver. This reaction primarily produces 4-hy-
droxyestradiol, another catechol estradiol.

Most of  the catechol estradiols are O-meth-
ylated by the enzyme catechol-O-methyl-
transferase (COMT) to form 2- and 
4-methoxyestradiols, which are ex-
creted.

Some of  the catechol estra-
diol molecules escape the COMT 
reaction and instead are further 
oxidized by CYP1B1 to form semi-
quinones, which in turn are oxidized 
to form quinones. Normally, these are 
conjugated to glutathione by the glu-
tathione transferase (GST) superfamily 
of  enzymes and are excreted.

What would happen to estradiol metabo-
lism if  there were polymorphisms in the detox en-
zymes?

CYP3A4 AND CYP1A2: Known polymorphisms 
that lower the activity of  these enzymes would de-
crease the fraction of  estradiol that is metabolized by 
them in the liver. This would have the effect of  in-
creasing the fraction of  estradiol that is metabolized 
in other organs by CYP1B1.

CYP1B1: Known polymorphisms that raise its 
activity would cause a greater rate of  production of  
4-hydroxyestradiol, and would also cause more of  this 
to be oxidized to form semiquinones and quinones16.

COMT: Known polymorphisms that lower its ac-
tivity would decrease the fraction of  4-hydroxyestra-
diol that is methylated, leaving more to be oxidized to 
semiquinones and quinones.

GST enzymes: Known polymorphisms that lower 
the activity of  members of  this superfamily of  en-
zymes would decrease the rate of  removal of  semi-
quinones and quinones, leaving more of  them to 
carry on redox cycling and to contribute to oxidative 
stress25.

Have any of  the detox enzymes that metabolize 
estradiol been found to have these polymorphisms at 
higher frequencies in people with CFS?

Of  these enzymes, so far the only one that has 
been reported to have been studied in CFS is COMT.

Goertzel et al26 found that they could distinguish 
CFS cases from controls with an accuracy of  75% by 
using combinations of  polymorphisms of  only five 
genes. They reported that of  the nine genes contain-
ing a total of  28 polymorphisms that they considered, 
the gene for COMT was among the three most impor-
tant genes for distinguishing CFS cases from controls. 
They considered six COMT polymorphisms in their 
study. (This result is remarkable in view of  the facts 

that the entire human genome 
contains about 25,000 genes and 
several million polymorphisms, 
and this demonstrates the impor-
tance of  elevated frequencies of  

COMT polymorphisms in CFS.)
Two studies27, 28 have found the 

COMT Val 158 Met polymorphism to 
have significantly higher frequencies in 

people with fibromyalgia than in controls. 
(This may be relevant because of  the high co-

morbidity between CFS and fibromyalgia.)
What about polymorphisms in the CYP and GST 

enzymes in CFS? Have they been observed at elevat-
ed frequencies?

Although no studies have yet been published 
about the frequencies of  polymorphisms in the CYP 
enzymes or the glutathione transferases in CFS rela-
tive to controls, the author has received anecdotal re-
ports from several people with CFS who have had 
these polymorphisms characterized, and trends in 
the data suggest high frequencies for these polymor-
phisms in CFS, also.

Conclusions

This hypothesis is consistent with known biochem-
istry, and in combination with the Glutathione De-
pletion-Methylation Cycle Block Hypothesis for the 
pathogenesis of  chronic fatigue syndrome (19), it pro-
vides a plausible explanation for the observed higher 
prevalence of  CFS in women, a feature that has here-
tofore not been explained.

This hypothesis is also consistent with available 
evidence concerning the elevated frequencies of  poly-
morphisms in catechol-O-methyltransferase (COMT) 
in CFS.

Controlled study in people with CFS of  the fre-
quencies of  polymorphisms in the other enzymes in-
volved in the metabolism of  estradiol appears to be 
warranted. Such study would test this hypothesis. It 
would also shed light on the pathogenesis of  CFS, 
and perhaps on the pathogeneses of  other disorders 
important in women’s health.

Medical Pages: Why is the prevalence of CFS higher in women than in men?
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A brain MRI study of chronic fatigue 
syndrome: Evidence of brainstem 
dysfunction and altered homeostasis

Authors: Leighton R. Barnden, Benjamin Crouch, Richard 
Kwiatek, Richard Burnet, Anacleto Mernone, Steve Chrys-
sidis, Garry Scroop, Peter Del Fante

Publication: NMR in Biomedicine

Abstract [accepted, pre-proof]

To explore brain involvement in chronic fatigue syn-
drome (CFS), we have extended statistical parametric 
mapping of  brain magnetic resonance (MR) images to 
whole-brain voxel-based regressions against clinical 
scores. Using SPM5 we performed voxel-based mor-
phometry (VBM) and analysed T1- and T2-weighted 
spin-echo MR signal levels in 25 CFS subjects and 25 
normal controls (NC). Clinical scores included CFS fa-
tigue duration, a score based on the 10 most common 
CFS symptoms, the Bell score, HADS anxiety and 
depression, and hemodynamic parameters from 24 
hour blood pressure monitoring. We also performed 

group × hemodynamic score interaction regressions 
to detect locations where MR regressions were op-
posite for CFS and NC, thereby indicating abnormal-
ity in the CFS group. In the midbrain, white matter 
volume was observed to decrease with increasing fa-
tigue duration. For T1-weighted MR and white mat-
ter volume, group × hemodynamic score interactions 
were detected in the brainstem (strongest in midbrain 
grey matter), deep prefrontal white matter, the caudal 
basal pons and hypothalamus. A strong correlation in 
CFS between brainstem grey matter volume and pulse 
pressure suggested impaired cerebrovascular autoreg-
ulation. We argue that at least some of  these changes 
could arise from astrocyte dysfunction. These results 
are consistent with an insult to the midbrain at fatigue 
onset that affects multiple feedback control loops to 
suppress cerebral motor and cognitive activity and 
disrupt local CNS homeostasis, including resetting of  
some elements of  the autonomic nervous system.

Copyright © 2011 John Wiley & Sons, Ltd. 1

 
Thanks to Dr Richard Kwiatek for the preview.

Publication of original Adelaide CFS MRI study
An MRI study which detected brainstem dysfunction and altered homeostasis in people with CFS is about to be 
published in the medical journal NMR in Biomedicine. The following is a preview of the forthcoming publication.

Medical Pages: Publication of original Adelaide CFS MRI study
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The Home Medicines Review is continued under the 
Fifth Community Pharmacy Agreement in accord-
ance with arrangements set out under the Fourth 
Community Pharmacy Agreement.

Changes will be made to the Home Medicines Re-
view program as part of  the Fifth Community Phar-
macy Agreement.

The Home Medicines Review (HMR) is funded 
under the Fourth Community Pharmacy Agreement 
designed to assist individuals living at home to max-
imise the benefits of  their medicine regimen and pre-
vent medication related problems. It is not available 
for in-patients of  a hospital, day hospital facility or 
care recipients in residential aged care facilities.

The review involves the consumer’s general prac-
titioner and preferred community pharmacy and in 
some cases other relevant members of  the healthcare 
team such as nurses in community practice or carers 
are included. In cooperation with the individual’s gen-
eral practitioner, the pharmacist visits the individual at 
home, reviews their medicine regimen, and provides 
the general practitioner with a report. The general 
practitioner and consumer then agree on a medicine 
management plan.

The objectives of  HMR are to:
• achieve safe, effective, and appropriate use of  

medicines by detecting and addressing med-
icine-related problems that interfere with de-
sired patient outcomes

• improve the patient’s quality of  life and health 
outcomes using a best practice approach, that 
involves cooperation between the general prac-
titioner, pharmacist, other relevant health pro-
fessionals and the patient (and where appropri-
ate, their carer)

• improve the patient’s, and health professional’s 
knowledge and understanding about medicines

• facilitate cooperative working relationships be-
tween members of  the health care team in the 
interests of  patient health and wellbeing.

Who conducts a HMR

The general practitioner will refer the individual to 
their preferred community pharmacy, to complete 
the pharmacy component of  the HMR service. The 
community pharmacist’s responsibilities will vary de-
pending on whether they are accredited to conduct 
medicine reviews.

If  there is no access to an accredited pharmacist 
in a time frame suitable to the individual, the commu-
nity pharmacist may conduct the interview and give 
the information to an accredited pharmacist who will 
complete the clinical assessment and write the report.

Accreditation
An accredited pharmacist is:
• an experienced pharmacist who has undertak-

en specified education programs or examina-
tions, approved by the Australian Association 
of  Consultant Pharmacy (AACP) or the Soci-
ety of  Hospital Pharmacist Australia (SHPA)

• continuing specified professional education 
and re-accreditation.

How a pharmacy becomes a HMR service 
provider

Owners of  a community pharmacy approved to 
supply pharmaceutical benefits under section 90 of  
the National Health Act 1953 can become approved 
HMR service providers if  they meet specific criteria 
including access to an accredited pharmacist, in the 
application form.

Patient eligibility

A general practitioner must assess that a review of  a 
patient living at home is clinically necessary to ensure 
the quality use of  medicines or to address a patient’s 
needs. Examples of  risk factors include patients:

• currently taking five or more regular medicines
• taking more than 12 doses of  medicine per day
• with significant changes to their medicine regi-

men in the last three months, including recent 
discharge from hospital

• taking medicine with a narrow therapeutic in-
dex or required therapeutic monitoring

• with symptoms suggestive of  an adverse drug 
reaction

• having difficulty managing their own medicines 
because of  literacy or language difficulties, im-
paired sight

• attending a number of  different doctors, both 
general practitioners and specialists

The HMR service is not available to in-patients of  
a hospital, day hospital facility or care recipients in 
residential aged care facilities.

Home Medicines Review
Information from the Australian Government.
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Confidentiality
All information is confidential. The information 

from the individual’s record can only be given to the 
pharmacist conducting the review, with the patient’s 
consent. Input from each person involved in the re-
view process is documented in the review report, as 
well as the recommendations and management plan.

The general practitioner will hold a copy and the 
consumer’s pharmacy will keep a full record for audit-
ing purposes. Pharmacy should be informed of  how 
many years this documentation is to be kept for ex-
ample, seven years.

Receiving payments

To receive payment for HMR services Medicare Aus-
tralia must

• approve the application for approval to pro-
vide HMR services

Medicare Australia will pay $194.07 to the ap-
proved service provider for each HMR undertaken af-
ter a referral by a general practitioner. Medicare Aus-
tralia also provides a rebate for a general practitioner’s 
involvement in an HMR.

Claims are to be submitted monthly by completing 
the claim and confirmation form.

Forms

[Forms are available online at Medcare Australia’s website: 
http://www.medicareaustralia.gov.au/provider/pbs/
fourth-agreement/hmr.jsp]

Forms are also available by contacting the Com-
munity Pharmacy Agreement Officer on (08) 8274 
9641 or by email:

• sa.guild.govt.prog@medicareaustralia.gov.au.

The review process

A HMR goes through the following stages:
• identification of  potential service recipients.

assessment by general practitioner of  clinical 
need for service from a quality use of  medi-
cines perspective with the individual as the fo-
cus and formal initiation of  HMR if  appropri-
ate

• informed consent obtained by the general 
practitioner during consultation

• referral by general practitioner to individual’s 
preferred community pharmacy

• community pharmacy coordinates service de-
livery on receipt of  referral and notifies the 

general practitioner of  details of  the service 
provider

• the preferred venue and time for medicine re-
view are arranged with the individual

• appropriately accredited pharmacist conducts 
HMR

• review of  information by appropriately accred-
ited pharmacist and development of  suggested 
management strategies

• preparation of  report by appropriately accred-
ited pharmacist

• report provided to and discussed with general 
practitioner and community pharmacist

• medication management plan agreed between 
individual and general practitioner

• implementation of  agreed actions with appro-
priate follow up and monitoring.

FAQ

How frequently can I submit a claim?
Claims can be submitted once a month.

What do I put as a claim reference?
The claim reference is a number you generate for 

reference. A suggestion is the year followed by the 
number of  the claim for the year. For example, if  the 
claim is the first claim submitted by the pharmacy for 
the year 2005, the reference number could be 0501. It 
is requested that the pharmacy’s approval number not 
be used as part of  the reference number.

The claim reference cannot be more than eight 
characters.

What does ‘Service number__of__in this sub-
mission’ mean?

Each review requires a service number and must 
be recorded on the claim and confirmation form as 
well as the number of  services submitted for pay-
ment. For example, if  there are 10 services claimed 
the service number would be 1 of  10.

Who can sign the cover sheet?
The cover sheet can be signed and dated by an ap-

proved or authorised person.
• An approved person—is a proprietor of  the 

pharmacy.
• An authorised person—is another pharma-

cist authorised by the proprietor to sign claim 
forms on their behalf  and must be registered 
on the PBS system.

Continued next page



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 23
TA

LK
IN

G
 PO

IN
T – A

utum
n 2

0
1
1
 (Jaunr-February-M

arch)
Article: Home Medicines Review

Can I fax my completed cover sheet and 
claim and confirmation forms?

Yes. Medicare Australia will accept cover sheets 
and claim forms via fax.

When is the cut-off to submit HMR claims?
HMR claims can be submitted at any time how-

ever payments are only made once a month. If  a claim 
is submitted by the end of  the month, payment will be 
received early in the following month.

Where do I submit my claim forms to?
Claims are to be submitted to: 

Community	Pharmacy	Agreement	Officer
GPO Box 9826
Adelaide SA 5001. 

Do not send claims in with prescription claims to 
state offices as this could delay payment.

What paperwork do I send with my claim 
form?

A cover sheet and an amend-
ed claim and confirmation form 
for HMR was introduced in 
February 2005 to allow pharma-
cies situated in rural and remote 
areas, (i.e. PhARIA categories 2, 
3, 4, 5 or 6 [refer to GISCA website]), to claim a reim-
bursement of  their travel costs.

This new form must now be used for all claims 
submitted for payment to Medicare Australia , re-
gardless of  any entitlement to travel reimbursement. 
Any previous versions of  the forms will be returned 
to you and not processed. Make sure that a claim & 
confirmation form for each review is attached to the 
cover sheet. If  either the cover sheet and/or claim 
& confirmation form is not completed correctly it 
will be returned to you for amendment. Photocop-
ies of  completed forms will not be accepted for pay-
ment and will be returned to you. Copies of  all forms 
submitted to Medicare Australia must be kept in the 
pharmacy for seven years.

Does my pharmacy qualify for the HMR Rural 
Loading?

A HMR Rural Loading may be payable to pharma-
cies who are located within the Pharmacy Accessibil-
ity/Remoteness Index of  Australia (PhARIA) catego-
ries 2, 3, 4, 5 or 6. This information can be obtained 

from the GISCA website. To qualify a distance of  10 
kilometres or greater (return trip), measured from the 
approved pharmacy’s principal place of  business to 
the consumers’ residence, must be undertaken. The 
Rural Loading payment is:

PhARIA Amount
2 $20
3 $30
4 $40
5 $50
6 $60

A doctor has asked me to perform an HMR in 
a nursing home?

The HMR service is not available for in-patients 
of  a hospital, day hospital facility or for care recipients 
in government funded residential aged care facilities.

Can I perform an HMR by telephone?
There is no provision for telephone interviews.

How much do pharmacies get paid?
Pharmacies receive $194.07 per review.

Where can I get further 
supplies of claim forms?

Claim forms are available 
from [the Medicare Australia 
website], or hard copies are 
available by calling Medicare 

Australia’s Adelaide office, 08 8274 9641.

How do I get paid?
Payments are made into the bank account where 

pharmacy prescription claims are paid.

How can I contact Medicare Australia for as-
sistance with the HMR program?

The Adelaide office which administers the HMR 
program can be contacted by telephone on 08 8274 
9641 or in writing by addressing the envelope to:

Community	Pharmacy	Agreement	Officer
Medicare Australia
GPO Box 9826
Adelaide SA 5001

or email:
sa.guild.govt.prog@medicareaustralia.gov.au. 1

Reprinted from http://www.medicareaustralia.gov.
au/provider/pbs/fourth-agreement/hmr.jsp.

Continued from previous page
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Chronic illness brings physical suffering from symp-
toms such as pain, fatigue and mental fogginess. But 
it results in mental suffering, as well, caused by factors 
like worry, uncertainty, regret, guilt and grief. Physical 
suffering may be addressed with medications and life-
style changes, but reducing mental suffering calls for a 
separate set of  strategies.

Toni Bernhard’s book How to be Sick: A Buddhist-
Inspired Guide for the Chronically Ill and Their Caregivers 
focuses on the latter: her use of  ideas and strate-
gies from Buddhism to address the mental suffering 
caused by the conditions she lives with, which  include 
Chronic Fatigue Syndrome and orthostatic intoler-
ance. (Note: Toni’s book came to our attention be-
cause she has been involved in our program for more 
than five years.)

Her book is a compendium of  helpful strategies 
for addressing many situations commonly encoun-
tered by people with long-term illness. As she ex-
plains, her title refers to her learning “how to live a 
life of  equanimity and joy despite my physical and 
energetic limitations.”

Focus on Mental Suffering

Toni became ill on a trip in 2001. Her illness forced 
her to take an early retirement from a career as a law 
school professor. She has been housebound and often 
bedbound since becoming ill.

A key insight that led to her approach occurred 
one day when she became aware that she was wishing 
that her physical discomfort would go away. She rec-
ognized that wanting something over which she had 
no control increased her suffering and that, in fact, 
“most of  my suffering came, not from the physical 
discomfort of  the illness, but from my mind reacting 
to it with thoughts like ‘I don’t want to be sick’.”

Her study and practice of  Buddhism had taught 
her that she had some control over that kind of  suf-
fering. For example, her training helped her to accept 
the facts of  her life: ending her career prematurely, 
feeling continuously ill and being often bedbound. 
“I began to bow down to these facts...and then from 
there, I looked around to see what life had to offer. 
And I found a lot.”

One concept that helped her was the idea the life 
is inherently uncertain and unpredictable. This helped 
her to accept her illness and answer ‘Why me?’ And it 

also gave a foundation for hope. She writes that just as 
illness and loss of  profession can happen, so can un-
expected good things occur: “There are so many ways 
in which I’ve ‘grown’ only because of  this illness....
The wind that’s blowing the bitterest cold at me may 
be setting the stage for something joyful to follow.”

Compassion for Self & Others

A good share of  the book deals with practicing com-
passion, toward herself, her situation and others. For 
example, she found herself  getting angry at certain 
people and then realized that her anger was a source 
of  stress. She then directed kindness to herself, ask-
ing that she be freed from the suffering created by 
her aversion to others. And then she wished the same 
for those who angered her. The combination freed 
her from “the painful negative mental state that was 
exacerbating my own physical symptoms.”

She also uses compassion toward herself  as an an-
tidote to the mental pain that occurs when she can’t 
join in family gatherings. She comforts herself  by say-
ing things like “Opening my heart to the suffering 
that arises from my desire to be with [my family], and 
then finding specific words with which I can direct 
compassion toward myself  always eases that suffer-
ing.”

She applied the same principle when she blamed 
herself  for getting sick and for not recovering. She 
finally accepted that her illness was not a personal fail-
ure, lifting more suffering.

Self-Talk

Toni learned to challenge her self-talk or internal dia-
logue and to take action to test her ideas against real-
ity. “With my thoughts, I had made a world of  suffer-
ing to live in. And the thoughts had a stranglehold on 
me because I believed they were true -that I was ruin-
ing [my husband’s] life, that I wouldn’t feel joy again.” 
She replaced the thoughts that led to mental suffering 
with thoughts that showed compassion toward her-
self, as someone struggling with a difficult situation.

She also describes how she challenged the thoughts 
triggered when family and friends didn’t visit, call or 
write. Her initial reaction was to feel abandoned. But 

How to Lessen Mental Suffering
By Bruce Campbell

Article: How to Lessen Mental Suffering

Continued next page
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Carson on CCL21 and Immune related CNS 
Pathology
Monica Carson (California,USA) had studied the CNS 
expression of  the classic chemokine CCL21. This is a 
predisposing factor for auto-immunity due to the pro-
liferation induced pre-activation. It thus contributes 
to chronic inflammatory disease and auto-immunity. 
Experimental work was done using mice. Resulting 
data indicated that CCL21 expression within the CNS 
has the potential to contribute to T-cell mediated CNS 
pathology. This could occur via homeostatic priming 
of  CD4+T cell lymphocytes outside the CNS, and 
CD4+T cell migration into parenchymal site after in-
fection with organisms such as toxoplasma.

Staines on Vaso-active Neuropeptides
Donald Staines (Gold Coast, Australia) rounded off  
the formal papers with a presentation looking at novel 
treatments in CFS. He considered whether auto-im-
munity affecting vaso-active neuropeptides suggest a 
pathomechanism. ME/CFS may be associated with 
auto-immunity affecting the function of  vaso-active 
neuropeptides, such as VIP and PACAP (pituitary 
adenylate cyclase activating peptide). Upsets in ade-
nylate cyclase (AC) signalling and cAMP functioning 

possibly involving ATP toxicity may be a feature of  
VN auto-immunity. 

Purinergic receptors such as ATP negatively 
regulate AC. He outlined some basic biochemical 
principles to clarify things; AC amplifies incoming 
intracellular signals; PACAP is an acetylcholine co-
transmitter; AC is involved in long term potentiation 
and enhanced maintenance of  neuronal activity. VIP/
PACAP synergism is involved with potentiation of  
cardiac firing, anti-apoptosis function, cAMP and in-
sulin control, hypoxia regulation and glutamate me-
tabolism. Purinergic signalling is involved in centrally 
mediated pain (neuropathic pain).

He then went on to describe some likely treatment 
possibilities based on these principles. These included 
purigenic signalling modulators, VIP/PACAP mim-
ics/analogues, phosphodiesterase inhibitors: eg Rol-
ipram (toxic), Ibudilast, Roflumilast; B cell depletors 
(Rituximab); chondroitinase; VIP liposomes and len-
tivirus agents. Some of  these could be considered for 
clinical trials. 1

 
Reprinted with permission from http://forums.
aboutmecfs.org/content.php?309-Australian-CFS- 
Science -Symposium-Overview-by-Rosamund- 
Vallings.

Continued from page 16

then she told herself  that there might be good rea-
sons why friends might not contact her. For example, 
they might not be sure how much contact she wanted 
or could handle or they might have problems of  their 
own.

Then she took her response one step further, 
deciding to respond to thoughts “why doesn’t [my 
daughter, a friend, etc.] call me?” by contacting the 
person herself. She writes that this shift from obses-
sion to action “has never failed to alleviate my suffer-
ing and, as a bonus, give me a big lift.”

Using Distraction

Distraction is a technique for reducing physical suf-
fering from symptoms like pain. The symptom is 
reduced when attention is directed elsewhere or by 
being immersed in an activity that demands involve-
ment. Toni found the same applied to mental suffer-
ing.

When she found herself  caught up in the past or 
in the future, she learned to distract herself  away from 
obsessing about something that had occurred or wor-
rying about something in the future by bringing her 
attention back to the present. She directs her attention 
to something sensory such as studying her physical 
surroundings, feeling the sensations of  her body on a 
chair or the sensation of  air going into and out of  her 
mouth and nose.

Because Toni’s book describes how she used Bud-
dhist ideas and practices to adjust to serious illness, 
the primary audience for her book is likely to be peo-
ple familiar with Buddhism. But others can find it 
helpful as well. Her inspiring account of  adapting to 
her situation with acceptance and compassion shows 
it is possible to reduce suffering even under circum-
stances of  great loss and physical discomfort. 1

 
 
Reprinted from CFIDS & Fibromyalgia Help (www.
cfidsselfhelp.org).

Article: How to Lessen Mental Suffering
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Last year I embarked upon a ten-week ‘adventure’ 
with my friend FM. (Well – we remain friends while 
there is mutual respect!). It was something I simply 
had to do – to revisit pre-illness interests and people, 
to see new and exciting places and to prove that such 
things are still possible. Also, I love a challenge.

I visited friends in China, England and Malaysia. I 
had a wonderful time and it was a great learning ex-
perience. I had wanted to visit my friend in England 
for years, so I decided to break the trip by going via 
China. That way my longest flight was less than 14 
hours – certainly long enough!

In China I stayed with three friends and so could 
please myself  how much sightseeing and resting I did. 
I flew between destinations as generally train travel in 
China is too difficult, particularly with luggage. My 
highlight was spending a day with the children in a 
welfare centre which I have visited before. I was able 
to spend time with my sponsor child. Another high-
light was a trip to see the terracotta warriors. 

England was the most relaxing. I stayed at a 
friend’s home in the North and alternated rest days 
with short spurts of  sightseeing with my friend. We 
went on peaceful drives, strolls through woodlands 
and gardens and had lovely picnics. I enjoyed explor-
ing on my own with my Brit-Rail pass and was able to 
leave my luggage at my friend’s house. 

My highlights in England were seeing puffins on 
the Farne Islands and spending three glorious days 
relaxing at Muncaster Castle and Gardens. I stayed in 
the converted stables and spent my time resting or 
strolling in the most beautiful surroundings.

I stopped in Malaysia on my way home to revisit 
a sheltered employment project which I helped to set 
up eight years ago. I simply had to see how the young 
people at the ‘Lighthouse’ were getting along. 

My time there was exciting and worthwhile but the 
Malaysian heat and atmosphere took their toll on my 
health. It was time to go home! 

I ‘crashed’ for several weeks – the first week spent 
almost totally in bed. But hey, it was worth it! I know 
I must be getting better to bounce back so quickly.

My tips for planning a holiday in-
clude:

Preparation:

• I planned and booked carefully beforehand to 
minimise stress. (I could even choose my plane 
seats when I booked!)

• I kept my trip as flexible as possible to allow 
for rest when needed.

• I chose train travel in England which, for me, 
is the most relaxing. Often the trains were not 
full so I could avoid perfumes and they were 
comfortable enough to snooze.

• I covered all bases before I left home – had a 
plan A, B, and C. I took enough tablets with me 
to last me and a letter from my doctor to say 
what I was carrying (very important in some 
countries).

Staying with Friends:

I found that staying with understanding friends 
worked well. They all know me (most I’ve met post-
illness) and I explained my limitations beforehand. My 
English friend has rheumatoid arthritis and under-
stood totally. That’s probably why we just “clicked” 
when we first met. We had a brilliant time together.

Minimising stress:

• This is an important one for me. I saved up an 
extra ‘stress fund’ beforehand so that I could 
do certain things more easily. I knew it would 
cost in monetary terms, but better than paying 
with my health. For example, I paid extra to 
book luggage on the train from Hong Kong, 
which meant I didn’t have to carry it on or off  
or struggle up an escalator.

My trip of a lifetime
By Jenn Plat.

Article: My trip of a lifetime

Continued on page 29
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PART ONE: equipment in general

If  you’re worried what people think, then honestly try 
to get your head around the idea that it’s not worth 
worrying about what other people think. What’s im-
portant is to be able to do as much with your limited 
energy as possible, and if  it means a cane or crutch-
es or a wheelchair or a scooter or a shower chair or 
whatever then USE IT. You deserve to have as much 
life as possible and if  people think you are “just lazy” 
or something then buy a spare walking stick to beat 
them up with! Seriously unless you have some huge 
problem like the people you live with are going to be 
hating on you all the time for having equipment, this 
is not worth worrying about. I started using a wheel-
chair for my ME/CFS/whatever when I was about 25 
(perhaps earlier? I forget. I’m 35 now!) and have an 
absolute ton of  equipment because no stupid disease 
is going to rob me of  more of  my life than absolutely 
necessary!

PART TWO: purchasing equipment

My suggestions about scooters, and actually about all 
“disability-type equipment” like shower chairs, wheel-
chairs, etc.:

See an occupational therapist!

You can find private ones in the phone book or via 
the independent living centre or ask friends who’ve 
seen one. It’s worth paying to see a private one because 
the public ones are usually booked up for months and 
months. The OT will be able to:

• Advise you which scooters would be most suit-
able, taking into account your level of  ability, 
what you need and what you want to use it 
for, etc. Perhaps advise you to try using some 
other piece of  equipment instead, etc. OTs are 
trained to ask you what your abilities are and 
work from there, they will *believe* you if  you 
tell them what your limitations are - they are 
not like Doctors/Physios who tend to discount 
stuff. Tell them everything you can, including 
your arthritic knee and the part where you feel 
like you’ll fall down waiting in queues - they 
need all the info they can get.

• Organise for you to try out different scooters 
until you figure which one is right.

• Help you adjust the scooter to fit you perfectly 
(takes much less energy to drive when fitted 
right!).

• Advise you about any other bits and pieces you 
might need or want (eg you can drive many of  
them up a ramp into a hatchback car, car hoists 
exist, etc.).

• Help you learn to drive it safely if  you need 
help.

• Apply for government funding to pay for part 
or all of  the scooter if  you are a pensioner 
(NSW: pensioner or low income; Vic: any in-
come; other states I think are pensioner-only 
for funding and some have waiting lists but it’s 
worth asking/trying).

• I suggest you also ask them to suggest other 
things that could make your life easier - OTs 
are trained to know about weird obscure things 
you might not know of, too!

It’s completely worth forking out a few hundred 
dollars for several appointments with a private OT 
(they cost generally less than $100 a visit and they’ll 
come to your house to assess that as well as you) when 
you consider than the alternative is possibly spend-
ing more than a thousand dollars on an inappropriate 
scooter that you will soon stop using!

Also, for anybody unsure about whether one 
would be helpful - TRY IT OUT. You can use the 
shopping mall ones at many shopping centers, muse-
ums, zoo, etc. You can hire one from many pharma-
cies and medical supply companies for not very much 
per week, grab one for a few weeks and see what you 
like/hate about it and whether you use it if  you’re not 
sure. Remember that anything you hire/rent/bor-
row will not be fitted to you and will probably be the 
heavy-duty survive-anything model so something you 
buy would be lighter, better suited to your size, and 
probably zippier!

Cheers,

Ricky

Ricky Buchanan (http://notdoneliving.net/) 1

Reprinted with permission.

Equipment/scooter tips
By Ricky Buchanan.
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Page 28 Article: You have had a far better day than you realize

You have already had a far better day than you realize.
For starters, you woke up. Don’t underestimate 

that – many people throughout the world didn’t. May-
be they’ve gone on to an even better place such as 
Heaven, maybe not. Maybe maybe maybe. But fact is, 
you did. You woke up and have the gift of  another day 
to sing poorly but jubilantly in the shower, to feel the 
sun or rain or snow on your face, to laugh at the antics 
of  a child or a pet, to build something, to experience 
the mystery called people, and to just be.

Furthermore, chances are very good you’ll wake 
up tomorrow, too, and receive all of  this potential 
yet again. That’s more great news among a bunch of  
other great news for you. 

You’re a lucky duck.
But perhaps you’re like many people – most people 

it seems – and you’re thinking, “No joyful quack here. 
I’m no lucky duck, Brian. Life pretty much sucks.”

Maybe you’ve faced a lot of  difficulties lately, or 
over a long period of  time, and it’s worn your spirit 
down. Maybe you still want to believe life is good, but 
that belief  is dangling by a single strand of  spittle.

Or maybe somehow you’ve just come to believe 
it’s not rational to be upbeat. You’re too brooding, too 

in-the-know, too sophisticated to see the bright side 
and so “Bah humbug” and all that.

In which case I ask you – or actually, because I 
really like you, I urge you – to indulge yourself  in the 
following three experiences:

THE FIRST EXPERIENCE:
Name one good thing – aside from waking up, I already covered 
that – that happened to you today. 

It doesn’t matter if  you’ve only been awake for a 
few minutes. It doesn’t matter if  you are reading this 
from a hospital bed with your entire body in band-
ages, or if  you just walked away from the argument of  
arguments with your spouse or ex. One good thing (in 
addition to waking up) has most certainly happened 
to you today.

Just in case you need help answering, here are a 
few possibilities to consider:

• You ate some toast and jam.
• You got to hear birds singing outside your window.
• Your car started.
• No one fired a gun at you.
• You were able to walk.
• You got to smell something nice.
• Someone you care about was still here to say 

“Good morning” to you.
• You have a roof  over your head.

A few more:

• You still have opposing thumbs.
• Someone said something that made you laugh.
• You got to wear something cozy. 
• There were no thumbtacks waiting for you on 

your chair.
• You got to read this article.
• You heard your child giggling.
• You drank some wine or water.

“But those are just small things, Brian,” you may pro-
test. “That is just typical, everyday stuff.”

And that is exactly the point. 
No, you probably didn’t win the lottery today, and 

you probably never will. They probably haven’t in-
vented a cure for jerkiness as of  this writing, so you 

You have had a far better day than you realize
By Brian Vaszily, founder of IntenseExperiences.com.

Continued next page
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Article: You have had a far better day than you realize

likely encountered a couple people being jerks again 
today. And I’d bet that God didn’t throw one of  his 
more unusual miracles – the kind that’ll get you on 
Oprah – your way, either.

But once again you did get a multitude of  typi-
cal, everyday miracles. Cool water, warm smiles, deep 
breaths, new or refreshed perspectives, the ability to 
walk, talk, see, smell and sing. A fresh cup of  tea or 
coffee. Life. Yet again you got loads of  things that 
your already quite good life is really made of  … the 
small things.

So go ahead and do it – name one good thing that 
has happened to you today. And then proceed to the 
next experience.

THE NEXT EXPERIENCE:
Name nine other good things that happened to you today.

Go on, you can do this. For the sake of  lifting your 
own spirits, you should do this. In fact, with all that 
is good and miraculous about your life back in proper 
perspective, I am sure you could name thirty-nine 
good things that happened to you today. And I am 
sure you can predict the other good things that are 
yet to come.

THE FINAL EXPERIENCE:
This one is simple but – as our perspective tends to warp too 
easily under stress and wayward desires and bad-news media 
and jerks – very important to do.

Grab a piece of  paper and a marker that writes in 
your favorite color. Then write, “Remember 10 Good 
Things You Have Today.” Tape this piece of  paper 
somewhere that, during the heart of  your day, you will 
be compelled to read it and do it. Above your com-
puter monitor? On your refrigerator door? On your 
dog’s hind quarters?

Even better, go ahead and write it on several piec-
es of  paper and tape it in several locations. 

Yes, it is a simple device, but the most useful items 
usually are. And the point is, when you feel the health 
challenges, financial challenges, boss challenges, ex-
istential challenges or whatever challenges you are 
facing dragging you down to that “Life pretty much 
sucks” place, this simple device can work wonders at 
helping you realize how good your day has actually 
been anyway.

You are a lucky duck. Me too. To live a good and 
happy life, we should strive to keep all the reasons 
why in mind. 

Quack quack. 1

Continued from previous page

• I spoilt myself  a few times (particularly in 
China). I had a local Chinese massage with hot 
rocks on my back or a foot spa in warm herb 
jelly.

• When I travelled alone I planned the trip be-
forehand using a trip-planner on the internet. 
I wrote everything down. That way I knew ex-
actly which bus stop to go to, what time the bus 
came, when the connecting train left and from 
which platform etc. I would also note down the 
time of  the train/bus before and after the one I 
wanted in case something happened. I brought 
all necessary addresses and phone numbers in 
case I had to resort to taxis (an absolute last 
choice for me!).

• I always plan for ‘cup of  tea stops’ – which can 
prove expensive in England without a thermos!

Overall I had a brilliant time. I’d recommend travel 
to anyone who’s game and physically able to do it.

Tips for beginner travellers

• Some people may find Asian countries some-
what stressful due to language, food, weather 
etc. However, I LOVE Asia, knew what to ex-
pect and planned around it.

• A single destination may be easiest. I had to 
pack for winter and summer possibilities and 
then had little room in my luggage for extras.

• Time-frame: So many things need to be juggled 
and we are all different. Next time I venture 
out I think I’ll stick to one country and go for 
about one month – but, then again, maybe I’ll 
change my mind!

Happy travelling! 1

 
 
Jenn Plat is a member of the Wollongong ME/CFS/
FM Support Group. This article is reprinted from the 
Group’s Newsletter.

Continued from page 26
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Page 30 Miscellaneous: Information about ME/CFS

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

Information about ME/CFS
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Contact numbers

Auburn Kay Hoskin 8849 2143

Barossa Valley Dennis 8563 2976

Mt. Gambier Di Lock 8725 8398 or
0438 358 398

Port Lincoln Jade and Pauline 8683 1090

Port Pirie Marj 8633 0867

Strathalbyn Margaret 8536 3218 or
0400 187 015

Victor Harbor Andrea and Mark 8552 9857

Northern Yorke 
Peninsula

David 8862 1668

Yunta Gloria 8650 5938

Miscellaneous Support Contacts
North Eastern Pat 8264 9328

SAYME
(South Australian 
Youth with ME)

Emma 8381 4417

SAYME Parents Marg 8381 4417

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: dcshepherd@dodo.com.au.

Northern Yorke Peninsula CFS Support 
Group
Venue: Community Health Centre Wallaroo.
Phone: David on 8862 1665.

Riverland CFS Support Group
Venue: Riverland Community Health Resource Centre

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

Changes

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

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