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Dedication

I dedicate this, with all the love in my heart to my wife Linda, whose agony is beyond
imagination or comprehension. All I have to help are these arms  to reach out, hold and

comfort, but that is more and more unbearable for her to cope with, so severe is her
torture.
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“I must emphasise that the most
important message I can give you

the doctor is to DO NO HARM.”

Dr John Whiting
The Doctor’s Dilemma

http://www.stonebird.co.uk/whiting/dilemma.html
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Introduction

Stonebird

What level of sainthood would you need
To not be angry at the medical neglect,
The tirade of psychiatric nonsense that continues to spout forth,
And cover up the truth of real, physical disease,
That leaves people clinging to the edge of life
In indescribable agony, with profound yet ignored,
Incredibly serious system dysfunction?

Linda Crowhurst

If I was to focus all my hurt, all my
tears, all my despair, all the love
poured out, over 25 years of gross

medical neglect, onto these words:

PSYCHIATRY OUT OF ME,
NOW !!

..they would be written a million miles
high.

Psychiatry has been able, this last quarter of a century, to deprive my wife and tens of
thousands like her, of basic medical respect, appropriate input, investigation and treatment,
for her neurological disease.

Psychiatry has spent the last 60 years  spreading the untruth that Myalgic Encephalomyelitis
(ME), a WHO G93.10.3 classified neurological disease, is a mental health disorder.

Psychiatry has been allowed to dominate social, health and welfare policy in the UK, for
decades on end.

Psychiatry’s interference in Myalgic Encephalomyelitis must surely rank as one of the of the
most shameful episodes in a profession accused of being 

”. (Berezin 2013)

 If someone has any other physical disease, for example Cancer, there will be a consistent
recognition of the symptoms and an understanding of what is required. Unlike people with
ME, patients with Diabetes or Cancer or Multiple Sclerosis do not have to contend with:

●     interchangeable names

2017
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●     unsafe treatment protocols

●     no support

●     no tests or thorough investigation

Cancer has a clinical pathway, it has treatment, monitoring, support and respect. What a
different world to ME!

Patients need:

● a physiological explanation for their symptom

● a genuine recognition of the seriousness of their illness  and the incurred level of
disability

● an honest and realistic prognosis

●  to feel safe

In particular there needs to be a commitment to working with the most severely ill that takes
into account their physical disability and the way the disease impacts upon them.

According to Professor Ron Davis of Stanford University, one of the world's
leading scientists in the field, severely affected ME sufferers “are similar to a
critically ill patient 24 hours before they die, except they live like that for years
and years.” (Whittingham 2016)

People with ME must no longer be excluded from research and treatment but neither must
they be continue to be harmed by:

●  wide, inaccurate,vague definitions
●  ignorance
●  wrong environments
●  wrong treatment protocols
●  wrong interactions
●  wrong understanding
●  unaware physical contact
●  invasive intolerable tests

Patients need to know what is physically wrong, they need help not harm.

Tragically the UK psychiatric lobby, a group of UK doctors, mostly but not exclusively
psychiatrists, who have colloquially become known as the " Wessely School”, is powerful and
seemingly untouchable, for a 

” ME in the United Kingdom are closely involved with it. (Coyne 2015)

How can its dominance ever be challenged?

https://www.opendemocracy.net/naomi-whittingham/severe-me-left-me-in-world-of-pain-and-darkness-26-years-on-why-is-it-still-poorly-understood
https://www.coyneoftherealm.com/blogs/mind-the-brain/was-independent-peer-review-of-the-pace-trial-articles-possible
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The Wessely School actively propagate the untruth that ME,  Fibromyalgia, Gulf War Syndrome
and interstitial cystitis are a functional somatic (mental health) disorder, (Williams 2014) even
though for decades it has been shown that their published assertions are wrong.(Williams
2014b)

Evidence of ME, for example, as a complex chronic physical illness has been growing for
decades; t

 (Boulton
2013)

The Wessely School’s involvement in ME, however, has been one of “

.” (Williams 2014)

Their flagship study,the PACE Trial, 
E, was a five-year £4.2 million study,

funded by the Medical Research Council, Department of Health, Department for Work and
Pensions and the Scottish Chief Scientist Office. 

Patients raised concerns from the beginning. It was a Freedom of Information Act
request from Australian patient Alem Matthees, that finally led the anonymized
data necessary to analyse the study, being released.

After a five year battle by patients and advocates, it was shown that:

The PACE Trial:

●  was fraught with Tuller2015

●  is a “medical scandal” (Journal of Health Psychology 2017)

●
” ( )

●

) The wider narrative is the silencing of the powerless: “
.” (Karpf 2017)

 http://www.angliameaction.org.uk/docs/Williams-UK-Government-Strategy-for-CFS-ME.pdf
 http://www.meactionuk.org.uk/Right-or-Wrong-UPDATE.htm
 http://www.meactionuk.org.uk/Right-or-Wrong-UPDATE.htm
 http://www.angliameaction.org.uk/docs/Williams-UK-Government-Strategy-for-CFS-ME.pdf
http://me-pedia.org/wiki/Peter_White
http://www.meactionuk.org.uk/COMPLAINT-to-Lancet-re-PACE.htm
http://me-pedia.org/wiki/Alem_Matthees
http://www.virology.ws/2015/10/21/trial-by-error-i/
http://www.meassociation.org.uk/2017/07/the-pace-trial-the-making-of-a-medical-scandal-29-july-2017/
https://www.statnews.com/2016/09/21/chronic-fatigue-syndrome-pace-trial/
https://www.statnews.com/2016/09/21/chronic-fatigue-syndrome-pace-trial/
http://voicesfromtheshadowsfilm.co.uk/2017/bristol-university-both-denies-and-supports-prof-crawley-in-her-career-enhancing-heroic-victim-narrative/
http://voicesfromtheshadowsfilm.co.uk/2017/bristol-university-both-denies-and-supports-prof-crawley-in-her-career-enhancing-heroic-victim-narrative/
https://www.theguardian.com/commentisfree/2017/dec/04/victim-envy-harvey-weinstein-privilege-powerless
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In 2016 a Tribunal Appeal ordered Queen Mary’s University Hospital to release PACE trial data,
which showed that the alleged death threats had not been made by patients. (Tymes Trust
2017)

The issue, regarding the 'PACE' trial,is about truth and the integrity  of science; given the body
of evidence, over 9000 published papers (Komaroff 2015) outlining the biomedical
abnormalities in ME, a history of epidemics stretching back over 70 years and an active
patient movement, there is no excuse for a lack of awareness of Myalgic Encephalomyelitis.

● worked for more than three decades to deny the physical existence of ME, by hiding it in a
poorly defined cohort
of patients, with a very
wide ranging definition
of fatigue.

● aggressively sought to
have people with ME, a
WHO defined
Neurological Disease,
classified as mentally
ill, victims of misguided
thinking or hysteria.

● misdirected the focus
away from the most
serious and disabling
symptoms,towards a
generalised fatigue
focus.

●  forcibly removed patients, against their will from their homes and consigned them to
psychiatric institutions, with tragic and even fatal consequences.

● has encouraged the proscription of tests that might help identify physical illness.

…. leaving patients misinterpreted, mistreated, misrepresented, misunderstood, neglected or
harmed; not provided with an appropriate biomedical pathway or acceptance.

Much  of the current  literature on “CFS/ME”, an unfortunate meaningless umbrella term,
suggests that ME is a functional somatic syndrome. That has caused untold damage and
distress to countless people with ME over the years, who have been abandoned by their
Health Services, left to cope, on their own, often for decades on end, with no tests, treatment
or hope, as a result of a deliberate cover up, according to Professor Malcolm Hooper. (2012)

There is clear evidence amongst GPs and Nurses of a limited understanding of the disease and
difficulty in seeing ME as a long term condition. (Chew-Graham et al 2008)

 http://www.tymestrust.org/pdfs/noharassmentbristol.pdf
 http://www.tymestrust.org/pdfs/noharassmentbristol.pdf
http://www.meactionuk.org.uk/Wessely_John_Maddox_Award.htm
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The literature is complicated by the use of different terms, such as CFS, CFS/ME, ME/CFS or
increasingly CF (Chronic Fatigue), all meaning different things to different people. Even if a
person uses the word “ME”, it is not necessarily referring to the original disease Myalgic
Encephalomyelitis, for it depends on which definition they choose to recognise.

This awful state of confusion has not been helped by calling ME, incorrectly and without any
substantiation, Myalgic Encephalopathy.

“Every time you look closely at someone with this disease, you see immense
suffering. There appears to be no limit as to the human toll that this disease is
capable of exerting on patients. Dr Alan Cocchetto  (Williams 2017)

Let us look at how it has come to be like this.

http://www.meactionuk.org.uk/MW/2017/power-of-propaganda.pdf
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Chapter One:Irrational Adherence to an
Unsupported  Psychiatric Doctrine

“I have personally gone to Los Angeles and examined patients from the Los
Angeles epidemic. I have gone to Iceland and examined patients from the Akureyri
epidemic. I have examined patients from the Royal Free Hospital epidemics, from
the Newcastle sporadic illnesses. Many are the same or similar and many of them
had been rejected or shunned because they were not true poliomyelitis. However
they were all cases of Myalgic Encephalomyelitis.”(Dr Byron Hyde 2006)

Recognised as a specific disease entity by The Royal Society of Medicine in 1978 and by the
World Health Organisation since 1969 as an organic neurological disease, ME is currently
classified under ICD code G93.3.

The results of a 2011 British study comparing functioning in people with ME vs people with
rheumatoid arthritis, cancer and depression showed a staggering reduction in functioning in
ME patients; all the functional health scores were dramatically worse in ME patients. (Nacul LC
et al 2011)

Affecting more people than AIDS, lung cancer and breast cancer combined, more
people than have multiple sclerosis or cystic fibrosis, ME can leave a person as
functionally impaired as someone suffering from diabetes, heart failure and kidney
disease and as severely disabled as someone with late-stage AIDS, Multiple
Sclerosis or a person undergoing chemotherapy.

People with Type I Diabetes, Cancer or Heart problems, it has been found, have a Quality of
Life Score 33% higher than people with ME. (Hvidberg MF et al 2015)

A basic principle behind ME-aware care is:

The term ‘chronic fatigue’, as we shall see, was not associated with this illness at
all, until after the name was changed from ME to Chronic Fatigue Syndrome
(CFS) in 1988 in the US.

 http://www.imet.ie/imet_documents/BYRON_HYDE_little_red_book.pdf
http://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-11-402
http://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-11-402
https://www.ncbi.nlm.nih.gov/pubmed/26147503
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However, under the influence of the psychiatric lobby, “

 (Short 2007)

In 1990, for example, it was  asserted by the Wessely School that ME exists “
” (Williams

2017)

Corina Duyn, who has ME, in a recent interview,shares her experience of being wrongly labelled
as “depressed”:

Unfortunately there’s a lot of people with ME that are labelled with a
psychological illness, like in England, for example, are still being put  into
psychiatric wards, even children. They are being, the parents are being denied
access. It’s horrendous.

hat’s why I am so passionate about distinguishing between ME and depression
because there is a difference.” (Duyn 2017)

It beggars belief that for the last 30 years the UK medical profession has taken seriously the
psychiatric lobby and their claim without any basis, that the WHO classified neurological
disease Myalgic Encephalomyelitis (ME) is a “Somatoform” disorder; a claim that has neatly
matched the neoliberal agenda of shrinking the State. (Syzygysue 2011)

Clare Norton, who lost her daughter Merryn, who had Very Severe ME, earlier this year,
recounts just how horrendously physically ill Merryn was:

www.pressbox.co.uk/detailed/Health/ABUSE_OF_SCIENCE_ABUSE_OF_THE_SICK_AND_DISABLED._Myalgic_Encephalomyel..
http://www.margaretwilliams.me/2017/cost-of-collusion.pdf
http://www.margaretwilliams.me/2017/cost-of-collusion.pdf
http://www.corinaduyn.com/site/
https://m.youtube.com/watch?v=hkquhOyTmCw
http://www.parliament.uk/business/committees/committees-a-z/commons-select/work-and-pensions-committee/news/esa-wca-report-substantive/
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“

She could not swallow and had Intestinal Failure necessitating intravenous
feeding via TPN 24hrs per day. This involves having a Hickman line inserted
through the chest to the heart to deliver nutrition intravenously. …this type of
feeding is high risk with complications of severe infection, sepsis and if used in the
long term liver failure. It is an absolute last resort to prevent death by malnutrition
for patients who cannot take food orally or via their digestive system.

 “(Norton 2017)

 ME is not "medically unexplained" ; in 2015, the
influential USA Institute of Medicine, stressed that ME is a medical, not a psychiatric or
psychological illness.(IOM 2015)

Naomi Whittingham, for example, describes how “
”, within a  few months the disease had  stripped her “

”

She asks : “Severe ME left me in a world of pain and darkness. 26 years on, why is
it still so poorly understood?” (Whittingham 2016)

http://stonebird.co.uk/unrest/index.htm
https://www.ncbi.nlm.nih.gov/pubmed/25695122
http://me-pedia.org/wiki/Naomi_Whittingham
https://www.opendemocracy.net/naomi-whittingham/severe-me-left-me-in-world-of-pain-and-darkness-26-years-on-why-is-it-still-poorly-understood
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Psychogenic Advocacy

The dominance of the psychiatric lobby happens to coincide with a period where: “

” The links between the psychiatric lobby, the
medical insurance industry and the Science Media Centre funded by, amongst others, the
pharmaceutical and chemical industries, have been well documented. (Hooper 2013)

In 1988, for example, the American insurance industry allegedly orchestrated the creation of a
“new” disorder which was named “Chronic Fatigue Syndrome”, with “fatigue” being the vague,
dominant symptom. "CFS" is not a single diagnostic entity and "fatigue" is not a disorder, it is a
symptom; a non-specific label which embraces many different medical and psychiatric
conditions in which tiredness and fatigue are prominent. (Marshall et al 2001)

“CFS” afforded the Insurance Industry a convenient and expedient way to deny
claims which could be said to
be arising from such a non-
specific symptom as “fatigue”.

That set the stage for the 1991
UK formulation of the
“Oxford” case definition,
drawn up by psychiatrists to
broaden the 1988  CFS criteria,
to include those with
psychiatric chronic fatigue,
while specifically excluding
those with neurological
disorders, which, bizarrely ME
is.

The Oxford Criteria states:
“

”.(Williams 2004)ME,
therefore should never have been included with CFS, because of its WHO neurological disease
status.

Effectively, then, the Oxford Criteria open the door 

 (Williams 2004) This description is nothing like ME!

The Oxford criteria, by definition, excludes all those with authentic ME from study - yet they
are hugely influential in the UK,  because they underpin the “psychosocial” treatment regime -
the application of Cognitive Behaviour Therapy (CBT) and Graded Exercise Therapy (GET), to

http://www.meactionuk.org.uk/The-SMC-and-its-campaign-against-MECFS.pdf
http://www.meactionuk.org.uk/What_Is_ME_What_Is_CFS.htm#History
http://www.meactionuk.org.uk/MW/2004/issues-re-use-of-oxford-criteria-for-mrc_20jun2004.pdf
http://www.meactionuk.org.uk/MW/2004/issues-re-use-of-oxford-criteria-for-mrc_20jun2004.pdf
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“cure” maladaptive thinking and underlying patterns of “illness beliefs”; which is currently
being applied to people with ME.

The National Institute of Health (USA) concluded in 2015 that the Oxford Criteria are flawed
and should not be used anymore. Yet they are still the foundation on which the psychiatric
lobby identifies patients in the UK. (IOM 2015)

In 1994, the US Centres for Disease Control (CDC) produced yet more “guidelines” for the case
definition of “CFS”, this time making sure that all physical signs were removed from the case
definition; clearly making ME and CFS very different.

It was in 1994 that the UK Conservative Government invited representatives from the
American Medical insurance Industry (Marshall et al 2001) to advise them on welfare reform,
based upon the biopsychosocial model of illness.

According to the biopsychosocial model,sickness is a temporary phenomenon. Illness is a
behavior, a social phenomenon rather than a health problem. The solution is not to cure the
sick, but a fundamental transformation in the way society deals with sickness and disabilities.

Successive governments have relied upon the biopsychosocial model (BPS) to justify slashing
disability benefits, for key  is the idea of the “negative attitudes” of claimants preventing
them from working, rather than their impairment or health condition.

However recent research has shown the biopsychosocial model of health (BPS) to be  “
” (Pring 2016)

The UK psychiatric lobby's constant and ongoing attempts to attribute a false
psychogenic (psychiatric ) attribution to ME and treat it under a biopsychosocial
model have had and are continuing to have a profoundly damaging influence upon
the lives of  people with ME in this country.

Typically, as their involvement in ME shows, psychogenic advocates ignore: "

." (Pall 2007)

“..... in 2011, Dr Byron Hyde reported: “Dr Wessely was speaking and he gave a
thoroughly enjoyable lecture on M.E. and CFS. He had the hundreds of staff
physicians laughing themselves silly over the invented griefs of the M.E. and CFS
patients…” (Williams 2017)

●  do not medically investigate ME patients.

●  do not provide special facilities for ME patients other than psychiatric, fatigue clinics.

https://www.ncbi.nlm.nih.gov/pubmed/25695122
https://www.ncbi.nlm.nih.gov/pubmed/25695122
http://www.meactionuk.org.uk/What_Is_ME_What_Is_CFS.htm#History
http://www.disabilitynewsservice.com/biopsychosocial-basis-for-benefit-cuts-is-cavalier-unevidenced-and-misleading/
 http://www.meactionuk.org.uk/MW/2017/power-of-propaganda.pdf
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●  do not offer medical training to doctors about the disease.

● wreaks havoc in the lives of ME patients and their families by the arrogant pursuit of a
psychiatric construct of the disease.

● attempts to subvert the international classification of this disorder from neurological to
behavioural.

● propagates untruths and falsehoods about the disease.

● builds affiliations with corporate industry.

● denigrates patients and carers.

● attempts to make "ME" disappear in a sea of chronic fatigue.

● refuses to see or acknowledge the multiplicity of physical symptoms or simply
misinterprets them.

● ignores and misinterprets the biomedical evidence.

● the silencing of ME patients, through being given a psychiatric label.

● the suppression of dissent.

● the labelling of ME patients as the "undeserving sick, as malingerers”.

● the forcible removal of sick children and adults from their homes.

● widespread institutional prejudice against people with ME.

● fear, insecurity and unsafe health provision.

● opening up the choice of whether practitioners believe a patient is physically or mentally
ill.

● enabling wrong treatment pathways and the potential overlooking of serious symptoms
and co-morbid illness.

● making the health service unsafe for people with ME.

● Influencing other consultants and health practitioners who wrongly accept that ME is a
mental health condition and do not follow through properly with suitable testing or help.

Dr William Weir (2015) comments: “

http://sallyjustme.blogspot.co.uk/2015/01/dr-william-weir.html
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. ” (Weir 2015)

Bad Science

One of the most egregious medical
beliefs, in the UK, is that the patient
with Myalgic Encephalomyelitis is
“making it up”; that Myalgic
Encephalomyelitis is a “Somatoform
Disorder”.

Think Freud, think hysteria, think of
“converting” your 

(Ali et al 2015); that is “Somatoform
Disorder”.

Psychiatry, by typically ignoring the
published biomedical evidence, in
what appears to us to be a terrifying
attempt at empire building,
increasingly uses a bewildering
number of  “ ”
(Webster 1996), like Somatisation
Disorder, Bodily Distress Syndrome,
MUS and Conversion Disorder to
refer to ME and other diseases,
which they insist are a product of
emotional distress, anxiety or some
other psychological cause.

http://sallyjustme.blogspot.co.uk/2015/01/dr-william-weir.html
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4479361/
http://www.richardwebster.net/freudandhysteria.html
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It should be noted that there is not a diagnosis listed in the major psychiatric diagnostic
manuals (such as ICD and DSM) that is associated with any sort of physical test. (Timimi 2014)

So sham diagnosis like  “Somatisation Disorder” and its like, simply mean that a particular
patient is suffering from physical symptoms which cannot yet be explained or measured or, as
in the case of ME have not been measured; measurement is the very foundation of science,
without measurement their argument is purely an hypothesis, plucked from the air which has
been turned into a truth, without any substantiating evidence.

Psychiatrists differ from other physicians by virtue of the power they possess and wield over
their patients (Szasz 1994), yet there are doubts whether the profession has even “advanced
to the stage of science”. Demazeux (2014), for example, argues that psychiatric epidemiology
has not achieved the status of a normal scientific discipline and yet the psychiatric lobby
promotes an “evidence-based” approach, which bizarrely is based on no apparent evidence.

The psychiatric lobby’s diagnoses of ME as a form of “ ” is part of a long narrative of
gender bias in medical research. As the National Woman’s Advocacy Organization (2017) point
out: “

.”

How ME came to be labelled a mental health issue is an unbelievably shocking, tragic tale.

It is extremely difficult to dialogue with those who subscribe to the
psychiatric lobby’s “CFS” model of Myalgic Encephalomyelitis. Everything
they put out is skilfully wrapped in a self- fulfilling, circular argument,
based on a fallacy, that is immensely tricky and slippery to untangle.

For example : I go to a  psychosocial doctor, I explain that I have
widespread immune, endocrine, musculoskeletal and neurological
abnormalities.

The psychosocial doctor might say something along the lines of :

(cf Stanely et al 2002)

https://www.sciencedirect.com/science/article/pii/S169726001400009X
 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1376496/pdf/jmedeth00292-0009.pdf
https://doi.org/10.1093/ije/dyu106 https://academic.oup.com/ije/article/43/suppl_1/i53/2938625
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Chapter Two : “Get Back”.

In 2002, the BMJ ran a ballot asking doctors to vote on which diseases they
considered to be “non-diseases”. The result was that along with ear-wax
accumulation, nail-chewing and freckles, ME was voted a non-disease, and in
April 2002 both broadsheet and tabloid newspapers ran banner headlines
proclaiming: “Obesity and ME are not diseases, say doctors”.  (Williams 2017)

 In 1970 the Beatles released their last album, “Let It Be” which included the song: “
”. It was also the year  two psychiatrists, McEvedy and Beard, wrote that an

epidemic of ME at the Royal Free Hospital in 1955 was actually  an epidemic of hysteria. ”
(Tasca et al 2012)

If only we could get back to before McEvedy & Beard, when ME was taken seriously by the
medical profession. The consequences of their paper cannot be over-emphasised. The denial,
the  misinformation and neglect of people with ME ever since, can be dated to the “

 “(Hyde 2006) they published in the BMJ that year.

In 1956, Dr. A. Melvin Ramsay had formally coined the name “benign myalgic
encephalomyelitis”, to describe the 1955 Royal Free epidemic which affected 197 nurses,
doctors and ancillary staff. (Parish J 1978, Acheson 1959)

At that time it was understood that ME, a “ ”
(Acheson 1959):

● Follows a contagious epidemic and endemic infectious disease.

● Represents a diffuse Central Nervous and in some cases a Peripheral Nervous System
Injury.

● Can be devastatingly painful.

● Is an illness that follows an infection, probably viral in nature.

● Is most commonly seen in (a) health care workers, (b) children and older students in
residential schools, nurses residences and hospitals, (c) in military barracks.

● Has  definite evidence of paralysis occuring in 50- 80 per cent of patients.

(cf. Hyde 2006, Acheson 1959)

In 1962, the distinguished neurologist Lord Brain, included ME in the standard textbook of
neurology.

However, medical interest in ME changed virtually overnight and hundreds of thousands of ME
patients worldwide have suffered  as a consequence, ever since, when  permission was given
in 1970, for McEvedy and Beard, to review the Royal Free medical notes.

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3480686/
http://www.imet.ie/imet_documents/BYRON_HYDE_little_red_book.pdf
http://www.name-us.org/defintionspages/DefinitionsArticles/Acheson1959.pdf
http://www.imet.ie/imet_documents/BYRON_HYDE_little_red_book.pdf
http://www.name-us.org/defintionspages/DefinitionsArticles/Acheson1959.pdf
https://en.wikipedia.org/wiki/Russell_Brain,_1st_Baron_Brain
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In a talk given on 15th May 1989, Peter Behan (Professor of Neurological
Sciences at the University of Glasgow) said that the real tragedy of ME is the far-
reaching effects on the medical profession of two not-very-talented psychiatrists in
1977, one of whom had only just qualified.   (Williams 2017)

Without examining any of the physicians, nurses and hospital workers who were still ill and
significantly disabled, they concluded “ 

” (McEvedy &
Beard 1970)

Just after McEvedy & Beard’s report was published, Dr Betty Scott, a North London GP with
experience of an epidemic of benign myalgic encephalomyelitis, which occurred there
between the autumn of 1964 and the
summer of 1966, wrote this  prophetic
letter to the BMJ:

Scott 1970)

ME today costs the UK economy at
least £3.3 billion per annum, the ME
community have been stressing for
years that CBT and GET are neither
clinically effective nor cost-effective
(Williams M 2017 b)

Apart from the economic price, the
personal cost is tremendous. Not taking
my wife’s illness seriously, for example,
has led to her having to endure decades
of insufficiently investigated symptoms
and extreme isolation. She is a trained
Social Worker, Teacher and fully
qualified Counsellor. I am a qualified Nurse/Educator, both our careers - plus any chance of
having a family-have been completely  destroyed.

Shockingly Dr Hyde reports that when he interviewed McEvedy in 1988 and asked him, "

? McEvedy’s reply was  ."

 http://www.margaretwilliams.me/2017/cost-of-collusion.pdf
 https://www.ncbi.nlm.nih.gov/pubmed/5411611
 https://www.ncbi.nlm.nih.gov/pubmed/5411611
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1699088/pdf/brmedj02270-0072a.pdf
http://www.meactionuk.org.uk/MW/2017/power-of-propaganda.pdf
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When asked was he still of the same opinion about the hysterical basis of ME, he reportedly
replied " ." It is beyond comprehension
that neither Oxford University nor the British Medical Journal appears to have questioned the
veracity of McEvedy’s work, a man  “

. (Hyde 2006)

Unfortunately his work was also published by Time magazine and as a result: “

”(Hyde 2006)

How did McEvedy and
Beard’s work have such
incredible influence? How
come TIME magazine
published it in the first
place?
Theresa Brennan, ill for 35
years, seven years
chronically and the rest in
the Severe ME  category
was present at an ME
Association AGM in the late
1980’s, where Dr Melvin
Ramsay reflected upon
McEvedy & Beard’s tragic
influence. She recalls his
speech, which was about  the seismic effect of their reduction of ME,a serious, life changing
illness, to mass hysteria.

“

I remember the passion with which he spoke, as you don't often see that from a
medical professional.

.”(Brennan 2017)

http://www.imet.ie/imet_documents/BYRON_HYDE_little_red_book.pdf
http://www.imet.ie/imet_documents/BYRON_HYDE_little_red_book.pdf
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Chapter Three : The Whole of the Moon

“

      The Waterboys

In 1991 the Waterboys released “ ”, I remember it well for it was the
year that I met my wife and we fell in love to that song! Poignantly 1991 was also the year
the UK psychiatric lobby, under the Oxford Criteria, redefined ME as chronic fatigue

syndrome, a somatoform psychiatric mental health disorder. (Geraghty 2012)

In the early 1990’s, according to  National Archive Document BN141/1, the UK Government was
ready to make ME separate from other chronic fatigue syndromes by classifying ME as
neurological in the DLA Handbook (Disability Living Allowance). But just as it seemed ready to
do this, it did a U-turn and kept M.E. under the general heading chronic fatigue
syndromes.(Grace Charity)

It is staggering how the false premise that ME patients perpetuate their condition through a
fear/ activity avoidance/deconditioning model, rather than an underlying disease process, has
come to be treated as fact. (Agardy 2015) .

Only her immense sense of self, her strength and her knowledge  that there is something
seriously wrong with her body, has sustained my wife, these last 25 years, in the face of

The “CFS” paradigm is this:

● People become sick— from a virus, or other causes.

● Their short-term illness leaves them feeling so weak,
exhausted and deconditioned they are unable to resume
normal activity and become fearful that they are still sick.

● Their “unhelpful belief” that they are ill, suffering from some
kind of medical disease, that gets worse the more they do,
prevents them from undergoing a normal recovery.

● Their “dysfunctional cognition” ultimately leads to a chronic
fatigue state, perpetuated by “

”

(cf. Tuller 2015)

http://www.bmj.com/content/344/bmj.e3454/rr/586569
http://www.nationalarchives.gov.uk/help-with-your-research/start-here/
http://www.thegracecharityforme.org/documents.asp
http://www.bmj.com/content/350/bmj.h2087/rr-11
 http://www.virology.ws/2015/10/21/trial-by-error-i/


Stonebird

http://stonebird.co.uk/ 27

appalling medical ignorance; for it takes a great deal of courage and self-belief to take a stand
in the face of either open hostility or psychiatric intransigence.

Psychiatry is all too willing to attribute perverse motives to patients. The
significance of physical symptoms is also misinterpreted: for example, if an ME
patient is unable to walk, this is regarded as a behavioural choice. Psychiatry has
required no evidence of itself for these preferred interpretations. There is no
display of dispassionate, scientific assessment and no possibility of an alternative
diagnosis or treatment entertained in these cases. The patient is always judged to
be in the wrong. Making these favoured interpretations help the practitioners
perpetuate their own belief system but are devastating to the patients. (cf Agardy
2012)

It is terrifying how adherents to the CFS model can sound so reasonable and convincing.
Sometimes, in the face of their clever circular arguments my wife has been very alone indeed
in her insistence that her physical illness be recognised.

Psychiatry, with no objective markers and totally reliant on the subjective opinion of its
practitioners, must be much more vulnerable to misdiagnosis through bias than any other
specialty.

It is imperative that these complex clinical cases should be accurately diagnosed,
monitored and medically treated where possible; not just dismissed and ignored as

https://listserv.nodak.edu/cgibin/wa.exe?A2=ind1206b&L=co-cure&F=&S=&P=1624
https://listserv.nodak.edu/cgibin/wa.exe?A2=ind1206b&L=co-cure&F=&S=&P=1624
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so often happens when the patient is presumed to be paying too much attention to
and exaggerating their symptoms. Medical negligence is resulting in severe
treatable illness being misdiagnosed as ‘just ME’ and ignored. (Boulton 2013)

In 2007, my wife, who was dismissed by a local Neurologist as “just needing reassurance”,
asked in the BMJ:

“Why do I have to accept psychiatrists recommending inappropriate therapeutic techniques
as a ”treatment”?

Why do I have to accept the denial of the WHO categorising of my neurological disease in the
NICE guidelines and the promotion of a biopsychosocial psychiatrically motivated approach
to my disease, when it is not a mental health illness?

Why do I have to accept a complete lack of biomedical clinics and a dearth of biomedical
clinicians in dealing with my disease?

Why is there no government backing for physical research? Why are people who have vested
interests in insurance companies allowed to be advisors to DWP regarding guidance in my
illness?

How can the psychiatrists be allowed to define inaccurately my disease with too few
symptoms and promote a vague symptom of fatigue that is not the primary dysfunction in
ME?

How can the psychiatric lobby get away with changing the name to CFS to ensure this wrong
focus?

How can the neurological nature of this illness be dismissed and people who have neurological
symptoms be denied a proper service because of them?

How can inappropriate therapeutic techniques be promoted by NICE when they are not
wanted by people with ME as they make them more ill and disabled, potentially if not
actually?

People with neurological Myalgic Encephalomyelitis are physically ill.

They need biomedical research and new biomedical treatments developing. They need
physical research to understand the disease and develop a true identification process. They
need accurate diagnostic criteria, accurate physical diagnosis and prognosis.

They need psychiatry to be placed back where it belongs which is not as a first line
involvement with people with ME.

● They need a Benefit system and an NHS service that is not marred by vested interests.

● They need GP’s who understand that ME is a physical illness.

● They need full body mapping and proper in depth tests that will show the wide range of
serious dysfunction in the many different systems of their bodies.

http://voicesfromtheshadowsfilm.co.uk/welcome/reflections/
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● They need a full biomedical report.

● They need validating, supporting and valuing.

● They need new aids and equipment developing that can take into account their very
special needs due to acute hypersensitivity.

● They need easy access to benefits and aids and equipment and services.

● They need care staff and medical staff and anyone involved in offering an ME service to
be properly trained and aware how best to work with people with such complex
symptoms.

● They need to be seen and heard and understood.

Services need a complete change and need to be underpinned by sound biomedical research
and knowledge.

The worst thing about having ME is not the vast array of unending symptoms, that
there are no drugs to alleviate, it is the isolation caused by people, both medical,
official and in society including families, who do not understand this is a serious
and severely disabling physical illness.

● It is having to live in fear that you won’t get your benefits.

●  It is having to
accept you will
get wrong
treatment or
poor treatment
or no treatment
often.

● It is knowing
that you are
physically ill but
there is no
appropriate
treatment for
you and there is
not going to be
unless the untruth pushed by the psychiatric lobby is drowned out and shown to be
false.

● It is knowing that there are few clinicians if any who can actually help you.

● It is knowing that you have not had proper tests and that you are not going to get them
even though there are tests that could be done.

● It is knowing that the psychiatric lobby is downplaying this serious neurological illness
and saying it is a mental health issue and no research or tests are necessary.
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● It is knowing that you need a proper diagnosis and medical involvement to gain the
benefits, but if your GP or clinician or benefit agency doctor is psychiatrically oriented
you are simply not likely to get the right help and support that you need.

● It is knowing that as your neurological symptoms worsen that there are no neurologists
who are willing or interested to help you locally and you are too ill to travel to see
someone anyway.

● It is knowing that going to hospital for tests is most likely a waste of time and energy
and will lead to disappointment because they are not doing the right tests.

● It is knowing that if you need drugs for some other condition they may well react badly
because of your ME so you do not know if you dare take them.

● It is knowing that the psychiatric promotion of the biopsychosocial approach is so
successful that it is wrongly influencing doctors and nurses who may have to treat you
one day and will not understand how very ill you are and will not therefore understand
how to treat you properly.

● It is being too ill to speak or read or write or type or fight for what is your right.

● It is not knowing who to turn to for help advice support and alleviation of symptoms.

● It is knowing people are being made worse by psychiatric interventions, even dying
from them.

● It is seeing the psychiatric lobby gain footholds in the institutions that should be
supporting people with ME and knowing they are are gaining ground and power.

● It is knowing that you are really ill but you have not got what you need and there is little
hope of getting it.

● It is understanding why people might commit suicide in this climate of disbelief and
dissemination of falsehoods about the true neurological nature of ME.

We need to stand up for the name Myalgic Encephalomyelitis. We need to stand up for proper
and full criteria. We need to stand up and demand biomedical research, biomedical input and
biomedical clinician involvement.

We need to stand up for the truth of our disease.

We need to speak out the truth of this devastating physical illness and we need to be strong
together.

We need to demand that the focus on fatigue be stopped and stopped now. (Crowhurst L
2007)

My wife published that in 2007, but it did not seem to make much difference. Six years later,
for example, Natalie Boulton maker of the award winning documentary on Severe ME; “

” reported that:

 http://www.bmj.com/rapid-response/2011/11/01/reality-living-severe-myalgic-encephalomyelitis
 http://www.bmj.com/rapid-response/2011/11/01/reality-living-severe-myalgic-encephalomyelitis
http://voicesfromtheshadowsfilm.co.uk/
http://voicesfromtheshadowsfilm.co.uk/
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This is an example of how the truth becomes twisted and misrepresented as falsehood and
falsehood seemingly stands as the truth, by the psychiatric lobby.

Ten years later, in 2017, my wife is as medically isolated as ever and much, much more ill.

http://voicesfromtheshadowsfilm.co.uk/welcome/reflections/
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Chapter Four : Walls of Jericho

Released in 1987, Labi Siffre’s song, inspired by the struggle against apartheid,  is very precious
to me still; it is always a source of much needed inspiration. 1987 was also the year that ME
was recognised as an organic disease by the Department of Health (Hansard: 27th November
1987:353), a year later, in 1988 The ME Sufferers Bill was presented to the House of
Commons.(Williams 2010)

But, despite a second reading, under the powerful influence of the psychiatric lobby, the Bill
went nowhere.

In 2006 research I
conducted, on behalf of
the 25% Severe ME Group,
for the Gibson
Parliamentary  Inquiry,
uncovered a shocking
picture of severely
physically ill ME sufferers
being labelled as
psychiatric patients, being
treated with contempt by
many GP's, doctors and
nurses, being locked in
secure units and shut in
AIDS wards, being refused
food and being forced to
participate in inappropriate
graded exercise and
behavioural therapy,
designed to convince them there is nothing seriously wrong with them and that proper
physical testing should not be encouraged. (Crowhurst 2005)

 I represented people with Severe ME at the Gibson Inquiry. (Hooper 2006) I vividly remember,
standing up in parliament, unveiling and literally throwing up in the air all the “tissues of lies”
that the psychiatric lobby has constructed around ME.

In its conclusions the Inquiry called for a full investigation by a standards body:

“

https://www.youtube.com/watch?v=7B-4Lsrx8IA
 http://www.investinme.org/Article-704%20UK-Government%20Position%20on%20ME.htm
http://www.25megroup.org/
http://www.erythos.com/gibsonenquiry/
http://www.erythos.com/gibsonenquiry/
http://www.stonebird.co.uk/gibson.doc
http://www.meactionuk.org.uk/Hooper_on_Gibson_Inquiry_Day_One.htm
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”.(Williams 2006)

Despite this, nothing  happened. There was no Standards Investigation.

The impact, this last three decades of attempting to bury the serious disease Myalgic
Encephalomyelitis under a sea of unrelated, vague fatigue conditions has been catastrophic
for patients worldwide, as Geoffrey Keith Brown explains:

“I nearly died from being treated for CFS  ie exercise walking 10k a day and
collapsing I had open heart surgery to replace a virally damaged aorta valve
EXERCISE IS TOXIC FOR GENUINE RAMSEY'S SUDDEN ONSET G93.3 M.E”.
(Brown 2017)

The tactic of making up a theory and disseminating it as truth has been a wildly successful,
multi-million pound enterprise for the psychiatric lobby; gullible practitioners seem only too
willing to accept, believe, then put into practice their fantastic ideology.

As Martin Walker (2013) writes: ”

.”

In July this year, for example, BMJ Best Practice
published a guide presenting ME as a serious
physical disease. An updated version, however,
published in November now “ 

”(Tuller 2017)

It is unlikely the psychiatric lobby would have so
much power if it was not backed by the Science
Media Centre (SMC), its covert purpose, the
Countess of Mar wrote in a letter to Lord Hall,
Director General of the BBC ”

http://www.meactionuk.org.uk/Summary_of_Key_Points_in_Gibson_Inquiry_report.htm
 http://www.virology.ws/2017/11/15/trial-by-error-whats-going-on-bmj-best-practice/
http://www.sciencemediacentre.org/
http://www.sciencemediacentre.org/
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(Williams 2017)

Gabby Klein has brilliantly identified 9 ways the psychiatric lobby controls the ME agenda and
minimises dissent:

●  ME patients with a demeaning name.

●  the disease with government-produced vague criteria which include many
who suffer from fatiguing, psychiatric, psychological and other conditions.

●  criticism by spreading rumours that the patients are an “angry and crazy”
group.

●  media articles that miseducate about the disease and misrepresent the
community such as their article in the Guardian titled “Chronic fatigue syndrome re-
searchers face death threats from militants.”

●  by highlighting the
‘fatigue’ element of the disease
(even though it is just one symp-
tom of many in this systemic
disease).

●  or disparaging cli-
nicians and researchers who
show interest in treating or
studying the disease, by denying
their applications for govern-
ment funding and refusing their
requests to serve on federal
committees.

●  that patients
have a platform for input and
engagement when in reality their
voice is consistently ignored.

● those who support
the biased government agenda
by giving them preferential treat-
ments, whether with a coveted
seat at the table or with funding
opportunity perks.

● grant applications to fund biomedical research, in deference to studies using
a psychological/psychiatric view.

http://www.margaretwilliams.me/2017/cost-of-collusion.pdf
http://me-pedia.org/wiki/Gabby_Klein
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(Klein 2017)

This has two major consequences for ME patients:

1. Direct Harm

 Those who attend the UK Fatigue Clinics and are offered CBT and GET; “ 

” (Twisk 2017)

The ME Association has called for CBT and GET to be removed as primary interventions for ME
patients. (MEA  2015)

Cognitive Behaviour Therapy(CBT) and Graded Exercise Therapy (GET) are the front line
treatments advocated by the psychiatric lobby for people with ME, despite their
inappropriateness, especially for the severely affected.

The £5 million PACE Trial which set out to test these two psychiatric 'therapies' did not prove
effective, yet the psychiatric lobby continue to promote it, despite the truth being uncovered
through consistent patient advocacy.

It is of great concern that the “researchers amended the rules of the evaluation so that people
who had got worse were counted as having benefited from these therapies.”(Duffy 2017) This
is unfathomable science.

Graded Exercise Therapy is probably the worst possible intervention in ME.
(Nolan 2007) Dr
Byron Hyde, for
example, points out
how Graded Exercise
Therapy” is not
therapy – it is simply
the enforcement of an
opinion rather than a
treatment based upon
any scientific
examination of a
patient’s pathology
and treatment of that
pathology.…..Graded
exercise programmes
may be significantly
dangerous to many of
these ME patients”.
(Williams 2009)

https://relatingtome.net/2017/11/01/resisting-attempts-to-silence-pwme/
http://www.openaccessjournals.com/articles/studies-and-surveys-implicate-potential-iatrogenic-harm-of-cognitive-behavioral-therapy-and-graded-exercise-therapy-for-myalgic-en-12190.html
http://www.meassociation.org.uk/2015/05/23959/
http://www.bmj.com/cgi/eletters/335/7617/446
http://www.meactionuk.org.uk/JR_Statements_-_extracts.htm
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It is important to note that anyone with ME, not just the most severe, might be harmed and
suffer deterioration, going perhaps from mild to moderate or severe if they push themselves
too far, determined to improve their health in a way that ignores their muscle fatiguability,
complex system dysfunction and the post exertional impact of exercise.

Programs such as Graded Exercise Therapy (GET) can lead to damage, sometimes long-term.
(Ishikawa 2015) The most severely affected are unable to exercise or even move significantly,
most of the time and require total care.

As Dr William Weir points out: the use of CBT and GET psychological treatments “in what is
certainly an organic disorder is basically irrational” (Williams  2009)

So it is no surprise that the PACE trial,“ the science controversy of the decade”, (Butterworth
1&2) was such  a failure, yet it is still being used today in presentations to justify and promote
a psychosocial approach to children with ME, despite the fact that  the PACE Trial has been
“effectively debunked “ and the “American public health establishment has now rejected ” it.
(Tuller 2017b).

As Vink reports: during the PACE trial " 

." (Vink 2006)

Besides PACE, the psychiatric lobby are also responsible for the failure of the £1.3 million FINE
Trial, a "treatment" for homebound patients that adapted and combined elements of
cognitive behavior therapy and graded exercise therapy under an approach, called “pragmatic
rehabilitation”, together with "supportive listening" (Wearden et al 2010).

The theoretical model behind the FINE trial was that a patient’s physical symptoms are
presumed to be the result not of a pathological disease process but of “deconditioning” or
“dysregulation” caused by sedentary behavior, accompanied by disrupted sleep cycles and
stress, triggered by their  “unhelpful’ conviction that they suffer from a progressive medical
illness.

Counteracting the deconditioning involved re-establishing normal sleep cycles, reducing
anxiety levels and gently increasing physical exertion, even if patients remained homebound.
(Tuller 2015b)

The FINE trial, as I wrote at the time, (Crowhurst 2010) was a shocking way to perform a
supposedly serious study on the most severely affected. The preposterous thinking behind
FINE, was that patients would begin to understand their symptoms and jointly with the nurse,
agree a programme of rehabilitation. Never mind that ME is a neurological disease with
devastating multi-system dysfunction and that no treatment had been elicited to aid patient
recovery first.

http://forums.phoenixrising.me/index.php?threads/10-things-about-me-cfs.37416/
http://www.meactionuk.org.uk/JR_Statements_-_extracts.htm
https://twitter.com/Butterworthy/status/765579942922948608
 http://www.virology.ws/2017/11/20/trial-by-error-my-brief-encounter-with-professor-crawley/
http://dx.doi.org/10.16966/2379- 7150.124
http://me-pedia.org/wiki/FINE_trial
http://me-pedia.org/wiki/FINE_trial
http://www.bmj.com/content/340/bmj.c1777
http://www.virology.ws/2015/11/09/trial-by-error-continued-why-has-the-pace-studys-sister-trial-been-disappeared-and-forgotten/
http://www.bmj.com/rapid-response/2011/11/02/preposterous-thinking


In what other disease would
rehabilitation be offered as
front line treatment without
first testing for and treating
the illness itself?

The 25% Severe ME group
and the research charity, ME
Research called, way back in
2004, for each severely-ill
person on the FINE trial to be
given a comprehensive
medical assessment to
identify physical symptoms
and signs.

They asked whether or not
autonomic disturbances,
seizures, muscle weakness,
neuroendocrine disturbances
(like sweating episodes), recurrent flu-like symptoms, would be recorded over the course of
the trial? They also asked would symptoms like musculoskeletal pain, neurocognitive
problems and sleep dysfunction be comprehensively assessed?

Tragically that did not happen.

Before the trial began, existing research, as in PACE, warned that patients would be made
worse by it and that the gains of CBT and GET were minimal. (Kindlon 2009)

The Medical Research Council committed 1.3 million pounds to the FINE trial
which went on to report null results at the 70-week endpoint. (Tuller 2015b)

  PACE Trial :

● Brought together (conflated) two diseases that the WHO rightly categorizes separately,
neurological "ME/PVFS" (ICD-10-G93.3) and psychiatric "Fatigue Syndrome" (ICD-10-F.48.0)
- and misrepresented the latter as the former. (Hooper 2011)

● Mixed at least three taxonomically different disorders in the trial cohort - those with
ME/CFS (ICD-10 G93.3), even though the entry criteria exclude such patients; those with
fibromyalgia (ICD- 10 M79.0) and those with a mental/behavioural disorder (ICD-10 F48.0).

●  Excluded children and those who are severely affected. The results of any trial that
excluded those who are severely affected cannot be taken seriously. (Hooper 2011)

● Did not return the participants to their health or even close to it.

http://www.biomedcentral.com/1741-7015/4/9/comments#298590
http://www.virology.ws/2015/11/09/trial-by-error-continued-why-has-the-pace-studys-sister-trial-been-disappeared-and-forgotten/
http://www.meactionuk.org.uk/COMPLAINT-to-Lancet-re-PACE.htm
http://www.meactionuk.org.uk/COMPLAINT-to-Lancet-re-PACE.htm


● Did not study ME.

Incredibly, given FINE, given PACE and all that we have been discussing, history is repeating
itself, for Bristol University is currently  recruiting participants for two trials of CBT and GET in
children:

● “

● (”PACE Trial for kids”)
. “(University of Bristol)

The ME community is very concerned, as the Countess of Mar wrote  in a letter to the BBC
Director General, “

. “(ME
Association 2016)

“
 (Tuller 2016), the

research appears to ignore:

●  the evidence that the PACE trial recovery figures
were grossly exaggerated.

● the evidence that the Dutch trial‘s recovery
figures, on which the FITNET_NHS trial is based
were inflated.

●  two major reports from the USA

(ME Association 2016)

Because the entry criteria, the symptom of fatigue is
so wide and so common, it is likely to attract a
disparate group of participants who may not have ME
at all, especially as the Trial ignores the cardinal
symptom of ME, post exertional malaise; however the
results dangerously will be extrapolated as being
applicable to people with ME.

Many of the participants on the recently published “CFS/ME” SMILE Trial, for example,  had
symptoms of anxiety and depression, which happen to be very responsive to nonspecific
support .(Geraghty 2017)

To extrapolate he results to people with ME would be a disaster, given the abundant
evidence from numerous surveys that “

 “ for people with ME. (Williams 2016)

http://www.bristol.ac.uk/social-community-medicine/people/esther-m-crawley/index.html
http://www.meassociation.org.uk/2016/11/formal-complaint-from-the-countess-of-mar-to-bbc-director-general-about-coverage-of-the-fitnet-story-13-november-2016/
http://www.meassociation.org.uk/2016/11/formal-complaint-from-the-countess-of-mar-to-bbc-director-general-about-coverage-of-the-fitnet-story-13-november-2016/
http://www.virology.ws/2016/11/21/trial-by-error-continued-the-new-fitnet-trial-for-kids/
http://www.meassociation.org.uk/2016/11/formal-complaint-from-the-countess-of-mar-to-bbc-director-general-about-coverage-of-the-fitnet-story-13-november-2016/
http://www.bristol.ac.uk/ccah/research/childdevelopmentdisability/chronic-fatigue/smile.html
https://mindthebrain.blog/2017/10/05/the-smile-trial-lightning-process-for-children-with-cfs-results-too-good-to-be-true/
 http://www.angliameaction.org.uk/docs/Williams-response-to-Crawley-6-November-2016.pdf
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Above all, however, is the concern that children with Very Severe ME, characterised by
complex, extreme symptoms, might be treated under the auspices of the “Pervasive
refusal syndrome (PRS)” with its talk of “problem behaviour”, “physical or chemical
restraint“, if they refuse to comply.

If you dare to 
 (Colby 2007).

The harm that would almost certainly result defies description; it is too  terrifying to
contemplate.

2. Indirect Harm

Writing in the Daily Telegraph, Charles Shepherd, the medical adviser to the ME Association
has called upon doctors to “

”. (Shepherd 2015)

The lack of safety for ME patients is multi-layered; those who experience medical neglect,
denial, ignorance, misinterpretation, are being harmed by the psychiatric misinterpretation of
their illness.

This is the indirect harm that follows decades of psychiatric interference in a
physical disease. The most ill are left with nothing. They are not safe in a system
that does not understand them, nor knows how to recognise or accommodate their
needs.

There seems to be something about ME that brings out the very worst in some professionals.
The film graphically includes  examples of the way in which many
young people have deteriorated severely as a consequence of having carefully followed
specialist professional advice involving behavioural management programmes.  (Boulton 2013)

The NICE guideline

It is extraordinary that  numerous biomedical research studies have failed to prompt
widespread questioning of the psychiatric treatment of this condition; it appears to suggest
that psychiatry is more occupied with keeping the condition within its domain than getting an
accurate diagnosis; (cf Agardy 2011) this is particularly evident in the  influence it exerted over
the 2007 NICE Guideline (CG53)which:

● was based upon a handful of low quality Randomised Controlled Trials, that were
methodologically flawed.

● failed to grasp the full nature of neurological ME and the implications for management,
and also failed to provide adequate guidance for diagnosis, specifically not separating ME
from CFS and CF.

http://www.tymestrust.org/pdfs/falseallegations.pdf
http://www.telegraph.co.uk/news/health/12033810/Its-time-for-doctors-to-apologise-to-their-ME-patients.html
http://www.telegraph.co.uk/news/health/12033810/Its-time-for-doctors-to-apologise-to-their-ME-patients.html
http://voicesfromtheshadowsfilm.co.uk/welcome/reflections/
https://listserv.nodak.edu/cgi-bin/wa.exe?A2=ind1106B&L=co-cure&F=&S=&P=20475
https://www.nice.org.uk/guidance/cg53
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● failed to include experts from all
the relevant professional groups
on the Guideline Development
Group.

● did not study the aetiology and
pathogenesis of ME, this meant
that thousands of papers could
not be discussed as part of the
process.

● ignored the international
evidence that ME is a
biomedical, not psychiatric,
disorder, claiming that studying
this evidence fell outside its
remit.

● placed undue emphasis on two treatments - cognitive behavioural therapy (CBT) and
graded exercise therapy (GET) - for which the underlying evidence is inadequate and
unrepresentative.

● did not agree to recognise the World Health Organisation's classification of M.E. as a
neurological illness.

● did not convey or reflect the impact which the illness can have on the lives of those people
who are most severely affected by M.E

● relied upon an "evidence-base"which has been exposed as deeply flawed.

● failed to give patients'/ carers' views equal weighting and status, as subsequently
confirmed by two members of the GDG.

●  recommended widespread use of the psychosocial rehabilitative treatments of
CBT(Cognitive Behavioural Therapy) and GET (Graded Exercise Therapy)in spite of reports
of harm from people with  ME.

● limited its consideration of the literature to that which supports the psychiatric paradigm
of ME and failed to take account of the available published biomedical evidence about ME,
without knowledge of which the Guideline fails to provide an aid to diagnosis (as was its
remit).

● based its management recommendations on weak and inconclusive studies of dubious
quality on heterogeneous groups of people, the majority of whom were unlikely to have ME
but may have suffered from any one of over 30 other disorders where "fatigue" is a
symptom.



Stonebird

http://stonebird.co.uk/ 41

● did not coincide with the majority professional view of the international medical and
scientific communities about ME.

● disregarded the fact that patients are almost universally opposed to CBT and to GET,
because survey after survey has shown that GET can be harmful to people with ME.

● proscribed the use of supplements and vitamins in the treatment of ME.

(cf.Williams 2007)

In short the 2007 NICE Guideline is more appropriate for patients suffering from idiopathic
fatigue, as outlined by the WHO at ICD-10-F48, not patients with ME:a serious disabling
neurological, multi-system dysfunction disease, classified by the WHO at G93.3.

Above all, as NICE acknowledged to a question I asked, its Guideline does not meet the needs
of the most Severely Affected:

"

. “
(Crowhurst 2014)

Incredibly, earlier this year, NICE, on the basis of Topic Experts recommendation decided “

.” (Crowhurst 2017)

Stakeholders were only given two weeks to respond.

There was a huge storm of protest. I and others wrote to Sir Andrew Dillon, the ME Association
organised the  “ ”, 15,180
people signed a petition stating that NICE has “

” (MEA 2017)

There was universal concern, amongst the ME Community that the NICE Guideline is not fit for
purpose. A particular concern was the recommendation of CBT and GET.

Significantly in July this year, Psychology Today Magazine took the extraordinary
step of devoting an entire issue to the PACE Trial, which it described as “ a
textbook example of a poorly done trial”; backing what patient groups had been
saying for years.

Finally in September NICE announced:  it was going to go ahead with a full review, despite the
advice of its topic experts.  (NICE 2017)

 http://www.meactionuk.org.uk/Comments_on_the_NICE_Guidelines.htm
 http://www.meactionuk.org.uk/Comments_on_the_NICE_Guidelines.htm
https://www.nice.org.uk/guidance/cg53
http://www.icd10data.com/ICD10CM/Codes/F01-F99/F40-F48
http://carersfight.blogspot.co.uk/2014/09/why-does-me-community-have-to-endure.html
http://carersfight.blogspot.co.uk/2017/07/stakeholders-speak-up.html
http://www.meassociation.org.uk/2017/07/me-association-petition-represents-biggest-expression-of-no-confidence-in-a-nice-guideline-ever-recorded-26-july-2017/
https://www.nice.org.uk/news/article/nice-to-begin-review-of-its-guidance-on-the-diagnosis-and-treatment-of-cfs-me
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It cannot be emphasised enough what a victory this and the release of the PACE Trial data is
for patient power. However it does not necessarily follow that things will effectively change.
People with ME  remain unsafe within the current health system, they are at constant risk of
mistreatment, misinterpretation and neglect.

I wrote recently to Sir Andrew Dillon , Chief Executive at NICE asking:

●

●

●

●

●

●

●

●

●

●

http://carersfight.blogspot.co.uk/2017/09/nice-reply-to-sir-andrew-dillon.html
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●

●

●

●

●

(Crowhurst 2017)

A momentum is certainly gathering, but the obstacles to be overcome are formidable.

http://carersfight.blogspot.co.uk/2017/09/nice-reply-to-sir-andrew-dillon.html


Chapter Five : A Battle Still to be Won

“

That is how my wife lives her life. It has been like that every day, without relent, for the
last 25 years. She too has suffered massively at the hands of ignorant practitioners, long
lasting damage that has gone on for years, leaving her barely able to get through each

moment of tortured existence.

I am struck that my wife and I are contemporaries of the psychiatric lobby, we are all about
the same age. I can’t help contrasting their glittering careers to our life, placed “on hold” for a
quarter of a century.

How can it be that Myalgic
Encephalomyelitis, a disease that
places a greater physical burden on
patients than schizophrenia, cancer,
stroke, multiple sclerosis and Type I
diabetes, (Johnson 2015) is widely
regarded as mental illness by medicine,
when there is not one jot of evidence
that it is so?

We have never met, but I can’t help
wondering if the psychiatric lobby are
bothered by the suffering that surely, in
their hearts, they must know they are
causing? How could they not know?

The difference in perceived social
status, between the psychiatric lobby
and those whose lives they affect is
vast.

Whereas the person with ME is seen as
a “scrounger”, as “choosing to make
themselves ill”, as “anti-psychiatry”, as
“angry and crazy”, as “vexatious”, the
well-connected psychiatric lobby are
awarded prestigious science awards
and knighthoods
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ME has wrecked the lives of over 250,000 people in the UK and an estimated 1.0 million
Americans. The suffering can be so far off the scale, that it is hard to comprehend for the
ordinary person:

“

”(Linda Crowhurst)

Yet doctors are still told not to ” with their patients, that if they take their patients’
symptoms seriously, they would be making the patient worse. In other words “

.” (Williams 2017)

It is terrifying how the psychiatric lobby goes from strength to strength, vastly expanding their
empire and reach. For example, with apparent impunity, they have recently informed
Commissioners of health services
that the following are “Functional
Somatic Disorders”.

● Bloating

● Constipation

● Loose stools

● Abdominal pain

● Irritable Bowel Syndrome

● Fatigue (particularly post-
exertional and long recovery)

● Pain 

● Sensitivity to smell

● Chronic Fatigue Syndrome/

● Myalgic Encephalomyelitis

● Headache, vomiting,
dizziness

● Post Concussion Syndrome

● Pelvic pain, painful sex,
painful periods

● Chronic Pelvic Pain

 http://www.margaretwilliams.me/2017/cost-of-collusion.pdf
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● Pain and tender points, fatigue Fibromyalgia/Chronic Widespread Pain

● Chest pain, palpitations, shortness of breath

● Non-cardiac chest pain

● Hyperventilation

● jaw pain,

● teeth grinding

● Temporo-mandibular Joint Dysfunction

● Reaction to smells, light Multiple Chemical Sensitivity

I have been unable to hold the Joint Commissioning Panel for Mental Health to account for
spreading this serious misinformation, despite letters to the Department of Health, NICE,
MIND and other major mental health Charities. My wife also forwarded a letter from the 25%
Group to NHS England.

https://www.jcpmh.info/resource/guidance-commissioners-services-people-medically-unexplained-symptoms/
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The psychiatric lobby, meantime, having learned a great deal from ME about how
to formulate, spread and manipulate a false premise, are busy expanding their
empire upon yet another sham-diagnosis : “Medically Unexplained Symptoms” or
“MUS”. (JCPMH 2017)
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The concept of “MUS” was first introduced in 2003 by Professor (now Sir) Simon Wessely
(Williams 2017b). He warned that doctors who believe that their “MUS” patients are medically
ill, are in danger of causing them iatrogenic harm; patients would be made worse if the doctor
ordered investigations.  (Williams  2017b)

As we see it, “MUS” is the terrifying conclusion that the psychiatric lobby have been working

towards all along; in their bid to reshape the paradigm towards Myalgic Encephalomyelitis,
which according to Professor Ron Davis is “

”. (O Briain 2016)

There’s is a dominant paradigm that,as we have seen, has “

” (Dimmock & Lazell-Fairman 2015)

It is also about complicity, compliance and compromise, particularly certain ME Charities.

The course of changing “ME” to “MUS”, has followed this pathway:

● “Myalgic Encephalomyelitis” to “CFS”

● “CFS” to “CFS/ME”

● “CFS/ME” to “Chronic Fatigue”

● “Chronic Fatigue” to “MUS”1

1 Of concern is the  psychiatric focus on physical paralysis, which is found in both ME and the rare disease
Periodic Paralysis;  so often being misinterpreted and  misdiagnosed as Conversion Disorder.

http://www.meactionuk.org.uk/MW/2017/cost-of-collusion.pdf
http://www.meactionuk.org.uk/MW/2017/cost-of-collusion.pdf
http://www.thejournal.ie/readme/me-invisible-illness-2792636-Dec2016/
http://www.wakeupcallbeweging.be/pdf/30yearsdisdainsummary.pdf
http://stonebird.co.uk/channelopathy/paralysis.htm


Stonebird

http://stonebird.co.uk/ 50

It reflects, as Colleen Steckel, in the USA, observes : “
(Steckel 2017)

A  conference, earlier this year, for example,which included a presentation on  “CFS/ME” , was
entitled “A Day with the MUPP(ETS)S - Medically Unexplained Physical, Psychological
Symptoms. (Phoenix Rising 2017)  According to the Urban Dictionary “Muppett” means : “ 

MUS is a  profoundly dangerous attempt by psychiatry to redefine physical illness as a mental
disorder.

It may try to wrap itself in eloquent sounding language, but MUS cannot say very
much at all to justify itself, once you untangle it. The potential harm likely to be
inflicted upon a vast range of vulnerable patients, especially the most severely
affected, though, is very real.

Anyone representing ME interests in the UK should take action to stop this audacious attempt
by psychiatry to completely impose a  psychiatric label on people with ME. MUS is a game
changer. It must not be allowed to spread.

This, then, is psychiatry’s legacy: the very ill treated with disdain, ME defined as mental illness,
lost generations of patients suffering intensely from untreated physical disease, hidden, off
the map in terms of clinical input and appropriate health care, ignored, misrepresented and
left without help or hope.

How many more have to suffer and die from this disease?

How many more people who are tormented and physically suffering, left in agony for years,
spilling into decades, will have to endure the ongoing misdiagnosis, misinterpretation by
doctors, the misdirection towards generalised fatigue, the lack of appropriate care and
understanding or investigation and the misrepresentation of ME in health service provision?

Sophia Mirza was tragically one of its victims:

“

.” (Sophia and M.E. 2005)

, we have personally known, have died - horribly.

Periodic Paralysis is a “ ”, a rare disease, caused by a channelopathy, that like Multiple
Sclerosis, only “ ”.(Encyclopaedia of Mental Disorders); these are NOT conversion
disorders. Paralysis in ME was documented by Ramsay and Acheson. Disturbingly this is being allowed to happen
with seemingly little outcry from the medical community.

Given our particular interest in ME and paralysis and given that ME could well be associated with a
Channelopathy (Crowhurst 2017), it is of immense concern to us that it is being so misinterpreted and
misrepresented, aided by poor ME diagnostic criteria that ignore the most severe symptoms, such as paralysis,
endangering the lives of people who experience devastating repeated muscle paralysis.

 http://carersfight.blogspot.co.uk/2017/08/time-for-meicc-by-colleen-steckel.html
http://forums.phoenixrising.me/index.php?threads/esther-crawley-18th-may-2017-a-day-with-the-mupp-ets-and-more.51518/
 http://www.sophiaandme.org.uk/
 http://www.sophiaandme.org.uk/
http://stonebird.co.uk/channelopathy/paralysis.htm
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It is time for the psychiatric lobby not only to be removed from M.E. but for those responsible
to be fully held to account for the unimaginable harm they have caused in the lives of the very
sick, for all the wasted years, the untreated agony and deliberately ignoring the biomedical
reality of ME.

Above all they need to held accountable for the deliberate misinformation of MUS. There has
not been enough outcry and pressure put on those in authority to withdraw the JCPMH
document, which will have devastating impact.

“The GET/CBT treatment approach for ME/CFS, based on the
deconditioning/fear-of-exercise hypothesis, is scientifically bankrupt and is
crumbling under the weight of its own absurdity.” (Tuller 2017b)

We hope now that NICE, which has chosen to reverse its initial decision to review its clinical
Guideline,  will finally put an end to
psychiatric interference in Myalgic Encephalomyelitis, the decades of destruction, the reign of
untruth, manipulation and deceit, that has left patients profoundly unhelped, unhealed,
misunderstood, mistreated 

As Colleen Steckel says this is what she sees missing from far too many websites and
conversations:

●
●

●
●
●

●

●

:

● A commitment to help not harm people with ME.

● The complete banishment of the psychosocial attitude, interpretation and approach to
ME.

● An acknowledgment of the profoundly physically disabling disease with an honest
prognosis, not one based on hopeful fantasy.

 http://www.sophiaandme.org.uk/
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● An appropriate and universally acknowledged definition of ME, with detailed criteria for
identification, such as the ICC, which calls for a separation of ME from CFS specifically, so
that there is no more confusion over who has it and who does not.

● A biomedical mobile
home bound visiting
service, that recognises
those who cannot attend
hospitals.

● No perfumes to be worn
by anyone who is going to
interact with someone
with ME,this includes all
medical staff and carers.

● An in depth
understanding of how to
specifically approach - or
not -people with severe
to profound
hypersensitivities to noise, light, chemicals, drug, touch, movement, to motion sensitivity
specifically, with awareness and an understanding and commitment to the MOMENT
approach to care and interaction.

● A recognition of equality of personhood.

● A partnership approach.

● A reinstatement of the VP1 test or a better one developed to identify enteroviral infection;

(Williams 2011)

● A commitment to offer better ME testing and thorough investigation of all symptoms
without prejudice.

● A complete separation of ME from CFS, CF and any combination label, with proper
commitment to accurately diagnose, from knowledgeable  medical consultants, not
existing Physios, Occupational Therapists etc, trained in a psychosocial system.

● A full recognition, investigation and respect of all physical symptoms of Myalgic
Encephalomyelitis, including paralysis, which enables a full focus on the whole disease, not
a biomedical misinterpretation, still only fatigue- focussed in origin.

http://stonebird.co.uk/main/index.html
http://stonebird.co.uk/main/index.html
http://www.meactionuk.org.uk/Grey-Information-on-ME-CFS.htm
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● Better identification, investigation, support and recognition of co-morbid diseases, with
awareness,  taking into account the complications of treatment, resulting from having ME.

● An intent to identify the physiological issues underpinning all symptoms of ME, not just
using guess work, assumption, experimentation or ignoring there are any.

● An awareness of the impact and dangers of anaesthetic and drugs on people with ME.

● Better testing to separate ME from CFS and help identify which specific diseases have
been previously ignored or overlooked, with access to  scans and tests that in other
illnesses are easily recognised as needed and provided for, such as SPECT and PECT scans,
for those able to tolerate them, with an understanding that sadly, some may be too ill to
tolerate testing.

● An effort to ensure flexibility of availability and timings of any consultations, without
prejudice if cancelled, due to the specific severity and complexity people face because of
their illness.

● An understanding of the risk involved in any interaction or treatment, with a serious risk
assessment undertaken for each person, before anything is suggested or undergone.

● Proper monitoring and support
for  any treatments suggested
or offered.

● A commitment to engage
safely with  each person, taking
time to comprehend specific
communication issues and the
dangers of not understanding
them or not following
instructions regarding when or
how to engage, when to stop,
when to wait etc.

● The creation of a mobile unit,
able to do specific, needed
tests in situ.

● The acknowledgment by NICE and the NHS that this is a WHO recognised neurological
disease.

● The correct language to be used in any report writing; being clear  that people are not
refusing tests, treatments, services, rather that they are too ill, too frail, too sensitive etc
to engage with a service, specifically with no misinterpretation or misrepresentation.

● An honest recognition of how any interaction, test or treatment might impact - including
the post exertional impact upon someone specifically with ME.
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● Dietary input, understanding food sensitivity in ME and recognising the complex gastric
issues.

● Emergency back up with access to medical advice from doctors and nurses who are aware
of the severity of illness and recognise how to safely approach and support people with ME
who are in health crisis.

However, until the psychiatric misinterpretation and misinformation and particularly the new
MUS guidance is thoroughly acknowledged as dangerous, deliberately misleading, incorrect ,
we wonder how much and how quickly things will really change?

When will sense, integrity, genuine concern, compassion, wisdom and knowledge win through?

When will scientific research with proper, specific ME criteria, for the actual disease, be the
standard?

Will NICE actually remove CBT and GET from its treatment recommendations and create a
biomedical pathway for ME?

Nancy Blake brilliantly sums up the whole sorry story, it is a truly great quote:

The history of this illness is riddled with false beliefs: that women are prone to
hysterical malingering, that anyone who insists they can't perform expected social
roles … must be doing it on purpose, that there are ‘secondary gains’ for
previously successful, high-earning professionals to take to their beds, often losing
their job, their marriage, their income and their home in the process, that exercise
is invariably beneficial, that if an illness has a lot of symptoms, it must be
imaginary, that if neurologists can't find the cause, other ‘organ systems in the
body’ don't need to be investigated, it's OK to call it ‘functional’ and turn the
patient over to the psychiatrists. (Nancy Blake  2015)

There is an uplifting sense and a hope that, at last, after decades of struggle, we are entering
the end game. However, we still see little hope for the future, all the time that fatigue remains
the primary focus, whether physical or psychological and the severely affected remain side-
lined, ignored, isolated because of the nature of their illness and the difficulties they have in
engaging with people and services.

Even if psychiatric involvement is seriously undermined and recognised as
inappropriate and as is necessary, deposed from its seat of power and control, and
those responsible fully held to account,  the damage has already been done……it
will take years to undo and will still be too late for too many.

https://www.amazon.co.uk/dp/B009BT45G6/ref=dp-kindle-redirect?_encoding=UTF8&btkr=1
 http://www.positivehealth.com/article/cfs-me/me-cfs-now-seid
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Conclusion

THE  ME  COMMUNITY HAS  for  many  years  suffered from an  effective psychiatric
takeover and denial of their illness  leaving doctors  and  patients  floundering in a sea of
misrepresentation, misinterpretation, mistreatment and misdiagnosis.

Under the ongoing influence of powerful vested interests, ME has become inextricably tangled
with psychiatric Chronic Fatigue to such  an extent that truth seems false and genuine need is
misinterpreted as intentional dependency :

● Patient’s reality is denied,they are disempowered. They do not have an equal voice, they
are not considered equally valid in what they have to say and their complaints and
demands for fair treatment
are twisted and potentially
made into “deviance” and
“non- compliance”.

● Meantime those with
Severe/Very Severe ME are
simply dismissed or
abandoned without support
(Hooper et al 2005), for there is
is no appropriate biomedical
NHS treatment facility
anywhere for patients in the
UK.

● A multi-million pound
network of “CFS” , fatigue
Clinics, useless and
dangerous  to people with ME, is well established and running across the UK.

The clear challenge to the ME Community, the only way to undo the damage, is to separate
ME from CFS; all the time that the Government and the NHS focus on general fatigue they will
be omitting and neglecting people with ME, who will continue to be negated, and harmed. It is
a matter of life and death for patients.

hy ME needs to be separated from CFS :

● Although they are used synonymously unfortunately ME and CFS are not equivalent terms.
ME is a neurological disease, CFS is a made-up term that encompasses a wide range of
fatigue conditions.

● CFS includes Chronic Fatigue, a mental illness,many undiagnosed conditions such as Lyme
and other poorly diagnosed illnesses and undiagnosed rare diseases, as well as some
people with ME, a neurological disease. Others with neurological ME may unfortunately be
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wrongly diagnosed as having functional somatic  disorder; it is therefore unsafe, unreliable
and unrealistic to equate CFS with ME, given they are identified by different criteria.

● Currently some people use the term synonymously to mean both are mental health
conditions, some interpret it as neurological; doctors and health and social service
practitioners can chose which interpretation they use. This is unacceptable and dangerous
for all.

● ME does not exist on a continuum with Chronic Fatigue or CFS any more than Cancer, or
Multiple Sclerosis does.

● ME is not a fatigue illness, in the way it is contextualised in CFS; you don't even have to
have fatigue to have ME. ME is identified by its unique post exertional autoimmune
response and post exertional fatigue, which is quite different from ordinary fatigue -
particularly the way it responds deleteriously to exercise.

● A service cannot safely identify and aim to treat WHO-ICD-10-G93.3 ME/PVFS patients
whilst also using the CDC/Fukuda CFS definition, which inevitably includes people with
other conditions as well, without doing a gross disservice to patients.

● The ICC criteria for ME are very specific, whereas the CDC/Fukuda criteria for CFS are far
too vague, undefined, unreliable, too broad to be of any practical value.

● The International Consensus Criteria (ICC) is very clear that 'fatigue syndrome' or 'chronic
fatigue syndrome' are not to be conflated with ME/PVFS WHO-ICD-10-G93.3, yet the UK
government continues to do so; this urgently needs addressing.

● The WHO have repeatedly clarified that diseases cannot be encoded under more than one
rubric. The term CFS covers many different conditions, which may or may not include ME.
The use of the term CFS in the ICD Index is merely
colloquial and does not necessarily refer to ME. It
could be referring to any syndrome of chronic
fatigue, not to ME at all.

● The hallmark symptom of ME- the  Post -
Exertional impact of any activity is ignored by
CFS criteria; the hypersensitivity, the neurological,
the endocrine, the cardiac and autonomic
dysfunctions are also ignored, putting  people’s
health and lives at risk.

● The techniques used in the therapeutic treatment
of Chronic Fatigue are not just inappropriate but
potentially damaging, dangerous -even life-
threatening to someone with ME.

● Because of the imposition of the CFS label upon
their disease, people with ME are seriously

http://onlinelibrary.wiley.com/doi/10.1111/j.1365-2796.2011.02428.x/full


deprived of proper medical tests, treatments and research. Essential tests are proscribed
in the NICE  guidelines. This is both cruel and unacceptable, wrecking lives ,  leaving
numerous patients suffering for decades with no hope of a cure or treatment.

● Under the CFS label there  are  countless daily cases of psychosocial abuse and needless
suffering to ME patients; there is no reasonable logic to this neglect of ME patients.

There can be no compromise, the ME Community must demand a full biomedical service for
the devastating neurological disease Myalgic Encephalomyelitis.

Recently at a screening of “ ”, Jennifer Brea’s groundbreaking film, which has attracted
worldwide media coverage for ME, Sally K Burch stood up in a cinema and gave a powerful
impromptu  speech, that  deeply affected me, watching it on YouTube. My wife cried when I
told her.

For it was not just what Sally K Burch said, in reference to GET: “
” (Burch 2017) it was the

passion, courage and bravery of that single small voice; there is something heart-stirring
about the occasion and I had a vision of the future that signals the end of the old order.

I cannot bear to think of anyone else having to endure what we have had to endure: the agony,
the mistreatment, the abuse of power, misrepresentation, the incompetence, the ongoing
suffering without end, down all these many years, the deterioration and the need to fight
every step of the way, to get basic input, without the proper recognition, physiological
explanation or understanding required.

There is just a chance, I think, that they might not have to.

We hope and need those walls of Jericho, all the lies, to come tumbling down. Surely it must
be soon!

https://www.unrest.film/
http://www.jenniferbrea.com/
http://sallyjustme.blogspot.com/
 https://www.youtube.com/watch?time_continue=73&v=Sso0TxhO9fI
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Why when patients, patient organisations and
researchers all say Graded Exercise Therapy  is
harmful and when this is backed up by patient

surveys and charity petitions (with thousands of
signatures) do NICE still leave Graded Exercise as
part of their advice and add no cautionary notes

to the Guidelines?

 Consider that it took a public outcry this summer
to even get them to agree that the guidelines

might need to be reviewed !

Consider that the new guideline is likely to take
three years to put in place.

What other treatment-declared
harmful - for so many, would
stay in place for so very long?

Sally K Burch

(A speech given after the Belfast
screening of “Unrest”)

https://www.youtube.com/watch?time_continue=73&v=Sso
0TxhO9fI

https://www.youtube.com/watch?time_continue=73&v=Sso0TxhO9f
https://www.youtube.com/watch?time_continue=73&v=Sso0TxhO9f
https://www.youtube.com/watch?time_continue=73&v=Sso0TxhO9f
https://www.youtube.com/watch?time_continue=73&v=Sso0TxhO9f
https://www.youtube.com/watch?time_continue=73&v=Sso0TxhO9f
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Greg is the author o  j  :

http://stonebird.co.uk/Notes/index.html
http://www.stonebird.co.uk/severemebook/severeme.html
http://www.stonebird.co.uk/severemebook/severeme.html
http://www.stonebird.co.uk/severemebook/severeme.html
http://www.holyway.co.uk/love/index.html
http://www.stonebird.co.uk/severemebook/severeme.html
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