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Many of the patients given a diagnosis of Chronic Fatigue Syndrome (CFS) aphysicallyill. At first glance

the idea that the name O6CFS6 is inappropriate, unfa
seems so obviousdo not even merit further discussidinseems so logicdlhat ane of the first thingthat

patients given this diagnosis mui is campaign hard to have the nan€ FcBangedo something far more

serious soundingnd more appropriate

But the protem is that it only appeatsh at way i f you dono6tefacsWhrenyad |, or i
finally get your hansloneven the most basfactualy accuratenformationabouté C F(&nd Myalgic
Encephalomyelitisjhat isNOT created by financial stakoldersor those who have been boughtmisinformed

by these sameested interest groupgou quickly become aware of what a sham the idearmamingg CF S6 r eall |
is and how it willmake things so much WORSE for all ttifferentpatientgroups involved

Please read this information on ti&so-calledé Fa i r N a medrefulyal nigopeopogedd ME / Gian®6
changds just anotherdiversion that these vested interest groups are hopinglirfall for, nothing moreD o n 6 t
let yourself bahe unwitting tool of unethicalinsurancecompanies through ignorance!

Background information;What i s Myal gic Encephal omyelitis? What
Myalgic Encephalomyelitis (M.E.) is a debilitating neurological diséaitiated by a virus; an enterovirugl.E.

occus in both epidemic and sporadic forms, ovepGtbreaksf M.E. have been recorded worldwide since 1934.
M.E. has several unique features but is also similar in a number of signifi@gsito diseases such as multiple
sclerosis, Lupus and poliomyelitis (). M.E. is a chronic/lifelong disease andsiome cases M.E. is fatal.

M.E. has existed for centuries and was referred to with various different names (eg. Atypical polit)euntil
name Myalgic Encephalomyelitis was coined in 186the UK The term was invented jointly [r A Melvin
Ramsayand byDr Jchn Richardsonlt was obvious to these physicians that they were dealing with the
consequences of an epidemic and endemic infectious neurological ddseBs®yron Hyde MDwrites:
The reasonvhy 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 faliracutely 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 created1959 Sir Donald Achesaonducted a major review of

M.E. In recognition of the overwhelming amount of compelling scientific evidence available, M.Eonvesdly
classifiedasaeur ol ogi cal (CNS) di sease in the World Healtt
Diseases in 1969 with the code G.93r31978 the Royal Society of Medicine held a symposon M.E.at

which M.E. was accepted as a distinct entity. The Ramsay case description of M.E. was published’e1981

recorded medical history of M.E. as a debilitating organic neurological illnessradfebildren and adults is

substantial; it spans over 70 years and has been published in prestigieevigserd journals all over the world

In short,Myalgic Encephalomyelitis is well-documentegdseverely disablingscientificallymeasurable and
verifiable, acute onsepotentially fatal distinctorganic neurological diseasgtiated by a virus antinked in
several significant ways to polio

0 CFSO6 i n c odstinet diseasdespites therfagttthat dhe 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. AB.MxpertDr Byron Hyde MDexplains:
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 rexisting chimern. The CDC definition is not a disease process. ltis (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 todemépiand endemic disease process of
major importance. Any disease process that has major criteria, of excluding all other disease processes, is simply
not a déease at all; it doesn't ex{@006, [Online]).
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Themarma de f i nanci al | y itiomodescribeanb @istinctdpadienSgéoupcaedfse andiagnosis of

0 C F Sraerely a wastebasket diagnoaisnisdiagnosisvh at a di agnosi s of OCFS6 ac

patient has a gradual onset fatigue syndrome which is usually due to a missediseage. 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, |. Missed social
disease, m. Missed drug use dggear habituation, n. Missed dietary dysfunction diseases, 0. Missed psychiatric
disease. (Hyde 2006, [Online])

M. E. and O6CFS6 are not the same.MH Isawetidefimeddistinci t i es ¢
organicneurologicaddisease with has exited for centuriet6. CFS6 i s a fictional -and fi
made disease categpgyscientific fraudwhich defines exactly nothinghe suggestion th#éihe mixed term

60 ME/ X060 me t he n e wnakesandogicalfooscientic Gehse 6

Sowy is OME/ CF&dbrediten? ng used

Generally speaking, 8 e e ms | i k e usgust abgut popliErtyweFy &tén, uinfortunately Thatit is just
about playing botlor all sides. These mixed terms are accepted by many propagaadiag andupporting
OCFSO6 researcher s aomdwdinedning mutansnformepaomeunisdiggnoseg with

60 CFSO6 wh o MdEoas\etl as byesemaeurological M.E. patients. So supporting these vague mixed
terms make an advocater advocate groupopular with the largest possible numbepafients and patient
groups andunding bodietc.But it is really hard to see what the POINT a$ peinga popular antbr well-
funded6 a d v o ¢ a df what ygurae dopg isnly harming he patiehgroups you claim to represent

None of the justifications made by individual advoc
For example,he claim that we have to ud@s term because of ttiganal i an o6 ME/ CF S6gusdRts i ni t i
of the paper are relevantto M.Esome extentbuti t i s at best aanddoesnabdelec E. an

100% M.E.patient groupor any other homogenous grodor eactscientifically validpart of the paper there is
also another sandifically questionable and psychologically biased part, and overall it also strongly suggests
incorrectly that Muwlchistheerdire préabler®!é6 ar e t he same

Then there are thequally unconvincingeasons giveh or  u s i n My tlleNMEsb6-CaI1SI6ed O Fair nar
campaignnvolving Rich Carson/ImmuneSupport/Prohealth, the IACFS, and offiee® F a i r site sayne 0
In August, 2006, we launched a seriotfert 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 afde Change Advisory Boarth January2007, they discussed recommendations for
this new nana, finally deciding on ME/CFS.

L et 6 s the danied raasons for this choice diyeone.

1. AME/CFS is medically and diagnostically correct, reflecting the sciené¢his illness, giving it the

credibility it deserves.

This claim isjustridiculous.As Professor Malcolm Hooperxplains:
The term Myalgic Encephalomyelitis has been included by the World Health Organisation (WHO) in their
International Classification of Diseases (ICD), since 1969. The current versiehQd@gts M.E. under G.93.3
neurological conditions. It cannot be emphasised too strongly that this recognition emerged from meticulous
clinical observation and examinati (2006, [Online]).

The term Myalgic Encephalomyelitis is only corraad crediblavhen applied to the right illness in just the same
way that the term Multiple Sclerosis is 6édmedically
acual MS patients. To say a termdnedically corredibut then to apply it incorrectlp a completely different

patient group or groupss justthe worst sort of slippery and dishonpstitical trickery.

Patients with Lupus cannot simply decide thatty woul d prefeabeéewbess® Pati eamame
have no right talecie that they would preféhet e r m & P a rakientigreupsicanmat dick few names for
themselves in an unscientific and random fashiaor unethically try to take fahemselves names which have

already been taken for decades by wielined patient group3he vast majority of patients misdiagnosed with

0 C Fisah estimated 75% at leasdo not haveM.E., and sdiave no right to use the term M.E. or any variation
theeofany more than they do t o u.STherdisatsomsthirgtoddngaiaed for6 c an c
this heterogeneougatient group by the use of suidaccurate and inapproprigerms, and much to be lost.

As explained previously, thereisn such di stinct di sease asbd 06dCefSion iatsi odn
and socan6 M3y ever be a miEdi hggosidiséasdoeanégoexi
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from being O6medically and ditaliemeswotemnadedchbe comopletelg ct 6 a
different entities and cannotboth be correct.

Putting M. E. together with ©¢CFiguststips ME.ofctedibditgahdt o t he
scientific legitimacyi whichindeedseems to be thentire point of the exercise.

2.fAiUsed as an umbrella term, ME/CFS will satisfy those who wish to use Myalgic Encephalopathy, and those
who prefer Myalgic Encephalomyelitié.

The M.E.parto f 6 M EcAnGdt r8fér to two terms at once. It shows medisaespect to thinkraacronym

can work that wayThisis clearly a calculatedttemptto be inclusivé butit makes the acronym meaningless

The last thing any of us needs is yet another vague and-defined umbrella termthat can be (and will be)
manipulated by vested interest groups for their benefit and to our detrimerit

Myalgic Encephalomyelitisis anacutely acquired iliness initiated by a virus infection which is characterised by
post encephiic damage to the brain steffhis is always damaged M.E. 7 hence the name Myalgic
EncephalomyelitisThe name and definition of the infectious neurological disorder Myalgic Encephalomyelitis
has a 50 year historgndis backed up bgn enormous amouof solid scientific evidence

Unlike Myalgic Encehalomyelitis6 My al gi ¢ E n cieapddeup teppndhiattay deated onlgfter the

di sastrous OTCHe 6t ebpathy Weicteated in the UK, fareasons involving politics and

vested interests rather than science. The claimed sagu#fifications for the creation and use of this mage

name are bogud# E 6 o p a inkedto no specific definition and no specifiatient groupThe term was not

created through a careful examination of the evidendecause of any specific resdafindings There is no
scientific evidence behind MEO6OpahdsspoWHO Dsoever and
classification | n pr act i ahgibs mearety anotber namiStirecbpgus disease categoryoo€CS-. 6 |t i s
a madeup term thatould be taken to mean anything and so is just as meaniagiéss harmfuh s 6 CFS6 i s .

Do not be fooled by thsuperficial similarity of these ternisMyalgic Encephalomyelitis is not atl the same
t hi ng a<£n&MyadladRatignts tith athedtic 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 il |l ness egtmadMiEceRpersande ¢ 0o mmo n
researchers do not support the name change from Myalgic Encephatisnyélilyalgic Encephalopath§The
Committee for Justice and Recognition of Myalgic Encephalomyebhpdain:
Myalgia means muscle pain. Encephafoeans 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
descrigions. Opathy,meangathology- 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 sedoeatments such as CBT and GEilhich do not workn
those with neurological M.EThis change of name togathy' can thereforendorse psychological therapies as
treatment. Muscle pain brain myelin inflammation is not the same as npasclbrain abarmal state. e
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), Posr (1992) and othersnd there is often confusion with MS by persons in the medical profeéssibere
there is myelin damage ([2007, [Online]).

I f you have a |l ook at who supports MEOGiItis afitd who
from MEG6opathy, and it isnét the patients. MEOGopath
harmful propaganda producing and supporting patient grétips.same may be said for support of this bogus

OFair named canmpmpbgaingn Nedrt htelre ttharsm cMEG6opat hy )are st

The use of the mearEincelpehsad otpertatesnfitMbydissdstdliyaldic s hone st
Encephalomyelitis of the legitimacy and protection of its correct WHO classiicatne of theew important
protectiongatientshavel he t er m 6 Myal gi ¢ Encephalopathyd is a po
j ust a sltigga@&pIhos lossof theorrectWHO classification through a name change is somethiyg th

patient groups MUST do evehyhg in their power totep if they wish to stop thalready severabuse and

mistreatment becomingven more entrenched and legitimised

3. AME/CFS maintains "CFS," avoiding problems with insurance or disability claings.
This claimis outrageous It is the bogus disease categoryo€ FiSdif that was designegrimarily to cause
problems with insurance and disability claims, aralritost alwaysucceeds!

O0CFS6 makes getting di s ab noltasts whatsdventhat tan beraged te mravebthee , a
exi stence of 6CFS6 and because there is also so muc
O0CFSO6 can be manfkedCbandalottepeirdSeédtir eidt i ons myeEHologicael 6 CF S
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illnessi which many health insurance policiesplicitly exclude.(This is the reason for the psychological bias of
6 C H $odevade or greatly limit insurance payoluitss successful in evadingjrhiting claims all over the world.)

IntheUSAt he di s e a sdoesnapositvelyalieEtBodv a persongetw keepsdd i sabi |ishoy. & CF ¢
whatiscdl eal i6st ed iimtped)5 Bocia Secubity Systaan illnesses like multiple sclerosis, Lupus

and stroke, etc. arbloone isjul g e d 6 dfdr siteebSodatl Securityr privatei nsur ance pur poses
t hey h aRatherf@ddEcisibnisnadebasd upon Of unc tThesymatbms andmparmenme nt . 6
of a particular individual DO NOT CHANGEecause of a nanehange The question of continuity of a claim
couldalsoeasi ly be addressed if a patient f ordmgnosedy mi sdi
with M.E, or indeed canceor any other iliness.

This is a speciouargument, which aims to insféar in patients that they might lose their disability so had better

go along with the retentlitciwmenphgasfi€¢ FS6 i n any new nam

Thiswholeproposaj ust d o e s n Bhe reasenk givensfae sugperting this name change by those
advccates 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 histally incorrect. The
whole campaign ismisleading,dishonestand grosslyunethical. This campaign clearly does not have
concerns forpatient welfare, ethics or scientific validity at its core.

Sowho d@s benefitfran t he O6ME/ CFS® name change

Whose interests doésM E / (pRnSadly serve? That is the real questiwe 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 govement etc. who arsaving themselvesillions of dollars through this obfuscati. The groups

that benefit from 6ME/ CFS6 are the same groups that

It is hardly a coincidence thRrofessor Simon Wessélythe most powetfl and influential of the group of

doctors who have made themselves the tools of insurance compéantbs person credited with inventing the

mi xed term MKS/NME.of The&. an dnddrCFENEAr@E \Bsedi@dreSt/ ME 6
groups vell. 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 t hei uoldbécoavincedtateZ8T ar GET, and oyon, (ahoften use @rms

such as O6CFS/ ME6 or OME/CFS6é in the titles and thro
M.E.(ie.sy mpt o ms , history, severity/disability etc.) wi
entirety of the all important CONCLUSIONS givere(aetiology, psychological status, improvement of

symptoms, response to treatrteeand recoveryates)are drawn exclusively from ne¥.E. patient groups, and

from the most mildly affected physically and the most primarily psychologically ill members of these groups.

OME/ CFS6 and 6 CbskdiMddarrolps hage it bathevays. They getcontinue happily with

their unscientific and unethical OCFSO6 obfuscation
patients theydre har mi ng, eserpatientsand patenttgioupdishsevhys uppor t

0 ME/ @aRiGesandstudiemr e even more danger @sycholignpaCm& oy owags f@Th
i ssue is not that OME/ CFS®é just isné6t a very good s
There is so much more than that at stake he . Not only wil | andWMiEnake fhigsson ot h el
much worse for us all. It will bury the truth about M.E. even debp hiding it in plain sight and make it harder

than ever for anyone to separatefdrEthoste Mmredti ageo
given a correct diagnosis and their basic right to appropriate treatment.

The mixing of M.E. and OCFS6 was invented by these
and as much as pgible.Clearly, legitimate patierddvocatesising THE SAME TWISTED AND
OBFUSCATINGSTRATEGY is not a good idea and is only going to further their interests instead of ours.

This isnb6t |just ab odefinitiangandihe molvemgny gfvesedtinterest graupso u t

The terminology is often used interchangeably, incorrectly and confusingly. But the DEFINITIONS of M.E. and

0 CF S Oerydiffeeent\and distincMost often whenthe e r m 6 ME/ C Fr&ds td aizawres reddof i t
factsrelatingpg bot h M. E. and OCFS6 or instead purely facts
(The same applies to the term<CF S/ ME, 6 6 CFI DS®6 and O6Myalgic Encephal

Thedrair Nameécampaigravoids a cleadiscussion of dinitions. It clearly has thelisastrousCDC definition of
0 C Fdbits corehoweverin order to includell of the very varied patient grougtse group claimso represent
The site also makes theaiupport forthe bogus CD® C Fdgfinition very clear when they sakeir goal isto
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create a more equitable, realistic name for what the CDC years ago @Ff8e&é| t hough t he O6Fair
want to be seen as questioning the CDC in various w

The reasonsmany of us areidiculed, neglected, abusdaklittled,laughed at, disbelieved, sneered at, accused of
exaggeratin@r malingering or lazinedsy medical stafandby friends andamily memberstc.IS NOT

BECAUSE OF THE NAME O6Chtilofni &cCHF24 i padck iSiyitdeg adnetbeen gi
O0Reevesd ogy roHrod me & dur psoblemd wouldhill béxactly the sameé/ested interest groups

ihel ped in this task | MMEASURABLY by t hiewoddrstdlbet i on o f
flooding the medicalpoliticaland media communities witles andpropaganda which could only have the end

result of making us seem utterly pathetic and undeserving of any respector sympathy as i f we di dn
leg to stand on samifically speakingWhat else could anyorikink about patients which have an illness that is

mild and short lived, but which senpatients pretendissevditee caus e t hey OWhafjelsegecouldhe s
you think about ailiness thatdespiteendlessclaims by patients of physical abnormalities and despite

considerable resoursdbeing wasted on it, has failed to show any consistent testable additsrat all? An

illnessthatt anét be tmasthe takdn conmpletelyaon fitAniliness wiere it has been proven that

patients can recover easily with behavioural management techniques but only if they actuaiity recover;

whi c h mo spatierdsovauld prefer tactuallystay ill rather than to admihatthey are mentally ill.

In hundreds of differenvays, every media articend gover nment press release ab

statements which make it very clear that this patient group should be treated with comésnmgscientific

validity and d@snot deserve the samegpect as other patient grouphat is the constant messaBatients are

not merelywrongdy categorized apsychologicdy ill, it is so much more than that. It is a type of persecution;

patients ar¢éalked aboufand lied aboutas if they werenalingeres anddeviants, as if they were beneath

contempt and naworthy of even basic respemt medical care, or even any level of kindness or compaksion

even from their own friends and familvhateverd C FHadbeen called, these problewwmuld beEXACTLY

THE SAME.The primary cause of our problemsist he mer e name 0 Cdislsodesthckimg. hi s ¢

Why is this all happeningRgain, it ds al AsPefessar Malcalro Hoepgxplains:
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 whit 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 cliniceand medical scientists, but all objections were ign(@ed1, [Online]).

Veteran US patient advocate Tom Hennedsgexplainsthat
| would really like to steer people away from Rich Carson's site. Their stupid "fair name" petition is justlla big se
out to the insurance industly.n t he US, oOment al il Il nessd is covered by
disability, and yet, o6éphysical illnessd is covered b
turn 65 and are gjible for social security. It will cost billions of dollars if they admit the truth.

The problem isiot the name, and it &also NOTsimplyt hat O CF S8 p at eatechabwramistakereforb ei n g
psydiatric patients. 8me of those patients misdiagmeal withdCFSSactuallydo have psychologicair
behaviouralllnessesTher e i s no such damd i MCHS A i ismadmentityestegteda OnCan
for the benefit ofinethicalfinancial vested interest groupsthat is thereal problem.

The infectious diseadenown since 1956 as Myalgic Encephalomyelitis already tést@rically and medically

correct name andefinitionand WHO classificationVe also haveleardefinitions anchames fofFibromyalgia,

postviral fatigue syndrome$TSD,burnout,Lyme disease, Candida, Adrenal exhaustiamcer, depression,
athletesovet r ai ni ng syndrome and each of the ®hebongthing | | nes
t hat makes any sense is for aneanddefinitiongandto have patientc er t o
correctly diagnosed with and treated for with whichever illnesses they actually have, including M.E., in a

scientific and ethical mannémwithout any selinterested interference by financial vested interest groups

Problems with the whole approach okocalledo Fai r named campai gn

How 6fairdéd is it that the group c hooBueegeniapatertsmeref i r s
given a real wvote, how 0f aoupdvoids giving patientheven thé reostbasio si d e
pertinentfacts?And what about the fact that negative comments and objections to this campaign are rejected or
deet ed from t he OFai howdiaadis¢hét? message board

So much abouhis campaign iseriouslyoff. None of the important issues are even mentiolied.s al | sl i c |
shiny on the surfagend they repeat certain emotive keywords and pheaks¢and the toe of voice is very
soothingand positive..but there is nothingheaningfulundeneath it.As M.E. advocatd.esleywrites
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| just received a Newsletter rom MERUKf o r me r | y whicMiEElRdedEadpiece by Cort Johnsdracking

the Fair Name campaign. It sounds so reasonable! So does the Fair Name website! They seem so mhigrate, wil
to compromise etc. The name 'ME/CFS' is put forward as inclusive and conciliatory, as though they bring together
all the warring factions in harmony. They make their opponents seem unreasonable, unrealistihiaaddubt

There is a skill which somgeople have, of seeming to occupy the centre ground, of adopting a calm, reasonable
tone of voice so that any disagreement will seem unreasonable and shrill and pugBationsVesselalsohas

this skill. But it is based on wrong premis@dieir claimsare all bogs!

M. Beck, a US M.E. advocate since 1983, writes:
Fear not! "ProHealth/ImmuneSupport” message boards are here, along with all the "experts and advocates" to tell
you what to think and do! (If you disagree, you are "negative", their rhetapigeis.) This is an extremely well
engineered effort, probably designed by the CDC public relations arm in consort with corporate PR of some
entities. Those with corporate and/or government background will recognise it for what it is. We must do more than
criticise this lethal move. And it IS lethal
| do not get why people are so enamoured of "experts", whether it is "expert researchers or clinicians”, or "expert
advocates. o It is I|like falling for gxdgoed.titiswhatnthgy, wher
DO, not the familiar "expert" namehat countsShame! Shame! Shame! upon those who know better and yet
support this sham in the weak excuse of "better than CFS" when the trutkirigeselt and a lack of guts.

M.E. advocat John Andersoladds that:

All the facts are being hidden just as they were when CFS was invented to hide "the awful truth" about Myalgic
Encephalomyelitis. The name change advisory baaysl that the acronym "ME/CFS" is a "medically correct"
name to replace CFS, but it will still have a false CFS fatigue definition tiigfeesearch How could anyone
believe this unimaginative hype that CFS will disappear when it is clearly part adriti@ym/name?

It is apparent that the name change committee does not wish to look beyond the distorted findings of the
heterogeneouSFS studies which inevitably produce inconclusive results, so who do they really repRisase?
stop and think befre you get caught up gporting this messPatients not oglsuffer severe illnesshey have been
unnecessarily traumatised with disbeliefgleet, abuse, povertyoss of family and friendshis has to stop.

Theent i re O Fai r(inadudingéeé Fcad mp armeagsed)@adsfar more like a slick marketiog
PRexerciseby government or by the ingnce or pharmaceutical industrtean a genuine patieahd doctor
drivenadvocacy campaigiCould it be that there is a very simple reasondr that?

As oneM.E. advocate commentedcently Wiien it comestothesmal | ed &6 Fai rinthedJ@théd c a mp
only conclusion that makes asgnseat allis that the campaign is not harmlessly or innocently mistaken or
misguided, buthat itinvolves vestedinancialinterestsd

Ifthed Far pampaedis so terrible and unethical, why is it being supported by that group dfS

6 C F &fierts?

That is a very good questiofinother good question is why a small number ofJS F&S&dx p e r @t agéin ar e vy
being given the power to make changes that will negatively affect patients withakidEhosemisdiagnosed

withd CFS6 who h a v all aroundtieerworliddr inameysassarseyen decades to cdme

But isndt the gr gdayaé willge anywhere?h t he onl
Thesec al | edl O6gpmrdawac h®d hpr 6 M&E! €& SbH y n haloag withhtreebages gr ou p
subgroups of 6 CF3uétlets the vesibe intedstYydups e & both ways, yet #ggimn
t hi nk tIhadatleas&Imall improvementr o m &6 C Rt &tartaohnthny igradual improvements
I

that wil sl owlpoé&afldrep avewhtt mda meognaieséThEECOHUGRES 6 h a
in which the 06ME/ CFSO® those in which fiatientsaresubjecirto thepniost seeere and e
shocking abuse; far, far worse than that which occurs now in thAs.M.E. advocatd.ajla Markexplans:

dLinking CFSto M.E. has beetried for decades in parts of Europe and Australia with a devastating effect. It has
been like writing out a blank check to the psychiatrist®ther parts of the world M.E. is already a recognized
diseaseand it isin factthe linking of CFS to M.Ehat has created the terrible problems thére.

For information on the sort of extreme abuse of O0ME
and to a lesser extent in Australigncluding ill children being forcibly removed from their honsewl their

parents charged with abuse, childing thrown in swimmingpootso uncover their o6faked
exercise and CBT programs which have led to severe digatitl even deatland so ofi please see the section

on abuse inWhat is M.E.? Extra extended version

Thissamese al | ed 6gr adual approachoé strategy has been tr
failed utterly. We are woesoff nowthan 20 years agdrusting that if we compromise ourselves now (by mixing
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Problems withthe US scalled 6 Fair named6 proposal (

M. E. and 6CFS6 even further) that we wil/l be reward
inevitably severely harms the interests of the vested interest group involitttbut any type of force being

exerted on our partis just fanciful, unfortunately. These groups are never goimglliagly admit the truth

about M. E. and 6CFS6 when doing so means they | ose
to admit that they have acted dishonestly arighinally).

This very passive an@raduabapproach is appealing to many patients (who are in many cases silyerely
traumatisednd abusédbut it has no chance of success, which is exactly why it ig lpeished so hard by the
vested interest groups involvadd their lackeysThe only thing it may well have success with is wasting another
10 or 20or moreyears.Things are very bad now in the US, that is undoubtedly true. But they can become so
much worg, and they undoubtedly will this campaign is successfilhere is ample evidence that this renaming
of OCFS6 as O6ME/ CF sadwomse in the U8, 1if yoyake tha time todobki n g s

In conclusion..

ThisUSsoc al | ed O6pFoposat hma mé dme name of OCFS6 should be ch
i despite the fact that the term is completely scientifically inaccurate for the vast majority of the patients involved
and that this term has already been TAKEN by a very-dedlhel (and scientifically sound) patient group for
overS0years mer el y because it @ndoadbl@d smakéonta Mmooekasry i @fusl
advocacy, and of science, logic and ethics.

ltjust does no tsuppoattkissd MeEd MO d@tarmgea nd al |l t he reasons given
add up. Why weaken our position so muchrforgood reasopi because make no mistake, the unadulterated

facts are a far more compelling true story than any wigaishy, confusing and contradictorjetmdefending the

bogus di sease dryng®tpkk upythe tiogicab ME/SCF & r 6

TheUS6 CFS name c¢ ha nngtieing pmoreotipan & paliticdl stung designed to appease

(justifiably) angry patients and make them feel like something i®eing done and that progress is being

made finally 7 but not to actually effect any realchangeT hi s campai gn i s about as f
6medically and diagnostically correcté asfungedu can g
mar keting or propaganda campaign designed to keep u
yourself be the tool of insurance companies and the CDC and others with vested icdergstto the interests

of patient welfare andciencelf you really want to stop the abusegglectandliesand t o get ri d of

name and definitiorthe worst thing you could do is to support this campaign!

The time for hoping for nowonfrontational gradual change, compromising oursdtwesur abusers and trying
endlessly to work witim the completelybogus CF S6é f r ame wor k Had\to be bBverl 2R yedrEiR M S
enoughThedefinition of INSANITY is doing the same thing over and over and expecting a different result.

I f vy o wm@an the fancet apathetigppy to compromise on the faatigiming to be apoliticabry o u 6 r e

ignorant of the basic facts your actions are NOT merely having a neutraleffect.,y ou ar enét part
solution,i f you arendt s undsamding agairtst vestedimtereat grouipsvandéii@iractivism

pl oys, if you havendét educated yourself about the m
situation....then you are part of the problem No matter what your intentions areup raetuallyhelping our
abuserstoabuseugs nd t hat 0 thanany ef naresltijust kas to stop.

L e tjoingogether to fight as hard as we camgainstthis shamsec al | ed 6éFair named camp
suceeding L e t 6 ssonie SWGCESSnally andstartdoing all the things that theseethicalvested interds

groups ar e ho p rathey tham st MERINGGHEIr jabeeasier forthdfe. candét fi ght har
us are too ill for that, but we can and must fight smart.

For more information:

1 For more information see the fuéngth version of this papéwhich includesam d di t i onal O6Wher e dc
here?dsection at thera): Problems withthe USoc al | ed 6 Fair named campaign

1 For more information sethe new papers (availabhaid-late2008)6 Wh o benef it s fr onndd CFS6
Problems with the use of 'ME/CFES' by M.E. advocaes also thIUST-READ quotes section included below
which contains far morimformation about thi® F a i r campaigrshdm, by other advocates

f Formoreifi or mati on on the vast difference between M. E. ar
definitionsand mere terminology, s€€he Terminology and Definitions ExplainetidWhat is Myalgic
EncephalomyelitisandWhy t he di sease category of OCFS6 must be
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