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[Updated 3 April 2007]
In recent days, the posts of psychologist Ellen Goudsmit that have been published by the Co-Cure list, have caused deep concern for many in the ME/CFS community. Goudsmit has a history of making malicious unsubstantiated claims, with regard to the London Criteria, for example. Recently she has defended (though without success) the PACE Trial, and those such as Anthony Pinching and Charles Shepherd, against legitimate criticisms from others.

On the 6th November, Co-Cure elected to publish material written by Ms
Goudsmit that defamed, maligned, slandered, was uncivil and flamed Emeritus Professor of Chemistry Professor Malcolm Hooper, as well as some of his associates, people who have been extremely active in staunch, unequivocal, positive advocacy for the ME/CFS community. [One Click Note: Until the advent of the Gibson Report, upon publication of which has rendered these advocacy credentials most unfortunately irredeemably tarnished. See The One Click Group Report - Gibson 'Inquiry'].  What is more, the allegations made in that post about Professor Hooper were wholly unsubstantiated, devoid of evidence: a common problem in Ms Goudsmit’s polemic in recent times. The use of the word ‘untruth’, which by definition means a false statement, that is, a lie, was also libellous, as time and time again the Hooper et al team have been able to support their claims with the necessary evidence.

On its website, Co-Cure states: “Material will not be posted that defames, maligns, slanders, or is uncivil to any other individual or group. Let us be clear. Flaming and/or harassing behaviour is not merely cautioned against, it will NOT be tolerated. Further to this, posts shall not request harassing, abusive, aggressive, or hostile actions to be taken against another individual or group, whether a member of Co-Cure or not”.

http://www.co-cure.org/ccops.htm
The Ellen Goudsmit post quite clearly contravened Co-Cure’s own policy. Yet they allowed it through, and aggressively and stubbornly defended their decision when the discrepancy was brought to their attention by One Click.

This is not the first time Co-Cure have been guilty of gross inconsistency in applying their own rules. When One Click representatives submitted the PACE Breakdown of Issues document to Co-Cure, they refused to allow it, mostly because of personal criticism of the document by one of the moderators, but also because of alleged ‘repetition’, even though we demonstrated where the document had been only repetitive in that it referred to previous knowledge in order to extend our argument, i.e. referencing!

Yet, in recent times they have allowed a large number of fragmented, constantly repetitive posts by Colin Barton, supporting the contested term Encephalopathy, in which previous information was republished over and over again.

With regard to the PACE Breakdown of Issues document, Co-Cure refused to allow us even to correct a false statement made by Peter White and published by Co-Cure, about the Independent Newspaper (White claimed that they had printed ‘corrections’ to their article. They did no such thing. The Independent allowed letters to the Editor, something they do on all subjects). Co-Cure defended this decision by claiming that this correction would constitute a discussion, which is against Co-Cure policy. And yet, recently, as soon as they allowed a rebuttal of Ellen Goudsmit’s allegations against Malcolm Hooper and Margaret Williams, they allowed Goudsmit to put up reams of HealthWatch material in order to defend her position. As this material in no way substantiates her claims, how will Co-Cure allow Hooper and Williams to defend themselves (which Co-Cure now have a moral duty to do) without allowing a discussion to evolve? Would they do such a thing, or would they suddenly use the ‘no discussion’ policy to prevent this, while allowing Goudsmit free rein, as they did Peter White, a psychiatrist of the Wessely School, whose beliefs about ME/CFS sufferers has directly caused so many problems for ME/CFS sufferers, and who had made a clearly false claim, which itself would have adverse effects on the ME/CFS community if allowed to go uncorrected?

Recently, Williams and Marshall’s observations of Simon Wessely’s conduct at the ongoing British Gulf War Syndrome Enquiry was disallowed by Co-Cure representatives as they considered it FLAMING of Simon Wessely, the psychiatrist who provided so much material for the Denigration by Design Document, in which he can be said to have flamed ME/CFS sufferers on a regular basis! Yet Co-Cure regularly allow through article abstracts which claim ME/CFS sufferers as malingerers, hypochondriacs, and personality disordered, and which refuse to acknowledge the truth of the suffering of ME/CFS patients. They may claim to do this in the interests of information for the community and of ‘balance’, but continued posting of this sort of article, without contextualising it, has the effect of repetition in itself, and the sheer volume and repetition of psychiatric based literature without any political context passing through Co-Cure not only contravenes Co-Cure’s own policy, but allows even more exposure of dangerous psychiatric views of ME/CFS, views which are heavily discredited. In fact, on the basis of volume, Co-Cure could be said to exhibit a clear psychiatric bias, a sobering thought. 

If the objective of Co-Cure, the rationale for their existence, is to help ME/CFS patients, then allowing such damaging material without contextualising it means they are not meeting that objective. The claims that Co-Cure make about objectivity, balance and even-handedness are therefore presently untenable. Their rules, which they use to disallow some posts, are disregarded to allow others. This has had the effect of damaging their own credibility, and calls into question their rationale for existence: “Cooperate and Communicate for a Cure.” In these circumstances, the question must be asked, what else does Co-Cure refuse to allow through from the ME/CFS community? 


In bringing up these important but unpalatable questions, One Click are aware that we are likely to be subjected to severe opprobrium. However, we can supply documentary evidence of all the above issues, as well as our own attempts to bring to Co-Cure’s attention the tendency to discrepancy and lack of balance that they have fallen victim to, our own part in urging them to rectify this problem, and the belligerent refusal by certain Co-Cure representatives to countenance the problem. We are bringing this to public attention merely because we are concerned about the effect these discrepancies are having on ME/CFS advocacy. As we now have our own publishing site, the One Click Site, courtesy of our Technical Director, a child ME/CFS sufferer, we have no need to publish on Co-Cure. We therefore have no interest other than in seeing the balance and even-handedness Co-Cure apparently prides itself on actually be regained, so that it fulfils its published aim of “Cooperation and Communication for a Cure“, and removes itself from the apparent bias towards the psychiatric lobby and its colluders which it has shown of late. We call on Co-Cure to address these serious problems as a matter of urgency for the good of the ME/CFS community.

Angela Kennedy

THE ONE CLICK GROUP
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