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	Wikipedia, Wessely and The Independent 

	The Professor Simon Wessely issue on the Wikipedia Encyclopedia has surfaced once more. 

A draft of the Wikipedia entry on Wessely is available for viewing here:
http://en.wikipedia.org/wiki/Simon_Wessely/Simon_Wessely. 

We urge our readers to read this Wikipedia/Wessely hagiography that doubles as his CV. Lest we forget, Wessely is the psychiatrist who was the architect of throwing young semi paralysed ME/CFS patient Ean Procter, age 11, into a swimming pool to see if he would drown or float amongst his other initiatives. Ean sank and survived, no thanks to the psychiatrists. Wessely is also the man who, at the 9th Eliot Slater Lecture in Los Angeles in 1994 stated: "ME is simply a belief, the belief that one has an illness called ME." 

As previously stated, One Click will be taking no part in the editing of this Wikipedia/Wessely entry in any way. What we will be doing however is commenting in full on this issue once the Wikipedia/Wessely entry has finally been published for the edification of the residents of over seventy countries worldwide, including, of course, Gulf War Veterans et al. 

In the interim, an issue has arisen prior to final Wikipedia/Wessely publication that merits attention now. We now publish below a snippet of what has been going on behind the scenes that we have already covered in One Click Yahoo, our more informal members only group at http://health.groups.yahoo.com/group/THEONECLICKPROTEST

In the Wikipedia Talk Page on Simon Wessely, a man named Darryl,
an ME sufferer for twelve years, has attempted to publish the full
article from The Independent national British newspaper that highlights the plight of ME/CFS sufferers so clearly in relation to the psychiatric paradigm and the PACE and FINE trials. Wessely hagiographer and model railway enthusiast 'zis Guy' removed The Independent article from the Wikipedia Talk Page maintaining that it was subject to copyright. Whereas we completely understand Wikipedia's desire not to breach copyright per se and whilst Wessely hagiographer 'zis Guy' is correct, this article has been published many times on the internet before with absolutely no demur from either the author Jerome Burne, or The Independent itself.

We are happy to assist Darryl and indeed the ME/CFS community at large, by publishing this article here. 

This article in The Independent is particularly interesting because it is in this that the MERGE charity exhibited precisely its true colours, just as it did over its appalling collusion with the psychiatric lobby in regard to the RCPCH Guidelines that adversely affect the health and future prospects of all ME/CFS child sufferers in the United Kingdom.

MERGE refused to be quoted in this article in The Independent. Journalist Jerome Burne was forced to use the MERGE quotes in this piece culled from his previous interviews with Vance Spence, MERGE Director, at the Science Festival in Edinburgh instead since Spence absolutely refused to provide current comment to support ME/CFS patients. Moreover, and before the article had even been published, Spence of MERGE threatened the Press Complaints Commission. One click 'THE MERGE/MEDIA CORRESPONDENCE'. It is perhaps no coincidence that precisely at this time, MERGE enjoyed a treble page fundraising spread in the Action for ME (AfME) charity InterAction magazine. 

To MERGE Director Vance Spence, the concerns of ME/CFS patients are
"other people's wars." Such is just one example of the way that the ME/CFS charities behave towards the very group of patients whose funding and support they ceaselessly seek.

Less than a year later from when this article was published in The
Independent, the Countess of Mar (an extensive PRIME Project supporter and MERGE Patron) and Jane Colby of The Young ME Sufferers (TYMES) Trust charity (another extensive colluder and supporter of the psychiatric lobby over the RCPCH Guidelines) and their colleagues, attempted to get Angela Kennedy and myself criminally prosecuted under the Harassment Act that if successful prosecution and conviction had ensued can carry a prison sentence, for publishing evidenced information and placing it in the public domain over this very psychiatric lobby/charity collusion. They also, most deliberately and successfully, kicked our severely disabled children into the gross relapse from which neither have in any way recovered to date. Both of our children were TYMES Trust members at that time. See 'The One Click Story - The Underbelly of ME/CFS Politics Revealed' for full details.

As a further aside, Colby is also the TYMES Trust charity CEO who completely dismissed and denied the ME/CFS Canadian Guidelines this summer throughout the ME Alliance Early Diagnosis Campaign and refused to suggest that they be put into common usage or indeed have anything to do with them, utterly contrary to her pronouncements in The Independent below. 

How the wheels are oiled and changed and why in ME/CFS charity world is one of the most disgraceful and vomitous spectacles ever witnessed.

See the Wikipedia/Wessely Talk Page for details of The Independent
entry here: http://en.wikipedia.org/wiki/Talk:Simon_Wessely.

See the draft Wikipedia/Wessely hagiography here:
http://en.wikipedia.org/wiki/Simon_Wessely/Simon_Wessely

Jane Bryant
The One Click Group 

******************************************************

THE INDEPENDENT

'Why won't they believe he's ill?'

Long dismissed as 'all in the mind', ME is now officially recognised as a physical illness. So why can patients still not get the medical help they need?

By Jerome Burne

10 May 2004

A favourite horror-movie plot is the one in which the heroine thinks
something bad is going on in the house, but nobody believes her. She
becomes more worried about the noise in the attic, which her husband
blithely dismisses as "wind" or "rats".

For more than a decade a version of this scenario has been played out
between many of the patients who have a disabling disease called
CFS/ME (chronic fatigue syndrome/myalgic encephalomyelitis) and the
medical profession. While they are convinced they have a definite
physical disease that involves, among other things, serious
malfunctioning of the immune system, mainstream doctors say they can
find nothing physically wrong and refer them to psychiatrists, who
treat them with gradual exercise and a form of psychotherapy.

"You can't believe how maddening and frustrating it is," says Jane
Bryant, a PR consultant whose 13-year-old son Ben was diagnosed with
CFS/ME several years ago. "He was a bright, happy, healthy boy and
then overnight, following a viral infection, he developed this
terrible fatigue, with other really worrying symptoms. He is quite
clearly ill. Yet the official line about children like him is that he
needs to be given psychiatric treatment and got back to school as
soon as possible.

"It's ridiculous. No child who isn't phobic - and Ben obviously
isn't - would deliberately keep themselves at home for years at a
time. It's just too boring. But the prevailing psychiatric wisdom is
that thousands do just that." And, because the problem is said to be
psychological, almost no research into the physical difficulties of
these patients has been conducted in the UK, making it very hard to
develop physical tests or treatments.

This might be dismissed as the understandable complaints of a mother
worried about her child. But that line is much harder to take now,
thanks to an obscure amendment announced in February in the House of
Lords by the Health minister Lord Warner. CFS/ ME, he said
unambiguously, is a neurological disorder, not a psychiatric one.

The ruling has galvanised many in the CFS/ME community into mounting
a fresh challenge to the psychiatric approach. To begin with,
questions are being asked about the value of two large clinical
trials into the effectiveness of treatments for CFS/ME. Funded by the
Medical Research Council (MRC) at a cost of more than £2.5m, the
trials are just getting under way.

"Whatever their findings," says Dr Vance Spence, Senior Research
Fellow at Dundee University and a leading scientist in the
field, "they won't tell us anything useful about the best way to
treat CFS/ME because they are not properly selecting patients with
the disease. There is widespread concern about this." At a debate
called Science and ME at the International Science Festival in
Edinburgh last month, Spence described new research that could allow
CFS/ME patients to be properly identified.

CFS/ME affects more than 100,000 people in the UK, more than have MS
(multiple sclerosis).Symptoms include bouts of incapacitating
exhaustion after even the slightest activity, together with malaise
and nausea. They have disturbances of major body systems - guts,
bladder, heart, breathing and balance - and suffer painful muscles,
aching joints and swollen glands. Some recover within a year, but
many find that the symptoms linger for decades. About 5 per cent
become bedridden, and one-third resort to using a wheelchair at some
stage.

A campaigner who has long opposed the purely psychiatric approach is
scathing about the MRC trials. "They are a farcical, cynical exercise
and a huge waste of money," the Countess of Mar said. It was her
questioning in January of the Government's position in a Lords debate
on CFS/ME that prompted the recent announcement.

To understand why a definition is arousing such passions, it is
necessary to delve into the World Health Organisation's International
Classification of Diseases. This is what your GP relies on to decide
whether a patient has, say, a psychiatric disorder, such as
depression or anxiety, or a neurological disorder of the brain -
which might well share some of the symptoms - such as Parkinson's
disease.

In the WHO system, neurological disorders are listed in section
G93.3, psychiatric ones in F48.0. The confusion the Countess of Mar
raised was that CFS/ME had been wrongly listed in both sections by
the psychiatrists. On the one hand, ME has always been listed in the
neurological section, but chronic tiredness - something many
psychiatric patients suffer from - is listed in F48.0. "What has been
causing confusion for years," Lady Mar said, "is that psychiatrists
who specialise in chronic 'fatigue' talk about it interchangeably
with CFS and in the same breath as ME. Now we know that's inaccurate
and misleading." CFS/ME is only a neurological condition.

The implications of clearing up this ambiguity could be huge, not
least an end to the dismissal of the condition as psychosomatic. Take
this, attributed to a psychiatrist: "I will argue that ME is simply a
belief, the belief that one has an illness called ME."

The two MRC trials are designed to compare the effectiveness of the
different forms of treatment used by psychiatrists. Any clinical
trial has to decide which patients to include and exclude - the
criteria. Including everyone with the symptom "headache" in a trial
for a migraine treatment would render it useless - drugs for migraine
won't help a flu headache. Critics such as Vance Spence say the MRC
trials are, in the same way, mixing all sorts of patients with
chronic fatigue.

They are using what are known as the Oxford criteria, developed by
psychiatrists in 1991. "They are rather outdated now, and I don't
think they are used anywhere else except in the UK," Spence said. To
be eligible for the trials, you have to have had six months or more
of medically unexplained, severe, disabling fatigue affecting
physical and mental functions.

Critics say that not only do the Oxford criteria let in people with
chronic fatigue and depression, but they exclude people with physical
signs of organic brain disease or neuromuscular disease: precisely
the sort of symptoms found in people with a neurological disease such
as CFS/ME.

An MRC spokesperson said: "People with CFS/ME have a broad range of
vague symptoms, so it is best to be as inclusive as possible. The
criteria for the trials have been judged appropriate by international
experts to give robust scientific answers. Once people have been
included they will be assessed by other, more narrow, criteria. We
will be able to identify sub-sections and see how they respond to the
different treatments." But Jane Bryant, who runs a web-based pressure
group called One Click, says: "What is the point of trying to
identify sub-groups of CFS/ME patients, having excluded them in the
first place?"

She points to other, more detailed, sets of criteria, such as those
published last year by the Canadian government. This stresses the
importance of a range of definite physical problems. Drawn up by a
dozen eminent clinicians, the Canadian Definition states that a
diagnosis requires not only that the patient becomes ill after
exercise, but must also have "neurological, neurocognitive,
neuroendocrine, dysautonomic and immune manifestations".

Jane Colby, the director of The Young ME Sufferers Trust, has
reviewed this enthusiastically. "If the Canadian Definition were to
be taken into widespread use, it would be much harder for people with
chronic fatigue to be categorised along with those who have true
CFS/ME." The MRC says it is seeking new research proposals, and there
is no reason why projects using the Canadian Definitions should not
be accepted in future.

A major problem has been the lack of a clear biological marker for
CFS/ME, such as a blood test, to distinguish those who have it from
those who don't. However, a promising line of research to develop a
test was the topic of Vance Spence's talk in Edinburgh. His team at
Dundee have found that the blood vessels of CFS/ME patients are
unusually sensitive to a transmitter in the nervous system called
acetylcholine. The difference can be measured with a laser.

In a paper, he says this test can distinguish between different
patient groups, all of whom suffer chronic fatigue. "Patients with
chronic fatigue syndrome and Gulf War syndrome, and agricultural
workers with organophosphate exposure (OPE), all have fatigue
symptoms that can't be distinguished under criteria the psychiatrist
use. But when we ran the laser test on them, distinct differences
emerged."

Testing to distinguish different subgroups of patients has not been
part of mainstream CFS/ME research in the UK to date, but the G93.3
decision suggests it should be urgent. "This is not an obscure debate
among academics," says Spence. "The care patients receive is largely
determined by the diagnosis they're given. Lumping widely different
patient groups together on the basis of a number of ill-defined, non-
specific symptoms has contributed to the opprobrium and frank

contempt CFS/ME sufferers have received from healthcare
professionals."

This is relevant to a major government initiative specifically
designed to help patients with CFS/ME. The Department of Health is
spending £8.5m setting up centres to provide specialised care and
support for these patients. At the moment, however, they are mostly
being staffed by psychiatrists who will use the Oxford criteria to
decide who will be treated with cognitive behavioural therapy. Many
patients with the neurological disorder CFS/ME don't believe they
will be significantly helped by this approach.

- ends -
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