THE ONE CLICK GROUP

www.theoneclickgroup.co.uk

Email: mail@theoneclickgroup.co.uk

EVIDENCE OF ME RESEARCH UK COLLUSION WITH THE RCPCH

[The MERGE charity has recently been renamed and is now currently trading under the title of ME Research UK.  This is the title that will be used throughout this document].
By Angela Kennedy

7 January 2005

In response to Neil Abbot’s post on Co-Cure today, in which he has attempted to deny ME Research UK’s collusion in keeping the contents of RCPCH document out of the public domain until it‘s official publication, and discredit One Click’s actions in making this collusion public, the following evidence is provided.

Below are the exact words from Vance Spence, writing in response to an email by Jane Bryant, referring to her in the third person, on 22nd December 2004:

“This is a craftily constructed piece to draw us out but, as you say, does it matter? We have nothing to hide EXCEPT being used as fodder, once again, in other people’s wars. I think that the only problem we have is not with Bryant but with the RCPCH and other official bodies who trusted us with information and to keep it out of the public domain at least until the thing is officially published.”

Jane Bryant had written to both Vance Spence and Neil Abbot because she had been given to understand that ME Research UK had mounted, on their website, a public critique of the RCPCH document, and was asking where on the site this might be located. At the time, neither she nor myself knew that, in fact, the final draft of the RCPCH Guidelines had already been produced.

Although Neil Abbot, he told us, made representations to the RCPCH himself after concerned parents had contacted him, just before the apparent deadline of 8th October 2004. They were not made public, and were only made to available to One Click on 22 December 2004. 

No public critique of the RCPCH document was made by ME Research UK.
It is clear from Spence’s comments that ME Research UK were involved in keeping the RCPCH document ‘out of the public domain at least until the thing is officially published’. 

Furthermore, it is extremely disquieting, at the very least, to find that the concerns of, in this case, two mothers of child ME/CFS sufferers, about the implications of such a flawed document for their children, constitutes, in a ME Research UK representative’s view, ‘other people’s wars.’

Spence‘s email also states, “What we could say is that we are waiting for the RCPCH to get back to us with their response to our queries and/or for the document to be published. Otherwise, just give her what she wants.” This does not constitute a ‘happy’ sending of the ME Research UK submission. In fact, the ‘ME Research UK submission’ was only sent to One Click after the Vance Spence email was sent and was commented upon for its extreme contemptuous tone. 

It has to be said that, Spence did apologise for his email after Jane Bryant raised objections to it. Within the email there were other insulting quotes about Jane Bryant. 

However, One Click’s concern is NOT with the contemptuous tone of the email and insulting comments, but specifically with the evidence that ME Research UK, along with other charities, were committed to keeping the RCPCH document, which is likely to have appalling implications for the treatment of child ME/CFS sufferers, out of the public domain until it became too late to mount a public campaign of objection. 

We have now been given the news that members of the psychiatric lobby published their submissions. Why did not ME Research UK do the same?  The answer would appear to be that they were committed to keeping the ‘trust’ of the very parties who intend to promote a psychiatric paradigm of ME/CFS, with its resulting endangerment and disenfranchisement of ME/CFS child sufferers.

We are also concerned with the comment that concerns such as those made by One Click are considered ‘other people’s wars’, and note that this is not the first time MERGE representatives have made such comments to One Click. I am more than happy to reveal in public my own response to Abbot himself on this issue:

“As mothers of two ME/CFS children … we have a clear insight into the important issues facing ME/CFS sufferers, and I’m afraid that our war is your (ME Research UK’s) war, or should be.”

Once again, One Click re-iterate our grave concern that:

“Selected of the ME/CFS British charities, whose remit and duty it is to be involved with ME/CFS patients and have their best interests at heart, did naught except to pen private comments to the RCPCH.  Unlike the psychiatric supporters, they did not publish their comments. They did not keep their members and the wider ME/CFS community informed, as it was their duty to do. They withheld the information. These charities knew full well the psychiatric bent of these Guidelines for months. They did NOTHING to promote public awareness, lobby politicians and do media work prior to these Guidelines being published even though THEY KNEW just how damaging these Guidelines would be for every single ME/CFS child in Britain.  These charities did not even have the grace and the humanity to whistle blow these Guidelines anonymously so that proactive damage limitation strategies could be deployed. And now it is too late. No matter how many analyses and critiques are done, these Guidelines are now set in stone.”

Neil Abbott may well have a point in that it was possible that Jane Bryant (or I) might have been able to obtain a copy of the RCPCH Guidelines before Christmas. However- like the vast majority of British ME/CFS sufferers or parents- neither of us were aware that it was possible to get a copy of the RCPCH draft. This is because the charities had not informed the ME/CFS community about this, nor about the prejudicial comments, lapses and theoretical, methodological and ethical flaws peppering the various drafts (including the final draft). 

THIS INFORMATION WAS KEPT FROM THE BRITISH ME/CFS COMMUNITY BY CERTAIN ME/CFS CHARITIES UNTIL IT WAS TOO LATE TO MOUNT A CAMPAIGN OF PUBLIC OBJECTION.

While ME Research UK has enjoyed a vast amount of respect from the ME/CFS community, their conduct in this matter is, nevertheless, similar to that of the other charities, including AYME, who, only today, have lauded a set of guidelines that will likely recommend, for example, referring severely affected children, not to neurological specialists, but to Mental Health Services, with the implication that such children are suffering from a serious behavioural or psychiatric, not neurological, disorder, and which will also likely recommend asking parents for their views on developing child sexuality, with the implication that ME/CFS child sufferers are being kept at home by parents to prevent them from developing their sexuality. Contrary to Neil Abbot’s assertions, One Click are not engaged in destructive activities against MERGE. We are, however, criticising their conduct in colluding to keep the RCPCH document out of the public domain, because of the critically adverse effects this document will have on child ME/CFS sufferers. 

ME Research UK may well believe that the war being waged against ME/CFS sufferers by the psychiatric lobby and their supporters is not their war. They are however, mistaken in this presumption, and their own actions as an ME/CFS charity, relying on the support of ME/CFS sufferers and advocates, cannot be committed in a moral vacuum. What is highly significant, is that concerned parents wrote to ME Research UK in desperation, horrified by the implications of the RCPCH draft, asking for their help. This indicates that those parents, at least, had absolutely no idea that their concerns are not ME Research UK’s  ‘war’.

In view of the circumstances surrounding the RCPCH document, One Click are currently working on establishing the procedures around the formulation of the NICE Guidelines, and strategies to ensure that the psychiatric paradigm is NOT allowed to gain ascendancy in these procedures, and that ME/CFS sufferers are no longer endangered and disenfranchised by such a fundamentally flawed paradigm being set in stone again, as appears to have happened with the RCPCH Guidelines.
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