
The Official Journal of ME/CFS Australia (SA) Inc

TALKING POINT

Your Society Forget-ME-Not

2014 Issue 2

IN THIS ISSUE:

• Why does stigma still surround ME?

• 3 things the chronically ill wished their loved ones knew

• 15 things not to say to someone with a chronic or invisible illness

• 10 celebrities with ME/CFS

• Brain inflammation a recipe for ME/CFS

• Brainstem dysfunction in Fibromyalgia

• How is paediatric ME/CFS diagnosed and managed by paediatricians?

AND MORE

Supporting South Australians with ME/CFS since 1984



TA
LK

IN
G

 PO
IN

T – 2
0

1
4

 Issue 2
The O

fficial Journal of M
E/C

FS A
ustralia (SA

) Inc.

Page 2 Contact details and general information

Disclaimer

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

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

Unless otherwise stated, the views expressed in 
Talking Point are not necessarily the official views of 
the Society or its Management Committee and do 
not imply endorsement of any products or services 
(including those appearing in paid advertisements) or 
treatments.

Always consult your medical practitioner before 
commencing any new treatments.

Notice to Vendors

ME/CFS Australia (SA) Inc does not permit direct 
marketing of products to our members. This includes 
distributing promotional literature, providing 
demonstrations 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:

• PO Box 28, Hindmarsh 5007
In particular, you should note that members give 

their contact details to the Society in trust and misuse 
of those is a breach of confidentiality. Any use of 
member information for direct marketing will be 
investigated and dealt with appropriately.

ME/CFS Australia (SA) Inc
ME/CFS Australia (SA) Inc is a non-profit organisation 

(Registered Charity 698) which aims to:

• promote recognition and understanding of  the disease 

among the medical profession and the wider community; 

and

• provide information and support for people with ME/

CFS and their families.

Contact Details
Office address: 266 Port Rd., Hindmarsh, South Australia 5007

Postal address: ME/CFS Australia (SA) Inc

 PO Box 28

 Hindmarsh

 South Australia 5007

Phone: 1300 128 339

Office hours: Wednesdays, 10am to 3pm

Email: sacfs@sacfs.asn.au

Website: www.sacfs.asn.au

Note: It is our policy to ignore anonymous correspondence.

Management Committee 2014
The Society is directly administered by a voluntary committee 

elected at the Annual General Meeting each November.

• President: James Hackett

• Vice-President: Emma Wing

• Secretary: Peter Mitchell

• Treasurer: Lyn Bird

• Membership/Seminar officer: Jenni Gay

• Committee member: Spen Langman

Membership (by donation)

We offer membership on an individual basis, i.e., people pay what 

they can afford.

Membership is by donation – whatever you can afford. If  the 

amount is $5 or more it will be considered a membership fee, 

anything above $5 will be receipted as a tax-deductible donation.

It costs the society about $80 per year, per member, to operate. 

If  you can donate more to help subsidise those less well-off, we 

would all really appreciate it.

Membership is renewed on July 1st every year. If  you are 

unsure about your current or past membership status, please 

contact membership officer Jenni Gay at sacfs@sacfs.asn.au.

Online Payments
We are able to receive payments over the Internet, via  

www.givenow.com.au/sacfs. New members will still need to send 

us their membership form details, but can do that electronically 

(via email). Existing members just need to advise us of  changes. 

Alternatively, you can still post your information and payment 

to us.

Donations
Donations are an important source of  income for the Society 

and are welcome at all times. All donations of  $2.00 or over are 

tax-deductible and a receipt will be issued.

Talking Point
Talking Point is the official journal of  ME/CFS Australia (SA) Inc 

It is financed primarily by members’ fees and donations.

Editor: Peter Scott (pmrscott@tpg.com.au).

Assistant Editor: Judy Rhodes (dustyrhodes@dodo.com.au).

Talking Point subscriptions
Persons with ME/CFS ...............$22

Overseas (Asia-Pacific) ...............$32

Overseas (Rest of  World) ..........$38
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Advertising

To advertise your products or services in Talking Point, please call the Society office on (08) 8346 3237. Small ads submitted 
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 © 2014 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 
Australia (SA) Inc’s postal address PO Box 28, Hindmarsh, South Australia 5007 and website address www.sacfs.asn.au.
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Society seminars for 2014

Saturday 22 March 2014
3 - 5 pm
Speaker: Dr Leighton Barnden
Dr Barnden is Chief  Medical Physicist at The 
Queen Elizabeth Hospital. His talk is about the very 
interesting ME/CFS brain scan research that he, Dr 
Richard Kwiatek, and others have been working on 
for some years.

Saturday 31 May 2014
1 - 3 pm
Speaker: Julie Peacock
Julie is the owner and Principal Physiotherapist of  
Marion Physiotherapy. Her talk is about chronic pain.

Saturday 16 August 2014
12:30 - 2:30 pm
Speaker: Robyn Lingard
Robyn is an accredited mental health social worker 
individual and couple therapist. Her talk is: “Can 
relationships survive when one partner has ME/
CFS? If  so, how can the relationship strengthen?”

Saturday 22 November 2014
Annual General Meeting
1 - 3 pm
Speaker: Dr Susan Cockshell
Dr Cockshell’s talk is about her research into 
cognitive functioning and ME/CFS.

Location
All seminars are held at Sophia House, Cabra 
Domincan College, 225 Cross Road, Cumberland 
Park. (See map)

How to get there
Sophia House is at the western end of  Cabra 
Dominican College (i.e. the seaside end, not the 
hills end). It’s ten minutes from the city centre by 
car or bus. Turn west (towards the sea, not the hills) 
from Goodwood Road. The carpark entrance is 
off  Cross Road at the small Sophia House sign on 
a brick gate post. There’s a walk from the carpark 
to Sophia House of  about 50 metres but you can 
also be dropped off  at the door as some people are. 
Sophia House is a particularly comfortable venue 
with chairs, a couple of  sofas and a decent carpet if  
you are better lying on the floor. Bring whatever you 
need to be comfortable.

Reminders
Many people with ME/CFS are extremely chemically 
sensitive, so we ask attendees to refrain from wearing 
aftershaves, perfumes etc, and please refrain from 
smoking at our meetings. We will make every effort 
to clear the venue of  fragrances and chemicals. 
There have been MCS issues there in the past and 
we have been in contact with Sofia’s management to 
find ways to minimise or remove any potential issues 
for future meetings. We will continue to make every 
effort we can to minimise these problems at our 
meetings. 1
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Patients with chronic fatigue syndrome (CFS), also 
known as myalgic encephalomyelitis, experience 
severe and often disabling exhaustion. Other 
symptoms include cognitive dysfunction, pain 
and depression. Although brain inflammation is 
thought to be involved in the development of  these 
symptoms, direct evidence of  this relationship has 
proved elusive. 

Yasuyoshi Watanabe, Yasuhito Nakatomi, Kei 
Mizuno and colleagues from the RIKEN Center 
for Life Science Technologies and other institutes 
in Japan have now shown using a noninvasive brain 
imaging technique that the neuropsychological 
symptoms of  patients with CFS are closely associated 
with widespread inflammation in the brain1.

Positron emission tomography (PET) is a brain 
imaging technique that uses radioactive tracers 
attached to particular cell types or molecules to 
noninvasively track changes in the brain in disease 
states. To examine the effect of  CFS, the researchers 
used a radioactive tracer that labels activated glial cells, 
which tend to be associated with neuroinflammation. 
They performed PET imaging studies on nine CFS 
sufferers and ten healthy individuals to identify the 
extent to which brain inflammation plays a role in 
CFS. They found that the levels of  tracer binding 
were much higher in multiple brain regions in the 
CFS patients compared with the same brain regions 
in the healthy participants.

The investigation also found correlations 
between tracer binding in various brain regions 
and the severity of  symptoms in the CFS patients. 
The researchers found that inflammation in the 
thalamus – a region of  the brain responsible for 
relaying motor and sensory information to and from 
the cerebral cortex – correlated with the severity 
of  both cognitive impairment and pain in the CFS 
patients. They also identified a correlation between 
inflammation in the amygdala – a part of  the brain 
linked to emotional memory – and the severity of  
cognitive impairment. The severity of  depression in 
CFS patients, on the other hand, was linked to the 
extent of  inflammation in the hippocampus, which 

is a part of  the brain known to be associated with 
depression.

The findings suggest that inflammation in the 
brain plays a key role in CFS in humans. Drugs that 
fight inflammation in the brain may therefore offer 
promising therapies to prevent or treat CFS and its 
related symptoms of  pain, depression and cognitive 
dysfunction.

“Because CFS is diagnosed based on subjective 
symptoms such as fatigue, pain, sleep problems 
and cognitive impairment,” says Mizuno, 
“neuroinflammation as observed by PET imaging 
could be helpful as a more objective biomarker for 
diagnosis of  the disorder.”

References
Nakatomi, Y., Mizuno, K., Ishii, A., Wada, Y., 

Tanaka, M., Tazawa, S., Onoe, K., Fukuda, S., 
Kawabe, J., Takahashi, K. et al. Neuroinflammation 
in patients with chronic fatigue syndrome/myalgic 
encephalomyelitis: An 11C-(R)-PK11195 PET study. 
The Journal of  Nuclear Medicine 55, 1–6 (2014). doi: 
10.2967/jnumed.113.131045 1

Reprinted from Riken Research  
(http://bit.ly/TXv44p).

Brain inflammation a recipe for ME/CFS

The symptoms of chronic fatigue syndrome are found to be linked to widespread brain inflammation.

Medical pages: Brain inflammation a recipe for ME/CFS
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Alterations in excitatory and inhibitory brainstem 
interneuronal circuits in fibromyalgia: Evidence 
of  brainstem dysfunction.
By Kofler M, Halder W.
Department of  Neurology, Hochzirl Hospital, Zirl, Austria. 
Email: markus.kofler@i-med.ac.at.

Abstract
Objective: Patients with fibromyalgia syndrome 

(FMS) perceive stimuli differently and show altered 
cortical sensory representation maps following 
peripheral stimulation. Altered sensory gating may 
play a causal role.

Methods: Blink reflex, blink reflex excitability 
recovery, and prepulse inhibition of  the blink reflex 
– representing brainstem excitability – were assessed 
in 10 female patients with FMS and 26 female healthy 
controls.

Results: Unconditioned blink reflex 
characteristics (R1 latency and amplitude, R2 and 
R2c latency and area-under-the-curve) did not differ 
significantly between patients and controls. Blink 
reflex excitability recovery was enhanced in patients 
versus controls at all intervals tested. Prepulses 

significantly suppressed R2 area and increased R2 
latency in patients and controls. However, R2 area 
suppression was significantly less in patients than 
in controls (patients: to 80.0±28.9%, controls: to 
47.8±21.7%). The general pattern of  corresponding 
changes in R2c was similar.

Conclusions: Blink reflex is normal, whereas 
blink reflex excitability recovery is enhanced and 
blink reflex prepulse inhibition is reduced in patients 
with FMS, suggesting functional changes at the 
brainstem level in FMS.

Significance: Reduced blink reflex prepulse 
inhibition concurs with altered sensory gating in 
patients with FMS.

Clin Neurophysiol. 2013 Sep 21. pii: S1388-
2457(13)00992-9. doi: 10.1016/j.clinph.2013.08.009.

Copyright © 2013 International Federation of  Clinical 
Neurophysiology. Published by Elsevier Ireland Ltd. All 
rights reserved. 1

Reprinted from PubMed  
(http://tinyurl.com/ohjwkum).

Brainstem dysfunction in Fibromyalgia

A number of  clinical treatments have been suggested 
to manage symptoms of  fibromyalgia. Low-level 
laser therapy (LLLT) may be a useful tool to treat this 
dysfunction. The aim of  this study was to evaluate 
the effects of  LLLT in patients with fibromyalgia. 
A placebo-controlled, randomized clinical trial 
was carried out with 20 patients divided randomly 
into either an LLLT group (n = 10) or a placebo 
group (n = 10). The LLLT group was treated with 
a GaAlAs laser (670 nm, 4 J/cm2 on 18 tender 
points) three times a week over 4 weeks. Prior to and 
following treatment, patients were evaluated with the 
Fibromyalgia Impact Questionnaire (FIQ), McGill 
Pain Questionnaire, and visual analog scale (VAS). 
Data from the FIQ and McGill questionnaire for the 
treated and control groups were analyzed by paired 
t tests, and Wilcoxon tests were used to analyze data 

from the VAS. After LLLT or sham treatment, the 
number of  tender points was lowered significantly in 
both groups (LLLT, p < 0.0001; placebo, p = 0.0001). 
However, all other fibromyalgia symptoms showed 
significant improvements after LLLT compared to 
placebo (FIQ, p = 0.0003; McGill, p = 0.0078; and 
VAS, p = 0.0020).

In the context of  this study, LLLT was found 
to provide relief  from fibromyalgia symptoms in 
patients and should be the subject of  additional 
investigation as a therapeutic tool for management 
in fibromyalgia.

Ruaro JA, Fréz AR, Ruaro MB, Nicolau RA. “Low-
level laser therapy to treat fibromyalgia.” Lasers Med Sci. 
2014 May 7. [Epub ahead of  print] 1

Reprinted from Physiospot (http://bit.ly/1mIjFj1).

Low-level laser therapy to treat Fibromyalgia
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Do some sounds make you anxious? What about 
angry?
There is a neurological condition called misophonia, 
in which certain sounds can lead not only to anxiety, 
but to anger or even rage. I know that some sounds 
– especially mouth noises while eating – make me 
angry rather than anxious. A close family member is 
even worse about it and also flies off  the handle at 
sniffling or joint cracking. It seems possible that both 
of  us have misophonia. That, plus a few other things 
about it, made me wonder whether this is behind the 
noise sensitivity that’s so prevalent in our community.
Scant research has been done on misophonia, but 
what has been done suggests that it’s linked to:

• Tinnitus (ringing in the ears,) which is 
common in both FMS & ME/CFS;

• Two areas of  the brain which research 
links to FMS & ME/CFS – the insular 
cortex and anterior cingulate cortex, 
which process pain, anger, and sensory 
input;

• Dysfunctional structures in the central 
nervous system and autonomic arousal 
(“fight-or-flight” response,) which 
is consistent with theories about 
underlying mechanisms of  FMS & 
ME/CFS;

• Anxiety and depression, which are 
common in FMS & ME/CFS;

• Obsessive-compulsive disorder 
(OCD), which some research suggests 
may be more common in us.

A lot of  misophonia appears to revolve around 
bodily sounds. Along with the ones I’ve mentioned, 
fingernail clipping is a common trigger. Nobody 
knows why so far.

We don’t yet know much about treating 
misophonia. Some people report that neuro 
feedback, cognitive behavioral therapy, and general 

stress management can help. It seems to me that the 
important thing for us at this stage is recognizing 
it so we can try to manage it. If  you get a better 
understanding of  what your triggers are, you can 
work with your friends and family to minimize your 
exposure to those sounds, or, when you are exposed, 
you can use relaxation techniques to mitigate your 
reaction.

It’s also something you can talk to your doctor 
about to see if  he/she has any suggestions. If  you’re 
diagnosed with it, you should also be able to get 
reasonable accommodation to help you deal with it 
at work.

A prevalence study showed that misophonia was 
present in about 20% of  participants. 1

Reprinted from About.com (http://abt.cm/1tnyuKu).

Misophonia in Chronic Fatigue Syndrome and 
Fibromyalgia

By Adrienne Dellwo.

Medical pages: Misophonia in Chronic Fatigue Syndrome
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A new survey shows people with debilitating Chronic 
Fatigue Syndrome (CFS), or Myalgic Encephalopathy 
(ME) feel misunderstood and stigmatised, and more 
public education about the condition is needed.

Dr Don Baken, a clinical psychologist at the 
School of  Psychology at Massey University’s 
Manawatü campus who has researched the issue, 
says the impact on sufferers of  (ME/CFS) can be 
devastating, and feeling stigmatised just adds to this.

He carried out a survey of  221 people with ME 
at the request of  the Associated New Zealand ME 
Society (ANZMES) to better understand the impact 
of  the condition, which affects around 20,000 New 
Zealanders.

ME/CFS, also known as Royal Free Disease, 
Chronic Fatigue Immune Disorder, Tapanui flu and 
Yuppie flu, is understood to result from changes to 
the immune system in response to an initial infection. 
Sufferers can be bed-ridden for weeks or months 
with typical flu-like symptoms such as fever, sore 
throat, swollen glands, muscle and joint pains. They 
also suffer mental sluggishness, sleep disturbance 
and extreme fatigue. Symptoms come and go over 
a period of  time, and even between relapses the 
person may still feel very tired and unwell.

“People with ME/CFS often feel that it’s impact 
is poorly understood and trivialised,” Dr Baken says.

Survey respondents reported a very low quality 
of  life, he says. “The average respondent was in the 
bottom 10 per cent of  the population for measures 
such as the NIH PROMIS physical health scale [a 
measure of  physical quality of  life developed by the 
National Institute of  Health in the US].”

More than three quarters of  respondents 
reported struggling with basic everday tasks and 
meeting family responsibilities. “They also rated 
their executive functioning to be extremely low, for 
abilities such as planning, organising, strategising, 
paying attention to and remembering details, and 
managing time and space,” says Dr Baken.

Two thirds of  respondents had trouble counting 
the correct amount of  money to make purchases, 
and 85 per cent had problems reading and following 

directions, such as those of  a new medication.
Many respondents felt stigmatised by the 

condition. Half  indicated that they often felt 
embarrassed by their physical limitations and about a 
third felt embarrassed about the disease itself. Only 
about 15 per cent said that they never felt blamed for 
their condition by others, he says.

Dr Baken says those most ill would not have been 
well enough to complete the survey and the results 
would have been even worse if  the most severely 
affected were included.

“What’s particularly interesting about all these 
findings is that this group reported worse scores 
than those with other neurological conditions such 
as Parkinson’s and Multiple Sclerosis,” he says.

“Because of  the nature of  the condition and 
the stigma that many feel because of  it, it’s difficult 
for this group to advocate for themselves,” he says. 
“More needs to be done to understand the impact 
of  this condition and how society can support the 
people who suffer from it.”

Maintaining friendships with ME sufferers, even 
though they may feel too unwell to go out, was one 
way people can show their acceptance and give 
support, he says.

President of  ANZMES Heather Wilson says the 
results of  the survey confirm anecdotal evidence 
about the experiences of  people with ME/CFS.

She says the “good news” is that international 
biological research is making significant discoveries 
about abnormalities in the neurological, immune and 
energy-producing systems of  people with ME.

“However, until these have been translated into 
treatments that improve the quality of  life of  people 
with ME/CFS it is important that all those involved, 
including friends and family, the health system, and 
societal support systems, understand the true impact 
of  this serious, devastating condition and provide 
the support that they can.”

© Scoop Media 1

Reprinted from Scoop Health  
(http://bit.ly/1gCy5BM).

Stigma of CFS illness adds to suffering

Press release from New Zealand’s Massey University (9 May 2014).

Medical pages: Stigma of CFS illness adds to suffering



The O
fficial Journal of M

E/C
FS A

ustralia (SA
) Inc.

Page 9
TA

LK
IN

G
 PO

IN
T – 2

0
1

4
 Issue 2

Aim
The diagnosis and management of  paediatric chronic 
fatigue syndrome/myalgic encephalomyelitis (CFS/
ME) represent ongoing challenges for paediatricians. 
A better understanding of  current approaches at 
a national level is important in informing where 
research and education could improve treatment 
outcomes. We aimed to examine current diagnosis 
and management practices for CFS/ME by 
Australian paediatricians.

Method
An online survey was sent to members of  the 
Australian Paediatric Research Network. The 
primary outcomes of  interest included diagnostic 
criteria used, medical investigations and management 
practices in paediatric CFS/ME.

Results
One hundred seventy-eight (41%) of  430 eligible 
paediatricians responded, with 70 of  the 178 (39%) 
reporting that they diagnose and manage CFS/ME as 
part of  their practice. Medical investigations used for 
diagnosis were variable. Conditions that more than 
half  of  the paediatricians reported as commonly co-
occurring (i.e. present in >50% of  cases) included 
somatisation disorders, anxiety, depression and 
fibromyalgia. There was wide variation in behavioural 
and pharmacological management strategies but 
most paediatricians commonly engaged a school 
teacher, physiotherapist and/or psychologist as part 
of  their management.

Conclusion
The diagnostic and management practices of  
paediatricians for CFS/ME within Australia vary 
widely. This likely reflects a paucity of  paediatric-
specific guidelines, together with limited evidence to 
guide best practice and limited training in this area. 
There is a need for guidance and education for the 
diagnosis and management of  paediatric CFS/ME.

 1

Publication:

Published in the July 2014 issue of the Journal 
of Paediatrics and Child Health. DOI: 10.1111/
jpc.12677

Article Authors:

Sarah Knight, Adrienne Harvey, Susan Towns, 
Donald Payne, Lionel Lubitz, Kathy Rowe, Colette 
Reveley, Sabine Hennel, Harriet Hiscock, and 
Adam Scheinberg. (Conflict of interest: Nil.)

© 2014 The Authors. Journal of Paediatrics and 
Child Health.

© 2014 Paediatrics and Child Health Division (Royal 
Australasian College of Physicians).

Reprinted from the Journal of Paediatrics and Child 
Health (http://bit.ly/1nlAVxp).

Study: How is paediatric ME/CFS diagnosed 
and managed by paediatricians?

An Australian Paediatric Research Network Study.

Medical pages: How is paediatric ME/CFS diagnosed and managed by paediatricians?
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Insight and Practice… A Lot of 
Practice

We are all waiting for effective treatment for ME/
CFS, but since we are not getting much help from 
those who could make headway in that issue (the 
government and its agencies, research funding 
bodies, the medical community), in the meantime we 
have to rely on coping. I know Cort loves guest posts 
on coping so here’s my contribution.

It takes practice – lots of  it – to shift the mind to 
more helpful thought patterns

While I still must say I have an almost unbearable 
life with severe ME/CFS, some years into the illness 
I did manage to reach a degree of  acceptance – at 
least much more than at the beginning. Through this 
decade of  severe ME/CFS, with 24-7 immense pain 
and massive suffering, I think it has rescued me from 
going completely crazy.

How did I reach some sort of  acceptance? For 
me, it’s been all about the insight that I have the 
possibility of  choosing what dominates my mind. 
That insight – and then the practice… A lot of  
practice.

I’ve been to a few therapists and read many books 
to try to find a way to cope (I think I’ve had more 
help from books and talks with other patients than 
from therapists). Some ideas and images have really 
helped me. Here are those bits:

Putting Yourself in the Director’s Seat

One is the image that your mind is like a theatre 
stage, with thoughts and feelings as actors in the 
constantly ongoing play. We can’t choose the actors, 
but – important – we can decide who is in focus in 
our play. We choose who’s in the spotlight, and who 
will have to go sit in the background. The main point 
is that we are the directors of  our own play.

Recognizing that we have the possibility of  being 

directors in our own play can help us bring peace 
into very difficult situations

So thoughts and feelings are going to pop up, we 
can’t control that, but we can observe them and then 
decide who we’re going to allow in the spotlight. For 
example, when I’m preparing for bed and want to 
be peaceful, who do I want in my mind: someone 
I’m angry with? The psych people destroying the 
ME/CFS field? No, loved ones, good moments. 
So, for example, if  someone I’m arguing with or 
disappointed with pops up in my head, I leave her/
him and bring a good person in.

It doesn’t work the first time, or the 31st, but 
maybe the 91st… Same with thoughts about things. 
Sad and frustrating thoughts about my situation will 
pop up, I will replace them with the one thing that 
was OK today. I will bring that thought forward, 
focus on that. And I will do it 91 times… In the end 
it works.

Another image of  the same thing is that our 
minds are like a cocktail party. There’s going to be a 
lot of  people (=thoughts and feelings) there, we can’t 
choose who’s there, but we can choose who we want 
to hang out with in our minds. We can either hang 
out with the annoying thoughts and sad feelings all 
day long and argue and get riled-up, or we can go and 
hang around the good thoughts/feelings.

It’s a choice and a practice. No quick-fix, I will 
have to keep practicing for the rest of  my life, many 
times it still doesn’t work. But I’m doing much better 
than before when I was just “attacked” by thoughts 
and feelings and didn’t take responsibility for which 
ones I let pass and which ones I hang on to.

Thinking about the theatre again, I try to put 
myself  in the director’s seat.

A third image that has helped me: We choose 
how we interpret a situation. The image that really 
got this through to me was this: A person is sitting 
on a cliff  by the sea watching a sunset. What is this 
person thinking and feeling?

Coping with ME/CFS will always be hard  
– but there are ways to make it a little easier

Anne Ortegen writes on how she copes with a very severe form of ME/CFS. This article appeared on Cort 
Johnon’s website Health Rising.

Article: Coping with ME/CFS will always be hard – but there are ways to make it a little easier
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“Oh what a beautiful sunset, I’m really enjoying 
this.”

“This is so beautiful, and it could be so romantic, 
but I’m single. Why is my life so sad?”

“Oh lovely, yes, but what time is it? There are so 
many things I need to get done. How long do I have 
to sit here and enjoy the sunset?”

It’s About the Interpretation

“I’m sceptical of  many “coaches” and therapists 
out there and their advice. But I have realized that 
in this awful situation, we do need coping methods, 
otherwise things will just get even worse.”

When you’re ill it’s easy to be exposed to a 
unceasing barrage of  negative thoughts

To me this just shows that many times the situation 
is not what matters, it’s about the interpretation. 
I use it a lot. For example with the fact that I’m 
housebound and mostly bed bound. To be honest, 
I’m in prison. I could kill myself  thinking about 
that, but I’ve worked out a way to look at it from a 
different direction. From knowing how terribly we 
ME/CFS patients fare in (non-ME/CFS-adapted) 
hospitals, I’ve realized that in that perspective being 
at home is a blessing.

If  I were forced to go to hospital, I would long 
for this place and the situation I’m in now. Why not 
try to find peace in it now, turn the interpretation 
around. It’s so easy to only be grateful for things 
retrospectively when it’s too late. I really try to work 
on interpreting things to make the most of  ‘now’.

I’m not a person who thinks “positive thinking” 
will “solve it all”. I’m skeptical of  many “coaches” 
and therapists out there and their advice. But I have 
realized that in this awful situation, we do need 
coping methods, otherwise things will just get even 
worse.

One book I read had a pretty funny inverted list. 
It was like “Well, if  I haven’t managed to convince 
you about the need of  any of  these techniques 
before now, I’ll just go the other way. Here’s a list of  
how to really make yourself  feel awful”:

Constantly ask yourself: Why me??
Constantly compare the life you’re living now to 

the life you would have wanted.
Make sure to also constantly compare your life 

with the life of  others who are in better situations.
Focus on the negative things only. When a 

positive thing pops up, make sure to push it away or 
turn the interpretation into a sad one anyway.

The Happiness Trap

I think all of  us need to sift out the coping 
techniques that are good for us. Here’s one last thing 
that resonated with me: In the book “The Happiness 
Trap” I learnt another way of  dealing with the often 
negative thoughts that pop up in our heads. The trick 
is to say to yourself: “Is this thought helpful?” If  it’s 
not, try to just let go of  it.

Don’t deny it or push it down, but also don’t get 
caught up in it, and all the following spirals of  thoughts 
that come with it. Just recognize it, recognize that 
this is your mind (which is always problem oriented) 
hitting you with a negative thought, recognize that 
it’s not helpful.

If  you can, see if  there’s something else you 
can focus on. Try the mindfulness techniques, just 
observing your surroundings.

Focusing on Meaningful Action

Or, and here’s a really important bit: focus on 
“meaningful action”. This book claims that our lives 
are not made up of  our thoughts, they’re made up 
of  what we choose to do. When I feel awful and my 
mind is full of  negative thoughts, I have learnt to 
think: “What can I do right now that is “meaningful 
action”?

Is it to make sure I fulfill my pacing schedule and 
rest? Do my relaxation exercises? If  I have some 
energy, call a friend? Or do some advocacy work 
from my bedroom?

If  any of  that is the meaningful action I can do, 
then I focus on that. It has kept me from destructive 
patterns. If  I, in the midst of  feeling awful and 
struggling with letting go of  negative thoughts, still 
do something meaningful, then I’m still on the right 
track and it may help my body and mind feel a little 
better tomorrow.

So these are my personal coping methods. I’m 
sure we all need to develop a different personal set.

Article: Coping with ME/CFS will always be hard – but there are ways to make it a little easier

(Continued on page 28)
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Perhaps this piece should be written entirely in the 
first person because it reflects what I want my loved 
ones (by whom I mean family and close friends) to 
know about me. These are the people who’ve done 
so much for me, and I’m deeply grateful. I simply 
want them to know a few things about how I feel.
Because I’ve been hanging out online for over a 
dozen years with other people who are chronically 
ill, I feel comfortable speaking for all of  us here. I 
recognize that when it comes to chronic pain and 
illness…and loved ones, one size doesn’t fit all (as 
is true with all things in life), but here’s what I think 
most of  us want our loved ones to know about us.

1. The grief we feel over the life we’ve 
lost may re-emerge now and then…
indefinitely.

One life event that appears on all versions of  
“life stress scales” is serious illness. It’s considered a 
grief-producing event, as are other major life losses, 
such as the loss of  a relationship due to separation 
or death.

Until I became chronically ill, I had no idea that 
the people I knew with ongoing health struggles 
were grieving. Now I know that there’s a lot to grieve 
over – the loss of  the ability to be as productive as 
we once were, the loss of  friends, the loss of  the 
ability to take part in cherished activities, the loss of  
independence.

Grief  comes in waves, and so it can arrive 
unexpectedly. One moment, we can feel accepting 
of  the changes in our lives. The next minute we can 
be overcome by sadness. And it can be triggered by a 
simple interaction. For example, I thought I was done 
grieving about my lost career. It’s been over a decade 
since I had to stop working due to illness. But then, 
one day, I ran into a former colleague. She began to 
describe all the changes that have taken place at the 
law school where I taught. To my surprise, a wave 
of  grief  overcame me, and I had to work hard not 

to break out in tears in front of  her. This happened 
even though, were I to recover, I wouldn’t return to 
my old profession.

The grieving process I’ve gone through as a 
result of  chronic illness has been one of  the most 
intense of  my life. Odd as it may sound, it’s been 
more intense than the grief  I felt when my mother 
died. She lived across the Atlantic from me and so 
we rarely saw each other. She had a long, good life. I 
was sad to lose her, and, yes, I grieved, but it was not 
as intense as the grieving I’ve gone through over the 
upheaval in my life due to chronic illness.

2. We can feel as if we’re letting you 
down even though you’ve repeatedly 
told us that we’re not.

I have two close friends whom I try to see each 
week. Both of  them have told me that if  I’m not 
feeling well enough to visit, I should cancel and that 
I should not feel bad about it. And yet, whenever 
I have to cancel, I feel as if  I’m letting them down 
even though I believe them when they say that they 
don’t want me to feel bad.

Related to this feeling of  letting loved ones down 
is that we may apologize for being sick and being 
in pain even though it’s not necessary. I find myself  
apologizing to my husband, my children, and to close 
friends for not being able to join in activities with 
them, even though they’re not expecting me to go 
beyond my limits and even though they don’t want 
me to.

I’ve decided that it makes me feel better to 
apologize. It’s my way of  saying to them: “I know 
that my inability to do a lot of  things and the 
unpredictability of  how I’ll feel on any given day is 
no fun for you either.”

3 things the chronically ill wish their loved 
ones knew

By Toni Bernhard, J.D..

(Continued next page)

Article: 3 things the chronically ill wish their loved ones knew
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3. Being chronically ill can be 
embarrassing.

I wrote about embarrassment in a piece called 
“Are You Embarrassed?” In it, I said that the 
major reason people are embarrassment-prone is 
that they’ve set unrealistically high expectations for 
themselves and then judge themselves negatively 
when they can’t possibly meet those standards.

We don’t have to look far to see the unrealistically 
high expectation and the negative self-judgment 
that are at work here: we don’t think we should be 
chronically ill. We live in a culture that repeatedly tells 
us we need not be sick or in pain, even though in the 
United States alone, 130 million people suffer from 
chronic illness. My loved ones accept my illness and 
yet I still can find myself  embarrassed in front of  
them about the fact that I’ve been sick for so many 
years.

Sometimes guilt creeps in, too, because I can feel 
as if  I’ve let them down. There’s no rational reason 
for me to feel guilty. None of  my loved ones has never 
said anything to me that suggests they think I’ve let 
them down, but there it is – guilt – the painful feeling 
that I’ve been bad. I’ve quoted Buddhist teacher, Jack 
Kornfield, before on this (in both my books in fact), 
but I have to quote him again: “The mind has no 
shame.” He sure was right! All I’d add is that I hope 
you’re able to hold his comment lightly and can even 
laugh sometimes at your shameless mind.

There’s a second reason that being chronically 
ill can be embarrassing. In addition to the cultural 
message that tells us we can all be healthy and fit, I 
feel as if  the state of  my health should be a private 
matter. We keep many other intimate details of  our 
lives private. Why not chronic pain and illness? The 
answer is that most of  us don’t have the luxury of  
keeping our medical conditions private. We have to 
explain to our loved ones why we can’t do this and 
why can’t do that; why we have to cancel plans at the 
last minute; why we have to suddenly sit down or 
leave a gathering early. And so, instead of  keeping 
this intimate part of  our lives private, we’re forced to 
talk about it and that can be embarrassing.

Third, most of  us cherished the independence 
that came with good health. We find it embarrassing 
to have to continually depend on loved ones to do 

so many things for us, from cleaning to shopping to 
supporting us financially. I know many chronically 
ill people who have been forced to move back into 
their childhood homes because they’re unable to care 
for themselves or because they can no longer afford 
to live independently. Having to tell others that you 
had to move in with your parents can not only be a 
source of  embarrassment, but even worse – shame.

We appreciate so much all that our loved ones 
have done to educate themselves about our medical 
condition, to take care of  us, and to support us. 
These are just three additional things that we want 
them to know about us.

About Toni Bernhard

Until forced to retire due to illness, I was a law pro-
fessor for 22 years at the University of California 
– Davis, serving six years as the law school’s dean 
of students. I had a longstanding Buddhist practice 
and co-led a weekly meditation group with my hus-
band.

Faced with learning to live a new life, I wrote 
How to Be Sick: A Buddhist-Inspired Guide for the 
Chronically Ill and their Caregivers. The book is 
Buddhist-inspired but is non-parochial. The tools 
and practices in it are intended to help everyone. 
How to Be Sick has won two 2011 Nautilus Book 
Awards: A Gold Medal in Self-Help/Psychology and 
a Silver Medal in Memoir. It was also named one of 
the best books of 2010 by Spirituality and Practice.

My new book, How to Wake Up: A Buddhist-In-
spired Guide to Navigating Joy and Sorrow, offers 
my understanding of the Buddha’s path to peace 
– a peace and well-being that aren’t dependent on 
whether a particular experience is pleasant or un-
pleasant, joyful or sorrowful. Like How to Be Sick, 
it’s a practical book. It includes over 50 exercises 
and practices, all of which are illustrated with stories 
from my experience as a Buddhist practitioner for 
over 20 years.

I live in Davis, California with my husband, also 
named Tony, and our hound dog, Rusty. I can be 
found online at www.tonibernhard.com.
 1

 
Reprinted from Psychology Today  
(http://bit.ly/1gQOIEu).

(Continued from previous page)
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From the artist:

“I am a Sydney painter that recently did a piece for 
the Archibald Prize. I was not picked, which doesn’t 
shock me or undermine my real reason for this piece. 

Hopefully my explanation will give you a clear 
idea of  what and who the painting is of. 

The painting depicts two figures – in a pool of  
light at the foreground sits Professor Andrew Lloyd, 
Head of  Infectious Disease at the University of  New 
South Wales, and in the shadows at the back looms a 
Black Plague doctor from the 1400s.

This work has particular significance to me. 
For the last four years I have suffered from ME/
CFS (Myalgic Encephalomyelitis/Chronic Fatigue 
Syndrome), which is a severe functionally disabling 
neuro-immune illness.

I am plagued by more than 150 symptoms, each 
one disturbing and debilitating in themselves. Most 
strikingly, I experience chronic breathlessness and a 
severe inability to initiate swallowing. Every breath 
I take is a struggle that never satisfies my feeling of  
breathlessness. And every bite of  food I eat, every sip 
of  water I take, brings me to the brink of  choking. 
Meals have become a hellish task to endure just to 
stay alive. Even in this ‘advanced’ day and age, the 
true cause of  this terrible condition is not known. 
I have no drugs to alleviate my pain or to deal with 
my bone-crushing fatigue that makes lifting a finger 
a struggle at times.

There are still many doctors that do not believe 
this condition is a physical one, but dismiss it as a 
purely psychological problem. Although, as more 
and more cases of  ME/CFS are publicised and 
legitimated, the number of  these skeptical voices 
has decreased. I have chosen to paint Professor 
Andrew Lloyd to depict a highly esteemed doctor 
who understands that this condition is a very real and 
functionally disabling disease that it ruining not just 
my life, but millions more around the world.

The figure of  the Plague Doctor represents those 

doctors who still do not recognise this disease; they 
are, in a way, turning back time on medical progress. 
Historically, the Plague Doctors had their own 
insulated beliefs in what caused illness and how to 
prevent it. But inevitably, the medical scientific truth 
would disprove many of  their theories. I hope soon 
that I can be set free by the truth, along with the rest 
of  the ME/CFS community, because this is not just 
my plague but our Plague.

And until that time I will truly suffer for my art in 
the most severe sense of  the word.” 1

Archibald Prize entry: “My Plague”  
by Julian Parker Welch

Oil on canvas, 120cm x 60cm.

“My Plague” by Julian Parker Welch

Article: Archibald Prize entry – “My Plague” by Julian Parker Welch
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Article: My illness ‘stole my life’

I live in constant fear. This sounds over dramatic but 
the reality of  living for years and years with Chronic 
Fatigue Syndrome was horrible, just the worst thing 
I had ever experienced.

I had severe Chronic Fatigue Syndrome (or 
myalgic encephalomyelitis (ME)) for more than five 
years. Most symptoms have eased now, but I am 
constantly worried it will return. I am terrified it will 
come back and steal my life again.

I am very careful about over-extending myself, 
I can’t stay up late or skip meals because over time 
that leads to the symptoms coming back, which is 
completely disabling.

I also can’t over do exercise as any type of  
exhaustion sets me up to head back down that path. 
So even now my life is limited by the after effects 
and how I try to prevent this illness from taking hold 
again.

It all started simply enough, I received a minor 
head injury, that (surprisingly) gave me amnesia and 
a lot of  ongoing short term memory issues. Within 
three months of  this head injury I got glandular fever 
and the combination of  the two was enough that I 
got Chronic Fatigue Syndrome and did not recover.

At first I didn’t understand and I kept pushing 
myself, trying to work harder and do more, which 
lead to a complete nervous breakdown, eventually 
manifesting itself  as a pseudo stroke.

What this meant was that I spent a week in 
hospital with no feeling in my right side. My right eye 
drooped, I drooled, my right foot still turns in a little 
to this very day.

What was really concerning to the doctors was 
that I couldn’t feel a pin stabbed into my right foot 
(but certainly could on my left) and I had no reflex at 
all in my right knee (when the doctors hit your knee 
with a little rubber hammer – no response on my 
right side at all).

Eventually after MRI brain scans etc, they 
decided they had no idea what was going on, labelled 
it a “stroke-like” episode and sent me home when I 
stopped drooling.

The symptoms gradually got better over time, 

except for my right foot still turning in a wee bit.
After all this I was diagnosed with Chronic 

Fatigue Syndrome. The worst part was when my GP 
said this was not something with a cure, and I might 
have it for the rest of  my life.

I joined a support group but never made it to any 
of  the meetings – it was far too hard to get showered, 
dressed, drive there, socialise and then drive home.

But the thing that really helped was the 
newsletters, the articles from medical experts helped 
me understand what was going on and what I could 
do to support my body’s recovery as best I could.

Probably the hardest part in all this was trying to 
explain it to other people. I lost a lot of  friends who 
couldn’t understand why I wasn’t getting better, why 
I couldn’t go out and have fun and why I suddenly 
gave up alcohol completely.

Even the ones who tried to understand quite 
often thought it was all in my head, that if  I tried 
harder I would be better.

The other thing that was really hard to explain 
was the constant pain I was in. My joints were all 
incredibly painful, my muscles were always agony 
and in huge knots – it felt like my very bones ached 
constantly.

Because none of  this pain was visible, no one 
could really believe it hurt.

People mean well and tried to help, offering 
helpful suggestions. I had one friend who thought 
that if  I just got up early at 6am I would feel better 
because it was all the lying in bed that was causing 
the problem.

In reality the lying in bed was due to the problem 
of  being in absolute agony and exhausted.

I also forgot everything. I remember I once 
drove for 30 minutes in the wrong direction before 
realising it was the wrong direction. I once drove to 
my grand-mother’s house, which took an hour, and 
once I got there realised I was meant to be going 
somewhere else.

I lost friends who didn’t understand this “brain 

My illness ‘stole my life’

By Kara Greening.

(Continued on page 28)
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When I began to write for Psychology Today over three 
years ago, one of  the first articles I posted was called 
“10 Tips from 10 Years Sick.” It’s three years later 
and…I’m still sick. And so, 10 + 3 = 13, meaning it’s 
time for “13 Tips from 13 Years Sick.” Some have 
made an appearance in different form in the earlier 
pieces, but that’s because some tips have a very long 
shelf  life.

1. Count your friends by quality not 
quantity.

It’s better to have two friends who understand 
you and believe you and support you than to have 
ten friends who question whether you’re as sick or in 
pain as you say you are.

2. Don’t be bitter about the people in 
your life who don’t respond as you’d 
like.

I used to be bitter when people didn’t respond 
the way I wanted them to, but it didn’t make me any 
less sick and it didn’t change make a difference in 
their behavior. The day I gave up being upset that 
not everyone in my life was going to understand 
what I was going through was the day I began to feel 
a measure of  peace of  mind about this unexpected 
turn my life has taken.

Putting aside bitterness feels so good. For me, it’s 
an equanimity practice – equanimity being that calm 
and balanced state of  mind that’s able to ride life’s 
disappointments with acceptance and with grace. 
To practice, I remind myself  that not everyone will 

behave as I want them to and (most important for 
equanimity) that this is okay with me. Some people 
will come through for me and some won’t. Do I 
really need everyone to understand what it’s like for 
me to be sick? No! I understand, and that’s what 
matters most.

3. Try to do something each day that 
makes you happy.

See if  you can make this a habit. It may take 
practice since many of  us tend to look after ourselves 
last. If  that describes you, it may help to make a list 
in the evening of  your plans for the next day, making 
sure the list includes an activity or two that brings 
you fulfillment or joy so it’s part of  your agenda for 
the day ahead. And on days you don’t get to those 
activities (maybe you were in too much pain or maybe 
unexpected obligations arose), forgive yourself…and 
start again by making a new list that very evening.

4. You can be working even though 
you’re not in the official “work force.”

People who are bedbound or housebound tend 
to think of  themselves as not working. I’m in or on 
the bed a good part of  the day. But...I’m working. 
Writing this piece is work. Answering emails from 
people who’ve read my books is work. Writing 
my new book is work. Maybe you draw or knit or 
embroider (not to mention taking care of  other 
family members): that’s work. And, of  course, it’s 
work just to stay on top of  our medical conditions – 
keeping abreast of  the latest developments, assessing 
doctors, evaluating the effectiveness of  treatments, 
keeping family and friends informed about how 
we’re doing. Whew!

My point is that, in the same way we’ve come 
to think of  stay-at-home moms or dads as working 
people, those of  us who’ve had to leave the outside-
the-house workforce due to chronic pain or illness – 
or, as is often the case, both – are still working, even 
if  it isn’t paid work. So, when people say to us about 
our lives, “I wish I could lie around all day and do 
nothing,” we know they just don’t get it.

13 tips from 13 years sick

By Toni Bernhard, J.D..

Article: 13 tips from 13 years sick
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5. Don’t get hooked into believing you 
always have to “think positively.”

This is known as the “tyranny of  positive 
thinking.” Are we never supposed to get blue or 
frustrated or disappointed over our health problems? 
That would be holding ourselves to an impossible 
standard. Although the mind and the body are 
interconnected, I do not believe that “thinking 
positively” or visualizing that we’re 100% healthy 
can cure disease, even though I’ve received dozens 
of  private emails telling me otherwise.

As for those “I’m-not-feeling-positive” moods, 
people in excellent health get blue and frustrated 
and disappointed, so of  course we do too. Our 
“not-feeling-positive” moods can be particularly 
intense though, because they often center around 
the frustration and hopelessness we feel about our 
medical condition. One of  my triggers for a down 
and out mood is a day when I wake up feeling just 
plain weary of  being sick.

At least moods, like the weather, blow in and 
blow out. They arise in the mind, stay awhile, and 
then pass. I’ve learned not to try and force them away 
because that almost always intensifies them. Instead, 
I like to disarm their sting by greeting them with 
friendliness, even though they’re uninvited guests. I’ll 
say something like, “I know you, blues. Come to visit 
again, have you?” Then I just wait them out, like I 
wait out a rainstorm – perhaps by cuddling with my 
dogs or making my favorite hot drink or watching a 
movie on TV (or all three at once!).

6. Don’t be swayed by others people’s 
advice if your heart, mind, and body 
are telling you not to follow it.

People have lots of  advice for me regarding my 
health – from the reasonable to the absurd. Like 
most of  us, I was raised to please others and so I 
used to feel an obligation to follow their advice just 
to please them. In retrospect, that’s quite amazing: 
I’d follow someone else’s advice just to please them 
even if  my mind and body were telling me it wasn’t 
a good idea. Finally, I’ve reached the point where I 
don’t care if  someone thinks I I’m foolish not to 
follow his or her advice. After thirteen years, I trust 
my own judgment.

7. Expect grieving to come and go…
and come and go

Throughout life, we experience losses that lead us 
to grieve, and the loss of  good health is one of  them. 
The onset of  chronic pain or illness is a major life 
event, so it’s not surprising that it triggers the need 
to grieve. But as the years have gone by, I’ve changed 
my thinking about grief  and illness.

I used to think it would be a “one-time-through-
the-stages” of  grief  process (the stages usually 
broken down into denial, anger, sadness or even 
depression, and then…acceptance). I thought that 
once I passed through a stage, it wouldn’t return. 
But now I see that acceptance can give way at any 
moment to a new round of  grieving, maybe with just 
one of  those “stages” popping in for a visit, such as 
anger or sadness. When this happens, I’ve learned 
not to push the grief  away in aversion because that 
just strengthens it. Instead, I allow it to be present, 
treating myself  as tenderly as I can until it passes.

8. Unless your symptoms prevent it, 
use the internet to connect with the 
world.

The internet is a rich and multi-dimensional 
resource. Imagine how isolated people were just a 
few decades ago if  they became housebound. The 
internet allows us to connect with others – to forge 
friendships with people from all over the world.

The internet also helps us become our own 
experts on our chronic condition. And it offers 
educational possibilities, many without costing a 
penny – from Ted Talks, to Coursera (www.coursera.
org) and Open Culture (www.openculture.com) 
where you can take university-level courses for free, 
to The Khan Academy (www.khanacademy.org) 
where you can take lessons on almost any subject 
for free.

And the internet allows us to continue to 
contribute to the well-being of  others and the planet. 
My Facebook friend, Deborah, recently told me 
about the work she does online with cat rescue. And, 
in the days after the earthquake in New Zealand 
several years ago, my dear late friend Marilyn worked 
tirelessly at her computer to re-unite people with 
their pets, even though she was hundreds of  miles 
away in Australia and was very sick at the time.

Article: 13 tips from 13 years sick
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9. “Don’t let yesterday use up too 
much of today.”  – Will Rogers

Every once in a while, I wake up and find myself  
ruminating about my “perfect” pre-illness life. 
There’s nothing wrong with enjoying fond memories 
of  the past, but that’s different from putting that past 
on a pedestal and convincing ourselves that life was 
perfect for us then – or even near perfect. When I 
find myself  doing this, I think about this proverb 
and then try to get on with the day that’s unfolding 
before me. Or, I take a refresher course by re-reading 
my own article that cautions us to beware of  “Good 
Old Days Syndrome.”

10. It’s okay to be a walking 
contradiction!

Contradictory feelings are normal. On a retreat 
many years ago, Buddhist teacher Jack Kornfield 
referred to life as “happy-sad.” Those words 
resonated strongly with me. I can be happy and sad 
at the same time – for example, sad that I’m sick, but 
happy that I’m able to connect with others online 
who understand what this life is like.

And I can be terribly disappointed but, at the 
same time, okay with my life. A few months ago I 
had to skip the 30th reunion of  my law school class 
because I was too sick to attend. I wanted to go badly 
and so was very sad about it but, oddly, at the same 
time I was okay with it. Yes, being sick is unpleasant, 
but I have a decent place to live, a caring partner, and 
two faithful dogs to keep me company when there’s 
no human around; so, life is okay.

When I make room in my heart for seemingly 
contradictory feelings, I feel more accepting of  my 
life as it is.

11. Prepare yourself for the possibility 
that you’ll be chronically ill for the 
rest of your life.

This may not be the right course for everyone, 
but I’ve included it because of  an experience I had a 
few months ago. One day, I had a “moment of  truth” 
when I realized that I might be chronically ill for the 
rest of  my life. I’ve tried dozens of  treatments; none 
of  them has cleared up the flu-like symptoms that I 
live with day in and day out. In that moment when 
I thought, “I might feel like this the rest of  my life,” 

surprisingly, instead of  feeling sad and depressed, 
I felt liberated, as if  a great burden had lifted: the 
burden to get better.

Without that burden, I felt free to get on with the 
life I have instead of  always fighting the exhausting 
battle for what, in the end, I may not be able to get 
– my health restored. Don’t get me wrong. I’m still 
actively looking for new treatments, but I’m also 
newly open to the possibility that there just might 
not be a treatment out there that’s going to work for 
me. This openness has helped me find a measure 
of  peace and well-being with life as a person with 
chronic illness.

12. Look for ways to help others.
It’s not unusual for us to turn our focus 

inward to our sick and pain-filled bodies. This is 
understandable and, at times, very skillful because 
we want to do everything we can to find the most 
beneficial treatments and maximize our functionality. 
But turning our attention away from our health 
concerns and reaching out to others can relieve some 
of  the mental anguish that accompanies focusing 
exclusively on our ailing bodies.

Helping others can take the simplest form: a 
short email to someone or a supportive comment on 
Facebook. It doesn’t take much to brighten another 
person’s day.

13. When all else fails, go to bed.
This tip is not original to me. I learned it about 

ten years ago from Bruce Campbell at his terrific 
website called CFIDS and Fibromyalgia Self-Help.

For me, it was a great tip then, and it’s a great tip 
now.

***

Those are my 13 tips. I wonder what this 
upcoming year has in store for me...

© 2014 Toni Bernhard www.tonibernhard.com 1

 
 
 
 
Reprinted from Psychology Today   
(http://bit.ly/1uI2hMO).
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I have ME/CFS, a pernicious and limiting condition 
that’s shared by throngs of  people around the world. 
ME/CFS stands for myalgic encephalomyelitis and 
chronic fatigue syndrome and it is an illness that 
causes multi-system breakdowns in the body.

Little research has been done on this condition 
and little help is out there in the medical community.

When I first became ill there was no social media. 
I was lucky to have my family around me, because 
I had no contact with anyone else. Even with my 
family, life was pretty lonely. The isolation was 
crushing. I spent years this way.

Five years ago, my husband gave me a laptop and 
I found Facebook. I spent several weeks trying to 
think of  anyone who’d ever been in my life -- relatives 
I hardly knew, kids I’d known in school. I sent off  as 
many friend requests as I could come up with.

At around that time I discovered some support 
groups and forums for people with ME/CFS and 
though I’d never been much of  a joiner before, I 
was desperate for contact, especially with people 
in similar straits who could understand what I was 
dealing with.

In a matter of  weeks, I had a big new community 
of  friends that astounded me. I’d had friends before I 
got sick, and to feel a part of  something again helped 
me to regain part of  who I had once been and feared 
I would never be again.

The fact that none of  them lived nearby and that 
the only form of  contact was via my keyboard was 
probably a good thing. It was likely the only way I 
could have been in touch with anyone since spending 
time in a room with other people exhausted me and 
sent me into sensory overload very quickly.

But online communication was something that I 
could pick up and put down depending on whether I 
was up to it at the time.

When I was in a crash and unable to think or 
navigate or breathe properly, I knew my friends 
would be waiting for me. If  they knew I’d crashed 
they’d send me encouraging messages as I would do 

for them, and those messages would be waiting for 
me.

Later I also joined Google + and Twitter. Though 
my life was far from normal, it felt more normal 
because I no longer felt so alone and invisible.

The world of  community was not the only thing 
that opened up for me via social media.

After years of  being able to find next to no 
information about my condition and what might 
help with its symptoms, I suddenly was reading other 
people’s experiences, articles about research, and 
advice from doctors and ME/CFS advocates which 
gradually assisted me in handling ME/CFS.

So when I read concerns that being preoccupied 
with social media might be stunting emotional 
growth and the ability to experience more out of  
life, I know without a doubt that it doesn’t apply to 
me, or to the masses of  other people with chronic 
illnesses.

If  I had been born a generation earlier I shudder 
to think what my day to day life would be. I know I 
would have been housebound on my own -- maybe 
forever, because not only would there not be contact 
with friends, I probably would never have found 
anything to help me with my illness.

My doctor and the specialists I saw had done 
me no good, though I was fortunate to have found 
a naturopath who has helped me in my ongoing 
recuperation. But without social media creating a 
bridge for so many bed-bound and isolated comrades 
to join the world, it would be a lonely life indeed.

Visit Jody’s website at http://www.ncubator.ca. 1

Reprinted from EmpowHER (http://bit.ly/1ocVVl1).

Social media: an open window into the world 
for ME/CFS

By Jody Smith.

Article: Social media – an open window into the world for ME/CFS
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Almost nobody, except a tabloid headline-writer, says 
ME is “all in the mind” these days. So why is there 
still such a stigma attached to ME/Chronic Fatigue 
Syndrome? 

In my experience, the stigma gets  worse the 
more severely affected with ME you are. Now that 
my illness presents in a moderate form, the treatment 
I get from the medical profession is mostly benign 
neglect. When I was very severely affected it was a 
different story: I experienced outright hostility, open 
disbelief, accusations of  hysteria, attention seeking, 
malingering and manipulation. I was very, very ill and 
yet my poor parents were shunned by doctors and 
left to care for me alone.

While doctors rarely say ME is all in the mind, 
many of  them believe something close to that.The 
most influential group of  researchers into ME/CFS 
in the UK have established a  received wisdom on 
this complex and poorly understood illness. They 
work on the premise that:

“…cognitive responses (fear of  engaging in 
activity) and behavioural responses (avoidance 
of  activity) are linked and interact with 
physiological processes to perpetuate fatigue.”  
– PACE Trial 2011

The Deconditioning Theory of ME/CFS

According to this widely accepted hypothesis, the 
physical symptoms of  pain and fatigue in ME are 
a normal physiological response to a deconditioned 
state. Patients get deconditioned because they avoid 
activity, wrongly believing it will make them more 
unwell.

Here’s an illustration of  the theory: a vicious 
circle of  anxiety about symptoms, mistaken illness 
attributions, excessive rest and activity avoidance, 
deconditioning, further symptoms upon attempting 
activity, leading to further anxiety...

It also goes under the name of  the Biopsychosocial 

Model, which is a bit misleading because there’s 
very little of  the “Bio” or the “Social” in it. What it 
translates as, to GPs and other medics too busy to 
look into less well publicised research and science, is 
that ME/CFS is aches and pains and tiredness within 
the normal range but filtered by an over-anxious 
mind. Now you begin to see where the stigma comes 
from.

The deconditioning theory may be plausible for 
someone who presents to their GP with mild ME, 
e.g. difficulty exercising. The treatment offered 
– Cognitive Behaviour Therapy  to change your 
perceptions of  your illness and help you gradually 
increase your activity levels – also seems plausible, 
although recent trials show it does not result in an 
objective increase in function.

But how on earth do you explain the symptoms 
of  someone who presents with severe ME, who 
can’t sit up or feed themselves, by the deconditioning 
hypothesis?

Did I really become anxious, inactive and 
deconditioned in my mid-twenties to the extent that 
I could no longer lift a spoon to my mouth, or wipe 
my own bum? If  I did, my apprehension of  reality 
must have been very seriously distorted. Yet instead 
of  the compassion and care you might hope for if  
you were suffering from severe delusional state, my 
family and I got cruelty and abuse. The “treatment” 
offered to us was to leave me on a ward, without help 
to feed myself, until I got so hungry I would snap out 
of  my little game and eat by myself. 

Doctors can’t explain severe ME by the 
deconditioning theory. Sadly, some resort to vilifying 
or shunning what they can’t explain. I’m lucky I 
was over 18 at that time, or I may have faced the 
“child protection” bureaucracy that has seen many 
children and young people with ME separated from 
their parents and institutionalised under damaging 
“treatment” regimes.

Why does stigma still surround ME? Because 
doctors believe it’s all about deconditioning

By Catherine Hale.

Article: Why does stigma still surround ME?
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Invisible illnesses are illnesses that you can’t see just 
by looking at someone. Things like Type 1 diabetes, 
Chronic Migraines, Lupus, Postural Orthostatic 
Tachycardia Syndrome, which I live with, and 
Fibromyalgia, may not affect your appearance, but 
they affect how your body functions and feels. Every 
day. Probably for the rest of  your life.

When you say the following things to someone 
with a chronic illness, you probably don’t mean to 
hurt their feelings. A lot of  the time you are just 
trying to understand or sympathize. Well, from the 
perspective of  someone who lives with a chronic 
illness, here are 15 things you should never say to 
someone with a chronic illness:

1. You don’t look sick
Not everyone “looks like” what is happening 

to them. You would never say “you don’t look like 
someone who is going through a terrible divorce” 
if  your stressed-out friends still manage to put on 
a brave face and pull themselves together. Not all 
illnesses are manifested outwardly.

2. You’re too young to be sick
I get this one more than #1. You can get ill or 

go through any kind of  stressful situation no matter 
your age. Age is completely irrelevant here. Young, 
unfortunately, does not always equal disease-free. 
When you tell someone they’re too young to be sick, it 
just makes them feel even more guilty or embarrassed 
for having an illness they have no control over when 
society expects them to be healthy.  And, moreover, 
just because you have an illness, doesn’t mean you 
want to be called “sick.”

3. Everyone gets tired
That may be true. And most people are not getting 

enough sleep and rest. But the difference between 
someone with chronic illness-associated fatigue and 
an otherwise healthy person is the level of  fatigue. If  
I go out drinking with friends and stay up late, it could 
take me a week to recover. I have to carefully plan 
every activity of  the day so that I can save energy to 
do all of  them. The best line I’ve heard for this one 

is: you don’t know what fatigue is until you’ve had to 
rest after taking a shower. Unless you literally think 
to yourself  “how much energy will that take?” for 
every single action you take during the day (including 
brushing teeth, combing hair, standing to do dishes, 
putting on makeup, cleaning, driving, etc.) then you 
experience a completely different kind of  tired than 
people with certain chronic illnesses. I’m not saying 
you aren’t tired. Everyone does get tired. But my kind 
of  tired is not the same as a healthy person’s kind of  
tired. If  I push myself  past the amount of  energy I 
have in a given day, the consequences are pretty bad.

4. You’re just having a bad day
I know you are trying to motivate someone 

and make them feel better when you say this, but 
it doesn’t come off  like that. Personally, only about 
10 people in my life see me on my bad days. If  I am 
outside, dressed, and active, that is a good day. So 
instead of  making someone with a chronic illness feel 
supported and motivated when you say this, it feels 
like you are brushing off  their symptoms. Chronic 
illnesses are with you for life. You can change your 
lifestyle and find treatments to help them, and some 
of  them can be “managed,” but for the most part, 
that person will have to deal with a lot of  bad days 
for many years to come.

5. It must be nice not having to go to work/
school

This one. Oh man. If  you only knew. Sure, it can 
feel that way when you take a day to play hooky or 
a long vacation. But when you are forced not to go 
to work or school, even when you want to be there, 
it is a different story. People with chronic illnesses 
don’t want to fall behind in school and fight with 
the school district to get the accommodations they 
need. People with chronic illnesses don’t want to 
miss work and not be able to generate an income. 
Everyone wants independence.

Personally, I loved school and hated every day 

15 things not to say to someone with a chronic 
or invisible illness

By Susie Helford.

(Continued next page)
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I wasn’t there. It is way more stressful not being in 
school and knowing all the work you will have to do 
to make up for it than being there on any given day. 
And I have loved the jobs I’ve had and been sad about 
every day I have missed. Believe me, it is not nice 
having to stay home instead of  being productive, just 
trying to find ways to distract yourself  from pain or 
exhaustion. It’s fun to watch TV for a day or two, but 
after that, I feel trapped. I guarantee anyone with a 
chronic illness would gladly trade in their symptoms 
for a full time job.

6. You need to get more exercise
Exercise is really important and no one is denying 

that. It helps pretty much any health condition. But 
it isn’t a cure-all. For someone like me, whose heart 
rate regularly reaches 120 bpm just from standing 
still, exercise isn’t always doable. I do “exercise” but 
it is more like physical therapy exercises than what 
most people would consider a good work out. But 
remember, everyone has limitations. For people 
with chronic illnesses, their physical limitations may 
make it harder for them to do traditional exercises. 
And even if  they do, it will probably not be a cure 
for a condition that is caused by something totally 
different like an immune system that attacks itself  or 
a nervous system that doesn’t regulate itself  correctly.

7. I wish I had time to take a nap
See numbers 3 and 5, which relate to this one. To 

someone with a chronic illness, to whom napping is 
not a luxury but in fact a necessity, hearing someone 
say this is as much a slap in the face as hearing someone 
say they wish they could take a break from work or 
school too. Hearing anyone “wish” they could have a 
part of  a chronic illness just shows how misinformed 
they are when they say this. Wishing you had more 
time is pretty much a universal wish. But wishing 
you had the time that a person with a chronic illness 
has is not the same. If  your wish is granted, you can 
get more time, but you also have to get the pain, the 
exhaustion, and the difficulty figuring out how to be 
productive in society. Remember that next time you 
have the desire to say this.

8. The power of  positive thinking
Positivity is really important and having a negative 

outlook can negatively affect an illness. But having 
a positive outlook will probably not cure it. I’ve 
gone through all the stages of  positive thinking and 

denying my illness. I have thought, if  I just put my 
mind to it, I can do that. And then I’ve suffered the 
consequences of  pushing myself  beyond my limits.

Positive thinking that is productive for chronic 
illness sufferers is not telling someone that thinking 
positively will help them with their symptoms. 
Instead, productive positive thinking is finding the 
positivity that comes with their illness. For me, if  
I hadn’t had POTS, I wouldn’t have gone to Lake 
Forest College to stay close to home and my doctors. 
It was there that I learned and discovered my passion 
for environmental studies and met the love of  my 
life. I wouldn’t have found an inner strength in 
myself  and learned to value the time I have in the 
same way I do. That is productive positive thinking. 
But it’s not a cure.

9. Just push through it
Hearing this makes me want to hit my head 

against a wall. This goes along with #3 “Everyone 
gets tired/ headaches/ back pain/ insert symptom, 
just push through it.” The problem with this 
statement is the underlying assumption that a 
person with a chronic illness is not already pushing 
themselves. Every day I push myself. I push through 
my symptoms all the time. If  I didn’t, on my bad days 
I would not eat, walk, or shower. And the same is true 
of  anyone with a chronic illness. Remember: there 
is a difference between pushing and pushing past 
your limits. Pushing yourself  is good and necessary. 
But pushing past your limits can set someone with a 
chronic illness back for a while as they recover from 
overextending themselves. Suggesting to someone to 
just push through it may not feel insulting, but it is 
like telling a marathon runner to just go faster on 
their last mile.

10. It will get better, just be patient
I’m sure everyone who says this truly means 

well. And it is true of  a lot of  things that patience is 
important. But not all chronic illnesses will get better. 
Patience is a virtue, and an important one. But please 
don’t say this to someone who has an illness that they 
will have for their entire life. It could get better, but 
it also may not. So figuring out how to live within the 
confines of  your illness and make the most of  it is 
more productive than expecting to get better. This is 
not to say that you shouldn’t hope to get better – just 
that you shouldn’t count on it. That’s denial.

11. Have you tried …
… the paleo diet, acupuncture, super magic moon 

(Continued from previous page)
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crystals, this weird new therapy that I heard about 
one time but know nothing about? Unless you are a 
medical professional and/or a person with a chronic 
illness has asked for your advice, please keep it to 
yourself. I haven’t tried super magic moon crystals, 
but I have tried just about everything else including 
alternative and new treatments. I’m actually trying 
a new one now. And I probably won’t stop trying 
because science makes advances. But someone with 
a chronic illness doesn’t want to defend themselves 
to you on how they have already tried or don’t trust 
the efficacy of  a certain treatment, especially if  your 
evidence is only anecdotal. I know you probably 
mean well and are trying to help, but just assume that 
someone with a chronic illness has tried every option 
available to them. Everyone wants to feel good.

12. You should stop ____
See number 11. I know you mean well and you 

want to help. Everyone has bad habits they should 
probably stop. Did you know that one of  the parts 
of  my treatment is to increase sodium in my diet? 
So if  you want to tell me how you or someone you 
know of  feels so good because they cut out salt, it 
will go in one ear and out the other. What works for 
one person does not always work for another. Please 
keep your unsolicited unprofessional anecdotal 
medical advice to yourself, because you are wasting 
your time and possibly insulting or discouraging 
someone with a chronic illness.

13. It’s all in your head/ you’re just stressed/ 
depressed/ anxious

If  I had a nickel for every person (including 
doctors) who told me this before I was diagnosed 
with POTS (and some afterwards) I would have really 
heavy pockets. I guess when we don’t understand 
something and don’t look physically sick we assume 
it is mental. It must be cultural or part of  human 
nature based on how often this is said to people with 
chronic illnesses. Stress, depression, and anxiety can 
all make symptoms of  chronic illnesses worse. But 
they do not usually cause them.  Chances are when 
you say this to someone you are only contributing 
to their stress, not helping them see something they 
never saw before.

14. You need to get out more
A change of  scenery can do some good. And 

I believe that spending time outdoors is good for 
your health. But when you say this to someone 
with a chronic illness, it doesn’t sound encouraging. 

Someone with a chronic illness wants to get out more 
(see number 5). All it does is make them feel guilty 
for not being able to do something they already want 
to and are probably trying to do. So before you say 
this, remember that they probably agree with you 
and they don’t need the guilt on top of  it.

15. You take too many medications
People differ on their opinions of  whether 

medications help or are bad for you. In some 
cases they are medically necessary. This is one of  
those things where you should probably keep your 
judgement to yourself. If  I take a medication, I have 
researched the side effects and I have tried every 
other lifestyle change and vitamin that I can before 
I get to that point. Not everyone wants to just pop 
a pill to solve a problem. If  someone is having a 
symptom that is controlling their life medication 
is sometimes the best way to manage it. People 
with chronic illnesses do many things to try to live 
as normal life as possible, and medication is one 
small piece of  that puzzle. It is part of  a lifetime of  
adaptations, treatments, and figuring out how to live 
with a chronic illness.

So now that you know better than to say these 
things, you can relate better to the people in your life 
with chronic or invisible illnesses.

And remember: the absolute best and most 
powerful thing you can ever say to someone with a 
chronic or invisible illness:

I believe you.
You would be surprised just how much that will 

mean to them.

About the Author: 
 
Susie Helford is a Chicagoland-based blogger writ-
ing primarily about homemade green cleaning and 
beauty products. Her blog, Pins and Procrastination, 
is about Pinterest-inspired projects (that also happen 
to be great for procrastination purposes). She lives 
with Postural Orthostatic Tachycardia Syndrome, a 
form of dysautonomia.

 1

 
 
 
 
Reprinted from A Sweet Life (http://bit.ly/RDIOQk).
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10 celebrities with ME/CFS

By Erica Verrillo.

Of the 17 to 24 million people wordwide who have ME/CFS, a number are bound to be celebrities. Some have 
made their struggles with ME/CFS known to the public, while others – usually for the sake of their careers – have 
preferred to keep quiet.

Here are ten contemporary celebrities who have stepped forward and not only spoken about the illness, but 
raised funds for research, started forums, written books, made films, and done their best to dispel the notion 
that ME/CFS is “all in their heads.”

We applaud the efforts of these courageous individuals.

Article: 10 celebrities with ME/CFS

Cher, Actress/Singer

Cher (born Cherilyn Sarkisian) is an American singer 
and actress nicknamed the “Goddess of  Pop.” Cher 
became famous in the 1960s as half  of  the duo 
Sonny & Cher. Later she proved her acting talent in 
Moonstruck, Mask, Suspect, and Silkwood. Cher has won 
an Academy Award, a Grammy Award, an Emmy 
Award, three Golden Globe Awards, and the Best 
Actress Award at the Cannes Film Festival. Cher was 
diagnosed with CEBV (chronic Epstein-Barr virus) 
and reputedly went to Brussels, Belgium for treatment 
and recovered. When asked in a BBC interview if  she 
thought the illness was psychosomatic, Cher replied, 
“My experience was that it was really a physical 
illness – but it does make you depressed as well ... 
Boy, it was devastating for me.”

Michelle Akers, Athlete

Michelle Akers is a former Olympic soccer star who 
played in over 130 international matches spanning 
15 years. She played in the 1991 and 1999 Women’s 
World Cup for the United States, and won the Golden 
Boot as the top scorer in the 1991 tournament. She 
is a member of  the National Soccer Hall of  Fame 
and was named FIFA Female Player of  the Century. 
Akers played until she found herself  “at the end 
– physically and mentally – with a body ready for 
a M*A*S*H unit … but,” she said, “ I have huge 
peace in knowing I fought to the very end and have 
nothing else to give.” (Soccer Times)

Cher

Michelle Akers
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Michael Crawford, Actor/Singer

British actor Michael Crawford has received great 
critical acclaim and won numerous awards during his 
career, which covers radio, television, film, and stage- 
work on both London’s West End and on Broadway 
in New York City. He is best known for playing 
the hapless Frank Spencer in the popular 1970s 
British sitcom, Some Mothers Do ‘Ave ‘Em. He played 
the title role in The Phantom of  the Opera. Crawford 
contracted ME in 2004. “I’d be totally exhausted by 
mid-afternoon, and I could barely climb the stairs 
at home, “ he said. “I knew something was wrong, 
but I had no idea what. What I thought had been 
flu turned into a physical meltdown. I went for all 
sorts of  brain and body scans until ME was finally 
diagnosed.” After seven years, Crawford returned 
to the stage. “If  anyone had told me one day I’d be 
back in London’s West End I wouldn’t have thought 
it possible. I thought my career had come to an end.” 
Crawford attributes his recovery to his move to New 
Zealand. “I decided to relocate from Britain to get 
healthy and smell the roses.”

Laura Hillenbrand, Author

Laura Hillenbrand is the author of  the best-selling 
books Seabiscuit and Unbroken, both biographies. 
(Seabiscuit is of  the US racehorse, and Unbroken is of  
World War II hero Louis Zamperini.) Hillenbrand 
contracted ME/CFS while she was a student at 
Kenyon College in Gambier, Ohio. (She was forced 
to leave school before graduation.) Hillenbrand 
described the onset and early years of  her illness in 
an essay, “A Sudden Illness,” published in the The New 
Yorker. Hillenbrand freely acknowledged the irony of  
writing about feats of  physical prowess while being 
unable to leave her house. In an interview by the 
Washington Post, Hillenbrand said, “I’m looking for a 
way out of  here. I can’t have it physically, so I’m going 
to have it intellectually. It was a beautiful thing to ride 
Seabiscuit in my imagination. And it’s just fantastic to 
be there alongside Louis as he’s breaking the NCAA 
mile record. People at these vigorous moments in 
their lives – it’s my way of  living vicariously.”

Caption

Michael Crawford
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Mama Chill, Rap Artist

Mama Chill (born Stacy Hart) is a British rap artist 
influenced by “80’s Old skool American Rap/Hip 
hop with every other genre mixed in.” She has 
composed songs about ME, and donates all profits 
from her “Runnin on Empty” store to the British 
charity, Invest in ME. In an interview with the Watford 
Observer, she talks about her 22-year struggle with 
ME. “I am limited by my illness. I can’t gig and I get 
exhausted going to the studio. But I try to focus on 
what I can do, rather than what I can’t,” she said. “I 
wrote my songs when I was bed bound. I thought if  
I’m going to come back from my illness, I’m going to 
come back with rap music, something that I always 
wanted to do.”

Leigh Hatcher, Journalist/Author

Leigh Hatcher is one of  Australia’s best-known 
television journalists. He was bureau chief  for the 
Macquarie Radio Network in the Canberra Press 
Gallery, and has worked at various radio stations 
including 2CA in Canberra and 5DN in Adelaide. 
He was forced out of  work for more than two years 
after contracting ME/CFS. Hatcher wrote about the 
experience in his best-selling book, I’m Not Crazy, 
I’m Just A Little Unwell. He also founded the online 
forum, Not Crazy, which was intended to help 
ME/CFS sufferers to come together to share and 
encourage each other. “People [with ME],” Hatcher 
says, “are not crazy.”

Randy Newman, Composer/Singer/
Pianist

Randy Newman has earned 17 Oscar nominations, 
and won an Oscar in 2002 for the song “If  I Didn’t 
Have You” from Monster’s, Inc. He is best known for 
his film scores, which include Ragtime, Awakenings, 
The Natural, James and the Giant Peach, Cats Don’t Dance, 
Meet the Parents, Cold Turkey, Seabiscuit, and The Princess 
and the Frog. Newman contracted ME/CFS in the 
1980s. “I couldn’t get up a couple of  steps without 
getting out of  breath,” he said, in a People interview. 
“But the worst part is in your brain. You just can’t 
think of  anything that you look forward to doing. 
Nothing looks good.”

Article: 10 celebrities with ME/CFS

Mama Chill

Randy Newman

Leigh Hatcher
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John Rutter, Composer

John Rutter is a British composer of  choral works. 
His compositions include Christmas carols, anthems, 
and larger works such as Gloria, Requiem, Magnificat 
and Mass for the Children. NBC’s Today Show called 
him “the world’s greatest living composer and 
conductor of  choral music.” From 1985 to 1992, 
Rutter suffered from severe ME and stopped taking 
on commissions, as he could not meet deadlines. 
Rutter has been outspoken about his experience with 
ME, and does not hesitate to write letters countering 
the notion that the disease is “all in your head.” In a 
letter to the Daily Mail he says, “Like malaria, it cycles 
on and off, and after an attack, which might last a 
few days, I felt terrible. I would have a week or two 
feeling OK, then the cycle would begin again. I’m a 
professional musician, and we tend not to advertise 
our ailments any more than journalists do, but this 
was real.” 1

Blake Edwards, Film Producer/
Director/Screenwriter

Blake Edwards started his career as an actor in silent 
films. He is best known for the Pink Panther movie 
series, Breakfast at Tiffany’s, and Days of  Wine and 
Roses. In 2004, he received an Honorary Academy 
Award in recognition of  his writing and directing. 
Edwards described his 15-year struggle with ME/
CFS in the documentary, I Remember Me (2000). In 
the film, he described the onset of  ME/CFS as the 
flu that never went away. “What the hell is this?” 
Edwards asked. “The desperation was enormous.” 
Edwards eventually turned to writing. “[Comedy] 
saved me from this damn thing.” Blake Edwards died 
of  complications of  pneumonia on December 15, 
2010.

Keith Jarrett, Musician

Keith Jarrett is one of  America’s most famed jazz 
musicians. Although he is best known as a pianist, 
he also plays harpsichord, clavichord, organ, 
soprano saxophone, drums, and a number of  other 
instruments. Jarrett also composes classical music, 
and in 2004, was awarded the Léonie Sonning Music 
Prize, an award which has been given to only one 
other jazz musician – Miles Davis. Jarrett contracted 
ME/CFS in 1996, and for a few years he could not 
even listen to music, let alone play it. In an interview 
with NPR’s Terry Gross, Jarrett said, “I didn’t know 
if  I would ever play again. So when I was able to 
sit at the piano without being sick and play a little 
bit, there was a way of  dealing with economy that is 
way past anything I can imagine doing when I’m well. 
It’s hard to describe. It’s almost like the disease made 
it possible to deal with the skeleton instead of  the 
surface, you know – just the heart of  things, because 
there was no energy for more than that.”

Article: 10 celebrities with ME/CFS

Reprinted from ProHealth (http://bit.ly/1mZFb3X).

John Rutter

Keith Jarrett

Blake Edwards (and friend)
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Important!

A very important last note: I want to say that I’m 
one of  those who believe that not every life situation 
can be relieved by coping skills or change of  thought 
patterns. I think there are situations which are just 
beyond coping.

Many of  the severely ill ME/CFS patients are 
dealing with such hellish circumstances, such intense 
pain and unbearable suffering that I cannot think of  
anything to say to them to help them cope. Many of  
us are often not tolerating any sensory input, meaning 
that we are unable to divert our thoughts or have the 
loved ones visit; many are suffering from incurable 
pain 24 hours a day; many are completely bed bound; 
and some of  us are so drug intolerant that it’s very 
hard to see how relief  would ever reach us, even  

if  a cure was found.
What I want to convey by this is that the suicides 

which will all know are common in ME/CFS, to me 
are not in any way evidence of  poor coping skills. 
I think they are justified in these situations beyond 
coping. While speaking about coping techniques, I 
felt this was important to express, as my personal 
view.

I am in awe of  the coping skills developed and 
implemented by thousands, millions of  ME/CFS 
patients around the world every day. I have had great 
help from talking to other patients and from the blog 
posts by Cort and others, and I hope maybe some of  
you might find a little straw of  help somewhere in 
this post – while we keep advocating to one day get 
proper medical help. 1

Reprinted from Health Rising  
(http://bit.ly/1hFp3Cm).

Recent biomedical research squarely refutes 
the theory that the physical symptoms of  pain and 
fatigue in ME are caused by deconditioning of  the 
muscles. Muscle biopsies from people with ME 
show significant abnormalities in function compared 
to healthy but sedentary controls.

To end the stigma of  ME and the shocking 

neglect and even abuse towards severe ME we have 
to knock the deconditioning theory on the head once 
and for all. We need to change the received wisdom 
on ME within the medical profession. It won’t be 
easy but it looks like at last we science on our side. 1

 
Reprinted from Limited Capability: Life, benefits and 
work with an invisible illness (http://bit.ly/1nTwJou).

(Why does stigma still surround ME? – from page 20)

fog”. Once when I had double-booked myself  and 
was out of  town with my family I got an abusive 
phone call from a friend who thought I had blown 
her off  on purpose. When I explained and tried to 
say sorry she hung up on me. I was in tears by this 
point.

The hardest part of  an invisible illness is the 
complete isolation. None of  your friends or family 
will ever understand what you are going through.

Complete strangers will judge you for being 
“lazy” when you go to the doctor’s office in your 
sweat pants with unwashed hair, not understanding 
that if  you had showered, washed your hair, put 
on make-up and dressed nicely you would be too 
exhausted to get to the doctor at all.

Even the ones you love will wonder if  you are 
exaggerating, or if  it’s all in your head sometimes 
because they will not see any evidence to support 
what you say. You feel so very alone.

I am still absolutely terrified that it will come 
back in force.

I am terrified of  a relapse. That I would lose my 
job, my independence, end up on the benefit again 
without enough money for healthy food or the 
medications needed.

It is the most terrifying thing, knowing that it 
could come back.

I really hope it doesn’t. 1

© 2014 Fairfax New Zealand Limited.

Reprinted from Stuff Nation (http://bit.ly/1m7brhd).

(My illness ‘stole my life’ – from page 15)

(Coping with ME/CFS – from page 11)
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Miscellaneous: Information about ME/CFS

What is ME/CFS?
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/

CFS) is characterised by severe, disabling fatigue and post-exer-

tional malaise. Fatigue is just one symptom – there are a multitude 

of  others. ME/CFS is a not uncommon medical disorder that 

causes significant ill health and disability in sufferers.

ME/CFS is also known by other names such as Post-Viral 

Fatigue Syndrome (PVFS) and Chronic Fatigue Immune Dys-

function Syndrome (CFIDS).

It is now officially recognised by the World Health Organiza-

tion International Classification of  Diseases (ICD-10-CM Diag-

nosis Code G93.3) and by recent guidelines on ME/CFS.

Prevalence
ME/CFS affects all social and ethnic groups. There is a predomi-

nance of  females (2 to 1) and a bimodal distribution 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 symp-

toms 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);

• unusual headaches.

A hallmark of  the condition is that symptoms are usually 

worsened with minimal physical and mental exertion.

Definition
The Canadian Expert Consensus Panel published the first di-

agnostic ME/CFS criteria for clinical use in 2003. In contrast 

to earlier sets of  criteria, this new definition made it compul-

sory that to be diagnosed with ME/CFS, a patient must become 

symptomatically ill after minimal exertion. It also clarified other 

neurological, neuro-cognitive, neuroendocrine, And immune 

manifestations of  the condition. The Canadian Consensus crite-

ria are wholly supported by ME/CFS Australia (SA) Inc and by 

the National Board of  ME/CFS Australia. Copies are available 

from ME/CFS Australia (SA) Inc’s website (sacfs.asn.au).

Diagnosing ME/CFS
Note that there are many other conditions which may need exclu-

sion by your doctor before a diagnosis of  ME/CFS may be made. 

These include: Hypothyroidism; Hyperthyroidism; Diabetes; Ad-

dison’s Disease; and Multiple Sclerosis, to name a few.

ME/CFS may also co-exist with or mimic symptoms associ-

ated with: Fibromyalgia; Multiple Chemical Sensitivity; Irritable 

Bowel Syndrome; depression; anxiety disorders; and somatoform 

disorders.

This can make the diagnosis of  ME/CFS and any coexisting 

conditions difficult, so it is recommended that you are diagnosed 

by a doctor with experience of  the condition

How is ME/CFS treated?
All treatment should be patient-centred and involve support-

ive counselling, lifestyle management and the setting of  realis-

tic goals. There is no known cure for ME/CFS. Management 

is geared toward improving functionality and symptom control 

through an effective therapeutic alliance between the patient and 

their GP. 

Therapy for ME/CFS is intended primarily to relieve specific 

symptoms. It must be carefully tailored to meet the needs of  each 

patient. Sleep disorders, pain, gastrointestinal difficulties, aller-

gies, 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 and/or restrictions, and nutritional supplemen-

tation 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 is-

sue of  whether people with ME/CFS should undertake inten-

tional exercise. Most ME/CFS patient groups recommend that 

sufferers pace themselves by starting with gentle exercises and 

slowly increasing levels of  exercise without causing a significant 

relapse of  symptoms. It is important to maintain physical fitness 

if  possible, but studies have shown 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 gener-

ally improve in functionality to some degree over time, usually 3 

to 5 years. However, symptoms may fluctuate or relapses may oc-

cur from time to time. Early intervention and positive diagnosis 

often result in a better prognosis. However, a significant propor-

tion of  patients will remain quite debilitated for longer periods of  

time. 1

Information about ME/CFS
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Australian ME/CFS societies

National
ME/CFS Australia Ltd

Address: PO Box 7100, Dandenong VIC 3175

Phone: (03) 9793 4500

Fax: (03) 9793 1866

Web: www.mecfs.org.au

Email: ceo@mecfs.org.au

Miscellaneous: Australian ME/CFS societies

Australian Capital Territory
ACT ME/CFS Society, Inc

Address: c/o SHOUT, PO Box 717, Mawson ACT 2607

Phone: (02) 6290 1984

Fax: (02) 6290 4475

Web: www.mecfscanberra.org.au

Email: mecfsadmin@shout.org.au

New South Wales
ME/CFS Society of  NSW Inc.

Address: PO Box 5403, West Chatswood NSW 1515

Office: Suite 204, 10 Help Street, Chatswood NSW 2067

Phone: (02) 8006 7448

Web: www.me-cfs.org.au

Email: admin@me-cfs.org.au

ABN: 28 688 072 304

Northern Territory
ME/CFS Australia (Northern Territory)

Address: PO Box 120, Prahran VIC 3181

Office: Suite 204, 10 Help Street, Chatswood NSW 2067

Phone: (03) 9529 1344 (Reception)

Phone: (03) 9529 1600 (Support Line)

Web: www.mecfs-vic.org.au

Email: admin@mecfs-nt.org.au

Queensland
ME/CFS/FM Support Association Qld Inc

Address: 27 Scott Street, Toowoomba QLD 4350

Phone: (07) 4632 8173

Phone: (07) 4659 5239

Web: www.mecfsfmq.org.au

Email: mefmtba@bigpond.com

South Australia
ME/CFS Australia (SA) Inc

Address: PO Box 28, Hindmarsh SA 5007

Office: 266 Port Road, Hindmarsh, Adelaide SA 5007

Office hours: Wednesdays, 11am to 3pm (when manned)

Phone: 1300 128 339

Web: www.sacfs.asn.au

Email: sacfs@sacfs.asn.au

Tasmania
ME/CFS Australia (Tasmania)

Address: PO Box 120, Prahran, VIC 3181

Office: Suite 204, 10 Help Street, Chatswood NSW 2067

Phone: (03) 9529 1344 (Reception)

Phone: (03) 9529 1600 (Support Line)

Web: www.mecfs-vic.org.au

Email: admin@mecfs-tas.org.au

Victoria
ME/CFS Australia (Victoria)

Address: PO Box 120, Prahran VIC 3181

Office: 2/240 Chapel Street, Prahran VIC 3181

Phone: (03) 9529 1344 (Reception)

Phone: (03) 9529 1600 (Support Line)

Web: www.mecfs-vic.org.au

Email: admin@mecfs-nt.org.au

Western Australia
The ME/CFS Society of  WA (Inc)

Address: The Centre for Neurological Support, The Niche,

11 Aberdare Road, Nedlands, Perth WA 6009

Phone: (08) 9346 7477

Fax: (08) 9346 7534

Web: www.mecfswa.org.au

Email: info@mecfswa.org.au

New South Wales
The ME/CFS & FM Association NSW

Web: www.mecfsnsw.org
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Miscellaneous: South Australian ME/CFS support groups and contact numbers

Contact numbers

Auburn Kay Hoskin 8849 2143

Barossa Valley Dennis 8563 2976

Eyre Peninsula Jodi 0427 831 133

Mt. Gambier Di Lock 8725 8398 or
0438 358 398

Port Lincoln Jade and Pauline 8683 1090

Port Pirie Marj 8633 0867

Strathalbyn Margaret 8536 3218 or
0400 187 015

Victor Harbor Andrea and Mark 8552 9857

Northern Yorke 
Peninsula

David 8862 1665

Yunta Gloria 8650 5938

Country Support Contacts

Disclaimer

Please note that meeting times are subject 
to change.

If you are attending a meeting for the 
first time please call the contact or the In-
formation and Support Line for confirma-
tion of meeting days and times:

• 1300 128 339

South Australian   
ME/CFS support  
groups

Clare Valley ME/CFS Support Group
Venue: 20 Beare St, Clare SA 5453

Contact: David Shepherd

Phone: 8862 1665

Email: shepherd@rbe.net.au

Northern Yorke Peninsula CFS Support 
Group
Venue: Community Health Centre Wallaroo

Contact: David Shepherd

Phone: 8862 1665

Email: shepherd@rbe.net.au

Changes

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

• Mail: PO Box 28, Hindmarsh SA 5007
• Email: pmrscott@tpg.com.au

Miscellaneous Support Contacts

Southern Bradley 0406 944 252
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