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EXECUTIVE SUMMARY

Evidence is presented in this document to show that

In the UK, patients with myalgic encephalomyel{fi$E, also known as Chronic
Fatigue Syndrome or CFS), particularly childreryéhauffered gross and barbaric
abuse and persistent denigration as a consequentiee doeliefs of certain
psychiatrists who are attempting to control theamstl agenda for this complex
and severe neuro-immunological disorder

These psychiatrists are shown to be clearly indired the first tenet of medicine
--- first do no harm--- in that by their words addeds they have wreaked havoc
in the lives of ME/CFS patients and their famill®stheir arrogant pursuit of a
psychiatric construct of the disorder which ignothe abundant clinical and
scientific evidence (widely presented in the int&ional medical and scientific
literature) of the organic nature of ME/CFS

There have been persistent and frequently covternats by these psychiatrists to
subvert the international classification of thissatder, with destructive
consequences for those affected

To the serious disadvantage of patients, thesehpsysts have propagated
untruths and falsehoods about the disorder to tedical, legal, insurance and
media communities, as well as to Government Minss&nd to Members of
Parliament, resulting in the withdrawal and erosidrboth social and financial
support

Influenced by these psychiatrists, Government ®wdiach as the Medical
Research Council have continued to propagate the &isehoods with the result
that patients are left without any hope of underditag or of health service
provision or delivery. As a consequence, Govertmimding into the
biomedical aspects of the disorder is non-existent



» This coterie of psychiatrists has proven affiliasowith corporate industry and
has insidiously infiltrated all the major institatis, directing funding for research
into an exclusively psychiatric model of the disardocusing on “management
strategies” involving psychiatric techniques, evkaugh such techniques have
been shown to be at best of no lasting value amaedt to be harmful to patients
with ME/CFS

* The same psychiatric model has been extended by {i/chiatrists to a number
of other disorders including Gulf War Syndromerdimyalgia, multiple chemical
sensitivity and chronic low-dose organo-phosphaisgning, leaving many other
people without the help and support they so urgerekd.

THE MENTAL HEALTH MOVEMENT -- PERSECUTION OF PATIENTS ?

A consideration of the role of Professor Simon Weely in the perception of myalgic

encephalomyelitis (ME): A matter fothe Select Committee on Health

NB. For brevity, not all references are cited in thext but all are available on request
from the Countess of Mar, House of Lords, London 3W OPW

Brief Introduction

The matter for scrutiny by the Select Committee Kealth concerns myalgic
encephalomyelititis (ME) and is straightforward:

() is the Department of Health’s current and pregubpolicy on the management
of patients with ME as provided and promoted by ch#trists of the
“Wessely School{see belowharmful to patients and

(i) are such patients being abused as a consequesceatific misconduct?

ME has been formally classified by the World Heafnganisation (WHO) in the
International Classification of Diseases (ICD) asearrological disorder since 1969, but
psychiatrist Simon Wessely advises Governmentttiatdisorder does not exist other
than as an “aberrant belief’ that one has a disocdéed ME. He refers to “chronic
fatigue syndrome” (CFS) and asserts that CFS maatform (psychiatric) disorder in
which patients produce physical symptoms as a mebaspressing emotional distress.

This is at variance with the WHO classification thie disorder: Chronic Fatigue
Syndrome is listed in the ICD as a term by which B&lso known and according to the
ICD, the two terms are synonymous, thus “CFS” dusgepresent a psychiatric disorder
even though Wessely School psychiatrists assdrittiaes.



Of potential significance is the fact that Amerigasearchers have demonstrated that in
ME/CFS, a particular pathway in the body which feaed by viruses can also be
affected by chemicals and it is known that ME/CRS be either virally or chemically
induced (Interferon-induced proteins are elevatedhlood samples of patients with
chemically or virally induced chronic fatigue syondre. Vojdani A; Lapp CW.
Immunopharmacol Immunotoxicol 1999:21: (2):175-202)

For at least a decade, questions about possibentsim misconduct and flawed
methodology by Dr (now Professor) Wessely and hasig of co-psychiatrists have been
raised and published in international medical jalstbut it is only relatively recently that
his long-time involvement as medical adviser to owrcial bodies having a vested
interest in his publications on ME has been expdsed below)

There is no question that many millions of poundsliag are at stake and that the vested
interest groups for whom these psychiatrists actedical advisers would like to prevent
insurance cover for ME patients (those with a pstde label are denied medical
insurance cover); prevent disability payments tenth prevent successful liability
lawsuits and maintain the supremacy of their indeis(see below)

Increasingly, it is now “policy-makers” and Goveremt advisers, not experienced
clinicians, who determine how a disorder is clasdifand managed in the NHS: the
determination of an illness classification and tipeovision of policy-driven
“management” is a very profitable business.

The situation is admirably set out in a letter da26" December 2003 to the e-British
Medical Journal from Angela Kennedy, Social Sciebeeturer at the Open University:

“I suspect that psychiatry, if it is not carefulilveventually become most ridiculed over
its adherence to one theme: that of ‘somatizatioPresently, sufferers of Myalgic
Encephalitis (sic) (also called Chronic Fatigue 8yome) are increasingly subject to
medical negligence or even abuse because the hodye df international bio-medical
evidence is ignored, especially in Britain, in favoof an unfortunately
incomprehensible, incoherent and empirically inadsg theory.

“The categorization of an illness as being psychoatic also means a further
categorisation of an individual as ‘deviant’ rathénan ‘ill', so that they are denied
sympathy, support, and even benefits they ardeshtd. Categorised as ‘deviant’, the ill
then suffer increasing social exclusion and matenaqualities.

“The main problem with somatization theories isttkizey cannot be either proven or
disproven and therefore are not very ‘scientific’adl.

“In relation to ME/CFS at least, flawed, unsubstatéd theories have been uncritically
adopted and treated as ‘fact’, even against theadly substantial (and substantiated)
body of bio-medical evidence which continues toagro



“The material effects of such sloppy ‘science’ h&ael two main consequences for ME
sufferers: firstly, the medical impairments of tlheess have often been ignored and left
untreated, and many sufferers therefore becomeaslwdisabled, their physical health
absolutely devastated and their chances of a rasitmm to good health uncertain at best.
Secondly, children in particular end up victimsimdtitutional abuse (though this can
happen to adults too). In the case of childreeytmay be forcibly removed from their
concerned parents and subjected to draconian ‘trestts’ that could, quite easily, be
termed abuse.

“The capacity for abuse of institutional power appe to have increased enormously,
and this is becoming most evident in the fieldseafith care and particularly psychiatry.

How such problems are addressed will determingfuh#re of such disciplines, as far-

reaching demands for justice from those who aredaeith or survive such institutional

abuse are inevitable, and this will lead to a @i review of medical practice, both from
other disciplines, and society at large”.

The Mental Health Movement

In 21% century medicine the Mental Health Movement isitiwallly correct and
immensely powerful: it is backed by the giant cheahi pharmaceutical and insurance
industries which are now the funders and contrsllgrboth undergraduate and post-
graduate medical education. In the UK, these itrtksshave known links to research
funding bodies such as the Medical Research CoyMRC) and as a result, a vast
amount of public money is presently being providedn attempt to strengthen the
currently weak psychiatrically-driven research ewide that behaviour-modifying
“chronic illness management strategies” are effecti

As a consequence, the MRC has decided not to ftgehtly needed biomedical research
into complex and devastating disorders such asgityahcephalomyelitis (ME).

Also relevant may be the Council of Europe Straspdlionvention on Human Rights
and Biomedicine, which confers rights including yaston for drug and other medical
trials on human beings which in certain circumséncould be carried out without the
individual’s consent: this applies to three grooppeople in particular:

() those who are deemed to be mentally ill
(i) those for whom no other known treatment igefive
(i) children

The Convention (not yet ratified by the UK) spamfiy states that in certain situations,
“general interests” will take precedence over thofstae individual.

Concurrently, in the UK, proposals for the Reforfithee Mental Health Act were drawn
so widely that they would give psychiatrists faeaper powers to enforce compulsory
psychiatric treatment upon both adults and childrproposals included provision for



psychiatrists to be able to drug people (includohgdren against the wishes of their
parents) if they haveahy disability or disorder of the mind or brain, ether permanent
or temporary, which results in an impairment of taifunctioning”.

Mental Health Movement advocates claim that disedech as ME and CFS come into
what they call the “medically unexplained symptontstegory (known as MUS or
MUPS, which stands for “medically unexplained plgsisymptoms”) and that such
disorders are psychogenic in origin; contrary téalelshed principles of scientific
investigation and discovery, these psychiatristsedsthat if all you look for are
biomedical explanations, you're missing the whoietye” and that if Government
wants to solve the waiting-list dilemma (which des, for political reasons}hey will
have to channel serious money at this probBléw funding psychiatric management
regimes  [ittp://www.thes.co.uk/search/story.aypx The implications of the
implementation of this policy are already spirailiout of control.

On 4" May 2000, a letter from the Office of the Ministefr State at the Department of
Health (signed by John Hutton) seemed not to rutelee re-classification of ME/CFS as
a “mental” disorder, stating it was unlikely thdtet proposed reforms to the Mental
Health Act would affect such patienfgquote) “even if (ME/CFS) were reclassified as a
mental rather than a physical disordér

In October 1999 Dr Michael Sharpe (a psychiatristt rominent member of the
Wessely School) gave a lecture at the UniversitySththclyde at which he said:
“Purchasers and health care providers with hard-msed budgets are understandably
reluctant to spend money on patients who are notngpto die and for whom there is
controversy about the ‘reality’ of their conditionand who) are undeserving of
treatment”.

Are those with other classified neurological disssdalsd’'undeserving of treatment?

Infiltration of institutions by vested interest gqus was the subject of an article by
George Monbiot published on"®ecember 2003 in the Guardiam\asion of the
Entryist9, from which the following extracts are taken aadvhom acknowledgement is
made:

“One of the strangest aspects of modern politiaghésdominance of former left-wingers
who have swung to the right. The “neo-cons” pretsil run the White House and the
Pentagon, the (UK) Labour party and key departmentdhe British government. But
there is a group which has travelled even furtloethie extremities of the pro-corporate
right. Its tactics (involve) entering organisat®rand taking them over. Research
published for the first time today suggests thamimers of this group have colonised a
crucial section of the British establishment. TDnganisation began in the late 1970s as
a Trotskyist splinter; it immediately set out tsttey competing oppositional movements.
In 1988 it set up a magazine called Living Marxi&mown as) LM. By this time it had
moved to the far right and was led by the acaddimank Furedi who started writing for
the Centre for Policy Studies (founded by Keitrepdsand Margaret Thatcher) and who



contacted the supermarket chains, offering, fob8@, to educate their customers ‘about
complex scientific issues’. In the late 1990sgtmup started infiltrating the media, with
remarkable success. In 2000, LM was sued by ITé& &tsely claiming that (its) news
journalists had fabricated evidence of Serb atiesitagainst Bosnian Muslims. LM
closed, and was resurrected as the web magazirke&pi

“All this is already in the public domain. But npthanks to the work of researcher
Jonathan Matthews, what seems to be a new frahisrgroup’s campaign has come to
light. Its participants have taken on key rolestlve formal infrastructure of public
communication used by the science and medical ksitatent.

“Its participants (work) for the PR firm Regestearkin, which defends companies such
as the biotech giants Aventis, Bayer and Pfizerirrgfaconsumer and environmental
campaigners.

“(One of its participants) is Fiona Fox, who is td&ector of the Science Media Centre
(which) is funded, amongst others, by the pharmica#ucompanies Astra Zeneca,
Dupont and Pfizer. Fox has used the Science MEgiatre to promote the views of
industry and to launch fierce attacks against thab® question them.

“Are we looking at a group which wants power fog @wn sake, or one following a
political design? The scientific establishment egs unwittingly to have permitted its
interests to be represented to the public by thebezs of a bizarre and cultish political
network. Far from rebuilding public trust in sciem and medicine, this group’s
repugnant philosophy could finally destroy it”.

Of significance to the ME community is the factttBaiked’s health writer is Dr Michael
Fitzpatrick, well-known for presenting and promatithe views of Professor Simon
Wessely and for his perverse and immoderate atackisose with ME. One such article
can be found ahttp://www.spiked-online.com/Articles/00000002D3B6n (SPIKED:
Health: 17th January 2002: “ME: the making of a ndisease”). Referring to the then
newly published Chief Medical Officer's Working Gup report on CFS/MEsee text),
Fitzpatrick roundly derided the CMO, Professor Liddonaldson:“The CFS/ME
compromise reflects a surrender of medical autlyawatirrationality. The scale of this
capitulation is apparent when Professor Donaldsdaims that CFS/ME should be
classified together with conditions such as mudtiptlerosis and motor neurone disease.
The effectiveness of the ME lobby reflects its faidthss base.”

Also of significance is the fact that in its NOTE®R EDITORS, Spiked states that
Professor Simon Wessely is available for commenntarview and can be contacted
through Sandy Starr at Spiked (0207-269-9234).

Of relevance to the ME community is that fact thatd (David) Sainsbury (Science
Minister -see teXt is a keen supporter of the Science Media Ceritrés Lord
Sainsbury’s Linbury Trust that since 1991 has fmally supported studies of chronic
fatigue by psychiatrists of the Wessely School.
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Information on the GMWATCH websitev(vw.gmwatch.orj is also important to the

ME community. By 2003, Lord Sainsbury had donatedr £11 million to the Labour

Party. Mark Seddon, a member of Labour's Natidkatcutive Committee, told the

BBC “In any other country, | think a government minigtenating such vast amounts of
money and effectively buying a political party wbble seen for what it is, a form of
corruption of the political process”.

For some, the choice of an unelected biotech investd food industrialist to be Science
Minister is more than emblematic of the UK’s comierscience culture.

In a recent Financial Times article, Lord Sainsbeitgs the following statistics: British
universities spun off 199 companies in 2000, upnflan annual average of 67 in the
previous five years. The UK'’s ratio of companiesdsearch spending is now more than
six times higher than the US.It's a dazzling recorl Lord Sainsbury is quoted as
saying.

Not everyone shares Sainsbury’s enthusiasm. PRmfeStephen Rose of the Open
University Biology Department is among those wheéhaommented critically on this
emerging corporate science cultureThé whole climate of what might be open and
independent scientific research has disappeared”.

What is the problem?

The problem is that the Mental Health Movement does restrict itself to mental
disorders and ME has been the subject of unremitisychiatric spin since the late
1980s: although ME is not classified by the WH@ha ICD as “mental”, in the UK it is
being high-jacked and covertly re-classified as fita€ by a small but influential group
of psychiatrists known colloquially as the “Wessé&ghool” (Hansard: Lords: fo
December 1998:1013 see beloyvwho have their own vested interests in castirggy th
net of iliness control ever wider. They have pregu a hypothetical model that cannot
be tested experimentally and it is this group gfcpsatrists who are the most assiduous
advocates of the Mental Health Movement in the téKthe extent that, in the case of
ME, they have been shown to have created their@mclusions before generating the
data which would support such conclusions.

The prevalence of ME/CFS is higher than for mudtiptlerosis, which in the UK affects
about 83,000 people; in January 2002 the Repdhtso€Chief Medical Officer's Working
Group (see belowpave a UK population prevalence of 0.2 — 0.4% yj@to 240,000
affected people). Certainly the incidence is kndwbe rising: as long as a decade ago,
UNUM (one of the largest disability insurers) refealr that in the five years from 1989 —
1993, disability claims for this disorder increadsd460%. In terms of insurance costs,
ME/CFS came second in the list of the five mostesgive conditions, being three places
above AIDS.
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At the publication of the UK Chief Medical Officar’ Working Group Report on
“CFS/ME” (see below)the Chief Medical Officer (CMO) went on publicceerd on BBC
News on 11 January 2002 stating that the treatment of “CFS/MhEst improve and
that it should be classed as a chronic conditioth iong-term effects on health,
alongside other illnesses such as multiple scle@sd motor neurone disease. It was not
only Dr Fitzpatrick of Spiked who disagreed wittet@MO: the week after the CMO
made his announcement, the British Medical JoufBMJ) highlighted the view of a
prominent member of the Wessely School (psychtakighael Sharpe) that doctors
would not accept a particular strategy just becaluise€CMO’s Report recommended it.

Whether ME and CFS represent the same disordereotvan different entities has
engaged many health care professionals, espedafthain psychiatrists, in an often
hostile political battle. These psychiatrists agvisovernment that ME does not exist as
a separate entity; that “CFS/ME” is one and theesdmorder and that it is a mental
disorder which must be “managed” by mind-alterisgghotherapy, despite the fact that,
accepting that CFS equates with ME, internatiomal-psychiatrist experts consider it to
be a_physica(ie. organic) neuro-immunological disorder andt ti@re is a significant
literature which supports an organic pathoaetiology

In the UK, the primary duty of care for the sickshHaeen displaced in the fierce battle for
supremacy waged by this group of psychiatrists.cadse personal status, competing
personal interests, commercial interests and madgiding issues are involved, battle
lines remain drawn and it is the patients who aregbt in the cross-fire. As Shakespeare
noted: ‘As flies to wanton boys are we to the gods; Thikykifor their sport” (King
Lear, Act IV Scene I).

What is the “Wessely School”?

UK policy concerning ME is based on the intransigesliefs of a group of psychiatrists
led by Simon Wessely, for years an adviser to wuai@Government Departments
including the Ministry of Defence and who is nowofessor of Epidemiological and
Liaison Psychiatry at Guy’s, King's and St Thomdedical School (GKT) based at
King's College Hospital (KCH) and at The Institutd Psychiatry (IOP); he is also
Director of the Chronic Fatigue Syndrome Researnlt &hd of the Gulf War llinesses
Research Unit, both at King’s. Other leading merabaclude psychiatrists Michael
Sharpe (formerly of Oxford and now at EdinburghewehAlan Carson now collaborates
with him); Peter White (of St Bartholomew’'s Hospithondon); Anthony David,
Anthony Cleare, Stephen Reid and Matthew Hotopfleé IOP and KCH and Richard
Mayou, Keith Hawton and Christopher Bass of Oxfoidudie Chalder, a former
Registered Mental Nurse, works with Wessely and rieene often appears on their
publications and in funding applications. Othepporters include Elena Garralda,
Professor of Child and Adolescent Psychiatry ataty’s, London; Tony Pelosi of
Glasgow; Stephen Lawrie of Edinburgh; Alison Wearadmd Leonie Ridsdale, Senior
Lecturer in General Practice at Guy’s, King’'s atnd Bomas’, London.
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The stated aim of Simon Wessely is to “eradicaté€Z fvbm the medical lexicon and to
re-classify CFS as a mental disorder which does nmesd biomedical research or
explanation and which is to be managed by a versfaognitive behavioural therapy
which he claims to have developed. His own commkrnavolvement in such a

management regime has been establigbee below).

The certainty of these psychiatrists that they aght whilst other researchers of
international repute who disagree with them arengraheir power and their influence
are destroying countless lives, yet they contimudiyt unscathed even in the face of
substantial evidence that calls their views intesfion.

Wessely School psychiatrists have built their ceresnd reputations on denying the
physical nature of ME/CFS, with the result thataldtnumbers of chronically and

seriously ill patients are bullied, derided, thessdd and driven to suicide by being told
that they are not physically ill but are sufferingm “aberrant iliness beliefs”.

The constant theme running through the work ofd@ih@sip of psychiatrists is that CFS is
a somatoform disorder and that factors such aslégender, too much focus on normal
bodily sensations, specific personality traits,idaace behaviour, learned helplessness,
faulty thought processes, lack of motivation, inguakge coping strategies, interpersonal
conditioning and contagious sociological hysterimypan important role in the
perpetuation of the disorder.

Wessely School psychiatrists have been describedhén eBMJ (N Portman, '8
December 2003) asa“small cliqgue of undemocratic, unaccountable, -setiing
psychiatrists who have managed to monopolise nidseaesearch funding in this field
and, thanks to their prejudices, have been its dallvaver since”.

Without doubt, the influence of Simon Wessely hasuited in a cascade of horrors
which most people in the UK do not know about artewthey do, they find scarcely
believable.

It has taken 25 years for the notorious ProfessoR8y Meadow to be exposed and
discredited as “world expert” on Munchausen’s Spmake by Proxy, whose views Lord
Howe described aohe of the most pernicious and ill-founded theoteekave gained
currency in childcare and social services in thefED to 15 years. Itis a theory without
science. It rests instead on the assertions ahitentor”. The downfall of Meadow,
who is finally to appear before the Professionah@act Committee of the General
Medical Council, serves to prove that a so-callededical expert” whose views
apparently portray incontrovertible medical judgmand certainty may, in fact, be
wrong, but the damage done cannot be undone. iSwith ME. It must not be allowed
to take 25 years before the views of the Wessétp8lcon ME are subjected to similarly
rigorous public examination and exposure.

Many doctors and their non-medical managers siMehmisguided ideas about medical
negligence and believe that doing one’s best ithatimatters or is required. This is not
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so in law and the legal profession is about to bexdess deferential to the medical
profession. Ifttp://bmj.bmjjournals.com/cqi/eletters.327/7424/8%41799

The Opinion of an eminent Queen’s Counsel has beebtained

A leading QC and member of the House of Lords waeea for an Opinion on the
Wessely School approach to ME: that Opinion is wmespal; it states: On the
document you have sent me there is an overwheloasg for the setting up of an
immediate independent investigation as to whethernature, cause and treatment of
ME as considered by the Wessely School is acceptaldonsistent with good and safe
medical practice. There is substantial doubt asvteether such could be the case. A
formal request should be made to set up an enquing.essential that a reputable firm
of solicitors should be instructed”.

Are psychiatrists cruel?

Based in New York, Dr John Diamond is a foundingmwber of The Royal College of
Psychiatrists. In an extract from his recent boB&cgts of a Diamond 2003) in the
October 2003 issue of the journal “What Doctors Ddell You”, Diamond says I‘am
no longer a psychiatrist. | renounce it becaudeelieve cruelty is at the core of the
profession (and) | believe that there is somethiningerent in the profession that tends to
bring out any cruelty lurking within. | have lomgpndered why this profession --- which
ought to be so compassionate — has, it seems ttumed its back on humanity”.

A recent article in The Sunday Telegraph (“Trust, i@ a psychopath” by Alasdair
Palmer, 38 November 2003) quotes Dr Robert Hare, a Canadiafegsor of
psychology, as sayinghe psychiatric profession and its associates arg veluctant to
admit they are wrong or that they have made a rkesta

Yet psychiatrists have powerful positions of cohtmad ever more credibility in so many
areas: Simon Wessely and Anthony David were furiethe US Pentagon (and came
to the conclusion that Gulf War Syndrome does nattpand Wessely is involved with
advising NATO. Add to this the errors of mis-diagis made by psychiatrists in the past
(Parkinson’s Disease, multiple sclerosis, epileghgbetes, thyrotoxicosis and many
other disorders with a physical causation havédb@#in asserted by psychiatrists to be
“mental” disorders until medical science revealegittrue aetiology) and one has a right
to despair at the current situation facing ME p#te

Two illustrations of the implementation of Wessel\5chool policy

Out of the many known cases of patients being peted as a result of the
implementation of Wessely’s policy on ME, just taoe mentioned here: details of
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many others have been put before the Chief Me@&aler, who has made it known that
he receives more letters about ME than on any atteglical issue. There are numerous
records relating to this matter in Hansard (bottrdsoand Commons) and on "3
November 1999, the House of Commons Select Comenite Health produced its
Report looking at adverse clinical incidents, urentpdly poor outcomes to treatment,
failures in medical care and poorly-performing dost that Committee took
representations from at least eight people about ME

1. The case of Ean Proctor

In 1988, a formerly healthy 12 year old boy namaa Broctor from the Isle of Man had
been suffering from ME since the autumn of 1986 Bymptoms included total
exhaustion, feeling extremely ill, abdominal pgiersistent nausea, drenching sweats,
headaches, recurrent sore throat, heightened s#gsido noise and light and loss of
balance; he was also dragging his right leg. 1871%is condition had rapidly
deteriorated; he had gradually (not suddenly asoeayr in hysterical disorders) lost his
speech and was almost completely paralysed (wlsted for two years). He had been
seen by Dr Morgan-Hughes, a senior consultant negisi at the National Hospital in
London, who had reaffirmed the diagnosis of ME auVised the parents that ME
patients usually respond poorly to exercise uhgitmuscle strength begins to improve;
he also advised that drugs could make the situatmnse.

Although he did not obtain his MRCPsych until 1986ring one visit by the Proctors to
the National Hospital in 1988, Wessely (then a 8eRegistrar in Psychiatry) entered the
room and asked Ean’s parents if he could beconmhiad in his case; desperate for any
help, they readily agreed. Wessely soon infornnedntthat children do not get ME, and
unknown to them, on 3 June 1988 he wrote to theciral Social Worker at Douglas,
Isle of Man (Mrs Jean Manson) thaEdn presented with a history of an ability (sic) to
use any muscle group which amounted to a parapleggether with elective mutatism
(sic). 1did not perform a physical examinatiort luas told that there was no evidence of
any physical pathology...l was in no doubt that thienpry problem was psychiatric
(and) that his apparent iliness was out of all poogon to the original cause. |feel that
Ean’s parents are very over involved in his car&éave considerable experience in the
subject of ‘myalgic encephalomyelitis’ and am absally certain that it did not apply to
Ean. | feel that Ean needs a long period of rehtbion (which) will involve separation
from his parents, providing an escape from his"lorld. For this reason, | support
the application made by your department for wargshi

On 10 June 1988 Wessely provided another repoBamProctor for Messrs Simcocks
& Co, Solicitors for the Child Care Department twe tsle of Man. Although Wessely
had never once interviewed or examined the chill,wrote 1 did not order any

investigations....Ean cannot be suffering from angnpry organic iliness, be it myalgic
encephalomyelitis or any other. Ean has a primasychological illness causing him to
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become mute and immobile. Ean requires skilled béitation to regain lost function. |

therefore support the efforts being made to en&ame receives appropriate treatment”.
Under his signature, Wessely wrote “Approved un8ection 12, Mental Health Act
1983".

In that same month (June 1988), without ever hawpgken to his parents, social
workers supported by psychiatrists and armed wi@oart Order specially signed by a
magistrate on a Sunday, removed the child undec@presence from his distraught and
disbelieving parents and placed him into “care”dese psychiatrists believed his illness
was psychological and was being maintained by &er“‘protective mother”. Everything
possible was done to censor communication betwseghild and his parents, who did
not even know if their son knew why they were ritmveed to visit him.

In this “care”, the sick child was forcibly thrownto a hospital swimming pool with no
floating aids because psychiatrists wanted to ptbatehe couldise his limbs and that he
would be forced to do so to save himself from drimgn He could not save himself and
sank to the bottom of the pool. The terrified dhitas also dragged out of the hospital
ward and taken on a ghost train because psychsatvisre determined to prove that he
could speak and they believed he would cry out in fewr @anic and this would prove
them right. Another part of this “care” includedegeng the boy alone in a side-ward and
leaving him intentionally unattended for over sevenurs at a time with no means of
communication because the call bell had been delibly disconnected. The side-ward
was next to the lavatories and the staff believedvbuld take himself to the lavatory
when he was desperate enough. He was unabledo dod wet himself but was left for
many hours at a time sitting in urine-soaked clsetimea wet chair. Another part of the
“care” involved the child being raced in his whéela up and down corridors by a male
nurse who would stop abruptly without warning, sogedly to make the boy hold on to
the chair sides to prevent himself from being tghpet; he was unable to do so and was
projected out of the wheelchair onto the floor, @hon one occasion resulted in injury to
his back. This was regarded as a huge joke bgtdie

In a further medical report dated" 5August 1988 for Messrs Simcocks, Wessely
expressed a diametric opinion from that of Dr Mordg#ughes, writing:* A label does
not matter so long as the correct treatment isifatgd. It may assist the Court to point
out that I am the co-author of several scientifapprs concerning the topic of “ME”....I
have considerable experience of both (it) and chitdl adult psychiatry (and) submit
that mutism cannot occur (in ME). | disagree thatiee rehabilitation should wait until
recovery has taken place, and submit that recoweily not occur until such
rehabilitation has commenced........ it may help therCtu emphasise that...active
management, which takes both a physical and psggiual approach, is the most
successful treatment available. It is now in eveg/e interests that rehabilitation
proceeds as quickly as possible. | am sure thaty®ne, including Ean, is now anxious
for a way out of this dilemma with dignity”.

Ean Proctor was kept in “care” and away from hiepts for over five months.
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Although this took place in 1988, such brutality 8ll happening in the UK: the
continued barbaric “treatment” of sick children tgrtain psychiatrists who profess to
specialise in ME was the subject of a Panoramarprome transmitted orf"8ovember
1999 and was profoundly disturbing (a videotaper@itg is available). Nothing seems
to have been learnt from the appalling case of Bractor and there is no question that
children with ME continue to be forcibly removedrn their parents and home; this issue
was raised by Dr Nigel Speight, a consultant pdgdian at the University Hospital of
North Durham with 20 years experience of childrethWIE, who in April 1999 reported
to the Chief Medical Officer's Working Group on “SRVE” that the frequency of
psychiatrists diagnosing the parents of childrethwME as having Munchausen’s
Syndrome by Proxy now amounted to an epidemic.e &aolby, Executive Director of
The Young ME Sufferers Trust (TYMES Trust) sa§§o have your sick child taken
from you, to be suspected of damaging them youjpsstinvhen they most need your care,
is an appalling experience”.

2. The case of Child X: Some ten years after her own nightmare experjekice
Proctor answered a knock at her door on the IsMarf and was surprised to find herself
confronted by a police officer who had been dirdd¢tequestion her by the Metropolitan
Police. Although at the time she did not know ipther child with ME in southern
England was being threatened with forcible remdreath his home if his parents did not
agree to his being admitted to a psychiatric hagpit an effort to protect the child from
inappropriate treatment and medical harm, his fathed surreptitiously taken him
abroad. When police officers broke into the houtseeems they found Mrs Proctor’s
name and address and she was therefore suspedsdisting the boy’s parents in his
disappearance and of harbouring him, which wasuentBelieving his son to be safe, the
father returned to the UK where he was arrested sedtenced to two years
imprisonment, a sentence he was happy to enduirgkirlly that his son was safe.
However, the child’s mother was then targeted dmeatened with imprisonment if the
boy was not handed over to a particular psychtaatsa Teaching Hospital. The
physically sick child was forced to spend seven tmsnunder the “care” of this
psychiatrist and was subjected to “active rehattibh”, during which time his condition
deteriorated considerably. He is now severelgntl terrified of health professionals.

The lengths to which these psychiatrists who haeeded their careers on “eradicating
ME” will go in order to obtain parental obedienamd the control they wield, is
extremely disquieting.

Professor Wessely, though, seems to be curioufdgtafl by elective amnesia over the
compulsory removal of children with ME from theianents: his involvement with the
wardship of Ean Proctor is incontrovertibly estabéd, yet in a Channel 4 News
programme on 2BAugust 1998 in which the case of Child X was belisgussed, when
asked by the presenter Sheena McDonald if thereegan be a case for the coercive
approach in situations involving forcible removéleochild with ME from the parents,
Wessely state@erbatim quote)You know very well | know nothing about these cases
and when Sheena McDonald aske8o‘you would agree that unless there is criminal
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abuse, there is never a case for a coercive appgrotactake children away from
parents?”, Wessely repliedverbatim quote)‘l think it's so rare. | mean, it's never
happened to me” Despite this denial on national television, ¢hés unequivocal

evidence that Wessely had been personally invoiwdthn Proctor’'s wardship and that
he had advised the local authorities to take tlimmadhey did. (Copies of Wessely's
letters and reports and a videotape recordingeoCthannel 4 News item are available).

The formal international classification of ME by the World Health Organisation

Although formally classified by the World Health ganisation in the International
Classification of Diseases (ICD) as a neurologdiabrder since 1969 (currently to be
found at ICD-10: G93.3), Wessely School psychitdrisave succeeded in a gradual but
consistent distortion of the clinical entity ME, lafenying its very existence and by
subsuming it within the heterogeneous label of “CFEhe term CFS was first coined in
the US in 1988 and at the time, it was indicateat ihwas intended to replace the older
term ME or to be considered equivalent to it, bugdsakly School psychiatrists have
increasingly equated “CFS” with other chronic faggstates (especially neurasthenia)
which are formally classified in the ICD as Menéald Behavioural Disorders (ICD-10
F48.0).

It is important to be aware, however, that ME remaclassified as a neurological

disorder in the ICD (with CFS listed as an alteneaterm for ME) and that the WHO
has confirmed it has no plans to re-classify thedttton as a psychiatric disorder.

Current Government policy concerning ME/CES

Whereas the American Medical Association has issu&tatement addressing the fact
that basic laboratory tests are insufficient for KES patients because it is known that
routine screening is normal in 90% of such patianis that more complex investigations
(such as immunological assays, nuclear medicineesang and gene expression
profiling) are essential to demonstrate the undwglypiological and physiological basis
of ME/CFS, in the UK current and future policy d@itds the non-investigation of
ME/CFS patients other than by routine screenindictates that no special provision or
facilities other than psychiatric clinics need eyided for the care of ME/CFS patients;
it dictates that no special training for doctorsaithe disorder is necessary; it dictates
the denial of appropriate medical care; it dictates there is no need for respite care
(and commissioning officers are advised accordingiydictates that State benefits for
those with ME be withdrawn unless patients agrgesye@hiatric intervention, whereupon
(as for all psychiatric disorders) a lower ratébehefit is payable; it approves the use of
Court Orders for the compulsory removal from tHesme of both children and adults
with ME under the auspices of the Mental Health Aqtatients decline psychiatric



18

intervention and it dictates that no biomedicaksgsh is necessary into the disorder and
that such research should not be publicly fundeGbyernment bodies.

What is ME and is it the same as Chronic Fatique Sylrome (CES)?

Myalgic Encephalomyelitis (ME). ME is not a new disorder; there are many reparts
the medical literature spanning at least 70 yeadsia April 1978 the Royal Society of
Medicine accepted ME as a distinct entity. It isesious and complex disorder which
can affect virtually every major system in the bpdyth neurological, immunological,

cardiovascular, respiratory, hormonal, gastroimest and musculo-skeletal

manifestations.

The cardinal features of ME are post-exertional cteudatigability (this bears no
comparison with ordinary “tiredness” or “fatiguer DATT (“tired all the time”, which is

a feature of many psychiatric disorders); profounalaise; intractable muscle pain in
specific groups of muscles (myalgia); variabilifysymptoms from day to day and even
from hour to hour, and chronicity.

Non-psychiatric research into ME is impressivés funded in the UK almost entirely by
small charities such as MERGWw.meresearch.org.)ilbut not by the larger charity

Action for ME, which has now chosen to support Gaveent policy and as a result has
received significant Government funding, This sesl deals with scientific facts, not
with beliefs, and there is an ever-increasing bofdgvidence from international centres
of excellence of a variety of biomarkers for ME o of the most significant being

inflammatory markers. The following evidence exists

neurological deficits - these are demonstrated by nuclear medicine igabs such as
SPECT scans (single photon emission computed tcapbgr a type of radionuclide
scanning) and MRS scans (magnetic resonance spegfrg) which demonstrate cerebral
hypo-perfusion, and PET imaging (positron emisdimmography) which shows brain
areas of hypo-metabolism

endocrine dysfunction- there is evidence of disturbance of the HPA éxypothalamic-
pituitary-adrenal axis) and of central adrenal fiisiency, with evidence of an impaired
stress response in that both the right and leftrairgland bodies are reduced by over
50%, indicative of significant adrenal atrophy

immune dysfunction - there is abundant evidence of an unusual anppnogpriate
immune response, with evidence that changes ierdift immunological parameters
correlate with particular aspects of disease symptology and with measures of disease
severity

vascular disturbances —there are specific disturbances peculiar to patiesith
ME/CFS, characterised in particular by orthostattolerance (this is not the same as
postural hypotension, stated by some psychiattstbe related to de-conditioning).
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There is evidence of very extensive damage to ttgothelium which lines all blood
vessels; it was found to be swollen and stiffened gesult of severe damage: damage of
this kind would compromise the blood supply to teep capillary beds in all tissues,
including nerve cells

mitochondrial abnormalities in muscle - there is convincing evidence that ME/CFS
patients reach exhaustion more rapidly than nosubjects. The use 6P NMR ¢'P
nuclear magnetic resonance) has now provided pestridence of defective oxidative
capacity: oxidative activity involves production AP (adenosine triphosphate, the
main energy releasing source of the cell) whichlmaseen and monitored in tissues. The
findings show that there is a continued loss oftqgaertional muscle power (giving an
additional loss of power), with delayed recovenydbleast 24 hours, whereas sedentary
controls recovered full muscle power after 200 neisu Further evidence shows that
some ME/CFS patients have persistent enterovirtisirwskeletal muscle tissue; these
are also findings consistent with delayed recoeémuscle power after exertion.

There is also evidence of increased neutrophil agsip (programmed cell death) in ME,
whilst evidence of higher levels of TG# (transfer growth factor beta 1), indicative of a
persistent viral infection or of a toxic state lh@en presented at international conference
proceedings on ME/CFS.

In health, the cells of endothelium that line evielgod vessel of every organ and which
provide the all-important blood-brain barrier hdight cell junctions that prevent many
compounds from crossing these membranes. Someicdisrare known to open these
normally tight cell junctions, allowing free trarmp of compounds that are toxic to the
central nervous system. When the gut wall, fotanse, has increased permeability, the
opioid peptides (casomorphin and gliadomorphin)okiwould normally be excluded are
absorbed into the blood stream, giving rise toudd#f symptomatology and systemic
dysfunction. Hypersensitivity reactions are comnmmME/CFS patients, especially to
cow's milk and gluten, as well as to many medicinalgs, particularly to anti-
depressants. The compromised gut facilitates #veldpment of a gut dysbiosis which
in turn can give rise to autoimmune disease, watty significant and chronic damage to
health.

Studies from both Israel and the US have shown M&ICFS has components of
autoimmune disease: immunohistochemistry has steohigh percentage of reactors in
these patients as in patients with lupus (anothtri@mmune disorder) which is a known
overlap condition.

Studies performed in the US on ME/CFS patients hgvewn prominent RNA not

observed in normal controls. RNA bands so far seged show homology with human
genes which are noted for their tendency for geearrangement under severe
physiological stress: environmental stresses wheslearchers are investigating include
the frequent and well-documented linking of thisedise with food and chemical
sensitivities. In the UK, a pilot study (funded bysmall charity, the CFS Research
Foundation) has found changes in 50 or so gengstiants with ME/CFS, from which it
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can definitely be concluded that many of the gehas show up are involved with the
immune system.

The exhaustion experienced by patients is extrémiag described in the Journal of the
American Medical Association in the following term&The disabling weakness and
exhaustion that a patient with (ME) CFS experieniseso profound that “fatigue” is
probably an insult” (J. Cuozzo: JAMA 1989:261:5:697).
Other distressing symptoms commonly arising inrtloge severely affected are:
* multi-systemic dysfunction including vertigo, dyseldrium and ataxia
» difficulty with swallowing (choking fits are not wommon and both adults and
children may require tube-feeding) and voice prdidunc(particularly if speaking
is sustained)

» episodic cardiac pain indistinguishable from myddarinfarction (heart attack)
and segmental chest wall pain

* pancreatitis

» frequency of micturition, including nocturia (blaeldand bowel control may be
insecure)

* pronounced vascular disturbance (leading for exartplan inability to use the
fingers and to the “ME headache”)

* inability to stand unsupported for more than a faaments with the ability to
walk only very short distances, requiring the uka wheelchair

» difficulty with simple tasks such as climbing staand dressing
» difficulty with breathing, with sudden attacks ofelthlessness requiring the
administration of oxygen (lung function studies édalemonstrated a significant

reduction in all parameters tested)

* in females, ovarian-uterine dysfunction is not umomon, whilst in males,
prostatitis and impotence may occur

* cognitive impairment may be profound
* hairloss is a recognised and documented finding

* an adverse reaction to medicinal drugs, especiallgnaesthetics, is virtually
pathognomonic.
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American and Australian research has shown thagtladity of life in this disorder is
lower than for any other chronic illness group &giam terminal cancer and that the
quality of life is uniquely disrupted on all levels

A major report by an ME charity (Severely Neglect®tE in the UK; Action for ME,
March 2001) found that 77% of sufferers experiensedere pain; over 80% had felt
suicidal as a result of the iliness; 70% are eittemer able, or are sometimes too unwell,
to be able to attend a doctor’s clinic; 65% (ieamhetwo out of three) have received no
advice from their GP on managing this iliness; 86f4hose who are currently bed-
ridden by ME report that a request for a home \bgita doctor has been refused, and
many people do not receive the State benefits tchwtihey are clearly entitled. (This
report is apparently no longer used by Action fdE Mvho have seemingly now joined
forces with the Wessely School in endorsing psydiiaterventions).

Suicide rates are very high, not necessarily bexpasents are psychiatrically disturbed,
but because the unavoidable isolation and the palysuffering are simply unbearable
without adequate support. The losses are manydimgj loss of career, loss of marriage,
loss of ability to be self-supporting and lossradependence. Although frequently told
that they do not look ill, patients may be sevenebapacitated and quite unable to fend
for themselves. Their suffering is compoundedd,is often the case, their means of
financial survival by way of State benefits is vdthwn because of Wessely’s dictum that
ME is a “non-disease({see below)Many patients are simply too sick to be forced to
attend psychiatric units and to participate in catapry “management strategies” which
involve exercising, but if they fail to attend, yhare deemed not to want to get better and
their State benefits are withdrawn because of Wgsstogmatic advice to Government
that ME is nothing more than an “aberrant illnestds”. There are many such known
cases, including those in which ME patients havenbiareatened with being sectioned
(ile. compulsorily detained under the Mental Heaktt) unless they comply with
psychotherapy.

In his Testimony before the US FDA Scientific Adwig Committee on 18 February
1993, Paul Cheney, Professor of Medicine and Doreof the Cheney Clinic, North
Carolina and one of the world’s leading expertdvEE/CFS, testified as follows:

‘I have evaluated over 2,500 cases. At best, & polonged post-viral syndrome with
slow recovery. Atworst, itis a nightmare of iaasing disability with both physical and
neuro-cognitive components. The worst cases hatledn MS-like and an AIDS-like

clinical appearance. We have lost five cases el#ist six months. The most difficult
thing to treat is the severe pain. Half have abnakF MRI scans. 80% have abnormal
SPECT scans. 95% have abnormal cognitive-evoked BE@ maps. Most have

abnormal neurological examination. Most have erimkeof T-cell activation. 80% have
evidence of an up-regulated 2-5A antiviral pathw89% of cases are unable to work or
attend school. We admit regularly to hospital vathinability to care for self”.
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In the February 2000 issue of the American Jouaidledicine, Anthony Komaroff,
Assistant Professor of Medicine at Harvard, sumsearikey points in an Editorial:

“Many controlled studies have compared patientaige-matched and gender-matched
healthy control subjects. The evidence indicatgh@ogy of the central nervous system
and the immune system. There is considerable mv@&om different investigators,
using different techniques and different grouppatfents, of a state of chronic immune
activation. In summary, there is now considerablalence of an underlying biological
process in most patients (which) is inconsistett wie hypothesis that (the syndrome)
involves symptoms that are only imagined or angulibecause of underlying psychiatric
distresslt is time to put that hypothesis to rést

As long ago as 1994, Professor Paul Levine fromUBeéNational Cancer Institute stated
“the spectrum of illnesses associated with a dysk@gd immune system must now
include (ME)CFS” and the Centres for Disease Control now take tiserder so
seriously that it has been designatedsarious legitimate diagnostic Priority One
disease of public health importance”

In the UK, the very existence of ME is denied: pegitrist Simon Wessely advises that
ME is a “non-disease” and he has personally resiflad CFS as a mental disorder in
UK reference manualee below)He asserts that the disorder exists only because of
“artefacts of medical specialisatord@nd he advises that such disordsisould not be
dignified by their own formal case definition analdy of research”(Functional somatic
syndromes: one or many? S Wessely, C Nimnuan, &gghLancet 1999:354:936-939).

What is CES?: In the 1980s in the US (where there is no NHSraodt of the costs of
health care are borne by insurance companiesintigence of ME escalated rapidly, so
a political decision was taken to rename ME as ‘theonic fatigue syndrome”, the
cardinal feature of which was to be chronic or @mmng “fatigue”, a symptom so
universal that any insurance claim based on “tiesgi could be expediently denied. The
new case definition bore little relation to ME: ebjions were raised by experienced
international clinicians and medical scientistg,ddlobjections were ignored. In 1991 in
the UK, Wessely and Sharpe were amongst a groughwitoduced their own criteria for
“CFS” and this definition became known as the Oaforiteria. In 1994 these same
psychiatrists were instrumental in yet anothergiewi of the criteria known as the CDC
or the Fukuda criteria because they were produoeethe auspices the US Centres for
Disease Control. Of great significance is the taett both the Oxford and the CDC
criteria specifically include psychiatric condit®mwhich are known to feature prolonged
“fatigue” or “tiredness” and, crucially, they spkcally excludeall physical signsfrom
the case definition of CFS, including the signsiefirological disease which had been
noted in the ME medical literature for many yearfwus the quite specific neuro-
immunological disease ME became subsumed withitnéterogeneous label of “CFS”.

This marked a turning point in the “eradication” ME by psychiatrists and of the
campaign to designate CFS as a “mental” disorder.
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Are both camps studying the same disorder?

Disconcertingly, the editors of both the CMO’s Repdf January 2002 and the Medical
Research Council’'s subsequent document settingiteupreferred strategy for the

direction of future research in “CFS/ME” (released ™ May 2003, the editor being Dr

Chris Watkins, whose position at the time was MRGgPamme Manager for Research
on Mental lliness) persistently refused to heeccadpd calls for accuracy: when draft
copies of both Reports were studied, the same itapbrerror appeared in both

documents and was pointed out but was deliberag¢dyned in the final version of both

reports. That error relates to the classificabbNME and of CFS in the ICD and it reads:
“Currently, CFS and ME are classified as distindhaksses in the World Health

Organisation’s International Classification of Dages” (CMO’s Report 2002:1.4.1).

As this error was pointed out to the editors ofhbogports long before they were
published, it cannot have been an over-sight tietror appeared in the final versions
of the reports and it may well have been expediencéhe part of the Wessely School
psychiatrists who dominated both repdgsse below)

This error is easily shown to be erroneous: CF8aarly listed at G93.3 as a term by
which ME is also known, whilst other syndromes bfamnic fatigue are listed under
Mental and Behavioural Disorders at F48&.cateqory from which ME/CES is
expressly excluded by the WHO. Moreover, the WHO has confirmed that it is
“‘unacceptable”for the same disorder to be classified in twoedé@ht places and does not
accept this to have occurred.

It is necessary to be aware that the patients estiuloly Wessely are largely obtained from
either his own 1991 Oxford criteria or from the #98DC criteria which he helped to
develop, neither of which selects those with ME.

It is increasingly accepted that it is inappropigt synthesize results from studies of this
illness which use different definitions to seletidy populations (A Comparison of
Diagnostic Criteria. Jason et al: Evaluation aneé tHealth Professions: in press
December 2003), but Wessely is well-known for usihg terms “fatigue”; “chronic
fatigue”; “CFS” and “ME” interchangeably, even thghuthey may represent totally
different patient populations. He has been stmigecriticised for this in, for example,
the Quarterly Journal of Medicine (QJM 1997:90:7723), where Hedrick succinctly
pointed out his mischaracterisation of the factd aated that it is unacceptable for him
to summarise a wide variety of studies, in thisecdsmawing conclusions across seven
studies which were based on different patient paganis -- from simple fatigue of 30
days to severe chronic fatigue of decades — witlamldressing the adequacy of the
analysis performed. (In his article, Wessely elefh out findings from cited studies
which did not support his own pre-determined cosicns). To quote HedricKStudies
and review articles on psychiatric factors and ChR&ed to be subject to the same
standards of scientific inquiry as studies investilygg organic factors, lest the theoretical
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stance of the researchers / authors turns out totH®e most powerful predictor of
results”.

Wessely is always at pains to point out that omplgittents” refer to the disorder as ME
and that those with superior knowledge (ie. dogtter to it as “CFS”.

Until the issue of case definition is accuratelgi@s$sed and is beyond doubt, it seems to

serve Wessely's purpose very well indeed to enthateclinical obfuscation continues to
abound around ME and CFS.

The published views of the Wessely School on ME

Wessely continues to be overtly patronising in émcounters with ME/CFS patients
whilst continuing to mock and denigrate them innp@and in his behaviour with his
colleagues, where those with ME are the subjechisfill-concealed ridicule and
contempt, as exemplified when he gave th&Bot Slater Memorial Lecture at the IOP
on 12" May 1994 (of which an audiotape recording exisEle title of his lecture was
revealing: “Microbes, Mental lliness, The MediagdlE: the Construction of Disease”.

The sheer cumulative extent of Wessely’s denignatb ME patients as set out in his
published works over 16 years has to be read feselhto be believed.

For convenience, attached as an appendix to thisrdent is a short compilation of
referenced quotations from the published works &/GFS of both Simon Wessely and
Michael Sharpe, which speak for themselves.

Extracts from many of Wessely's published papemnfri987 to 1999 have been
compiled in two spiral-bound volumes for ease afess and are available at cost price
on reques(see Further Reading)

Wessely is well-known for his published views on MBne of the best known dates
from 1993 when, together with Anthony David, he teran the Lancet (Lancet
1993:342:1247-1248) in unmistakable terffi$1ie inclusion in the tenth revision of the
ICD of benign myalgic encephalomyelitis under Ds=saof the Nervous System seems to
represent an important moral victory for the sedffn groups in the UK (but)
neurasthenia remains in the Mental and Behavioldaorders chapter under Other
Neurotic Disorders. Neurasthenia would readily fexe for ME. Applying more
stringent criteria for CFS in the hope of revealiagmore neurological sub-group
succeeds only in strengthening the association p#tychiatric disorders What is
strange is that the authors seemed not to knowithd®93, ME had already been
classified under Diseases of the Nervous Systemlfoost a quarter of a century.
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Wessely believes thatThere lies at the heart of CFS, not a virus or imeudisorder,
but a distortion of the doctor-patient relationship(Chronic fatigue syndrome: an
update. Anthony J Cleare Simon C Wessely. Updaf" August 1996:61-69).

In another paper, Wessely claims that ME existdy because well-meaning doctors
have not learnt to deal effectively with suggestiphtients” (Psychological Medicine
1990:20:35-53).

Wessely concluded his major Review of the Post\kedigue Syndrome (yet another
ICD term for ME/CFS) in the prestigious British Medl Bulletin by citing medical
comments on patients between 1880 and 1908, wehclkbkar implication that such
descriptions apply equally well to today’s ME sudfies: ‘always ailing, seldom ill; a
useless, noxious element of society; purely meast#s; laziness, weakness of mind and
supersensitiveness characterises them all; theotesf the busy physicidn (BMB
1991:47:4:919-941).

In one medical textbook, Wessely wrote about ME/@R8ents thatthe description
given by a leading (doctor) at the Mayo Clinic ransaccurate: ‘the doctor will see that
they are neurotic and he will often be disgustethwhem’ ” (Chronic fatigue and
myalgia syndromes. Wessely S. _ Rsychological Disorders in General Medical
Practice. eddN Sartorius et al Hogrefe & Huber 1990)

In relation to patients with ME/CFS in a paper onetlically unexplained symptoms”,
Wessely stateSPatients with functional somatic symptoms are gradly viewed as an
unavoidable, untreatable and unattractive burdéiRatients with medically unexplained
symptoms. Alcuin Wilkie Simon Wessely. British ulnal of Hospital Medicine
1994:51:8:421-427).

Such has been Wessely’s “help” to ME/CFS patients the last sixteen years of almost
supreme reign over their fate that they are fretjyebused by busy physicians whose
views are based upon the misinformation with whibky have been targeted and
bombarded by the journals and the medical tradsspfever which Wessely exerts so
much editorial control) to the virtual exclusion opposing views. Busy practising

clinicians rarely have time to study the internatibmedical literature which presents a
very different picture.

Wessely's own literature output is prodigious; las huthored well over 200 papers, so it
is necessary to be aware that a database searCNEICFS” is dominated by his
publications and that he promotes himself as advexpert in “medically unexplained
symptoms”, a category in which he and his adheréntdy place “CFS”; it is easy,
therefore, for the uninformed and disinteresteldganisled about what is actually known
and published in (non-UK) peer-reviewed journals#ME/CFS.

Wessely does not hesitate to refer to himself asedico-legal expert, in one instance
claiming ‘1 frequently act on behalf of CFS/ME sufferershait dealings with insurers
(see belovior his involvement with insurance comparniaad the courts ---indeed, | was
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the principal expert witness in two recent mediegdl cases concerning CFS. In the
first, the sufferer was awarded £160,000 and theosd £320,000. These are the only
two cases of their kind in the UK'The published response pointed out that in thee tw
cases to which Wessely referred, he was one oé timedical expert witnesses in both
cases and the £320,000 was an out of court settleiflee £162,000 was awarded in the
High Court in December 1992 but was withdrawn bse¢happeal court judges who
accepted Wessely's testimony that the plaintiffiGgnosed ME sufferer) wasuffering
from at least some degree of psychological disdrdidence which was given without
Wessely ever having examined the appellant. Imate that there were only two such
cases in the UK, Wessely was misleading, to sayeast: in reality, at that time seven
similar cases either had been or were going thrabhghBritish legal system. (CFIDS
Chronicle Spring 1994:14-18 and Summer 1994:77-79).

Wessely is ceaseless in his efforts to discredit &nl its hapless sufferers: in early
2002, at his instigation the British Medical Joumraa a ballot asking doctors to vote on
which diseases they considered to be “non-diseasésth are best left medically
untreated: Wessely proposed ME. Along with ear-aesumulation, nail-chewing and
freckles, ME was voted a non-disease, and in A002 both broadsheet and tabloid
newspapers ran banner headlines proclaimi@pesity and ME are not diseases, say
doctors”. He appears indifferent to the fact that the séigmh having a “non-disease”
could not fail to make things worse for sufferaezsrtainly it is the case that since the
BMJ poll, many more ME patients have been removélowut notice from their GP’s
list, in one specific case, a very sick ME patig@s brusquely informed thaflhis
practice does not treat non-diseases”.

As a direct result, an unknown number of ME paseare simply left to suffer and die at
home without any medical care or support.

lllustrations of Wessely’s influence over the natinal perception of ME/CES

The WHO Guide to Mental Health in Primary CardVessely's determination to
eradicate ME as a legitimate medical disorder seameer to cease. In 1997 he
deliberately included ME in the WHO Guide to Menktsalth in Primary Care. This
Guide, available to all GPs in the UK, was produbgdthe UK WHO Collaborating
Centre at the IOP, so it legitimately bore the Wid@o. However, Wessely’'s covert re-
classification of ME was effected without the apmoof the World Health Assembly
and the WHO has confirmed in writing that what Wagspublished about the
classification of ME in the UK Guide to Mental Hdwain Primary Care did not carry
WHO approval, statingit'is possible that one of the WHO Collaboratingh@es in the
UK presented a view that is at variance with WH@3sition”. When on 18 August
2003 the Countess of Mar wrote to Wessely's Dearthat Institute of Psychiatry
(Professor George Szmukler) raising concerns atheuérroneous inclusion of ME as a
mental disorder, his reply of 27August 2003 failed to address the issues raised an
instead consisted of a paean of praise for Wesdelgribing him aSone of the most
outstanding medical researchers in the UK, and eddmternationally (and he) has been
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awarded a Research Medal by the Royal College géielans (specifically for work on
CFS). The Institute of Psychiatry has every reagsdmve confidence in the quality and
integrity of Professor Wessely's researcht’later transpired that the Dean had co-edited
a psychiatric text book with Wessely’'s wife, als@sychiatrist and a Senior Policy
Adviser to the Department of Health.

The NHS Information Authority (NHSIA)this is a body which was set up in 1999 to
disseminate approved information throughout the NHBe fact that the WHO so
unequivocally distanced itself from the UK GuideMental Health in Primary Care did
not prevent Government Ministers and the NHSIA fratying upon the Guide in their
own database of mental disorders, both as a smfragormation from Ministers to
Members of Parliament and also for distributiorotighout the entire NHS, with dire
results for ME sufferers. In various letters to $yithe Parliamentary Under Secretary of
State for Health (Stephen Ladyman MP) refers toUkeGuide to Mental Health in
Primary Care asthe WHO Guide; mistakenly conveying the notion that he was
referring to a Guide produced by the WHO itselfdeneva (whereas he ought to have
been referring to the UK WHO Collaborating Centtehee I0P) and stating about the
Guide“Although WHO were initially keen to use the temeUrasthenia’, they eventually
decided to call the section “Chronic Fatigue andr@hic Fatigue Syndrome (may be
referred to as ME)” In one letter dated 39ugust 2003, Stephen Ladyman provided
false information for Dr Liam Fox MP, erroneoustgting that the current version of the
ICD classified CFS in two different placéas Neurasthenia / Fatigue Syndrome in the
mental health chapter (F48.0) and as Post Viralifla¢ Syndrome / Benign Myalgic
Encephalomyelitis in the neurology chapter (G93.3Jhis is quite unacceptable,
because, as mentioned above, the WHO itself hagmme that this is not the case, and
that ME/CFS is expressly excluded from F48.0. totik until 2003 before “patient
power” finally succeeded in securing an erratunttewebsite of the Royal Society of
Medicine (publishers of the Guide) but to date (@aber 2003), the NHSIA has still not
corrected its website and continues to classify GHS as a mental disorder.

The House of Commons Libraryit is known that MPs are provided only with
information on ME/CFS which endorses a psychiaaetiology, in particular with a
Research Paper prepared for MPs by Dr Alex Sleafttine Science and Environment
Section of the House of Commons Library (98/107¢c&eber 1998) which is simply a
re-hash of the discredited Joint Royal Collegegéteof 1996(see below) Many letters
exist from MPs which testify to this. This is degpthe fact that medical textbooks,
papers, journals and international conference tepanich demonstrate an organic basis
for the disorder are known to have been placetert-touse of Commons Library for the
use of MPs. It has been ascertained that thenr#ton supporting an organic basis has
been removed to the Library archives, so unlegdiRrwas sufficiently well informed to
know what s/he was asking for by name, it is diffidor them to access such material.

The Official Secrets Act:During the life (1998-2002) of the Chief Medidafficer's

Working Group on ME/CFS, members were ordered maigcuss the deliberations and
were even threatened with the Official Secrets A@ocuments available). If the
psychiatric lobby which dominated that Working Gpois so confident that they are
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right, why the need to force the suppression ofosgpg views by resorting to threats of
prosecution under the Official Secrets Act in a Wog Group that had nothing to do
with State security but was supposed to be actimplg in the best interests of sick
people? This is in marked contrast to the “Keykirmy principles” set out in the first

Briefing Note of March 1999, which states THe Group must have maximum
‘transparency’ ie. as much information about itgieities to be distributed as possible to
all potential interested parties”.

The Media: The UK national newspapers frequently run headlisuch asME’s mainly

in the mind---Study reveals yuppie flu can be curggositive thinking(Daily Express,
5™ January 1996, about one of Mike Sharpe’s studird)ME is just a myth, sufferers
told” (Sunday Telegraph, 0November 1994, about the conclusions of 150 Britis
psychiatrists attending a pharmaceutical conferdncgersey). On'%May 1996 the
Daily Express carried an article by Jonathan Miflem America, which ran with the
headline Chronic Bandwagon Diseasah which he referred to CFS &ompletely
Fictitious Syndrome”.

Medical Trade Journals The medical trade magazines (widely distribufezk to
doctors, especially to GPs and to hospital libeabg the drug companies) have made a
point of promoting psychiatric interventions foioe with “CFS” and of mocking and
denigrating sufferers from ME/CFS in a way they Wonot dare do about patients with
multiple sclerosis or other neurological disordeest, ME is formally classified by the
WHO as a neurological disorder. For example, dAgdril 1994 “GP Medicine” carried a
bold banner headline proclaimingGPs despise the ME generatigrén 12" January
1995 “Doctor” magazine ran a feature called “BluffeSuide” by Dr Douglas Carnall, in
which he wrote Modern bluffers prefer the term chronic fatigue dsome....if they
really insist on a physical diagnosis tell them ahic fatigue syndrome is a complex
disorder in which multiple biopsychosocial factoase mediated via the anterior
hypothalamus ---in other words, it's all in the m@inOr, if you're feeling tired, you could
always refet; “Doctor” magazine also ran a quiz by Dr Tony Qepfield (known to be
the pseudonym of a GP in Essex) in which GPs w&edto choose from four possible
answers to the questiéwhat would be your initial response to a patienépenting with

a self-diagnosis of ME?” The correct answer wa$or God’'s sake pull yourself
together, you piece of pond life"One of the worst and most damaging examples was
published on 29 October 2001 in “Pulse” in a series called “Clesidor the new
generation of GPs”. The item on which three GRwigled their approach was entitled
“ME patient with litigation history demands inapprae therapy and the approach
provided by Dr Mary Church (this is her real namsiee is a Principal in a practice in
Blantyre, Scotland and most disturbingly of allesh a member of the British Medical
Association medical ethics committee) was partidplacontemptuous but is not
untypical: ‘Never let patients know you think ME doesn't eaistl is a disease of
malingerers. Never advise an ME patient to makevéew appointment. At the end of
the consultation, | say goodbye, not au revoirwas refer ME patients to a local
expert. It's a wonderful way of passing the Bucklthough some of these items are
doubtless intended to be amusing, it is not appatpifor a doctor to write with such
contempt abouwdny iliness, physical or psychiatric, which ruins vand quite frequently
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causes death, and these items are damaging bet@yskend credence to what many
doctors privately admit they still believe (ie. VBel/'s view that ME does not exist and
that “CFS” is a psychiatric disorder).

Disgraceful treatment of ME patient®n Sunday 1BJune 2003, Clare White, a woman
in her early 60s (a graduate who taught Frenchndumer professional academic career
but who has been severely affected by ME for mararg) was taken ill: being unable to
contact her GP (because the surgery had only amesimg machine telling patients to
telephone NHS-Direct) she was forced to telepho®@ far an ambulance. She was
taken to the A & E Department of a flagship Londwmspital in great distress, suffering
from acute renal colic and vomiting. On arrival shas seen by a very helpful, polite,
considerate and conscientious junior doctor wharexad her and found that she had
many abnormalities, including blood in her urinele asked her if she had any other
diagnosis, so she told him she suffered from MEe ddarted to organise various
investigations, including an IVP (intravenous pyghlim), informing her of what was
proposed. The woman then heard him discussingdss with a more senior colleague
just outside her cubicle and was dismayed to Heasenior doctor instruct the junior
doctor to do nothing because ME was a “personatitgblem which did not need further
investigation. She definitely heard this said velgarly. The junior doctor repeated
forcefully that the abnormalities he had found madhing to do with ME and that she
needed investigating. The two doctors had a heatpdnent, the outcome being that the
junior doctor, although clearly very angry, wasgs@rised into not investigating further.
In her own words, “a stop was put on the workst hiis credit, the junior doctor, who
was visibly uncomfortable, arranged a wheelchaid @mbulance transport for the
woman to be taken home. She lives alone and hasiado look after her. The pain has
now spread to the bladder region but she is remgivio medical care and no social
support. No-one wants to know and no-one cares.

Medical Insurance:ln December 2003 a professional woman teleph@®@A with a
view to taking out private health insurance; shesvasked if she suffered from any
chronic physical disorder, to which she repliedt tstze suffered from ME. The reflex
response of the clerk was “Oh, that's not a plalsisorder”.

lllustrations of Wessely’s influence over the intemational perception of ME/CES

Wessely's influence is not restricted to the UKnwdny available, just two illustrations
(one from Australia and New Zealand and one from&da) are presented here.

The Australian CES Report 20QZhronic fatigue syndrome: Clinical practice gelides
---2002. Report of a Working Group convened untler auspices of the Royal
Australasian College of Physicians. Medical JouwfaRustralia 2002:176: S17-S55).
This Report virtually echoed the UK Joint Royal [Egks’ Report of 1996 and was
comprehensively condemned as seriously flawed. ©®peal review is that of Dr
Abhijit Chaudhuri, DM, MD, MRCP(UK), Clinical SenioLecturer in Neurology,
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University of Glasgow and Consultant Neurologistondpecialises in ME/CFS:This
document contains many flawed statements and ods@ng (and) the accounts appear
biased and inaccurate. | have deep concerns alloeitselectivity of the literature
review. The document has over-emphasised the mehalmodel and has failed to
review the appropriate literature on the neurologihe paper has devoted much of its
clinical discussion on the comparison of psych@ttisorders with CFS. The quality of
references and review on the neurological aspeC@FS is very poor, with omissions of
research carried out by international groups in thast three or four years. The cited
references show a skewed representation of a godypsychiatrists. The guidelines
show a preference for cognitive behaviour therapy graded exercise therapy and
ignore criticisms and the flawed designs of thalsriupon which their success has been
claimed. Many areas of the text appear highlynamated in favour of the psycho-
behavioural model of CFS. The document cannotdeemmended since it does not
reflect the cumulative base of knowledge on CFS”.

Notwithstanding intense international criticismwias this same Australian Report that
formed the basis of the MRC’s 2003 Report on theeafion of future research in
ME/CFS from its Research Advisory Gro(gee below)

A Canadian reference book: Whiplash and Other Uséfiesses (a medico-legal
reference book by Andrew Malleson, published in20§ McGill-Queen’s University
Press, Montreal and London). This supposed referdrook is one of the worst in
existence and is a shameful display of ignorancehenpart of its author. He cites
Wessely in his references and in the chapter hedéladssing Whiplash: Copycats and
Fashionable llinesses” vents his undisguised veonmlE/CFS patients :

“Somatizers had dropped neurasthenia like a hotlyriFatigued somatizers needed a
new diagnosis (so) they developed “chronic fatigyedrome” (CFS) in North America
and “myalgic encephalomyelitis” (ME) in the Unitedingdom. Chronic fatigue
syndrome has gone from strength to strength. ItaBrin the mid 1950s, an apparent
viral illness featuring muscle pains and severgjia hit 292 members of the staff at the
Royal Free Hospital in London. The illness waslyablicized by the media and, in a
familiar pattern, people all over the country sazame down with it; many are still doing
so. The Royal Free epidemic was first christeneactphalomyelitis” but because no-
one died, the illness was re-named “benign myadgicephalomyelitis”. Its victims soon
dropped the “benign” so the condition is now knowsimply as “myalgic
encephalomyelitis”. Shorter comments “The diselabel alone was a triumph of the
longing for organicity over science”. At the enfithe 1980s, conventional medicine
focused on the acquired immunodeficiency syndrdme@S. AIDS left its victims in a
chronic state of exhaustion. In the typical wawttiiashionable illnesses have of
acquiring serious-sounding pathology, CFS quickigarporated this concept. The
chronically fatigued promptly renamed their illneSshronic fatigue and immune
dysfunction syndrome (CFIDS), a condition satigatt endowed with all the
pathological glamour of AIDS, but respectable. frthe medico-legal point of view
(lists produced by itemizers of symptoms) are almgale. They provide lawyers with
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symptoms over which they can litigate and healtbganactitioners with the ability to
charge insurance companies for treating practicalyy symptoms of which a patient
might choose to complain. Victims of CFS and MEg the neurasthenics before them,
are mostly young to middle-aged women from the lmidtd professional classes.
Epidemics of ME, CFS (and) environmental hyperseitgi do not occur in the
industrially underdeveloped countries. Fashions afftlence go together. Before the
days of the welfare state, only the well-off caaffdrd a fashionable illness, although as
sickness benefits and compensation payments hade tima luxury of pseudo-illnesses
more accessible, these illnesses have trickled dbensocial pyramid. | have used the
word “victim” to designate the sufferers of fashade illnesses. | have done so
deliberately, because these sufferers are quicddipt the victim role. They often see
themselves being harmed by members of the medizf@lsgion who inflexibly refuse to
recognize the validity of their suffering. As wedlucated members of the middle and
professional classes, these victims are often vadalbcates for their own anguish.
Despite their fatigue, literate victims of fashida illnesses have displayed
inexhaustible energy writing, arranging meetingslgroselytising on behalf of their
particular fashionable illness. Victims aim much their copious literature at the
unbelieving doctors and their callous disregard $orch illnesses (because) in order to
provide compensation or support, insurance compmaaiel government social services
require medical validation of the illness. Somectdos, perhaps out of a sense of
scientific integrity, out of bloody-mindednessgewen, as the claimants for fashionable
illnesses sometimes maintain, because of paymemsrsurance companies, refuse to
validate these pseudo-illnesses. Responsible memlbé¢he medical profession have
difficulty providing authentication when no evideraf any disability exists”.

Andrew Malleson was born and brought up in Englantiis now a psychiatrist with
Toronto University Health Network; he is also pswgthic consultant to the Canadian
Government Occupational Health and Safety Agenisyparticular interest is in the uses
and abuses of iliness, especially illnesses tleaindentionally or unconsciously feigned.
He has done medico-legal work for the last 15 years

Malleson seems entirely unaware of a well-recoghigeblem in modern medicine,

namely, that medicine does not listen to patientsraore, nor does it pay any regard to
symptoms: it only respects laboratory results.niCél practice (the very foundation of
medicine) is now ignored. In a nutshell, thera urrent misconception that evidence-
based medicine means laboratory-based medicineewhabjective clinical observation

is accorded lower evidential weight than laboratoxgasurements. If no cutting-edge
laboratory investigations are to be permitted @surrently the case for ME/CFS

patients), then the politically desiredatus quowill prevail and the advancement of
medical science will continue to be actively obsted by corporate control.

Tactics of denial
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It is not only upon ME/CFS patients that Wesseljp@xt psychiatrists seek to impose
their preferred but unproven psychotherapy regiroiser related conditions for which
these particular psychiatrists promote their owgime include almost any syndrome for
which medicine does not yet have an explanatidghegxact, confirmed pathoaetiology,
for example, fibromyalgia, multiple chemical seidty, chronic low-dose
organophosphate poisoning, Gulf War syndrome, prastiual tension, irritable bowel
syndrome, and atypical chest pain. PsychiatristseoWWessely School deny the physical
reality of all these conditions, asserting thatythee all one and the same psychiatric
condition. (In the case of irritable bowel synu (IBS), it has now been shown not to
be a “psychological” disorder at all: Americangaschers have demonstrated molecular
alterations in serotonin signalling in the gastrestinal tract and that IBS is caused by
altered gut biochemistry).

In relation to Gulf War syndrome, Wessely claimattulf War veterans have a three-
fold increase in somatoform disorders: despitefétoe that in the UK alone, over 500

formerly healthy, tough young men have died, Wasdehies the existence of any such
syndrome and has advised the Ministry of Defena¢édhe of the biggest risk factors for
a soldier to develop ill-health following deploynteto the Gulf is the fact that s/he

knows another deployed person who has developadilarsiliness.

Denial of the known and available evidence

Denial of existing evidence is currently populay those who see themselves as
“revisionists”, and such people are extremely dangg, as they seem to believe that they
and their like-minded colleagues alone have theogedive to define reality.

on 29" April 2000 Channel Four transmitted a programméitled “Denying the
Holocaust”which revealed the tactics used by “deniers” @ tuth (in that case, the
reality of the Holocaust).

Whilst in no way comparing the suffering and atties imposed upon Holocaust victims
with the suffering imposed upon those with ME/CKSlbctors who do not believe in it,
it may nevertheless be salutary to examine thdaities in the tactics and methods used
by “deniers” and “revisionists” of whatever disars.

Referring to David Irving (the subject of the lelmgtlegal action involving Penguin
Books and Professor Deborah Lipstadt, who was tilecsubject of the programme).
Lipstadt branded Irving“one of the most dangerous of the men who call Hedves
revisionists”. The narrator saidfamiliar with (the)...evidence, he bends it until it
conforms to his ideological leanings and politieglenda”.

Such allegations have been made about Wesselyaimoreto what he publishes about
ME/CFS.

Tactics used by “deniers” were identified in thegnamme as including the following:
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manipulation, distortion, deliberately portrayingrngs differently from what is known,
falsifying facts, invention, misquotation, suppiiess illegitimate interpretation, political
re-modelling, exploiting public ignorance and initiation.

Deniers take liberties with facts, and what is éedtis often more significant than what
is included.

A falsifier uses many different means but all thesehniques have the same effect ---
falsification of the truth and denial of reality.

Other tactics include the following :

» deniers aggressively challenge others’ views, dlagnthat others have no proof,
and challenge them to validate the establisheds fanod to produce proof to
standards specified by the deniers themselvesdowhich they do not require
theirown“evidence” to subscribe

* deniers claim that “pressure groups” are activarnsgahem and are attacking
both them and the truth

» deniers claim that there are “orchestrated camgaiggainst them

» deniers agree, prepare and organise as a matpeliofy a systematic strategy
amongst themselves

» deniers show a readiness to jump to conclusiorsveny occasion

» deniers endeavour to rationalise their own ideolagy for their own ideological
reasons they persistently and deliberately misesme and manipulate the
established evidence

» deniers fly in the face of the available evidence

» deniers engage in “complete deniability” which Imaghing to do with genuine
scholarly research.

Tactics of denial used in relation to ME/CFES ashwegsical disorder

Revisionism and denying known evidence in medicnmeowhere more apparent than in
the case of ME/CFS, and the choice of Governmeimlicakadvisers is a matter of great
economic impact.

To policy makers and physicians in a cash-strapyid8, the advantages of denial must
seem attractive. The last thing needed is a desehgch threatens the health of hundreds
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of thousands if not millions world-wide, so accegtiadvice which promotes the view
that the condition in question is neither new nartipularly disabling (and that the
disorder is largely self-perpetuated) makes instodnomic sense, especially if the
advice also recommends that granting state benefitsose affected would be not only
inappropriate but counter-productive.

In ME/CFS, denial is directed at undermining th@enence and expertise of doctors
who hold different views from Wessely School psythists.

In medicine, denial ought to be very rare due togbker-review system, but in the case of
ME/CFS, many peer-reviewers and editors of jouraplsear to share the same views as
the deniers, so that articles and research papeichvehow a lack of objectivity and
which misrepresent the existing literature and Wwhimake unsubstantiated claims
abound, with the consequence that readers arecdatidby misled.

In the UK ME/CFS literature (mostly as a result thle assiduous activities of
psychiatrists of the Wessely School), there isenad of a systematic attempt to deny the
severity of the symptoms, the role of external eauend the nature of the iliness. Such is
the profundity of articles, reports and researclpeps produced by this group of
psychiatrists that there is now a widespread bétiaf ME/CFS is not a disorder which
requires money to be spent on specialist tests roregpensive virological or
immunological research, let alone on long-term s&ds benefits.

It may be informative to compare the tactics ofidelsted above as identified in the TV
programme with a selection of methods and tactesduby those engaged in denial
activity relating to ME:

» Deniers consistently ignore existing evidence whmintradicts their own
preferred theories: they disregard evidence, ttmesconstrue findings, they
distort figures and they speculate.

» Deniers apply a double standard to the evidendbey support their own claims
with a select choice of studies, with flawed reskdie. with research which has
been shown to be flawed in the medical literature), and wih mass of
generalisations, whilst insisting that the oppositiprovides irrefutable proof.
These authors down-play and attempt to overlooknsistencies in their own
research.

» Deniers challenge the expertise of those with wiloay disagree, implying that
their own claims are based on balanced scientdifwkrship whilst those of
others are based only on myth.

» Deniers portray sufferers agtimisers claiming that it ipatientswho are guilty
of targettingpsychiatrists who then portray themselves as the vulnerable and
wronged group. There is reference to “vicious camgps” organised by
“pressure groups” and to unreasoned hostility @nptart of the patients.
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Deniers minimise or trivialise the distress andiesuig of those with ME/CFS,
alleging that patients exaggerate their symptondssaiffering.

Deniers promote the view that patients have ondgyribelves to blame, and that
the problem is therefore not external but internal.

Deniers often include a totally reasonable and atrowersial supposition, (for
instance, that decisions must be based upon thesbiekence), which gives the
impression that their other arguments must be égredsonable and valid.

Deniers often suggest or imply that patients aretivated by financial or
secondary gain (even though there is not a shrevidence to support such a
claim), and that their claims for state benefits anjustified.

Any negative characteristics of a minority of patgeare typically generalised and
ascribed tall ME/CFS patients, without any supportive evidence.

Deniers suggest or imply that patients have forblielpowers, for instance that
they are able to influence certain institutionsittthey get the media on their side
and even that they have managed to influence thedWAalth Organisation. It
is also alleged that patients use such tacticsisoepresent the situation to lead
others astray.

Deniers even re-write medical history and altepithat it appears to support their
own claims (this is certainly demonstrable in pisgchiatric interpretation of the
ME literature).

Deniers may attempt to rename or reclassify thaitmm (for example claiming
it as a modern form of an old (psychiatric) ilingss

Deniers make inappropriate comparisons betweenregmes, suggesting that
they are all simply the same (psychiatric) syndrpigne@oring or downplaying any
specific and / or unusual features which are presen

In the case of ME/CFS, it seems apparent thatatiecs of denial which were exposed
in the Channel Four programme mentioned abovenaieed being implemented by the
psychiatrists of the Wessely School; out of the ynamailable illustrations, just the
following are provided:

On 25" April 2000, Dr Michael Sharpe of Edinburgh wrotdegter to Mrs Ann
Crocker in which he stated understand your desire to have the condition
classified as a Neurological Disorder (but) tryitg change doctor's (sic)
behaviour by altering classification probably witlot work and might even
provoke a paradoxical response”The reality is that ME is already formally
classified by the World Health Organisation in I68® as a neurological disorder,
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and it is Wessely School psychiatrists (not pasgmtho are actively trying to
“alter the classificationfrom neurologicalo psychiatric.

« On 18" January 2000 Simon Wessely wrote to the Counte§kpthat the‘ad
hominen (sic) attacks’upon him*“may have the unforseen outcome of re-
inforcing unhelpful stereotypes of sufferers heldsbme in high office”Again,
this seems to be nothing less than a threat, wiéh use of an intimidation
techniqgue made, it must never be forgotten, to gerly human beings who have
been trying since Wessely came to such prominent887 to redress the wrongs
perpetrated upon them by these powerful medicakdgn

* In the Joint Royal Colleges’ Report on Cfsee below)the authors mention a
paper by Buchwald, Gallo and Komaroff et al (refexe 128 in the Joint Report)
but dismiss it, statingWhite matter abnormalities occur in a number ofings
and their significance remains to be determinewhereas the paper itself
concludes that patients with ME/CF@®ay have been experiencing a chronic,
immunologically mediated inflammatory process ef¢lentral nervous system”
and that the MRI scans revealed a punctate, subabdrea of high signal
intensity consistent with oedema or demyelination78% of cases. This is a
clear illustration of the biased and misleadingsperl interpretation of the
available evidence by Wessely School psychiatrists.

* Also in the Joint Royal Colleges’ Report, the authanention a paper by
Bombadier and Buchwald (reference 173 in the R¢portl convey that this
paper supports their own stance, whereas the p@p#ractually contradicts the
Joint Report and clearly statéEhe fact that the same prognostic indicators were
not valid for the group with CFS challenges theumsption that previous outcome
research on chronic fatigues generalizable to patients with chronic fatigue

syndromé.

* Another illustration is found in the Joint Royal léges’ Report: the authors rely
on a paper by Sandman et al (reference 163 in ¢iv@ Report) in apparent
support of their own view that the results of ngasychological testing have been
inconsistent, but the paper in fact concludebe “performance of the CFIDS
patients was sevenfold worse than either the cérmirahe depressed group.
These results indicated that the memory defic€HIDS was more severe than
assumed by the CDC criteria. A pattern emergedbddin behaviour
relationships supporting neurological compromise(ME)CFS”. One would
never know this from the way the authors of thenti&oyal Colleges’ Report
deliberately downplayed, misrepresented and maaipdlthe references which
they cited in supposed support of their own views.

The Joint Royal Colleges’ Report on CES, October 185
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Like its successors from the same stable (the CM@isking Group Report of January
2002 and the MRC’s Strategy document of May 2003ee beloy this Report
erroneously refers to CFS as being classified ByWtHO in the ICD under “Mental and
Behavioural Disorders” (F48.0), whereas in fact @G&8ne of the terms by which ME is
listed and is classified under Diseases of the dles\System at G93.3.

It is worth noting that out of the 15 medical memsbef the joint working group, 12 were
committed adherents of the Wessely School well-kmdov their entrenched views on
ME/CFS, illustrations of which include the follovgn

Anthony David “Doctor behaviour, such as sick certification, enezt@s a significant
contributor to the risk of chronic fatigtie (Predictors of chronic “postviral” fatigue.
Lancet 1994:344:864-868).

Sean Lynch: “The original criteria for the chronic fatigue syraime would exclude
patients with any concurrent psychiatric symptomsg,as few patients would then meet
this definition, these criteria were widened to luge psychiatric morbidity
(Antidepressant therapy in the chronic fatigue sgnte. British Journal of General
Practice 1991:41:339-342).

Anthony Pelosi: “The myalgic encephalomyelitis societies should tnoto set the
research agenda or shout down views with which thdeyagreé (Chronic fatigue
syndrome and myalgic encephalomyelitis. BMJ 1994:306), It seems to be perfectly
acceptable fopsychiatriststo set the research agenda and to shout down weths
whichtheydisagree,

It is enlightening to compare Wessely School vieags set out in the Joint Royal
Colleges’ Report on CFS (CR54) of October 1996 (kmao have been dominated by
Wessely) with an American Report of the same tir@arénic Fatigue Syndrome:
Information for Physicians. NIH Public Health Sees, US Department of Health and
Human Services, September 1996).

For example, with regard to children, the Ameriddaport states on page 7 that it
advocates asupportive approachbut the UK Report states that children may neelolet
forcibly removed from their parents, statin@FS in children covers a broad spectrum of
problems, even Munchausen’s by Proxy Syndto(h8.2).

The American Report states on page 8 tlihe physician should work with the school to
limit class time, if necessary, and to resume sthttendance gradually but the UK
Report urgesén immediate return to schddL0.12).

The American Report advisedH6me tuition may be an alternativeut the UK Report
states School phobiais important as a complication of CA®.8) and We discourage
home tuition”(10.12).
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The American Report points out (on page 3) thats‘important to note that about 40%
of carefully evaluated CFS patients do not haverelegion or other psychiatric iline’ss
but the UK Report asserts that 75% of all CFS p#ielo have psychiatric illness
(Summary for commissioners, page 45).

The American Report states (on page 3) tlsanfe studies have found a significantly
greater prevalence of allergy in CFS patients (apéYients report a worsening of
allergic symptoms or the onset of new allergiesrdfecoming ill with CFS on page 9 it
refers to the high prevalence of allergies in the CFS popafét but the UK Report
describes CFS patients who have “food allergiesqleemical sensitivities” as fulfilling
the criteria for somatisation disorder (7.9); sfguaintly, the authors refer to “food
allergy” in inverted commas, thereby indicatingitheisdainful non-acceptance of food
allergy as legitimate.

The UK Report authors are adamant thake“see no need for the creation of specialist
units” (12.1); that We do not think that specific guidelines on the aggment of CFS
should be issued for general practitione d2.4) and that th CFS, the greater the
number of somatic symptoms, the greater the pradibabf psychiatric disorder(7.11)

The UK Report authors are unequivocal thidiete is no justification” for the use of
neuroimaging studies because ‘abnormalities’ requareful interpretation (and may
be) of little consequenceg(7.13); this might be compared with what the foremidK
researcher in nuclear medicine, Dr DC Costa of Wi&dical School, believes about the
abnormalities found in ME, namely that the hypofpgion of the mid-brain seen in ME
is more severe than in AIDS encephalitis, or indeedny other brain disease he has
examined since 1985.

The UK Report authors specifically advise againeking at immunological parameters
since ‘fevealed changes (are) rarely substariti§B.9), and in their Summary for
commissioners they conclude thBkd' investigations should be performed to confiren th
diagnosis”.

Predictably, the authors state that taefs of assessmérghould ‘elicit the beliefs and
fears of patient and family (and) identify psyclgpdal distress”(8.12).

The UK Report authors stat&\Ve have concerns about the dangers of labellingesom
with an ill-defined condition which may be assoettwith unhelpful illness beliefs”
(9.2): ME is classified by the WHO as a neurolagidisorder, so it is hardly an
“‘unhelpful iliness belief” as these psychiatrisisim it to be.

The American Report states on page 6 thaatients with CFS should be treated with
compassion”,but the message of the UK Report is clear --- Mg not exist; CFS
patients must not be gratified on any level andrtlaberrant beliefs that they are
physically sick must be corrected by compulsorychsygherapy.
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Of note is that out of the 256 cited referencenpalt half were by the same or associated
group of authors and included nine which had netbjgublished or reviewed.

Requests that the flawed Joint Royal Colleges’ Relpe withdrawn were made at the
highest level but were refused. The damage dorteéyoint Royal Colleges’ Report is

still reverberating on the UK ME community, butsthotable that at a “CFS” event at the
Royal College of Physicians in January 2003, theetu President (Professor Carol
Black) indicated that more had been learnt sinee ghblication of the Joint Report.

Informed attendees refrained from pointing out thath had been learnt long before the
1996 Joint Report was published but that the abklaknowledge base was

comprehensively rejected by the report’s authors.

The CMO’s Working Group Report on “CES/ME”

It was as a result of the obvious bias and misrmédion which the Joint Royal
Colleges’ Report contained that the CMO set upstiygposedly “independent Working
Group” in 1998, whose Report was published in Jgn@@02. Sadly, its membership
was far from “independent” and was dominated bywhessely School psychiatric lobby
including Simon Wessely himself, Peter White, AntiicCleare and Trudie Chalder,
supported by child psychiatrist Elena Garralda Biagdvey Marcovitch (a paediatrician
and editor of Archives of Disease in Childhood aredl-known for his article in the BMJ
following the Panorama programme in November 1989which he wrote BBC's
Panorama performed a hatchet job on Dr Michael Riemast, a child psychiatrist
(who) uses active rehabilitation as a treatmentdbronic fatigue syndrome. It's about
time the (medical) profession hit back at those ateovilifying our colleagué€’.

The Working Group was partly funded by the Linbdmust, which since 1991 has
financially supported the Wessely School psychstdriand their studies of “chronic
fatigue”. The Linbury Trust is one of the Sainspsupermarket family trusts: since
1996 David Sainsbury (now Lord Sainsbury of Tueyihas donated over £11 million to
the UK Labour Party and he became Minister for Soge responsible for the Office of
Science and Technology as well as for the chemrmdlbiotechnology industries, and for
the Research Councils, including the Medical Rete@ouncil. The Office of Science
and Technology monitors all government fundingesfaarch grants and controls official
science policy, and it is “policy” which determini® research to be funded.

Undeclared competing interests relevant to the CdM@bOrking Group Report

The involvement of the Linbury Trust with the CMQMorking Group was made public
from the outset but apart from Wessely’'s close @ssion with the Linbury Trust, there
are other areas related to ME/CFS in which he @ainto have special interests which
he usually does not declare; certainly none ofofiieer competing interests was made
public in the CMO’s Working Group Report documents:
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The disability insurance industry

Wessely School psychiatrists who claim to be spistsain “CFS” (especially Wessely
himself, Mike Sharpe, Peter White and Anthony Gi¢are known to have indisputable
commitment to the insurance industry and act asieakdadvisors to it. Many
illustrations could be provided. On 17 May 1995huVessely and Sharpe were the
main speakers at a symposium held at the LondoninBss School entitled
“Occupational Health Issues for Employers” at whibky advised employers how best
to deal with employees who are on long-term sickrassence with “ME”. Wessely
spoke on the rhyth$ of ME; Sharpe spoke about the use of anti-depmssand
cognitive behavioural therapy, and Trudie Chalgmke about Selling the treatment to
the patient. Information presented included informing atteed that ME/CFS has also
been called “the malingerer’s excuse”. Another &peat this conference was Dr John le
Cascio, Vice President of UNUM.

Three extracts from a copy of UNUM’s_“Chronic Fpte Syndrome Management Plan
seem significant:(i) Diagnosis Neurosis with a new banner (iIlYNUM stands to
lose millions if we do not move quickly to addréisis increasing problem  (iii)
attending physicians (must) work with UNUM rehahtion services in an effort to
return the patient / claimant back to maximum fiorality with or without symptoms

Other insurance companies known to be involved EIGFS claims include, in addition
to UNUM, Swiss Life, Canada Life, Norwich Union, liéld Dunbar, Sun Alliance,
Skandia, Zurich Life and Permanent Insurance, andezinsurers, the massive Swiss Re
(not the same as Swiss Life). These insurance aarap all seem to be involved in re-
insurance; for example, Norwich Union uses Swisafee-insurer and psychiatrist Peter
White is one of the Chief Medical Officers for SwiRe. Their other “CFS experts” are
Michael Sharpe and Simon Wessely, and they alsgagehiatrist Anthony Cleare (a
frequent co-author with Wessely).

This means that there is little hope of an ME claimceeding, because both the insurers
and the re-insurers all use the Wessely Schoolhpatytsts to inter-refer claimants with
ME/CFS. Given that insurers can refuse to payasutlaims until the claimant with
ME/CFS has undergone a “rehabilitation” programmargged by the insurer, this must
surely result in a major conflict of interests besa Peter White, Michael Sharpe and
Wessely's assistant Trudie Chalder are the bemefs of the MRC’s latest £2.6 million
grant to then{see below).

The reliance by insurance companies upon thesehdyists in cases of ME/CFS has

resulted in an insurance scandal of epic propastiadust two illustrations are provided
here, taken from signed Statements of ME patients:

() Extract from Statement of Kevin Robinson
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“In 1999 Peter Denton White was Chief Medical Géfidor Swiss Re and worked for
them on Thursday mornings. | also have evidengeMichael Sharpe worked for them.
| see it as a conflict of interest for Peter Whated Michael Sharpe to work for a re-
insurer with exposure to ME claims, and believe thintally undermines the credibility
of their research. The insurers proposed firsthicivhel Sharpe and secondly Peter
White as joint experts, but being warned about platefused to be examined by them. |
now know that immediately before the insurer hazppised Michael Sharpe, the insurer
had got him to write a report about me without erereting me. My main concern is not
that he wrote a report without seeing me, but thet that when he was proposed as
expert, the insurer already knew that he belieJestt t should not be paid. The only
reason that the existence of Michael Sharpe’s regame to light was that it is listed in
the sources for the report of Anthony Cleare, whdallsee for the insurer. The insurers
were very determined that | should see Michael Bdarin addition to using a doctor
who was not independent because he worked foretlresurer, and getting his opinion
beforeproposing him as a supposedly independent exghertnsurer put great pressure
on me to accept this “expert”. There is no doutattthey were very determined that they
wanted me to see Dr Sharpe”.

(i) Extract from Statement of Robert Sclater

“I have suffered from ME/CFS for over ten years dra/e an insurance policy with
Allied Dunbar. During the course of my illnessdve been asked by them to attend
medical examinations about every two years whichriever been a problem until now.
On this occasion | was asked to see Dr Michael p&aavho | know, through my dealing
with the Cross Party Group on ME in the Scottishli@ament, to have opinions which
could prove harmful to me when being assesse. well-documented that Dr Sharpe
has on many occasions lectured to insurance congggiand) that he advises that those
with ME/CFS who are seeking payment of benefit utiaer policies should not qualify
for such payments. At a meeting at the Royale@ellof Physicians in February 2002
Dr Sharpe is believed to have advised that he wasmmending to insurance companies
that claimants with ME/CFS should be subject toecbwideo surveillance. These
comments do not appear to me to be those of anrtrapaedical assessor. It seems to
me that Dr Sharpe should not be paid by an insueacempany who he directly or
indirectly advises the non-payment of claims fargde with ME. This is surely a conflict
of interest. For this reason, | contact the Mensbefrthe Scottish Parliament that | knew
would be interested in my case. | am happy tdfsatythey shared my opinion (and) they
wrote letters of support for me. Dr Sharpe hasalskhe MSPs to retract their statements
to Allied Dunbar regarding his suitability to given unbiased view when assessing
people who suffer from ME/CFS”.

Members of Parliament are on record as being gyas@hcerned about the difficulties
which their constituents with ME/CFS suffer at tends of the disability insurers, as
recorded in the House of Commons debate chaire@ibyAlan Haselhurst on 21

December 1999 (reference: Hansard 147WH-166WH)palicular, Members of the
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Scottish Parliament are very aware of the involvenoé Mike Sharpe with the insurance
industry and with the processing of claims due /GFS and are extremely concerned
about the situation.

Another such competing interest in which Wesselpwslved is PRISMA, which stands
for Providing Innovative Service Models and Assessta. There are two such bodies
with the identical title, but one is based in Genyand is a multi-national healthcare
company working with insurance companies; it areengehabilitation programmes for
those with “CFS” and its recommended managemeobgnitive behavioural therapy,
placing heavy emphasis on training sufferer§égain a normal life again”.PRISMA
claims to be especially concerned with long-terrsadility from the perspective of
government, service providers and insurance comganit claims to have developed a
“‘unique treatment programmefor “hopeless” cases (it specifically includes those with
ME/CFS), claiming that such patieritsvoid physical exercise and social activities, as
they fear these may trigger new bouts of complaintdn the PRISMA Company
Information, Professor Simon Wessely is listed &ogporate Officer. He is a member of
the Supervisory Board; in order of seniority, haigher than the Board of Management.
He is listed as aworld expert” in the field of “medically unexplained illnesses,
including Chronic Fatigue Syndromels it possible that Wessely recommended to the
Chief Medical Officer a management programme foFSIME” which is known to be
harmful for those with ME/CFS and which is providég a company of whose
Supervisory Board he is a member?

In his contribution entitled “Functional Symptomsnda Syndromes: Recent
Developments” in UNUM’s Report “Trends in HealthdaDisability 2002”, Mike Sharpe
stated about (ME) CFS:

“The majority will meet the criteria for depressioe anxiety disorders and most of the
remainder for somatisation disorders of which hyparedriasis and somatoform disorder
have most clinical utility. The psychiatric clafgsation has important treatment
implications. The current system of state beseiiitsurance payment and litigation
remain potentially major obstacles to effective akifitation. Patient groups who
champion the interests of individuals with funct@br{psychiatric) complaints are
extremely effective in lobbying politicians. Th& Mbby is the best example. It may be
difficult for those who wish to champion rehabilitan and return to work to ‘hold the
line’ (but) it will be imperative that health andaal policy address this problem. This
will not be easy. However, there are glimmers roigpess. One of the major charities
(Action for ME) is aligning itself with an evidenbased approach. Funding of
rehabilitation by commercial bodies has begun ia thK with organisations such as
PRISMA and is likely to continue. An increasedilawdlity of rehabilitative treatment
facilities is highly desirable. Both health senscand insurers need to take a more
positive approach”.

Another area with which Wessely is known to be imed is the organisation now called
HealthWatch, but which used to be called The Cagmpahgainst Health Fraud.
HealthWatch is a campaigning organisation whicthe past has accepted funding from
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both pharmaceutical companies and the health insarandustry. In the Campaign’s
own literature, it states that it plans a progranohpublic information and that its aims
are“to oppose...unnecessary treatment for non-existesages”. The same document
lists Simon Wessely as‘eading member of the campaigntogether with other doctors
and psychiatrists who are members of the Wessdip@c It is the case that Wessely
asserts that ME is a “non-existent” disease. TMSorganisation, now a charity, is
known for its zealous views which are antagonistmvards alternative and
complementary medicine, and towards those who Wli;m environmental and
chemically-induced illness, including ME and mulkighemical sensitivity. One of its
founders, medical journalist Caroline Richmond, &émng track record of publishing her
contempt for those with ME and of denying the tgatif the disorder. Nick Ross of
Crimewatch is another founding member. To somep|@® surprise, Dr Charles
Shepherd, formerly Medical Adviser to the ME Assdicin, is also an active member:
when Professor Malcolm Hooper made this known éxabntext of querying undeclared
competing interests by those on the CMO’s Workimgup, Shepherd launched a furious
and protracted onslaught upon Hooper and his dosasit which involved intimidating
letters from the HealthWatch lawyers and the semdihendless tirades to the Vice
Chancellor of Hooper's university.

Professor Anthony Pinching

One of those who supported the Wessely School wiaw the Deputy Chair of the

Working Group, Anthony Pinching, who at that timasaProfessor of Immunology at St
Bartholomew’s Hospital, London. He became notmitar the publication during his

tenure of an article (Chronic fatigue syndrome.amy J Pinching. Prescribers’ Journal
2000:40:2:99-106 published by the Department ofltHdtself, but now discontinued)

which caused great distress to the ME communitwhich he made his views clear:

» “over-investigation can be harmful and counter-puative to the management of
these patients, causing them to seek abnormaksslts to validate their illness”

» ‘“patients avoid activity but then develop symptaideconditioning or excessive
awareness of physiological changes”

» “cognitive behaviour therapy can substantially apise rehabilitation”

* “complementary therapists sometime reinforce unhigliiness beliefs”

* ‘“the essence of treatment is activity managemedtgraded exercise”.
Pinching did not even mention ME or the key mani&gans of it and he expressly stated
that the fatigue found in CFS iadt related to ongoing exertiénthis was a particularly

odious statement because in ME, there is alwaysgdsrtional muscle fatigue, without
which the diagnosis of ME is untenable.
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To the consternation of many people with ME, Pinghis now Medical Adviser to the
charity Action for ME, which even changed its laganclude “chronic fatigue” but was
compelled to remove the words and revert to “Actifomn ME” by the Charity
Commission.

Anthony Komaroff, (who as mentioned above is AsateiProfessor of Medicine at
Harvard and an undisputed world expert on the dmQris on record confirming that
“Researchers are already using imaging technologgeasure brain hormones and are
examining the function of the immune system. Tisecensiderable evidence already
that the immune system is in a state of chronigvatbn in many patients with
(ME)/CFS” (American Medical Association Statement1July 2001), but in the UK,
clinicians are advised by the CMO’s Working GrougpRrt that it is inappropriate and
unnecessary even to look for such pathology inéhako are thought to have the
disorder: the Report states that the managemeathe psychiatric and that future NHS
service provision for “CFS/ME” patientsideally would adopt a biopsychosocial model
of care (and that) the components of such a serace facilities for activity
management”.

The York Systematic Review of the literature

During the life of the Working Group, a systematieview of the literature was
commissioned from the NHS Centre for Reviews ands@&mination (CRD) by the
Working Group; the CRD is based at the Universityork and is a sibling of the UK
Cochrane Centre (part of the international Cochf@moléaboration), whose Director at the
time was Professor lain Chalmers, who, with Simoms®¥ély, was a member of
HealthWatch. Set up in 1994, the NHS Centre fori®es and Dissemination aims to
provide the NHS with important information on thiéeetiveness and cost-effectiveness
of treatments and the delivery and organisatioheslthcare and it plays an important
role in disseminating politically correct informaiti throughout the NHS.

To no-one’s surprise, the CMO confirmed in writithgit it was Wessely’s own database
of over 3000 papers which formed the substanchaifreview upon which the CMO'’s
Report would depend for its “evidence”.

The team which carried out the systematic reviewhefliterature had another team to
advise them, since none of them had any clinicpkearnce of “CFS/ME”; again, to no-
one’s surprise, the key adviser on this “advisdagém was Simon Wessely, assisted by
Anthony Pinching and Christopher Clark. At the @inClark was the new Chief
Executive of the charity Action for ME, who on hisvn admission knew nothing
whatever about either ME, CFS or about the litegatut was for this reason that on"28
June 2000 a letter was sent to the CRD asking whiald be his input as an “expert
adviser” to the review team, and how could somewitie no knowledge or experience of
the subject contribute to the outcome of a systemaview of the literature on the
management of the disorder? Would someone witknoovledge be able to supply an
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informed and balanced contribution to a review upgnch so much depended for so
many very sick people?

A reply was sent on"7July 2000; it said The expert panel was carefully chosen to
provide a balanced and representative group...... We toimmake no comment regarding
Chris Clark’s knowledge or experience of cfs/me”.

Inevitably, the conclusion of the systematic revigwblished in September 2001, was
that the best “evidence-based” management optian G6S/ME was cognitive
behavioural therapy and graded exercise therapyoweder, it did find that the
“‘evidence” was “weak” and it advised that furthesearch was required.

The Medical Research Council agrees and has gra2tédnillion to psychiatrists of the
Wessely Schodfsee below)

The conclusions of the CMQO’s Working Group Report

Right from the outset, when it became known whoewke behind-the-scenes players on
the CMQO’s Working Group, the ME community was digamted but unsurprised to
learn that the remit of the Group was notably naribwas restricted to just one aspect,
namely, to advising UK clinicians as to “best magragnt practice” of “CFS/ME”. Thus
the conclusions of the report were widely expedttete disappointing, which was the
case. The report side-stepped the vital issuefofition, classification and terminology,
stating ‘We recognise that no current terminology is satisigy, so in line with our
original terms of reference, we have used the camp®@FS/ME, acknowledging that
CFS is widely used among clinicians and ME amontiepgs and the community”As
noted above, the CMO’s Report repeated the erranedarmation in the Joint Royal
Colleges’ Report, asserting that CFS and ME arssiiad as distinct illnesses in the
International Classification of Diseases, whichad the case.

This was yet another lost opportunity to set tleore straight. That it wdest has been
widely acknowledged to be due to the dominatiorthef Group by the same Wessely
School psychiatric lobby. No less than five ottthgychiatric lobby walked out because
they were not getting their own way sufficientlytimat the final report failed to agree
with them that “CFS/ME” is entirely a primary psyattic disorder and they were
strongly opposed to what they considered to be g@amgl to the patients.

At the final meeting of the CMO’s Working Group, @ultant Paediatrician Dr Alan
Franklin, a compassionate clinician with great eigee of children with ME, stood
squarely in demanding the restoration of the padtirome tuition into the final Report
after psychiatrists had removed it and he did mtelprotect families from unjustly
having their sick children taken from them by ineggriate Child Protection procedures.
Nevertheless, the CMQO’s Working Group Report makes point very clearly that
“Social Services should be made aware that medipahion in this area is divided”
(5.2.8 Child Protection).
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The MRC Research Advisory Group on CFS/ME

The outcome of the CMO’s Working Group was an amoement that the Government
had asked the MRC taévelop a broad strategy for advancing biomedicad &ealth
services research on chronic fatigue syndrome CES/Mbpeaking at a meeting of the
All Party Parliamentary Group on ME, Dr Diana DwarstDirector of the MRC Research
Management Group, said the MRC Research Advisooy@on CFS/ME (known as the
RAG) that had been chosen comprised leading exfrertsvarious fields Who did not
previously specialise in CFS/MIBecause it was felt appropriate to get a wide 0§
specialties and to hawen independent and fresh loo&t the issue”.

The ME community does not consist only of “white imging women” as so often
portrayed in the press; both sexes are affectedbyand include clinicians, radiologists,
medical scientists (including vascular biologistgl meurobiologists), lawyers (including
High Court judges and their families), universiégturers, academics, teachers, nurses,
Members of Parliament, editors, journalists andiadoworkers, amongst others, and
although physically and cognitively impaired onigas levels, their intelligence remains
intact and many of them have an excellent profesdiknowledge of the literature.
Within moments of this announcement it was realiged it was misleading if not false
and that some of those appointed to the RAG weredia “fresh” to the field.

Two names particularly stood out: Professor Alan@vegor and Professor Philip
Cowan.

Alan McGregor works at Kings College and has cdyatgd papers on CFS with Simon
Wessely (Journal of Affective Disorders 1995:34283-289; Biological Psychiatry
1995:32:245-252) so is hardly “fresh” to the isstreurther, he is listed as a Member of
the Linbury Trust Advisory Panel on CFS; it is thabury Trust that has granted
Wessely School psychiatrists over £4 million fosearch into “chronic fatigue”;
concerning “treatment”, the Linbury Trust approatdtes that it deals only with graded
exercise, cognitive behaviour therapy and antidepamts” (A Research Portfolio on
Chronic Fatigue. Edited by Robin Fox for the Limpdirust. Published by The Royal
Society of Medicine Press, 1998).

Philip Cowan has strong views on CFS and is coautbf a paper entitled
“Abnormalities of Mood” published in the second bhury Trust Portfolio on Chronic
Fatigue, published in 2000, of which Simon Wesseyg co-editor. Cowan has also co-
authored papers on CFS with Michael Sharpe and ateenbers of the Wessely School
(Journal of Affective Disorder 1996:41: (1):71-76).

Another member of the RAG was Professor Til Wykelso, like Simon Wessely, works
at the Institute of Psychiatry and who is on reclordbelieving about CBT thatf‘you
encourage them to do things as part of a treatngafied cognitive behaviour therapy,
then you do see improvement. It's a way of gettiegple to take control of their lives.
It works”.
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Representations were therefore made to ProfessoiG8orge Radda, then Chief
Executive of the MRC, who in a written reply dat#8" July 2002 was obliged to
concede that We are aware of Prof Macgregor’s involvement wita Linbury Trust}
then, somewhat weakly, he statédoti cite papers from some years agdfievitably,
Radda was forced to support the MRC, sayifighe‘ inclusion of Profs Macgregor and
Cowan is consistent with MRC'’s intention to selbet working group from experts in
various fields who do not specialise in CFS/ME’his unconvincing response failed to
reassure the ME community that the legitimate camcehey had raised would be
competently addressed.

With this knowledge, the outcome of the RAG Repwds anticipated by the ME
community and once again, their anticipation proxealistic. The MRC RAG Report
was released on™May 2003 and baldly stated tHdthere are separate entries in the
WHO ICD for “chronic fatigue syndrome” and “myalg&ncephalomyelitisyet before
publication of the final version RAG members had ktas error specifically pointed out
to them, as had been the case with the CMO’s Wgrlkdmoup Report. The repeated
ignoring of the evidence on this issue must theeefie seen as deliberate, and reflects
the determination of Wessely School psychiatrstetclassify ME/CFS as a psychiatric
disorder, no matter what the evidence to the contra

” oo LI}

The MRC document refers tahe effects of gender”, “mood disorder”, “the eftsoof
suggestibility”, “personality factors”, “sicknessdhaviour syndronfeand abnormalities
induced by fmmobility’ in relation to ME/CFS and it stated thattidies investigating
causal pathways and mechanisms would not have imteetnpact on increasing
understanding of CFS/ME”This seemed to echo the Linbury Trust view asesged
by Simon Wessely that It“is usual to try to discover the cause of andls before
thinking about treatment (but) some ilinesses exated without knowledge of the cause;
examples include chronic fatigue syndrorfidéw Research Ideas in Chronic Fatigue.
Edited by Richard Frackowiak and Simon Wesselyltoe Linbury Trust. Published by

The Royal Society of Medicine Press, 2000).

Predictably, the MRC Strategy document recommentted there was no need for
research into biomedical aspects of CFS/ME; it c@hensively dismissed the
substantial and validated biomedical research ofQ®E published in the international
peer-reviewed literature which had been broughitsoattention, stating that such
research was not published in the peer-reviewedatiire and that even if it was, it was
“not well-described....... the lack of methodologicabugand independent replication
means that many of these claims find little supfrorh the wider medical community but
may have strong currency among some patients aadtifoners”. Having read the
draft and before publication of the final repogysral members of the ME community
provided the names of 65 mainstream internationaknals which had published
significant non-psychiatric papers on ME/CFS (imthg many high impact factor
journals); these were submitted to the MRC but as @ustomary, this information was
not acknowledged and was ignored; clearly, the dgevas pre-determined.
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So indeed it turned out: the MRC document stipalateat the way forwards was to be
further research into psychiatric interventions cognitive behavioural therapy and
graded exercise therapy and thttere may be a need for specific measures to ptemo
multidisciplinary collaborationgwhich would) offer established centres of excekethe
kind of new scientific opportunities that are edsdnf (those existing centres) are to
sustain their competitiveness internationally”

The only “centres of excellence” for “CFS” are pliatric units, since clinics for ME
patients have been summarily closed (for exampéestBn).

Uninfluenced by hard evidence and undaunted bygtikieism of the House of Commons
Select Committee on Science and Technology absunisguided research strategies
(see below)the MRC is forging ahead with the Wessely Sclagainda.

Cognitive Behavioural Therapy. CFS/ME is regarded by these psychiatrists as a
behavioural disorder and they advise GovernmentaDements and the insurance
industry that it must be “managed” by a behaviowdifying technique known as
cognitive behavioural therapy or CBT (now patromigy referred to as “Lifestyle
Management” in an attempt to disguise the factithafpsychotherapy), accompanied by
compulsory graded exercise therapy (GET) and apressants. CBT aims to stamp out
“irrational” thoughts and behaviour and to repldhem with“realism”. Who would
compel those with motor neurone disease or multgaierosis to “exercise back to
fitness” and who would condone the withdrawal ddittstate benefits when they simply
could not do so?

In its Preliminary (Confidential) Report of 2&ebruary 2001 containing the results of its
survey of 2,338 respondents, the charity ActionNtit stated “graded exercise was
reported to be the treatment that made most peoypdese” (page 6). This was entirely
omitted from the charity’s final report. It is thstrategy that is recommended in both the
report of the CMO’s Working Group and in the MediBesearch Council's CFS/ME
Research Strategy.

Such regimes have been shown to be at best ingéemtd at worst extremely harmful,
even to the point of death. One well-known MP wiilE followed such advice: he
collapsed and died coming out of the House of Comsygym.

The Medical Adviser to the UK ME Association wrateheMedical & Welfare Bulletin
(published by the ME Association, Spring 20@8at he continues to receive more
adverse reports about graded exercise than anyfotheof intervention and that there is
clear confirmation that many people with ME/ICD-CBE& suffering relapses through
such programmes. He reminded people that doctore haw been warned by their
insurance companies that any form of exercisertreat needs to be prescribed with just
as much care as drug treatments, otherwise domboitd be taken to court.
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At the 6" American Association of Chronic Fatigue Syndrormsrnational Conference
in January 2003, Charles Lapp, Associate Clinicafd3sor, Duke University; Director,
Hopkins-Hunter Centre, Charlotte, North Carolinaptgd from Dr Daniel Clauw’s very
large study on the efficacy of CBT: after 3 monttieere were very modest
improvements, but when followed up at 6 and 12 menthese modest gains were lost.
This is but one of the numerous studies which I&aevn no benefit from CBT.

Despite the findings from the US that CBT is ineffee, in the UK Wessely School
psychiatrists have just been granted a further®Efdllion (£2.6 million from the MRC
plus £8.5 million from Government) in order to ‘&tigthen” their own very weak
evidence that such mind-altering management regianeseffective and are the best
“evidence-based” management option; this sum alotition to previous funding of over
£4 million.

It is perhaps significant that Wessely has servethoee Boards of the MRC, including
the Monitoring and Evaluating Steering Group (MES®@iich conducts evaluations of
the MRC'’s research funding policies; the Neurosce=nand Mental Health Board, and
the Health Services and Public Health ResearchdBoar

Report of the House of Commons Select Committee @&tience and Technology

It is also notable that in March 2003 the HouseCoimmons Select Committee on
Science and Technology produced its Report, “ThakNd The Medical Research
Council” (HC 132) in which MPs issued a damninggaent on the MRC, lambasting it
for wasting funds and for introducing misguidedattgies for its research. MPs found
evidence of poor planning and of focusing on “podily-driven” projects that have
diverted money away from top-quality proposals. eTunprecedented attack was the
result of a detailed probe into the workings of khieC.

A chemical link?

A major Report from the Royal Commission on Envirental Pollution under the
Chairmanship of Sir Tom Blundell FRS, FMedSci waleased in June 2003 (Chemicals
in Products; pp 291, pub: The Stationery Officd). pointed out that thousands of
chemicals are being used every day without propfaty tests. Only 40 of the 30,000
chemicals in large-scale use have been tested fullyould take 50 years to check all
commercial chemicals. Blundell said on the recbat{tGiven our understanding of the
way chemicals interact with the environment, youldsay we are running a gigantic
experiment with humans and all other living thiragsthe subject”.

The World Wildlife Fund is on record as pointingtdhat “The chemical industry is
contaminating the nation and the Government ignglbver and allowing it to contintie
(Independent:25.11.03: Steve Connor).
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It is this prevailing use of so many chemicals itkahought to be chronically stimulating
the immune system, dysfunction of which (non-psatist) world experts have
demonstrated lies at the heart of ME/CFS.

If influential doctors can succeed in portraying M non-existent and CFS as
psychiatric in origin, then the chemical comparaes governments who granted them
product licences would not be at risk of being actable should there turn out to be a
provable link with the synergistic effects of sorpahemicals, daily exposure to which
is now impossible to avoid due to the huge increasdemical usage.

Accountability becomes even more remote if all aesle which demonstrates a link
between chemicals and the present upsurge in ch#yricduced ME is blocked from
publication, trivialised, ignored or discredited,ia certainly the case with ME.

Those informed and brave enough to voice theitilegie concerns and who try to resist
what they know to be inappropriate strategies i@&te¢d as “enemies of the State”: they
are berated, dismissed, ridiculed, threatened iwjtimctions, covertly videoed, harassed,
subjected to phone taps, bullied, attacked onrtegriet and denigrated; their universities
are contacted with countless insistent demandsdisciplinary proceedings; NHS
Consultants are “warned off”; non-psychiatric Minads are closed virtually overnight;
families are taken before the Courts and childrenf@arcibly removed from their loving
parents and placed into psychiatric “care” by thosarged with healing the sick.

Wessely School psychiatrists have spent years defgrthe chemical industry. Two
important examples are provided:

The Camelford Drinking Water Contamination

In July 1988 20 tonnes of aluminium sulphate weceidentally pumped into the
drinking water supplies of the small town of Camoalf in Cornwall. As a result,
residents and visitors immediately suffered disireg symptoms; seven people died,
25,000 suffered serious health effects and 40,00@&as were affected. An article by
Bernard Dixon in the BMJ on"5August 1995, based on the work of psychiatrists
Anthony David and Simon Wessely, stated that “nigsteria” was largely responsible
for the furore. David and Wessely had found tleaixXiety” and “heightened perception
of normal bodily sensations” were the cause of libreg-term symptoms and that
“sensational reporting” by the media had been aifognt factor. It was not until 1999
that Paul Altmann from Oxford (commissioned by lang/ acting on behalf of the
Camelford plaintiffs and funded by Legal Aid, nbrdugh the Department of Health)
effectively rebutted the Wessely School view thakiaty was to blame and showed
conclusively that Camelford residents had objec@valence of considerable organic
brain damage which was compatible with the knowects of exposure to aluminium.
Altmann demonstrated that many of those originaffgcted still had symptoms eleven
years later.
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The organophosphate (sheep dip) issue

In November 1998 the Royal Colleges of PhysiciarsRsychiatrists produced a Report
(Organophosphate sheep dip: clinical aspects @f-term low-dose exposure / CR67);
two of the authors were Professor Anthony David Bnafessor PK Thomas. This was
the same Anthony David who co-authors with Weseal\/V[E/CFS and whose views on
ME/CFS echo those of Wessely himself. It was Psife§ homas who, with Wessely,
published a chapter on ME in a major textbook afical neurology which state’tA
number of patients diagnosed as having myalgic gmalemyelitis were examined. In
many of them, the usual findings of simulated wea&nvere present. Over-espousal of
new illnesses may legitimise maladaptive behavio(irhe chronic fatigue syndrome ---
myalgic encephalomyelitis or postviral fatigue. &ely S, Thomas PK. In: Recent
Advances in Clinical Neurology No. 6. ed: C KerthaChurchill Livingstone 1990:85-
132). Unsurprisingly, the Report concluded thpdssible explanations for the symptoms
are naturally occurring illnesses, for example,sevanxiety and depression which have
been attributed by the sufferers to OP exposurBfie Report recommenda treatment
trial of a cognitive behavioural approach (and) andomised controlled trial of
antidepressants”.

Conclusion

Correct classification of a disorder does matteraose it defines medical understanding
and treatment of a disorder; it also impacts upétSNservice provision and upon the
delivery of appropriate and necessary medical care.

Nothing eradicates or changes what has been peblisime and again by Simon
Wessely about those with ME/CFS, or the untold hdinat he and his group of
psychiatrists have caused to such very sick people.

Wessely has published many articles denigratingehwith ME, repeatedly claiming
(whilst producing no supportive evidence) that ¢hisr'secondary gaihfrom “adopting
the sick rol&, and that once their incapacity has békgitimised” by being given a
medical label, those with ME can thémanipulate” those around them to do their
bidding, and that legitimising theitifedness absolves the sufferer from any sense of
guilt for being a failure.

He never visits those who are house or bed-bouddivamever considers those who have
no-one at all even to speak to, let alone to attdampmanipulate” to do their bidding,
and who are reduced to a bare existence in troéyaiicumstances.

He fails to consider that sufferers who have a adion that they have a physical
disorder may not be suffering frofaysfunctional thinking” or from ‘“psychosocial
denial’. Indeed, doctors who have set views regardless eofabts may themselves
gualify as dysfunctional thinkers.
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Powerful minority groups such as the Wessely Schboulld not be allowed to determine
public policy without there being some external m@dion.

Merely to state that there is “medical disagreerhem¢er ME/CFS is not enough: people
in positions of power are misusing that power agfasick people and are using it to
further their own vested interests. No-one in atithis listening, at least not until they
themselves or their own family join the ranks oé thsychiatrically-persecuted, when
they too come up against a wall of utter indifferen

Given that what Wessely promotes is contrary toetstablished scientific evidence, how
does he manage to maintain such power and conthdéhy knowledgeable people
believe he maintains it by singing the desiredtpali tune; by scientific misconduct; by
manipulation of other people’s published work; lawed methodology; by deception
and by the circularity of self-references. Suchtdnit use of the same self-references is a
clear illustration of the abuse of the peer-reviagstem (which is increasingly recognised
and accepted as being flawed and discredited).

Substantial evidence clearly reveals that in parsfi his personal ideology or,
alternatively, that of his corporate masters, Wiysabuses the scientific process. The
implementation of his personal philosophy is hagdthon medical science and has had
devastating consequences, not just for suffereMEICFS but for their families as well.

There is a gross mismatch between the severitycamaplexity of ME/CFS and the
medical and public perception of the disorder, until Simon Wessely is held to public
account, and medical professionals and public arikeenformed and educated about the
reality of ME/CFS, this will continue.

Wessely School psychiatrists got it wrong about €léond, about chronic OP poisoning
and about irritable bowel syndrome; they haveigequally wrong about ME.

Also, despite their insistence that fibromyalgiaaidunctional somatic syndrome (ie.
psychiatric), it is listed in the ICD as a legitimanedical disorder under “Soft tissue
disorders: Rheumatism” at M79.0.

The danger is that the Wessely School belief sys¢eso entrenched that no amount of
explanation, demonstration or presentation of ewigewill sway them from their belief
in their own model of “CFS”.

It is a grave matter which deserves urgent and sbliwvestigation by the Select
Committee on Health.
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Appendix I:

Quotations from the published works of Professor $non Wessely on ME/CFS

198

(o]

Postviral fatigue syndrome: time for a new approabhvid AS, Wessely S, Pelosi AJ

BMJ 1988:296:696-699

“Future investigations and clinical practice muake into account the similarities
between the symptomatology of the post-viral fatiggyndrome and that of common
psychiatric disorders in the community”

198

©

What your patients may be reading. Wessel8BlJ 1989:298:1532-1533

“Beard and Mitchell have returned to obscurity, théir disease (neurasthenia) is back
with a vengeance. My local bookshop has just giMEnthe final seal of approval, its
own shelf. A little more psychology and a littesk T-cells would be welcome”.

198

©

Management of chronic (post-viral) fatigue syndroi@enon Wessely, Anthony David,
Sue Butler, Trudie Chaldedournal of the Royal College of General Practitione
1989:39:26-29

“Many patients referred to a specialized hospitahwehronic fatigue syndrome have
embarked on a struggle. This may take the formyafd to find an acceptable diagnosis,
or indeed any diagnosis and may involve readingsttientific literature. One of the
principal functions of therapy at this stage isilow the patient to call a halt without loss
of face. [ME patients are in] a vicious circle intreasing avoidance, inactivity and
fatigue. The patient should be told that it is niwe to ‘pick up the pieces’ (and) the
process is a transfer of responsibility from thetdoto the patient, confirming his or her
duty to participate in the process of rehabilitatim collaboration with the doctor.
Occasionally patients may say they cannot takesd(ogt) there is no clinical evidence
that allergies exist in anything but a small numiifesufferers, and their existence may be
coincidental. Anxiety is often part of the syndrofaad) sexual problems occur in the
majority of patients referred to hospital. The patiof allergies reinforce the view that
the sufferer is under attack from outside elemuaiiiseh have nothing to do with himself
or herself’.
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199

o

Attribution and self-esteem in depression and Cieréiatigue Syndrome. R Powell,
R Dolan, S Wesselyl Psychosom Res 1990:34:6:665-673.

“This research shows that in CFS, (patients) egpee less guilt: such an external style
of attribution has certain advantages; externabation protects the patient from being
exposed to the stigma of being labelled psychityidisordered, (affording) diminished
responsibility for one’s own health. Our results aelose to those predicted by ‘learned
helplessness’. Inappropriate referrals to physgig@an lead to extensive physical
investigation that may then perpetuate the sympiattern of physical attribution”

199

o

Chronic fatigue and myalgia syndromes. Wesselyli8.Psychological Disorders in
General Medical Settings. edsl: Sartorius et al_pulblogrefe & Huber 1990

“Most CFS patients fulfil diagnostic criteria fosychiatric disorder. Symptoms include
muscle pain and many somatic symptoms, especiallgiac, gastrointestinal and
neurological. Do any of these symptoms possesggdaic significance? The answer is
basically negative. It is of interest that therlgetheory’ is gaining popularity at the
expense of a decline in the acceptance of pers@salonsibility for illness. Such
attribution conveys certain benefits, in other vgithere is avoidance of guilt and blame.
It is this author’s belief that the interactionstloé attributional, behavioural and affective
factors is responsible for both the initial presgioh to a physician and for the poor
prognosis”.

1990
Old wine in new bottles: neurasthenia and ME. SitéesselyPsychological Medicine
1990:20:35-53

“It is assumed that ME is an organic disorder efpieripheral or central nervous system.
In the initial reports this was indicated by fram&urological signs (but) the concept of
ME has shifted...as in neurasthenia, the emphas@nignuscle fatiguability....in a
current leading neurology text book (Adams and &ict1985) chronic fatigue,
neurasthenia and depression are seen as synonyrivtaed disorder is found in many
cases of ME but it is not the only psychiatric disr (and) some patients do satisfy the
criteria for anxiety and phobic disorders...Beardsurasthenia began as a physical
disease...it provided the most respectable labetiifstressing, but not life-threatening
complaints, one that conferred many of the benefimd fewest of the liabilities-
associated with illness....it was preferable to tHeermatives --- hypochondria,
malingering and insanity. There is little evidenaeany change in the current era.
Suggestible patients with a tendency to somatizié seintinue to be found among
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sufferers from diseases with ill-defined symptontagg until doctors learn to deal with

them more effectively. The social processes tloaem the creation of such illnesses
remain obscure but one may argue that they represdtarally sanctioned expressions
of distress. It has been shown that some patlesmte always preferred to receive, and
well-meaning doctors to give, a physical rathenthgpsychological explanation for ill-

defined illnesses associated with fatigue.  Sunbritical diagnoses may reinforce

maladaptive behaviour”.

199

o

Possible ME. Simon Wesselfhe Practitioner 8 March 1990:234:195-198

“ME is a description, not a diagnosis”.

199

o

The chronic fatigue syndrome—myalgic encephalonigadir postviral fatigue.
S.Wessely PK Thomas. IRecent Advances in Clinical Neurology. é&thristopher
Kennard._pub:Churchill Livingstone 1990 pp85-131

“There is no doubt that at least half of CFS pdtemave a disorder of mood. The
management of affective disorders is an essentdl @f the treatment of CFS/ME.
Numerous trials attest to the efficacy of tricychatidepressants in the treatment of
fatigue states. Patients who fail to respond sthbel treated along similar lines to those
proposed for treatment-resistant depression, eslbe@with) lithium”.

199

=

Editorial. Wessely SJournal of Neurology, Neurosurgery and Psychia®91:54:669-
671

“Studies of dynamic muscle function have demonstlagssentially normal muscle
strength, endurance and fatigability, other thama a@nsequence of physical inactivity.
Advice that antidepressants may be counter-prodeictimisguided”.

199

=

Cognitive behaviour therapy in chronic fatigue symde. Butler S, Chalder T, Ron M,
Wessely SJINNP 1991:54:153-158

“Continuing attribution of all symptoms to a petsist ‘virus’ preserves self-esteem”.



57

199

=

The psychological basis for the treatment of CW#essely S.Pulse of Medicine 12
December 1991:58

“The prognosis may depend on maladaptive copingtegies and the attitude of the
medical profession”.

199

N

The epidemiology of fatigue: more questions thaswaers. Lewis G, Wessely Journal
of Epidemiology and Community HealtB92:46:92-97

“We suggest that many patients currently labeletia/ing ‘CFS’ may lie at the extreme
end of a continuum that begins with the commonirigedf tiredness. Studies usually
find a high prevalence of psychiatric disorder agsirthose with CFS, confirming that
physicians are poor at detecting such disorders”.

199

N

Chronic fatigue syndrome: current issues. WesSeReviews in Medical Microbiology
1992:3:211-216.

“Validation is needed from the doctor. Once thagnanted, the patient may assume the

privileges of the sick role (sympathy, time off Wpbenefits etc)”

On 1d" January 1992Vessely wrote a letter to Dr Mansel Aylward at Department of
Social Security in which he stated

“It is certainly true that | and my colleagues cioies that anxiety about the consequences
of activity is one of the factors perpetuating ity in CFS. | have previously been
involved in advising the DSS that CFS should nogtmeinds for permanent disability”.

Following Wessely’s advice, the 1994 Disability ing Allowance Handbook entry on
CFS states “The general consensus of informed rakadlgnion is that treatment should
be by graded exercise and rehabilitation (andylaptiessant drugs may be helpful”.
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1993

The psychology of multiple allergy. LM Howard, S ¥¢ely BMJ:1993:307:747-748.

“Many people present to their doctor with multipleexplained symptomatology which
they attribute to allergy. Those at the extreme ehthis range often attract a diagnosis
of total allergy syndrome, multiple chemical sengit, or environmental illness. A
recent study confirmed that psychological symptonese a central component of
chemical sensitivity. Inherent in the concept ltérgy is the avoidance of any blame.
Sufferers from allergies feel no guilt about theandition and are not subject to moral
sanction. Sufferers from mysterious condition thatoutside conventional medical
practice no longer consider themselves to be oppteby spirits and demons but by
mystery gases, toxins and viruses. This is pdatbuvisible in the changing nature of
mass hysteria”.

1994
Patients with medically unexplained symptoms. AdWilkie, Simon WesselyBritish
Journal of Hospital Medicine: 1994:51:8:421-427

“ Most doctors in hospital practice will be familiwith patients who complain about a
wide variety of symptoms but whose physical exatmdmaand investigations show no
abnormality...(Such) symptoms have no anatomicalhyslogical basis. Patients at
the severe end of the spectrum exert a dispropatidy large and avoidable financial
burden on the health and social services....Patieititsinexplicable physical symptoms
are usually strongly resistant to any psychologio&rpretation (and) are generally
viewed as an unavoidable, untreatable and unattesctirden”.

1994

Population based study of fatigue and social distre Pawlikowska T, Chalder T,
Wallace P, Wright DIM, Wessely 38MJ 1994:308:763-766

“In recent years, fatigue has attracted renewednttin, largely because of the
prominence given to the chronic fatigue syndroribe infective characteristics may be
the result of referral patterns and illness behaviolhe chronic fatigue syndrome may
represent a morbid excess of fatigue rather thdrs@ete entity. The definition may
have arisen as a result of referral patterns t@iapgts. Muscle pain was related to
psychological morbidity”.
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1994
The patient with chronic fatigue. Simon WesselglétVest of England Medical Journal

“The aims of treatment were to provide alternat@slanations for symptoms. The
methods chosen included the use of establisheadhigpeds to treat depression, namely,
dothiepin”.

1994

A cognitive-behavioural approach to chronic fatigyadrome.
Alicia Deale Simon Wesselyhe Therapist 1994:2;1:11-14

“Behavioural, attributional and cognitive factors aentral to the perpetuation of fatigue.
It is important to note that the rates of deprassind anxiety in CFS are far too high to
be explained solely as reactions to chronic illhess

1995
Psychiatry in the allergy clinic: the nature andnagement of patients with non- allergic
symptoms. LM Howard, S Wessel€linical and Experimental Allergy 1995:25:503-
514.

“Many doctors are frequently consulted by patiemits persistent unexplained
symptoms attributed to allergy or chemical sewijti..when patients are told there is
no evidence of any underlying immunological or @le cause, they can be difficult to
manage. In some cases patients claim allergymostlall of the environmental products
of the Western world. The illness is usually spardut epidemics have been described.
Such epidemics overlap with the related subjecinaés psychogenic illness, a term
which has partly replaced mass hysteria. The epimlegy of environmental illness is
reminiscent of the difficulties encountered in ohiguishing between the epidemiology of
myalgic encephalomyelitis (ME), a belief, and choonfatigue syndrome, an
operationally-defined syndrome[ Note: The World Health Organisation does not
regard ME as “ a belief’, but as a neurological disder ]. These patient populations
recruited from the environmental subculture areubgsoup of patients who can be
expected to show unusually strong beliefs abounhttare of their symptoms, associated
with a high prevalence of psychiatric disorder.e3& patients typically resist any attempt
to discuss the possibility of a psychological cauSematization sufferers consume vast
amounts of health resources for little benefit. tviBeen a quarter and a half of new
patients attending medical clinics do not have r@aic explanation for their symptoms,
(receiving) a diagnosis of chronic fatigue syndroride risk of psychiatric diagnosis is
known to increase linearly with the number of syomps with which the patient presents.
Attribution of unexplained symptoms to a “virus’y happens in most patients with the
label of ME, may preserve self-esteem and protgeinst the stigma of psychiatric
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disorder. These total allergy syndromes are akioutture-bound syndromes afflicting
modern developed societies where sufferers fronxplagmed symptoms no longer see
themselves as possessed by devils or spirits Ist¢ad by gases, toxins and viruses.
When a psychiatric disorder is not recognised gpdsi are often investigated extensively
for organic disease; there are hazards in thegmiogriate investigations, as patients’
beliefs in organic pathology are reinforced. Fartimvestigations will add nothing to the
management but will reinforce the patient’s beliaferganic pathology (and) add to the
cost of the consultation. Patients will benefdnfr training in cognitive coping skills;
(and some) patients should be treated with psyopmtrdrugs. Liaison between the
physician and the liaison psychiatrist is necesssoythat patient acceptance of
psychiatric referrals can be facilitated”.

1996
Chronic fatigue syndrome: an update. Anthony Jaf@eSimon C Wessely.Update
1996:14 August:61.

“ Chronic fatigue may be better understood by fcg on perpetuating factors and
the way in which they interact in self-perpetuatingous circles of fatigue, behaviour,
beliefs and disability. The perpetuating factorsude inactivity, illness beliefs and fear
about symptoms, symptom focusing, and emotion&t st&€FS is dogged by unhelpful
and inaccurate iliness beliefs, reinforced by miktmformed media coverage; they
include fears and beliefs that CFS is caused bgraigient virus infection or immune
disorder. Increased symptom focusing occurs in Qfrers; (this) increased concern
leads to selective attention and ‘body watching@istcan intensify the perceived
frequency of symptoms, thereby confirming illnessliéfs and reinforcing illness

behaviour”.

199

o

Chronic fatigue syndrome: a stress disorder? AmghloCleare Simon C Wessely
British Journal of Hospital Medicine: 1996:55:9:58/4

“Between half and two thirds of patients with CF&vé a co-morbid psychiatric

disorder”.

199

\‘

Chronic fatigue syndrome: a practical guide to sssent and management. Sharpe M,
Chalder T, Wessely S et@eneral Hospital Psychiatry 1997:19:3:185-199

“ The majority of patients seen in specialist dtypically believe that their symptoms
are the result of an organic disease process, @®ht any suggestion that they are
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psychological in origin or psychiatric in naturédlany doctors believe the converse.
(Patients’) beliefs are probable illness-maintagnfactors and targets for therapeutic
intervention. Many patients receive financial bigeeand payment which may be
contingent upon their remaining unwell. Graduabneery may therefore pose a threat of
financial loss. Abnormal physical signs should betaccepted as compatible with a
diagnosis of CFS. The only treatment strategieroven efficacy are cognitive
behavioural ones. We have developed a more inten&BT) therapy (which) is
acceptable to patients, safe, and more effectiam tither standard medical care or
relaxation therapy. It has also been shown to dst-effective. An important task of
treatment is to return responsibility to the pati@r management and rehabilitation
without inducing a sense of guilt, blame or culfigbfor his / her predicament”.

199

(o]

Clinics in Controversy: Chronic Fatigue Syndrome.
Anthony J Cleare Simon C Wesselypdate 20 May 1998:1016-1026.

“CFS may be better understood as the extreme eadmectrum that starts with ‘feeling
tired all the time’. Many people suggest that tomdition should be called ME, but
doctors and the editors of journals have takemna $tand against this label. The GP’s
response may be important. A sick note and undegmnosis are both associated with
development of CFS”.

199

©

Functional somatic syndromes: one or many? S @<S Nimnuan, M Sharpé&ancet
1999:354:936-939

“We postulate that the existence of specific saernstndromes is largely an artefact of
medical specialisation. That is to say that théedehtiation of specific functional (ie.
psychiatric) syndromes reflects the tendency ofcihists to focus on only those
symptoms pertinent to their speciality, rather thamy real differences between
patients...Various names have been given to medigakyplained symptoms. These
include somatisation, somatoform disorders...andtfonal somatic symptoms...we
define a functional somatic symptom as one tHtgr appropriate medical assessment,
cannot be explained in terms of a conventionallineée disease. Functional somatic
syndromes pose a major challenge to medicine. dgmptoms are associated with
unnecessary expenditure of medical resources. nMzhfatigue syndrome is associated
with worse disability than conditions such as hé&altre... three quarters of patients had
symptoms more than 10 years after presentationus,Thunctional somatic complaints
constitute a large...and costly health-care issud tirgently requires improved
management. Many of these (functional somaticiieymes are dignified by their own
formal case definition and body of research. Wegion this orthodoxy and ask
whether these syndromes represent specific diagnesitities (eg. irritable bowel
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syndrome, premenstrual syndrome, fibromyalgia, hygdilation syndrome, tension
headaches, globus hystericus, multiple chemicaligeity, chronic fatigue syndrome) or
are rather more like the elephant to the blind masimply different parts of a larger
animal?....Such patients may have variants of a g ferctional somatic syndrome. If
we accept that functional somatic syndromes arsidered together, we open the way
for more general strategies for their managementincéonal somatic symptoms and
syndromes are a major health issue. They are comamh may be costly. Most of
the current literature pertains to specific syndesmVe have put forward the hypothesis
that the acceptance of distinct syndromes as defim¢he medical literature should be
challenged. We contend that the patients so idedtithave much in common...We
propose an end to the belief that each differentisyme requires its own particular sub
specialist...A previous generation of physicians daieerlaps between “psychosomatic
syndromes”. Unfortunately, none of these theoviese accompanied by empirical
support and consequently have disappeared frontwuent thinking. We argue that
their re-instatement is overdue”.

2000
Responding to Mass Psychogenic lliness. Edito8ahon WesselyThe New England
Journal of Medicine 2000:342:2:129-130

“Such outbreaks are not novel. In a previous spajts and demons oppressed us.
Although they have been replaced by our contempa@ncern about invisible viruses,
chemicals and toxins, the mechanisms of contagieas remain the same. The term
‘psychogenic illness’ and its predecessor ‘massenigs exemplify the problem. To the
majority of observers, including most professionttiese symptoms are indeed all in the
mind. It is now commonplace to blame our environtrfer many of our ills. Should we
investigate at all? How do you convey the messhgethe main mechanisms for the
transmission of distress are psychosocial and betat? A firm public message that
certain symptoms are probably psychological iniarigill probably help prevent their
spread”.

2001
Chronic fatigue syndrome: Symptom and Syndrome. S&lgsS. Annals of Internal
Medicine 2001:134: 9S:838-843

“Social, behavioural and psychological variables imnportant in both chronic fatigue
and chronic fatigue syndrome. The lack of congogebetween the patient’s report of
feeling tired and exhausted and objective measofefatigability further frustrate
clinicians and investigators. Compelling evidenoé abnormal neuromuscular
fatigability in patients with the chronic fatigugrglrome is lacking. Fatigue can be
related to psychological variables such as behef @xpectation. Some of the desire to
split the chronic fatigue syndrome into subgroupdrven by emotion. It is interesting
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to note how some of those who advance this arguassutme that “their” condition (the
one they suffer from, research or treat) will fatl the physical side of the divide. The
greater the number of symptoms and the greatgueheeived disability, the more likely
clinicians are to identify psychological, behavialusr social contributors to iliness. The
pressure to reify the chronic fatigue syndrome corfrem the way in which the
developed world organizes medical services andlreisement systems. Some of the
modern impetus to ‘allow’ a specific chronic fatgggyndrome arises from the various
compensation and social insurance schemes opeiatidgveloped countries. If the
chronic fatigue syndrome did not exist, our curmetdical and social care systems might
force us to invent it. Other symptoms identified the chronic fatigue syndrome
(include) increased symptom-monitoring and incrdaaexiety”.

In correspondence arising from this paper, Wessgbte “l can sleep easy at night
when it comes to treatment. | know that we haveedmore good than harm. You
mention the views of Paul Cheney, but | must sadigagree profoundly with them — and
more importantly, so does every neurologist | haver met. All | know is that | am

quietly proud of what our group has achieved okientears”.

2001
How many functional somatic syndromes? C NimnuaRabBe-Hesketh, Simon Wessely,
Matthew Hotopf. Journal of Psychosomatic Research 2001:51:4:588-5

“Experiencing symptoms is part of normality. Mo$tleese symptoms are not associated
with clear-cut biomedical diagnosis and are thdarred to as “medically unexplained”
or “functional’. Functional somatic symptoms anme important problem in general
medicine on account of the high associated consompif health service resources.
Such symptoms may be elevated to the status afdeme to which a specific name is
attached. These include irritable bowel syndropne;menstrual pain, fiboromyalgia and
chronic fatigue syndrome. Physicians instinctivedek and treat only conditions they
know well. Patients may be seen in several clinidsich increases the risk of over-
investigation. We argue that such an approachuidated. Instead, an appreciation of
the fundamental unity of those syndromes may rethue@otential for iatrogenic harm ”.

2002

Modern worries, new technology, and medicine itliKBetrie Simon Wessely
Editorial: BMJ 2002:324:690-691

“ People’s suspicion of modernity has increaseduoch an extent that it has increased
their worries about environmental causes of poaltheand fostered a migration to
complementary medicine. We believe that these emrschave important implications
for the way patients interact with health servide<linical settings patients are reluctant
to start medication for fear of putting ‘unnatuchlemicals’ into their body. At the same
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time the consumption of unproved herbal and altereanatural’ remedies is increasing.
This anxiety is reflected in the presentation oyg®somatic illness: the number of
illnesses attributed to environmental factors -er fexample, multiple chemical
sensitivity, total allergy syndrome --- has incrés Normal everyday symptoms such as
headache and fatigue are now more easily integhrasesigns of disease or ill health.
Attributions made by patients about the causeaif tiness often involve environmental
pollution, and they see the effects of modernddgeindermining the effectiveness of their
immune system. Distrust of experts is now commaog|and at its extreme it can merge
into the conspiratorial thinking that is part oh@dern paranoid style. Mismanaged
environmental incidents add to the fear of the mubNew and unsubstantiated health
worries can be instantly transmitted to an intemetience eagerly seeking information
on health, or to special interest networks suchresss support groups. We believe it is
only a matter of time before a mass psychogennesé is identified as being spread
electronically”.

2003
Managing patients with inexplicable health problen® Fischhoff Simon Wessely
BMJ 2003:326:595-597

“Those with medical mysteries will find some expéion. When a medical explanation
is slow in coming, physicians, officials and comjgsnoften bear the brunt of (patients’)
anger, for example in chronic fatigue syndrome &udf war sickness, authorities who
denied sufferers’ claims met with scorn and contemlp this article we discuss how
illness beliefs arise and suggest principles falidg with patients. It is only human for
doctors to view the public as foolish, uncompreheggdhysterical or malingering. One
challenge arises when patients have named theditbom in a way that leaves doctors
uncomfortable, as occurred with chronic fatiguedsgme. It may seem that adopting
the lay label reinforces the perceived disabililycompromise strategy is ‘constructive
labelling’: it would mean treating chronic fatigggndrome as a legitimate illness while
gradually expanding understanding of the conditmmcorporate the psychological and
social dimensions. The recent adoption by the UédMal Research Council and the
chief medical officer’s report of the term CFS/Mé&lects such a compromise, albeit it
an uneasy one”.

2003
Medically unexplained symptoms: exacerbating factorthe doctor-patient encounter.
LA Page, S Wessely Journal of the Royal Society of Medicine 2003:98:227

“This paper proposes that well-intentioned actidmg medical practitioners can
exacerbate or maintain medically unexplained symgt@MUS). This term is now used
in preference to ‘somatisation’. The medical spkieis employ shorthand descriptions
for particular clusters of MUS, including irritableowel syndrome, fibromyalgia and
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chronic fatigue syndrome. Examples of precipitatavgnts include muscle ache after
unaccustomed exercise. As one expert notes, dtdgmmonplace clinical observation
that somatising patients --- more than any othewupgr---resent psychiatric referral’.
Once a patient feels discredited, the opportunitgxplore psychosocial factors is lost.
For patients with MUS, the sensory experiences temmlitweigh the negative results of a
doctor's examination or investigations. Thus oreesshow the cycle of excessive
investigation can begin. If enough investigati@ns performed, minor and irrelevant
abnormalities will be detected and themselves becohypothesis-generating.
Reassurance is particularly important in patienko vinave hypochondriasis or MUS.
The adoption of a label such as CFS affords thieuflegitimacy --- in other words, it
allows entry into the ‘sick role’. The externalkaowledgement that the condition is
‘legitimate’ is both reassuring and enabling. Hwes the conferring of a label is not a
neutral act, since specific labels are associatddspecific beliefs and attitudes. In CFS
for example, use of this term or the alternativeyaigic encephalomyelitis’ implies
underlying assumptions about aetiology and treatrfegrboth patients and doctors. (In
relation to treatment), there is evidence to sugthed harm occurs at the hands of non-
medical practitioners (who) colluded with patierdbnormal illness beliefs. If sections
of the media advocate an exclusively organic modglhas happened with CFS, the
biomedical model may become firmly enshrined fargrds and families at the expense
of psychosocial models. Clearly there are impiareg for the way doctors are taught to
assess and treat these patients”.

Only by assembling and distributing the great weah of published medical and
scientific evidence which shows unequivocally thatVessely and his like-minded
psychiatrists are wrong is there any hope of refutig their erroneous assertions and
of limiting the unquantifiable damage that flows from them.

Both the ME Association and Action for ME were setip as charities to promote and
protect the interests of their members, ie. thoseuffering from ME (and the term is
incorporated into their charitable status). Neithe currently does so, since the Chief
Executives of both charities seem only too happy &ubscribe to the Wessely School
view (which ensures continued Government funding).

A Co-cure (internet) posting by Jill McLoughlin expresses the nature of the problem
succinctly:

“Itis because our medical community, professiorscieties and public health officials
have not adequately gathered together, assimilatetegrated and made public the
strong body of research pointing to the serious gloal (not psychological) nature of
this illness”.
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Appendix II:
Quotations from the published works of Dr Michael $iarpe on ME/CFS

As with Wessely, it is not just a matter of notihg@ more offensive statements but rather
it is the relentlessness of the same message awertiman a decade (and the fact that the
message does not adapt to, but actively dismissesstrength of emerging biological
evidence) which shows Wessely School psychiatiaste out of touch with international
scientific knowledge.

1991

Psychiatric management of Post Viral Fatigue Symdro M Sharpe British Medical
Bulletin 1991:47:4:989-1005

“Psychiatric assessment distinguished factors pleapetuate the condition from those
that may have precipitated it. Treatments are tachat perpetuating factors.

“To exclude (patients with a psychiatric diagnosss)ractically restrictive.

“Psychiatric management may be defined as the ssssag and treatment of the mentally
ill.

“Multiple perpetuating factors may operate (and tollowing have been suggested in
CFS:

“Infection: viral infection is of theoretical interest butrainor importance in managing
established cases

“Immune dysfunction:the possibility that immune function is impaireggsychosocial
factors and may be improved by psychiatric treatnsea tantalising possibility

“Other physiological factorsSeveral physiological factors may perpetuate spmpgt
These include the consequences of inactivity ampeiwentilation

“Psychiatric disorderSyndromes conventionally termed “psychiatric” édeen shown
to occur in the majority of patients with CFS. é&mxsive physical investigation is
unlikely to be fruitful and should be limited

“Other psychological factorsPersonality factors (attitudes, beliefs and tids) and
behaviour have been shown to perpetuate disabilihese unhelpful or “dysfunctional”
cognitions include the beliefs that recovery frdra tliness is not under personal control
or that the illness is poorly understood. It haserb suggested that dysfunctional
cognitions and maladaptive behaviour interact witle physiological factors and
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psychiatric illness to perpetuate the disabilitgtthomprises CFS. Increasing physical
deconditioning...may lead to helplessness.

“Social factors because of their possible importance in CFSiétdactors) deserve
discussion. One such factor is our cultural alétto symptoms occurring in the absence
of demonstrated physical disease. Such symptoen8exfuently regarded as revealing
personal weakness and as not being a valid reascaxémption from daily demands.
Physical disease, on the other hand, particuldriyalidated by a doctor, is rarely
considered to be the responsibility of the afflictenerits sympathy, and excuses the
sufferer from meeting the demands of others. Rti@ithout a “physical” disease label
for their illness may consequently experience dlitily in explaining their disability to
friends, family or employers. Hence they may requesphysical diagnosis” from
doctors. In response to the lack of acceptandkeofreality” of the symptoms of CFS,
support has been sought for the existence of asksealled myalgic encephalomyelitis
or “ME”".....the insistence that “ME” is an exclusiyephysical disease with a poor
prognosis may have been unhelpful for suffererd)anch a restricted conception of the
problem may have perpetuated iliness in some iddals”.

Under Assessment of CFSSharpe again states “the use of extensive l&lgra
investigation may be psychologically harmful to fhetient by reinforcing their beliefs
about serious physical disease.

“ Even if shown to be beneficial, such (immunolad)jctreatment is unlikely to be
feasible on a wide scale because of cost.

“There are many anecdotal reports (of the effiaafgntidepressant drugs) in CFS.

“Cognitive behaviour therapy is a development ofi&aour Therapy in which emphasis
is placed on changing the patients’ cognition ai a® their behaviour. The aim is to
show that the patient can regain control of theied and that their iliness is not so
mysterious as to be untreatable”.

Under Guidelines for Managemerharpe yet again states “Excessive investigation
should be avoided. Problems may arise if the pateruires a diagnosis the doctor feels
is inappropriate or wants certification of permanienalidity (ie) “ME”.

“There is evidence that psychiatric treatment catgiuce disability in CFS. In some

{1

patients it can be ‘curative’ ”.

1991

Mania and recovery from chronic fatigue syndromdC Sharpe, BA JohnsodRSM
1991:84:51-52

“There is anecdotal evidence that (antidepressaatsyeduce disability in CFS.
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“Psychosocial factors may maintain disability. Hgnmembers may reinforce both
beliefs and avoidance. We suggest that the clidssessment should consider mood,
beliefs, avoidance of inactivity and the role of family”.

1992

Fluctuations in perceived energy and mood amongemat with chronic fatigue
syndrome C Wood, M Sharpe etal JRSM 1992:85:195-198

“Because of its suspected viral aetiology, CFS esdming an increasingly frequent
presentation seen by specialists in infectiousadies. Current thinkinhere Sharpe
guotes a self-referencepes not require the presence of a viral aetiologlefining the
syndrome

“(Patients’) higher levels of depression serveeiaforce the now widely current notion
that such patients may be suffering from a depvesiness, of which physical fatigue is
a somatic manifestation.”

1994

The Chronic Fatigue Syndrome: A Comprehensive Appindo its Definition and Study.
K. Fukuda, S.Straus, M Sharpe et al Ann Int Med 1994:121:12:953-959

“The use of tests to diagnose the chronic fatiggedsome should be done only in the
setting of protocol-based research. In clinicacpice, no additional tests, including
laboratory tests and neuro-imaging studies, carebemmended. Examples of specific
tests Which should not be dohenclude serologic tests for enteroviruses; texts
immunologic function, and imaging studies, incluglimagnetic resonance imaging scans
and radionuclide scans (such as single photon emissmputed tomography (SPECT)
and positron emission tomography (PET) of the h&§d. consider a mental status
examination to be the minimal acceptable levelsseasment.

“The exclusion of personsvith psychiatric disordepswould substantially hinder efforts
to clarify the role that psychiatric disorders hamefatiguing illness. We dropped all
physical signs from our inclusion criteria (becgubeir presence had been unreliably
documented in past studies.”
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199

(6]

Chronic fatigue, chronic fatigue syndrome, anddibhyalgia Wessely S and Sharpe M.
In: Treatment of Functional Somatic Symptoms. Ed: MagpBass C and Sharpe M.
(chapter 16): OUP 1995

On the issue of patients’ organisations making weddesearch information available to
members, Sharpe states “Such information may aaansiderable and often unhelpful
influence on patient attributions of illness.”

199

o

Cognitive behaviour therapy for the chronic fatimymdrome: a randomised controlled
trial Michael Sharpe, Tim Peto etal BMJ 1996:312:22-26

“Cognitive behaviour therapy offers a novel apptoao the treatment of the chronic
fatigue syndrome...(it) aims at helping patientsaeevaluate their understanding of the
illness....it was both acceptable and more effedtnae medical care alone.”

(One of the trial participants (Catherine Rye) hatktter published in the Independent
on 30 March 1996 in which she made valid pointsl participated in the Oxford
trial...the article implies that a new successfubtreent has been found for ME but that
sufferers do not want to accept it. There aredadiout the trial that throw into doubt
how successful it is. It is stated that patiemtghe control group received standard
medical care. | was in that group but | receivedtmng. Also, patients receiving
treatment had to attend weekly hospital visitsstaxcluding the most severely affected
sufferers. Patients who “improved significantly”lgnncreased their score from 70 to 80
on a scale of general functional ability.”)

1997

Treating medically unexplained symptoms. EDITORI@Editor's Choice).
Richard Mayou and Michael SharpeBMJ 1997:3:15:561-562

“Evidence for the superiority of new ways of thingiabout and managing such patients
is growing. These new treatments, often refercedst cognitive behavioural therapies,
take a new approach (which) is in keeping with ¢lvedlence that the perpetuation of

unexplained somatic symptoms is best understotatins of psychological factors (such

as) misinterpretation of bodily sensations and ysfhkcoping behaviour.”
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1997

Chronic Fatigue Syndrome: A Practical Guide to Asseent and Management
Sharpe M. Wessely S et alGen Hosp Psychiatry 1997:19:3:185-199

“The only treatment strategies of proven efficagy @gnitive behaviordkic) ones.

“The clinical problem we address is the assessethimanagement of the patient with a
belief that he / she has a fatiguing illness such as CR&nic fatigue and immune
deficiency syndrome (CFIDS]JCFIDS in fact stands for chronic fatigue and imneun
dysfunctionsyndromelor myalgic encephalomyelitis (ME). The patients wdause the
greatest clinical difficulty are those with bothveee symptoms and strong beliefs. The
majority of patients believe that their symptome #ne result of an organic disease
process. Many doctors believe the converse.

“It is particularly important to focus on factordigh may be perpetuatirtge illness. A

large number of somatic symptoms suggests a grideg&hood of psychiatric disorder.
A conviction of a_solelyphysical cause for symptoms is the single mostsistent

predictor of poor outcome.

“Beliefs are probable illness-maintaining factonsl dargets for therapeutic intervention

“Many patients receive financial benefits and pagtaevhich may be contingent on their
remaining unwell. Recovery may therefore pose @atof financial loss

“Personality is important....the account of an infarmt(about the patient’s personality)
is often helpful

“Most sufferers are seeking confirmation of thewrointuition that they are suffering
from a particular condition, rather than reassueathat they are not

“Abnormal physical signs should not be acceptedaaspatible with a diagnosis of CFS
“In our experience, postural hypotension usualpbees with increased activity
“Reports from specialist settings have shown gdtesiy increased rates of abnormal
results on tests for parameters such as antinueletar, immune complexes, cholesterol,
immunoglobulin subsets and so forth. Their sigaifice is for researchers rather than
clinicians and we feel that testing for such vaeahs more likely to result in iatrogenic
harm(caused by doctorghan good

“Many physicians are reluctant to make the diagh@$iCFS (because of) reinforcing
unhelpful illness beliefs

“Patients need a diagnosis in order to organisie tlealings with the world of benefits
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“Perpetuating factors (include) reinforcement eksiole by mother and doctor

“An important task of treatment is to return respibility to the patient for rehabilitation
without inducing a sense of guilt

“(CBT) is acceptable to patients, safe and morecéiffe than standard medical care
(“standard medical care” is not defingd

“It is usually possible to persuade these patitmtsy antidepressants
“Disability systems and insurance agencies are ter#pabout CFS. When asked to
comment in benefits or insurance claims, we do sugiport claims for permanent
disability until all reasonable efforts at rehatalion have been tried.”

1997

Chronic fatigue syndrome and occupational healthA Mountstephen and M Sharpe
Occup Med 1997:47:4:217-227

“ (the term myalgic encephalomyelitis) has beendusedefine a supposedly specific
disease associated with viral infection. Despiis, tthe existence of ME as a specific
syndrome remains unestablished. Use of the tebmssavoided

“The label of CFS avoids the connotations of psedidease diagnoses such as ME

“Patients’beliefs and behaviouare often a prominent part of the clinical preaéanh
(which) is most commonly diagnosed in young anddi@dged females

“the evidence for an association between immunaladpnormalities and CFS remains
unclear

“Both self help books and the media have tendeshiphasise medical explanations at
the expense of psychiatric conceptualisations

“CFS may serve as a culturally defined function ethellows a socially acceptable
expression of distress

“illness perpetuating factors are more importaantpredisposing or precipitating factors
“psychiatric assessment is recommendeehviary case

“in most cases of chronic fatigue, few laboratomestigations are necessary
“‘important aspects are the individual’'s beliefs aibtheir illness

“Exercise therapy may be considered for patients aite physically inactive
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“the only psychological treatment supported by éwvidence is cognitive behavioural
therapy (which) is well fitted to the task of hielg patients achieve a more helpful view
of the illness

“referral to ‘specialists’ should be avoided asytban entrench iliness behaviour

“a process of education to address inaccurate ahdlpful attitudes and beliefs may be a
necessary preliminary step

Under “Eligibility for benefits”, the authors stat&fhe DSS’s Handbook advises
adjudication officers that in CFS there is unlikéty be a need for assistance with
attending to bodily functions or with mobility. Will be unfortunate if the (Disability
Discrimination) Act leads to an undue focus on Idagn disability at the expense of
efforts directed at rehabilitation and recovery.”

1997

Treating medically unexplained physical symptorEffective intervention available.
EDITORIAL. EDITOR’S CHOICE. (press release). Racth Mayou. Michael Sharpe.
BMJ 1997:315:561-562

“Chest pain, back pain, headache, muscular paiogebsymptoms, breathlessness,
dizziness and fatigue often remain unexplained afedical assessment. Such cases may
be referred to as functional syndromes of chroatmfie or as somatoform disorders.
When symptoms are found not to result from “genyhgsical iliness”, they are often
attributed to mental illness. Evidence for theesugrity of new ways of thinking about
and managing such patients is growing. These meatnhents, often referred to as
cognitive behavioural therapies, take an approackeeping with the evidence that
perpetuation of unexplained somatic symptoms ist beslerstood in terms of an
interaction between physiological processes, pdpdhcal factors and social context.

“This integrative approach (consists of) identifyithe principal factors that perpetuate
illness, including misinterpretation of bodily satiens, abnormalities of mood and
unhelpful coping behaviour.

“Implementation of this new approach will requiteanges in both medical practice and
the organisation of services. Innovative servieealopments such as dedicated liaison
psychiatry services will provide for patients whemjuire more intensive treatment. The
small but conspicuous group of patients who presgthtrecurrent and multiple physical
symptoms will be given co-ordinated care aimed iatitihg unnecessary medical
interventions

“If these changes in practice and service provisioald improve patient care, why have
they not been implemented? One reason is the pidad lack of awareness that
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effective evidence based treatments are availalitere are welcome signs of change, as
evidenced by the recent joint royal colleges’ regor

1998

Cognitive Behaviour TherapWichael Sharpe. A Research Portfolio on Chronic
Fatigue. Ed: Robin Fox; published by The Royal 8ycof Medicine for The Linbury
Trust, 1998

“Cognitive behaviour therapy offers patients a neay to think about their iliness. The
first application of CBT to chronic fatigue syndremwvas by Wessely and colleagues
(who proposed) a vicious- circle model of the pé&wpgon of chronic fatigue whereby
patients’ beliefs about the illness lead to avoaamf activity and thus to chronic
disability

“Our group (ie. the Wessely School) wanted to dgyehe behavioural approach and
the fist step was to gain a systematic view ofrtheliefs and behaviour

(No mention is made about obtaining a systematiw \0é patients’ brain perfusion
patterns, or of their immune status, or of theiureendocrine function)

“CBT helps patients to re-evaluate their beliefsdjaencourages them to change their
behaviour. Change in the belief is an importantoiam recovery.

“The trials of CBT have shown that ‘psychologida#atment is effective in patients with
CFS. (CBT) is currently the most effective treatthwe have for CFS.”

1998

Doctors’Diagnoses and Patients’ Perceptions: Lesfom Chronic Fatigue Syndrome
EDITORIAL Michael SharpeGen Hosp Psychiat 1998:20:335-338

“For many patients, the more clearly ‘biomedicaketdiagnosis is, the more likely they
are to welcome it

“These patients want a medical diagnosis for a remolbreasons. First, it allows them
to negotiate reduced demands and increased carefémily, friends and employer.
Without such a diagnosis, the patient is open écsthrial stigma of psychiatric illness. In
short, (a biomedical label) admits them to a bade fsick role’. Second, it may open
the way for practical help in terms of financialdanther benefits from government,
employers and insurers

“Why are many physicians reluctant to provide a imalddiagnosis? (Because) to make
such a diagnosis, especially if it is suggestethbypatient, may risk the censure of peers
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“The application of (a psychiatric diagnosis) mayegthe physician the satisfaction of
having applied a label of which most of his peemild approve. The problem is that
many patients not only fail to accept this diaged=zit respond to it with frank hostility
because a psychiatric diagnosis may offer lowemrioal benefits

“For many patients, obtaining an acceptable diagnosecomes their main
preoccupation.”

1999

ME. What do we know (real physical illness orialthe mind?)

Lecture given in October 1999 by Michael Sharpestéd by the University of
Strathclyde

“In my lecture this evening, | would like to talia you about myalgic encephalomyelitis
(ME), also known as chronic fatigue syndrome or @®8ich) for convenience | will
refer to as CFS.

“We know that in the majority of cases CFS can fiecévely treated. CBT has been
shown to have substantial benefits for patient® WWES (and) can reduce disability in
most patients.

“I shall argue that patients themselves have playpdrt in denying themselves this type
of treatment

“Despite a lot of media comment and much hypotliegiselating CFS to modern
concerns such as toxic exposures, there is vear eleidence that a condition which
appears identical caused similar concerns a hunglracs ago (and) the causes were
thought to lie in the concerns of that time nam#ig changing role of women....in our
time it is allergy and toxins.

“The conventional wisdom is that illnesses are madé¢ when they are legitimised by a
doctor’s diagnosis

“Does CFS have biology? Yes —not conventional disgmthology
“The majority of patients with CFS have no doubwthey prefer their conditions to be
seen....the vehemence with which many patients ittsagttheir illness is medical rather

than psychiatric has become one of the hallmarkiseo€ondition.

“Clinically, it appears that interpersonal strepp@ars to be a major factor giving rise to
development of CFS

“Over-solicitousness and the reinforcement of upfutlillness beliefs can have an
unhelpful effect on patients’ attitude and coping



75

“Purchasers and Health Care providers with hardgme budgets are understandably
reluctant to spend money on patients who are notggm die and for whom there is
controversy about the “reality” of their conditi¢gnd who) are in this sense undeserving
of treatment.

“Those who cannot be fitted into a scheme of oljecbodily iliness yet refuse to be
placed into and accept the stigma of mental illmessain_the undeserving sick our
society and our health service.”

2000

Insurance Medicine. Chronic fatigue syndrome asanénagemenbr Michael Sharpe,
University of Edinburgh. Conference rapporteun 2ox MA MRCP, Chief Medical
Officer, Prudential UK, Reading. JRCP 2000:34:394-396

“Psychosocial factors are important in CFS. Progjndactors include family factors and
social factors; work could also mitigate again&tlbarecovery.

“Reports from doctors for employers, insurance canmgs and benefit agencies could
reinforce beliefs and behaviour to delay full reenv

“The belief that there is no treatment is incorrexrrecting obvious misconceptions
about the disease process and avoiding unnecagsasfigations all help patients.

“Cognitive behaviour therapy caused improvemer@Qfo of patients with CFS

“Secondary prevention (ie. preventing chronicitycludes early identification and
treatment; keeping the individual in contact witie tworkplace helps to reduce the
chronic problems.

“There was general agreement that all doctors aaesponsibility to aid their patients’
return to employment.

“Social attitudes and differing health beliefs cdow down or even prevent a return to
work and such beliefs are increasingly being pragatdd through the media and doctors
have to be aware of these issues.

“The problem of communication between doctors ansuters or benefits agency
personnel were discussed throughout the meetingchwivas an excellent first step
towards improved links between the Royal College dnctors working in insurance and
benefit agencies”.
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