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Many of the patients given a diagnosis of Chronic Fatigue Syndrome (CFS) are 

very physically ill.  At first glance the idea that the name óCFSô is the cause of 

so much harm and misunderstanding seems so obvious as to not even merit 

further discussion. It seems so logical that one of the first things that patients 

given this diagnosis must do is campaign hard to have the name óCFSô changed 

to something far more serious sounding and more appropriate.   

 

But the problem is that it only appears that way if you donôt have all, or indeed 

ANY, of the facts. When you finally get your hands on even the most basic 

factually accurate information about óCFSô(and Myalgic Encephalomyelitis) 

that is NOT created by financial stakeholders or those who have been swayed or 

misinformed by these same vested interest groups, you quickly become aware 

of what a sham the idea of renaming óCFSô really is and how it will make things 

so much WORSE for all the different patient groups involved.  

 

Please read this information on the US so-called óFair Nameô campaign 

carefully.  

 

This proposed óCFSô to óME/CFSô name change is just another time-wasting 

diversion that these vested interest groups are hoping we will fall for, nothing 

more. It does nothing to deal with any of the real issues.  

 

Donôt let yourself be the unwitting tool of unethical insurance companies 

through ignorance! 

 

 

Background information; W hat is Myalgic Encephalomyelitis? What is 

óCFSô? 

Myalgic Encephalomyelitis (M.E.) is a debilitating neurological disease 

initiated by a virus; an enterovirus. M.E. occurs in both epidemic and sporadic 

forms, over 60 outbreaks of M.E. have been recorded worldwide since 1934. 

M.E. has several unique features but is also similar in a number of significant 
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ways to diseases such as multiple sclerosis, Lupus and poliomyelitis (polio). 

M.E. is a chronic/lifelong disease and in some cases M.E. is fatal.  

 

M.E. has existed for centuries and was referred to with various different names 

(eg. Atypical polio), until the name Myalgic Encephalomyelitis was coined in 

1956 in the UK. The term was invented jointly by Dr A Melvin Ramsay who 

coined this name in relation to the Royal Free Hospital epidemics that occurred 

in London in 1955 - 1957 and by Dr John Richardson who observed the same 

type of illness in his rural practice in the Newcastle-upon-Tyne 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 disease 

(Hyde 1998, [Online]) (Hyde 2006, [Online]). As M.E. expert Dr Byron Hyde 

MD writes:  

The reason why these physicians were so sure that 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 cases dying, 

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.E. In 1962 the distinguished neurologist Lord Brain included M.E. in the 

standard textbook of neurology. In recognition of the overwhelming amount of 

compelling scientific evidence available, M.E. was formally classified as an 

organic neurological (CNS) disease in the World Health Organisationôs 

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 Ramsay 

case description of M.E. was published in 1981 (Hooper et al. 2001, [Online]).  

 

The recorded medical history of M.E. as a debilitating organic neurological 

illness affecting children and adults is substantial; it spans over 70 years and 

has been published in prestigious peer-reviewed journals all over the world.  

 

A review of early M.E. outbreaks found that clinical symptoms were consistent 

in over sixty recorded epidemics spread all over the world. It has also been 

confirmed that the epidemic cases of M.E., and the sporadic cases of M.E. each 

represented the same illness ï and that modern day M.E. patients are also 

suffering with this same illness which was first documented in the 1930s. The 

damage to the brain indicted by the name óMyalgic Encephalomyelitisô also 

continues to be documented in modern cases of M.E.  
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In short, Myalgic Encephalomyelitis is a well-documented, severely disabling, 

scientifically measurable and verifiable, acute onset, potentially fatal, distinct 

organic neurological disease initiated by a virus and linked in several significant 

ways to polio (Hyde 2006, [Online]) (Dowsett 1999a, [Online]) (Hyde 1998, 

[Online]) (Dowsett n.d.a, [Online]) (Hooper 2003a, [Online]) (Dowsett 2001b, 

[Online]). 

 

óCFSô in contrast, is not a distinct disease.  

 

Despite the fact that the new name and definition of CFS were created in a 

response to an outbreak of what was unmistakably M.E., this new name and 

definition did not describe the known signs, symptoms, history and pathology 

of M.E. It described a disease process which did not, and could not exist. As 

M.E. expert Dr Byron Hyde MD explains: 

Do not for one minute believe that CFS is simply another name for Myalgic 

Encephalomyelitis. It is not. The CDC 1988 definition of CFS describes a 

non-existing 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 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 disease process of major importance. Any disease process that has 

major criteria, of excluding all other disease processes, 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 and the more problematic it becomes (2006, [Online]). 

 

The man-made financially motivated óCFSô definitions describe no distinct 

patient group and so a diagnosis of óCFSô is merely a wastebasket diagnosis; a 

misdiagnosis. What a diagnosis of óCFSô actually means is that the patient has a 

gradual onset fatigue syndrome which is usually due to a missed major disease. 

i.e. the patient has:  

a. Missed cardiac disease, b. Missed malignancy, c. Missed vascular disease, 

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. Missed genetic disease, j. Missed chronic infectious disease, k. 

Missed pharmacological or immunization induced disease, l. Missed social 

disease, m. Missed drug use disease or habituation, n. Missed dietary 

dysfunction diseases, o. Missed psychiatric disease. (Hyde 2006, [Online]) 

 

M.E. and óCFSô are not the same. The two entities could not be more different.  

 

http://www.ahummingbirdsguide.com/whatismeextraextended.htm
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M.E. is a well-defined distinct organic neurological disease which has exited for 

centuries. óCFSô is a fictional and financially motivated man-made disease 

category, a scientific fraud, which defines exactly nothing. The suggestion that 

the mixed term óME/CFSô become the new name for óCFSô makes no logical or 

scientific sense.  

 

That this suggestion is scientifically inaccurate, misleading and illogical is only 

the start of the problem however. 

 

 

So why is óME/CFSô being used more often? 

Generally speaking, it seems like using óME/CFSô is just about popularity, very 

often, unfortunately. That it is just about playing both or all sides and so 

keeping the maximum number of people superficially happy generally, and 

superficially happy with the individual advocate or group. These mixed terms 

are accepted by many propaganda creating and supporting óCFSô researchers 

and óadvocacyô groups, by some well-meaning but misinformed people 

misdiagnosed with óCFSô who donôt have M.E. as well as by some neurological 

M.E. patients. So supporting these vague mixed terms makes an advocate or 

advocate group popular with the largest possible number of patients and patient 

groups and funding bodies etc. But it is really hard to see what the POINT is, of 

being a popular and/or well-funded óadvocacyô group (or individual) if what 

you are doing is harming the patient groups you claim to represent by catering 

primarily for the financial and legal well-being of big business or government. 

 

None of the justifications made by individual advocates or advocacy groups for 

using the term óME/CFSô hold up.  

 

For example, the claim that we have to use this term because it is used in the 

2003 Canadian óME/CFSô definition is bogus. Specific parts of the paper are 

relevant to M.E. to some extent and worth supporting by M.E. patients, but it is 

at best a mix of M.E. and óCFSô and does not select a 100% M.E. patient group, 

or any other homogenous group. Yet again it selects a vague mix of unrelated 

patient groups. For each scientifically valid part of the paper there is also 

another scientifically questionable and psychologically biased part, and overall 

it also strongly suggests incorrectly that M.E. and óCFSô are the same which is 

the entire problem!  

 

(It should also be noted that in some ways this definition is even more 

dangerous than the óCFSô definitions, which were not M.E. definitions at all. 

This mixed óME/CFSô definition has unfortunately made many patients 

misdiagnosed with óCFSô who have post-viral fatigue syndromes or Lyme 
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disease etc. mistakenly think they have M.E., or think they have something 

called óME/CFSô which ï like óCFSô ï doesnôt actually exist.) 

 

¶ For more information see Problems with the use of 'ME/CFS' by M.E. 

advocates.  It should also be pointed out that the so-called óFair nameô 

campaign makes no claim about adopting the Canadian óME/CFSô criteria, 

and instead supports the use of the disastrous CDC óCFSô criteria.  

 

Then there are the equally unconvincing reasons given for using óME/CFSô by 

the US so-called óFair nameô campaign involving Rich 

Carson/ImmuneSupport/Prohealth, the IACFS, and others. The óFair nameô site 

says: 

In August, 2006, we launched a serious effort to bring more validity to CFS, 

to give it a name that more closely reflects the severity of the condition. 

Toward this end, eight of the most highly regarded CFS experts in the world 

came together and formed a Name Change Advisory Board. In January, 

2007, they discussed recommendations for this new name, finally deciding 

on ME/CFS. 1)  ME/CFS is medically and diagnostically correct, reflecting 

the science of this illness, giving it the credibility it deserves. 2)  Used as an 

umbrella term, ME/CFS will satisfy those who wish to use Myalgic 

Encephalopathy, and those who prefer Myalgic Encephalomyelitis. 3)  

ME/CFS maintains "CFS," avoiding problems with insurance or disability 

claims. 

 

Letôs look at these claims by one. 

1. ñME/CFS is medically and diagnostically correct, reflecting the science of 

this illness, giving it the credibility it deserves.ò 

This claim is just ridiculous. The term M.E. is medically and diagnostically 

correct, but it is clearly only correct when it is applied to people who actually 

have M.E. and fit this very distinct and unique description and definition of a 

well-defined scientifically measurable neurological disease. As Professor 

Malcolm Hooper explains: 

The term Myalgic Encephalomyelitis has been included by the World Health 

Organisation (WHO) in their International Classification of Diseases (ICD), 

since 1969. The current version ICD-10 lists M.E. under G.93.3 - 

neurological conditions. It cannot be emphasised too strongly that this 

recognition emerged from meticulous clinical observation and examination 

(2006, [Online]). 

 

The term Myalgic Encephalomyelitis is only correct and credible when applied 

to the right illness in just the same way that the term Multiple Sclerosis is 

ómedically and diagnostically correctô but only when it is used to refer to actual 
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MS patients. To say a term is ómedically correctô but then to apply it incorrectly 

to a completely different patient group or groups, is just the worst sort of 

slippery and dishonest political trickery.  

 

Patients with Lupus cannot simply decide that they would prefer to use the 

name óDiabetes.ô Patients with MS have no right to decide that they would 

prefer the term óParkinsonôs.ô Medical terms have specific meanings, and 

patient groups cannot pick new names for themselves in an unscientific and 

random fashion ï nor unethically try to take for themselves names which have 

already been taken for decades by well-defined patient groups. The vast 

majority of patients misdiagnosed with óCFSô ï an estimated 75% at least ï do 

not have M.E., and so have no right to use the term M.E. or any variation 

thereof any more than they do to use terms such as ócancerô or óDiabetes.ô There 

is also nothing to be gained for this heterogeneous patient group by the use of 

such inaccurate and inappropriate terms, and much to be lost. 

 

The term óCFSô is not correct to describe patients with the neurological disease 

M.E. or any other distinct patient group. As explained previously, there is no 

such distinct disease as óCFSô as described by any of the óCFSô definitions and 

so óCFSô can only ever be a misdiagnosis. It doesnôt exist. Whatever you want 

to call it, the bogus disease category of óCFSô is as far from being 

ómedically correctô as it is possible to be.  
 

The two terms describe completely different entities and cannot both be 

correct.  
 

The idea that every patient who qualifies for a óCFSô misdiagnosis should now 

be labelled as a M.E. or óME/CFSô patient is utterly devoid of any scientific 

legitimacy. It is also grossly unethical and illogical ï and harmful to EVERY 

patient group involved. Putting M.E. together with óCFSô doesnôt add to the 

credibility of óCFSô ï it just strips M.E. of credibility and scientific legitimacy ï 

which indeed seems to be the entire point of the exercise. 

 

 

2. ñUsed as an umbrella term, ME/CFS will satisfy those who wish to use 

Myalgic Encephalopathy, and those who prefer Myalgic Encephalomyelitis.ò 

The M.E. part of óME/CFSô cannot refer to two terms at once.  It shows medical 

disrespect to think an acronym can work that way. This is clearly a calculated 

attempt to be inclusive, and to make the largest possible number of groups 

happy ï including vested interest groups, clearly ï but it makes the acronym 

meaningless.  To have an acronym stand for two very different entities is sloppy 

and can only breed more confusion. The last thing any of us needs is yet 

another vague and ill-defined umbrella term that can be (and will be) 
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manipulated by vested interest groups for their benefit and to our 

detriment!  

 

Myalgic Encephalomyelitis is characterised by post encephalitic 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 bodily functions. This is 

always damaged in M.E. ï hence the name Myalgic Encephalomyelitis. The 

name and definition of the infectious neurological disorder Myalgic 

Encephalomyelitis has a 50 year history, and is backed up by an enormous 

amount of solid scientific evidence (including evidence obtained from the 

autopsies of M.E. fatalities). Myalgic Encephalomyelitis has been classified 

correctly as a neurological disorder in the World Health Organisations 

International Classification of Diseases since 1969. MEôitis existed as a discrete 

neurological entity many decades before óCFSô was even created. 

 

óMyalgic Encephalopathyô is a made-up term that was created only after the 

disastrous óCFSô definitions. The term MEôopathy was created in the UK, for 

reasons involving politics and vested interests rather than science. The claimed 

scientific justifications for the creation and use of this made-up name are bogus. 

MEôopathy is linked to no specific definition and no specific patient group. The 

term was not created through a careful examination of the evidence or because 

of any specific research findings. There is no scientific evidence behind 

MEôopathy whatsoever and (as is appropriate) this term has no WHO ICD 

classification. In practical terms, MEôopathy is merely another name for the 

bogus disease category of óCFS.ô It is a made-up term that could be taken to 

mean anything and so is just as meaningless and as harmful as óCFSô is. 

 

Do not be fooled by the merely superficial similarity of these terms ï Myalgic 

Encephalomyelitis is not at all the same thing as óMyalgic Encephalopathy.ô 

Patients with authentic M.E. do have the damage to the brain referred to in the 

name Myalgic Encephalomyelitis, however this damage is of course not found 

in patients suffering various types of chronic fatigue illnesses which are 

commonly misdiagnosed as óCFS.ô Legitimate M.E. experts, advocates and 

researchers do not support the name change from Myalgic Encephalomyelitis to 

óMyalgic Encephalopathy.ô Patient advocates Margaret Williams and Eileen 

Marshall write: 

Despite the relentless financial, psychosocial and political engineering that 

seems to underpin the current determination to remove the term "myalgic 

encephalomyelitis" (M.E.) from the medical lexicon (where, based on 

accurate published evidence of the nature of the disorder, it has resided for 

the last half century), the present proponents of its demise have failed to 

produce any evidence-base to support their clamour for its removal and its 

http://www.ahummingbirdsguide.com/wmarshallandwilliams.htm
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replacement by the less specific term "myalgic encephalopathy" (2004a, 

[Online]) 

 

The Committee for Justice and Recognition of Myalgic Encephalomyelitis 

explain: 

Myalgia means muscle pain. Encephalo - means brain, myelitis has two 

meanings, some say it refers to inflammation of the spinal chord, others to 

inflammation of the myelin, the covering of the brain. Both are physical 

descriptions. Opathy, on the other hand means pathology - which can mean 

'the science or origin, nature, and courses of diseases', but another meaning is 

'any abnormal state: social pathology' (Delbridge 1998). Hence 

encephalopathy can mean 'brain abnormal state' and this meaning would 

therefore endorse treatments such as CBT and GET - which do not work in 

those with neurological M.E. (which meets the Ramsay criteria). This change 

of name to 'opathy' can therefore be seen to endorse psychological therapies 

as treatment. Muscle pain brain myelin inflammation is not the same as 

muscle pain brain abnormal state.  

     The neurological damage which is evident in M.E. can be explained by 

myelin inflammation but it cannot be explained by 'brain abnormal state'. 

Evidence for brain damage has been found in the research of persons such as 

Casse et al. (2001), Poser (1992) and others, and there is often confusion 

with MS by persons in the medical profession ï where there is myelin 

damage ([2007, [Online]). (It should also be pointed out that of course the 

psychological approach also does not work in many of those patients 

misdiagnosed with óCFSô who do NOT have M.E.) 

 

If you have a look at who supports MEôitis and who supports MEôopathy it is 

very easy to see who really benefits from MEôopathy, and it isnôt the patients. 

MEôopathy is supported by all our worst abusers and by the most harmful 

propaganda producing and supporting patient groups. Support for this term is 

red flag that lets you know a group is not to be trusted. It really is that simple. 

(The same may be said for support of this bogus óFair nameô campaign. Neither 

this campaign nor the term MEôopathy are supported by any legitimate 

advocates.) 

 

The use of the meaningless term óMyalgic Encephalopathyô is a dishonest 

attempt to divest Myalgic Encephalomyelitis of the legitimacy and protection of 

its correct WHO classification. The term óMyalgic Encephalopathyô is a 

political creation with no scientific validity, just as óCFSô is. It is a trap, a trick. 

This loss of the correct WHO classification through a name change is 

something that patient groups MUST do everything in their power to stop these 

vested interest groups achieving if they wish to stop the already severe abuse 

http://www.ahummingbirdsguide.com/wtjcjrme.htm
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and mistreatment becoming even more entrenched and legitimised. As 

Professor Malcolm Hooper explains:  

There have been persistent and frequently covert attempts by these [vested 

interest] psychiatrists to subvert the international classification of this 

disorder, with destructive consequences for those affected. Correct 

classification does matter because it impacts on correct referral to an 

appropriate specialist, correct investigations, correct diagnosis, correct 

management and / or treatment, correct State benefit support [and] correct 

insurance policy payments (2003a, [Online]) (Hooper & Marshall 2005a, 

[Online]). 

 

¶ For more information on the name Myalgic Encephalomyelitis (and the 

political motivations behind terms such as MEôopathy) see: On the name 

MEitis. Note also that there is also no agreed definition for the terms 

óME/CFSô or óCFS/ME.ô Some groups claim that when the term óME/CFSô 

is used this refers to patients who fit the Canadian criteria for óME/CFSô but 

this is simply not true as a vast number of patients and patients groups etc. 

use the term óME/CFSô to refer simply to óCFSô or even to óchronic fatigueô 

or ófatigue.ô 

 

 

3. ñME/CFS maintains "CFS," avoiding problems with insurance or 

disability claims.ò 

This claim is outrageous.  It is the bogus disease category of óCFSô itself that 

was designed primarily to cause problems with insurance and disability claims, 

and it almost always succeeds!  

 

óCFSô makes getting disability almost impossible, as there are no tests 

whatsoever that can be used to prove the existence of óCFSô and because there 

is also so much óinformationô available about how easily and successfully 

óCFSô can be managed or even cured. The CDC (and all other) óCFSô 

definitions define óCFSô as a psychological illness ï which many health 

insurance policies explicitly exclude. (This is the reason for the psychological 

bias of óCFSôï to evade or greatly limit insurance payouts. It is successful in 

evading /limiting claims all over the world.) 

 

Several US M.E. advocates have explained that in the USA the disease name 

óCFSô does not positively affect how a person gets or keeps disability. óCFSô is 

not what is called óa listed impairmentô in the US Social Security System as 

illnesses like multiple sclerosis, Lupus and stroke, etc. are. There are no 

guidelines for assessment with óCFS.ô No one is judged ódisabledô for either 

Social Security or private insurance purposes óbecause they have CFS.ô Rather, 

http://www.ahummingbirdsguide.com/whooper.htm
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the decision is made based upon ófunctional impairment.ô  In other words, how 

do the symptoms that you experience affect your ability to perform and 

function? No matter WHAT we call the disease or condition, the symptoms and 

impairment of a particular individual DO NOT CHANGE because of a name 

change.  

 

The question of continuity of a claim could also easily be addressed if a patient 

formerly misdiagnosed with óCFSô were later properly re-diagnosed with M.E., 

or indeed cancer, or any other illness.  

 

This is a specious argument, which aims to instil fear in patients that they might 

lose their disability so had better go along with the retention of óCFSô in any 

new name. Itôs just dishonest scaremongering.  

 

 

This proposal just doesnôt make sense. The reasons given for supporting this 

name change by those pushing so hard for its acceptance seem to be just 

excuses, not reasons; this is of real concern. The supposed reasons given for it 

are illogical, misleading, and scientifically and historically incorrect. The 

whole campaign is misleading, dishonest and grossly unethical. This 

campaign clearly does not have concerns for patient welfare, ethics or 

scientific validity at its core. 

 

 

So who does benefit from the óME/CFSô name change? 

Whose interests does a óME/CFSô renaming primarily serve? That is the real 

question we should all be asking. The answer of course is, yet again, powerful 

financial vested interest groups such as the medical insurance industry, the 

vaccine industry, the government and others who are directly saving themselves 

millions or even billions of dollars through this obfuscation. The groups that 

benefit from óME/CFSô are the same groups that benefited from the creation of 

óCFS.ô 

 

It is hardly a coincidence that Professor Simon Wessely ï the most powerful 

and influential of the group of doctors who have made themselves the tools of 

insurance companies ï is the person credited with inventing the mixed term 

óCFS/ME.ô The mixing of M.E. and óCFSô into óCFS/MEô and/or óME/CFSô 

serves vested interest groups well. This is why so many of the very worst 

government reports (and so on) in the UK, Australia and the Netherlands which 

talk about patients as if they were mildly ill malingerers who could easily 

improve if not recover from their ófatigueô if only they could be convinced to 

try CBT or GET, and so on, (a) often use terms such as óCFS/MEô or óME/CFSô 

in the titles and throughout and (b) very often mix in some of the facts about 

http://www.ahummingbirdsguide.com/whatismeextraextended.htm
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M.E. (i.e. symptoms, history, severity/disability etc.) with bogus information 

about óCFSô while of course the entirety of the all important CONCLUSIONS 

given (i.e. aetiology, psychological status, improvement of symptoms, response 

to treatments and recovery rates) are drawn exclusively from non-M.E. patient 

groups, and from the most mildly affected physically and the most primarily 

psychologically ill members of these groups. 

 

óME/CFSô and óCFS/MEô lets these vested interest groups have it both ways. 

They get to continue happily with their unscientific and unethical óCFSô 

obfuscation agenda, and they get to do so with far less opposition from the 

patients theyôre harming, or even with the support of some of these patients and 

patient groups. 

 

This is why óME/CFSô articles and studies  are even more dangerous in many 

ways than pure ópsychological CFSô ones. The issue is not that óME/CFSô just 

isnôt a very good solution that will not do much good, as many have been 

arguing. There is so much more than that at stake here. Not only will óME/CFSô 

not help, it can and will make things so much worse for us all. It will bury the 

truth about M.E. even deeper by hiding it in plain sight  and make it harder 

than ever for anyone to separate M.E. out from the vague mess of óCFSô or for 

those misdiagnosed as óCFSô to be given a correct diagnosis and their basic 

right to appropriate treatment.  

 

The óME/CFSô concept:  

(a) is confusing 

(b) is illogical,  

(c) strongly reinforces the same misinformation which is the cause of our 

problem (i.e. that M.E. and óCFSô are the same and that óCFSô actually exists),  

(d) benefits the interests of the same vested interest groups which benefit from 

óCFSô in the exact same way,  

(e) reinforces the position of vested interest groups that óCFSô is a real disease 

and that their bogus óCFSô work/research is scientifically valid,  

(f) does nothing to counter the real problems which are the definitions of óCFSô 

and the involvement of vested interest groups in what should be a purely 

scientific discussion,  

(g) greatly reduces the credibility of M.E. by aligning it with the bogus disease 

category of óCFS,ô  

(h) lessens the impact of the legitimate facts about M.E.,  

(i) can work to cut M.E. off from its 70 year history, previous case studies, 

research and definition, and its correct WHO classification and so on, just as 

óCFSô does, 
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(j) harms M.E. patients and those misdiagnosed with óCFSô who donôt have 

M.E. in the same way óCFSô does, by denying them appropriate diagnosis and 

treatment, and  

(k) holds back the fight for justice and recognition of authentic neurological 

Myalgic Encephalomyelitis immeasurably.  

 

The mixing of M.E. and óCFSô was invented by these vested interest groups and 

it is a tool they use to good effect and as much as possible. Clearly, legitimate 

patient advocates using THE SAME TWISTED AND OBFUSCATING 

STRATEGY is not a good idea and is only going to further their interests 

instead of ours.  

 

 

This isnôt just about terminology, it is about definitions and the 

involvement of vested interest groups 

The terminology is often used interchangeably, incorrectly and confusingly. But 

the DEFINITIONS of M.E. and óCFSô are very different and distinct, and it is 

the definitions of each of these terms which are of primary importance. Most 

often when the term óME/CFSô is used, it refers to a bizarre mix of facts 

relating to both M.E. and óCFSô or instead purely facts relating to any of the 

various bogus óCFSô definitions. (The same applies to the terms óCFS/ME,ô 

óCFIDSô and óMyalgic Encephalopathyô etc.) 

 

The so-called óFair Nameô campaign avoids a clear discussion of definitions; a 

fact which should send your internal alarm bells ringing all by itself. (It is 

always just as important to listen carefully to what groups like this DONôT say, 

as to what they do say.) It clearly has the disastrous CDC definition of óCFSô at 

its core however in order to include all of the very varied patient groups the 

group claims to represent; everyone from patients with M.E. to patients with a 

vast array of unrelated psychological and non-psychological illnesses involving 

fatigue and ranging from very mild to very severe. The site also makes their 

support for the bogus CDC óCFSô definition very clear when they say their goal 

is óto create a more equitable, realistic name for what the CDC years ago termed 

CFS.ô Although the óFair Nameô group want to be seen as questioning the CDC 

in various ways, in fact itôs clear that they accept the CDCôs authority.   

 

The reason so many of us are ridiculed, neglected, abused, belittled, laughed at, 

disbelieved, sneered at, accused of exaggerating or malingering or laziness by 

medical staff and by friends and family members etc. IS NOT BECAUSE OF 

THE NAME óChronic Fatigue Syndromeô!  

 

If óCFSô had instead been given a neutral name, say óReevesô syndromeô or 

óHolmesô syndrome,ô our problems would still be exactly the same. Vested 
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interest groups ï helped in this task IMMEASURABLY by the creation of the 

bogus disease category of óCFSô ï would still be flooding the medical, political 

and media communities with lies and propaganda which could only have the 

end result of making us seem utterly pathetic and undeserving of any respect or 

sympathy and as if we didnôt have a leg to stand on scientifically speaking. 

What else could anyone think about patients which have an illness that is mild 

and short lived, but which some patients pretend is severe because they óenjoy 

the sick role.ô What else could you think about an illness that despite claims by 

patients of physical abnormalities and despite considerable resources being 

wasted on it, has failed to show any consistent testable abnormalities at all? An 

illness that canôt be tested for or proven on any tests at all and so must be taken 

completely on faith. An illness that really only affects people with pre-existing 

emotional or behavioural problems. An illness where it has been proven that 

patients can recover easily with behavioural management techniques but only if 

they actually want to recover; which most donôt. An illness that has been 

proven to be psychological or behavioural but where patients would prefer to 

actually stay ill rather than to admit that they are mentally.  

 

In hundreds of different ways, every media article and government press release 

about óCFSô is filled with statements which make it very clear that this patient 

group should be treated with contempt, has no scientific validity and does not 

deserve the same respect as other patient groups. That is the constant message. 

Patients are not merely wrongly categorized as psychologically ill, it is so much 

more than that. It is a type of persecution; patients are talked about (and lied 

about) as if they were malingerers and deviants, as if they were beneath 

contempt and not worthy of even basic respect or medical care, or even any 

level of kindness or compassion ï even from their own friends and family. 

Whatever óCFSô had been called, these problems would be EXACTLY THE 

SAME. The cause of our problems is not the mere name óCFSô as this 

campaign claims. The real issues are: 

¶ The many different DEFINITIONS of CFS, which each define exactly 

nothing, and allow any number of very different and unrelated patient groups 

to be unscientifically treated as if they were one and the same because of the 

flawed man-made CFS disease construct.  

¶ The involvement of financial and political vested interest groups in what 

should be an entirely scientific discussion.  

¶ That all of the existing science about M.E. is being purposefully ignored by 

those in positions of power ï both corporate and government ï  for their own 

convenience, and that the media is (with few exceptions) co-operating fully 

in this cover-up. 

¶ That there is no such disease/s as óCFSô and so every diagnosis of CFS is a 
misdiagnosis. 
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Mill ions of patients are being denied their basic rights to a correct diagnosis and 

treatment for their illness and their best chance to regain their health. These 

patients are also subject to appalling levels of abuse, neglect and mistreatment, 

even unto death in some cases, merely for financial gain. As Professor Malcolm 

Hooper explains: 

In the 1980s in the US (where most of the costs of health care are borne by 

insurance companies), the incidence of M.E. escalated rapidly, so a political 

decision was taken to rename M.E. as "chronic fatigue syndrome", the 

cardinal feature of which was to be chronic or on going "fatigue", a symptom 

so universal that any insurance claim based on "tiredness" could be 

expediently denied. The new case definition bore little relation to M.E.: 

objections were raised by experienced international clinicians and medical 

scientists, but all objections were ignored (2001, [Online]). 

  

Veteran US patient advocate Tom Hennessy explains that;  

I would really like to steer people away from Rich Carson's site. Their stupid 

"fair name" petition is just a big sell-out to the insurance industry. In the US, 

ómental illnessô is covered by a lifetime maximum of only TWO years total 

disability, and yet, óphysical illnessô is covered by policies that pay you up to 

55% of your former salary until you turn 65 and are eligible for social 

security. It will cost billions of dollars if they admit the truth. That is the 

reason for this fake ñfatigueò construct etc. 

 

The problem is not the name, and it is also NOT simply that óCFSô patients are 

being mistreated as or mistaken for psychiatric patients. Some of those patients 

misdiagnosed with óCFSô actually do have psychological or behavioural 

illnesses. There is no such distinct disease/s as óCFSô and óCFSô is merely a 

man-made entity created for the benefit of financial vested interest groups ï 

that is the real problem.  

 

The infectious disease known since 1956 as Myalgic Encephalomyelitis already 

has a historically and medically correct name and definition and WHO 

classification. We also have clear definitions and names for Fibromyalgia, post-

viral fatigue syndromes, PTSD, burnout, Lyme disease, Candida, Adrenal 

exhaustion, cancer, depression, athletes over-training syndrome and each of the 

other illnesses commonly misdiagnosed as óCFS.ô 

 

The only thing that makes any sense is for us to fight together to get rid of 

óCFSô in name and definition, and to have patients correctly diagnosed with and 

treated for with whichever illnesses they actually have, including M.E., in a 

scientific and ethical manner ï without any self-interested interference by 

financial vested interest groups.  


