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THE ONE CLICK RESPONSE TO THE MEA STATEMENT - PACE TRIAL

BACKGROUND

--------------------

The Myalgic ‘Encephalopathy’ Association (MEA) is to be highly and roundly congratulated in parts of the statement that it has made today in relation to these psychosocial trials.  At last the MEA seems to be recognising that there is such a thing as the ME/CFS community that has a Voice that its members are paying for.  

The PACE Campaign devised and publicised by The One Click Group is clearly producing the seismic movement required and is working a treat.  

See full text of the MEA statement in regard to the PACE Trial here:

http://www.meassociation.org.uk/fwhats_new.htm
Just what is the charity Action for ME (AfME) doing by ignoring the ME/CFS community Voice by colluding and sanctioning these psychosocial trials we wonder?   Rhetorical question as ever.  Let us move on. 

The MEA states: “….we believe that the money being allocated to the PACE trial is a scandalous way of prioritising the very limited research funding that the MRC have decided to make available for ME/CFS - especially when no money whatsoever has so far been awarded for research into the underlying physical cause of the illness or for pharmacological approaches aimed at either symptomatic relief or possible disease mechanisms. "

The MEA also says: “We therefore believe that work on this trial should be brought to an immediate close and that the money should be held in reserve for research that is likely to be of real benefit to people with ME/CFS.”

This is most excellent.  This is a triumph for the ME/CFS community and should be welcomed as such. 

It would have done the MEA the most immense of favours if this charity that has lost the confidence of so many of its members could have stopped there.  But no. It is just such a pity that the Myalgic Encephalopathy Association mars the previous excerpts from its excellent statement above with the following nonsense by carrying on to say that some of the criticisms of the PACE trial are valid and that some are not, thus further muddying the murky psychiatric waters with other superfluous issues in regard to the PACE trial.  

Just precisely whom within this charity is making this kind of judgement call we ask and why? 

THE PSYCHIATRISTS

-----------------------------

It is the case that nowhere in this MEA statement is the *ethical* difficulty that represents the psychiatrists running these psychosocial trials addressed. 

Angela Kennedy has sound words to offer in her excellent article entitled ‘Breakdown Of Issues – The PACE Trial’.

Angela Kennedy says: “What do the psychiatrists working on the PACE trial believe about ME? Do they subscribe to the WHO classification that ME/CFS is a neurological brain disease, or do they believe it is a ‘somatization’ disorder? A recent article by Winfried Rief and Michael Sharpe (2) describes “Chronic Fatigue Syndrome” as a ‘medically unexplained’ and ‘functional syndrome, along with Fibromyalgia. They describe both as somatoform disorders.”  

Just so.  Nor does the MEA seek to address the issue of the pecuniary advantage to be obtained by this very same group of psychiatrists in relation to these psychosocial trials.  Until the MEA elects to face this issue head on, it will be forever on the shakiest of grounds with the very community that it is paid to represent.  

See Breakdown Of Issues – The PACE Trial, written by Angela Kennedy here:

http://www.theoneclickgroup.co.uk/documents/PACE/BREAKDOWN%20OF%20ISSUES.doc
It is the case that there are no benefits from these psychosocial treatments in regard to these trials for ME/CFS ICD-10 G93.3 sufferers (unless they are already in substantial remission that is invariably temporary), as opposed to those who suffer from idiopathic chronic fatigue F48 who have the potential to benefit immensely. Therein lies the difference. 

Should the Oxford criteria that are now outdated, of no predictive value and no longer in use by international consensus - and that *specifically* exclude entry to the PACE trial by those who suffer from a neurological brain disease (all ME/CFS sufferers) - allow people entry because they have a sloppy diagnosis process obtained by too few clinical tests? If this is the case, then all that this does it to represent writ large the fraudulent shambles that this trial represents.

The Medical Research Council has already stated on the record that there is absolutely no reason why the Canadian criteria cannot be used in the future for clinical trials, so how about now?  These criteria will clearly sub-group those who suffer from idiopathic chronic fatigue F48 (mental disorder) from those who suffer from ME/CFS ICD-10 G93.3 (neurological brain disease). Why is it necessary to waste millions upon millions of pounds of British taxpayers money on psychosocial trials using the Oxford criteria as entry to attempt to prove a complete and utter nonsense set up by the psychiatric lobby for their own pecuniary benefit? 

For The Independent UK national newspaper coverage (with syndication obtained in regard to The PACE Report by the Press Association worldwide) on this very issue during ME Awareness Week on May 10, 2003, see here:

http://news.independent.co.uk/uk/health_medical/story.jsp?story=519815
Why is the Myalgic Encephalopathy Association (MEA) considering that anything to do with these trials is at all satisfactory when they are calling for them to be stopped?

The answer to this question will have the most serious of impact as to whether the MEA has any future with the ME/CFS community or not.  Attempting to sit on the fence has always been not only highly counter-productive, but the most uncomfortable place to try to reside.  
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