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THE CBT &

GET DATABASE

A comprehensive guide to the inappropriate and harmful use of
CBT and GET on patients with Myalgic Encephalomyelitis
sourced from the world’s leading M.E. experts.

Mpyalgic Encephalomyelitis is primarily a neurological illness. It is classified as such.under the WHO
international classification of diseases, although non-neurological complications affecting the liver,
cardiac and skeletal muscle, endocrine and lymphoid tissues are also recognised. Dr Elizabeth Dowsett
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1 have some M.E. patients with a circulating red blood cell volume less than 50% of expected
and a yery large number with the range of 60% to 70%. The brain, muscles and peripheral
circulation are placed in physiological difficulty. Byron Hyde MD
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M.E. has a UNIQUE neuro-hormonal profile. Prompt recognition and advice to avoid
overexertion is mandatory. Dr Elizabeth Dowsett & Dr Melvin Ramsay
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ML.E. is a clearly defined disease process. M.E. is a serious (acute-onset) diffuse brain injury and appears to
be in the same family of diseases as polio and MS. This relationship is the reason that Gilliam, in his
analysis of the L.A. M.E. epidemic in 1934, called M.E. ‘atypical poliomyelitis.” Byron Hyde MD
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TheCBT and GET Databaseis a stanealone comprehensive guide to the use of CBT and GET on patients with
Myalgic Encephalomyelitis (M.E.) and tleguspsychiatric or 'behavioural' paradigm of M.E. generally.

This 170+ page resource is aimed at lawyers, politicians, media, the friends and family of sufbetgpsmarily

at those clinicians who chooserecommend CBT and GET to their patients. It is hoped that these doctors will
read something here that will forever change their mindsisstitbject and so benefitir patients, and
themselvesas well as society in general.
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Smoke and mirrors- An analysis of the scientific legitimacy of the claims
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It is often clained that some level of psychiatric causation of Myalgic Encephalomyelitis (M.E.) has been
scientifically proven. It is also often claimed that therapies based upon thisittealy as CBT and GEThave
also been scientifically proven to be appropriadée sind effective for these patients.

But does the available research actually support these claims? The answer, many will be surprised to know, is an
unequi vocal 6not by a | ong sihyoutlookiat tlsedettiontciiieeusert isst udi e
that where patients are selecsadely on the presence of the symptom of chronic fatigare is some preliminary
evidence that some proportion of these patients may benefit from these interventions (for an as yet uncertain
period of time).

But how is this relevant to M.E. patients unless the symptom of chronic fatigue and the neurological illness known
since 1956 as Myalgic Encephalomyelitis are exactly the same MihgPis chronic fatigue, and what is
Myalgic Encephalomyelitis?

Chroric fatigueis a symptom of many different illnesses and has a large number of different and unrelated causes.
People with chronic fatigue may be fatigued because of vitamin deficiency, sleep disorder, depression, cancer,
burn-out, Multiple Sclerosis, andlarge number of other psychiatric and miscellaneouspsyohiatric illnesses.

This symptom may persist for weeks, months or years and the severity level can vary from very mild to severe.
20% of the population or more may suffer from some form of chifatigue.

Myalgic Encephalomyelitiss not merely a symptom, but instead a distitiseaselt has been recognised by the
World Health Organisation (WHO) since 1969 as a distinct organic neurological disease with the code G93.3.
Myalgic Encephalomyelisi is a systemic acutely acquired illness initiated by a virus infection which is
characterised by damage to the brain stem (a nerve centre through which many spinal nerve tracts connect with
higher centres in the brain in order to control all vital bofihctions) which results in dysfunctions and damage
to many of the bodyo6s vital sy s tSebstantishavidenca indicatessshato f n
M.E. is caused by an enterovirus. The onset of M.E. is always acute and M.E. can bsediagithin just a few
weeks. M.E. is an easily recognisable distinct organic neurological disease which can be verified by objective
testing. If all tests are normal, then a diagnosis of M.E. cannot be correct.
M.E. is primarily neurological, but syptoms may also be manifested by cardiac, cardiovascular,
immunological, endocrinological, respiratory, hormonal, gastrointestinal and msselddal dysfunctions and
damage. More than 64 distinct symptoms have been authentically documented in M.&. péewdch are
unique to the diseaskatigue is not a defining nor even essential symptom of M.E. People with M.E. would give
anything to be only severely 6fatigued6d instead of
M.E. can occur in both epidemic and sporadic forms and@fveutbreaks of the illness have been recorded
worldwide since 1934. M.E. can be extremely disabling and in some cases the illnessvsEaiala
chronic/lifelong disease that has existed for centuries. It shares similarities with MS, Lupus arieaPtdioer
than 0.5% of the population has the distinct neurological disease known since 1956 as Myalgic Encephalomyelitis

(Hyde 1992 p. xi) (Hyde 2007, [Online]) (Hyde 2006, [Online]) (Hyde 2003, [Online]) (Hyde & Jain 1992 pp3B38Dowsett
2001, [nline]) (Dowsett 2000, [Online]) (Dowsett 1999, [Online]) (Dowsett n.d.b, [Online]).

The symptom of chronic fatigue and the distinct neurological illness M.E. each have a very different; cause,
symptoms, aetiology, pathology, response to treatmentadodghort term prognosisand World Health
Organization classification. Clearly it is a stretch of credibility to say that people with the symptom of chronic
fatigue and those with M.E. share any real similarititet alone that they could somehow reganetthe exact
samepatient group and be able to be studied interchangeably.

T Note that each of the core features of M. E. (unlike
verified using a series of objective tests, Jassting for M.E.andWhat is M.E.for more information.

Thus despite popular opinion, there is in facho evidence whatsoeverhich exists to show that Myalgic
Encephalanyelitis can be caused or perpetuated by psychiatric or behavioural problems, nor that therapies
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such as CBT or GET are appropriate, safe or useful in treating M.E. patients’he studies which support
these theories and the use of these therapies havedrercted not on people with M.E. but instead on patients
with an entirely unrelated and very different health proklehe symptom of fatigue.

Does this mean that research conducted using patients with diabetes (for example) can now also beadlpplied to
those who have cancer, Multiple Sclerosis, Lupus or any number of other unrelated problems and diseases, merely
because the researchers involved have decided that they would like it to?

In a scientifically enlightened age such as this, how is it plesiat the results of studies using one

(heterogenous) patient group can be claimed to be entirely relevant in investigating the aetiology and appropriate
treatments for a completely separate and unrelated homogenous patient group? How is this@diegitid?

How is this ethical?

How have these groups got away with making such false and misleading claims?

The issue here |ies with how M. E. has becdeafidedd n@dT!
creation of many differentedf i ni ti ons of what is now called 6Chroni
of psychiatrists (and others) have superficially &6b

groups so that they can fraudulently and misleadingljisaissed to those who are not aware of the subterfuge
involvedi as if they were one and the same.

What is Chronic Fatigue Syndrome? How was it named? How is it defined?

The new name CFS and the CFS case definition were created by the CDC inrhE9B& by a board of

eighteen members (many of them psychiatrists); few of which had studied either an epidemic of M.E., or any
patients with the illnes3.his new criteria failed to select patients using any past or current research or lab work
relevantto M.E., excluded the cardinal symptoms and signs of M.E. and instead focused almost entirely on
6fatigued persons.d® Although the new name and accom|
of what was unmistakably M.E., both bore soditiélationship to the existing history and literature on M.E. that

the three more experienced members of the board refused to sign the final document. They withdrew themselves
from the (CDC) definitional committee because the proposed new name foréke dind the definition that went

with it were just too different from the Myalgic Encephalomyelitis with which they were so fa(ritigger et al.
2001 [Online]).

Nearly 20 years later there are now more than 9 different CFS definitions. In the twzomasinly used

definitionsi the US 1994 Fukada (or CDC) definition and the 1991 UK Oxford defiriitibie only essential
symptom required for the diagnosis of O6CFS6 to be m
designed to expressiycludethose with somatisation disorders (or other-n@jor psychological or psychiatric

disease) as patients who have physical signs of illness (as is the case with every M.E. patient) are specifically
excluded from the diagnosis. By definition patients wigirological disease, including M.E., have been excluded

from study using these criteria. Neither of these d
neurological condition and indeed they are each far too vague to defiengle and distct disease. All either
of these definitions 6defined is a heterogeneous po|

miscellaneous noepsychiatric states which have little in common but the symptom of fatigoeer a. [Online]).

Today whe the term CFS is used what is being referred to may be patients with/facts relating to any combination
of: 1. Miscellaneous psychological and Aasychological fatigue states (including somatisation disorder) 2. A

self limiting postviral fatigue state asyndrome (eg. following glandular fever.) 3. A mixed bag of unrelated,
misdiagnosed illnesses (each of which feature fatigue as well as a number of other common symptoms; poor
sleep, headaches, muscle pain etc.) including Lyme disease, multiple sdiébosiayalgia, athletes over

training syndrome, depression, burnout, systemic fungal infections (candida) and even various cancers 4. Myalgic
Encephalomyelitis (despite the fact none of the CFS definitions describes M.E., many M.E. sufferers are
unfortunat | ' y gi ven a O6CFS6 misdiagnosi s) .

As M.E. experDr Byron Hydeexplains:

Do not for one minute believe that CFS is simply another name for Myalgic Encephalomyelitis. It is not. The
CDC 1988 definition of CFS desbes a norexisting chimera based upon inexperienced individuals who lack

any historical knowledge of this disease process. The CDC definition is not a disease process. It is (a) a partial
mix of infectious mononucleosis /glandular fever, (b) a mix ois®f the least important aspects of M.E. and

(c) what amounts to a possibly unintended psychiatric slant to an epidemic and endemic disease process of
major importance. Any disease process that has major criteria, of excluding all other disease piocesses,
simply not a disease at all; it doesn't exist. The CFS definitions were written in such a manner that CFS
becomes like a desert mirage: The closer you approach, the faster it disappears (2006, [Online]).
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O6CFS®6 and M. E. ar e a nsyThewvashngajorityuan essifpated 95% -+ of the reseaech and
articles available today which use the term and def|
to, Myalgic Encephalomyelitis patients.

So why were a group opsychiatrists allowed to redefine a disease of infectious origin? Why were the
renaming and redefining of the distinct neurological disease Myalgic Encephalomyelitis allow&dndeed
intendedi to become so muddiedmdeed why did Myalgic Encephalomyelitis suddenlycheebe renamed or
redefined at allMoney. There was an enormous rise in the reported incidence of Myalgic Encephalomyelitis in
the late 1970s and 1980s, alarming medical insurance companies in the US. So it was at this time that certain
psychiatrists andthers involved in the medical insurance industry (on both sides of the Atlantic) began their
campaign to reclassify the severely incapacitating and discrete neurological disorder known as Myalgic
Encephal omyelitis as a pderyicdideritoosigistep the finamaial réspoasibitityooh a | i t
SO many new claim@arshall & Williams 2005a, [Online])As Professor Malcolm Hoopexplains:
In the 1980s in the US (where there is no NHS and ofabe costs of health care are borne by insurance
companies), the incidence of ME escalated rapidly, so
fatigue syndromeo, the cardinal f eat usymptomfouniteisat h was
that any insurance claim based on fitirednesso could b
relation to M.E.: objections were raised by experienced international clinicians and medical scientists, but all
objectonsvnver e i gnoredé To the serious disadvantage of pati
falsehoods about the disorder to the medical, legal, insurance and media communities, as well as to government
Ministers and to Members of Parliamemgsulting in the withdrawal and erosion of both social and financial support
[for M.E. patients]. Influenced by these psychiatrists, government bodies around the world have continued to
propagate the same falsehoods with the result that patients arégHefitvany hope of understanding or of health
service provision or delivery. As a consequence, government funding into the biomedical aspects of the disorder is
non-existent. (2003a, [Online]) (2001, [Online])

The psychiatrist Simon Wessélharguably tie most powerful and prolific author of papers which claim that M.E.

is merely a psycholiobggarchssise toprontinereann toefUK at tha damegtimestide first

CFS definition was being created in the USA (1988). Wessely, and hiwilided colleagueis a small group

made up mostly but not exclusively of psychiatrists
dominance in the field of M.E. in the UK (and increasingly around the world) by producing vast numbers of
paperswhich purport to be about M.E.

Wessely claims to specialise in M.E. but uses the term interchangeably with chronic fatigue, fatigue or tiredness
plus terms such as neurasthenia, CFS and O6CFS/ MEG6 (
claims that psychiatric states of ongoing fatigue and the distinct neurological disorder M.E. are synonymous.
Despite all the existing contradictory evidence, Wessely (and members of the Wessely School) assert that M.E. is

a behavioural disorder (with no @igal signs of illness or abnormalities on testing) that is perpetuated by
6aberrant illness beliefsdéd and by 6the misattributi

secondary gai n b y(Hoapdr@ patshalreapa, [Oning). si ck r ol ebd

The Wessely School and collaborators has assiduously attempted to obliterate recorded medical history of

Myalgic Encephalomyelitis even though the existing evidence and studies were published in prestigious peer
reviewed journalsandspanver 70 years. Wesselyds claims (and tho
flooded the UK (and worldwide) literature to the extent that medical journals rarely contain any factual and
unbiased information on M.E. Thus most clinicians are effdgtlveing deprived of the opportunity to obtain

even the most basic facts about the illness.

For at least a decade, serious questions have been raised in international medical journals about possible scientific
misconduct and flawed methodology in the kvof Wessely and his colleagues. It is only relatively recently

however that his lonterm involvement as medical adviseand board membérto a number of commercial

bodies having a vested interest in how M.E. is managed have been exposed.

The governmet funded research produced by this group continues to be rigorously criticised on the grounds that
it is methodologically flawed and biased and that it relies on a highly selective and misrepresentative choice of
references, and too often cites their astundies as the sole or primary references. Despite this, and the fact that
this coterie of psychiatrists has a number of outrageous conflicts of interest and proven affiliations with corporate
industry they have managed to assiduously infiltrate all therrimestitutionsi including governmerit directing

funding for M.E. research into an exclusively psychiatric model of the illness; and which involves studying

6fatigued sufferers instead -@gbes & olsan vereotnodineECF 30 |
(Hooper 2003, [Online]) (Hooper et al. 2001, [Online]).
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This is the sole reason why the charade that M. E. c
even a O6aberrant belief sys tsaemificeddencd daranyeeidence fomhe b e c a |
theory, or because the evidence proving organic causes and effectsisildtking because such a @
financially and politically convenient and profitableon such a large scale to a number ofexely powerful
corporationgHooper et al 2001, [Online]As Dr Elizabeth Dowsettomments, these ridiculous financially motivated
theories bear as much rel ati onAstta ol aegbddineilnat e sci enc

Members of the 6Wessely schoold in the UK including
Reeves, Straus etc of the CDC, in Australia Lloyd, Hickie etc and the clinicians of the Nijmegen group in the
Netherthnds each support a bogus psychiatric or behavi o
based approaches such as cognitive behavioural therapy (CBT) and graded exercise therapy (GET) as the most

useful intervent i onprtaftobe av@dtimbnong afthése graups is stlidying ipagients m
with M. E. Each of these groups uses a definition of
with M.E. but instead selects those with various types of psychiatric aolsgohiatric fatigue.

O0CFSO6 makes getting disability payouts al most i mpos:
prove the existence of OCFS6 and because there is a
andsuccesf ully O06CFS®6 can be managed or even cured. The
a psychological illness which many health insurance policesx pl i ci tly exclude and man
cover6 CFS6 al |l ows i n s govemments to evade pratleasegseatly Immit claims all over the
world. f the US has only had a universal healthcare sy:¢

obscene profit to be made by denying the existence of serious organic illnessdés,dh 6 CFS6é6 mess wou
have happened.

Among his 53, largely undeclared, conflicting interests Wessely is a member of the supervisory board of a
company named PRI SMA. This same company i s being pali
progr ams (such as CBT and GET) (vao2004, foine]\MdsSelyfismlsoan s e o0 n
officer of the insurance giant UNUM.

The facts on Wesselybs colleagues are equally distul
indisputable longerm commitments to the medical insurance industry are Michael Sharpe, Professor Mansel
Aylward, Anthony Cleare, John Locasio and PeterWhitée s s el y6s cl osest coll eague:c

chief medical officers for insurance compgg Swi ss Re and their other ACFS e
Simon Wessely, and they also use psychiatrist Anthony Cleare (a freqerthoo with Wessely). LoCascio of

UNUM advised the UK DWP (Welfare Office) on welfare reform while Professor Adwaas in charge of UK

DWP and then director of UNUMOsS r(Hbspe 203, Ohlinelp(Sobpar &t dl.i s h m
2001, [Online]) (Williams 2007, [Online]jThelist goes onln the US in 2004 Commissioner John Garamendi
describedd u mPr ovi dent as 6éan outlaw companyd and al so st
operated i n &Ruotherort 2007, ¢aline]). f as hi on o

Other insurers involved include: Swiss Life, Canada Life, Norwich Union, Allied Dunbar, Sun AllBkeedia,
Zurich Life and Permanent Insurance, and agnRerers, the massive Swiss Re. The goal of these groups has
clearly been to prevent insurance cover for M.E. patients (those with a psychiatric label are denied medical
insurance cover), to prevetisability payments to them and to prevent successful liability lawsuits and maintain

the supremacy of their industrig®oper 2003, [Online]) (Hooper et al. 2001, [Online]) (Williams 2007, [Online]) (Rutherford
2007, [Online)).

This group has also dewn government policy on M.E. in the UK to an overwhelming extent. Wessely is adviser
to the UK government and his wife (a GP and psychiatrist) is Senior Policy Adviser to the Department of Health.
Wessely was also recently reprimanded by the World Heatiari®ation (WHO) for attempting to subvert the

ICD definition of Myalgic Encephalomyelitis due to the fact that he did not, as he claimed, have the authority to
issue a WHO definitiofHooper 2003a, [Online]) (Hooper et al. 2001, [Online]) (Marshall &lifits 2005a, [Online]).

This large scale deception by insurance companies has been made possible largely because of the fact that holding
some of the most powerful advisory positions in government (as some of these vested interest psychiatrists do)
does ot seem to be mutually exclusive with also having direct ties and allegiances to industry, even if those
industries are directly affected by the decisions made by the government department/adviser in question (as the
giant chemical, pharmaceutical and irce industries are in M.EHooper 2003a, [Online])As Professor

Malcolm Hoopemoes on to explain:

Increasingly, it is now "policymakers" and Government advisers, not experienced clinicians, who detdronw a
disorder is classified and managed in the NHS: the determination of an iliness classification and the provision of
policy-driven "management” is a very profitable business. To the detriment of the sick, the deciding factor
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governing policies on nttcal research and on the management and treatment of patients is increasingly determined
not by medical need but by economic considerations.

Given that what Wessely promotes is contrary to the established scientific evidence, how does he manage to

maintin such power and control? Many knowledgeable people believe he maintains it by singing the desired
political tune; by scientific misconduct; by manipul ¢
by deception and by the circularity afl&references. Substantial evidence clearly reveals that in pursuit of his

personal ideology or, alternatively, that of his corporate masters, Wessely abuses the scientific process. The
implementation of his personal philosophy is not based on medieakscand has had devastating consequences,

not just for sufferers of M.E. but for their families as well.

There is a gross mismatch between the severity and complexity of M.E. and the medical and public perception of
the disorder, but until Simon Wesséhyheld to public account, and medical professionals and public alike are
informed and educated about the reality of M.E., this will continue (2003a, [Online]).

Members of the 6Wessely school & in the USKountetpartsudi ng
Reeves, Straus etc of the CDC, in Australia Lloyd, Hickie etc and the clinicians of the Nijmegen group in the

Net herl ands each support a psychiatric or -‘msetiaviour
approaches such as cagre behavioural therapy (CBT) and graded exercise therapy (GET) as the most useful
interventions for O6CFS6 patients. I't is important t
M. E. Each of these gr oulmascreatadehsir on, wheti does ndt selechthosefwithd CF S |
M.E. but instead selects those with various types of psychiatric arplsiyohiatric fatigue. (These inappropriate
interventions are at best useless and at worst extremely harmful or fatal for tetspa

The creation of the bogus disease category O6CFS6 ha:
paradigm of M.E. by allying it with various unrelated psychiatric fatigue states andifab$atigue syndromes,

and other unrelated ilinsss, for the benefit of various (proven) financial and political intefEstsresulting
6confusiond between the disti-madenlkrogos odi sadsei cate
has caused an overwhelming additional burden of suffésintipose who suffer from neurological M.E. and their
families.It's a big huge mess, that is for certain but it is not an accidentalmess- that is for certain too

(Hyde 20064, [Online]) (Hooper 2006, [Online]) (Hyde 2003, [Online]) (Hooper 2003an@n({Dowsett 2001a, [Online])

(Hooper et al. 2001, [Online]) (Dowsett 2000, [Online]) (Dowsett 1999b, [Online]).

To read more about the vast difference between M. E. an
interest psychiatrists kka come to influence the opinions of the worldwide medical community about M.E.) see:
Who benefits from 'CES' and 'ME/CF&if2d alsoA Brief History of Myalgic Encephalomyelitis & An Irreverent
History of CFSby Dr Byron Hyde
Note that while the unmodified Fukuda or CDC criteria is commonly used for research worldwide the only definitions
used in studies which have shown beneficial effects from @l GET are those which select patients solely on
the presence of the symptom of fatigue ie. Oxford criteria or modified Fukuda criteria. These definitions select
those patients most likely to be mildly ill, and those most likely to have psychologisahaviouraissues causing
their fatigue.
For more information on Wessely (etc) and more detail on the corporations involvédregdés ME? What is CFS?
Information for Clinicians & LawyersThe Mental Health Movement: Persecution of Patidntglequacy of the
York (2005) Systematic Review of the CFS/ME Medical Evidence Badéically-modified Researchiessely,
Woodstock and Warfar@ndUnanswered Questions: do inconsistencies matter in medielnsalsoTo set the
record straight about Ean Proctor from the Isle of Marother MeadowandConsiderations of some issues
relating to the published views of Psychiatrists of the Wessely School in relation to their beliefs about the nature,
cause and treatment of myalgic encephalomyelitis (ME® also many more articles on this tdpand on the
politics of O6CFS® i n t hiéenSétlon Pofithisiglide. CDC and in Austr al

I n addition to insurance companies, who el se benefi-
06Encalpohpat hyd and so on, fictions continuing? From N
patient groups involved being correctly diagnosed and treated based on science?
Other groups which benefit financially, politically or in other ways inclingefollowing:
A. Governments
The vaccine industry
The chemical industry
Psychiatrists
OCFSO6 doctors
Medical doctors
The media (including medical journals)
CFS6 or OME/ CFS®6 (and other) groupGF$Shmapatieehnt vi
CF S & MEr/ CF S d-cafled patient)supot and advocacy groups.

TIOMmMOOw
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How have these groups each managed to avoid society
Medical insurance companies could not have achieved the current state of affairs alone, with the cbredptSod
as their only weapon. All of the groups listed abostaborate

There are different corporate and government interests involved, and they share a financial interest in suppressing
M. E. and promoting OCFS, 6 s amaceuteal compames furtd theg resedrch,r . Fo
psychiatrists define the illness, assess the patient, advise the government departments in creating definitions and
policy, insurance companies rely on official definitions and policy and employ psychiatristeds #respatients,
government welfare departments use the definitions and policy in assessing claimamis sseflled advocacy
groups support the | atest government OawarenessoO cal
journalistsactammer e stenographers when they write about O0CF!
the government press releases almost word for word rather than doing any genuine research into the facts. This is
just a brief summary of a small number of tleals we know about. There are clearly many more.

That is how these groups have been successful and h
balances, by collaborating with each other to protect their shared financial or politicaliggioup acting alone

can be stopped, by making other groups aware of what is happening. But what happens when almost all of the
different groups which are there to protect the interests of the victims are actually in on the scam themselves?

What do thevictims do then? How does one convince others of the truth when so many seemingly benign

companies or supposedly patidratsed organisations are producing so much completely mutually supportive and
superficially convincing propaganda? This is the problgomfy M.E. patients.

What makes the problem even worse is that unlike AIDS patients who in the early stages of their illness are able

to march and rally and organise protests, most M.E. patients are far too ill to participate in such activism efforts.
They may often not even be well enough to read the basic facts about what is happening. Thus nothing has
changed for the better in the 20 years since the 06C!
emphasis of succeedi nGgMBIYDOF Sd6e frienpiltaicoinnsg oM. EO.CFiSn, 60 f f i
and Europe, and the covert infiltration of patient advocacy groups by vested interest groups, and so on, the level of
abuse affecting M.E. patients is omprseningas time goes on.

1 Formoreifh or mati on on this topic, including how each of t
Who benefits from 'CES' and 'ME/CES'?

Thus despite the misleading claims to the contrary madeelsg tvested interest groups, no evidence exists which
shows that cognitive behavioural therapy (CBT) or graded exercise therapy (GET) are appropriate, useful or safe
treatments for Myalgic Encephalomyelitis patients. Studies by these groups (and otlodrs)gmnmiscellaneous

psychiatricandnop s ychi atric o6fatigueb6é sufferers, and their
to M.E. sufferers than they do to diabetes patients, patients with multiple sclerosis or any other iliness. Thus,
patent s with M. E. are being prescribed these treat men

the questions need to be asked:

What is the effect of graded exercise therapy (GET) on Myalgic Encephalomyelitis (M.E.) patients?

As (bad) luck wald have it, graded exercise programs are probably the single most inappropriate treatment that a
M.E. sufferer could be recommended to undertake. This is because one of the unique features of authentic M.E. is
exercise intolerancethat patients worsenith even trivial levels of activity or exercise. Exercise or exertion

intolerance is one of the many things which separates Myalgic Encephalomyelitis so distinctly from various post
viral fatigue states or ot heewihWE. denstsmpreve with exertise.i ng '
They cannot; exercise intolerance is a large and essential parabM.E. is Veteran M.E. expert Dr Ramsay
explained that this uni q:amechocimtherdagnasieof Mwlgic c: o6i s vi rt

Enephal omyelitis and withoutwosgoning). di agnosi s shoul d n

This essential feature of M.E. is characterised by a unique form of paralytic muscle weakness whereby muscles
perform normally to begin with but after even a minor degredngsipal effort; three, four or five days, or longer,
elapse before full muscle power is restored. This affects all muscles including the heart and is very different from
me r e ¢ f(Rantsdy 1pa6,¢Onlide]) (Hyde 2003, [Online]) (Hyde 1992 p. xi) (H¥dain 1992 pp. 38 43) (Dowsett 2001,

[Online]) (Dowsett 2000, [Online]) (Dowsett 1999, [Online]) (Dowsett n.d.b, [Online]).

Doctors who have experience with M.E. (and can tell the difference between authentic M.E. and various unrelated
fatigue statesand the leading M.E. experts all concur; exercise can have many harmful effects on patients both in
the shotandlongt er m. The foll owing comments which il lustrat
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leading M.E. experts, all of whom have bepecialising in M.E. for many decades and each of whom has seen
literally thousand®f M.E. patients;

1. Dr Melvin Ramsay, a UK doctor who specialised in M.E. for more than thirty years, from the Royal Free
Hospital M.E.outbreakof 1955 until his death in 1990, and who is credited with having written some of the most
accurate description of the illness to date, explains,
The degree of physical incapacitgries greatly, but the [level of severity] is directly related to the length of time
the patient persists in physical effort after its onset; put in anotherthgsg patients who are given a period of
enforced rest from the onset have the best prognasirhose who are given complete rest from the onset do well.
Those whose circumstances make adequate rest periods impossible are at a distinct disadvantage, but no effort
should be spared to give them theesdkential basis for successful treatment. Simedimitations which the
disease imposes vary considerably from case to case, the responsibility for determining these rests upon the patient.
Once these are ascertained the patient is advised to
(Ramsay 1986, [Online]).

2.Dr. Elizabeth Dowsette x pl ai ns, &éThere is ample evidence that N
although non neurological complications affecting the liver, cardiac afetalkeuscle, endocrine and lymphoid

tissues are also recognised. Apart from secondary infection, the commonest causes of relapse in this iliness are
physical or mental over exertion. The prescription of increasing exercise is such a situation (carly giage

of the iliness when the patient desperately needs rest) canonlybeqgunted uct i ved and &6Thi s
distinguished from a variety of other podtal states by an unique clinical and epidemiological pattern

characteristic of enteroviraifection. Prompt recognition and advicetoavoidexet er t i on i s mandat
6The prescription of incpeaddiuncd i vxxerdci se can only b

Dr Dowsett states 20%baveprofiessive ang factuertlynundsagnbskdadeggration

of cardiac muscle which has led to sudden death following exerciséccording toDr. Elizabeth Dowsetany
M.E. patient can also be stopped from deteriorating further and at least stabiliseih(ifmetexperiencing some
level of improvement) through receiving appropriate care and being allowed to get the needed level of rest

(providing that the patient has not already been exposed to unrecoverable levels of over@xertiemnk Ramsay
et al.1990) (Dowsett 2000, [Online]) (Dowsett 2001a, [Online]) (Dowsett n.d.b., [Online]).

3. Dr Byron Hyde explains in higM.E. textbookthat it has beefound that those patients with M.E. who returned
to work soon after becoming ill or while they were still seriously or severélyriitead of having an extended

period of restand recovefyar e at ri sk of causing anartabsdealreadyl | ncr e
vul nerable and under attack from an acute viral i nf
stages of M. E. potentially create 6a physical injur:

contro. 6 Dr Hyde explains that:
This is not just clinical supposition, there is a strong basic for this belief of work or exercise potentiated heart
damage in the literature. It is well known that enteroviruses may cause chronic cardiac disease as well as major
neurological injury. Kandolf states that "enteroviruses are capable of causing dilated cardiomyopathy of sudden
onset or lead to a variety of common arrhythmias." Utilizing mouse models, Wilson and again Reyes
demonstrated that Coxsackie infected [entetsvinfected] mice, forced to swim to the point of exhaustion
during the acute phase of infection, developed chronic heart disease whereas Coxsackie infected mice who
were allowed to rest during the acute phase, did not develop chronic heart disease.

M.E. represents a possibility of serious cardiac injury primarily in patients who exercise or maintain exhaustive
work efforts during the onset of their illness. It is possible that some of these patients who die and other that
develop major cardiac changes aever recognised as M.E.

With both CNS and CVS disease, chronicity may be provoked by maintaining strenuous exercise and work levels..
Early patient activation may represent serious cardiovascular danger to patients [with M.E.]. The strange concept of
waiting 6 months to diagnose a classical case of M. E.
unnecessary and fraught with potential danger to the patient. Such a diagnostic delay may create legal consequences
for the physician. Physiciarwho take an early aggressive approach in physically activating these acute stage
patients may do so at both their am8)their patientds

M.E. is an infectious neurological disease and represents a major attaclcentthbnervous system (CNS) by

the chronic effects of a viral infection. The worl d:
and Hyde, (and others) have all indicated that M.E. is caused by an enterovirus. (This also includes doctors suc
as A. Gilliam, W.H. Lyl e, Elizabeth Bell of Ruckhil|

The evidence which exists to support the concept of M.E. as an enteroviral disease is cofrpd|zog7,
[Online]) (Hyde 2006, [Online]).

Dr Hyde explains that enteroviral infections are able to cause:
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a. a chronic host infection

b. major or no cardiac disease depending on the virulence of the subtype

c. cardiac injury dependent upon the sex of the patient and of the level of physical activity atiehequring the
acute or infectious stage

d. cardiac disease depending upon the immunological variability of the host (Hyde & Jain 1992a, p. 40).

An enterovirus also explains the; age variation, sex variation, obvious resistance of some family mehwers to t
infection and the effect of physical activity (particularly in the early stages of the illness) in creating meore long
term/severe M.E. illness in the h@syde & Jain 1992a, p. 4@Hyde 2007, [Online]) (Hyde 2006, [Online]) (Hyde 2003,
[Online]) (Dowsett 20014, [Online]) (Dowsett 2000, [Online]) (Dowsett 1999a, 1999b, [Online]) (Hyde 1992 p. xi) (Hyde & Jain
1992 pp. 38 43) (Hyde et al. 1992, pp. Z&7) (Dowsett et al. 1990, pp. 2891) (Ramsay 1986, [Online]) (Dowsett & Ramsay n.d.,
pp. 8184) (Richardson n.d., pp. 882) (Richardson 1999, [Online]).

Dr Byron Hydeexplains that the vascular and cardiac dysfunctions seen iraké.Bften thenost obvious set of
dysfunctions when looked for, and are these of a significant number of M.E. symptoDsByron Hydealso
writes, 6l have some M. E. patients with a circulati
large number with the range dd% to 70%. What this test means is that blood is pooling somewhere in the body

and that this blood is probably not available for the brain. When blood flow to the heart decreases sufficiently, the
organism has an increased risk of death. Accordingly,uh&h body operates in part with pressoreceptors that

protect and maintain heart blood supply. When blood flow decreases, pressoreceptors decrease blood flow to
noncardiac organs and shunt blood to the heart to maintain life. This, of course, robs #weétheebody that

are not essential for maintaining life and means the brain, muscles, and peripheral circulation are placed in
physiological difficulty.®& This physiological di ffi
orthostatic stress

Dr Byron Hyde gloMRI spectogrdploy ofsammymusclé at M.E. pdiients, it has been shown
that because of an abnormal buildup of normal metabolites, the muscle cell actually shuts down to prevent
celldeathd Dr Hyde el avihrag tilsath atptpiemi ng to the M. E. pat
in muscle as a result of certain |evels of physical
death of the celiHyde 2003, [Online]) Dr Byron Hydeexplains inThe Nightingale Definition of M.Ethat,
Possibly due to the fact that some Fibromyalgia patients can be improved by a gradual increase in exercise, or
possibly due to the so called protestant ethic that all you have to do to get better is to take up your bed and walk,
some physicians have extended the concept of passive or forceful increased exercise to Myalgic Encephalomyelitis
patients. This is a commamnd potentially dangerous, even disastrous misconception. If the M.E. patient conforms
to the guidelines set out in this definition, the insurance company can only make the patient worse by instituting
progressive aggressive forced physical and inteldgetctivity. M.E. is a variable but always, serious diffuse brain
injury and permanent damage can be done to the M.E. patient fydicious pseuddreatment (2007, [Online]).

As these brief comments show, the adverse response to physical activify. ipatlents is wellocumented and
not Omedically wunexpl ainonedthede abrormalites can be explainedbty h not i n.
6 dec onditheisupposed gason for the recommendation of therapies such @aE&& D007, [Online])

1 These brief comments on the effects of GET are taken from the far more detailed and comprehensiVagaper:
effects of CBT and GET on patients with Myalgic Encephalomygfitesase see this paper foora information.

Surveys of M.E. patients on the effects of GET illustrate the accuracy of these findings only too well:

1 In 1998 a survey of over 3000 UK M.E. patients found that the single most harmful strategy was graded exercise
therapy. 50% of resplents who had tried GET indicated that graded exercise had made their condition worse..
The most helpful strategies wesd:Pacing activity with rest: 90% b) Bed rest: 8Q@%nes 1998, [Online]).

1 In 2004 a survey of severely affected M.E. sufferers afgaind that graded exercise was by far the single most
har mful treatment. 95% said that graded exercise was
their condition worse. A significant number of those surveyed indicated that they weevarely affectetiefore
GET (25% M.E. Group 2004, [Online]l'hus GET should not be considered safe for M.E. sufferers of any severity.

The way the bodies of people with M.E. react to exercise is abnormal in a number of different ways. These
abnormalites are so pronounced that exercise tests are one of the series of tests which can be used to confirm a
suspected M.E. diagnosis.

1 SeeTesting for M.E for more information about the series of tests Wwhian be used to confirm a suspected M.E.
diagnosis (including exercise tests, tests of orthostatic intolerance, and of theateeasing tilkttable testing and
Holter monitors.) To read more articles, research and books by these authors (and ottlersypldin these
abnormalities in more detail sefrticles sorted by auth@andMyalgic Encephalomyelitis research and articles

Strong evidence exsto show that exercise can have extremely harmful effects on M.E. patients; permanent
damage may be caused, as well as disease progression: recent research has shown that postural stress (as well as
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exercise) exacerbates cardiac insufficiency in thisagisPatient accounts of leaving exercise programs much

more severely ill than when they began them; wheeldimind or becdound or needing intensive care or cardiac
care units, are common. The damage caused is often very severe and may be eittyen longermanent. . Thus
some patients are still dealing with the severe physical effects of inappropriate advice to exercise (or formal GET
programs) 5, 10, 15 or more YEARS afterward and for some patients this damage appears to be permanent.

In additionto the risk of relapse, sudden deaths have also been reported in a small percentage of M.E. patients
following exerciseAs Dr. Elizabeth Dowsett e x pl ains; 0620% have progressive
degeneration of cardiac muscle which has | ed to sudd
death rate of M.E. to be 3% . (This figure however also includes other causes of death including organ failure,
another common cause of death irBMpatients}2000, [Online]) (2001, [Online]).

It is vital that M.E. patients avoid physical osetertion and are never encouraged to be active beyond their

individual limits particularly in the early and acute stages of the illness, but alegsiage of the iliness as this

can greatly damage a patientds chancesandfoimproveut ur e i |
authentic M.E.; disabled patients who improve with exercise do not qualify for a diagnosis of authentic M.E.

(Ramsay 198g0Online]) (Hyde 2003, [Online]) (Hyde 1992 p. xi) (Hyde & Jain 1992 ppi. 38) (Dowsett 2001, [Online])
(Dowsett 2000, [Online]) (Dowsett 1999, [Online]) (Dowsett n.d.b, [Online]).

1 In M.E,, the body no longer responds appropriately to physical actagnitive exertion, sensory input or
orthostatic stress. Thus relapse is not caused solely by physical activity. For more informafitie sdtea
comprehensive Myalgic Encephalomyelitis symptom list

What is the effect of cognitive behavioural therapy (CBT) on Myalgic Encephalomyelitis (M.E.) patients?

Compared to the physical devastation caused by GET, CBT would seem at first glance to be the softer option of

the two interventions; but this is nalivays the case. There are two different types of CBT that M.E. sufferers

may be given and the effect on patients varies greatly depending on which type is used:

1. The first type of CBT respects that there is an organic iliness present which is largelgibte (and which
cannot be improved by CBT), but aims to help a patient cope better with the limitations caused by their illness
(Carruthers et al. 2003, [Online]).

2. The second type of CBT is based on the premise that the patient's impairments &reyentileu e t o0 6 wr o |
thinkingé and that the pathophysiology of the illr
6false illness beliefs. 6 Accor di naruthes etdl pod3gOniheh.e or y

Surveys of M.E. patients on the effects of cognitive behavioural therapy found:

1 The (aforementioned) 1998 survey of over 3000 UK M.E. patients found that CBT was the least effective treatment
covered in the questionnaire. Of those who had tried CBT, 55&ated that the treatment had made no difference
while 22% indicated that they had been made worse by @&1Es 1998, [Online]).

1 The (aforementioned) 2004 survey of severely affected M.E. sufferers also found that cognitive behavioural
therapy was one dhe most unhelpful treatments for M.E. Fully 93% of those who had tried CBT said that it was
unhelpful (the only treatment with a worse rating was GE3% M.E. Group 2004, [Online]).

The hypothesis behind the first type of CBTis reasonable. This typd GBT will likely do the vast majority of
mild - moderately affected sufferers little harm (if also very little good), while a small percentage may find it
useful in improving the way they cope with the illness emotionally. A significant percentagesotpuiill also

be made worse by CBT. Even this type of CBT however (or any other), is not appropriate for any severely

affected sufferer who is not physically able to cope with the physical and cognitive rigours of such a treatment
(Carruthers et al. 20080nline]).

One of the main M.E. misconceptions is that while walking a few steps must of course require additional bodily
resources and additional cardiac output, time spent thinking, looking, listening or experiencing other sensory
stimuli does not. Buthis is not the case. Not only physical effort, but also cognitive effort, requires additional
resources which an M.E. patient may not have. The brain contains some 100 billion neurons connected to some
10,000 relay stations and this enormous electridaliy creates a massive need for energy and other bodily
resources. The brain uses up to 25% of the entire body's demand for glucose, 25% of the blood pumped from the
heart goes to the brain and the brain also needs 25% of the body's oxygen supmysypjies nutrients like
glucose, protein, trace elements, and oxygen to the
T every thought, every feeling, every noise heard or sightisesguires additional cardiac output, makes

addtional oxygen and glucose demands, and so on, in just the same way as does a physical activity such as
walking; if not more soSo in addition to physical activity, the list of things that can cause similar severe relapse

in M.E. patients also includes autve exertion, sensory input and orthostatic stress. Anything that makes the

body work harder or have to adjust in some way, in effestsett n.d. d, [Online]).
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Thus any type of CBT will cause severe relapse in those who are severely affectedvay thigss CBT can NOT
be considered safe for all M.E. suffer@arruthers et al. 2003, [Online]).

The hypothesis behind the second type of CBfiowever, is far from reasonable. This unscientific form of CBT

(which ignores the demonstrated biological phtttogy of t he il 1l ness) seeks to di

experience of their iliness. It tells them to ignore their symptoms. When, inevitably, this causes significant

physical relapse, patients are told that this is entirely their own faulthiyamust not be trying hard enough to

get wel |l and must still not be thinking O6correctlybd
Si

unwel | because they ar e ¢areroesac2ados,jyonlidele nj oyi ng t he |

CBT to convince a physically ill person that he/she does not have a physical disorder is disrespectful,

inappropriate and crudt. places an additional (and bogus) psychological burden on a person already suffering

with severe physical iliness, and canga significant psychological harm. M.E. exgdert Elizabeth Dowsett
explains about CBT: OWhereas any regime which can el
their damaging unrealistic mud thoughts is helpful, patients with ME are usually capable of greater insight and
understanding about their illness. Unfortunately, ME sufferers are too often denied care in our society, so it is
essential that they should remain as well informedaspob | e about treatment opti ons
di sbelieving t({aebiOnine). wn sympt omsOo

It is undoubtedly children with M.E. and their families who pay the highest price where CBT is involved however.
Children with M.E. are not exemfstom such interventions and this is often far more detrimental to children as

compared to adults. As authdferillo and Gellmare x pl ain: 6To throw disbelief i
only has all thesymptoms of [M.E.] but is terribly frightened and in profound need of reassurance is not only
cruel , it is detriment al (VYedlo&GHianiodp.320.' s f ut ure emot

Equally concerning is the fact that because it is hardentthpiblame for the illness on depression or anxiety

with children, the parents are often blamed instead
illness and parents of these ill children have actually been charged with neglect ad atacseally making

their children ill themselves (false accusations of Munchausens by proxy). Some parents have lost custody and

their children have been placed in foster care. Children have also been forcibly removed from the home and forced
to undergdCBT and GET (and worse). All of this while the child continues to be seriously physically ill and not
receive any sort of appropriate medical care.

This abusive form of CBT can undoubtedly cause significant psychological harm, but it is these additional
associated burdens; physical relapse, the withholding of basic medical care, the removal of children from their
parents and parents being falsely charged with making their children ill themselves (etc.) which combine to make
this form of CBT so harmful. Tirs the negative effects of CBT can sometimes be equally as devastating as those
of GET, or in some cases, worse (for sufferers and their families).

1 These brief comments on the effects of CBT and GET are taken from the more detailed and comprehensive pape
The effects of CBT and GET on patients with Myalgic Encephalomyeitsse see this paper for more
information.

T For more information about forced ildrenseeWhasiseMyalgicd ot her
Encephalomyelitis? Extra extended version

Clearly, CBT and GET are at best useless and at worst extremely harmful for M.E. patients
Despite this, people with M.E.aroutinely being recommended these treatments while also being assured that
they are completely safe.

These treatments are also not just being offered to M.E. patients solely on a voluntary basis; many have been
treated as psychiatric patients agaihsirtwill. (Or against the will of the parents of children with M.E., as
described previously). In some cases it is a condition of receiving medical insurance entittements that M.E.
patients first undergo O6r ehabi¢$isasattue¢ a godernmantovelfara s CBT
entitlements siProfessor Malcolm Hoopexxplains:

[In the UK] many patients are simply too sick to be forced to attend psychiatric units and to participate in

compulsoni management strategieso which involve exercising
want to get better and their State benefits are withce
ME is nothing moresd hlael iaedf GiabEhermemtané | many such kno
ME patients have been threatened with being sectioned (ie. compulsorily detained under the Mental Health Act)
unless they comply with psychotherapy. (2003, [Online])

ltisalsoofgree concern that many M. E. patients ariewhi®@NLY of

access to even basic appropriate medical care is withheld. Of the 25% of patients who are severely affected by the
illness (and are beldound and housebound) arouralf have no contact with the health service at all as they are
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seldom able to obtain housecalls, for exam@enn 2005, [Online])Thus a significant percentage of very
physically ill and vulnerable M.E. patients are simply left to suffer and dienag lnithout any medical care or
support.(Hooper 2003, [Online])

1 For more information on this seEomments fronGreg Crowhurst of the 25% M.E. Group to the Gibson Enquiry
Many more articles on this topic are also availablgdntion 3 Section 5andSection 6of this guide.

1 Arecent example of a M.E. sufferer being taken into psychiatric care against their will is the case of Sophia Mirza
in the UK. Tragically Sophia ditedd oFforheirnfiolrlmaetsiso nn ootn
see:What is Myalgic Encephalomyelitis? Extra extended version

Conclusion
Despite popular opinion, there is no legitimate scientifically motivatedteleeut whether or not M.E. is a
6real dé illness, or whether or not it is &édbehavioural

Substantial evidence exists to show that it is simply not possible that somatisation, secondary gain, malingering,
aberrent iliness beliefsoo much focus on normal bodily sensations, irrational fear of exercise leading to
deconditioning, being rich and white, being poor and from an ethnic minority, being lazy and unwilling to work,

being too highly driven and perfectionistic and workinghaed, faulty thought processes, lack of motivation,

longterm stress, acute stress, abuse in childhood, a genetic inability to deal with normal levels of stress,

inadequate coping strategies and contagious sociological hysterany or the other rididous and often
contradictory o6theories6 puipldyarmleviacausingoyperpetuatinge v est e
authentic M.E.

The psychol ogical or behavioural theories of laM. E. a
earth.é& They are pure fiction. Strong evidence of t|
1950s and more than 1000 good articles now support the basic premises of M.E. as a debilitating organic
neurological illness. Thusithis not simply theory, but is based upon an enormous body of clinical information.
Confirmation of this hypothesis is supported by electrical tests of muscle and of brain function (including the
subsequent development of PET and SPECT scans) and bgrioahand hormonal assays. Newer scientific

evidence is increasingly strengthening this hypoth@isige 1992 p. xi) (Hyde & Jain 1992 pp. 383) (Dowsett 2001,

[Online]) (Dowsett 2000, [Online]) (Dowsett 1999, [Online]) (Dowsett n.d.b, [Online]JEM s not O medi call y u
(or oO6unexplainableé) and many aspects of the pathop
explained in volumes of research articles. These aredeelimented, scientifically sound explanations for why
patientsare often bedridden and unable to maintain an upright posture.

The reality is that anyone, whether medically qualified or not, who looks at the worldwide published medical
evidence on M.E. could not fail to recognise that the psychological or psyctt@iniries could not possibly
explain the many different and profound physical abnormalities seen in M.E. (nor the many other characteristics
of the disease which are not consistent with psychological or behavioural iliness). There are only two ways that a
person could reach a different conclusion:
1. Bias due to vested political or financial (or other) interests
2. Lack of access to a truly representative selection of the evidence (ie. an individual has only availed themselves of
the pseudsscience provided byirfancial stakeholders and not a representative selection (or indgeaf the
legitimate and unbiased science.)

The bogus di sease category O6CFS® has undoubtedly be
allying it with various psychiaic fatigue states and various unrelated fatigue syndromes (etc). People with M.E.
however are not the only patient group to be negatively affected by this politivadlified science. It is common

for patients with a variety of differentillnesseswightf i gue as a symptom to be misd
These may be patients with a | arge number of wvaryin
with Fukuda CFS (or any other CFS definition) may have any one of a number of diffeesses. It is vitally

important that each of these patients discovers their true diagnosis so that they may finally receive appropriate
treatment and support. Every patient deserves the best possible opportunity for appropriate treatment for their
illness and for recovery and this process must begin with a correct diagnosis if at all possible; a correct diagnosis

is half the battle won. Lumping these disparate patient groups together under a vague and meaningless category of
6f ati gui ng iderseachsfthe pabentgroupsyinvdivednn their battle to regain their health.

There are also a variety of negative impacts on doc!
scam. As one M. E. advocat ermalitiephlave how &abn shavo te octul rggularlp So
in cases of authentic ME that it is not only bad science to attempt to dismiss, ignore or deny a reality that can be
scientifically measured, but to continue to do so must, as others have noted, bdndesronibal(Marshall &

Williams 2006, [Online]).This is particularly relevant to those doctors which recommend CBT or GET to their

patients. Whether they are aware of it or not, these doctors are leaving themselves open to being sued when
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(inevitably) aproportion of these patients (those with M.E.) are made sicker by these therapies, or being sued by
the families of M.E. sufferers who die as a result of these inappropriate interventions.

OCFS6 is merely a scam i nv e nypeofit withgut regard fartr@hnocethice o mp a n |
These groups are acting without any regard for the (extreme) suffering and the additional avoidable deaths they

are causing. These groups are acting criminally. This scam is tissue thin and very easily didoonenmerely

takes a small amount of time to look at all of the evidence.

Why is almost nobody doing this? Why is the world letting these groups get away with such a heinous scam and
such appalling abuse on a maeaghoesmatermlge & gudhenoughton 6t
see through these slick and wielhded misinformation campaigns, and to act? How can this be, when the lies are

so flimsy and scientifically laughable? Have we learned nothing from the devastating corporatesmfehe

truth about tobacco and asbestos in our recent past? Where is the World Health Organisation? Where are our
human rights groups? Where is our media? Where are our uncompromising investigative journalists?

Will it take another 20 years? How mugtore extreme do the suffering and abuse have to be? How many more
hundreds of thousands of children and adults worldwide have to be affected? How many more patients will have
to die needlessly before something is finally done? How much longer will wetheaf@x in charge of the hen
house? | tdéds beyond sick.

The only groups which gain from this O6CFS6 confusi ol
and corporations which have a vested financial interest in how these patients are irediilihg the
government.

So where do we go from here?

Subgrouping different types of O6CFS6 or renamiing woul
which the corporations involved would no doubt continue to take advantage of, totihaeddetriment of

patients. The only way forward is that:

1.The artificial di sease c altheegroer yi s6 OnFoS 6s undlltketmhiriEsee aasbea/ ns
O0CFS6 and the bogus disease categor yotlefvaggelaRdS6é6 must |
mi sl eading umbrella terms such as OME/ CFS6 O6CFS/ ME®

Patients with fatigue (and other symptoms) caused by a variety of different illnesses need to be diagnosed

correctly with these illnesséfsthey are to have any chance of recovery; not given a meaningless Oxford or
Fukuda OCFS® misdiagnosi s. (Some of the conditions
well-known illnesses and very treatablbut ONLY once they have bee&orrectly diagnosed). Patients with

M.E. need this same opportunity. Each of the patient groups involved must be correctly diagnosed and then

treated as appropriate based on legitimate and unbiased science involving the SAME patient group.

Dr Byron Hydeexplains that doctomsustreturn to the ageld medical principals of correct diagnosis (a) careful
history, (b) detailed physical examination and (c) appropriate investiganias) [Online]).

2. The nameMyalgic Encephalomyelitis must be fully restored (to the exclusion of all others) and the WHO
classification of M.E. must be accepted and adhered to in all official documentations and government
policy. There were sound medical reasons for the creatitheaiame in 1956, and for the classification of the
illness by the WHO in 1969; neither of which has changed in the interofessor Malcolm Hoopexplains:
The term myalgic encephalomyelitis (means mupela, myalgic, with inflammation of the brain and spinal cord,
encephalemyelitis, brain spinal cord inflammation) was first coined by Ramsay and Richardson and has been
included by the World Health Organisation (WHO) in their International Classditafi Diseases (ICD), since
1969.The current versiotCD-10 lists ME under G.93.3neurological conditions. It cannot be emphasised too
strongly that this recognition emerged from meticulous clinical observation and examination. (Hooper 2006,
[online])

The only thing that makes any sense is for patients with Myalgic Encephalomyelitis, to be studied ONLY under
the name Myalgic Encephalomyelifiand for this term ONLY to be used to refer to a 100% M.E. patient group
The only correct name for this illnesM.E. as per Ramsay/Richardson/Dowsett and Hyde and the 70 year
history of neurological M.E. is Myalgic Encephalomyelitis.

People with M.E. must immediately stop being treated as if they are mentally ill, or suffer with a behavioural
illness,orasfi t heir physical symptoms do not exist or can
mi xed in with various o6fatigue6 sufferers in any wa
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All forms of GET, and the abusive and unscientific form of CBT, must be banned for all M.E. pdttients

illogical and unethical (and a gross violation of basic human rights) that patients be routinely subjected to
treatments which have virtually zero chance of providing any benefit and such a high risk of serious-tamchlong
harm (or death). Peopleth M.E. must also be given access to basic medical care, financial support and other
appropriate services (including funding for legitimate M.E. research) on an equal level to what is available for
those with comparable illnesses (eg. multiple sclesisipus).

Currently many physicians and most consultants (for example, cardiologists, neurologists, chest physicians,
rheumatologists, immunologists) have virtually no accurate knowledge about M.E. and therefore underestimate
both its seriousness ancetmultisystem dysfunction it causes, so patients are simply dismissed and abandoned
without support. This must chan@®oper & Marshall 2005a, [Online]J-he facts about M.E. must again be taught to
medical students, and included in mainstream medioahgs and already practicing physicians must be brought
up to speed about M.E. It must be as unacceptable for physicians to be ignorant about M.E. as it would be if
doctors were ignorant of the basic facts of Multiple Sclerosis, diabetes or any othesrcamdserious disease.
M.E. expertDr Elizabeth Dowsettxplains that:
M.E. Research workers must be encouraged and appropriately funded to work in this field. However they should
first be directed to papemiblished before 1988, the time at which all specialised experience about poliomyelitis
and associated infections seem to have vanished mysteriously! (2001a, [Online])

There is no denying that the facts about Myalgic Encephalomyelitis may well béngoiteenient to any

number of powerful and unethical corporations as well as some doctors, politicians, media, and members of the
public who have been operating under false pretences for so long with regards to thisBliseasenvenient

facts or not, it is facts that they remain.

This text forms the introduction to a 100 page + CBT and GET database.

The database contains excerpts and links to literally hundreds of articles and research studies which expose the
lack of scientific legitimacy (and ¢hhidden financial and political motivations) underlying the ‘behavioural’
paradigm of M.E. and the use of CBT and GET on M.E. patieasswell as a large number of patient accounts

of CBT and GET. To access the database gawov.hfme.org/cbtandget.htm

To print or save a copy of this text (or the entire database) in Word or PDF format, see the Downloads section.

For further information:
1 SeeWhat is M.E.Zor more information on all aspects of M.E.

f For whose benefit was O0Chronic Fatigue
despite its utter | ack of scientific cr
from Myalgic Encephal omyelitis and O0CFS
6CFS/ ME6 and OME/ CFS6 and Myalgic O0Ence
ignored, obscured and hidden in plain sigb¢®2:Who benefits from 'CFS' and 'ME/CFS™?

1 To read a text which deals solely with the medical issues surrounding CBT and GET on M.E. patients see:
The effects of CBT and GET on patients with Myalgic Encephalomyelitis

See alsddospital or carer notes for M.EBndWhy patients with severe M.E. are housebound and bedbound.

For some excellent overviews on this topic gedtew and Simple Definition of Myalgic Encephalomyelitis
and a New Simple Definition of Chroniafigue Syndrome & A Brief History of Myalgic Encephalomyelitis
& An Irreverent History of Chronic Fatigue Syndroriitne Complexities of DiagnosandNightingale

Definition of M.E. plusMyalgic Encephalomyelitis (ME): a review with emphasis on key findings in
biomedical researchVhat is ME? What is CES? Information for Clinicians & harmsandME and CFS, the
Definitions, Research into ME 19881998 Too much PHILSOPHY and too little BASIC SCIENCENnd
Redefinitions of ME a 20th Century Phenomendvlany more articles on all aspects of M.E. are available in
the Myalgic Encephalomyelitis research and articese als@&ection 2: Section 3andSection 40f the
database for links to more of the best political and medical overviews of M.E.

T This misdiagnosis of O6CFS6 and | ack of appropriate
heterogeneous group patients. For example, there have been cases where cancer sufferers suffering severe
fatigue (as is common in cancer) have been misdiadcg

www.hfme.org 15


http://www.hfme.org/wdowsett.htm
http://www.hfme.org/cbtandget.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/whobenefitsfromcfs.htm
http://www.hfme.org/cbtandgeteffects.htm
http://www.hfme.org/hospitalandcarernotes.htm
http://www.hfme.org/houseboundandbedbound.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/Other/ME_A_Review_by_Hooper.pdf
http://www.hfme.org/Other/ME_A_Review_by_Hooper.pdf
http://www.geocities.com/tcjrme/CurrentTopics2.html
http://www.geocities.com/tcjrme/CurrentTopics2.html
http://www.25megroup.org/Information/Medical/dowsett's/Research%20into%20ME.CFS%201988-98.htm
http://www.25megroup.org/Information/Medical/dowsett's/Redefinitions%20of%20ME.htm
http://www.hfme.org/researcharticles.htm
http://www.hfme.org/cbtandget2.htm
http://www.hfme.org/cbtandget3.htm
http://www.hfme.org/cbtandget4.htm

1

A CBT and GET database

treat ment . Dr Bhe Camplexitieg of Bidgaosipeatipns several such cases (as well as
many other issues and case studies of CFS misdiagnosis).

How is the public affected by the denials and propaganda surrounding M.E.? In a number of ways, for
exampleseeWhat is Myalgic Encephalomyelitis? Extra extended verBoimformation on how the
government 6s pretence of ignorance has i mpacted or

M.E. is a distinct neurologit@iness which has a wetlocumented and unique set of characteristics,

symptoms, physical signs and diagnostic (and other) abnormalities which may be tested for. Contrary to
popular belief, M.E. is a distinct, recognisable entity that can be diagndetdekete early in the course of the
disease, providing the physician has some experience with the illinessewNightingale Definition of

M.E. created by the worlds leading M.E. exd@rtByron Hydealso makes diagnosis easier than ever before
even for those with no prior experience in diagnosing NItEs is a pure M.E. definition and, most

importantly, it is a TESTABLE M.E. definition. For an explanatidrsome of the issues of M.E. diagnosis in
more detail se€festing for Myalgic Encephalomyelitifdgain, seelesting for M.E for a discussion of the
benefits and | imitations of the Canadian OME/ CFS6

SeeOn the Name MEitior more information on the evidence for inflammation of the brain and spinal cord
in M.E. and other issues surraling the name Myalgic Encephalomyelitis.

What does ICECFSmeanT he var i ous d adriotdefite M& nviyalgc Enceplialerbyélitis

is an organic neurological di sorder as defined at
Classif cati on of Diseases (I CD). The definitions of 0
6watered downd M. E. definitions, as some c¢cl aim. THh
However, ever since an outbreak of M.E. inthe USwasgivée he | abel 6CFS, 6 the n
has prevailed for political reasons. OCFSO® is wide
diseases.

The overwhel ming majority of OCFSO® reseiaangaydoes r
to M.E. patients. Howeves, very small amount (a minuscule percentage) of research published under the
name OCFS6é clearly does involve a significant numt
are unigue to M.E. Sometimesthee r m-GOFIS®D i s used in those studies a
the term 6CFS, 6 do relate to some extent to auther
Problems withl 6 EEFEF& D CD elsheea rocvhe:r whel mi ng majority
does not involve ME. patients and is not relevantany wayto M.E. patientsA s ma | | number of
studies refer in part to people with M.E. but it may not always be clear which parts refer to M.E. Unless
studies are based on an exclusively M.E. patient group, reaultst be interpreted and are meaningless for
M.E. Thus while it is important to be aware of the small amount of research findings that do hold some value
for M. E. pati entGFSAustiongr eefheer ttea nt hoilsCDr esjagsar ch i s
damaging as using terms and concepts |like O6ME/ CFSE¢
For further details of the WHO I CD classificati ol
6l €S, 6 O6ME/ CFS®6 and Myal gic Encep mawlpaperayphtignh mu st
advocate LesleyBenentittel:th e Wor 1 d Health Organizationés I nterrt
(WHO I ¢cb), ME, O6CFSCBSO6ME/ CFS®d and o1 CD
Note that virtually all of theesearch which does relate to M.E. (at least in part) but which uses the
term/ concept of OCFS®6 (or ME/CFS, or CFIDS etc.) i
misinformation. Most often these papers contain a bizarre mix of facts relatingtoboth M& 6 CFS. 6 Fo
more information on some of the most common inacc.t
see the papePutting Research and Articles on Myalgic EncephalomyelitisQaiatext

The terminology is often used interchangeably, incorrectly and confusingly. However, the DEFINITIONS of

M.E. and CFS are very different and distinct, and it is the definitions of each of these terms which is of

primary importanceThe distinctiormust be made between terminology and definitiosmore information

see:Who benefits from 'CFS' and 'ME/CFSThe Terminology ExpliaedandWhat is Myalgic
EncephalomyelitisandProblems with the soalled "Fair name" campaign: Why it is in the best interests of

all patient goups involved to reject and strongly oppose this misleading and cquatkrctive proposal to
rename 6 CF S éand®mblethdiih tiieruse ®f 'ME/CFS' by M.E. advocahessThe
misdiagnosis of CEFEWhy t he di sease categorhyshatf 6CFS6 must be

1. Chronic Fatigue Syndromeis an artificial construct created in the USLBB8 for the benefit of various
political and financial vested interest groups. It is a mere diagnosis of exclusion (or wastebasket diagnosis)
based on the presence of gradual or acute onset fatigue lasting 6 months. If tests show serious abnormalities, a
person no |l onger qualifies for the diagnosis, as 06C¢(
not mean that a person has any distinct disease (ir
is made up of people with a vastarof unrelated illnesses, or with no detectable illness. According to the
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| atest CDC estimates, 2.54% of the population qual:
can only ever be a misdiagnosis.
2. Myalgic Encephalomyelitisis a systemiceurological disease initiated by a viral infection. M.E. is

characterised by (scientifically measurable) damage to the brain, and particularly to the brain stem which
results in dysfunctions and damage to almost all vital bodily systems and a loss alfintemal homeostasis.
Substantial evidence indicates that M.E. is caused by an enterovirus. The onset of M.E. is always acute and
M.E. can be diagnosed within just a few weeks. M.E. is an easily recognisable distinct organic neurological
disease whichan be verified by objective testing. If all tests are normal, then a diagnosis of M.E. cannot be
correct.

M.E. can occur in both epidemic and sporadic forms and can be extremely disabling, or sometimes fatal.
M.E. is a chronic/lifelong disease thatshexisted for centuries. It shares similarities with MS, Lupus and
Polio. There are more than 60 different neurological, cognitive, cardiac, metabolic, immunological, and other
M.E. symptoms. Fatigue is not a defining nor even essential symptom of MyieRdgth M.E. would give
anything to be only severely o6fatigued6é instead of
distinct neurological disease known since 1956 as Myalgic Encephalomyelitis.

1 See alsoProblems with ‘our' M.E. (or 'CES' 'CFIDS' or 'ME/CFS' etc.) advocacy gfailgmsavailable in an
animated video format) and the new pap&iE. vs MS: Similarities and differences

1 To read a list of all the articles on this site suitable for different groups such as M.E. patients, carers, friends
and family, the 6CFS6 misdiagnosed, Infdrmatidnor s or seV
Guidespage.

References

All of the information concerning Myalgic Encephalomyelitis on this website is fully referenced and has been
compiled using the highest quality resources available, produced by the world's leading M.E. experts. More
experienced and more knowledgeable M.E. experts thanittizzsByron HydeandDr. Elizabeth Dowseih

particulari do not exist. Between Dr Byron Hyde and Dliz&beth Dowsett, and their mentors the late Dr John
Richardson and Dr Melvin Ramsay (respectively), these four doctors have been involved with M.E. research and
M.E. patients for well over 100 years collectively, from the 1950s tprissent day. Betwedghem they have

examined more than 15 000 individual (sporadic and epidemic) M.E. patients, as well as each authoring numerous
studies and articles on M.E., and books (or chapters in books) on M.E. Again, more experienced, more
knowledgeable and more crbtli M.E. experts than these simply do not exist.

This paper is merely intended to provide a brief summary of some of the most important facts of M.E. It has been
created for the benefit of those people without the time, inclination or ability to readfeheke far more
detailed and |l engthy references created by the worl
create this paper are essential additional reading however for any physician (or anyone else) with a real interest in
Myalgic EnephalomyelitisFor more information and for a full list of references sedRiierencepage.

APeople in positions of power are misusingrownhat pow
vested interests. None in authority is listening, at least not until they themselves or their own family join the
ranks of the persecuted, when they too come up agai

6Do not ftobelieve tha CHS8iisrsimply another name for Myalgic Encephalomyelitis (M.E.). It is not.

The CDC definition is not a disease process. It is (a) a partial mix of infectious mononucleosis /glandular fever,

(b) a mix of some of the least important aspe€fdl.E. and (c) what amounts to a possibly unintended psychiatric
slant to an epidemic and endemic disease process of

The term myalgic encephalomyelitis (means muscle pairalgig, with inflammation of the brain arspinal

cord, encephalmyetitis, brain spinal cord inflammation) was first coined by Ramsay and Richardson and has
been included by the World Health Organisation (WHO) in their International Classification of Diseases (ICD),
since 1969. It cannot be emgiged too strongly that this recognition emerged from meticulous clinical
observation and examinatidProfessor Malcolm Hooper 2006

M.E. is a systemic disease (initiated by a virus infection) with multi system involvement characterised by central
nervoussystem dysfunction which causes a breakdown in bodily homoeostasis (The brain can no longer receive,
store or act upon information which enables it to control vital body functions, cognitive, hormonal,
cardiovascular, autonomic and sensory nerve commtignicaligestive, visual auditory balance, appreciation of
space, shape etc). It has an UNIQUE Nedwomonal profile. Dr Elizabeth Dowsett

There is ample evidence that M.E. is primarily a neurological illness. It is classified as such under the WHO
international classification of diseases (ICD 10, 1992) although non neurological complications affecting the liver,
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cardiac and skeletal muscle, endocrine and lymphoid tissues are also recégrasieiiom secondary infection,
the commonest causes of relais this illness are physical or mental over exertidmElizabeth Dowsett

Psychiatric treatment is very useful and essential for psychiatric patients. Primary M.E. patients are simply not
psychiatric patients. Unfortunately, it is not only psychiapfsysicians that have made themselves the tools of
insurance companies. Dr Byron Hyde 2006

M.E. appears to be in this same family of diseases as paralytic polio and MS. M.E. is less fulminant than MS but
more generalized. M.E. is less fulminant but ngeaeralized than poliomyelitis. This relationship of Mike

illness to poliomyelitis is not new and is of course the reason that Alexander Gilliam, in his analysis of the Los
Angeles County General Hospital M.E. epidemic in 1934, called M.E. atypibamyelitis. Dr Byron Hyde

2006

With the rapid development of technology and access to international publication, the UK retained its reputation
as a leading centre of M.E. research and remained able to report clinical studies backed up by molegylar biolo
brain imaging, sophisticated hormonal and other biochemical studies. At this point, with sound evidence of an
infective cause, the way in which such infection is spread and the pathogenisis of the disease, why were we urged
to adopt the "fatigue defitions" inflicted upon M.E. sufferers by USA scientis&&definitions of M.E: a 20th

Century Phenomenon by Dr Elizabeth Dowsett

Professor Malcolm Hooperx pl ai ns t hat o0 Wes s eloyses cwhhooo Iféo | dsoywe hihaetnr,
their careers and reputations on denying the physical nature of M.E., with the result that untold numbers of
chronically and seriously ill patients are bullied, derided, threatened and driven to suicide by beingttodg that

are not physically il/l but are suffering from fiaber
described in the eBMJ (N Portmaif Be c e mb e r  azmal digue af sndefnocratic, unaccountable -self

serving psychiatrists who hamganaged to monopolise most of the research funding in this field and, thanks to
their prejudices, h a v &Vithbue doubt, thetirdluertt® of Qirhoa Wessely kias nresulted n c e
in a cascade of horrors which most people do not know abdutamhen t hey do, they find

Myalgic Encephalomyelitis is not depression. Myalgic Encephalomyelitis is not hysteria. Myalgic

Encephalomyelitis is not a conversion disorder nor is it a somatization disorder. Myalgic Encephalomaelitis is

acute onset diffuse injury of the brain. Psychiatrists should not ever be placed in charge of diagnosis and treatment
of M.E. patients. It is simply not their area of expertise and their meddling has at times caused great harm to M.E.
patients. Also, diing the 20 years that | have investigated M.E. patients | have yet to see a single case of real

M.E. that has responded to psychiatric pharmacological treatment. Dr Byron Hyde 2006

The vested interests of the Insurance companies and their adviser® natatlyp removed from all aspects of

benefit assessments. There must be a proper recognition that these subverted processes have worked greatly to the
disadvantage of people suffering from a major organic illness that requires essential support dlevdastest

to provide is financial. The poverty and isolation to which many people have been reduced by ME is a scandal and
obscenity Professor Malcolm Hooper 2006

The invention of Chronic Fatigue Syndrome has to be one of the most curious casedigtifearican
scientific imperialism that one could imagine. Dr Byron Hyde 2006

The body, its systems (such as the gastrointestinal system, the muscular system, the endocrine system, the
cardiovascular and vascular systems) and its organs are depentiémgimactions largely controlled by the

brain. If the brain is physiologically injured, then so is the body. Depending upon which parts of the brain are
physiologically injured different parts of the body will also be caused to malfunction. Dr Byror2dg@ée

On the lack of funding given to legitimate M.E. research, Dr Byron Hyde M.D. writes: Without heed, we are
sitting on the edge of a cliff, waiting for disaster. For many sufferers of M.E. that disaster is already here, and few
are listening. Dr Hydé The Clinical and Scientific Basis of ME p. 115

Since Professor Cheney has shown that in M.E. patients, cardiac output struggles to meet metabolic demand, how
can forced aerobic exercise help such patients remain as functional as possible? InahthédgPeckerman et al

paper that was published in 2003, are the psychiatrists and their peer reviewers at the MRC who approved the
PACE trial protocol still convinced that these trials (and the exercise regimes to be meted out by the new Centres)
pose ndharm for those with M.E.? Perhaps they are content to rely on the certainty that they themselves can
never be held accountable for any harm to any patient because all participants must sign a compulsory waiver
which means that no participant can ever pe@ny claim for medical negligence or damages? M. Williams.
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6Thirty years ago when a patient presented to a hos|
physician would search for an occult malignancy, cardiac or other organ disedsenar infection. The concept

that there is an entity called chronic fatigue syndrome has totally altered that essential medical guideline. Patients
are now being diagnosed with CFS as though it were a disease. It is not. It is a patchwork of symptomid that

mean anythingdéd Dr Byron Hyde 2003

Permission is given for this document to be freely redistributethy email or in print for any nefor-profit
purpose provided that the entire text (i nrcfUlandli ng t h
without alteration.

Disclaimer: The HFME does not dispense medical advice or recommend treatment, and assumes no
responsibility for treatments undertaken by visitors to thelsitea resource providing information for education,
researctand advocacy only. Please consult your own health provider regarding any medical issues relating to
the diagnosis or treatment of any medical condition.
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The HUMMINGBIRDS” FOUNDATION for M.E. (HFME)

Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

A one-page summary of the facts of M.E. :
Copyright © Jodi Bassett, January 2009. This vergjmtated May 2009. 5

Taken from www.hfme.org

y

1 Myalgic Encephalomyelitis is a disabling neurological disease that is very simitaitiple sclerosigM.S.)
and poliomyelitis (pal o ) . Earlier names for M. E. were Oatypica

1 Myalgic Encephalomyelitits a neurological disease characterised by scientifically measurable post
encephalitic damage the brain stem. This is always damaged in M.E., hence the name M.E. The term M.E.
was coined in 1956 and means: My = muscle, Algic = pain, Encephalo = brain, Mye = spinal cord, Itis =
inflammation. This neurological damage has been confirmed in aidagMeE. patients.

1 Myalgic Encephalomyelitis has bemtognisedbytheWor | d Heal t h Organi sationés
Classification of Diseasesnce 1969 as a distinct organic neurological disease witiCihedde G.93.3.

1 Myalgic Encephalomyelitis is primarily neurological, but also involves cognitive, cardiac, cardiovascular,
immunological, endocrinological, metabolic, respiratory, hormonal, gastrointestinal and raisdatal
dysfunctions and damage. Bl.affects all vital bodily systems and causes an inability to maintain bodily
homeostasis. More than 64 individggimptoms of M.Ehave been scientifically documented.

1 Myalgic Encephalomyelitis ian acute (sudden) onset, infectious neurological disease caused by a virus (a
virus with a 47 day incubation period). M.E. occursdpidemicsas well as sporadically armder 60 M.E.
outbreaks haveden recorded worldwide since 1934here is ample evidence that M.E. is caused by the same
type of virus that causes polio; anterovirus

1 Myalgic Encephalomyelitis can be more disabling than MS or polio, and many other serious diseases. M.E. is
one of tle most disabling diseases there is. More than 30% of M.E. patients are housebound, wheelchair
reliant and/obedboundand are severely limited with even basic movement and communication.

1 Why areMyalgic Encephalomyelitis patients so severely and uniquely disabt@d® person to stay alive,

the heart must pump a certain béseel amount of blood. Every time a person is active, this increases the
amount of blood the heart needs to pump. Everyement made or second spent upright, every word spoken,
every thought thought, every word read or noise heard requires that more blood must be pumped by the heart.

However, the hearts of M.E. patients only pump barely pump enough blood for theyndlivetaT heir
circulating blood volume is reduced by up to 50%. Thus M.E. patients are severely limited in physical,
cognitive and orthostatic (being upright) exertion and sensory input.

This problem ofeduced circulating blood volumieading to cardiac insufficiency, is why every brief
period spent walking or sitting, every conversation and every exposure to light or noise can affect M.E.
patients so profoundly. Seemingly minor ‘activities' canse significantljncreased symptom severity and/or
disability (often with a 4&2 hour delay in onset), prolonged relapse lasting months, years or longer,
permanent bodily damage (eg. heart damage or organ failure), disease progression or death.

If activity levels exceed cardiac output by even 1%, death occurs. Thus the activity levels of M.E. patients
must remain strictly within the limits of their reduced cardiac output just in order for them to stay alive.

M.E. patients who are able tostappropriately and avoid severe or prolonged overexertion have
repeatedly been shown to have the most positivetemng prognosis.

1 Myalgic Encephalomyelitis is a testable and scientifically measurable disease with several unique features
that is not dificult to diagnose (within just a few weeks of onset) usisgrées of objective tes(eg. MRI
and SPECT brain scans). Abnormalities are also visible on physical exam in M.E.

1 Myalgic Encephalomyelitits a longterm/lifelong neurological disease that affects more than a million adults
and children worldwide. In some ca$éd<. is fatal (Causes of death in M.E. include heart failure.)

For more informationand to read a fullyeferenced version of this text compiled using information from the
worl dbés | eadi ng MVhatis MEEX [xdra dxtended parseitermissiorsiegéven fohis
unedited document to be freely redistributed. Please redistribute this text widely.
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The HUMMINGBIRDS” FOUNDATION for M.E. (HFME)

Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

The effects of CBT and GET on patients with M.E. /
Copyright © Jodi Bassett August 2006. This version updated April 2009. ﬁ(ﬁ(,

Taken from www.hfme.org

No evidence exists which shows that cognitive behavioural therapy (CBT) or graded exercise therapy (GET) are
appropriate, useful or safe treatments for Myalgic Encephalomyelitis patients. Studies involving miscellaneous
psychiatricand nopsydhi atri c oO6f atigueb6 patients which qualify
these treatments, have no more relevance to M.E. sufferers than they do to diabetes patients, cancer patients,
patients with multiple sclerosis or any other illnedsuq; patients with M.E. are being prescribed these treatments

on what amounts to a random basis medically and so the questions need to be asked:

1. What is the effect of graded exercise therapy (GET) on Myalgic Encephalomyelitis (M.E.) patients?
2. What 8 the effect of cognitive behavioural therapy (CBT) on Myalgic Encephalomyelitis (M.E.) patients?

1. What is the effect of graded exercise therapy (GET) on Myalgic Encephalomyelitis (M.E.) patients?

As (bad) luck would have it, graded exercise programparbably the single most inappropriate treatment that a

M.E. sufferer could be recommended to undertake. This is because one of the unique features of authentic M.E. is
exercise intolerancethat patients worsen with even trivial levels of activity beytheir individual posiliness

limits. Exercise or exertion intolerance is one of the many things which separates Myalgic Encephalomyelitis so
distinctly from various postiral fatigue states or other ilinesses involving ‘chronic fatigue' as the @eéinin

primary feature. People with M.E. do not improve with exercise. They cannot; exercise intolerance is a large and
essential part okhat ME.is Vet eran M. E. expert Dr Ramsay expl aine
virtually a sheetanchor in he diagnosis of Myalgic Encephalomyelitis and without it a diagnosis should not be

ma d (€966, [Online]).

This essential feature of M.E. is characterised by a unique form of paralytic muscle weakness whereby muscles
perform normally to begin with but &fteven a minor degree of physical effort; three, four or five days, or longer,

el apse before full muscle power is restored. This i
illnesses.

Fatigued and f eel i naall e samesthling aslthe vety Bpecifit typpashlytic musee n o t
weaknessr muscle fatiguevhichis characteristic of M.E. (and is caused by mitochondrial dysfunction) and
which affects every organ and cell in the body; including the brain and thie t@a causes or significantly
contributes td such problems in M.E. as; cardiac insufficiency (a type of heart failure), orthostatic intolerance
(inability to maintain an upright posture), blackouts, reduced circulating blood volume (and podfiadptafdd

in the extremities), seizures (and other neurological phenomena), memory loss, problems chewing/swallowing,

episodes of partial or total paralysis, muscle spas!
phenomenon, vision distoances, breathing difficulties, and so on. These problems are exacerbated by even
trivial |l evel s of physical and cognitive activity,

postillness limits leaving M.E. patients extremely diikad (Bassett 2009, [Online]).

People with M.E. are experiencing a form of heart failure which can be exacerbated by even relatively low levels
of activity. Many patients are housebound and bedbound and often are so ill that they feel they areiabout to d
Some M.E. patients do die due to overexertion. People with M.E. wouldugjtkingto instead only be severely
6fatiguedd or tired all the ti me.

Fatigue or posexertional fatigue (or malaise) may occur in many different illnesses such as vasbusgbo

fatigue states or syndromes, Fibromyalgia, Lyme disease, and manyidbuémshat is happening with M.E.

patients is an entirely different (and unique) problem of a much greater magnitude. These terms are not accurate or
specific enough to desbe what is happening in M.E.

The paralytic muscle weakness seen in M.E. affects all muscles including the heart and causes what is commonly
known as exercise intolerance; that patients relapse with excessive physical and cognitive exertion, aghvell as wi
orthostatic stress. These features are a core part of what M.E. is as they are responsible for causing much of the
symptomatology and disability associated with the disgage 2006, [Online]) (Hooper 2006, [Online]) (Hooper &

Marshall 2005a, [Onling](Hyde 2003, [Online]) (Dowsett 2001, [Online]) (Hooper et al. 2001, [Online]) (Dowsett 2000, [Online])
(Dowsett 1999a, 1999b, [Online]) (Dowsett 1996, p. 167) (Dowsett et al. 1990, pp92BtDowsett n.d., [Online]).
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Doctors who have experience wihE. (and can tell the difference between authentic M.E. and various unrelated
fatigue states) and the leading M.E. experts all concur; physical, cognitive or orthostatic overexertion can have
many harmful effects on patients both in the stemt longterm. The following comments which illustrate this

point are provided by some of the worldodés |l eading M
many years and each of whom has seen litetfatiysandof M.E. patients;

1. Dr Melvin Ramsay, a UK doctor who specialised in M.E. for more than thirty years, from the Royal Free

Hospital M.E.outbreakof 1955 until his death in 1990, and who isdited with having written some of the most
accurate description of the illness to date, expl ail
[level of severity] is directly related to the length of time the patient persists in physicabéffo its onset; put

in another waythose patients who are given a period of enforced rest from the onset have the best

prognosis.Those who are given complete rest from the onset do well. Those whose circumstances make adequate
rest periods impossiblre at a distinct disadvantage, but no effort should be spared to give theretseiafial

basis for successful treatment.

Since the limitations which the disease imposes vary considerably from case to case, the responsibility for
determining theseests upon the patient. Once these are ascertained the patient is advised to fashion a pattern of
l'iving that c o nRassaywes| [OnineN.i t hi n t hemb

2.Dr. Elizabeth Dowsette x p| ai n s, letkeViderce that NI.E. is primaxily a neurological iliness

although non neurological complications affecting the liver, cardiac and skeletal muscle, endocrine and lymphoid
tissues are also recognised. Apart from secondary infection, the commonest cerlaps®in this illness are

physical or mental over exertion. The prescription of increasing exercise is such a situation (or in the early stage

of the illness when the patient desperately needs rest) canonlybeqounted uct i ve 6 and O6Thi s
distinguished from a variety of other podtal states by an unique clinical and epidemiological pattern

characteristic of enteroviral infection. Prompt recognition and advice to avoigtovex r t i on i s mandat
06The prescripti opanonfybecauotgme asliurcd i e rdci se

Also fromDr Elizabeth Dowsett:
The brain has often been likened to a computer. However, there are fundamental differences in its essential function
of processing, compargnand storing information. Unlike a computer, which can be switched on and off and is
programmed to give set answers to a single question, the chemical transmitter bridging the synapse introduces a
variability into the orgoing message and "Neuronal Pleisgl' into the receiving/transmitting network. It has been
shown that similar modifications in response may be induced by virus infection. The brain contains some 100 billion
neurons connected to some 10,000 relay stations and this enormous electvitalcaetites a massive need for
energy, using up 20% of the entire body's demand for oxygen and glucose. Recent studies of the brain stem by
SPECT scan, indicate hypoperfusion and low metabolic activity in subjects with M.E.

Modern research indicates digbed metabolism in many areas essential to motor control in the brain stem of
patients with M.E., the majority of whom have evidence of iomtinated muscle twitching after slight exertion.

A good memory demands normal functioning of almost all aretieeaerebral cortex, the basal nerve centres of the
mid brain (eg the thalamus and hippocampus) and their interconnecting pathways through the brain stem.
Fluctuations of metabolic activity in these areas (often made worse by physical and mental fibeejekave

been reported in SPECT scans of patients with MLE. vast majority of whom complain of difficulty with shert

term memory (n.d.c, [Online]).

Dr Dowsett states 20%bavetproddesdive ang factjuentlynuhdsagnbskedadegantadn
of cardiac muscle which has led to sudden death following exercis@&

According toDr. Elizabeth Dowsettiny M.E. patient can also be stopped from deteriorating further and at least
stabilised (if nbin time experiencing some level of improvement) through receiving appropriate care and being
allowed to get the needed level of rest (providing that the patient has not already been exposed to unrecoverable
levels of overexertion)Dowsett & Ramsay et a1990) (Dowsett 2000, [Online]) (Dowsett 2001a, [Online]) (Dowsett n.d.b.,
[Online]). Dr. Elizabeth Dowsetilso explains that:

Scientific discoveries recently reported, indicate that embryonic stem ¢etisde from foetal development, remain in the brain

ti ssue during adult I|ife and are capable of #Arundielapge repai

in ME). However, overuse of these repairs, as in ME (when the {satiEmoverstressed [overexexerted] physically or mentally)

will cause unnecessary deterioration which may then become irreparable. Intervention in the form of financial, rehabititation

nutritional support can do much to prevent the physical, occuyad@md other deterioration in the quality of life for a large

group of patients now between 40 and 60 years of age, to say nothing of educational loss in children.

HEALTH SERVICE INTERVENTIONS: It is sad to read that these are said to be of dyiiotity in the present state of
the NHS when it is known that the correct type of rehabilitation can stabilise the illness. This requires access fititlesal fac
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without discrimination against patients with a diagnosis of ME, together with a doryicilissing service for the bdzbund
who are unable to travel ( 2002b, [Online]).

3. Dr Byron Hyde explains in higV.E. textbookthat it has been fouritiat those patients with M.E. who returned
to work soon after becoming ill or while they were still seriously or severélyriitead of having an extended

period of restand recovefyar e at ri sk of causing an alsdealreadss! | ncr e
vul nerable and under attack from an acute viral i nf
stages of M. E. potentially create 6éa physical i njur:

c o nt r byde eplaidg that:
This is not just clinical supposition, there is a strong basic for this belief of work or exercise potentiated heart
damage in the literature. It is well known that enteroviruses may cause chronic cardiac disease as well as major
neurobgical injury. Kandolf states that "enteroviruses are capable of causing dilated cardiomyopathy of sudden
onset or lead to a variety of common arrhythmias." Utilizing mouse models, Wilson and again Reyes
demonstrated that Coxsackie infected [enterovirfestad] mice, forced to swim to the point of exhaustion
during the acute phase of infection, developed chronic heart disease whereas Coxsackie infected mice who
were allowed to rest during the acute phase, did not develop chronic heart disease.

M.E. repreents a possibility of serious cardiac injury primarily in patients who exercise or maintain exhaustive
work efforts during the onset of their illness. It is possible that some of these patients who die and other that
develop major cardiac changes are megeognised as M.E.

With both CNS and CVS disease, chronicity may be provoked by maintaining strenuous exercise and work levels..
Early patient activation may represent serious cardiovascular danger to patients [with M.E.]. The strange concept of
waiting6 mont hs t o diagnose a classical case of M. E. [ br
unnecessary and fraught with potential danger to the patient. Such a diagnostic delay may create legal consequences
for the physician. Physicians wiake an early aggressive approach in physically activating these acute stage
patients may do so at both their am8).their patientds

M.E. is an infectious neurological disease and represents a major attack on tieeerdus system (CNS) by

the chronic effects of a viral infection. The worl d
and Hyde, (and others) have all indicated that M.E. is caused by an enterovirus. (This also includes doctors such
asA Gilliam, W. H. Lyl e, Elizabeth Bell of Ruckhil/l I

The evidence which exists to support the concept of M.E. as an enteroviral disease is cofrpdlzog7,
[Online]) (Hyde 2006, [Online]).

Dr Hydeexplains that enteroviral infections are able to cause:

e. a chronic host infection

f.  major or no cardiac disease depending on the virulence of the subtype

g. cardiac injury dependent upon the sex of the patient and of the level of physical activity of thedpaitigrthe
acute or infectious stage

h. cardiac disease depending upon the immunological variability of the host (Hyde & Jain 1992a, p. 40).

An enterovirus would also explain the; age variation, sex variation, obvious resistance of some family members to
the infection and the effect of physical activity (particularly in the early stages of the illness) in creating more
long-term/severe M.E. iliness in the h@syde & Jain 1992a, p. 40).here is also the evidence that; M.E. epidemics

very often followed pab epidemics, M.E. resembles polio at onset, serological studies have shown that
communities affected by an outbreak of M.E. were effectively blocked (or immune) from the effects of a
subsequent polio outbreak, evidence of enteroviral infection has hewhifothe brain tissue of M.E. patients at
autopsy, and so griyde 2007, [Online]) (Hyde 2006, [Online]) (Hyde 2003, [Online]) (Dowsett 2001a, [Online]) (Dowsett

2000, [Online]) (Dowsett 1999a, 1999b, [Online]) (Hyde 1992 p. xi) (Hyde & Jain 1992 ppl33&Hyde et al. 1992, pp. Z%7)

(Dowsett et al. 1990, pp. 2891) (Ramsay 1986, [Online]) (Dowsett & Ramsay n.d., pB8LRichardson n.d., pp. &)
(Richardson 1999, [Online]).

Dr Byron Hyde also eyplains that the vascular and cardiac dysfunctions seen inavk Bften thenost obvious

set of dysfunctions when looked for, and are the cause of a significant number of M.E. symptoms:
The subject of vascular pathology is not new. The fact of the chittiring of a Parkinsonialike vascular injury to
the basal ganglia in Iceland during the Akureyri M.E. Epidemic is an obvious indication of the CNS vascular effects
in M.E. Vasculitis has been well documented by Dr. E. Ryll in his description of then@piotethe San Juan
Mercy, Sacramento California Hospital in 1975. He described this M.E. epidemic as an epidemic vasculitis. He was
correct. Following my 21 years of examining M.E. patients and 16 years of subjecting M.E. patients to brain
imaging techniges, it has become obvious to me that we are dealing with both a vasculitis and a change in vascular
physiology. Numerous other physicians have supported this finding.

The recent interpretation of the cause of Multiple Sclerosis (MS), as an injuryrofdterasculization causing the
injury of the schwann cells that in turn causes the demyelination injuries of MS has been added to that of paralytic
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poliomyelitis as an essential vascular injury. Paralytic poliomyelitis was thought to be a primaryanhey t

anterior horn cells of the spinal cord but is now recognized as a vasculitis injuring the circulation to the anterior horn
cells. Poliomyelitis is generally a ngamogressive, specific site injury, although ppstio syndrome with

demonstration ofubcortical brain changes has challenged that belief. MS is a recurrent more fulminant
physiological vascular injury. M.E. appears to be in this same family of diseases as paralytic polio and MS. M.E. is
definitely less fulminant than MS but more generaliZé.E. is less fulminant but more generalized than

poliomyelitis. This relationship of M.Hike illness to poliomyelitis is not new and is of course the reason that
Alexander Gilliam, in his analysis of the Los Angeles County General Hospital M.E. épitet®34, called M.E.

atypical poliomyelitis (2007, [Online]).

DrByronHydea |l so writes, 0| have some M. E. patients with
expected and a very large numbeéth the range of 60% to 70%. What this test means is that blood is pooling
somewhere in the body and that this blood is probably not available for the brain. When blood flow to the heart
decreases sufficiently, the organism has an increased risk of Aeatindingly, the human body operates in part

with pressoreceptors that protect and maintain heart blood supply. When blood flow decreases, pressoreceptors
decrease blood flow to noncardiac organs and shunt blood to the heart to maintain life. Thiseofabs those

areas of the body that are not essential for maintaining life and means the brain, muscles, and peripheral
circulation are placed in physiological di fficulty.
mental activity anarthostatic stress.

Dr Byron Hyde gloMRI spectogrdploy ofsammymusclé at M.E. pdiients, it has been shown

that because of an abnormal buildup of normal metabolites, the muscle cell actually shuts down to prevent
celldeathd Dr eypydei ns that this is what is happening to
and in muscle as a result of certain |levels of phys]i
the death of the celHyde 2003, [Onlig)).

Dr Byron Hydeexplains inThe Nightingale Definition of M.Ethat,
Possibly due to the fact that some Fibromyalgia patients can be improved by a graigese in exercise, or
possibly due to the so called protestant ethic that all you have to do to get better is to take up your bed and walk,
some physicians have extended the concept of passive or forceful increased exercise to Myalgic Encephalomyelitis
patients. This is a common and potentially dangerous, even disastrous misconception. If the M.E. patient conforms
to the guidelines set out in this definition, the insurance company can only make the patient worse by instituting
progressive aggressive foctphysical and intellectual activity. M.E. is a variable but always, serious diffuse brain
injury and permanent damage can be done to the M.E. patient fydicious pseuddreatment (2007, [Online]).

We also have ample evidence from other doctorshewve a significant involvement with M.E. patients (although
for various reasons they cannot be considered M.E. experts, as such), indicating that M.E. patients have an
abnormal and negative response to exertion. This includes the following:

1. In April 2003,Arnold Peckerman MD from New Jersey reported findings to the annual meeting of the
American Physiological Society that demonstrated via a sophisticated test that after exercise, the heart of those

with M.E.* pumped less blood than it did at rest. BReckman i s on record as saying t
di sease6 and that, o6Basically we are talking about |
exercise is not a typical response. 0

This important research showed that, without exoeptvery disabled M.E. patient is in heart faildiee New
Jersey team found evi dem@& i eatddheoutffutihditrep peonbntérm i n M. |
M.E. patients, Q values correlated, with great precision, with the level of digaikivas measured using

impedance cardiography, a clinically validated and Government agecagnised algorithm. (Impedance

cardiography is not experimental.)

Normal people pump 7 litres of blood per minute through their heart, with very little egyriamd when they

stand up, that output drops to 5 litres per minute (a full 30% drop, but this is normal). Those two litres are rapidly
pooled in the lower extremities and capacitance vesbklanal people do not sense the 30% drop in cardiac

output whe they stand up because their blood pressure either stays normal or rises when they stand up, the body
will defend blood pressure beyond anything else in order to keep the pulse going.

What the New Jersey team found in people with M.E. was astoniskvhgn these disabled patients stand up,
they are on the edge of organ failure due to extremely low cardiac output as their Q drops to 3.7 litres per minute
(a 50% drop from the normal of 7 litres per minute).

The disability level was exactly proportidria the severity of their Q defect, without exception and with
scientific precision. In this Peckerman study, the data on the disabled M.E. patients reveals that even when they
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are lying down, their Q is only 5 litres per minute. The lower the Q, the tinzeehe patient will spend lying
down because lying down is the only time they come close to having sufficient cardiac output to survive
(Peckerman et al. 2003, [Online]) (Hooper et al. 2007, [Online]) (Web M.D. 2009, [Online]).

2.Dr Cheney (following on from the Peckerman study) explained recently that because it takes more metabolic
energy for the heart to relax and fill with blood than it does for it to squeeze and pump blood, the hearts of people
withM. E. donét fill with the proper amount of blood b
output and many of the symptoms of M.E. and much of the disability of (WtE. following summary of

Cheneybs work (most o finthe foimofrecandedlecturasyistakpnuron Goeporaten |y
Collusionpaper by Professor Malcolm Hooper et al.)

Cheney comments that patients with M.E. suffer from cardiac prolslieces they cannot pump sufficient blood

to the heart. He explains that the inability of very ill patients to stand up is the body protecting itself from cardiac
stress and possible deattheney explains that if patients draw down their lifestyle to livavithin the means

of the reduced cardiac output, then progression into congestive cardiac failure (CCF) is slowed dowent if

things continue to progress, a point will be reached where there is no adequate cardiac output, and dyspnoea will
develop, with akle oedema and other signs of congestive cardiac failure. In order to stay relatively stable, it is
essential for the patient not to create metabolic demand that the low cardiac output cannot match. Attempts to
push beyond limits will cause injury or death

Cheney also explains that M.E. patients have a high heart rate but a low cardiac output. In M.E. there is a cardiac
dimension that is independent of (but not excluding) autonomic function or blood volume. A mismatch between
metabolic demand and cardiagtput, even very briefly, will kill.If the cardiac output goes down, in order not to

die, there is a rise in noradrenergic tone (also involving the adrenal glands) to bring the output back up. This is a
serious problem, because when the adrenals aesisteul, there will be low cardiac output. There is no such thing

as an M.E. patient who is NOT hypothyroid: this has nothing to do with thyroid failure, but everything to do with
matching metabolic demand and cardiac output.

Half of patients exhibit atal cavitation, and when these patients stood up, the filling volume collapsed. M.E.
patients "squeeze the hell" out of their left ventricle, resulting in a "whopping" 70% increase in left ventricular

wall motion thickness. The reason why patients are giugeo hard is because they do not have enough energy

to fill the chambers of the heart properly so they are trying to compensate by squeezing a lot harder (ie. the way
patients are compensating for this loss of cardiac output is by squeezing thettafievenich harder). There are
significant consequences of this. One consequence is that M.E. patients become asynchronised (ie. the heart can
be filling and ejecting at the same time). If out of synchrony, the ventricle cannot cope, so cardiac output is
severely degraded.

Cheney posits that when faced with a low Q, the body sacrifices tissue perfusion in order to maintain blood
pressure:ie. microcirculation to the tissues of the body is sacrificed to maintain blood pressure so that the person
does nodie in the face of too low a cardiac output. This compensation is what is going on in the M.E. patient.
Cheney states that it is important to note that the body does not sacrifice tissue perfusion equally across all organ
systems:instead, it prioritise the order of sacrifice and one can observe the progression of M.E. in a patient by
noting this prioritisation.

Two organ systems in particular have a protective mechanism (the Renin Angiotensin System, or RAS) against
restricted tissue perfusion: thenly and the kidneysThese organs can sustain the greatest degree of Q problems
because of this extra protection. Additionally, the heart and the brain also have this extra protection, even in the
face of an extremely low Q. Therefore the lung, the bthakidneys and the heart are a bit more protected from

a drop in Q than the liver, the gut, the muscles and the skin.

a. The first to be affected is the skiifithe microcirculation of the skin is compromised, several problems can

arise. The bodycannot thermoregulate anymore: the patient cannot stand heat or cold and if the core temperature
rises, the patient will not be able to sleep and the immune system will be activateder to regulate that

problem, the body will kick in thyroid regulah which will downregulate in order to keep the body temperature

from going too high.The patient then develops compensatory hypothyroidism, which means that now the patient
will have trouble with feeling coldAlso, the body will not be able to elingte VOCs (volatile organic
compounds), which are shed in the skinés oil duct s,
becomes progressively chemically poisoned by whatever is present in the environment.

b. The second effecthe neximicrocirculation to be sacrificed is that to the muscles and the patient will have
exercise intolerancdf things get still worse, the patient begins to experience pain in the muscles. If the
microcirculation to the joints becomes compromised, the patiarts to have arthralgia linked to this circulatory
defect.
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c. The next system to be compromisethe liver and gutOne of the first things the patient may notice in this
stage of disease progression is that there are fewer and fewer foods thataarated, partly because
microcirculation is necessary for proper digestion. Also the body will not secrete digestive juices so whatever
food is tolerated will not be digested: if food cannot be digested, there will be peptides that are only partiall
digested and therefore are highly immueactive; they will leak out of the gut into the bloodstream, resulting in
food allergies or sensitivitiesThe body will be unable to detoxify the gut ecology, so the gut will begin to poison
the patient, who llifeel as if poisoned, with diarrhoea, constipation, flatulence and other gut problems.

d. The fourth affected system is the bra@heney posits that there is a devastating effect in the brain as a result

of liver / gut dysfunction, which can quickigxify the brain, resulting in disturbances of memory and of

processing speed. Also, the hypothalamus begins to destabilise the patient from the autonomic nervous system
perspective. In all probability, the brain and heart suffer simultaneous comprbutipatients usually notice the

brain being affected much earlier than the hiedinis is because heart muscle cells have the greatest

mitochondrial content of any tissue in the body, so when the mitochondria are impaired, the heart muscle has the
greatesreserve.Even if the patient is sedentary with not too much demand on the heart, they can still think and
make great demands on the brain, and energy is energy, whether it is being used physically or cognitively.

The fifth affected system is the hea@heney posits that the effect of compromised microcirculation upon the
heart has an faparmtarfiadnids at Hido Omprairftest ati on of micr
ithe event horizono.

Part Aad: mani f e s tingairmentihe initial manifestaton of micrecircaldtoryo n
impairment of the heart is arrhythmia with exercise intolerance: when the patient goes upstairs, more cardiac
output is needed but the patient cannot sustain it. When there are even more seseireutatory problems,

the patient starts to get chest pain as the myocardial cells die because they cannot get adequate oxygen.

Part Abo: thenewenthilodineni s passed, there is no
microcirculdion defect within the heart itself begins to impact Q, a vicious circle bégmsrocirculation

impairment reduces the Q, which produces more microcirculation impairment, which produces even more Q
problems, so down goes the patient into the next pifassrdiac failure, which involves the lungs.

The sixth affected system is the lung and kidniéys leads to congestive heart failure and pulmonary oedema,

then the kidney is affected (the kidney is the last to go because it has the RA® lsgskem) Combined with

liver impairment, this stage is known as hepatorenal failure. A patient will know if s/he eventually loses the ability
to compensate if, when they |Iie down, they are shor:
power becase the mitochondria are dysfunctional (ie. there is an epeogluction problem in the cells).

The red blood cells of patients with M.E. have been found to be deformed. When deformed, they cannot get
through the capillary bed, causing pain. An indmaif such deformity is a drop in the sedimentation rate (SED,

or ESR) and Cheney (along with Dr Hyde and other M.E. experts) has observed that when measured in a

|l aboratory, M. E. patientsd sedi ment at imsthat M. patients s t h
have an induced haemoglobinopatBieney has stated that the M.E. patients with the lowest sedimentation rate
may have the greatest degree of pain. The more deformed the red blood cells, the more pain may be experienced.
Some M.Epatients have a problem similar to that of sickle cell anaemia in this regard, and sickle cell patients
have unbelievable pairCheney emphasises that it is bad enough when patients do not perfuse their muscles and
joints (because of poor microcirculatjdout it is even worse when red blood cells are so deformed that they can
barely get through the capillaries or are blocked entirely. Cheney notes that in the Laboratory Textbook of
Medicine, there are only three diseases that lower the sedimentatitmthettlevel: one is sickle cell anaemia (a
genetic haemoglobinopathy); the second is M.E. (an acquired haemoglobinopathy) and the third is idiopathic
cardiomyopathy. (The latter being one way in which the cardiac problems of M.E. are described.)

Cheneyobserves that in order to improve cardiac output, patients need to lie down, as this increases the cardiac
output by 2 litres per minutee notes that some patients need to lie down all the time to augment their blood
volume in order to survivéCheney2006, [video recording]jfPeckerman et al. 2003, [Online]) (Hooper et al. 2007, [Online])

Findings which showed mitochondrial dysfunction similar to mitochondrial encephalomyopathy also led Dr
Cheney to comment, OThe mosqottohanwp[patientawith ME] do eemobic about
exercise. | believe that even progressive aerobic exercise is ecprodective.lf you have a defect in

mitochondrial function and you push the mitochondria by exercise, you kill the DNA(Williams 2004, [Onlire]).
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1 Note that Dr Cheney cannot be said to be a M.E. expert, although he does deal primarily with M.E. patients and his
comments on cardiac insufficiency can (and do) only relate to genuine M.E. patients as this finding is unique to
M.E. patients. Unformat el y Cheney uses the terms 6CFSd and O6CFI |
unfortunately mixes in some medical and political f act
other than M.E.) into his 20 years of M.E. research. Thauahaof his work relates 100% to M.E. unfortunately.
Seels Cheney talking about M.E. or 'CEStt more information.

91 Dr Peckerman, like Cheney, has been involved in the study of the abnormalities umigie Wmfortunately
however he has used the terminology and definitions
propaganda in his work. Thus while Dr Peckerman has some legitimate knowledge of the M.E. disease process, he
cannot be considered a Bl.expert. Note also that both of these doctors do not use anything like the most severely
affected M.E. patients in their research.

As these comments clearly indicate, the adverse res
unexpla n & dedearch has found a number of sound medical reasons why M.E. sufferers are so physically

disabled and limited, and unable to maintain an upright posture. These include; evidence of damage to the central
nervous system (and autonomic and sympatimetivous systems, causing a loss of normal internal homeostasis),
damage to cardiac muscle (and many other cardiac and cardiovascular abnormalities including evidence of cardiac
insufficiency), abnormalities and damage to muscle, immune system abnesnadisipiratory abnormalities and

also a variety of abnormalities at a cellular level (eg. mitochondrial defects).

It is also worth noting thatoneof these abnormalities can be explainedbgsol | ed &6 deidhendi ti oni
supposed reason for the reaoandation of therapies such as GET.

I To read more articles, research and books by these authors (and others) which explain these abnormalities in more
detail seeArticles sorted by auth@mndMyalgic Encephalomyelitis research and articles

1 For more information on why exercise programs are so dangerous for M.E. patients see also the medical overviews
given in:Profits Before Patients?TCRITICAL CONSIDERATIONS Science or PsychologyhdCorporate
Collusionby Eileen Marshall and Margaret Williams and/or Professor Hooper.

Surveys of M.E. patients on the effects of GET illustrate the accuracy of these findings by experts only too well

unfortunately:

1 In 1998 a survey of over 3000 UK M.E. patients found that the single most harmful strategy was graded
exercise therapy. 50% of respondents who had tried GET indicated that graded exercise had made their
condition worse. This was the highest negative raifreny of the pharmacological, n@harmacological
and alternate approaches of management covered in the questionnaire. The most helpful stratesjies were:
Pacing activity with rest: 90% b) Bed rest: 8@fnes 1998, [Online]).

1 In 2004 a survey of sevédyeaffected M.E. sufferers (conducted by the 25% M.E. Group) again found that
graded exercise was by far the single most harmful treatment of any of the pharmacological, non
pharmacological and alternate approaches of management covered in the quest@btaqf those that had
tried GET said that graded exercise was ounhel pful
condition worse.6 A significant number of those s
beforeGET (25% M.E. Goup 2004, [Online]).

The way the bodies of people with M.E. react to exercise is abnormal in a number of different ways. These
abnormalities are so pronounced that exercise tests are one of the series of tests which can be used to confirm a
suspected ME. diagnosis. Abnormalities found so far include the following:

Response to Exercise Healthy People M.E. Patients

Sense of welbeing Invigorating, antidepressant effect [Pain, exacerbation of many of all
symptoms accompanied by overwhelm
sensationsf being intensely ill (see the
description below)]

Resting heart rate Normal Elevated

Heart rate at maximum Elevated Reduced heart rate

workload

Maximum oxygen uptake |Elevated Only ¥ that of sedentary controls

Age-predicted target heart |Can acheve it Can NOT achieve it

rate

Heart functioning Increased Suboptimal level

Cerebral blood flow Increased Decreased

Cerebral Oxygen Increased Decreased
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Body temperature Increased Decreased

Respiration Increased Breathing irregularities: shortness of
breah, and irregular breathing

Cognitive processing Normal, more alert Impaired

Oxygen delivery to the Increased Reduced

muscles

Gait Kinematics Normal Abnormalities

Recovery period Short [Days, weeks or months, or longer (or

recovery may not occur and the
relapse/damage may be sgmermanent ¢
permanent. In a small percentage of ca
overexertion of the M.E. patient causes
death)]

1 This (modified) chart is taken from an article by M. van de Sande T&aing for M.E for more information
about exercise testing in M.E.

If patients with M.E. exceed their individual physical, cognitive, orthostatic and other limits, they will experience

some combination of the following:

1 A mild-severe (acute or delayedorsening obne or more symptonfser hours, days or longer afterward

1 A mild-severe (acute or delayed) worseningidially every symptonfor hours, days or longer afterward

1 A severe (acute or delayed) worsening oftihee level of illness/disabilitipr hours/ weeks/ months or even years
afterward, or

1 A_permanentvorsening of théase level of illness/disabilify.e. permanent physical damage is caused and
chances for significant recovery are adversely affected or lost entirely. Painstaking géénsiondy over many
months or years may also be lost.)

It is also important to be aware that repeated or severe overexertion can also result in the death of the M.E. patient.
(Death in M.E. is most often caused by heart failure or multiple organ failB#iesgtt, 2009, [Online]).

The main characteristics of the pattern of symptom exacerbations, relapses and disease progression (and so on) in

M.E. include:

A. People with M.E. are unable to maintain theirfiress activity levels. This is an acute (suddemange.
M.E. patients can only achieve 50%, or less, of theiillpress activity levels pos¥l.E.

B. People with M.E. are limited in how physically active they can be but they are also limited in similar way
with; cognitive exertion, sensory input andharstatic stress.

C. When a person with M.E. is active beyond their individual (physical, cognitive, sensory or orthostatic)
limits this causes a worsening of various neurological, cognitive, cardiac, cardiovascular, immunological,
endocrinological, respiraty, hormonal, muscular, gastrointestinal and other symptoms.

D. The level of physical activity, cognitive exertion, sensory input or orthostatic stress needed to cause a
significant or severe worsening of symptoms varies from patient to patient, bunisriefed compared
t o a p a-llness tolerénses and abilities.

E. The severity of M.E. waxes and wanes throughout the hour/day/week and month.

F. The worsening of the iliness caused by overexertion often does not peak urfd Bdurs (or more)
later.

G. The effects of overexertion can accumulate over longer periods of time and lead to disease progression, or
death.

H. The activity limits of M.E. are not short term: a gradual (or sudden) increase in activity levels beyond a
patient 6s i andbnlwcaudeudapse,ldisease pragregsion or death in patients with M.E.

I. The symptoms of M.E. do not resolve with rest. The symptoms and disability of M.E. are not just caused
by overexertion; there is also a base level of illness which can be quite sega at rest.

J. Repeated overexertion can harm the patientds cha
are able to avoid overexertion have repeatedly been shown to have the most posiizerigrggnosis.

K. Not every M. Bfeduhtererthasi msts within which th

is not the case for the very severely affected.
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1 For the fulllength version of this text (which expands on each of these points) and for a full list of references for
this text see:The Ultracomprehensive Myalgic Encephalomyelitis Symptom.L{i&h excerpt of this text is
included in the Word/PDF file of this document.)

Can GET at least help some of those with mild M.E.

It is sometimes claimed that while exercise programs are not safe or appropriate for the severely affected, that
mild or moderately affected M.E. sufferers can benefit from such interventions. But this assertion is NOT
supported by t htei geue & esnucfef.e rSeornrse héafvae been shown to b
studies are no more relevant to mild M.E. sufferers
NOT have mild M.E. any more than they have mild multiplersdis, or mild cancer or any other illness. They

are an entirely unrelated patient group. Thus graded exercise programs may help some fatigue sufferers but this is
irrelevantto those who have M.E. Again, it has been shown that graded exercise progrémesaatual reason

many with M.E. are so severely affected ie. they were not severely affected before they were given advice to
exercise or enrolled in formal GET programs. Thus GET should not be considered safe or useful for M.E.

sufferers of any seveyi{25% M.E. Group 2004, [Online]).

Research has also proven that how much physical and cognitive overexertion a person can tolerate without serious
damage depends on the severity of their illness. For example, we know that moderately affected palients can

from exercise sessions. For example, there is the case of the WBfyMiRor Johrwho had M.E. and was

advised to Oexercise himself back to fi tappedaarsddliedand w|
coming out of the House of Commons gyrhen there is the case $bphia Mirzain the UK who died from

M.E. after being forced into inappropriate and abusive psychiatric®apbiahad severe M.E. and was of course

not capable of any exercise. Nonetheless, she was inappropriately removed from her home and given

inappropriate care. She was cruelly killed by being forced into what to emsliepwvould have been only very

minor or trivial exertions.

For all of these reasons, it is vitally important that patients are allowed toffudgemselvebow much activity

it is safe and wise for them to attenipatients are the best judges oftheiown | i mi t s, and pat.i
must not be overuled. Patients should never be advised, encouraged or forced to be more active than their
severely damaged bodies can handle; these decisions cannot safely or ethically be made by any third party.

It is vital that M.E. patients avoid physical ow®tertion and are never encouraged to exercise (or be mentally
active, or cause orthostatic stress) beyond their individual limits particularly in the early and acute stages of the
illness, but also anystage of the illness as this can greatly damage a patients chances for future improvement or
recovery. Graded exercisannotimprove authentic M.E.; disabled patients who improve with exercise do not
qualify for a diagnosis of authentic M.E. There is mgito be gained by people with M.E. pushing themselves
beyond their individual physical limits; this can only result in unnecessary and sometimes very severe and

prolonged relapses, disease progression, or even(gaatény 1986, [Online]) (Hyde 2003, fine]) (Hyde 1992 p. xi)
(Hyde & Jain 1992 pp. 3843) (Dowsett 2001, [Online]).

1 For more information on why exercise programs are so dangerous for M.E. patients see also the medical overviews
given in:Profits Before PatientsZCRITICAL CONSIDERATIONS Science or PsychologyhdCorporate
Collusionby Eileen Marshall and Margaret Williams and/or Professor Hooper.

1 SeeTesting for M.E for more information about the series of tests which can betasmhfirm a suspected M.E.
diagnosis. If you have M.E. sdeeating Myalgic EncephalomyelitisThe basic&ndTreating Myalgic
Encephalomyelitis avoiding overexertiofior more on the importance of avaid overexertion.

2. What is the effect of cognitive behavioural therapy (CBT) on Myalgic Encephalomyelitis (M.E.) patients?
Compared to the physical devastation caused by GET, CBT would seem at first glance to be the softer option of
the two; but thigs not always the case. There are two different types of CBT that M.E. sufferers may be given and
the effect on patients varies greatly depending on which type is used:

3. The first type of CBT respects that there is an organic iliness present whiclelg iagyersible (and which
cannot be improved by CBT), but aims to help a patient cope better with the limitations caused by their
illness. This type of CBT is also given to patients with cancer and a wide array of other chronic illnesses
(Carruthers etla2003, [Online]).

4, The second type of CBT is based on the premise the
thinkingé and that the pathophysiology of the illr
0f al seeliildfnes®d ibe. O6Patients are sick only because
of CBT, this therapy is potentially curatiy@arruthers et al. 2003, [Online]).

Surveys of M.E. patients on the effects of cognitive behavioural therapg:fo
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1 The (aforementioned) 1998 survey of over 3000 UK M.E. patients found that CBT was the least effective
treatment of any of the pharmacological, fdrarmacological and alternate approaches of management
covered in the questionnaire. Of those who hiad {€BT, 55% indicated that the treatment had made no
difference while 22% indicated that they had been made worse byJGiE 1998, [Online].).

1 The (aforementioned) 2004 survey of severely affected M.E. sufferers (conducted by the 25% M.E. Group)
also bund that cognitive behavioural therapy was one of the most unhelpful treatments for M.E. Fully 93% of

those who had tried CBT said that it was unhelpful (the only treatment with a worse rating wa8s&ET)
M.E. Group 2004, [Online]).

The hypothesis bemd the first type of CBT is reasonable. This type of CBT may do the vast majority of mild
moderately affected sufferers little harm (if also very little good), while a small percentage may find it useful in
improving the way they cope with the illnessaimnally. A significant percentage of patients will also be made
worse by CBT. As with other chronic ilinesses, the indications are that this type of CBT should be recommended
or provided on a patient by patient basis only to those patients who hawfia sped for such an intervention.

CBT should not be considered essential for alt even most M.E. patients.

Even this type of CBT however (or any other), is not appropriate for any severely affected sufferer who is not
physically able to cope witthe physical and cognitive rigours of such a treatment ie. they cannot travel out of the
house, speak or listen to speech for more than a few seconds or minutes etc. either without severe relapse or at all.

One of the main misconceptions is that wiikaking a few steps must of course require additional bodily

resources and additional cardiac output, time spent thinking, looking, listening or experiencing other sensory
stimuli does not. But this is not the case. Not only physical effort, but alsdigegffort, requires additional

resources which an M.E. patient may not have. The brain contains some 100 billion neurons connected to some
10,000 relay stations and this enormous electrical activity creates a massive need for energy and other bodily
resairces. The brain uses up to 25% of the entire body's demand for glucose, 25% of the blood pumped from the
heart goes to the brain and the brain also needs 25% of the body's oxygen supply. (Blood supplies nutrients like
glucose, protein, trace elements,and ygen to the brain.) So of course, ¢
T every thought, every feeling, every noise heard or sightisesguires additional cardiac output, makes

additional oxygen and glucose demands, and so on, in just thevegnas does a physical activity such as

walking; if not more soSo in addition to physical activity, the list of things that can cause similar severe relapse

in M.E. patients also includes cognitive exertion, sensory input and orthostatic stress. Athgihmagkes the

body work harder or have to adjust in some way, in effestsett n.d. d, [Online]See:Why patients with severe

M.E. are housebound and bedbofmdmore informabn.)

Any type of CBT will cause severe relapse in those who are too severely affected to safely participate. This
relapse may last many weeks or months, or even blefifpor result in death. CBT can NOT be considered safe
for all M.E. sufferers.

The hypothesis behind the second type of CBfiowever, is far from reasonable. Despite the large body of

research which compellingly and conclusively disproves this hypothesis, the assumption of its truth by some has

led to this treatment being forced on mahgE. sufferers particularly in the UK, The Netherlands and to a lesser

extent, Australia. This unscientific and unethical form of CBT (which ignores the demonstrated biological
pathology of the illness) seeks nteofthdiiikmese Igtalls themttoh e p a-
ignore their symptoms. When, inevitably, this causes significant physical relapse, patients are told that this is
entirely their own fault; that they must not be trying hard enough to get well and must still nokbeth
6correctlyd6 about their illness. Patients are bl ame:
unwel | because they are supp Carat@drseyal. 2003, Opliie]y i ng t he si |

CBT to convince a physic#lill person that he/she does not have a physical disorder is disrespectful,
inappropriate and crudt places an additional (and bogus) psychological burden on a person already suffering
with severe physical iliness, and can cause significant psychaldgion.

M.E. expertDr. Elizabeth Dowse# x p| ai ns about CBT: OWhereas any regi
depression to discard or distract their damaging unrealistic morbid thoughts is heljiéntspwith ME are

usually capable of greater insight and understanding about their illness. Unfortunately, ME sufferers are too often
denied care in our society, so it is essential that they should remain as well informed as possible about treatment
optons and not Obrainwashedd i(ndi@nlick). sbeli eving their

It is undoubtedly children with M.E. and their families who pay the highest price where CBT is involved however.
Children with M. E. ar e n disisetegndanpdre détrimental tsahikkdrenadét her ap
compared to adults. As M.E. authMsrillo and Gellmarexplain:

Misdiagnosing [M.E.] as school phobia, depression, or separation anxiety or chalkirig faaply problems

places the blame squarely on the shoulders of he child. When adults experience this kind of scepticism, they usually
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are able to defend themselves against the mistaken ideas of others. Children are unable to do so; they depend on
adultsfor information, explanations, sympathy and advice. To throw disbelief in the face of a child who not only
has all the symptoms of [M.E.] but is terribly frightened and in profound need of reassurance is not only cruel, it is
detrimental to the child's fute emotional growth (Verillo & Gellman 1997 p. 327).

The rate of clinical depression seen in M.E. is similar to, and not higher than, that seen in comparable illnesses
such as rheumatoid arthritis. (Of course, depression is a common disease, andoit ohad® you immune from

other diseases. So some patients with depression will also end up having other conditions as well, over time. This
includes M. E., plus MS and Parkinsonds and all othe
theloss of health, lifestyle, social role and financial means as well as the social stigma and severe abuse and

neglect from friends and family and the medical profession that is so often an inescapable part of having M.E.
(Stein 2005, [Online]).

Equally oncerning is the fact that because it is harder to pin the blame for the illness on depression or anxiety
with children, the parents are often blamed instead
illness and parents of these ill clidah have actually been charged with neglect or accused of actually making

their children ill themselves (Munchausens by proxy). Some parents have lost custody and their children have

been placed in foster care. Children have also been forcibly removethsdrame and forced to undergo CBT

and GET (and worse). All of this while the child continues to be seriously physically ill and not receive any sort of
appropriate medical catHooper et al. 2001, [Online])

Although a minority of M.E. patients will lva a clinical depression, more often some patients are instead dealing
with natural and expected levels of grief and sadness for what they have lost. If these feelings are present, they are
not evidence of a psychiatric disease but simply is a normaleatthy reaction to an extremely distressing life

experience and extreme | evels of physical suffering
severity of the condition, and in many cases probably also greater levels of appropriate meatica| &ind/or

social support. As one |l ongtime M. E. sufferer expl al
is not at all the same thing as ‘clinical depression'. Give me an even somewhat better day phasidatly

mood improvesquik | y and dramatically! 6

T For more information about forced exercise and other

some cases resulted in death) $&bat is Myalgic Encepddomyelitis? Extra extended version

This medically unsupportable and abusive form of CBT can undoubtedly cause significant psychological harm,
but it is these additional associated burdens; physical relapse lasting months, years or longer, thatfisk of de
through overexertion in some severely affected patients, the withholding of basic medical care, the removal of
children from their parents and parents being falsely charged with making their children ill themselves (etc.)
which combine to make this forof CBT so harmful. Thus the negative effects of CBT can sometimes be equally
as devastating as those of GET, or in some cases, worse (for sufferers and their families).

Clearly, CBT and GET are at best useless and at worst extremely harmful for M.Epatients. M.E. is not a

shortt er m or O6hit and r u-indtingposkvaal fatigue syadmine causedbyi s not a s
mononucleosis/glandular fever, Q fever or hepatitis, or any other common infection. Nor is M.E. a psychological
orbehaviourh condition, or a problem of mere 6chronic fat
unexplained, or the same thing as O0CFS. 6 M. E. canno
therapy. These theories have been comprehensisgyodien many times over with regard to authentic M.E.

patients.

Despite this, people with M.E. are routinely being recommended these treatments while also being assured that
they are completely safe. These treatments are also not just being offered patidiiis solely on a voluntary

basis; many have been treated as psychiatric patients against their will. (Or against the will of the parents of
children with M.E., as described previously). It is also of great concern that many M.E. patients are Gxgbd off
6treat ment sd s U whileaacess 0 BVEN basic dppréfEidie medical care is withheld. Enough
people with M.E. have had their lotgrm quality of life destroyetl or have been killed by inappropriate use of
these interventions.

If any drug caused even a very small percentage of the devastation GET causes in M.Ei petialotse that it
also had a zero percent chance of succé@ssould be immediately recalled. It would be an enormous worldwide
scandal, and there would be sormmi of inquiry and serious criminal charges may well be laid. Yet the rate of
people with M.E. recommended or evfercedto exercise continues to rise, and with the full support of
government, the mainstream medical community and the media.
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This is desjte the fact that legitimate research and evidence clearly shows that it has a ZERO percent chance of
providing any benefit to people with authentic M.E. Patients with M.E. are regularly coerced or forced to
undertake a huge level of risk, including sigraht risk of death or severe lotgym disablement and permanent
damagefor zero chance of any gainAll because of financial vested interests controlling science, and

completely different mixed patients groups being used to determine the treatmeogsiafgpfor an entirely

different and unrelated homogenous patient groups.

That this can be allowed to happen in such a supposedly enlightened day and age as ours defies belief: It amounts
to legalised medical torture and horrific leteym abuse of son& our most vulnerable members of society.

People with M.E. must again be treated as is ethically and scientifically appropriate, and not merely in a way
designed to suit certain political and financial considerations. What is happening today to pojglealgic
Encephalomyelitis is a gross violation of basic human rights. has to stop, it has to BE stopped.

For more information:

1

See the pape8moke and Mirroror information orwhy patients with ME. are being treated based on

theories motivated by financial and political considerations rather than the available medical evidence. This
text forms the introduction to a 100 pag€EBT and GET databas@&he database contains excerpts and links

to literally hundreds of articles and research studies which expose the lack of scientific legitimacy (and the
hidden financial and political motivations) underlying the ‘behavioural' paradigm of M.E. and theQIBSE of

and GET on M.E. patientsas well as a large number of patient accounts of CBT and GET.

To print or save a copy of this text (or the entire database) in a grietatly Word or PDF format, see
the Downloads section. A shorter/condensed versithniofext is also availabl&he effects of CBT and
GETi Condensed

SeeWhat is Myalgic Encephalomyelitis? A historical, political and medical overfoewmnore information
on all aspects of M.E.

For whose benefit was 6é6Chronic Fatigue Syndromed c
despite its utter | ack of scientific credibbingl ity?
mi xed together through unscientific concepts such
0Encephal opathy6? Who benefits from the facts of N

sight? SeeWho benefits from 'CES' and 'ME/CFES'?

To learn more about the extreme limits imposed on M.E. patientgsepatients with severe M.E. are
housebound and bedbound

The terninology is often used interchangeably, incorrectly and confusingly. However, the DEFINITIONS of

M.E. and CFS are very different and distinct, and it is the definitions of each of these terms which is of

primary importanceThe distinction must be made beem terminology and definitioriSsor more information

see:Who benefits from 'CFS' and 'ME/CFESThe Terminology ExplainedndWhat is Myalgic
EncephalomyelitisandProblems with the soalled "Fair name" campaign: Why it is in the best interests of

all patient groups involved t@ject and strongly oppose this misleading and coumtetuctive proposal to
rename 6 CF S éand®mbletmdith tieruse ®f 'ME/CFS' by M.E. advocahssThe
misdiagnosis of CEFSWhy t he di sease categorhyshatf 6CFS6 must be

3. Chronic Fatigue Syndromeis an artificial construct created in the US in 1988 for theefieof various
political and financial vested interest groups. It is a mere diagnosis of exclusion (or wastebasket diagnosis)
based on the presence of gradual or acute onset fatigue lasting 6 months. If tests show serious abnormalities, a
personnolongegual i fies for the diagnosis, as OCFSO6 i s 0me
not mean that a person has any distinct disease (ir
is made up of people with a vast array of unreldtadsses, or with no detectable illness. According to the
| atest CDC estimates, 2.54% of the population qual:.
can only ever be a misdiagnosis.

4. Myalgic Encephalomyelitisis a systemic neurological deee initiated by a viral infection. M.E. is
characterised by (scientifically measurable) damage to the brain, and particularly to the brain stem which
results in dysfunctions and damage to almost all vital bodily systems and a loss of normal internsidsisneo
Substantial evidence indicates that M.E. is caused by an enterovirus. The onset of M.E. is always acute and
M.E. can be diagnosed within just a few weeks. M.E. is an easily recognisable distinct organic neurological
disease which can be verified blgjective testing. If all tests are normal, then a diagnosis of M.E. cannot be
correct.

M.E. can occur in both epidemic and sporadic forms and can be extremely disabling, or sometimes fatal.

M.E. is a chronic/lifelong disease that has existed foturées. It shares similarities with MS, Lupus and
Polio. There are more than 60 different neurological, cognitive, cardiac, metabolic, immunological, and other
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M.E. symptoms. Fatigue is not a defining nor even essential symptom of M.E. People with MdEgive
anything to be only severely o6fatigued6é instead of
distinct neurological disease known since 1956 as Myalgic Encephalomyelitis.

1 See alsoProblems with ‘our' M.E. (or 'CES' 'CFIDS' or 'ME/CFS' etc.) advocacy gfailgmsavailable in an
animated video format) and the new pap&iE. vs MS: Similarities and differences

1 For more informatin on scams aimed at M.E. patients (similar to CBT) such as the Lightning process,
Reverse therapy, Mickel therapy, EFT and so onCsgements on the 'Lightning Process' (etc.) spage.

1 Toread a list oéll the articles on this site suitable for different groups such as M.E. patients, carers, friends
and family, the 6CFS®é6 misdiagnosed, Infdrmatidnor s or se\V
Guidespage.

Additional notes on this text:

1 A note about antidepressant drugs and M.E.Along with CBT and GET, antidepressants are another
treatment also commonly recommended to M.E. patients based on evidence involvividenpatient
groups and proded by vested interest groups. M.E. patients are commonly recommended or verbally forced
to take these drugs on what amounts to a random basis medically. As with CBT and GET, patients are almost
always incorrectly told that these drugs are a safe andie@f@atatment for M.E. So what effect do these
drugs have on Myalgic Encephalomyelitis patients?

As with CBT and GET, they cannot improve the core problems of M.E. and can also very commonly cause
serious adverse reactions. The number of M.E. patthat cannot tolerate these drugs, and for whom these
drugs cause a worsening of the condition (including serious cardiac events) is very high. This is explained in
more detail in the new papdrhe effects of antidepressants on Myalgic Encephalomyelitis patf&€hts
paper is due to be completed late 2009)

What can you do to help?

People with Myalgic Encephalomyelitis have only a tiny minority of the medical, scientific, legal and other
potenially supporting professiorisor the publid on their side. What is needed is people from all over the world
to stand up for Myalgic Encephalomyelitisvhether they are affected yet by M.E. or not. That is the only way
change will occur, through edu@n and people simply refusing to accept what is happening any more. This
appalling abuse and neglect of so many severely ill people on such an industrial scaleisummgyand has
already gone on for far too long. People with M.E. desperately meecglp. SedVhat is Myalgic
Encephalomyelitisand thelnformation Guidepage

References
All of the information concerning Myalgic Encephalomgislon this website is fully referenced and has been
compiled using the highest quality resources available, produced by the world's leading M.E. experts.

More experienced and more knowledgeable M.E. experts thanitbedgyron HydeandDr. Elizabeth Dowsett

in particulari do not exist. Between Dr Byron Hyde and Dr. Elizabeth Dowsett, and their mentors the late Dr
John Richardson and Dr Melvin Ramsay (respelsfiyéhese four doctors have been involved with M.E. research
and M.E. patients for well over 100 years collectively, from the 1950s fréisent day. Between them they have
examined more than 15 000 individual (sporadic and epidemic) M.E. patients] as wach authoring numerous
studies and articles on M.E., and books (or chapters in books) on M.E. Again, more experienced, more
knowledgeable and more credible M.E. experts than these simply do not exist.

This paper is merely intended to provide a&bsummary of some of the most important facts of M.E. It has been
created for the benefit of those people without the time, inclination or ability to read each of these far more
detailed and |l engthy refer encesThearighal doeunentsyusedtb e wor |
create this paper are essential additional reading however for any physician (or anyone else) with a real interest in
Myalgic Encephalomyelitis. For more information seeRederencepage.

Permission is given for this document to be freely redistributetdy email or in print for any nefor-profit
purpose provided that the entire text (including th
without alteration. Please redistribute this text widely.

This paper will be continue to be updated regularly (at least annually). Please check back at the website
periodically to make sure that you have the mostioeghate version of this paper available.
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0 Pgle in positions of power are misusing that power against sick people and are using it to further their own
vested interests. None in authority is listening, at least not until they themselves or their own family join the

ranks of the persecuted, whénéy t oo come up against a wal/l of utter
Professor Malcolm Hooper 2003

6Do not for one minute believe that CFS is simply al
The CDC definition is not a disease process. It ia @rtial mix of infectious mononucleosis /glandular fever,

(b) a mix of some of the least important aspects of M.E. and (c) what amounts to a possibly unintended psychiatric
slant to an epidemic and endemic dde@ése process of

060The term myal gic enceph aialgionwith inflarhnason ¢f thebsamandapinal c | e p
cord, encephalmyetitis, brain spinal cord inflammation) was first coined by Ramsay and Richardson and has

been included by the World H&gaOrganisation (WHO) in their International Classification of Diseases (ICD),

since 1969. It cannot be emphasised too strongly that this recognition emerged from meticulous clinical
observation and examination. 0

Professor Malcolm Hooper 2006

0 M. E .systendc digease (initiated by a virus infection) with multi system involvement characterised by central
nervous system dysfunction which causes a breakdown in bodily homoeostasis. It has an UNIQUE Neuro
hor monal profile. 6

Dr Elizabeth Dowsett

6 D e a & hosanexdotal and are a matter of public record. Patients with Myalgic Encephalomyelitis are dying
and [also] developing complications (known to be fatal) such as heart disease and cancer at considerably younger

ages than the statistical norm. Thisgeii fi cant and needs to be | ooked int
Jill McLaughlin
OM. E. appears to be in this same family of diseases

more generalized. M.E. is less fulminant but more generalized than poliomyelisiseBtionship of M.Elike

illness to poliomyelitis is not new and is of course the reason that Alexander Gilliam, in his analysis of the Los
Angel es County Gener al Hospital M. E. epidemic in 19
Dr Byron Hyde

0 T ldemyree of physical incapacity varies greatly, but the [level of severity] is directly related to the length of time
the patient persists in physical effort after its onset; put in another way, those patients who are given a period of
enforcedrestfromth onset have the best prognosis. 6

Dr Melvin Ramsay on Myalgic Encephalomyelitis

6The vested interests of the I nsurance companies an:
benefit assessments. There must be a proper recognitiohabatstubverted processes have worked greatly to the
disadvantage of people suffering from a major organic illness that requires essential support of which the easiest

to provide is financial. The poverty and isolation to which many people have been rbgddEds a scandal and

obscenity. 6
Professor Malcolm Hooper 2006

6What all this amounts to is that we have | ost any
(into) what is true. This is almost classic in its rRglaobic avoidance afonsidering anything that could possibly

be construed as speaking the truth. o
Margaret Williams on Myalgic Encephalomyelitis

O6Never in the field of human illness have so many b
RIME Sept. 2007

0Thirty vyear s aentdtwdhespitalalinipwith unexplainedfatigus, any medical school

physician would search for an occult malignancy, cardiac or other organ disease, or chronic infection. The concept
that there is an entity called chronic fatigue syndrome has tolihg@ that essential medical guideline. Patients

are now being diagnosed with CFS as though it were a disease. It is not. It is a patchwork of symptoms that could
mean anything. 6

Dr Byron Hyde 2003
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Since Professor Cheney has shown that in M.E. pateart$iac output struggles to meet metabolic demand, how

can forced aerobic exercise help such patients remain as functional as possible? In the light of the Peckerman et al
paper that was published in 2003, are the psychiatrists and their peer revidherRC who approved the

PACE trial protocol still convinced that these trials (and the exercise regimes to be meted out by the new Centres)
pose no harm for those with M.E.? Perhaps they are content to rely on the certainty that they themselves can
neve be held accountable for any harm to any patient because all participants must sign a compulsory waiver
which means that no participant can ever pursue any claim for medical negligence or damages?

Professor Hooper 2007

Disclaimer: The HFME does not digmse medical advice or recommend treatment, and assumes no
responsibility for treatments undertaken by visitors to thelsitea resource providing information for education,
research and advocacy only. Please consult your own {oeaéttprovider regding any medical issues relating to
the diagnosis or treatment of any medical condition.
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The HUMMINGBIRDS" FOUNDATION for M.E. (HFME)
Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

The ultra-comprehensive M.E. symptom list
Copyright © Jodi Bassett 2004. This version updated March 2009. 4{ /| ,

Taken from www.hfme.org

r4
y

An excerpt:

Section 3: ON THE PATTERN/CAUSE OF SYMPTOM EXACERBATIONS, RELAPSES,

AND DISEASE PROGRESSION IN MYALGIC ENCEPHALOMYELITIS

What characterises M.E. every bit as much as the individual neurological, cognitive, cardiac, cardiovascular,
immunological,endocrinological, respiratory, hormonal, muscular, gastrointestinal and other symptoms is the way
in which people with M.E. respond to physical and cognitive activity, sensory input and orthostatic stress, and so
on. In other words, the pattern of sympteracerbations, relapses and of disease progression.

The way the bodies of people with M.E. react to these activities/stimuilipests is unique in a number of ways.
Along with a specific type of damage to the brain (the central nervous systemitaistetistic is one of the

defining features of the illness which must be present for a correct diagnosis of M.E. to be made. The main
characteristics of the pattern of symptom exacerbations, relapses and disease progression (and so on) in Myalgic
Encephabmyelitis include:

A. People with M.E. are unable to maintain theirfireess activity levels. This is an acute (sudden) change.
M.E. patients can only achieve 50%, or less, of theiillpress activity levels pos¥l.E.

B. People with M.E. are limited in mophysically active they can be but they are also limited in similar way
with; cognitive exertion, sensory input and orthostatic stress.

C. When a person with M.E. is active beyond their individual (physical, cognitive, sensory or orthostatic)
limits this caises a worsening of various neurological, cognitive, cardiac, cardiovascular, immunological,
endocrinological, respiratory, hormonal, muscular, gastrointestinal and other symptoms.

D. The level of physical activity, cognitive exertion, sensory input or et#tic stress needed to cause a
significant or severe worsening of symptoms varies from patient to patient, but is often trivial compared
t o a p a-llness tolerédnses and abilities.

E. The severity of M.E. waxes and wanes throughout the hour/dadyameemonth.

F. The worsening of the iliness caused by overexertion often does not peak urfd Bdurs (or more)

later.

G. The effects of overexertion can accumulate over longer periods of time and lead to disease progression, or
death.

H. The activity limis of M.E. are not short term: a gradual (or sudden) increase in activity levels beyond a
patientés individual |l imits can only cause relap

I.  The symptoms of M.E. do not resolve with rest. The symptohglmability of M.E. are not just caused
by overexertion; there is also a base level of iliness which can be quite severe even at rest.

J. Repeated overexertion can harm the patientds cha
are able to avoidverexertion have repeatedly been shown to have the most positivielongrognosis.

K. Not every M. E. sufferer has 6safed activity 1| i mi
is not the case for the very severely affected.

A. Peoge with M.E. are unable to maintain their pre-iliness activity levels. This is an acute (sudden)

change. M.E. patients can only achieve 50%, or less, of their pilthess activity levels posiM.E.

Only being able to achieve 50% or less of yourifimessactivity level immediately upon becoming ill is very
commoni if not universall in Myalgic Encephalomyelitis. (Although a small percentage of sufferers may
possibly be somewhat less severely affected at onset.) This is not a gradual change in alsilighlel occurs

over weeks, months or years; it is an acute change. The onset of M.E. is frequently very dramatic, M.E. patients
can very often tell you not just the day that they became ill, but the lexadhey became ill.

1 M.E. can commonly be diagsed within just a few weeks if the doctor has experience with M.E. (If all tests are
normal, M.E cannot be the correct diagnosis.) $esting for M.E for more information. For more information on
theviral infection evident at onset in people with M.E., and the outbreaks of M.E. et@.heeeutbreaks (and
infectious nature) of M.E.
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1 M.E. is an acute onset iliness, however it should be noted(#)atome sufferers will be unsure of their onset type
(they may not recall it, or may not recall it accurately, for various reasons) and (b) in some cases, acute onset M.E.
is preceded by a series of unrelated minor infectious episodes (in a previolggtiesit) which may be
misinterpreted as being a gradual onset of the M.E. (These minor infectious episodes may be due to the immune
system being under temporary or chronic stress from events such as; recent immunisation, repetitive contact with a
large rumber of infectious persons, or the effect of travel; as in exposure to a new subset of virulent infections. This
pre-existing temporary or chronic immune system weakness is not seen in all patients@nehist causes M.E.,
although a compromised immeisystem will of course make the body more vulnerable to all types of infections,
including M.E.)

B. People with M.E. are limited in how physically active they can be but they are also limited in similar way

with; cognitive exertion, sensory input and othostatic stress.

The bodies of people with Myalgic Encephalomyelitis respond inappropriatehything that forces the body to

have to react in some way or work harder in some way, in order to maintain internal homeostasis, including (but
not limited tQ: physical activity, cognitive exertion (including emotional stress), sensory input and orthostatic
stresslt should also not be assumed that a person with M.E. will necessarily react more severely to (or have
greater limits on) physical activity thantivicognitive exertion, sensory input or orthostatic stress. Some patients
find that their most severe relapses come from orthostatic stress, while others will have to be more careful with
their levels of sensory input or cognitive exertion as comparelysiqal activity. Other patients may be equally
limited with each of these activities or stimuli, and so on. It varies from patient to patient and can also change over
the course of the illness.

One of the main misconceptions about M.E. is that while mgl& few steps must of course require additional
bodily resources and additional cardiac output, time spent thinking, looking, listening or experiencing other
sensory stimuli does not. But this is not the case. Not only physical effort, but also caffotiyegequires

additional resources which an M.E. patient may not have. The brain contains some 100 billion neurons connected
to some 10,000 relay stations and this enormous electrical activity creates a massive need for energy and other
bodily resource. The brain uses up to 25% of the entire body's demand for glucose, 25% of the blood pumped
from the heart goes to the brain and the brain also needs 25% of the body's oxygen supply. (Blood supplies
nutrients like glucose, protein, trace elements, andexyo the brain.) So of course, every extra second of

6el ect riiceadry thaught,ievery feefirdy, every noise heard or sightisesguires additional cardiac

output, makes additional oxygen and glucose demands, and so on, in just the saseaemya physical activity

such as walking; if not more so.

1 What isHomeostasi@ Homeostasis is the ability of a living organism to regulate its internal environment to
maintain a stable, constardralition, by means of multiple dynamic equilibrium adjustments, controlled by
interrelated selfegulation mechanisms. Homeostasis is one of the fundamental characteristics of living things. It is
the maintenance of the internal environment within toleréiblits. M.E. causes a loss of the ability of the CNS
(the brain) to adequately receive, interpret, store and recover information which would enable it to control vital
body functions. There is a loss of normal internal homeostasis; the individual argaofunction systemically
within normal limits.

Metabolic problems at a cellular level also contribute to this inability to maintain homeostasis in M.E. M.E.
expertDr Byron Hydee x p | ai n s, ography ohMaR muscle ef MiE. patients, it has been shown that

because of an abnormal buildp of nor mal met abolites, the muscle cel
This is what is happening to t he(indudhgthemheatt)iammthés cel |
brain as a result of physical and cognitive activity
death of the cell. Se@reating Myalgic Encephalonaiitis - Avoiding Overexertiorfor more information and for
references.

1 Physical activity in this context does not just mean aerobic exercise; it includes any physical movement or activity,
including stretching and even very small movements. Cognitivatgaefers to any type of thinking, or mental
processing. Sensory input includes exposure to light, noise and movement etc. Orthostatic stress or postural stress
includes sitting or standing, but also things like having a few pillows under your headywigetiown or sitting
up in bed; orthostatic stress is caused by any posture other than lying down flat (perhaps with legs raised to reduce
the load on the heart; unless the patient is wearing pressure stockings, which achieve the same goal.).

C. When aperson with M.E. is active beyond their individual (physical, cognitive, sensory or orthostatic)

limits this causes a worsening of various neurological, cognitive, cardiac, cardiovascular, immunological,
endocrinological, respiratory, hormonal, muscular, gstrointestinal and other symptoms.

When a person with M.E. is active beyond their individual-pless limits, the result is not tiredness, fatigue or

even exhaustonnor i s &émal ai seé6 an accurate wor dsymppomdescri b
caused by overexertion in M.E. What does happen is that there is a worsening of all sorts of different symptoms
and of the severity of the illness generally with overexertion. (Repeated or severe overexertion can also cause
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much greater magnitude.

Overexertion causes an exacerbation of all sorts of combinations of neurological, cognitive, cardiac,
cardiovascular, immunological, ermnological, respiratory, hormonal, muscular, gastrointestinal and other
symptoms which can be mild, moderate, severe, or even life threatening (eg. seizures and cardiac events). Many
of the symptoms involved are present at a lower level at rest, beixeviion causes them to worsen. (Although
some patients may also have some symptoms that only appear after overexertion.)

The types of symptoms produced in response to certain levels of physical activity, cognitive activity, sensory
stimuli or orthostatistress may or may not vary depending on the type (and severity) of the activity or stimuli
involved.But very often the types of symptoms worsened or produced by overexertion are fairly similar

regardless of which exertion or input was involved. Overgredan sometimes cause just one or two symptoms

to worsen (eg. cardiac problems) but often a large cluster of symptoms are worsened. The cluster of symptoms

made worse by excessive exertion or stimulus is often very similar from patient to patiengrallygéers a
worsening of the most common symptoms of the iliness. Patients commonly experience a combination of the
following symptoms:

Profound cognitive dysfunctions (and various other neurological disturbances), muscle weakness (or paralysis),
burning eye pain or burning skin, subnormal temperature ofgmase fever, sore throat or painful lymph nodes
(and/or other signs of inappropriate immune system activation), faintness, weakness or vertigo, toss of co
ordination, dyspnea, an explosion of sengargnomena (low level seizure activity), cardiac and/or blood pressure
disturbances, facial pallor and/or a slack facial expression, widespread severe pain, nausea or feeling as if
6poisoned, 6 feeling cold and s hnext enxietyrogeven tereor (asiam ut e
organic part of the attack itself rather than as a reaction to it) and hypoglycaemia. Often the patient will feel an
urgent need to retreat from all homeostatic pressures. The types of symptoms triggered vary wigwiidrario
patient, but some combination of these is common. There may also be an accompanying exacerbation of other
symptoms. These symptoms often combine to create an indescribable and overwhelming experience of terrible
illness that is unique to M.End can be profoundly incapacitatin®t its most severe, the patient feels as if they are
about to die.

anc

Each of the symptoms caused or exacerbated by overexertion can be clearly articulated without difficulty whether
they be; seizures, cardiac eventsijléablood pressure, tachycardia, shortness of breath, muscle pain, muscle
weakness or muscle paralysis, facial paralysis, black ou#dlsymptoms, nausea, inability to speak or to
understand speech, problems with memory, and so on. It makes ndisa@eltdgical sense to subsume these
very specific symptoms, and very specific and varied combinations of symptoms, under a vague and inaccurate

abel of mere o6fatigue. d To say italdantsome tabes welrousih e s e

symptoms can be accurately summarised as being a

il

A large number of illnesses cause significant fatigue or malaise after activity (for exampteopastucleosis or
glandular fever fague syndromes, Lyme disease and Fibromyalgia and so on) but what is happening in M.E. is
simply not the same; the symptomatology and pathdlogyd the effect of physical, cognitive and orthostatic
overexertion on longerm prognosi$ is very differenin M.E.

V
pr

Also note thatrepeated or severe overexertion can also cause disease progression, permanent damage (eg. to the

heart), or death in M.E. patients. Again, to suggest that these very serious atetnoedfects and fatalities
could be accutael y summari sed as being a problem of mere
An additi onal The diageosioohM.B®. fs deteimnedeaidon the presence of certain neurological,
cognitive, cardiac, cardiovascular, immunological,, muscular, gaststimaeand other symptoms and

6f a

characteristics (andsooh} he presence or absence of mere 6fatiguebd

more serious) symptoms, some M.E. sufferers may also suffer with mild, moderate or severe fatiguersome of t

time, while others will not. Thus the symptom of fatigue is not an essential symptom of M.E. and does not define

M.E. (Although the symptom of fatiguee s sent i al to qualify for a misdiagn
see:M.E. is not defined by 'fatiguendThe misdiagnosis of CES he point to be most aware of is not that M.E. is
O0mor e t habuttfatMBEl SN FATI GUE AT ALL.
D. The level of physical activity, cognitive exertion, sensory input or orthostatic stress needed to cause a
significant or severe worsening of symptoms varies from patient to patient, but is often trivial compared to
a pat i elimgsdtaerapceseand attities.
When there is talk of 6éoverexertioné | eading to an
not hard exercise, it is not anything resembling wh
justreferstoanpct i vi ty which goes beMB.tints.a personés indivi

There is a lot of variation from patient to patient but very often the levels of activity required to cause relapse are
trivial C 0 mp a r-ifndss toleranees gna abilisieFor tex@mple pwhat constitutes overexertion for
someone with severe M.E. could be something as small as rolling over in bed, walking or talking for a few
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minutes, or eating a meal. The severity and duration of relapses varies depending on the saverjtyeoff s o n 6 s
illness, but relapses in M.E. are very often way out of all proportion to the actual activity. Relapses can be very
severe and prolonged (or even permanent) even if a person with M.E. has only gone past their individual limits in
a seemingly nmor way.

1 A note on M.E. and other ilinessdshis extreme and out of all proportion reaction to even trivial levels of activity
is just not seen in those illnesses causing fatigue (and other symptoms) after exertion which may commonly be
mi sdi agiCéESe d@ &= o@ira fatigue syhdromessFibromyalgia and Lyme disease etc. are not
affected by small activities for many weeks, months, or permanently, in this way. While people with M.E. and
people with these other illnesses may all not improtk wigraded exercise regime, the way people with M.E.
respond to physical and cognitive activity, sensory input and orthostatic stress is profoundly different than in these
other ilinesses. The two problems are quite distinct.

E. The severity of M.E. waxs and wanes throughout the hour/day/week and month.

One can probably observe people with some illnesses carefully for an hour or so and collect a lot of good
information about what they can and c agniptomsamefromhow s
day to day, and so on. However M.E. is not one of those ilinesses. MdEaistable illness.

Observing the average M.E. sufferer for an Hoar even a week or moiewill not give an accurate indication of

their usual activity levebecause the severity of M.E. can wax and wane throughout the month, week, day and
even hour. Also, people with M.E. can sometimes operate significantly above their actual iliness level for short
periods of time thanks to surges of adrenalildbeit at he cost of severe and prolonged worsening of the illness
afterward. Relapses and worsening of symptoms are also very often also significantly delayed (there may be both
an acute AND a delayed reaction).

Just observing someone with M.E. do a certain thskld not be taken to mean (a) that they can necessarily

repeat the task anytime soon, (b) that they would have been able to do it at any other time of day, (c) that they can
do the same task every hour, day or even every week, or month, or (d) thabtiidewnade very ill afterwards

for a considerable period because they had to really push themselves (and make themselves ill) to do the task.
Often a considerable rest period is needed before and after a task, which may be hours, days, weeks or months
long. For example, someone may need 2 weeks rest before an outing, for example, and may then spend 3 weeks
extremely il]l afterwards recovering from it. Just o
mobil ed is of c o tvedftheirmusual abéity leveld.)l represent a

Most importantly, because the worsening of the illness caused by overexertion may not even begin until 48 or

more hours afterwards (when most observers are | ong
engaged in an activity, whether that activity is so
severe or even permanent worsening of the illness (.

t he pat i e mwmmon (Thddeath ratesinedtimatad at 3%), but deaths can and do occur. Thus, observers
who see an M.E. patient engaged in an activity have no idea what the consequences of this activity may be.

1 What isan adrenaline surggd r enal i ne i s often referred to as the Of
situations of potential danger. However, adrenaline also kicks in when the body is in physiological difficulty, which
is very often what isd&ppening to severe M.E. sufferers. Adrenaline surges make the heart pump faster and raise
the blood pressure, forcing blood around the body with greater force to supply the muscles with more oxygen, so
that they can make a greater effort. Surges of adnenizicrease the metabolism. They also relax and dilate the
airways so that more oxygen than usual can be taken in. Adrenaline surges can also decrease the amount of pain
felt. As a result of all of these factors, adrenaline suirgekile they last havethe ability to increase physical
speed, strength and other physical abilities.
Unfortunately, when these bursts of adrenaline wear aff they must people with M.E. are left far more ill
as a result for many days, weeks, months or even yearsleRegith M.E. are harmed by adrenaline surges, both by
the physiological stress to the body of the changes caused by adrenaline, and by the extra activity which adrenaline
enabl es, which may be far beyond tdesdarbagedRodeserystmont ma | I
term 6gaind there is a far greater | oss overal/l
For more information on adrenaline surges in M.E., and the different order in which certain bodily systems may
be affected by M.E. (and by overexertion), seeDh€heneysection inThe effects of CBT and GET on patients
with Myalgic Encephalomyelitisr Treating Myalgic Encepalomyelitis- Avoiding Overexertion
1 A note on M.E. and other iliness&his is another one of the characteristics which clearly differentiates authentic
M.E. from various seHimiting postviral fatigue syndromes and so bithe striking variabilityof symptoms not
only in the course of a day but often within the hour. As many M.E. experts have noted, this variability of the
intensity of the symptoms is simply not found in pasal fatigue states or syndromes (etc).
1 There is also a waxing and waniofithephysical sign®f M.E. throughout the day, & Hyde and Dr Jain
explain, AA patient examined in the morning might ha
disappear laterandrecu t he next day. o
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F. The worsening of the iliness caused by overexertion can be acute, but often does not reach its peak until
24-72 hours (or more) later.

Another reason that shedrm and superficial judgements of ability and disability levels iplge@ith M.E. are

ill -advised and often very misleadihgnd are in fact almost guaranteed to give a falsely more optimistic view of
daily ability levelsi is because the relapses caused by exertion very often do not appear until 48 or more hours
afterwad, when the average observer is long gone.

The onset of the worsening of symptoms caused by overexertion is sometimes be acute but often will not peak
until 48 hours or more afterward (this is particularly true with regard to physical, cognitive arstaiitho

exertions). Symptoms will then persist for hours, weeks or many months, or longer. For many M.E. sufferers, the
effects from significant overexertion will very often peak on day three.

Sometimes there is a significant worsening of symptoms evidiéiné time of overexertion. At other times, there
may only be a minor worsening of symptoms at the time of overexertion, but the delayed effects will be severe.
Sometimes the acute effects and the delayed effects will both be severe. It varies depetigirigpe and

severity of the overexertion involved etc.

1 Anoteon M.E. and otherillness8&she 6 CFS6 defineéexeohsosahteympbthomp od mna
hours to resolve. 6 But to say t hmeetofthe mossbasicfactsof MiE of M.
Postexertional symptoms very often take far longer than 24 hours to even APPEAR in people with M.E., let alone
be completely resolved in that time. These symptoms can take days, weeks, months or even several years to
resolve. Overexertion can also cause a worsening of the base level of illness in M.E. and so the effects of
overexertion can also be sepgérmanent or permanent. Death can also occur due to overexertion in M.E.

This significant delay in the onset of p&sgrtional symptoms is not seen in those illnesses causing
fatigue (etc.) after exertion. Nor do the effects of even minor overexertion very often last for weeks, months, years
or permanently in people with these various fatigue syndromes as they do witeufidgers. There is also not the
same risk of overexertion leading to death in these other illnesses, as there is with M.E (The cardiac insufficiency
seen in M.E., which causes much of the symptomatology and the limits with activity and orthostatizrgtres
on in M.E., is simplynot seern these other illnesses.)

G. The effects of overexertion can accumulate over longer periods of time and lead to disease progression,

or death.

In addition to the effects of overexertion commonly being delayedihodrs or so, the worsening of symptoms
caused by overexertion can also sometimes be delayed (and accumulate) over weeks or even many months at a

time until they are realised in a 6crash. Olowgdbys i s
a gradual return to the patientdés base | evel of il 1]
When the body is confronted with activity (or input:

repeatedly over time, these effects can atsmbie cumulative in the long term; the patient becomes unable to
return to their base level of illness at all. What this means is thatéomgor permanent worsening of the overall
severity of the condition is caused. Thus some patients are still dedlinidpe severe physical effects of
inappropriate advice to exercise or to be more physically or mentally active etc. five, ten, fifteen or more YEARS
afterward and for some patients the damage caused is permanent. Overexertion has also resultedsardeath
cases of M.E.

Strong evidence exists to show that overexertion can have extremely harmful effects on M.E. patients. Patient
accounts of leaving exercise programs much more severely ill than when they began them; wheelotiar

bedbound or eeding intensive care or cardiac care units, are common. (Recent research has shown that postural
stress and physical and mental overexertion exacerbate cardiac insufficiency in this disease; see the notes below
for more information.) In addition to theski of relapse, permanent damage, and disease progression, there have

also been reports of sudden deaths in M.E. patients following exercise. As M.E Dexjditabeth Dowsett

expl ains, 62 0etndirequeatly pndiaggosee degenaration of cardiac muscle which has led to
sudden death following exercise. Prompt recognition and adviceto avoidoverr t i on i s mandator

T For more infor mat Can N.E.gatents heally diejusisn beimg fiorcedfout éf bed, or to
| eave t hepldasesee the mp&rhy patients with severe M.E. are housebound and bedbound

1 Cardiac and vascular abnormalities have lmumented from the earliest outbreaks of M.E. to the present
day. Dr. Paul Chenegxplains that when M.E. patients stand up, they are on the edge of organ failure as their
cardiac output has dropped to théremely low level of 3.7 litres per minute, a 50% drop from the normal
output of 7 litres per minute. Wi thout exception, s

Recent research shows that mitochondrial and other dysfunction leadstididysfunction and reduced
stroke volume/low cardiac output in M.Eand that certain levels of orthostatic stress and physical and mental
activity etc. exacerbate this cardiac insufficierRy.Cheneyexplained recently that because it takes more
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metabolic energy for the heart to relax and fill with blood than it does for it to squeeze and pump blood, the hearts

of people with M.E. dondét fill with t hecausesthereducech mo u nt

cardiac output and many of the symptoms of M.E. (and much of the disability of M.E.). So the tachyfastdia

heart raté often seen in M.E. in response to orthostatic stress and so on is actually compensating for low stroke

volumeb hel p increase cardiac output. The heart doesnoét

is forced to beat faster to try to make up some of the shortfall, but people with M.E. are still left with reduced

cardiac output which leaves thesary ill and disabled. If this problem is severe enough it can result in death.

As one M. E. advocate explains: 6Cardiac output is s

any attempt to exert oneself beyond one's own capacity for candiput- that is when demand exceeds cardiac

capacity- would indeed result in death. Studies on dogs have shown that when the demands of the body exceed

cardiac output by even 1%, the organism dies. M.E. patients [must] reduce demand and reduegtibeitezel

to stay within the bounds of their | ow cardiac output
1 A note on M.E. and other ilinessdsis sometimes claimed that while exercise programs are not safe or appropriate

for the severely affected, that mild or moderately affddvi.E. sufferers can benefit from such interventions. But

this assertion is NOT supported by the evidence. (Sol
benefit from graded exercise programs, but the results of these studies are no mamétehaild M.E. sufferers
than they are to severe M. E. sufferers; people with

multiple sclerosis, mild Lyme disease, mild cancer or any other iliness.) Recent studies have shown that graded
exacise programs are the actual reason many with M.E. are so severely affected in the first place, thus exercise
programs should not be considered safe for M.E. sufferers of any severity. Graded ezercigienprove

authentic M.E.; disabled patients whogrove with exercise do not qualify for a diagnosis of authentic M.E.

H. The activity limits of M.E. are not short term, a gradual (or sudden) increase in activity levels beyond a

patientdés individual Il i mi t s c¢ andeathind patierdsavithsMeE. r e | ap s e,
Increasing the activity levels of someone with M.E. beyond their individual limits, can only ever be
counterproductive. It really doesnd6t matter i1 f you

well dday the onset of the relapse in some patients, but the end result will still be relapse and/or disease
progression, or death. None of the various cardiac, cardiovascular, immunological, neurological, cognitive,
muscular, and other abnormalities preseMli&. sufferers’ which together cause the high level of disability
associatedwithM.B.can be expl ai ned bRatiemewh@impiosdeanitrograded acliviyni ng . 6
programs do not qualify for a diagnosis of M.E.

1 ME.isnotashot er m amd 6hund vir al -limitng @ostkral fatigtie syindrome catisededby s e | f
mononucleosis/glandular fever, Q fever or hepatitis, or any other common infection. Nor is M.E. a psychological or
behavioural condition. Authentic M.E. cannot be inyad through psychotherapy or graded exercise therapy.

These theories have been comprehensively disproven many times over with regard to authentic M.E. patients (as
have the many other similar theories). M.E. is a chronic illness which affects the vastyrofgufferers for many

years or decades at a time, or for the rest of their lives. A person who has been correctly diagnosed with M.E. will
naturally raise their activity levels when/if they have had an improvement in their illfiegst can never wrk the

other way around. SeBmoke and mirrorfor more information.

1 A note on M.E. and other illnessdd.E. can be progressive, degenerative, chronic, or relapsing and remitting. As
many ME. experts have noted, the chronicity of M.E. is another characteristic which clearly separates the illness
from various seHimiting postviral fatigue syndromes.

I. The symptoms of M.E. do not resolve with rest. The symptoms and disability of M.E. aret just caused

by overexertion, there is also a base level of illness which can be quite severe even at rest.

There is a base level of iliness that is always present in M.E., even at rest. (This is true of all sufferers except
perhaps that small percegeawho have improved enough over time to be only mildly affected, or who have had a
total or almost total remission of their M.E.) This is because the metabolic problems of M.E. are only one part of
M.E., they are not the only cause of symptoms or of thsening of the iliness.

But even those symptoms which are caused by the metabolic problems of M.E. (etc.) do not always resolve with
rest. For severely affected patients, just keeping the body going at the lowest possible level can count as

0 o v e r ® & rmtrohlyi can the bodies of these people not cope with extra activity, but they also cannot even

cope with keeping the bodily systems and organs going at the lowest possihileglenedt. Because even when

we are resting as much as we can be; hbaxts to keep pumping, lungs have to keep drawing air in and out
constantly, kidneys have to keep working, and so on. It takes a lot of metabolic power to keep all the complex
systems in the body working, even at the lowest possible level. Forcing theolbmynore work when it is

already not coping with the most basic level of functioning causes these problems to become even more severe as
the quality of function achieved across various bodily systems is lowered even further, but even at rest these same
problems can be quite severe because of course so m

Virtually all bodily systems are affected in some way by both the damage to the central nervous system and the
metabolic problems of M.E. (including the dirc insufficiency this causes) etc. so it is no wonder people with
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M.E. feel so ill, have such a reduced level of functioning in so many different bodily systems and have so many
restrictions and limits on how active they can be. Even with completé aest some people with M.E. can do
almost nothing elseé many M.E. sufferers are still very ill and disabled.

J. Repeated overexertion can harm the patientés chal
who are able to avoid overexertion have repaedly been shown to have the most positive lostgrm
prognosis.

It is vital that M.E. patients are never encouraged to be active beyond their individual linfdsMedvin

Ramsaye x p| ai ns; O6hyskta incdpadity varies goedtly, put the [level of severity] is directly related to

the length of time the patient persists in physical effort after its onset; put in anothérasaypatients who are

given a period of enforced rest from the onset lihgédest prognosigince the limitations which the disease

imposes vary considerably from case to case, the responsibility for determining these rests upon the patient. Once
these are ascertained the patient is advised to fashion a pattern of livogtme s wel | wi t hin t he

Patients with M.E. must be allowed to determine for themselves a level of daily activity which is not needlessly
restrictive, but which is also sustainable in the long term without causing a worsening of symptoms or disease
progression (and which also holds back a small amount of ability to cope with occasional unplanned or
unavoidable overexertions, to prevent these from causing significant setbacks). People with M.E. must also be
allowed to determine for themselves how muchtrest need. Giving people with M.E. the support they need to
limit their activities in this way is actually the best way to ensure that they each get to be as active as possible in
the long term. The importance of getting appropriate rest and avoidirgxetion in M.E. cannot be overstated.
Forcing or encouraging people with M.E. to engage in even low levels of physical and cognitive activity, sensory
input and orthostatic stress beyond their individual limits can have catastrophtedlongonsequences

1 For more information about the effects of overexertion on M.E. patients, including statements/research from some
of the worldés | eading M. E. experts &imokewahd Mviorg over e x ¢
(This paper also includes links to many different patient accounts of the effects of overexertion on people with
M.E.). If you have M.E. se@reating Myalgic EncephalomyelitisThe Basice&ndTreating Myalgic
Encephalomyelitis Avoiding Overexertiorfor more on the importance of avoiding overexertion.

L. Not every M. E. sufferer has O6safed6 activity | i mi!9
is not the case for the vy severely affected.
For very severely affected M.E. sufferers there is =

orthostatic stress or sensory input; no level which does not produce a worsening of symptoms, and perhaps also
contribute tadisease progression. Even the most basic adtispsaking a few words, being exposed to moderate

light or noise for a few minutes, turning over in bed, having hair or body washed in bed by a carer or chewing and
swallowing foodi cause severe and exteddgymptom exacerbations in such patients. It is not uncommon to hear

of very severely affected sufferers who are unable to bathe themselves (or even be bathed by a carer) more often
than once a week, or even once every few weeks, or even less. Somesstéfenet chew or swallow food any

longer and need to be tube fed. Many patients with severe M.E. are no longer able to toilet themselves, and so on.
Either sufferers are just too ill to do these things at all, or they cannot tolerate the very longencetapyses

that come after such activities.

Even the smallest movement, thought, touch, light, noise or period upright etc. can the already very severe
symptoms far, far worse. Thus few illnesses demand such isolation and loss of quality of litgzeadIsevVery

often people with very severe M.E. can barely communicate, or even tolerate the presence of another person. This
is what makes M.E. such a cruel disease and such an isolating disease. The illness can cause a level of disability
and isolatiorthat is just unimaginable to anyone not familiar with very severe M.E.

1 For more information on severe M.E. Sd& severity of M.EandM.E. FatalitiesplusWhy patients with severe
M.E. are housebound and bedbound.
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The HUMMINGBIRDS” FOUNDATION for M.E. (HFME)

Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

2: Recommended background reading
Copyright © Jodi Bassett, September 2006is version updated M&009. ‘ ¥

Taken from www.hfme.org

4
y

A brief overview of the historical and political facts of Myalgic Encephalomyelitis was given in the introductory
text: Smoke and Mirrors

For thase who would like more information the following texts are highly recommended. They each provide good
overviews of the major medical and political facts of M.E., and/or the history of M.E.

For historical, political and medical overviews of M.E. see:

1 What is Myalgic Encephalomyelitig®? medical and political overview of the iliness which also includes links
to many more relevant articles and books for further reading. An exxfehis text is reproduced losv.

1 Puting Myalgic Encephalomyelitis research and articles intextBecause of the politics and financial
interests involved in M.E. research it is vitally important that before you readraggthout the iliness that
you read this paper first and understand the context in which it was written.

1 Testing for Myalgic Encephalomyelit’s basic overview of some of the series of tests which calobe to
help confirm a suspected M.E. diagnosis (also contains further information on many other aspects of
diagnosis).

The utra-comprehensiv&lyalgic Encephalomyelitisymptom ist.

Treating Myalgt Encephalomyelitis avoiding averexertion

The myths about Myalgic Encephalomyelitis

Whyt he disease cat egor y M&fanddCEF &dnotrithe same. bhis pagpdr distubsesn e d
why renaming, refining or sugrouping 'CFS' cannot work and why 'CFS' must be abandoned.

= = =4 =

1 The misdignosis of CFNone of the definitions of CFS defines M.E., so what do they define? What does a
diagnosis of 'CFS' actually mean?

1 M.E. vs MS: Similarities and differenc8&E. and MS are very similar diseagasdically in many ways.
However, for reasons that have nothing to do with science, the two diseases are treated very differently
politically and socially. The contrast could not be more stark. M.E. patients are treated terribly (and often
abused terriblyeven unto death in some cases), yet there is no public outcry as there would be if MS patients
were treated in this same way. Thus people with M.E. find themselves in the terrible position of actually
ENVYING people who have MS.

1 Who benefits from 'CFS' and 'ME/CFFr whose benefit was O6Chronic Fa
whose benefit is it so heavily promoted despite its utter lack of scientific credibility? Who benefits from
Myalgic Encetnal omyel itis and O6CFS6 being mixed together
and 6ME/ CFS6 and Myalgic O0Encephal opathyd? Who ber
obscured and hidden in plain sight? This paper looks at all & tleeg important questions.

1 This website has become so large that its feat@es o longeall be taken in at a glance. In order for site
visitors to find the information they need more quickly, this page fealufi@snation Guideselevant to each
of the different types of visitors to the site.

See also:

1 The Nightingale Definition of M.EandA New and Simple Definition of Myalgic Encephalomyelitis and a
New Simple Definition of Chronic Fatigue Syndrome & A Brief History of Myalgic Encephalomyelitis & An
Irreverent History of Chronic Fatigue Syndroar@ The Complexities of DiagnossdAre Myalgic
Encephalomyelitis and CFS Synonymous TerimsByron Hyde MD
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1 Research into ME 19881998 Too much PHILOSOPHY and too little BASIC SCIENGBRHThe Late
Effects Of M.E.andA Rose by Any Other NamendRedefinitions of ME a 20th Century Phenomemby
Dr Elizabeth Dowsett

1 Whatis ME? What is CFS? Information for Cliniciand &vyersby Eileen Marshall, Margaret Williams &
Professor Malcolm Hooper

1 Myalgic Encephalomyelitis (ME): a review with emphasis on key findings in biomedical resemThe
Mental Health Movement: Persecution of PatiebtsProfessor Malcolm Hooper

1 Worldwide Epidemic:an ALERT to citizens worldwided;ME and CFS, the Definitionfsom The
Committee for Justice and RecognitimhMyalgic Encephalomyelitis

1 How to disguise a diseabg Cesar Quintero

For a list of purely medical overviews of Myalgic EncephalomyelitisSsstion 4of this guide.

Individual research papers

Hundreds of individual research abstracts and artic]|
also available to view; search for articles by topic or by author.

See:Myalgic Encephalomyelitis research anticies

This is acollection of literally HUNDREDS of some of the best research and articles, from some of the worlds
leading researchers, doctors avidE. advocads. Sections include: M.E. outbreaks, M.E. and children, viral
research, cardiac research, the severity of lslhH.many more.

Essential reading on M.E.The book:The Clinical and Scientific Bastf Myalgic Encephalomyeliti§dited by
Byron Hyde, M.D. is also vital reading for anyone with a real interest in M.E.

This book provides, in one superb-gttapter source, an #p-date, comprehensive account of current knowledge
concerning the history, @emiology, children with M.E., investigation, virology, immunology, muscle

pathology, host response, food intolerance, brain mapping, neurophysiology, neuropsychology, psychiatry, sleep
dysfunction and much more. This is an essential reference bookdaratgovernment and public library

reference rooms. This text is a unique vehicle for researchers, physicians and other health education and
government officials, and is also easily understandable by the general public. All funds from the sale @k this bo
go towards M.E. research and advocacy. SeR#wewof this book for more information and for purchasing

details.

The following books are also highly recommended:
1 CES: A Treatment Guidey Verillo and Gellman.

Stricken: Voices from the Hidden Epidemic of CFIBd@ted by Peggy Munson

1
1 Osler's Welby Hillary Johnson
1

SkewedPsychiatric Hegemony and the Manufacture of Mental lliness in MCS, GWS, ME anayCFS
Martin J Walker

1 Engaging with M.E. and What is ME? What is CEyProfessor Malcolm Hooper, Eileen Marshall and
Margaret Wiliams

See théBook Reviewssection for more information about these (and many other) M.E. books.
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The HUMMINGBIRDS” FOUNDATION for M.E. (HFME)

Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

A warning on OCFS6 and O6ME/ CK
Copyright © Jodi Bassett 2009. Written by DBdssett and cavritten by Lesley -
Ben,April 2009. This version updated May 2009. Taken from www.hfme.org

Aﬁ(searc

The vari ous d adnotdefinte M& nViyalg Encepl@erByélitis an organic neurological
disorder;hedé i ni ti ons of O6CFS6 do not reflect this. The 6
definitions, as some claim. They are not definitions of M.E. at all.

Ever since an outbreak of M. E. in the U&prewvalsdfaxi ven
political reasons. OCFS6 is widely though wrongly aj
for M. E. patients is whether any of the research on
The overwhelming majoritg f research on O0CFSO6 or OCFICPS® dme&MB/
involve M.E. patients and is not relevamtany wayt o M. E. patients.-CF$§FowWhatde sbéus:

doestheterm IB-CF S m§ Ehase t@rms and concepts are often used to describe all those patients with Lyme
disease, various pesiral fatigue syndromes, burnout, adrenal exhaustion, depression and so on. These terms and
concepts are meaningless and are used totoetery different, and often very mixed, patient groups.

Research which may involve M.E.

Whet her influenced by political considerations surr.
researchers have produced a very small amountoffresée under t he name OCFS®& whic
M.E. patients, as this research details those abnormalities which are unique to M.E.

It is important to be aware of the research findings that do hold some value for M.E. patients, although it may be
d fficult to distinguish Aheeasrey fgman Ivanwreh ers so f6 CFGHS
people with M.E. but it may not always be clear which parts refer to M.E.

The research referred to on this website varies consideradplyality. Some is of a high scientific standard and
relates wholly to M.E. and uses the correct terminology. Other studies are included which may only have patrtial

or minor possible relevance to M. E., u&seb@mS/cME,NG i f |
OCFI DS6 or Myalgic 6Encephal opathyé and also includ:
this research it is essential that the reader be aw

in: Putting research and articles into context

The issues discussed here apply not only to research, but also to politics, advocacy and discussion; a very small
amount of what is done i nMB/hGF Shta nmea yo fb e6 G Fed 6e voarn t6 G Fol |
relevant to M.E. and may severely harm the interests of M.E. patients (and other patients misdiagnosed with
6CFSo0) .

Assessing O06CFS6 research: a checkli st
List of characteristics associated with M.E (suggsting that the research is, to some extent, studying M.E.):

1 Acute onset (associated with a virus; an enterovirus)
1 The disease occurs in outbreaks as well as sporadically (the incubation period of the virdaysy
1 Damage to the central nervous sysfarhich is observable on brain scans, and which is similar to MS)
T Consequences of neurological damage such as | oss ¢
1 Abnormalities seen on many different objective tests (including ESR tests, NK cells testsiridalters
and physical exam) within weeks of disease onset
9 Seizures and paralysis
1 Cognitive dysfunction, involving concentration, memory and perceptual problems
1 Sensory disturbance and oxsmsitivity
1 Reduced circulating blood volume and associated pnabkuch as orthostatic intolerance, neurally mediated

hypotension and POTS
1 Cardiac abnormalities such as tachycardia and reduced cardiac function
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1 Mitochondrial dysfunction, resulting in loss of energy production, and impaired immunity and cellular repair
capability

1 Immune dysfunction

91 Delayed effect following physical, mental or sensory overexertion (24 to 72 hours or more)

1 Worsening of illness, serious relapse or possibly death following overexertion

1 Severe disability lasting many years (most often lifghovhich may also result in death

Modern M. E. research tallies closely with historica

M.E. experts such as Dr Ramsay, Dr Richardson, Dr Dowsett and Dr Hyde.

Research/advocacy articles by Dr Rayngar Richardson, Dr Dowsett and Dr Hyde are highly recommended.

Medical information by Dr Cheney is most likely of interest, although Dr Cheney cannot be described as a M.E.
expert as he unfortunately mi xe SetlhGhenéydatkkingsaboattMdut M. |
or ' CFS?and asMERGE/ MERUK, OME/)CFS6 and O6CFS. 9

List of character i s(indicatngthatthecesaaat € WooOki aGF&8d mi xed

groups and is useless for M.E. patients):

1 Gradual onset

1 Onset following overwork or stress

1 Onset following EBV infection (or other common viruses including flu, Ross River virus, hepatitis infections
and so on)

9 Fatigueor exhaustion (as the defining or most severe symptom of the iliness) or symptoms referred to as
vague and O6everydaydéd type sympt oms

1 Omission of the serious neurological and cardiac (and other) dysfunctions which define M.E.

1 Emotional state, personality tyr psychological history associated with causing or prolonging illness

1 Short duration of illness and/or naturally resolving iliness after a short period of time or illness which resolves
or improves with exercise therapy, psychotherapy or antidepressigst(or similar)

1 Mild iliness which cannot result in death

Research which discusses subtypes, subsets or subca
relevant to M.E. These amlled subgroups merely define different groups of patiendmia gnosed wi t h ¢
OME/ CFS. 6 These are not M. E. patients; they are pat.
Lyme disease, Candida, MCSS, PTSD, depression, and so on.

Articles which support cOMEERLgESOs(Uoh asmrkeamami ageod &
to M.E. and should not be considered a genuine contribution to M.E. activism. This strategy benefits only the
same vested interest groups whi cWho beagdiiteffon ICEStathd f r om t |
'ME/CFS"?andProblems with the soalled "Fair name" campaign

Unfortunately, while many advocacy groups starteddoirig excellent work to improve things for M.E.

sufferers, today this is no longer true in most cases. Very nearly all of these groups which started out determined
to fight against the bogus OCFSO6 pr op wady®SURPARTINGd t he
it. They have sold patients out to the highest bidtleus information provided by almost all-salled advocacy

groups in this field should not be trusted or assumed in any way to be useful or accurate or in the best interests of
patiens. This particularly applies to information given by AfME and the MEA in the UK, the two largest CFIDS
groups in the US, and each of the state 6CFS/ MEO6 or
informationsee:Problems with ‘our' M.E. (or 'CFS' 'CFIDS' or 'ME/CFS' etc.) advocacy grdeblems with

the socalled "Fair name" campaig®n t he current (worrying) shddMEe of AL
advocacy and 'CFS' advocacy are not the game

Research which is funded by the NIH or CDC in the US®MRC in the UK is virtually always irrelevant to
M.E. The same applies to research involving Wessely, Sharpe, Cleare, Aylward, White, members of the Nijmegen
group, Lloyd, Hickie, and their colleagues and collaborators. 8ke:benefits from 'CFS' and 'ME/CFE'?

Problems with this heterogeneous and skewed research

A very small number of O6CFS6 studies refer in part
to M.E. Unless stdies are based on an exclusively M.E. patient group, results cannot be interpreted and are
meaningless for M. E. Vi-CRSGldry @VWB/ @AS & hree s0eCarScdh owh i
least in part) is also significantly contaminateddo@ FSé pr opaganda.
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Note that if the various OCFSO6 criteria are strictl:
wi || al ways exhibit unambiguous signs of organic di:
syndromewi ch i s always Omedically unexplained. 6

Often the research that offers a glimmer of genuine hope to Myalgic Encephalomyelitis patients is research into
di seases that share significant similarit,Lmgps, with M

Multiple Sclerosie nd s o on. (Al zhei mer 6s, Parkinsonés and Mu
O0Di seases of the nervous systemb6 i n eteleancét€CME.Cl assi f |
patients than almost all of the O0OCFS® studies produ

exclusively noAM.E. patient groups.

Why not reject all OCFS®6 research?
It may be tempting for people who understandshist uati on t o reject/ignore all
altogether, as not being relevant to M. E. However, a

just as dangerous as a blanket acbébepahertbedfraebkabo
undoubtedly involve M.E. patients and does describe those abnormalities/characteristics unique to M.E. patients,
and so may be of use to M.E. patients in search of practical help.

If the M. E. communitlyelwleed neosexfjelttasal dodICyF Srdell at i r
research which describes those abnormalities/characteristics unique to M.E. patients), this would seem to support
the myth that O6CFS® is just a sometwhMtEOwandcr@®@dF 3@ wa
the same thing and share many characteristics. This is the number one myth that causes so much confusion and
leads to so much abuse and needless extra suffering and deaths. The M.E. community cannot afford to give any
suwpport to this myth, lest we further entrench our own abuse (and the abuse and neglect of all those misdiagnosed
with 6CFS6 who do not have M. E.).

In future, it is essential that M.E. research again be conducted using only M.E. defined patients amilyubkimg o
term M. E. The bogus disease category of O6CFS® must |
patient groups involved. The M.E. community must work uncompromisingly towards these goals.

More information

1 Note that virtually all 6the research which does relate to M.E. (at least in part) but which uses the term
06CFS6 (or OME/CFS,6 ord CFIDS6 etc.) is also cont
often these papers contain a bizarre mix of facts relating to botraMhiEd 6 CFS6é and i mpl y t
OCFSO6 represented one and the same patient group.
and 6CFS6 misinformation included in (Putthhgreseamd e xt €
and articles on into context

Not all those involved with 6CFS6é have weseed ed f i |

interest groups still also produce significantythe d, psychi atrically biased ar
Unfortunately these other groups have been unduly swayed and manipulated to varying extents by the
enormous amount of superficially legitimate information widely disseminated by such powstéd geoups
and individuals. Some researchers have seemingly been taken in entirely by such scientifically unsupportable
theories, as have the |l arge majority of the worl dg
exceptions). Even some of thest research on the illness is shrouded in heavy usage of misleading and
propagandising language and false statements which often bizarrely contradict the harsh realities uncovered in
the studies themselves, unfortunately.

€
h

1 Note that whether or not a siudr activism article is relevant to M.E. cannot unfortunately be determined by
examining terminology alone as the terminology of
incorrectly and confusingly.

1 Although the terminology is often used inteangeably, incorrectly and confusingly, the DEFINITIONS of
M. E. and 6CFS6é6 are very different and distinct. I
primary importanceThe distinction must be made between terminology and definitions.

1. Chronic Fatigue Syndromeis an artificial construct created in the US in 1988 for the benefit of various

political and financial vested interest groups. It is a mere diagnosis of exclusion (or wastebasket diagnosis) based
on the presence of gradual or acomset fatigue lasting 6 months. If tests show serious abnormalities, a person

no |l onger qualifies for the diagnosis, as OCFS6 is
that a person has any distinct disease (including M.E.). Thenplatiep o pul at i on di agnosed wi
of people with a vast array of unrelated illnesses, or with no detectable illness. According to the latest CDC
estimates, 2.54% of the population qualifonydv@r a 0CI
be a misdiagnosis.
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2. Myalgic Encephalomyelitisis a systemic neurological disease initiated by a viral infection. M.E. is
characterised by (scientifically measurable) damage to the brain, and particularly to the brain stem which results
in dysfunctions and damage to almost all vital bodily systems and a loss of normal internal homeostasis.
Substantial evidence indicates that M.E. is caused by an enterovirus. The onset of M.E. is always acute and M.E.
can be diagnosed within just a few weeksEMs an easily recognisable distinct organic neurological disease
which can be verified by objective testing. If all tests are normal, then a diagnosis of M.E. cannot be correct.

M.E. can occur in both epidemic and sporadic forms and can be ektrdisabling, or sometimes fatal. M.E.
is a chronic/lifelong disease that has existed for centuries. It shares similarities with MS, Lupus and Polio. There
are more than 60 different neurological, cognitive, cardiac, metabolic, immunological, and other M.E
symptoms. Fatigue is not a defining nor even essential symptom of M.E. People with M.E. would give anything
to be only severely 6fatiguedd instead of having M. |
neurological disease known since 1@#86Myalgic Encephalomyelitis.

The only thing that makes any sense is for patients with Myalgic Encephalomyelitis, to be studied ONLY
under the name Myalgic Encephalomyelitiand for this term ONLY to be used to refer to a 100% M.E.
patient group. Thenly correct name for this illne$sM.E. as per Ramsay/Richardson/Dowsett and Hyde

is Myalgic Encephalomyelitis. M.E. is not synonymous with CFS, nor is it a subgroup of CFS. (There is no
such di s e asT®fead aacterericdl] FeBsiod Of thaztt seeWhat is M.E.?

1 To read more about the vast difference between M.E. and CFS (and how such a small (but powerful) group of
vested interest psychiatrists have come to influence the opinions of tldevidermedical community about
M.E.) seeWho benefits from 'CFS' and 'ME/CF@&ffdWhat is M.E.?

1 For further details of the WHO ICD classificat®on o f M. E. and 6CFS6 worl dwi de
6l €&FSé6 and OME/ CFS®6 must be avoi ded)ThepNokddleath s ee t
Organi zationds I nternsags o(nVEHO dl GB®)s,i fNME,atd GOFRSS, 000 ODM E

1 M.E. is similar in a number of significant ways to multiple sclerosis, Lupus and poliomyelitis (polio). See the
new paperM.E. vs MS: Similarities and diffences

T Those patients (mis)diagnosed with O6CFSd6 (and who
papersThe Misdiagnosis of 'CFandWhere to after a 'CFS' (mis)diagnosis?

1 To read a list of all the articles on this site suitable for different groups such as M.E. patients, carers, friends
and family, the 6CFS6 mi s drfoanmatiomGueaepagedoct ors and s

ReferencesAll of the information concerning Myalgic Encephalomyelitis on this website is fully referenced and
has been compiled using the highest quality resources available, produced by theaadittisM.E. experts.
For more information see thigeferencepage.

Permission is given for this document to be freely redistributethy email or in print for any noefor-profit
purpose provided thatte ent i re text (including this notice and
without alteration. Please redistribute this text widely.

The vested interests of the Insurance companies and their advisers must be totally removed frectsabfas

benefit assessments. There must be a proper recognition that these subverted processes have worked greatly to the
disadvantage of people suffering from a major organic illness that requires essential support of which the easiest

to provide is finacial. The poverty and isolation to which many people have been reduced by ME is a scandal

and obscenityProfessor Malcolm Hooper 2006

M.E. is a systemic disease (initiated by a virus infection) with multi system involvement characterised by central
nerwus system dysfunction which causes a breakdown in bodily homoeostasis. It has an UNIQUE Neuro
hormonal profile. Dr Elizabeth Dowsett

M.E. appears to be in this same family of diseases as paralytic polio and MS. M.E. is less fulminant than MS but
more gneralized. M.E. is less fulminant but more generalized than poliomyelitis. This relationship-bk&/1.E.

illness to poliomyelitis is not new and is of course the reason that Alexander Gilliam, in his analysis of the Los
Angeles County General Hospital B.epidemic in 1934, called M.E. atypical poliomyelitis. Dr Byron Hyde 2006

AfPeople in positions of power are misusing that pow
vested interests. Nane in authority is listening, at least nottiithey themselves or their own family join the
ranks of the persecuted, when they too come up agai
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6Do not for one minute believe that CFS .E)ltisnbtmpl y a
The CDC definition is not a disease process. Itis (a) a partial mix of infectious mononucleosis /glandular fever,

(b) a mix of some of the least important aspects of M.E. and (c) what amounts to a possibly unintended psychiatric
slanttoan epi demi ¢c and endemic di sease process of major
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The HUMMINGBIRDS” FOUNDATION for M.E. (HFME)

Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

What is M.E.? A historical, medical and political overview /
Copyright © Jodi Bassett 2004. This version updated March 2009. { y ; ,

Taken from www.hfme.org

Myalgic Encephalomyelitis (M.E.) is a debilitating acquired neurological disease which has been recognised by
the World Health Organisation (WHO) since 1969 as a distinct organic neurological disorder with the code
(G.93.3. M.E. can occur in both epidierand sporadic forms, over @tbreakf M.E. have been recorded
worldwide since 1934. M.E. is similar in a number of significant waysthiple scleros, Lupus and

poliomyelitis (polio). M.E. can be extremely severe and disabling and in some cases the disease is fatal.

Is Myalgic Encephalomyelitisa new illness? What does the name M.E. mean?
The illness we now know as Myalgic Encephalomyelitis isanoéw illness. M.E. is thought to have existed for
centuries(Hyde 1998, [Online]) (Dowsett 1999a, [Online])

In 1956 the name Myalgic Encephalomyelitis was created. The term was invented joDthAByelvin Ramsay
who coined this name in relation to the Royal Free Hospital epidemics that occurred in London-ih9E5&nd
by Dr John Richardsowho observed the same type of illness in his rural praictiskewcastleuponTyne area
during the same period. It was obvious to these physicians that they were dealing with the consequences of an
epidemic and endemic infectious neurological dis@ag 1998, [Online]) (Hyde 2006, [Online]Jhe term Myalgic
Encephalomyelitis means: My = muscle, Algic = pain, Encephalo = brain, Mye = spinal cord, Itis = inflammation
(Hyde 2006, [Online])As M.E. experDr Byron Hydewrites:
The reason why these physicians were se it they were dealing with an inflammatory illness of the brain is that
they examined patients in both epidemic and endemic situations with this curious diffuse brain injury. In the
epidemic situation with patients falling acutely ill and in some cdgieg, autopsies were performed and the
diffuse inflammatory brain changes are on record (2006, [Online]).

In 1957, the Wallis description of M.E. was created. In 1959 Sir Donald Acheson (a former UK Chief Medical
Officer) conducted a major review of M. 1962 the distinguished neurologist Lord Brain included M.E. in the
standard textbook of neurology. In recognition of the large body of compelling research that was available, M.E.
was formally classified as an organic disease of the central nensiseyn i n t he Worl d Heal t |
International Classification of Diseases in 1969 with the code G.93.3 In 1978 the Royal Society of Medicine held

a symposium on Myalgic Encephalomyelitis at which M.E. was accepted as a distinct entity. The symposium
proceedings were published in The Postgraduate Medical Journal later that same year. The Ramsay case
description of M.E. was published in 19@boper et al. 2001, [Online]).

Since 1956 the term Myalgic Encephalomyelitis has been used to describeetbeeiill the UK, Europe Canada

and Australasia. This term has stood the test of time for more than 50 years. The recorded medical history of M.E.
as a debilitating organic neurological illness affecting children and adults is substantial; it spans eaes @Qd/

has been published in prestigious pestiewed journals all over the worfdyde 1998, [Online]) (Hooper 2003a,

[Online]) (Dowsett 2001b, [Online])AS microbiologist and M.E. expelir Elizabeth Dowette x p| ai n s : 6Ther ¢
ample evidence that M.E. is primarily a neurological illness, althougimeorological complications affecting

the |l iver, cardiac and skeletal mu s c l(nelb,[Ottime)d ocr i ne a|
Myalgi c Encephal omyelitis is not defined by mere o6fati

Myalgic Encephalomyelitis is not synonymous with being tired all the time. If a person is very fatigued for an
extended period of time this does not athiegpisnoledssey ar e
absurd than to say that prolonged fatigue means a p
disease or Lupus. If a person is constantly fatigued this should not be taken to mean that they have M.E. no matter
how sevee or prolonged their fatigue is. Fatigue is a symptom of many different illnesses as well as a feature of
normal everyday lifé but it is not a defining symptom of M.E., nor even an essential symptom of M.E.

The terms o6f at i gu e énonassociatedwith defmingcthisfillaessiatall untd thewmew name
(and definition) of &éChronic Fat iHgdea2mos, dryine)ButMBe 6 was
and CFS araotsynonymous terms.
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O0Fatigued and f ebelairneg nootti raetd aallll tthhee staipamdytit husaleg as t
weaknessr muscle fatiguevhichis characteristic of M.E. (and is caused by mitochondrial dysfunction) and

which affects every organ and cell in the body; including the braintenheart. This causgr significantly

contributes td such problems in M.E. as; cardiac insufficiency (a type of heart failure), orthostatic intolerance
(inability to maintain an upright posture), blackouts, reduced circulating blood volume (dimd) pdohe blood

in the extremities), seizures (and other neurological phenomena), memory loss, problems chewing/swallowing,
episodes of partial or total paralysis, muscle spasms/twitching, extreme pain, problems with digestion, vision
disturbances, brdaing difficulties, and so on. These problems are exacerbated by even trivial levels of physical
and cognitive activity, sensory input and orthostat
are made very ill and disabled by this peyhlwith their cells; it affects virtually every bodily system and has also

lead to death in some cases. Many patients are housebound and bedbound and often are so ill that they feel they

are about to die. People with M.E would gargythingto insteadonlp e severely 6fatigued®
(Bassett 2009, [Online)).

Fatigue or posexertional fatigue (or malaise) may occur in many different ilinesses such as varieuisgbost

fatigue states or syndromes, Fibromyalgia, Lyme disease, and marsji dilié what is happening with M.E.

patients is an entirely different (and unique) problem of a much greater magnitude. These terms are not accurate or
specific enough to describe what is happening in M.E. M.E. is a neurological illness of extraordinarily

incapacitating dimensions that affects virtually every bodily systemot a pr obl em @ye 6chr oni
2006, [Online]) (Hooper 2006, [Online]) (Hooper & Marshall 2005a, [Online]) (Hyde 2003, [Online]) (Dowsett 2001, [Online])

(Hooper et al. 20010nline]) (Dowsett 2000, [Online]) (Dowsett 1999a, 1999b, [Online]) (Dowsett 1996, p. 167) (Dowsett et al.

1990, pp. 288291) (Dowsett n.d., [Online]).

For more information seyalgic Encephalomyelitis isat fatigue, or 'CFSMany of the worlds leading M.E. experts
have spoken out strongly against oOfatigued B.Eisng cl ai
not defined by 'fatiguab read some of their comments.

For more information on the symptoms of M.E., including the unique reaction people with M.E. have to activity (etc.),

see:The ultracomprehensive Myalgic Encephalomyelgiamptom list

I f Myalgic Encephal omyelitis and 6Chronic Fatigue
some groups claim that they are? What is CFS?

The disease category of CFS was created in a response to an outbreak of what was unmistakaliyi&.E., b

new name and definition did not describe the known signs, symptoms, history and pathology of M.E. It described

a disease process that did not, and could not exist.

Why were the renaming and redefining of the distinct neurological disease Myatgphalomyelitis allowed

indeed intended to become so muddied? Indeed why did Myalgic Encephalomyelitis suddenly need to be

renamed or redefined at aNMbney. There was an enormous rise in the reported incidence of Myalgic

Encephalomyelitis in the ta 1970s and 1980s, alarming medical insurance companies in the US. So it was at this

time that certain psychiatrists and others involved in the medical insurance industry (on both sides of the Atlantic)

began their campaign to reclassify the severelypaciéating and discrete neurological disorder known as

Myal gic Encephal omyelitis as a psyc ktedtrednarnciall or Opel

responsibility of so many new clair@garshall & Williams 2005a, [Online])As Professor Malcolm Hoopexplains:
In the 1980s in the US (where there is no NHS and most of the costs of health care are borne by insurance
companies), the incidence of ME escalated rapidly, so a political decision wastak o r ename M. E. as
fatigue syndromedo, the cardinal feature of which was
that any insurance claim based on Atirednesso could b
relation to M.E.: objections were raised by experienced international clinicians and medical scientists, but all
objections were ignoredé To the serious disadvantage
falsehoods about the disorderthe medical, legal, insurance and media communities, as well as to government
Ministers and to Members of Parliament, resulting in the withdrawal and erosion of both social and financial support
[for M.E. patients]. Influenced by these psychiatristsjggoment bodies around the world have continued to
propagate the same falsehoods with the result that patients are left without any hope of understanding or of health
service provision or delivery. As a consequence, government funding into the biomspléztaf the disorder is
non-existent. (2003a, [Online]) (2001, [Online])

The psychiatrist Simon Wessélyarguably the most powerful and prolific author of papers which claim that M.E.

is merely a psycholiobggarchsslise fonproirehceimthedUK atdhé samne tighe thedirst

CFS definition was being created in the USA (1988). Wessely, and hiwilided colleagues a small group

made up mostly but not exclusively of psygamedatri st s
dominance in the field of M.E. in the UK (and increasingly around the world) by producing vast numbers of

papers which purport to be about M.E.
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Wessely claims to specialise in M.E. but uses the term interchangeably with chronic fatigue, fdiigdaess

plus terms such as neurasthenia, CFS and 6CFS/ ME6 (
claims that psychiatric states of ongoing fatigue and the distinct neurological disorder M.E. are synonymous.
Despite all the existing ctnadictory evidence, Wessely (and members of the Wessely School) assert that M.E. is

a behavioural disorder (with no physical signs of illness or abnormalities on testing) that is perpetuated by
6aberrant illness beliefasld baodi Iby Odrseatmismsd rarbdi ttih
secondary gai n b y(Hoapdr @ patstalre@sa,{ohliee]). si ck r ol ed

The Wessely School and collaborators has assiduously attempted to obliterate recorded medical history of
Myalgic Encepllomyelitis even though the existing evidence and studies were published in prestigious peer
reviewed journals and span over 70 years. Wesselyods
flooded the UK (and worldwide) literature to theenttthat medical journals rarely contain any factual and

unbiased information on M.E. Thus most clinicians are effectively being deprived of the opportunity to obtain

even the most basic facts about the illness.

For at least a decade, serious questiave lbeen raised in international medical journals about possible scientific
misconduct and flawed methodology in the work of Wessely and his colleagues. It is only relatively recently
however that his lonterm involvement as medical adviseand board maberi to a number of commercial

bodies having a vested interest in how M.E. is managed have been exposed.

This is the sole reason why the charade that M. E. c
even a O6aber r annues:ima becaask thereyissgboe scientific evidérmreanyevidence for the
theory, or because the evidence proving organic causes and effectsisildtking because such a €
financially and politically convenient and profitableon sucha large scale to a number of extremely powerful
corporations (Hooper et al 2001, [Online]). BsElizabeth Dowsettomments, these ridiculous financially
motivated theories bear as much relationto legitima s ci ence 6éas Astrology does t
Professor Malcolm Hoopgoes on to explain:
Increasingly, it is now "policynakers"” and Government advisers, not experienced clinicians, whandetdrow a
disorder is classified and managed in the NHS: the determination of an illness classification and the provision of
policy-driven "management" is a very profitable business. To the detriment of the sick, the deciding factor
governing policies omedical research and on the management and treatment of patients is increasingly determined
not by medical need but by economic considerations. There is a gross mismatch between the severity and
complexity of M.E. and the medical and public perceptiomefdisorder (2003a, [Online]).

Members of the 6Wessely schoold in the UK including
Reeves, Straus etc of the CDC, in Australia Lloyd, Hickie etc and the clinicians of the Nijmegen group in the

Nethe | ands each support a bogus psychiatric or- behavi
based approaches such as cognitive behavioural therapy (CBT) and graded exercise therapy (GET) as the most
useful i ntervent i oimmrtaht tobe avdla-tt@mbnone af thése grdups is stlidying patients
with M. E. Each of these groups uses a definition of
with M.E. but instead selects those with various types of psychiatrinanrolsychiatric fatigue. (These

inappropriate interventions are at best useless and at worst extremely harmful or fatal for M.E. patients.)

The creation of the bogus disease category O6CFS6 ha:
paradigm 6 M.E. by allying it with various unrelated psychiatric fatigue states andvirasfatigue syndromes

(etc) for the benefit of various (proven) financial and political inter€skse r esul ti ng 6éconf usi o
distinct neurological disease M.E.cithe marma de bogus di sease category of o6
overwhelming additional burden of suffering for those who suffer from neurological M.E. and their fdttslies.

a big huge mess, that is for certain but it is not an accidentalmess- that is for certain too (Hyde 2006a,

[Online]) (Hooper 2006, [Online]) (Hyde 2003, [Online]) (Hooper 2003a, [Online]) (Dowsett 2001a, [Online]) (Hooper etal. 200
[Online]) (Dowsett 2000, [Online]) (Dowsett 1999a, 1999b, [Online]).

To read about the vast diffnce between M.E. and CFS (and how such a small (but powerful) group of vested interest
psychiatrists have come to influence the opinions of the worldwide medical community about M.¥B/hgee:
bendits from 'CFS' and 'ME/CFS&hdSmoke and mirrorand alsA Brief History of Myalgic Encephalomyelitis
& An Irreverent History of CF®y Dr Byron Hyde

What does a diagnosis of &é6Chronic Fatigue Syndromed
There are now more than nine different definitions
heterogeneous (mixed) population of people with varimisdiagnosed psychiatric and miscellaneous non

psychiatric states which have little in common but the symptom of fatigue. The fact that a person qualifies for a
diagnosis of CFS, based on any of the CFS definitions (a) does not mean that the pd#lgaldias

Encephal omyelitis, and (b) does not mean that the p
A diagnosis of CF$ based on any of the CFS definitidnsan only ever be misdiagnosis. All a diagnosis of
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60 CFSO6 act «sthdtthe/patierd lkas asgradual onset fatigue syndrome which is usually coissedh
major diseaseAs Dr Byron Hydeexplains, the patient has:

a. Missed cardiac disease, b. Missed malignancy, c. Missedlaadisease, d. Missed brain lesion either of a
vascular or space occupying lesion, e. Missed test positive rheumatologic disease, f. Missed test negative
rheumatologic disease, g. Missed endocrine disease, h. Missed physiological disease, i. Misseatisgase,

j- Missed chronic infectious disease, k. Missed pharmacological or immunization induced disease, I. Missed
social disease, m. Missed drug use disease or habituation, n. Missed dietary dysfunction diseases, o. Missed
psychiatric disease (200@)nline]).

Under the cover of OCFS®6 certain vested interest gr.
history of Myalgic Encephalomyelitis; even though the existing evidence has been published in prestigious peer
reviewed journalground the world and spans over 70 years. As M.E. eRpd@yron Hydeexplains:

Do not for one minute believe that CFS is simply another name for Myalgic Encephalomyelitis. It is not. The
CDC 1988 definition oCFS describes a neexisting chimera based upon inexperienced individuals who lack

any historical knowledge of this disease process. The CDC definition is not a disease process. It is (a) a partial
mix of infectious mononucleosis /glandular fever, (b)ia aif some of the least important aspects of M.E. and

(c) what amounts to a possibly unintended psychiatric slant to an epidemic and endemic disease process of
major importance. Any disease process that has major criteria, of excluding all other diseassept is

simply not a disease at all; it doesn't exist. The CFS definitions were written in such a manner that CFS
becomes like a desert mirage: The closer you approach, the faster it disappears (2006, [Online]).

The only way forward for M.E. patienessnd al | of the diverse patient grou
(both of which are denied appropriate support, diagnosis and treatment, and may also be subject to serious
medi cal abuse) is that the bogusEvdypmterd deservesdhe lregtor v 01

possible opportunity for appropriate treatment for their iliness, and for recovery and this process must begin with a
correct diagnosis if at all possibk.correct diagnosis is half the battle wgtyde 2006a, 2006b, [Omie]) (Hooper

2006, [Online]) (Hyde 2003, [Online]) (Hooper 2003a, [Online]) (Dowsett 2001a, [Online]) (Dowsett 2000, [Online]) (Dowsett

1999a, 1999b, [Online]) (Dowsett n.d., [Online]).

1 For more information on why the bogus disease category of 'CFSbmasiandoned seé/ho benefits from 'CES'
and 'ME/CFS'?The misdiagnosis of CE8Vhythedi sease category ofandS@dék&and must |
Mirrors.

1T Those patients misdiagnosed with 6CFSdé (and whkhe do n
Misdiagnosis of 'CESindWhere to after a 'CFS' (mis)diagnosis?

T An addi ti onal JustadsemedE. safferars willgexperigénce otheomand noressential
symptoms such as vomiting or night sweats some of the time, but others will not, the same is true of fatigue. The
diagnosis of M.E. is determined upon the presence of certain neurological, cognitive, cardiac, cardiovascular,
immunolodcal, endocrinological, respiratory, hormonal, muscular, gastrointestinal and other symptoms (and so on)
ithe presence or absence of mere O6fatigued is irrelev

What do the terms CFIDS, ME/CFS, CFS/ME, Myalgic Encephalopathy and MECFS mean?

When theerms CFS, CFIDS, ME/CFS, CFS/ME, Myalgic Encephalopathy ofOWE are used what is being
referred to may be patients with/facts relating to any combination of: 1. Miscellaneous psychological and non
psychological fatigue states (including somatisaticomier) 2. A self limiting postiral fatigue state or

syndrome (eg. following glandular fever.) 3. A mixed bag of unrelated, misdiagnosed ilinesses (each of which
feature fatigue as well as a number of other common symptoms; poor sleep, headachegaimecl§

including Lyme disease, multiple sclerosis, Fibromyalgia, athletestairing syndrome, depression, burnout,
systemic fungal infections (candida) and even various cancers 4. Myalgic Encephalomyelitis patients.

The terminology is often usedterchangeably, incorrectly and confusingly. However, the DEFINITIONS of M.E.
and CFS are very different and distinct, and it is the definitions of each of these terms which is of primary
importanceThe distinction must be made between terminology aiitotefs.

1. Chronic Fatigue Syndromeis an artificial construct created in the US in 1988 for the benefit of various
political and financial vested interest groups. It is a mere diagnosis of exclusion (or wastebasket diagnosis)
based on the presence of grablor acute onset fatigue lasting 6 months. If tests show serious abnormalities, a
person no |l onger qualifies for the diagnosis, as 06C¢(
not mean that a person has any distinct disease (includnd M.E. The pati ent popul ati on
is made up of people with a vast array of unrelated illnesses, or with no detectable iliness. According to the
| atest CDC estimates, 2.54% of the populati @o@GF§dali
can only ever be a misdiagnosis.
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2. Myalgic Encephalomyelitisis a systemic neurological disease initiated by a viral infection. M.E. is

characterised by (scientifically measurable) damage to the brain, and particularly to the brain stem which
resuts in dysfunctions and damage to almost all vital bodily systems and a loss of normal internal homeostasis.
Substantial evidence indicates that M.E. is caused by an enterovirus. The onset of M.E. is always acute and
M.E. can be diagnosed within just a fexgeks. M.E. is an easily recognisable distinct organic neurological
disease which can be verified by objective testing. If all tests are normal, then a diagnosis of M.E. cannot be
correct.

M.E. can occur in both epidemic and sporadic forms and eaxtoemely disabling, or sometimes fatal.
M.E. is a chronic/lifelong disease that has existed for centuries. It shares similarities with MS, Lupus and
Polio. There are more than 60 different neurological, cognitive, cardiac, metabolic, immunologicaheand
M.E. symptoms. Fatigue is not a defining nor even essential symptom of M.E. People with M.E. would give
anything to be only severely o6fatigued6é instead of
distinct neurological disease knowinee 1956 as Myalgic Encephalomyelitis.

The only thing that makes any sense is for patients with Myalgic Encephalomyelitis, to be studied ONLY under
the name Myalgic Encephalomyelitisand for this term ONLY to be used to refer to a 100% M.E. patienipgr

The only correct name for this illnesM.E. as per Ramsay/Richardson/Dowsett and HydeMyalgic
Encephalomyelitis. M.E. is not synonymous with CFS, nor is it a subgroup of CFS. (There is no such disease/s as
ACFS. 6) 1t is ahlysteamsiwmgh are usedmre thdasdwvehich do eee amofficial and correct

World Health Organization classification.

There i s no s ud lthe mthinesGFa and thesbogassdisense Eafegory of CFS must be abandoned
(along with the use of othermvage and mi sl eadi ng umbrella terms such &
‘Myalgic Encephalopathy' and others), for the benefit of all the patient groups involved.

1 For more information on the name Myalgic Encephalomyelitis (and the problems with somsedfttier terms
i ncludi ng MHEéteDAslerder $tring te @it boWho benefits from 'CFS' and 'ME/CFSThe
Terminology of ME & CESandME and CES, The Definition§eeOn the nhame MEiti$or more articles.

1 For more information on why the bogus disease category of 'CFS' must be abandoned, (along with the use of other
vague and misleading umbrella terms such as O6ME/ CFS®6
others), seeWWho benefits from 'CFS' and 'ME/CFSP*oblems with the soalled "Fair name" campaign: Why it is
in the best interests afl patient groups involved to reject and strongly oppose this misleading and eounter
productive proposal tandProblems with theé Sd-08'RE/GFS' byOMVEE dd@EFhS
The misdiagnosisof CFE8Vhy t he di sease cat eqgoraydSmokeantl MiF®Bs0 must be

What does the term ICDCFS mean?

The vari ous d adnotdefine M& nViyalg Encepl@erByélitis is an organic neurological

di sorder as defined at G.93.3 in the Wor lasts(B@al t h
The definitions of 6CFS6é do not reflect this. The
some claim. They are not definitions of M.E. at all.

>0

However, ever since an outbreak tohfe M.aEme /idne ftihnei tUSo nw
prevailed for political reasons. OCFS6 is widely thi
The overwhel ming majority of OCFSO® reseimangwayjad oes no:
M.E. patients. However very small amount (a minuscule percentage) of research published under the name
OCFS06 clearly does involve a significant number of |
to M. E. Someti-@ESAasieel t ear mhéls@Dstudies and articles
do relate to some extent to authentic M.E.

In addition to its use in rel atCiFB tto medear dlo, them
Thetermisusualy s ed by people who are aware of the psychol
indicate a real, biological disease rather than a psychological one. However, which exact disease or diseases are
being referred to with this term varies considerabljfroon e aut hor to another. As wi
the te€mSoé6l €dly increases confusion as it has no ag|!
refer to very different, often very mixed, patient groups.

Probl ems wi tda |6eCd~-GE®IS@D r s®ear ch

The overwhel ming majority of OCFSO® reseipmangafad oes no:
M.E. patientsA s ma | | number of O6CFS6 studies refer in part
which partgefer to M.E. Unless studies are based on an exclusively M.E. patient group, results cannot be
interpreted and are meaningless for M[Bus while it is important to be aware of the small amount of research

findings that do hold some value for M.E. paties , usi ng -QFhSed tteor mm e6fledD t o t hi s 1
mi sl eading and in many ways just damaging as using
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T For further details of the WHO I CD classifgcatcCbns
CFS, 6 OME/ CFS6 and Myalgic Encephal opathyd must be

LesleyBenentittedThe Wor |l d Health Organizati onoHOIECD)eMENat i ona

OCFS, 6 OME/ CFFSH6 and 61 CD

T For more information about the WHO classifications
patient advocateK Woodruff,

f Virtuallyd | of the research which does relate to M. E. (at
(or ME/ CFS, or CFIDS etc.) is also contaminated in
contain a bizarre mix of facts relatinghoo t h M. E. and 6CFS. 6 For more inform

inaccuracies and O6CFSO® pr op ag a nRutting ResealchuaticeAdticlason t hi s
Myalgic Encephalomydis into Context

What does define Myalgic Encephalomyeliti@ What is its symptomatology?

Myalgic encephalomyelitis is a systemic acutely acquired iliness initiated by a virus infection which is
characterised by post encephalitic damage to the bram ateerve centre through which many spinal nerve

tracts connect with higher centres in the brain in order to control all vital bodily funttibissis always

damaged in M.E. (Hence the name Myalgic Encephalomyelitis.) The CNS is diffusely injuredrat sels,

these include the cortex, the limbic system, the basal ganglia, the hypothalamus and areas of the spinal cord and
its appendages. This persisting multilevel central nervous system (CNS) dysfunction is undoubtedly both the chief
cause of disdlity in M.E. and the most critical in the definition of the entire disease process.

Myalgic Encephalomyelitis represents an acute change in the balance of neuropeptide messengers, and due to this,

a resulting loss of the ability of the CNS (the brainatlequately receive, interpret, store and recover information
which enables it to control vital body functions (cognitive, hormonal, cardiovascular, autonomic and sensory
nerve communication, digestive, visual auditory balance etc). It is a loss of muenaél homeostasis. The
individual can no longer function systemically within normal limits.

M.E. is primarily neurological, but because the brain controls all vital bodily functions virtually every bodily
system can be affected by M.E. Again, althodgE. is primarily neurological it is also known that the vascular

and cardiac dysfunctions seen in Mate also the cause of many of the symptoms and much of the disability
associated with M.H. and that the wellocumented mitochondrial abnormalitieegent in M.E. significantly
contribute to both of these pathologi€here is also muksystem involvement of cardiac and skeletal muscle,

liver, lymphoid and endocrine organs in M.E. Some individuals also have damage to skeletal and heart muscle.
Thus Myalgic Encephalomyelitis symptoms are manifested by virtually all bodily systems including: cognitive,
cardiac, cardiovascular, immunological, endocrinological, respiratory, hormonal, gastrointestinal and-musculo
skeletal dysfunctions and damage.

M.E. isan infectious neurological disease and represents a major attack on the central nervous system (CNS)
and an associated injury of the immune systeéay the chronic effects of a viral infection. There is also transient
and/or permanent damage to manyeotbrgans and bodily systems (and so on) in M.E. M.E. affects the body
systemically. Even minor levels of physical and cognitive activity, sensory input and orthostatic stress beyond a
M. E. pat i ent dlsessilimitd gawsesd wadening of Sawerity of the illness (and of symptoms)

which can persist for days, weeks or months or longer. In addition to the risk of relapse, repeated or severe
overexertion can also cause permanent damage (eg. to the heart), disease progression and/orleath in M.

M.E. is not stable from one hour, day, week or month to the next. It is the combination of the chronicity, the
dysfunctions, and the instability, the lack of dependability of these functions, that creates the high level of
disability in M.E. It is alsavorth noting that of the CNS dysfunctions, cognitive dysfunction is one of the most
disabling characteristics of M.E. All of this is not simply theory, but is based upon an enormous body of mutually
supportive clinical information. These are wedtlcumengd, scientifically sound explanations for why patients are
bedridden, profoundly intellectually impaired, unable to maintain an upright posture an¢Csatimsky et al. 1992

p. 20) (Hyde 2007, [Online]) (Hyde 2006, [Online]) (Hyde 2003, [Online]) (Dov&#01a, [Online]) (Dowsett 2000, [Online])

(Dowsett 1999a, 1999b, [Online]) (Hyde 1992 ppo®) (Hyde & Jain 1992 pp. 3843) (Hyde et al. 1992, pp. 257) (Dowsett et al.

1990, pp. 2858291) (Ramsay 1986, [Online]) (Dowsett & Ramsay n.d., pB4@LRichardson n.d., pp. 882).

What isHomeostasig Homeostasis is the property of a living organism, to regulate its internal environment to maintain
a stable, constant condition, by means of mdtghfnamic equilibrium adjustments, controlled by interrelated
regulation mechanisms. Homeostasis is one of the fundamental characteristics of living things. It is the
maintenance of the internal environment within tolerable limits.

What are some of thesymptoms of Myalgic Encephalomyelitis?
More than 64 distinct symptoms have been authentically documented in M.E. At first glance it may seem that
every symptom possible is mentioned, but although people with M.E. have a lot of different minor symptoms
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becaise of the way the central nervous system (which controls virtually every bodily system) is affected, the

major symptoms of M.E. really are quite distinct and almost identical from one patient to thelsugxt. &

Montague 2001a, [Online]) (Hyde 2006, rjide]) Individual symptoms of Myalgic Encephalomyelitis include:
Sore throat, chills, sweats, low body temperature, low grade fever, lymphadenopathy, muscle weakness (or
paralysis), muscle pain, muscle twitches or spasms, gelling of the joints, hypoglychair loss, nausea, vomiting,
vertigo, chest pain, cardiac arrhythmia, resting tachycardia, orthostatic tachycardia, orthostatic fainting or faintness,
circulatory problems, opthalmoplegia, eye pain, photophobia, blurred vision, wavy visual fietdhansisual and
neurological disturbances, hyperacusis, tinnitus, alcohol intolerance, gastrointestinal and digestive disturbances,
allergies and sensitivities to many previously welerated foods, drug sensitivities, strdkes episodes,
nystagmus, ifficulty swallowing, weight changes, paresthesias, polyneuropathy, proprioception difficulties,
myoclonus, temporal lobe and other types of seizures, an inability to maintain consciousness for more than short
periods at a time, confusion, disorientatispatial disorientation, disequilibrium, breathing difficulties, emotional
lability, sleep disorders; sleep paralysis, fragmented sleep, difficulty initiating sleep, lack «ftdgesleep and/or
a disrupted circadian rhythm.

Neurocognitive dysfunction ay include cognitive, motor and perceptual disturbances. Cognitive dysfunction
may be pronounced and may include; difficulty or an inability to speak (or understand speech), difficulty or an
inability to read or write or to do basic mathematics, difficwith simultaneous processing, poor concentration,
difficulty with sequencing and problems with memory including; difficulty making new memories, difficulty
recalling formed memories and difficulties with visual and verbal recall (eg. facial agnosia.igb#ten a marked
loss in verbal and performance intelligence quotient (IQ) in M.E. (Bassett 2009, [Online]).

1 For a more complete symptom list s&ébe Ultracomprehensive Myalgic Encephalomyelitis Sytom List
1 See alsoWhat it feels like to have M.E.: A personal M.E. symptom list and description of M.E.
1 SeeResearch and Articlder many hundreds of different articles and medical studies into M.E.

What other features define or characterise Myalgic Encephalomyelitis?

What characterises M.E. every bit as much as the individual neurological, cognitive, cardiac, cardiovascular,
immunological,endocrinological, respiratory, hormonal, muscular, gastrointestinal and other symptoms is the way
in which people with M.E. respond to physical and cognitive activity, sensory input and orthostatic stress, and so
on. In other words, the pattern of sympteracerbations, relapses and of disease progression.

The way the bodies of people with M.E. react to these activities/stimuilipests is unique in a number of ways.
Along with a specific type of damage to the brain (the central nervous systenmjattgsteristic is one of the
defining features of the illness which must be present for a correct diagnosis of M.E. to be made. The main
characteristics of the pattern of symptom exacerbations, relapses and disease progression (and so on) in Myalgic
Encephdomyelitis include:
L. People with M.E. are unable to maintain their-fireess activity levels. This is an acute (sudden) change. M.E.
patients can only achieve 50%, or less, of theifilmess activity levels pos¥l.E.
M. People with M.E. are limited in mophysically active they can be but they are also limited in similar way with;
cognitive exertion, sensory input and orthostatic stress.
N. When a person with M.E. is active beyond their individual (physical, cognitive, sensory or orthostatic) limits this
causes a worsening of various neurological, cognitive, cardiac, cardiovascular, immunological, endocrinological,
respiratory, hormonal, muscular, gastrointestinal and other symptoms.
The level of physical activity, cognitive exertion, sensory input or sttt stress needed to cause a significant or
severe worsening of symptoms varies from patinessant to |
tolerances and abilities.
The severity of M.E. waxes and wanes throughout the hour/day&meemonth.
The worsening of the illness caused by overexertion often does not peak urit Bdurs (or more) later.
The effects of overexertion can accumulate over longer periods of time and lead to disease progression, or death.
The activitylimt s of M. E. are not short term: a gradual (or s
individual limits can only cause relapse, disease progression or death in patients with M.E.
The symptoms of M.E. do not resolve with rest. The symptomigaability of M.E. are not just caused by
overexertion; there is also a base level of illness which can be quite severe even at rest.
U Repeated overexertion can harm the patientés chances
to avoidoverexertion have repeatedly been shown to have the most positivieetongrognosis.
V. Not every M. E. sufferer has O6safed activity | imits wi
case for the very severely affect@hssett 209, [Online]).

o

nIOT

-

1 For the fulllength version of this text and for a full list of references for this textideeUltracomprehensive
Myalgic Encephalomyelitis Symptom List

What causes Myalgic Encphalomyelitis?
M.E. expertDr Byron Hydeexplains that:
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[The] prodromal phase is associated with a short onset or triggering illness. This onset illness usually takes the form
of either, or any combination, dfé following, (a) an upper respiratory iliness, (b) a gastrointestinal upset, (c)

vertigo and (d) a moderate to severe meningitic type headache. The usual incubation period of the triggering illness
is 4-7 days. The second and third phases of the illmesssaally always different in nature from the onset iliness

and usually become apparent withid veeks after the onset of the infectious triggering illness (1998 [Online]).

Despite popular opinion (and t he vagasda)trempolinkt of O0CF.
however between contracting M. E. a n d -adhieverpaysorality. per f e
M.E. alsocannotbe caused by a period of lotgrm or intense stress, trauma or abuse in childhood, becoming
rundownwor ki ng too hard or not eating healthily. My al g
nervous exhaustion, or the natural result of a body no longer able to cope witartorgjress.

Research also shows that it is simply not possible thiat &buld be caused by the EpsiBiarr virus, any of the
herpes viruses (including HHV®6), glandular fever/mononucleosis, Cytomegalovirus (CMV), Ross River virus, Q
fever, hepatitis, chicken pox, influenza or any of the bacteria which can result in Lsgaseal{or other tiegorne
bacterial infections). M.E. is also not a form of chemical poisoning.

M.E. is undoubtedly caused by a virus, a virus with an incubation perio@ dags. There is also ample evidence

that M.E. is caused by the same type aiiwzithat causes polio; an enterovirgyde 2006, [Online]) (Hyde 2007,
[Online]) (Hooper 2006, [Online]) (Hooper & Marshall 2005a, [Online]) (Hyde 2003a, [Online]) (Dowsett 2001a, [Online]) (Hoope
et al. 2001, [Online]) (Dowsett 2000, [Online]) (DowsEMN9a, 1999b, [Online]) (Ryll 1994, [Online]).

See:The outbreaks (and infectious nature) of Ms&ction for more information.

What does cause Myalgic Encephalomyelitis? Are there outbreaks of ME.

One of the most fundamental facts about M.E. throughout its history is that it occurs in epidemics. There is a
history of over sixty recorded outbreaks of the illness going back to 1934 when an epidemic of what seemed at
first to be poliomyelitis was repted in Los Angeles. As with many of the other M.E. outbreaks the Los Angeles
outbreak occurred during a local polio epidemic.

The presenting illness resembled polio and so for some years the illness was considered to be a variant of polio
andclassifid as OAtypical paliad myEcRMERIS, @nond))(Hydd 1998, iOnline])

(Hyde 2006, [Online])Many early outbreaks of M.E. were also individually named for their locations and so we also
have outbreaks known as Tapanui fliNew Zealand, Akureyri or Icelandic disease in Iceland, Royal Free
Disease in the UK, and so OFCJRME 2007, [Online]) (Hyde 1998, [Online]).

A review of early M.E. outbreaks found that clinical symptoms were consistent in over sixty recorded epidemics
spread all over the worlHyde 1998, [Online])Despite the different names being used, these were repeated
outbreaks of the same illness. It was also confirmed that the epidemic cases of M.E., and the sporadic cases of
M.E. each represented the same ilfreigde 2006, [Online]) (Dowsett 1999a, [Online]).

M.E. is an infectious neurological disease and represents a major attack on the central nervous system (CNS) by
the chronic effects of a viral infectioh.h e wor | ddéds | eadi ng M.idBardsaOpvesettt s, n a
and Hyde, (and others) have all indicated that M.E. is caused by an enterovirus. The evidence which exists to
support the concept of M.E. as an enteroviral disease is compelireg2007, [Online]) (Hyde 2006, [Online}An
enterovirugexplains the; age variation, sex variation, obvious resistance of some family members to the infection
and the effect of physical activity (particularly in the early stages of the illness) in creating meteriofsgvere

M.E. iliness in the hogHyde & Jain 19923, p. 401 here is also the evidence that; M.E. epidemics very often

followed polio epidemics, M.E. resembles polio at onset, serological studies have shown that communities

affected by an outbreak of M.E. were effectively blocked (or immunoe) the effects of a subsequent polio

outbreak, evidence of enteroviral infection has been found in the brain tissue of M.E. patients at autopsy, and so

on (Hyde 2007, [Online]) (Hyde 2006, [Online]) (Hyde 2003, [Online]) (Dowsett 2001a, [Online]) (Dot [Online])
(Dowsett 1999a, 1999b, [Online]) (Hyde 1992 p. xi) (Hyde & Jain 1992 pp43B(Hyde et al. 1992, pp. 2%7) (Dowsett et al.
1990, pp. 2858291) (Ramsay 1986, [Online]).

The US Centres for Disease CiyOne Nelvand Enie@ing"Istiomced 06 CF.
infectious diseases some years ago; a | i(dmat&ghat al s
Verillo 1997, p. 19)But no real research into transmissibility (or more importantly on reducing infeates) has

been done by any government on patients with M. E. (

disease. There have been manyweltumented clusters or outbreaks of the illness, reports of as many as 4.5%
of M.E. sufferers con#cting the illness immediately after blood transfusions (or after neidkeinjuries

involving the blood of M.E. patients), evidence of the disease spreading through casual contact amongst family
members and so @ohnson, 1996) (Carruthers et al. 20039).
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AsDr Elizabeth Dowset x pl ai ns: 6The problem we face is that, i
technical evidence of an infectious case, the truth is being suppressed by the gavendrties 'official' M.E.
charities as 'too 9gna.a, [opide])THispretencehotigngrance ®n beHalf gb goveinment. 6
worldwide has had enormous consequences; only in the UK are people with M.E. specifically banned from
donatingblood for example. So it is that the number of people infected with M.E. continues to rise unabated and
largely unnoticed by the publ{gohnson, 1996).

1 See:The outbreaks (and infectious nature) oBvkection for more information.

Is Myalgic Encephalomyelitis difficult to diagnose? What tests can be used to diagnose M.E.?

M.E. is a distinct, recognisable disease entity that is not difficult to diagnose and can in fact be diagnosed
relatively eary in the course of the disease (within just a few wekkspviding that the physician has some
experience with the illness. There is just no other illness that is even remotely like M.E.

Although there is as yet no single test which can be used toodiad/.E. there are (as with Lupus and multiple
sclerosis and ovarian cancer and many other illnesses)esof tests which can confirm a suspected M.E.
diagnosis. Virtually every M.E. patient will also have various abnormalities visible on physioal I€xdl tests
are normal, if specific abnormalities are not seen on certain of these tests (eg. brain scans), then a diagnosis of
M.E. cannot be corregtlyde 2007, [Online]) (Hyde 2006, [Online]) (Hooper et al. 2001, [Online]) (Chabursky et al. 1992,
p.22). As M.E. experDr Byron Hydeexplains:

The one essential characteristic of M.E. is acquired CNS dysfunction. A patient with M.E. is a patient whose

primary disease is CNS change, and this is measurablbaVeexcellent tools for measuring these physiological

and neuropsychological changes: SPECT, xenon SPECT, PET, and neuropsychological testing (2003, [Online]).

Thus it is these tests which are therefore most critical in the diagnosis of M.E., altoiogls wther types of
tests are also useful. New TESTABLE definitions suchtasNightingale Definition of M.Enow also make
diagnosis easier than ever before; even for those with no experienceenibhelbs(Hyde 2007, [Online]) (Hyde

2006, [Online]) (Hooper & Marshall 2005a, [Online]) (Hyde 2003, [Online]) (Dowsett 2001a, [Online]) (Dowsett 2000, [Online])
(Hyde 1992 p. xi) (Hyde & Jain 1992 pp. 383) (Hyde et al. 1992, pp. Z57) (Dowsett et al1990, pp. 28291) (Ramsay 1986,
[Online]) (Dowsett n.d., [Online]) (Dowsett & Ramsay n.d., pp-88) (Richardson n.d., pp. &2).

1 SeeTesting for M.E for more information on the various tests whian aid M.E. diagnosis. See aléoe we just
‘marking time?'

1 Obijective scientific testare available which can aid in the diagnosis of M.E. (and easily prove the severe
abnormalities across many difét bodily systems seen in M.E.), but unfortunately many patients are not given
access to these tests. For more information on the lack of access to appropriate testing for M.E. palikats see:
Montague/Hoper Paper

How common is Myalgic Encephalomyelitis? Who get M.E. and how?

Although the illness we now know as Myalgic Encephalomyelitis has existed for centuries, for much of that time

it was a relatively uncommon disease. Following the mass polio aiccirprograms of the 1960s cases of polio

were greatly reduced and outbreaks of M. E. seemed t
M.E. began its dramatic increase in incidence worldwide. Over 20 years later, M.E. is a worlddeseepf

devastating proportions. Many people have died from M.E. and there are now many hundreds of thousands of
people severely disabled by this epide(MTIRME 2007, [Online]) (Hyde 1992, p. xi).

The main period of infectivity of M.E. peaks at thedijnst before symptoms appear through to the initial acute
phase of the illness (which lasts for several months or in some cases years). M.E. appears to be highly infective
but also highly selective. The major mode of infectivity is by airborne or respinatute. Modes of transmission

are thought to include: casual contact (respiratory), salivary transmission (eg. kissing), sexual transmission and
transmission through blood produdtsyde et al. 1992, pp. 2837) (A recent study of 752 patients fourht 4.5% of

themi almost one in twenty had had a blood transfusion days or a week before experiencing acute onset of
M.E., for example]Carruthers et al. 2003, [OnlineJHyde et al. 1992, pp. 2537).

M.E. has a similar strike rate to multiple sol&s (or possibly somewhat higher), and is estimated to affect

roughly 0.2% of the population. Children and teenagers are also susceptible to the illness and children as young as
five have been diagnosed with M.E. (M.E. can occur in children youngefitkabut this is thought to be rare.)

All ages are affected but most commonly sufferers are under 45 at onset. Women are affected around three times
as often as men, a ratio common in autoimmune disorders, although in children the sexes seem tedbe afflict
equally.M.E. affects all races and soci@conomic groups and has been diagnosed all over the worlthere

are more than a million M.E. sufferers worldwigoper et al. 2001 [Online]) (Hyde 1992, pp-.xxi).
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1 The CDC have recently released vastfyinat ed esti mates for O6CFSd& but it
people suffering with mild fatigue has no more relevance to patients with M.E. to those with MS or AIDS or
any other distinct iliness. For more information 9dere medical ‘firsts' from the CDC?

Are there any treatments for Myalgic Encephalomyelitis?

Whilst there is no cure as yet, or treatments which can dramatically influence the course of the illnesgdue to th
appalling lack of funding into research; intelligent nutritional, pharmaceutical and other interventions can make a
significant difference to a patient's life. Appropriate biomedical diagnostic testing should be done as a matter of
course (and repeateéigularly) to ensure that the aspects of the illness which are able to be deedied

diagnosed, monitored and then treated as appropriate. Testing is also important so that dangerous deficiencies and
dysfunctions (which may place the patient at sigaifiaisk) are not overlookdHooper at al. 2001 [Online]f-or

information on treatment se€reating M.E - The Basics

What is known about Myalgic Encephalomyelitisso far?

There is an abundaa of research which shows that M.E. is an organic illness which can have profound effects on
many bodily systems. These are wagicumented, scientifically sound explanations for why patients are

bedridden, profoundly intellectually impaired, unable tormtzén an upright posture and so on. More than
thousandgood articles now support the basic premises of M.E. Autopsies have also confirmed such reports of
bodily damage and infectiqricoper & Williams 2005a, [Online]).

Many different organic abnormaét have been found in M.E. patients (in peer reviewed research). Patient
advocateMargaret Williams and Eileen Marshakplain that:

1 there is evidence of disrupted biology at cell membrané leve

9 there is evidence of abnormal brain metabolism

91 there is evidence of widespread cerebral hypoperfusion

9 there is evidence of central nervous system immune dysfunction

9 there is evidence of central nervous system inflammation and demyelination

91 there isevidence of hypomyelination

1 there is evidence that Myalgic Encephalomyelitis is a complex, serioussystiéim autoimmune disorder (in
Belgium, the disorder has now been placed between multiple sclerosis and Lupus)

1 there is evidence of significant neyhil apoptosis

1 there is evidence that the immune system is chronically activated (eg. the CD4:CD8 ratio may be grossly
elevated)

9 there is evidence that natural killer (NK) cell activity is impaired (ie. diminished)

1 there is evidence that the vasculaidgy is abnormal, with disrupted endothelial function

9 there is novel evidence of significantly elevated levels of isoprostanes

91 there is evidence of cardiac insufficiency and that patients are in a form of cardiac failure (which is
exacerbated by everidial levels of physical activity, cognitive activity and orthostatic stress)

91 there is evidence of autonomic dysfunction (especially thermodysregulation; frequency of micturition with
nocturia; labile blood pressure; pooling of blood in the lower limbdiiced blood volume (with orthostatic
tachycardia and orthostatic hypotension. Findings of a circulating blood volume of only 75% of expected are
common, and in some patients the level is only 50% of expected.)

1 there is evidence of respiratory dysfunotivith reduced lung function in all parameters tested

91 there is evidence of neuroendocrine dysfunction (notably HPA axis dysfunction)

1 there is evidence of recovery rates for oxygen saturation that are 60% lower than those in normal controls

1 there is evdence of delayed recovery of muscles after exercise. (Affecting all muscles including the heart.)

1 there is evidence of a sensitive marker of muscle inflammation

1 there is evidence that the size of the adrenal glands is reduced by 50%, with reducddes@isgso

1 thereis evidence of at least 35 abnormal genes, (these are acquired genetic changes, not hereditary),
specifically those that are important in metabolism; there are more abnormal genes in Myalgic
Encephalomyelitis than there are in cancer

1 thereis evidence of serious cognitive impairment. (Worse than occurs in AIDS dementia)

9 there is evidence of adverse reactions to medicinal drugs, especially those acting on the CNS

91 there is evidence that symptoms fluctuate markedly from day to day and-ewehdur to hour (2006,

[Online])

(Note that this is only a sample of some of the research available, not an exhaustive list.) It is known that Myalgic
Encephalomyelitis is:

1. An acute onsgfbiphasic) epidemic or endemic infectious disease process

2. An autdmmune disease (with similarities to Lupus)

3. Aninfectious neurological disease, affecting adults and children

4. A disease which involves significant (and at times profound) cognitive impairment/dysfunction
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5. A persistent viral infection (due to an enterovirle same type of virus which causes poliomyelitis and-jpoiéb

syndrome)

A diffuse and measurable injury to the vascular system of the central nervous system (the brain)

A central nervous system (CNS) disease (with similarities to MS)

A variable (but alvays, serious) diffuse (acquired) brain injury

A systemic illness (associated with organ pathology; particularly cardiac)

10. A vascular disease

11. A cardiovascular disease

12. A type of cardiac insufficiency

13. A mitochondrial disease

14. A metabolic disorder

15. A musculeskdetal disorder

16. A neuroendocrine disease

17. A seizure disorder

18. A sleep disorder

19. A gastrointestinal disorder

20. A respiratory disorder

21. An allergic disorder

22. A pain disorder

23. A life-altering disease

24. A chronic or lifelong disease associated with a high level of tigab

25. An unstable disease; from one hour/day/week or month to the next

26. A potentially progressive or fatal disease (Hyde 2007, [Online]) (Hooper et al. 2001, [Online]) (Cheney 2007,
[video recording]) (Ramsay 1986, [Online])

1 Myalgic Encephalomyelitis affés every cell in the body. For more information seeGleeeral articles and
research overviewsection. See also articles . Elizabeth DowsetindByron Hyde MD.

I s there a legitimate scientific debate about whet h
Despite popular opinion, there simply is no legitimate scientifically motivated debate abduemdratot M.E. is

a O6reald illness or not or has a biological basis.

scientifically viable than are the theories of a of

1 For more informatiorsee Who benefits from 'CFS' and 'ME/CFSS&tnoke and MirrorandPutting research and
articles into context

Similar Medical Conditions?

There are a number of pestal fatigue states or syndromes which may follow common infections such as
mononucleosis/glandular fever, hepatitis, Q fever, Ross river virus and so on. M.E. is an entirelytdiffer
condition to these selimiting fatigue syndromes however (anchist caused by the Epstein Barr virus or any of
the herpes or hepatitis viruses). People suffering with any of theseirab$atigue syndromes do not have M.E.

Myalgic Encephalomyéls does have some limited similaritiego varying degreekto illnesses such as

multiple sclerosis, Lupus, pepblio syndrome, Gulf War Syndrome and chronic Lyme disease, and others. But
this does not mean that they represent the same etiologjeathmbiological process. They do not. M.E. is a
distinct neurological iliness with a distinct; onset, symptoms, aetiology, pathology, response to treatment, long
and short term prognosisand World Health Organization classification (G.93tB)de 2006, Pnline]) (Hyde 2007,
[Online]) (Hooper 2006, [Online]) (Hooper & Marshall 2005a, [Online]) (Hyde 2003a, [Online]) (Dowsett 2001a, [Online]) (Hoope
et al. 2001, [Online]) (Dowsett 2000, [Online]) (Dowsett 1999a, 1999b, [Online])

1 SeeM.E. and other illnessdsr more information. See also the new papeE. vs MS: Similarities and
differences

How well is research into Myalgic Encephalomyelitis reseatcfunded by government?
Governments around the world are currently spending $0 a year on M.E. res@arddidering the brutal
severity of the illness, the vast numbers of patients involved, this is a worldwide disgrace.

1 SeeResearch and Articles in Contdat more information about research into M.E. and the challenges involved.
See theDonationspage to make a donation towards M.E. research dvatacy.

Abuse and Myalgic Encephalomyelitis
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Two of the most common interventions people with M.E. are recommended to participate in are cognitive
behavioural therapy (CBT) and graded exercise therapy (GET).

However, despite the misleading claims to¢hatrary made by various vested interest groups, no evidence exists
which shows that CBT and GET are appropriate, useful or safe treatments for Myalgic Encephalomyelitis

patients. Studies by these groups (and others) involving miscellaneous psychiatidctpns y c hi at ri ¢ 6 f a
sufferers, and their positive response to these treatments, have no more relevance to M.E. sufferers than they do to
diabetes patients, patients with multiple sclerosis or any other iliness. Thus, patients with M.E. arg baitigel
prescribed these treatments on what amounts to a 6r

As (bad) luck would have it, graded exercise progra
a M.E. sufferer could be recommended to underf@gemanat damage may be caused, as well as disease

progression. Patient accounts of leaving exercise programs much more severely ill than when they began them;
wheelchairbound or beébound or needing intensive care or cardiac care units, are common. The dausage c

is often severe and either loterm or permanent; thus some patients are still dealing with the effects of

inappropriate advice to exercise five or ten or more YEARS afterward and for some patients this damage is
permanent. Sudden deaths have atmnlreported in a small percentage of M.E. patients following exetide.

and GET are at best useless and at worst extremely harmful for Myalgic Encephalomyelitis patigites this,
people with M. E. are rout i ne lwkiledse bemgassuredcttattheyared ed t h.
completely safe. These interventions are also not just being offered to M.E. patients solely on a voluntary basis;
many have been treated as psychiatric patients against their will (or against the will of thegpateloken with

M.E.). In some cases it is a condition of receiving medical insurance or government welfare entitiements that M.E.

patients first undergo O6rehabilitationd such as CBT

If a prescription drug haanything like the appalling track record exercise has with people with M.E. (or even a
small fraction of it; even 2%) it would be an enormous worldwide scandal. The drug would be immediately
banned, there would be some form of inquiry and serious cricti@ages may well be laid. Yet the rate of people
with M.E. recommended or evéorcedto exercise continues to rise, and with the full support of government etc.
This is despite the fact that legitimate research clearly shows that along with the himg@higkd, it has a

ZERO percent chance of providing any benefit to people with authentic M.E. That this can be allowed to go on in
such a supposedly enlightened day and age as ours defies belief.

It is also of great concern that so many M.E. patient©deL Y of f ered 6étreat ment sd s uc
while access to even basic appropriate medical care is withheld. Of the 25% of patients who are severely affected
by the illness (and are béxund and housebound) around the majority have no contact whikaltk service at

all as they are seldom able to obtain housecalls, for exampie 2005, [Online]))Many sufferers are also refused

the basic welfare support to which they are entitled. Thus a significant percentage of very physically ill and
vulnerabé M.E. patients are simply left to suffer and die at home without any medical care or welfare or social
support(Hooper 2003a, [Online]).

1 These brief comments on the effects of CBT and GET are taken from the more detailed papéects of CBT
and GET on patients with Myalgic Encephalomyelisise this paper for more information.

1 For more information about the effects of overexertion on M.E. patients, including statements/research from some
ofthe worl dbés | eading M. E. experts abosnokewaidMirrory er exer t
(This paper also includes links to patient accounts of the effects of overexertion on people with M.E.

1 Arecent example of a M.E. sufferer being taken into psychiatric care against their will is the case of Sophia Mirza
in the UK. Tragically, Sophia died of her iliness shortly after being wrongly sectioned under the Mental Health Act.
Sophia was severelly with M.E. and bedbound but she was refused even basic medial care, and this is believed to
have contributed greatly to her death. For more information on this tragic case, and entirely avoidable death, see:
Inguest ImplicationsCivilization: Another word for barbarismndThe Story of Sophia and M.Eor more
information about forced exerciset r e at ment s 6 GB& and GHT ®atadbfs®.+ page

It is only Myalgic Encephalomyelitis patients who a
Other patient groups misdiagnosed as CFSlacedenied appropriate diagnosis and treatment and they may also
routinely be subjected to inappropriate psychological interventions such as CBT antih@EeTare also a variety

of negative impacts on doctors @&ndnishue damigthd oslc a(mand
groups which gain from the 6CFS6é6 confusion are insul
corporations which have a vested financial interest in how these patients are treated, including the government.

1 For mae informationsee:The misdiagnosis of CFS

How severe is Myalgic Encephalomyelitis?

www.hfme.org 61


http://www.hfme.org/cbtandgeteffects.htm
http://www.hfme.org/cbtandgeteffects.htm
http://www.hfme.org/cbtandget.htm
http://www.hfme.org/wmarshallandwilliams.htm
http://www.hfme.org/wbagnall.htm
http://www.hfme.org/wcriona.htm
http://www.hfme.org/cbtandget.htm
http://www.hfme.org/misdiagnosis.htm

A CBT and GET database

Although some people do have more moderate versions of the illness, symptoms are est¢nesmelipr at least
25-30% of the people who have M.E.; significant numbers of whom are housebound and bedbound.

Dr. Paul Chenegtated before a US FDA Scientific Advisory Committee:
| have evaluated over 2,500 cases. At worsts itiinightmare of increasing disability with both physical and
neurocognitive components. The worst cases have both dik&&nd an AlDSlike clinical appearance. We have
lost five cases in the last six months. 80% of cases are unable to work or aktead ¥fe admit regularly to
hospital with an inability to care for self. (Hooper et al. 2001 [Online])

Dr Dan Peterson found that: 6 M. E. patients experien:
heart disease, virtually alltypeo cancer, and al l other chronic illnes
quality of life of people with various illnesses, including patients undergoing chemotherapy or haemodialysis, as

well as those with HIV, liver transplants, coronary artery diseasdother ailments, and again found that M.E.
patients scored the | owest. "In other words", said
more debilitating than just ab(®@usbn20@onpyd ot her medi cal

In the 1980s Mark Loveless, an infectious disease specialist and head of the AIDS and M.E. Clinic at Oregon

Health Sciences University, found that M.E. patients whom he saw had far lower scores on the Karnofsky
performance scale than his HIV patienteev i n t he | ast week of their [|ife.
effectively the same every day a SHodpen& Markh&ll 205¢ [@rtine)e nt  f

But in M.E., this extremely high level of iliness is not ¢kterm1 it does not always lead to deéitlt can instead
continue uninterrupted fatecades

1 For more information on severe M.E. Sdee severity of M.EandM.E. FatalitiesandWhy patients with
severe M.E. are housebound and bedbound

9 It should also be noted that even those patients with moderate M.E. are far moely sdferted than many
patients with a variety of other ilinesses. Of course severe M.E. is even worse, but moderate M.E. can also
cause severe symptoms and a relatively high level of disability and suffering, compared to many other
illnesses.

Recoveryfrom Myalgic Encephalomyelitis

Myalgic Encephalomyelitis patients who are given advice to rest in the early stages of the illness (and who avoid
overexertion thereafter) have repeatedly been shown to have the most positiegrtopgognosis. As M.E.
expertDr Melvin Ramsaye x pl ai ns; 6The degree of physical i ncapac
directly related to the length of time the patient persists in physical effort after itsmrtsatanother waythose

patients who are given a period of enforced rest from the onset have the best prognoSisice the limitations

which the disease imposes vary considerably from case to case, the responsibility for determining these rests upon
thepatient. Once these are ascertained the patient is advised to fashion a pattern of living that comes well within

t h e(rads, [Online)).

M.E. can be progressive, degenerative (change of tissue to a lower or less functioning form, as in heart failure),
chronic, or relapsing and remitting. Some patients experience spontaneous remissions albeit most often at a
greatly reduced level of functioning compared toipness and such patients remain susceptible to relapses for
the remainder of their liveésM.E. is a chronic/lifedlong disability where relapse is always possible. Cycles of
severe relapse are common, as are further symptoms developing over time. Around 30% of cases are progressive
and degenerative and sometimes M.E. is fataDAElizabeth Dowsettxplains:

After a variable interval, a muystem syndrome may develop, involving permanent damage to skeletal or cardiac

muscle and to other "end organs" such as the liver, pancreas, endocrine glagdspaoditissues, signifying the

further development of a lengthy chronic, mainly neurological condition with evidence of metabolic dysfunction in

the brain stem. Yet, stabilisation, albeit at a low level, can still be achieved by appropriate managemggand

The death rate of 10% occurs almost entirely fromengén damage within this group (mainly from cardiac or

pancreatic failure) (2001a, [Online]).

Clearly, many people with M.E. are significantly or severely disabled. But what is so tragi¢haddigh level

of suffering is that so much of it is needless. The correct type of support (financial, medical and practical) can do
much to prevent the physical, occupational and other deterioration in the quality of life for M.E. patients and can
stablise the illnesgDowsett 2002b, [Online])Many deaths from M.E. could also have been prevented if only those
patients had been given a basic level of support and care made available to patients with illnesses with comparable
care needs such as multigigerosis and motor neurone disease.

1 See:The 3 Part ME Ability and Severity Scate measure your own illness severity over time.
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1 SeeTreating M.E for more information on the importance of avoiding overexertion in M.E. and how to make sure
your prognosis is as positive as possible. Seetidspital or carer notes for M.EandWhy patients with severe
M.E. are housebound and bedbound.

1 For information on adrenaline surges in M.E., and the different order in which certain bodily systems may be
affected by M.E. (and bgverexertion), see ther Cheneysection inThe effects of CBT and GET on patients with
Myalgic Encephalomyelitisr Treating Myalgic EncephalomyelitisAvoiding Overexertion

Conclusion
Certain groups and individuals are benefiting enor mi

To say that these groups and individuals actually belie\a thiy are saying and that is it based on science or
reality is ridiculous. To say that it is merely a m
construct is complete fiction, and exists purely because it is so financially and pyliisadficial to a number of

powerful groups.

The artificial O6CFS6 construct is no more a scienti:
accurate description of MS, Lupus or polio. This pretence of ignorance about M.E. anda@bout#na | i t y of
(particularly by government) has had devastating consequences for people withaldgall those with nen

M. E. il Il nesses who ar ei andslalsargean thattde nanber bf M\Ei soffgrer® CF S 6
continues to rise uated and largely unrecognisdthe general public worldwideincluding sufferers

themselve$ have been lied to repeatedly about the reality of Myalgic Encephalomyelitis.

The decades of systemic abuse and neglect of the million omeopée with M.Eworldwide has to stop. M.E.
and CFS areotthesameConcepts such as OME/ CFS, 6 O6CFS/ ME, 6 Myal
also unhelpful and unscientific and only add to the obfuscation.

OCFS6 is merely a scam i nivaedby prait without iegas tor trath ar ethice.o mp a n |
These groups are acting without any regard for the (extreme) suffering and the additional avoidable deaths they

are causing. These groups are acting criminally. This scam is tissue thin and venjsamsibreld if one merely

takes a small amount of time to look at all of the evidence.

Why is almost nobody doing this? Why is the world letting these groups get away with such a heinous scam and
such appalling abuse on acarnngsnsughoesmarceaough @r giély gnoughstan 6 t
see through these slick and wielhded misinformation campaigns, and to act? How can this be, when the lies are

so flimsy and scientifically laughable? Have we learned nothing from the devastating eocpeetips of the

truth about tobacco and asbestos in our recent past? Where is the World Health Organisation? Where are our
human rights groups? Where is our media? Where are our uncompromising investigative journalists?

Will it take another 20 years? Momuch more extreme do the suffering and abuse have to be? How many more
hundreds of thousands of children and adults worldwide have to be affected? How many more patients will have
to die needlessly before something is finally done? How much longer evidave the fox in charge of the hen
house? | tdéds beyond sick.

Where do we go from here?

Subgrouping different types of O6CFS, 6 refining the bc¢
variation on the term M.E. would achieve nothing anly areate yet more confusion and mistreatment. The
problem is not that O6CFS6 patients are being mistre.
misdiagnosed with CFS actuatlp have psychological illnesseBhere is no such distinct diseaseta€ FiSHat

is the entire issue, and the vast majority of patients misdiagnosed witthdd#$have M.E. and so have no more
right to that term than to écancerd6 or O0diabetes. 6
group invdved, is that:

1. The bogus disease cat egor yPatiehtswitCfati§ue (andwothér be aban
symptoms) caused by a variety of different illnesses need to be diagnosed correctly with these illnesses if they are
to have anychancdo r ecovery; not given a meaningless Oxford
M.E. need this same opportunity. Each of the patient groups involved must again be correctly diagnosed and then
treated as appropriate based on legitimate and unbisieedes involving the SAME patient group.

2. The name Myalgic Encephalomyelitis must be fully restored (to the exclusion of all others) and the World
Health Organization classification of M.E. (as a distinct neurological disease) must be acceptedraddaithe
all official documentations and government polidg.Professor Malcolm Hoop&xplains:

The term myalgic encephalomyelitis was first coined by Ramsay and Richardson and has been included by the
World Health Organisation (WHO in their International Classification of Diseases (ICD), sinceTt#659.
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current versiodCD-10 lists M.E. under G.93.3neurological conditions. It cannot be emphasised too strongly
that this recognition emerged from meticudalinical observation and examination. (2006, [Online])

3. People with M.E. must immediately stop being treated as if they are mentally ill, or suffer with a behavioural
illness, or as if their physical &symptbmenkbihopdtaerd
mi xed in with various 6fatigueé sufferers in any wa:
EncephalomyelitisPeople with M.E. must also be given access to basic medical care, financial support and other
appropriate services (including funding for legitimate M.E. research) on an equal level to what is available for

those with comparable illnesses (eg. multiple sclerosis or Lupl)tacts about M.E. must again be taught to

medical students, and includedmainstream medical journals, and so on.

1 SeeOn the Name Myalgic Encephalomyelifed more information on the evidence for inflammation of the
brain and spinal cord in M.E. and other issuesosurding the name Myalgic Encephalomyelitis.
1 See alsWho benefits from 'CFS' and 'ME/CFSPtoblems with the soalled "Fair name" capaign: Why it
is in the best interests of all patient groups involved to reject and strongly oppose this misleading and counter
productive proposal tandProblens with thés€ & $ME/CREsby M.IM Bdvdc#eS 6
1 See alsoProblems with 'our' M.E. (or 'CFES' 'CFIDS' or 'ME/CFS' etc.) advocacy gKailgzsavailable in an
animated video format.)

What can you do to help?

Unlike people with HIV/AIDS, people with M.E. do not have an initial period of their illness where they are only
mildly affected. M.E. is severely disabling even in the first week of iliness. People with M.E. are almost all far too

ill to stage huge protestsllies and marches. Many with M.E. cannot even read enough to be able to understand
what is happening, or they arendét even aware t-hat h
called patient advocacy groups worldwide have sol@ép@ out to the highest bidder and are now actively
collaboratingwith our abusers. These groups are no longer advocates for patients withihdl&ed they are

working directly AGAINST the interest of people with M.E. (These groups also do not hi#ipssl

mi sdi agnosed with O6CFS6 who doounaadbetiayedME. patiekts. Thelish e m
goes on.

People with M.E. have only a tiny minority of the medical, scientific, legal and other potentially supporting
professions$ orthe publici on their side. As th€ommittee for Justice and Recognition of Myalgic
Encephalomyeliti€xplain:

There is no immunity to M.E. The next victim of this horrible disease could be your sistefrigodr your brother,

your grandchildren, your neighbour [or] your-aorker. M.E. is an infectious disease that has become a widespread

epidemic that is not going away. We must join together, alert the public and demand action (2007, [Online]).

That is what is needed, for people from all over the world to stand up for Myalgic Encephalomyelitis. We must all
stand up for the truth, individual physicians, journalists, politicians, human rights campaigners, patients, families
and friends of patients and thelpic T whether they are affected yet by M.E. or not. That is the only way change
will occur, through education and people simply refusing to accept what is happening any more.

Yes there are powerful and immensely wealthy vested interest groups ouwthirevill fight the truth every

step of the way, but we have science, reality and ethics completely on our side and that is also very powerful.
However, for this to be of any use to us, we must first make ourselves aware of thadabisn use them

Sowhat you can do to help is to PLEASE help to spread the truth about Myalgic Encephalomyelitis and try

to expose tWNeulicanofhl 66F8edp by NOT supporting the
6subgroups of ME/CFS, b6 OCFSEMEephadlCeép dDSBYy addDMyadbyg ¢
promote these concepts. Do not give public or financial help to our abusers.

This appalling abuse and neglect of so many severely ill people on such an industrial scalimfsitnapand
has already gonen for far too long. People with M.E. desperately need your help.

For more information:

For more information about the medical and political facts of M.E \Wéat is Myalgic Encephalomyekt?
Extra extended versiolVho benefits from 'CES' and 'ME/CFSThe misdiagnosis of CESVhy the bogus
di sease category of SmokeRkrs oirrond.E.tThetMedical BaatsEdtendee Tthe
Ultra-comprehensive Myalgic Encephalomyelitis Symptom, issting for Myalgic Encephalomyelitéand
Putting research and articles into context

To read a list of all the articles on this site suitable for different groups such as M.E. patients, carers, friends and
family, the 6CFS®d misdiagnosed, d dnbommationsGuidepags.ever e
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Before reading this research/advocacy information, please be aware of the following facts:
1.Myal gic EnceplCdalromy el iFtaitd gaired Sy ndr omed are not syn
majority of research on O6CFS® o rCFSF |IdDoSeds omro té MEW vCoFl Sv

patients and is not relevaintany wayto M.E. patients. If the M.E. community werertce j ect al | O0CFSo
research as o6only relating to O6CFS® patientso6 (incl:
abnormalities/ characteristics unique to M. E. pati eni

just a O6watnerteido nd oown 6M.dee.f iand t hat M. E. and O6CFS6 ar
characteristics.

A very small number of OCFS6 studies/articles and b
be clear which partsreferto M.E. TAe_ war ni ng on O6CFS6é and Oppefi€FSO6 rese
recommended reading and includes a checklist to hel

(etc.) to M.E. (if any) ath explains some of the problems with this heterogeneous and skewed research.

In future, it is essential that M.E. research again be conducted using only M.E. defined patients and using only the
term M.E. The bogus, financialiyotivated disease categayyf 6 CFS6é6 must be abandoned.

2. The research referred to on this website varies considerably in quality. Some is of a high scientific standard and
relates wholly to M.E. and uses the correct terminology. Other studies are included which may only have partia

or minor possible relevance to M.E., use unscientif]
OCFI DS6 or Myalgic O0Encephal opathyd and also includ:¢
this research it is also essential thetthr eader be aware of the most common|
explainedilA _warning on 6CFS6 and oan&ih@drellétail iPatting Researbh and a
and Articles on Myalgic Encephalomyelitis into Context

APeople in positions of power are misusing that pow
vested interests. Nane in authority is listeing, at least not until they themselves or their own family join the
ranks of the persecuted, when they too come up agai

6Do not for one minute bel i eve EHEnbephtlonydits (M.Es). Iltssinahpl vy a
The CDC definition is not a disease process. Itis (a) a partial mix of infectious mononucleosis /glandular fever,

(b) a mix of some of the least important aspects of M.E. and (c) what amounts to a possibly urpsteriksitic

slant to an epidemic and endemic disease process of

The term myalgic encephalomyelitis (means muscle patalgity with inflammation of the brain and spinal
cord, encephalanyelitis, brain spinal cord ilammation) was first coined by Ramsay and Richardson and has
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been included by the World Health Organisation (WHO) in their International Classification of Diseases (ICD),
since 1969. It cannot be emphasised too strongly that this recognition emergeneiomious clinical
observation and examinatioRrofessor Malcolm Hooper 2006

M.E. is a systemic disease (initiated by a virus infection) with multi system involvement characterised by central
nervous system dysfunction which causes a breakdown in hodilyeostasis. It has an UNIQUE Neuro
hormonal profile. Dr Elizabeth Dowsett

M.E. appears to be in this same family of diseases as paralytic polio and MS. M.E. is less fulminant than MS but
more generalized. M.E. is less fulminant but more generalmedgoliomyelitis. This relationship of M-kke

illness to poliomyelitis is not new and is of course the reason that Alexander Gilliam, in his analysis of the Los
Angeles County General Hospital M.E. epidemic in 1934, called M.E. atypical poliomiliigron Hyde 2006

The vested interests of the Insurance companies and their advisers must be totally removed from all aspects of
benefit assessments. There must be a proper recognition that these subverted processes have worked greatly to the
disadvantag of people suffering from a major organic illness that requires essential support of which the easiest

to provide is financial. The poverty and isolation to which many people have been reduced by ME is a scandal

and obscenityProfessor Malcolm Hooper 260

6Thirty years ago when a patient presented to a hos|
physician would search for an occult malignancy, cardiac or other organ disease, or chronic infection. The

concept that there is an entity callehronic fatigue syndrome has totally altered that essential medical guideline.
Patients are now being diagnosed with CFS as though it were a disease. It is not. It is a patchwork of symptoms
that could mean anythingé Dr Byron Hyde 2003

Note that this Bt may contain some references which are not directly referenced in this paper (as this list also
serves as a reference list for several other papers).

Permission is given for this document to be freely redistributethy email or in print for any noefor-profit
purpose provided that the entire text (including th
without alteration. Please redistribute this text widely.

Disclaimer: The HFMEdoes not dispense medical advice or recommend teeatend assumes no

responsibility for treatments undertaken by visitors to thelsitea resource providing information for education,
research and advocacy only. Please consult your own {oaaétfprovider regarding any medical issues relating to
the diagnosis or treatment of any medical condition.

This paper will be continue to be updated regularly (at least annually). Please check back at the website
periodically to make sure that you have the mostioeghate version of this paper available.
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The HUMMINGBIRDS” FOUNDATION for M.E. (HFME)

Fighting for the recognition of Myalgic Encephalomyelitis based on the available scientific evidence, and for
patients worldwide to be treated appropriately and accorded the same basic human rights as those with similar
disabling and potentially fatal neurological diseases such as Multiple Sclerosis.

3: Research and articles
Copyright ©Jodi Bassett August 2006his version updated Aprd009. ' N 4
Taken from www.hfme.org '

Research and articles which expose the lack of scientific legitimacy (and the hidden financiditiaat p
motivations) underlying the 'behavioural' paradigm of M.E. and the use of CBT and GET on M.E..patients

r4
y

Before reading this research/advocacy information, please be aware of the following facts:
1.Myal gic Encephal omyeByhdsomed acCaroot cs¥abngmeus t

majority of research on OCFSO6 oCFSEFIDSD mot 6IMEV CIFY
patients and is not relevantanywayt o M. E. pati ent s. | f t heF SM. H.a bced nhneu
research as o6only relating to O0CFS® patientsod (incl:
abnormalities/ characteristics unique to M. E. pati en:

just a 6watered dovdn & hdaaf iMiEt.i cam do f6 CFW.SBH. are virtual
characteristics

A very small number of O6CFS6 studies refer in part
partsreferto M.E.ThA war ni ng on O6CFS6é and opapefiCrEcBrimendedseadingc h a
and includes a checklist to help readers assess the

explains some of the problems wittis heterogeneous and skewed research.
In future, it is essential that M.E. research again be conducted using only M.E. defined patients and using only
the term M.E. The bogus, financiallyot i vat ed di sease category of O6CFS6

2. The research referred to on this website varies considerably in quality. Some is of a high scientific standard and
relates wholly to M.E. and uses the correct terminology. Other studies are included which may only have patrtial

or minor possible relevanteo M. E. , use unscientific terms/ concepts
OCFI DS6 or Myalgic 6Encephal opathyé and also includ:/
this research it is also essential that the reader be aware ofthe mostmonl vy used O6CFS6 prop:
explainedilM _warning on O6CFSO6 and ¢6aniih Bdreliétail iRatteReseardth and a
and Articles on Myalgic Encephalomyelitis into Context

Myalgic encephalomyelitis-a persistent enteroviral infection?Dowsett EG, Ramsay AM, McCartney RA, Bell
EJ. Basildon Hospital, Essex, UK. 1990

Myalgic encephalomyelitis is a commdisability but frequently misinterpreted. Amongst 6,000 patients referred
for general microbiological diagnosis between 1975 and 1987, 420 cases were recognized. This illness is
distinguished from a variety of other padtal states by an unique clinicahd epidemiological pattern
characteristic of enteroviral infectioRrompt recognition and advice to avoid ee&ertion is mandatory.

MYALGIC ENCEPHALOMYELITIS : A Baffling Syndrome With a Tragic Aftermath . By A. Melvin
Ramsay M.D., Hon Consultanhiician, Infectious Diseases Dept, Royal Free Hospital. [Published 1986]

The degree of physical incapacity varies greatly, but the [level of severity] is directly related to the length of time
the patient persists in physical effort after its onsetjrpahother waythose patients who are given a period of
enforced rest from the onset have the best prognosis

Those who are given complete rest from the onset do well and this was illustrated by the aforementioned three
patients admitted to hospital &m unconscious state; all three recovered completely. Those whose circumstances
make adequate rest periods impossible are at a distinct disadvantage, but no effort should be spared to give them
the allessential basis for successful treatment. Sincerti@tions which the disease imposes vary considerably
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from case to case, the responsibility for determining these rests upon the patient. Once these are ascertained the
patient is advised to fashion a pattern of living that comes well within them.

SEVERELY AFFECTED ME (MYALGIC ENCEPHALOMYELITIS) ANALYSIS REPORT ON
QUESTIONNAIRE_ (Word document)Analysis Report by 25% ME GroupMarch 2004

Graded exercise therapy: 95% found it unhelpful
Cognitive behavioural therapy: 93% found it unhelpful

By far the most unhelpful form of treatment was considered to b&raded Exercise Therapy (GET) This is

a finding that may surprise some readers, givertinent medical popularity of this approach. However, these
patientsd perceptions are supported by data from pr.
actually used Graded Exercise Therapy, a shockifg &ported that their condition wasade worse by this

treat ment . On the basis of our memberso6 experience!
patients with ME. It is worth noting that some patients werteseverely affected before trying GET Thus, it is

not only peoplavith severe ME who may be adversely affected by this form of treatment.

Comments from the Canadian Guidelines on Cognitive Behavior Therapy (CBT) and Graded Exercise
Therapy (GET) This excerpts taken from pages #0 of the article "Myalgic Encephalomyelitis/Chronic
Fatigue Syndrome: Clinical Working Case Definition, Diagnostic and Treatment Protebids'appeared in the
Journal of Chronic Fatigue Syndrome, Vol. 11(1) 2003, g5, by Caruthers et al

Two hypotheses have been presented as underlying the CBT model of chronic fatigue syndrome (105). The first
hypothesis "assumes that the pathophysiology of CFS is largely irreversible, but considers thahmdre the
patient's undstanding and coping behavior may achieve some improvement in his or her quality of life." The
second hypothesis is based on the premise that the patient's impairments are learned due to wrong thinking, and
"considers the pathophysiology of CFS to be ehtireversible and perpetuated only by the interaction of

cognition, behavior, and emotional processes. According to this model, CBT should not only improve the quality
of the patient's life, but could be potentially curative" (105).

There is much thasiobjectionable in the very valleden second hypothesis, with its implied primary causal role
of cognitive, behavioral and emotional processes in the genesis of ME/CFS. This hypothesis is far from being
confirmed, either on the basis of research findorgfsom its empirical results.

Nevertheless, the assumption of its truth by some has been used to influence attitudes and decisions within the
medical community and the general cultural and social milieu of ME/CFS. To ignore the demonstrated biological
pathology of this illness, to disregard the patient's autonomy and experience and tell them to ignore their
symptoms, all too often leads to blaming patients for their illness and withholding medical support and treatment.

Care must be taken not to clagfy patients experiencing chronic fatigue as ME/CFS patients unless they
meet all the criteria for ME/CFS, as the outcomes for these two patient groups are substantially different.

A well informed physician empowers the patient by respecting their exyges, counsels the patients in coping
strategies, and helps them achieve optimal exercise and activitywéthetstheir limitsin a common sense, non
ideological manner, which is not tied to deadlines or other hidden agenda.

[To understand more abbilne context of the Canadian Definition (and its limitations), Aeeview of the 2003
ME/CES clinical case definitioMNote that this is na M.E. definition, but anix of facts relating to M.E.rad
6 C Bumfortunatelyj

SOME FACTS AND FIGURES ON CBT, GET AND OTHER APPROACHES Directly from the 'Horses'
Mouths: by Doris M Jones MSc.

In July 1998 the then Chief Medidafficer, Sir Kenneth Calman, announced the setting up of a Working Group
on CFS/ME, to include patients, carers, patient group representatives as well as medical experts, including
Psychiatrists. Over 80 people took part in this 3 year exercise, inclmgsejf. Eventually details were available
on 3074 patients, and the summarized results showed very clearly that:

1. The most helpful strategies were:
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a) Pacing activity with rest (2300/2568 cases = 90%)
b) Bed rest (2165/2426 cases = 89%)

c) Dietary chages (1496/2226 cases = 67%)

2. The least effective strategy wasCBT

3. The most harmful strategy was:Graded exercise

It was psychiatrists who could not accept these findings and as a group walked out, refusing to endorse or sign
what was already a mucht o-dedn dé final draft report.

Surely it is time that psychiatrists took some notice and actually listened to what patients tell them. | have yet to
come across a patient who complains about any treatment which works, whether this is allopathiogpsaicho

methods (like CBT) or exercise regimes (like Graded Exercises). If it word@)ewill complain; the problem is
these approaches very often dondt, and this is the
demands for other optig and are determined to get to the real causes of their ill health. Psychiatrists have made
things worse for many, in more ways than one.

CRITICAL CONSIDERATIONS by Margaret Williams, ¥ November 2004

6The issue is whether or not compulsory exercise reif
those with ME / CFS. Significantly, there is now further supportive evidence that has emerged ff8m the 7

AACFS International Conferee held in Madison, Wisconsin, froml®"Oc t o b e rAn analysid of i

metabolic features using MRSI (magnetic resonance spectroscopy imaging) showed elevated lactate levels,

which suggests mitochondrial metabolic dysfunction similar to mitochondrial erephalomyopathyo.

Given this evidence, how can forced aerobic exercise be beneficial to such patients? Will the MRC trial
participants be screened for such abnormalities before taking part in the aerobic exercise regimes that are the basis
of the trial?

There is also evidence that many people with ME / CFS may have a serious heart problem. In April 2003, Arnold
Peckerman MD from New Jersey reported findings to the annual meeting of the American Physiological Society
that demonstrated via a sophisticatiest that after exercise, the heart of those with ME / CFS pumped less blood
than it did at rest. Peckerman is on record as sayi
syndrome is a progr essi verMDifremeEmserneUniversityagraks tlhat tlregei st J o
patients have serious heart problems.

What are the risks of forcing such patients to unde
fitnesso? The ME communi t phnWP Who had REbatiwho washadviseddos e o f |
exercise back to fithess; he dutifully tried to do so but collapsed and died coming out of the House of Commons

gym. d

Clarification about CRITICAL CONSIBRATIONSby Margaret Williams, % November 2004

A New and Simple Definition of Myalgic Encephalomyelitis and a New Simple Definition of Chronic
Fatigue Syndrome & A Brief History of Myalgic Encephalonyelitis & An Irreverent History of Chronic
Fatigue Syndromeby Dr Byron Hyde

6Do not for one minute believe that CFS is simply al
Though CFS is based upon a typical M.E. epidemic, in my opihlmasialways been a confused and distorted

view of reality. The invention of Chronic Fatigue Syndrome has to be one of the most curious cases of inventive
American scientific imperialism that one could imagine. It is my opinion that the CDC 1988 defirfii@éis

describes a neaxisting chimera based upon inexperienced individuals who lack any historical knowledge of this

di sease process. The CDC definition is not a diseas:

The Complexities ¢ Diagnosisby Byron Hyde MD

The physician and patient alike should remember that CR& ésdisease. It is a chronic fatigue state as
described in four definitions starting with that published by Dr. Gary Holmes of the CDC and others in 1988
(Holmes,Kaplan, Gantz, et al., 1988; Holmes, Kaplan, Schonberger, et .al., 1988). The definition created by
Lloyd, Hickie, Boughton, Spencer, and Wakefield (1990) is also widely used in Australia. There are two
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subsequent definitions. The Oxford definition of 19Sharpe et al., 1991) and the 1994 NIH/CDC definitions
(Fukuda et al., 1994) are basically, with a few modifications, copies of the first definition. Where the one essential
characteristic of ME is acquired CNS dysfunction, that of CFS is primarily ehfatigue. By assumption, this

CFS fatigue can be acquired abruptly or gradually. Secondary symptoms and signs were then added to this
primary fatigue anomaly. None of these secondary symptoms is individually essential for the definition and few
are scierifically testable. Despite the list of signs and symptoms and test exclusions in these definitions, patients
who conform to any of these four CFS definitions may still have an undiagnosed major iliness, certain of which
are potentially treatable.

New Labour, the market state, and the end of welfarby Jonathan Rutherford: Jonathan Rutherford looks
at the connections between government and the insurance business in their joinbject to reduce eligibility
for sickness benefits.

6Unum's 1995 ' Chronic Fatigue Syndrome Management P|
we do not move quickly to address this increasing problem’.

It was actually Provident that wasickest off the mark, introducing an aggressive system of ‘claims management'
that would become the industry norm. It could not influence interest rates, but it could reduce the number of
successful claims it paid out. Its Independent Medical Examin@dbE.) was skewed in favour of the company
through the work undertaken by its claims adjusters ahduse doctors. lllnesses were characterised as 'self
reported’ and so thrown into question. Only 'objective’ test results were accepted. Some dizadiliogs were
labelled as 'psychological’, which made them ineligible for insurance cover beyond 24 months. Doctors were
pressured to use the 'subjective nature' of '‘mental’ and 'nervous' claims to the company's advantage. Specific
illnesses were targeten order to discredit the legitimacy of claims. The industry drew on the work of two of the
Woodstock conference participants, Professor Simon Wessely of King's College and Professor Michael Sharpe of
Edinburgh University, in an attempt to reclassify fM.as a psychiatric disorder. Success would allow payouts to
be restricted to the 24 month limit for psychological claims and save millions of dollars. By 1997 Provident had
restructured its organisation to focus on disability income insurance as itbusaiass. It acquired Paul Revere,

and then in 1999 merged with Unum under the name UnumProvident.

Meanwhile, in the US UnumProvident's business activities had been coming under increasing scrutiny. In 2003,
the Insurance Commissioner of the State dif@aia announced that the three big insurance companies had been
conducting their business fraudulently. As a matter of ordinary practice and custom they had compelled claimants
to either accept less than the amount due under the terms of the polieigaroto litigation. The following year

a multistate review identified four areas of concern: an excessive relianc@ausia professionals; unfair

construction of doctor's or IME reports; a failure to properly evaluate the totality of the claimestitslim

condition; and an inappropriate burden on the claimant to justify eligibility for benefit. UnumProvident was forced
to reopen hundreds of thousands of rejected insurance claims. Commissioner John Garamendi described
UnumProvident as 'an outlaw conmpg ' : "lI't is a company that for years

Ailn November 2001 a conference assembled at Woodst o
Deceptiondé. Amongst the 39 ac a dlamntargUndenkcrataxypfeState s wa
for Work, and Mansel Aylward, his Chief Medical Officer at the Department of Work and Pensions (DWP). What
linked many of the participants together, including Aylward, was their association with the giant US income
proecti on company UnumProvidentoo.

ANew Labour was |l ooking to transform the welfare sy
Aln 1994 Peter Lilley, (Conservative) Secretary of
6claims management 6. Lde@GasoifoUwasm. séleonodi nedet pheed
Another key figure in the group was Mansel Aylwaiithey devised a stringent All Work Teskpproved

doctors were trained in Unumds approach to cl aims m
A(Unum) Provi deangtg rienstsriovdeu cseyds taenrm of O6cl ai ms managemen
AiSpecific illnesses were targeted in order to discr.
Ailn the UK, two Woodstock participants, Professor S
working on reclassifying ME/CFS as a psychiatric disorder.A change in classification would save the
industry millions of doll arso.

www.hfme.org 72


http://www.lwbooks.co.uk/journals/articles/rutherford07.html

A CBT and GET database

A(ln) 1999 New Labour i ntMaosedldhyward devidecda néveRerscnal @apaRikityf o r m
Assessment (PCA). The task of administgtine PCA was contracted out to SchlumbergerSema which was then

taken over (along with its DWP assets) by the US corporation Atos Otiginomputerised evaluation of claims
resulted in significant numbers of rejected clai mso

Al n July 2 0dent) odenkd its B1P6rmdlien UnumProvident Centre for Psychosocial and Disability
Research at Cardiff Universityfhe company appointed Mansel Ayward as Director following his retirement

from the DWP. Professor Peter Halligan, who had forged the pdrimevéh UnumProvident, was ambitious:
OWithin the next five year s, t haientatonikcumentimedicl opef ul |
practise in the UKG6 0.

AiThe two men were joined by Gor don O5MedcahteelploduceaThe t her
Scientific and Conceptual Basis of Incapacity Benefits (TSO, 2005) written by Waddell and Aylward and

published by the DWPThe methodology used by Waddell and Aylward is the same one that informs the work of
UnumProvidento.

filn a memorandum submitted to the House of Commons Select Committee on Work and Pensions,
UnumProvident def i ne Ouréxtended experiencechds stwofvn us/that tkeicorrget 6
model to apply when helping people return to work is a bigpsycho® c i a | oned 0.

AWaddell and Ayl war d Dmseahse|sthe anly ebjectivee, medically djagnosable .
pathology. Sickness is a temporary phenomendimess is a behaviouo .

A(l ncapacity benefit) trendataee adhsoaciaaheallthupalbb

AiThe solution is not to cure the sick, but a O6fundal
sickness and disabilitiesd (page 123)0

AiThe goal and outcome of treatment is worko.

fi N-onewhoisillshoudhavea t r ai ght f orward right to I ncapacity B¢
A(ln the US in 2004) Commi ssioner John Gar Himandi de.
company that for years has operated in an illegal f

AThe (UK) 2006 Weslatamet e anBe geoceniremploymdnt ragee o achieve this, the

numbers on Incapacity Benefit will have to be reduced by one millln@008, Incapacity Benefit will be
replaced by an Employment and Suppoteihwokfodusewance. 06C
interviews or to engage in work related activity wi/

What is ME? What is CFS? Information for Clinicians & Lawyers Eileen Marshall, Margaret Williams &
Professor Malcolm Hooper, 2001

6Despite all this verifiable and authenticated inte
medical and lay, is beset by confusion and misinformalfibere are still doctors who dismiss the condition as
non-existent and too many sick children are still being forcibly removed from their parents and placed in

institutional care where they are forced to undergo inappropriate exercise regimes under the care of

psychiatrists.

Refusal by some doctors to aptahat is known about ME /ICIZFS may raise the question of whether or not
such doctors are in breach of their contract of employment if that contract requires them to keep abreast of
advancing medical knowledge. Guidance issued by the General MedicalilG&MC) requires that doctors
"must observe and keep up to date with the laws and statutory codes of practice which affect yo(tG&jrk."
The fact that so many doctors do not keep reasonakiy-date about ME / ICBCFS has enormous implications
for patients(106)

Wessely leads a group of UK doctors, mostly but not exclusively psychiatrists, who have colloquially become
known as the " Wessely School". Apart from those mentioned, there are other areas related to I¢ES3 I6D
which Wessely is knen to have special [vested] interests, none of which he usually declares. Wessely himself
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has published over 200 papers mostly on his own view of CFS but his beliefs are not supported by international
experts and there is stringent criticism of his pajpetise peereviewed medical literature (see below). The
whol e area of terminology has become a minefield f o

Coqgnitive behaviouraltherapy for ME/CES sufferers: How strong is the evidenceME Research UK, The
Gateway, Perth; and the Department of Medicine, University of Dundee

6The evidence for the routine use of CBT f oamsME/ CFS
made for this intervention. Conclusions about efficacy must be tentative given the paucity of trials; the relatively
small number of patients involved; the problems inherent in comparing CBT, which included a graded exercise
component in both trialsyith control interventions, such as relaxation or group support; and, importantly, the
potential effect of publication bias. @r Judith Prins and colleagues' report (1) leaves the clear impression that

there is a powerful case for the provision of CBR &pecific therapy for CFS. However, careful assessment of

A

published studies suggests that this impression is not evitteace e d . 0

PUPPETS, PUPPETEERS, POLITICIANS AND RACKETEERS by Gurli Bagnall

Butwher e does all this |l eave those who suf WeliveiME, GWS
an environmenftof secrecy; of a public being misled; of blatant leesd criminal behaviour covered up with the

approval of governmentsdVhere des the buck stop? Who are the people who are making fortunes out of

contrived diseases?

It is not hard to understand why Claire Wilson was chosen to interview Simon Wessely for the New Scientist
recentlyd it certainly cannot have been for her journaistbilities. At least 99.9% of us were brought up to
respect the medical professionhe letters after the namaere enough to ensure the figurative bowing and
scraping that was demanded matter how incompetent or how lacking some waseloctorand human

beings.

A medical careerafforded and affords sadists the opportunity to abtlssr powers and no matter how gross
their behaviour the support has rarely been for the victim the patient.How ever illogical and unintelligent
the dator; how ever flawed his diagnosis and treatmémetwas never questioneble did as he pleased and was
accountable to no onelf a doctor said it, then it must be so and his word was law.

Then along came Simon WesselWhere in history has a watern doctor engendered such public anger and
dislike as has hand by extension, his followersPhere has to be a reason yet journal@gire Wilson, who
interviewed Wessely on behalf of the New Scientidigl not challenge his contention that tiete mail he
CLAIMS to receive, goes with the territorguch public abhorrencdoes not go with the territory and never has.
It seems the editor of the New Scientigts his own place in the ranks of the puppet brigade.

The ME community in the UK wasarticularly hard hit when the Countess of Mar, long time champion of the

cause in the House of Lords, switched sides. The organizers of the recent conference in the US talked of exciting
progress with a diagnostic test just around the next coAlew ere encouraged to make a donation to the

planned research.

When it became apparent that CBT was includea in th
endorsement from Nancy Klimas, | put my papersawag. 0 many puppet ®a@st oo many pu

Inadequacy of the York (2005) Systematic Review of the CFS/ME Medical Evidence BaS®mment on

Section 3 of The diagnosis, treatment and management of chronic fatigue syndrome (CFS)/(ME)anddults
children Work to support the NICE Guidelines October 2005. Comment by Professor Malcolm Hooper & Horace
Reid, January 2006

60There is evidence that some UK CFS researchers ex
treatments. It isiseful to note the way some British CFS/ME clinicians tailor their comments to cater for different
audiences. When presenting their findings to a British audience, they claim "substaatiabst curative-

benefits. However in the American forum thensaindividuals will say that the benefits are only "modest", and

"not a panacea".
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Wessely in the UK!substantial improvements in measures of fatigue and physical functi$fing.

Wessely in the USA'modestly effective”; "neither approach is remotely curdtitieot the answer to CFS®

Sharpe in the UK'the overall teatment effect was substantial”; "a return to normal functioning (albeit often with
continuing fatigue) is possible in most cds&s

Sharpe in the USACBT is rot a panacea®

In America they face more robust peer review from heavyweight rivals, and are more circumspect in their claims.
A number of leading US research@re sceptical of their claimed results, in any dasg.Message: UK
research on CBT & GET may suffer from bias. NICE sh

The Mental Health Movement: Persecution of PatientsBy Professor Malcolm Hooper, 2003

Full title: A CONSIDERATION OF THE ROLE OF PROFESSOR SIMON WESSELY AND OTHER

MEMBERS OF THE AWESSELY SCHOOLO I N THE PERCEPTI ON Ol
(ME) IN THE UK

To the detriment of the sick, the deciding factor governing policies on medical research and on the
management and treatment of patients is increasingly determined not by medical need but by economic
considerations.

In the UK, patients with myalgic encephalgetitis (ME, also known as Chronic Fatigue Syndrome or CFS),
particularly children, have suffered gross and barbaric abuse and persistent denigration as a consequence of
the beliefs of certain psychiatrists who are attempting to control the national &getiis.complex and

severe neurimmunological disorder.

These psychiatrists are shown to be clearly in breach of the first tenet of medifisedo no harm- in

that by their words and deeds they have wreaked havoc in the lives of MERS[paents and their

families by their arrogant pursuit of a psychiatric construct of the disorder which ignores the abundant clinical
and scientific evidence (widely presented in the international medical and scientific literature) of the organic
nature of MEICD-CFS

To the serious disadvantage of patients, these psychiatrists have propagated untruths and falsehoods about the
disorder to the medical, legal, insurance and media communities, as well as to Government Ministers and to
Members of Parliament, resalg in the withdrawal and erosion of both social and financial support. As a
consequence, Government funding into the biomedical aspects of the disordeexsstemt

This coterie of psychiatrists has proven affiliations with corporate industry amasidisusly infiltrated all the

major institutions, directing funding for research into an exclusively psychiatric model of the disorder, focusing

on Amanagement strategiesod involving psychiatric t e
be at best of no lasting value and at worst to be harmful to patients with ME/RSD

Mobility problems in ME by Dr Elizabeth Dowsett

The slymptoms of this multi systediisease are characterised by post encephalitic damage to the brain
stem™® (which contains major nerve centres controlling bodily homeostais) and through which many
spinal nerve tracts connect with higher centres in the brain. Some individuals hawtjomadamage to
skeletal and heart muscle. SPECIFIC MOBILITY PROBLEMS INCLUDE THE FOLLOWING:

NEUROLOGICAL PROBLEMS.

a. Exhaustion, weakness and coll apse following ment
This arises from metabolic damayeéhereas in healthy controls or in other illnesses (such as depression)
there is anncreased metabolic response to exertion, in ME this is diminished, leading to sudden collapse
which requires several days or more for recovery. These complications (fgjlewén trivial exercise)
are not recognised in short medical examinations for social benefits and no allowance is made for the
delayed effects of exertion.

b. Recent research indicates that these patients havedsigigenergy requirements which further
diminish their resources.

c. Problems with balance are common in ME due to involvement of spinal nerve tracts in the damaged brain
stem.

MUSCULO-SKELETAL PROBLEMS
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a. Over 70% of ME patients suffer from significant bone and muscle pain (due to disorderey senso
perceptiori a further consequence of brain stem damage which seriously affects their mobility).

b. Other patients have (in addition) metabolic damage to muscle fibres resulting in abnormal early lactic
acidosis as demonstrated by sub anaerobic exeesise t

c. 30% of patients with abnormal exercise tests have evidence of persistent infection in the muscle and of
muscle infarcts (tender points on pressure affecting mainly limb and trunk muscles) and of jitter (due to
incoordinated muscle fibre action) dow leg raising for example, following damage to the
neuromuscular junction. A rapid decline in thigh muscle tone can be demonstrated between 2 and 24
hours after exercisé’

CARDIOVASCULAR PROBLEMS

Patients with ME suffer a variety of symptoms aridirgn autonomic nervous system dysfunctibh

including liability to a dangerous drop in blood pressure on standing for more than a few minutes, while some
20% have progressive and frequently undiagnosed degeneration of cardiacwhigdtleas led, in seeral

cases, to sudden death following exercise.

Politically -modified ResearchEileen Marshall and Margaret Wllliams, 26th June 2005

df only someone with sufficient influenagouldquestonrnh er e fiWessely School 06 psych
opinions from. If this were to happen, then the rampant metastatic spread of their unproven beliefs would

soon stop because their opinions are-nahd cannotbebased on bi omedi c alicy-evi dence
based evidenceodo is not required to be based on biom
Government . 0

Profits Before Patients?Eileen Marshall and Margaret Williams,"18pril 2005

The role of the Medical Research Council (MRC) is to fund projects on the basis of expertly written, peer

reviewed and approved proposals. Clearly, therefore, the role efepéemvers is of paramount importance as it is

they who influence Wat research the MRC will fund. In the case of MEACBS there are a limited number of
peerreviewers of psychiatric interventions of cognitive behavioural therapy and graded exercise apart from the
PACE trial proponents themselves, so the favourablememmdation of the carefully selected pemriewers

was not unexpected, nor was the decision to fund t h
compulsory aerobic exercise even though the deleterious effects of such exercise on those @RRAVRE/are

well documented in the medical literature.

Considering the rapidly increasing weight of available published data on organic pathology in ME8 (little

of which is published in the UK medical literature), the MRC will inevitably havesitsl forced eventually, as

the time will come when such evidence can no longer continue to be ignored, but currently this seems to remain a
forlorn hope. Surely this is a shaighted policy, because it is well recognised that those who are correctly
diagnosed and permitted to rest adequately in the initial stages are the ones who have hope of some recovery;
moreover, if relevant research were to be instituted, it would lead to patients being investigated competently and
treated correctly, thus offeringelprospect of ME/ICBECFS patients being able to return to an economically
productive life.

Question marks over evidential basis of claims for psychosocial therapittE Resarch UK, The Gateway,
Perth; and the Department of Medicine, University of Dundee

6Met hods alnkspéheesaiah artle in the British Medical Journal, we reviewed trials of the use of
psychosocial therapies in ME/CFS. The total number of dlaitaals is small, numbers are relatively low (6/8

trials have n<40 in the active groups), and 2 of the 5 cognitive behavioural therapy (CBT) trials do not show an
overall significant effect. No trial contains a "control" intervention adequate to detespecific "efficacy™: in

only 2 trials are the treatment arms compared with an "active", though not indistinguishable, intervention. A
number of norspecific effects could have accounted for the positive results, and the fact that tbatdedp in

the active arm of one of the trials was 40% may point in this direction, as discussed in one of the reviews. Again,
the heterogeneity of the trials, the potential effect of publication or funding bias for which there is some evidence,
and professional doubgébout the evidence base for some behavioural therapies themselves give grounds for
caution.

Abbot NC, Newton DJ
Letter to the British Medical Journal 2002
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Sharpe and Wilks' review [1] contains an "evidehased summary” with the statement, "gradedoserand
cognitive behavioural therapies are effective in treating chronic fatigue syndrome". However, rigorous
examination of the literature indicates that this remark is not itself evidersesl, a serious criticism since
evidencebased summaries in tlBMJ carry weight and are widely quoted.

Again, the heterogeneity of the trials, the potential effect of publication or funding bias for which there is
some evidence [4], and professional doubts about the evidence base for some behavioural theraghies tfgms
give grounds for caution. Indeed, if a similar evidence base existed for, say, Shamanic méathdas no
professional proponentst would arouse little clinical interest.

Neither of the review groups has commended GET or CBT as patlifceffective for chronic fatigue
syndrome patients. Whiting et al. [ 2] state, inal l C
the methodol ogi cal i nadequacies of the studies. 0

Physiological responses to incremental exercise intgnts with chronic fatigue syndrome.lnbar O, Dlin R,
Rotstein A, Whipp BJ.

6As a group, the CFS patients demonstrated signific:
peak exercise, compared wi told irndibate either catdiacol pergphemlu p . 6 0
insufficiency embedded in the pathology of CFS pati
exercise testing may be used as objective discri min:

House of Lords DebateThursday, 22 January 2004

The Countess of Mar rose to ask Her Majesty's Government whether they subscribe to the World Health
Organisation internationalassification of diseases for myalgic encephalomyelitis (ME) under ICD 10.G93.3
neurol ogi cal di sorders. 6Since 1992, one of the ter]
syndrome. It is that term that is now used by internatimsgdarchers and which has given rise to the confusing

terms of ME/CFS and CFS/ME, a confusion that has served well the aims of a group of psychiatrists who assert
that, whatever term is used, ME/CFS is simply medically unexplained chronic fatigue ahdhbatd be

classified as a mental disorder over which they should exert control.

Since his arrival on the scene in 1987, Wessely has repeatedly and persistently played down, dismissed, trivialised
or ignored most of the significant international bialcal evidence of organic pathology found in ME because it

does not fit his psychiatric model of the disorder, for which he claims to have developed a more intensive form of
the psychiatric intervention known as cognitive behaviour therapy (CBT). Thastsomfsusing intensive, mind

altering techniques to convince patients that they do not suffer from a physical illness. It also includes forced
regimes of graded exercise to be supervised by a Wessely-s@tinetl psychotherapist aimed at getting pasient

back to fitness.

Wessely school psychiatrists are about to receive £11.1 million, including £2.6 million from the Medical Research
Council, in an attempt to strengthen the weak evidence that his regime actually works for those with ME. Among
his largelyundeclared, interests it should be noted that he is a member of the supervisory board of a company,
PRISMA, that is supplying such rehabilitation programmes as CBT to the NHS for those with ME, even though
such regimes have been widely shown, at their, bebe of limited and shetasting benefit and, more

importantly, at their worst, to be actively harmful to those with the disorder.

Chronic fatigue syndrome: assessment of increased oxidative stress and altered muscle excitability in
response to ikremental exerciseJammes Y, Steinberg JG, Mambrini O, Bregeon F, Delliaux S

6r'he response of CFS patients to incremental exercise associates a lengthened and accentuated oxidative stress
together with marked alterations of the muscle membrane exitjtabliese two objective signs of muscle
dysfunction are sufficient to explain muscle pain a

CONCERNS ABOUT A COMMERCIAL CONFLICT OF INTERES T UNDERLYING THE DWP
HANDBOOK ENTRY ON MYALGIC ENCEPHALOMYELITIS / CHRONIC FATIGUE SYNDROME

(THE GIBSON PARLIAMENTARY INQUIRY) Professor Malcolm Hooper, Eileen Marshall and Margaret
Williams, December 2005
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The information in this document is relevanthie Gibson Inquiry, specifically the continued ignoring by the
Department of Work and Pensions (DWP) and its commercial advisers of the compelling scientific evidence that
myalgic encephalomyelitis / chronic fatigue syndrome is not a primary psychiawidel. If eligibility for

certain benefits becomes contingent upon the intend:
regimes, in cases of authentic ME/CFS it is likely to result in serious relapse that maydreylifend may in

sone cases even result in death)

Research into ME 1988 1998 Too much PHILOSOPHY and too little BASIC SCIENCE!by Dr Elizabeth
Dowsett

WHAT IS RE SEARCH? It is simply an attempt to discover the truth. However, even in 1999, this search
may still concentrate on one of 2 alternate pathways:

a) The METAPHYSICAL (or philosophical) route which seeks to establish truth purely by reason and
argument.

b) The PHYSICAL (or scientific) path which sets out to determine facts by systematic investigation of
material events and by experiment.

The metaphysical approach bears much the same relationship to the scientific as ASTROLOGY (which
involves the influence of th&ars on human affairs) does to ASTROPHYSICS (which determines the
chemical and physical composition of astral bodies).

Although research funding for the study of ME is minimal in the UK, the major sources (totalling some £5
million in recent years) areon governmental agencies such as the Pharmaceutical and other industries. The
major beneficiaries are, without doubt, members of the psychiatric profession who have exhumed ancient
terms such as fAhysteriado and i nplamthateaients suffering ffoens s uc h
ME perpetuate their own illness. Previously reputable medical journals concur with this strange
philosophy(11.)

In the mid 19806s, the incidence of ME had increase
USA a major outbreak at Lake Tahoe (wrongly ascribed at first to a herpes virus) led to calls for a new name and
new definition for the disease, more descti@@tive of

symptom common to hundreds d$elases and to normal life, but not a distinguishing feature of myalgic
encephalomyelitis) was designed to facilitate research funded by the manufacturers of-hewpeastilrugs.

However, a fAfatigueodo definiti onhagpnoleddidastrauk fergeseamshiint s a
the current decade. Whether in its original form or in the 4 redefinitions which have followed, most research
workers, |l ed by the Americans are now callieng for a

compared with like in international ME research.

Unanswered Questions: do inconsistencies matter in medicinBy Margaret Williams, 10th September 2005

Following recent posts about thedntion of members of the Wessely School / ®Giealth company to persuade
Government agencies to implement a national programme of cognitive behavioural therapy and graded exercise
regimes for those with alleged NGESAMEOGYesAdE®E GO sor d
AProof Positive?06: 2nd September 2005 and AMore Pro
inconsistencies that seem to remain unaddressed byi€aith company lobbyists. They include (i) the

irrationality of draving conclusions across differing patient populations (for example, lumping together those with
primary psychiatric disorder and those with primary organic disorder and then claiming that this amalgamation
represents one si ngl)thedbduslity afvelyingon assudptiahs a5 the hesrfoyg (i i
compulsory management regime (for example, that ME/CFS patients obtain secondary gain); (iii) the divergent
assertions about the efficacy of cognitive behavioural therapy; (iv) the inherent darmé a p p Isigeifisg a
all o management policy to those with ACFS/ MEO and (°
claim ACFS/ MEO as a psychiatric disorder.

Alterations in muscles of CFS patients at morphological, biochemitand molecular level.Pizzigallo E, Di
Girolamo A, Montanari G, Dragani L, Vecchiet J, Calella G.

6 O wesults agree with those of other AA (Behan et al., 1991; Gow et al., 1994). The alterations are compatible
with a myopathy of probable mitochondraligin. This could explain the drop in the functional capability of the
muscle as a reduction in potency but, above all, as a reduction in resistance. In conclusion, even if CFS seems to

www.hfme.org 78


http://www.25megroup.org/Information/Medical/dowsett's/Research%20into%20ME.CFS%201988-98.htm
http://www.hfme.org/wmarshallandwilliams.htm

A CBT and GET database

be attributable to mitochondrial and/or muscular alterations, a daiméalige central nervous system cannot be
excluded. This could explain the neurophychological, behavioral, and neuroendocrinological alterations often
found in these patients.

The Model of theMyth? Eileen Marshall and Margaret Williams, 17th March 2006

Perhaps Professor Peter White (editor of "Biopsychosocial Medicine: An integrated approach to
understanding illness" [OUP 2005] who is currently principal investigator in the Medical Researdil C
PACE trials of this modeh- as well as other Wessely School membeese unaware that the model they so
fervently espouse is based not on a legitimate model by Engel after all, but simply on a myth? (For
information on White's book, see "Proajdtive?" on CeCure ACT: 2nd September 2005).

The ME community may like to know that McLaren presented a paper entitled "The biopsychosocial model
and scientific fraud" at the annual congress of RANZCP in May 2004, which is available from the author at
Northern Psychiatric Services, Darwin, Northern Territory, Australia.

The papers by Susanna Agardy referred to in the paper above, are available at the links below:

DOES GRADED EXERCISE THERAPY IMPROVE POST-EXERTIONAL MALAISE IN CES?

6People with CFS/ ME are being increasingly urged to
problem of posexertional malaise is acknowledged: 'the cardinal phenomenon of fatigue in GieBaisterised

by a marked and prolonged exacerbation of symptoms following minor physical activity'[1]. As CFS/ME people
with this problem know, this exacerbation is often delayed and brings into play many symptoms. This should be
enough to indicate thatehe is something extraordinary, rather than just exacerbated fatigue happening here. To
what extent can the results of these studies be generalised to people wéthkpest t i on a | mal ai se?90

Susanna Agardy's letter to Chris Clark

6You might also ask, in the interest of clear unamb
people in GET studies. You could ask why the Oxford Criteria are repeatedly are used for selectigects, su

when these criteria do not even include ‘pogrtional malaise’, that is, exercise intolerance, the distinguishing
feature of CFS/ME. The use of the Oxford Criteria and of the ambiguous CDC criteria in exercise studies invites
an unknown numberfdhe subjects to participate, who very likely have idiopathic fatigue or something else. The
results are then passed off as applying to ME/CFS people and widely imposed on us. The conclusions of these
flawed studies acquire the status of ssfifdent trubh by merely being repeated uncritically, ad infinitum. The

PACE study, using the same inappropriate criteria, seems to be expected to put the cream on the cake and to
confirm what is already held to be the truth. o

More on the Myth? by Eileen Marshall and Margaret Williams,*2#arch 2006

What can explain the delusion that prevents certain psychiatrists from engaging with reality? Despite the

significant evidence that destroys their misconoagtand shows their beliefs about ME/CFS to be wrong,

Wessely School psychiatrists persist in their belief that it is a behavioural disorder that they believe is
synonymous with fAneurastheniad and t heeclasgfiadias nue t el
a mental disorder. Evidentmsed reality seems entirely lost on this group of psychiatrists.

(Note: | f the fAbiopsychosociald approach worked and
wer e fAl ar g e lere wauld beeno Isntpimlseferers frorh ME/CFS because patients are desperate to
regain their health and independence. The GMC recently criticised and struck off a doctor for practising outside

his area of expertise. If psychiatrists attempt to claimdamb n over @ a wide range of
similar risk because it is not possible for them to be experts in such complex fields as vascular biology or gene
expression that are known to be disrupted in ME/CFS. Wessely himself stated a&shian®College lecture on

25" January 2006 that he did not understand immunology).

Exercise capacity and immune function in male and female patients with chronic fatigue syndrome (CFS).
Snell CR, Vanness JM, Strayer DR, Stevens SR.

0 A s i g n itifaiiate anairt effectwhs found for immune status (p < 0.01), with no gender effect or
interaction. Followup analyses identified VO2(peak) as contributing most to the difference. These results
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implicate abnormal immune activity in the pathology of exeraisolerance in CFS and are consistent with a

channelopathy involving oxidative stress and nitricoxide | at ed toxi ci ty. 0

Is Stress more than a modern buzz word®y Dr Elizabeth Dowsett

"The major disadvantage of this illness is not a medical one but relates to a social climate of opinion in the

media and medical press, which ascribes this serious neurological disabilitiyégosé y pe of fdAper sona
di sorder 6 rather than to underlying organic causes,
While this monstrous distortion of the facts blames the patient for deliberately causing and maintaining the

illness, it conveiently absolves the statutory caring agencies from caring."

60Response t o cogniwhereasanybegimeawhichecanmrencdutage paientg with depression to
discard or distract their damaging unrealistic morbid thoughts is helpful, patiemisi&iare usually capable of

greater insight and understanding about their illness. Unfortunately, ME sufferers are too often denied care in our
society, so it is essential that they should remain as well informed as possible about treatment options and not
6brainwasheddé into disbelieving their own symptoms.

Differences between ME & CFSby Dr Elizabeth Dowsett

"There are actually 30 weligue&tumEoatsedychbhats MBfi §cC
just as ridiculous as to say it is a O6subsetd of d
absurd psychiatric diagnosis, such as, O6personality

ME is a systemidisease (initiated by a virus infection) with multi system involvenobatracterised by

central nervous system dysfunctiorwhich causes a breakdown in bodily homoeostasis (The brain can no
longer receive, store or act upon information which enables ibmérat vital body functions, cognitive,
hormonal, cardiovascular, autonomic and sensory nerve communication, digestive, visual auditory balance,
appreciation of space, shape elichas an UNIQUE Neuroc-hormonal profile”

Consideration of Some Issues Relating to the Published Views of Psychiatrists of the "Wessely School" in
relation to their belief about the nature, cause and treatment of myalgic encephalomyelitis (ME)Q00

[Contains excéént information about Simon Wessely]

6l't should be noted that there is no evidence of mal
with ME. In contrast to claims made by the "Wessely School", other more rigorously controlled btk

found low rates of depression. Longitudinal studies using appropriate measures have shown that patients'
attributions to a physical cause do not affect outcome; moreover, research on patients with ME indicate that a

belief in a biological cause ot associated with poor mental health. There has been no study assessing the
effectiveness of graded exercise or cognitive behavioural therapy in ME or in stefitigd CFS. .

6As |l ong ago as 1988, young pe o pit"distraction therdde, thavreaste b e i |
well-known case is that of Ean Proctor from the Isle of Man, then a twelve year old boy who, against his parents'
wishes and with no prior warning, was forcibly taken from his parents. A policeman was standing iGoand a

Order had been obtained (which was supportedvriting-by Wessely). Before being referred to doctors in

London, Ean had been subjected to terrifying ordeals: his local doctors did not believe in ME so they devised
activities which were designed poove that the child's symptoms were simulated. One such "distraction therapy"
involved taking the petrified child on a ghost train in the expectation that he would cry out in fear on 3rd June

1988 Wessely had written a letter saying that Ean's inabildy s peak was " el ective mut

Psychiatrists of the "Wessely School" seem to think that the standard of evidence required is different in the
discipline of psychiatry: for example, they always quote extensive reference papers in supposed sugjport of th
published articles but with this particular group of psychiatrists, the impatrtiality of the references they cite needs

to be scrutinised, because these psychiatrists often name just the lead author and perhaps two or three others and
then write "et al' This is customary practice when listing medical references, but with this group, it conceals the

fact that they are often simply citing themselves and their own papers. It used to be the case that editors of medical
journals would permit no more than twothree selfeferences for an article. Seemingly, executive editors now

make no stipulation about the number of-seférences permitted, which automatically opens the door for bias

and bad science and for those who are unashamedly setf mot er s . o
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Which I nterventions are Helpful to Patients with o6C|

Those who seek to respond appropriately to the needs of patients presenting with a diagnGdisofo ni ¢ Fat i
Sy ndr o md dvhefhe® poicy makers at political level, service planners, or providers on the grehadid

be aware that evidence for the efficacy of behavioural interventions (graded exercise/activity and cognitive
behavioural theapy [CBT]) is contradictory and by no means conclugisee pages-23)

AiMuch of the current thinking about CFS and M. E. i s
exercise results in a huge delivery of free radicals, not because of disuenascle and deconditioning, but

because there is something organically wrong with muscle metabolism? What value exercise in these
circumstances? These are crucial questions, and it is important to remember that the current evidence [sic]

for decond%ioning is not based on scientific investigations of muscle but on suppositions about patients with
"fati*gue' . 0

fiBy far the most unhelpful form of treatment was considered to be Graded Exercise Therapy (GET)his

finding may surprise some readers, given the current medical popularity of this approach. However, these
patientsd perceptions are supported by data from pr
actually used Graded Exercise Therapy, a shocking 8géfteel that their condition was made worse by this
treatment. On the basis of our membersdéd experiences
patients with ME. It is worth noting that some patients weteseverely affected before trying &T. Thus, it is

not only people with severe ME who may be adversely

Exercise Capacity in Chronic Fatigue Syndroméascale De Becker, PhD; Johan Roeykens, PT; Masha
Reynders, PT; Neil McGregor, MD, PhD;

0 T h i sclearly shdws that patients with CFS are limited in their physical capacities. Based on the American
Medical Association Guidelines for Impairment Rafthgur 55.2% of patients vehhad a VGmax of less than
20 mL/kg per minute correspond to clasé 8n the disability scale, indicating moderate to severe impairtent.

6CFS can and do edgbiliaterst6t i n prolonged

Chronic fatigue syndromeNeil C Abbot (a,b) and Vance Spence (a) The Lancet 2006; 367:1574

The overwhelming focus of the Seminar is on one model ohitifatigue syndroméhe biopsychosocial model,

a construct which contrasts with the biomedical model which implies that a primary disease entity exists and that
biopsychosocial aspects are secondary (the two models discussed in the report to the MiéditaeOfficer in

2002 [3]. The biopsychosocial model is supported only by researchers with a professional interest in psychosocial
aspects of illness who have acquired the funding to test their hypotheses.

Assessment and Treatment of Patients with ME/CFS: Clinical Guidelines for Psychiatristsy Eleanor Stein
MD FRCP(C)*[see notes on this text below]

If ME/CFS were a psychiatric disorder, one would expect psychological symptoms to predioieutowever

this is not the case. Studies consistently show that symptom severity at onset and whether one meets full criteria
for CFS [ie. Myalgic Encephalomyelitis] predict prognosis in ME/CFS (Darbishiag 2005) but psychological
symptoms and cogfive beliefs do not (Dealet al 1998;Jonest al 2004a). (Darbishiret al, 2005;Whiteet al,

1998)

0Al t hough Cognitive Behavior Therapy (CBT) is widel:
clear whether cognitive behavior therapy épful for most patients. CBT to convince a patient that s/he does not
have a physical disorder is disrespectful and inapp

Despite the fact that worsening of symptoms after exercise is a compulsory criteria for diagnosis of ME/CFS,
graded exersie programs have often prescribed for such patients. Presumably these recommendations are made
on the assumption that exercise will be accompanied by improved aerobic capacity, increased anaerobic threshold
and improved exercise tolerance. However, ingpdsi with ME/CFS, neither exercise tolerance nor fitness has

been shown to improve with exercise programs.
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[*Note: This article is tentatively included as it contains some very good factual information on the lack of

evidence and uselessness of CBT a&d @nd the psychological approach in general in M.E. patients. However,
perhaps due to the authorés area of expertise, part .
for psychiatric intervention and involvement in M.E. treatment @dagnosis; ideas not supported by this website,

nor the existing literature and biomedical research on M.&ther words, much of the information on this paper
relates to O0CFS6 rather than M. E.

Redefinitions of ME - a 20th Century Phenomenorby Dr Elizabeth Dowsett

"To the very few physicians still practicing today who began seeing patients with this illness some 40 years ago
and who have continued tecord and publish their clinical findings throughout, the current enthusiasm for
renaming and reassigning this serious disability to
more of a marketing exercise than a rational basis famngigl international research. It was not always so
unnecessarily complicated!"

Repetitively negative changing T waves at 24 electrocardiographic monitors in patients with the chronic
fatigue syndrome- left ventricular dysfunction in a cohort. Lerna AM, Lawrie C, Dworkin HS. Chest 1993;
104(5): 141721.

6The patients with CFS all had abnor mal Hol ter read

inverted T waves alternating with normal T waves.

AN INTOLERABLE OBSCENITY by Gurli Bagnall, 21 March 2005

The job description for Trainee Clinical Fatigue Therapists in some of the new network of 12 Fatigue Clinics
across England, was the last straw. While the language used wagxptcied, to see it in black and white was

nevertheless a body blow to those whifesuMyalgic Encephalomyelitias defined by the WHO, for it is at them

that the proposed "services" are aimed.

The Prosand Cons of ME clinicsby Gurli Bagnall, 27 July 2006

‘What life saving strategies do the clinics have? How do the Clinics deal with heart failure or any organ

failure for that matter? How many will die of such failures, or cancers or desphiced sicides while

undergoing a course of Cognitive Behavioural Therapy and psychotropic drugs? In whom should we have

faith. "Seize this opportunity," Ms. Adcock urges. What opportunity? From my heggtabed and

motorized wheel chair, | don't see the néwicni cs presenting any opportunity

OPEN LETTER TO MS. AUDREY ADCOCK by Gurli Bagnall, 28 July 2006

Exciting New Direction? (Do they think we areuts?)by Gurli Bagnall, May 2008

| refer to the Fair Name Campaign Updakexciting New Direction, written by Rich Carson. | would like to
pass a couple of short commemghen this Fair name campaign first raised its head, the manner in which it
did so,left me thinking, "They're trying to tell grandma how to suck eggs!"

Here were a bunch of strangers telling people who have endured ME for geansdecadeswhat to do and
how to do it. Today, 21 May 2008hey are still pushing that same barrow a very similar barrow to the
one that Wessely and others (in the UK) have been pushing since the 1980s. We know the mkves; we
the tactics. We could give Rich lessons if he wantafter thinking for awhile, | managed to get off my bed
and ontahe motorized wheelchair without which, | go nowhee®en in the houseand | headed for my
computer.

This update, reminded me of James Jones (if | remember the name correctly) who is a colleague of Rich and
Cort. Readers might recall that Jones ¢aieed us with his version of the definitions of sickness, illness and
disease. He maintained that people can be sick and ill at the same time, but not diseased. On the other hand,
they can be diseased and ill, but not sick! Yet again they can...

Mr. Jones was clearly excited about this topic and went on at considerable length with many convoluted
explanations. The feeling | got was that he desperately WANTED to say something, but really he had nothing
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relevant to say! What a shame! How very sad! If hejhsidgiven it some thought, he would have realized
that there are none so diseased as those who suffer a terminal iliness; a point | raised at the time.

It was clear to me these people had an agenda which has nothing to do with fairness for the buféartefs
they ARE speaking about an actual disease, that disease is not MEmakes me so sure of that, is
something Rich said. Quote:

"First, and most importantly, the patient community has jumped on board. Your feedback has been positive
and enouraging.”

Say honey chil'! Haven't yo' been readin’ letters on the internet lately? Seems to me no one was jumpin' about
anywhere! There sure as heck weren't no GET goin' on in ma neck of the woods. Even ma wheelchair won't
do no wheelies no mo'.

Seriotsly, folks, | am sure Rich et al. don't really think we are a bunch of numbskulls to be manipulated and
treated with contempt. | feel sure their hearts are in the right places and probably have some disorder or other
in mind. But it is NOT ME and beforehtey go any further, they really need to get the basics right; sort out

their ilinesses, sicknesses and diseases and then start afresh towards wherever they thought they were heading
in the first place. Who knows....Alice might give them a guided toureofahbit hole!

Some time ago, erikmoldwarrior posted a quotation which | think is relevant at this time. | have copied it out
below and thank Erik for drawing it to our attention:

"A nation can survive its fools, and even the ambitious. But it canngteureason from within.
An enemy at the gate is less formidable, for he is known and he carries his banner openly.

But the traitor moves among those within the gate freely, his sly whispers rustling through all the alleys, heard
in the very halls of gvernment itself.

For the traitor appears [as] not [a] traitdre speaks in the accents familiar to his victims; and he wears their
face and their garments, and he appeals to the baseness that lies deep in the hears of all men.

He rots the soul of aation- he works secretly and unknown in the night to undermine the pillars of-a city
he infects the body politic so that it can no longer resist. A murderer is less to be feared. "

Cicero, Roman philosopher and statesman, 42 BC

To put it another waywith friends like these, who needs enemies? (Author unknown.)

WHEN WILL THEY EVER LEARN? by Gurli Bagnall

Those who favour CFS/ME or ME/CFSeem to be under the impression that Myalgic Encephaldiayel
sufferers will be delighted to accept this compromBat we have already lived with that particular compromise
for some years and we are still 'kindly' being ttiéht this choice describes

the disease the best.

For goodness sakerhis is a sgous matter.It is not a child's gameWe do not live with Alice in her
Wonderland.We live in the real world where the name of a disease influences impressionable members of the
medical profession to the point where their prejudices turn to outtigisea.

Having seen and experienced the disastrous effect CFS had and has upon our lives, we now hear that certain
experts in the States have taken up the good fight for a "fair naweeWwonder outsiders are often confused! The
cool, calm and kindly marer of the "experts" is at odds with the patients' very apparent anger.

CONSPIRACIES AND BETRAYAL: Is NICE really nice? Gurli Bagnall, November 2008

Remember the wording used in the recruitmenfidfrhaep i st s 0 CBT/Ga™antheCkFSEME elinics
around the UK, and know that the main (figurative) requirement was a stout pair-bbjatsk
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Conspi r ac yThéderagsaejegtion® and silences surrounding the results of genuinehréseeathe
physical causes and effeat$ ME, are not theoriesThey are fact and without doubt, conspiracies.

How can the Countess justify her actions?

BREAKING A SILENCE By Gurli Bagnall

The sibject of Dr. Rosamind Vallings?! recent award has been in the headlines lately and no doubt she has helped
many suffering from chronic fatigue or chronic fatigue syndrome as found in mental disorders.

Her own preference for the use of the terms GIR'encephalopathy’ suggests that this idvgalgic
encephalomyelitis, categorized by the
WHO as a neurological disease, is another matter entirely.

In the UK since the mid to late 1980s, the title of the condition went from ME to CFS to CF to CFS/ME and
ME/CFS. No wonder people are confusel. this instance, confusion serves those who create it and the
pharmaceutical industry well.

To say: 'l suffer ME- not CFS!'is difficult when relying upon the signature of an antagonistic doctor for the
very right to exist. But unless we doye will continue to suffer and die in this hell on earth that has quite
deliberately, been created for us.

The Deified Doctor Syndrome (DDShy Gurli Bagnall 2006

'Health is supposed to be the medical profession’s business. Reason tells us that whatever is called for, be it drugs,
acupuncture, herbs, supplements ¢be medical profession should be able to respond. Yet the statistics leave us

in no doubt that instead of curing ushey are either killing us off, making us seriously ill or not making any

difference at all.’

Muscle fibre characteristics and lactate responses to exercise in chronic fatigue syndroRiessell J M Lané,
Michael C Barret?, David Woodrow? Jill Moss? Robert Fletche? Leonard C Archartf

@Vuscle histometry in patients with chronic fatigue syndrome generally did not show the changes expected as
a result of inactivityHowever, patients with abnormal lactate responsegeccisénad a significantly lower
proportion of mitochondria rich tydemuscld i br es . 6

Editorial: Our Conflicted Medical Journals
The New York Times, July 22006

6Leading medical journals seem to be having a diffi
and medical device industries. If they cannot stop printing articles by scientists with close ties to these businesses,
they should at leagorce the authors to disclose their conflicts of interest publicly so that doctors and patients are
forewarned that the interpretations may be biased. 6

[Bias in medical journals is an issue particularly relevant to M.E.]

Myalgic Encephalomyelitis / Chronic Fatigue Syndrome and Fibromyalgia:additional considerations for
the MRC in relation to the PACE trials by Margaret Williams, @Januaw 2005

For convenience, information already praaddfor the MRC PACE trial investigators about the most recognised
differences between ME/CFS and FM is reproduced and summarised here:
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In respect of the MRC CFS trials, there are known and established differences between FM and ME/CFS and
many believe thathe FM community and the ME/CFS community have a right to know why patients suffering
from both disorders are to be amalgamated in the MR

Likewise, an explanation is required as to why GPs are suddenly toebeddfihancial incentives to identify and
refer people with FM to the new CFS centres specifically so that such patients can be entered into the MRC
studies of ACFSO.

UNUM Provident, Dr Mike Sharpe and Cognitive Behavioural Therapy: information which the MRC
might wish to considerEileen Marshall; Margaret Williams T2\pril 2003

6Both the worldwide ME/CFS community and t haDMRC RA(
Mi chael Sharpebs evidence in Dr Morrisd legal acti o
admitted that (quotd) t wo subsequent controlled trials found cog
overnons peci f i c mBExhiditgEBaPe nt o

Given that the MRC6s RAG draft document on future r
Watkins, whose title is MRC Programme Manager for Research on Mental lliness and Drug Addiction) states at
paragraph 166 that the diremtiof future management strategy in the UK should be CBT and graded exercise

regimes, and that further research should Aconcentr
the disordero (i e. on b o tehecdsdse memees sftthe BIRC/Regearch Advisoryo n
Group may now, in the 1ight o -4{condiderth8ihpeeferped managemem | i ci t
strategies for this complex neveadocrinemmunov ascul ar di sorder . 0

ME: WHY NO ACCOUNTABILITY? A synopsis for the UK Parliamentary Inquiry By Professor Malcolm
Hooper and Margaret Williams, 18th August 2005

6 ME i s -syatemmisdrdel of extraordinarily incapacitating dimensions from whichletemgcovery is

unlikely. It can be a devastating condition, with some patients being unable to speak or swallow and needing to be
tubefed for years; at least 25% of sufferers are severely affectepatyents are accused of malingering. On the

adviceof Wessely School psychiatrists, state benefits are refused or withdrawn, even in cases of ME where they
have been awarded for life. Many with ME commit suicide: in the UK, figures are said to run at one ME suicide

per month. This is not because patieméssychiatrically ill: it is because they are completely unable to look after
themselves and are too sick to survive without the |

Myalgic Encephalomyelitis (ME): a review with emphasis on key findings in biomedical researdly
Professor Hooper 2006

6Undoubtedly the perverse use of chronic fatigue syl
allying it to fatigue syndromes, saelayed research, the discovery of effective treatment(s), and care and support
for those suffering from this illness

I would propose that the use of CFS should now be a
assurances, the WHO definitigs now accepted and used in all official documentations. The excellent work on

the biological aspects of ME, already carried out by several leading research groups, now requires significant
funding. 6

FITTING THE PUZZLE TOGETHER by Gurli Bagnall 2009

"A new explanation was obviously called for, and without &twyr-leave, the typical successful career woman
from the middle classes was scrapped in favour of a poorly educated person from a lovesogimec
backgroundWe | | é . w hfyhe lab®ltCPES is pinned to those presented as disenfranchised and vulnerable,
who in authority,is going to argue?

CFS is not a diagnosgs it is an opinion. Those who promote it, create confusion with the clesation of
setting one group against anothefaving created the mayhem, they sit back, feet up on the desk, hands behind
the head, sucking on a fat corporate cigar while sm
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hysterical people?d

Their arrogance and their confidence in themselves to manipulate the system reagi@dtteeme years ago

where an attempt was made by stealthand deceit, al t er t he WHOG6s | nternationa
(ICD) which lists ME as a neurologiceondition. To the lay person, this might seem like a criminal act but no

one has ever been held accountable for this and other aétioasclear indication othe enormous wealth and

power of the puppeteers who are pulling the strings behind thesscen

Many of those who suffer Myalgic Encephalomyelitis (ME) are rightly adamant that whatever the above self
styl ed f etkipcenditionliarssna nglationship to the group of psychiatric disorders that fall under the
umbrella title of the pdiically contrived CFS."

IN ANGER by Gurli Bagnall 2009

"Similarly, the guidelines for the management of Myalgic Encephalomy¢MIs) as decided by NICEre

concerned with politics, not realityThat NICE has the support of the medical profession in gentel,

Judiciary, and certain members of parliament and the House of Lords, including Baroness Thornton, speaks for
itself.

One would have hoped the authorities at this level would takensige action; would lift the edges of the
carpet to see what is hidden underneath; would be concerned about the reasons for the contention.

Instead, and athe Baroness has ably demonstratettiere are many in authority who have no experience or
knowledge of ME; who do not have the intellectual acumen or who simply cannot be bothered to seek the
answers.Adding to the dangers for those who suffer the conditionjlaeeconflicts of interest amongst the law
makers.

The following comments madeytBaroness Thornton need special mention.
QUOTE:

Ailt goes so f
the aims of t

ar as to say that healthcare professi ol
he treatment programme. 0

COMMENT:
The Baroness is no doubt skilled inmgaareas, but expertise in the intricacies of entertaining does not offer
experience is THIS field. Her statement is so out of touch it would be laugifi#bleere not so tragic."

ME Exists: True or False?by Eileen Marshall and Margaret Williams,18th August 2006

It seems that the powerful vested interests groups who now control the Establishment will tolerate no
opposition, with the result that NHS doctors' freedom to practice medicimaéasingly proscribed.

With no hope of funding to establish a diagnostic test and with no will by the Royal Colleges or Government
to formulate or accept an accurate case definition, the situation relating to ME/CFS in the UK cannot improve.

So many abrmonalities have now been shown to occur regularly in cases of authentic ME/CFS that it is not
only bad science to attempt to dismiss, ignore or deny a reality that can be scientifically measured, but to
continue to do so must, as others have noted, bonddeccriminal.

CBT in ME/CFS - More Information by Eileen Marshall and Margaret Williams, 23rd August 2006

In our document "ME Exists: True or False?" we drew attention to recognised alitiesnmME/CFS, one
of which being the significant loss of grey matter in the brain with irreversible loss of grey cells, especially in
Brodmann's area 9, and mentioned that this may indicate major trauma to the brain.

If such trauma to the brain existsME/CFS, then the chance of cognitive behavioural therapy (CBT) being
effective in ME/CFS is probably zero and the MRC PACE trials may be a disaster for the psychiatric lobby.
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Circulating Blood Volume in Chronic Fatigue SyndromeDavid H. P. Streeten, MB, DPhil, FRCP, FACP
David S. Bell, MD, FAAP

@Of the 19 patients reported here, abnormalities in blood volume were very common. The most common, found in
16 of 19 patients, was achection in red blood cell mass. Eleven subjects had low plasma volumes, and total
circulating blood volume was subnormal in 12 of 19 subjects. In some individuals this abnormality was strikingly
severe. Patient #15, for example, had an RBC mass of 12kmihich is 46% of the expected normal, and a

total blood volume of 35.8 mL/Kg, which represents 49.7% of the expected normal value (21). In general, blood
pressure measurements were not predictive of the re

ARE MPs ASKING THE RIGHT QUESTIONS? By Campaigning for Research into Myalgic
Encephalomyelitis: RIME

In May you asked the Secretary of State for Health a question about the new NHS 'Cleaitk¢E which are

being developed in England. It would appear from that you are working from the assumption that people with ME
welcome the centres. We beg to differ. Please read the enclosed information from our last two newsletters. As you
will see, peo@ (including health professionals) from Kent, Hants, Birmingham, Shrops, London and Manchester
are either opposed to the centres or have serious concerns. We have received further complaints from other areas.

The pivotal issue in all of this is nomencla&uThe Govt has both cleverly and deliberately fudged a neuro
immunevascular disease (ME) with Chronic Fatigue and loosely defined CFS. | enclose information which
contrasts the Canadian Criteria, which our supporters recognise, to the Oxford andGitenidawhich they
don't. It would appear that some centres will be admitting using the Fukuda or a version of it.

People with ME deem these centres not only to be unhelpful, but to be working against their interests. Imprecise
admittance criteria wilproduce skewed results which (1) might be used as a further excuse by the Govt for not
researching the underlying physical causes of ME (the Govt, shamefully, has not invested a single penny in this
area) (2) lead to a situation where peolpe with ME'sfiterage linked to them attending the 'mental rehab

centres'.

To the news that the funding for the centres might run out; well, many with ME are saying 'hooray!".

Therebdbs no smoke without fire! Someby®OoElizdhetmRowseto n t he

OME commonly follows a virus infection, which, at f|
distinguishable from other forms of post viral debility (including that associated with influenza) because of its
prolonged cotse and tendency to relapse, making it inadvisable for sufferers to return to school, college or work
without adequate convalescence. In a society which rates speed, sport and entertainment so highly, slowing down
to rest will be unpopular and most yourgpple will need some persuasion. The commonest causes of such a

reverse in ME appear to be mental and physicate x er t i on. 6

Submission To The Parliamentary Inquiry Into Progress In The Scientific Research Of M.E. By The 25%
ME Group (Word format)

ilt seems we are constantly having to fight on diff
comestothemédc al profession or the benefits agencyo writ
of the 25% Group.

The truth is that those with ME can be so ill and not get better; they can be so ill, not just for a few weeks, but for
years on end, for decasl even, without remit, without any relief, while psychiatric research accrues every single
penny of Government funding for itself in a fruitless attempt to research and implement an inappropriate, harmful
behavioural and exercise regime:

Giving GET and BT to people with ME is like trying to prescribe treatment without first investigating the disease
T madness! We need proper biomedical research to find out the cause(s) of this illness and to investigate fully
what it does to the body. GET and CBT hawenlfeund to be at best unhelpful to those with ME at worse,

harmful.
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Sufferers are far too ill to protest, and too ill to ever undergo the so called behavioural remedies being developed
in their name, but will never successfully treat anyone with realdd®Bne sufferer explains:

il have been il in different phases for 15 years.
within very narrow limits. It is simply not the case that you can exercise your way out of this illness. Ithiaivere
simple most people with ME who were previously very

For more see:
http://www.25megroup.org/Camiggming/Gibson%20Parliamentry%20Ingquiry/Gibson%20Inquiry.htm

ME/CES Politics in a Nutshell (UK) by Kevin Short

0Ever mindful of budget s, I n t he UhépsydBalogigng viewe nt Mi n |
of the Wessely School, Insurance Industryandthe &R d ar e pursuing thei-r 6Path
which is set to gain momentum from 2005. A situation where sufferers of a physicalmewrnological

disease (M.E.) will b routinely referred to psychiatrists as mental health paiiearid subject to harmful

6t r e & tporepain df benefits withdrawilis being set up. This is NOT exaggeration.

In spite of all the biomedical evidence to the contrary, these vedtest psychologisers continuously maintain
theiranttis ci ence mantra: that &M. E. i-solperpeh aai-@aledd y Th e
lobby machine relentlessly bombards parliament and the media with disinformatidrthey flood mgical and

trade journals with extremel y Inéviehly, ajl ofshis adveyselypasfectsthei at r |
views of timepressed GPs who are simply too busy to read all thenlgiod i ¢ a | research papers

ME/CFS PostExertional Malaise and Exerciseby Marjorie van de Sande B.Ed, Grad. Dip. Ed.

Even though pst-exertional malaise is a hallmark feature of ME/CFS, exercise programs are often prescribed
with little thought to the effect they may have on patiefsssmuch care must be taken in prescribing appropriate
exercise for ME/CFS patients as in prescrilphgrmaceuticals.(5)

Response to Exercise Healthy People ME/CFS Patients
Sense of welbeing Invigorating, anti Malaise, fatigue,
depressant effect worsening of symptoms

Resting heart rate Normal Elevated

Heart rate at maximum |Elevated Reducedheart rate

workload

Maximum oxygen uptak|Elevated Approximately %2 of
sedentary controls

Age-predicted target  |[Can achieve it Can NOT achieve it

heart rate

Heart functioning Increased Suboptimal

Cerebral blood flow Increased Decreased

Body temperature Increagd Decreased

Respiration Increased Decreased

Cognitive processing |Normal, more alert Impaired

Oxygen delivery to the [Increased Reduced

muscles

Gait Kinematics Normal Abnormalities

Recovery period Short Days or weeks*

[* Note that recovery may be inomplete in some patients even after 'days or weeks' as this chart states;
symptom exacerbation or disease progression may in fact persist for many months or years following
exertion, or may be irreversible. The symptoms induced by exercise also beardittleat i on t o mer e 0
or oOfdanfiguttunately this information unscielntificall.y
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Chronic Fatigue Syndrome May Be An Infectious Caribmyopathy Of Single Or Multiple Viral Etiology by
Maryann Spurgin, Ph.D.

The most acutely perceptive and pioneering work on CFS these days is happening in a quiet corner of the country,
out of the CFS limelight. The work is being conducted by A. Masimer, M.D., an infectioudisease specialist

at Wayne State University, along with his colleagues in cardiology. The basic thesis of thdvouelented

research is that CFS is an infectious cardiomyopathy of single or multiple viral etiobbggrdomyopathy that

in many cases is progressive and degenerative. According to the theory, CFS results when an initial infection with
a virus, or a reactivation of a latent vird$or example, EBV or CM\/- attacks cardiac tissue, producing

exercise intolance, the hallmark of CFS. The human cardiac myofiber becomes the site of persistent viral
infection. The infection flares up when the infected person physically exerts him or herself.

In a normal subject, an ejection fraction will rise during exercibeyhote that a stationary or falling ejection
fraction is abnormal. Their work cites studies showing that declining ejection fractions are not seen in normal
persons leading a sedentary life. Deconditioning and a sedentary lifestyle in normal subjesttsauses of
decreasing or falling left ventricular ejection fractions.

80% of an AfME survey said the clinics were a good thingy Stephen Ralph

In sticking up for Professor Pinching and the "CFS/ME" "Fatigue" Clinics the correspondent cites a recent survey
where 80% of attendees state that they were satisfied with the service provided to them.

And in the next breath the correspondgates.... this survey was published in (no less than) InterAdthen
publication of Action for ME who as we know are bawnked by the Department of Health who have given them
hundreds of thousands of pounds in grants to set up these clinics baised\tViIE/Westcare model with the

sole aim of dishing out mental health treatments and graded exercise and nothing more.

So my comment would be... well they would wouldn't they! Of course they do not mention that they themselves or
indeed Action for ME dmot represent the whole ME community by far and they do not say if those attending

these clinics accurately represent in any way shape or form those people who have the specific signs and
symptoms of ICD18593.3 Myalgic Encephalomyelitis.

The fact is thathis 80% figure of individuals do not present to these "Fatigue" Clinics with the specific signs and
symptoms of G93.3 Myalgic Encephalomyelitis.

The Australasian Report on CEScompiled critiques by Margaret Williams, 2001

Compiled by Margaret Williams on 2 December 2001 from various critiques posted©ur€o

In 1996 Dr Michael Wooldridge, Minister for Health and Family Services, approved an application tafééalic
provide funding of $130,000 to the Royal Australasian College of Physicians (RACP) to produce Guidelines on
the most clinically relevant and cost effective methods of diagnosing and treating CFS.

The first draft report was released in December ERirwas heavily criticised. The second draft was released in
June 2001 (this four year delay achieved nothing).
(psychiatric) management of symptoms, not on discovering their cause. They igreuestaatial evidence of

organic disease.

6The failure to mention any of the evidence of phys]
disappointing in a document sponsored by an authoritative body who would presumably wish to present an
accuratand unbiased view of current medical knowl edgeé.
findings by wunaffiliated groups of autonomic dysfun:
document...will ensure that mostpersonswi CFS i n Australia wild.|l continue
6The RACP seems to suggest that cognitive behaviour
claim is unfounded and | acks evi de nitsdamedBbEneflitisstihot a
guest i on a btérrm studynhas ebtablislyed that graded exercise programmes can significantly improve
aerobic capacity in CFSé. . It appe a+m®eertiand mdaisdihaealiRACP |
CFS ymptom. There is no evidence that patients with CFS demonstrate avoidance behaviour to physical activity
as claimedééthe second paragraph of -truthsiared strowdddbeé i on i s
entirely deleted. The UK experience of grd@ercise in CFS has shown that as a single intervention, graded
exercise was associated with the highest negative g
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