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	SICK POLITICS 

	By Jane Bryant

UK ME/CFS politics is sick. Recently we have witnessed a classic example and vivid illustration of precisely how and why so little has improved for ME/CFS patients for approximately the last twenty years or more, why the psychiatric paradigm holds sway and the psychiatric lobby wields such overwhelming and destructive undue influence. How the charities collude with and promote the psychiatric lobby and the psychiatric paradigm; how certain so called patient advocates themselves are so bitter and twisted that they are prepared to do precisely the same rather than promote the interests of co-patients; how the wheels fall off the ME/CFS movement on an all too sickeningly regular basis. 

The Letter 

Kevin Short is an educated and intelligent man. A university graduate with a substantial academic and advocacy background, Kevin is a severely affected ME/CFS sufferer. Kevin, like the vast majority of patients, has not been well treated by the medical profession. Kevin decided to try to make a difference for co-patients. Fighting through the crippling exhaustion and the horrific difficulties that affect ME/CFS sufferers on a daily basis, Kevin started to work (when he could) with Dr. Betty Dowsett, arguably the foremost ME/CFS specialist in the world. 

Through sheer perseverance and tenacity, Kevin produced - with the total cooperation of Dr. Dowsett - a Pro Forma letter for patients to amend according to their views and personal circumstances to send to their Members of Parliament that outlined proactive and cogent strategies that could and should be employed to benefit the approximately 240,000 patients suffering from ME/CFS (ICD-10 G93.3) in the UK. 

Kevin worked to the detriment of his health and covered many bases in his letter produced to support the ME/CFS community in overcoming the injustice caused by adherence to the psychiatric paradigm. He obtained a verbatim quote from Dr. Dowsett for this letter, Dr. Dowsett amended the first draft, the final draft was sent to her for approval and telephone conversations ensued prior to publication. Dr. Dowsett was so pleased with the result that she asked for copies of the letter to be sent to her personally and the master placed on a CD for wide distribution.

Exhausted, shattered and made very ill with his effort, but nonetheless pleased that he had managed to make a most positive, proactive and cogent contribution to campaigning despite his ill health, Kevin published his Pro Forma letter that had been produced with the cooperation of Dr. Dowsett, a much respected ME/CFS doctor of iconic status.

See Kevin Short's Pro Forma letter for ME/CFS patients here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/GENERAL%20Pro-Forma%20MP%20letter%202005.doc

I should add that One Click had absolutely nothing to do with the construction of Kevin Short's Pro Forma letter. We did not instigate it, encourage him to write it and were no way involved in its creation. Kevin Short did this for himself in collaboration with Dr. Dowsett. However, when we see someone attempt to do positive and proactive good for patients, then naturally will we publish and support such an initative, as would any ME/CFS advocate in their right mind. 

The Wheels Fall Off

Many ME/CFS groups published Kevin's Pro Forma letter. Many patients and advocates were extremely pleased to see Dr. Dowsett's quote where she castigated the leader of the PACE trial, psychiatrist Peter White, for peddling “untruths and ignorance” [Colchester - on 23 October 2004].

Instead of welcoming this initiative with open arms, Colin Barton, leader of the Sussex and Kent ME/CFS Group (a registered charity) and close affiliate of Action for ME (AfME, currently under investigation by the NHS Fraud Squad), elected to trash Kevin's initiative. Barton is notorious for his support of the PACE trial, the psychiatric paradigm and Peter White. 

Instead of supporting patients in this excellent Pro Forma letter initiative that would resonate and assist his members, Barton contacted the Co-Cure internet list and arranged to publish a post that denied that Dr. Dowsett had cooperated in any way with this Pro Forma letter and stated that Dr. Dowsett "wished to distance herself" from this missive. Barton, the ME/CFS charity operative, damned the hopes of patients and in effect called Kevin Short a liar. 

Co-Cure

The Co-Cure internet list - Cooperate and Communicate for a Cure (sic) - immediately approved and published Barton's misinformation without checking or giving the matter a second thought. Co-Cure has become notorious in recent times for refusing to publish important work that critiques the psychiatrists and consistently sanctions, promotes and publishes libellous posts that are abusive and wrong. Co-Cure has frankly lost much, if not all, credibility.

Ralph - MEAUK

As if it is not enough to see this charity collusion in the form of Barton that seeks to discredit and destroy positive and proactive ME/CFS political initiatives carried out by the very ME/CFS community itself with the cooperation of one of the leading doctors in the field, Stephen Ralph, a poisonous serial libeller and supposed ME/CFS advocate whose entire rationale and existence seems in recent times to consist of attacking others for their ME/CFS advocacy work, steps in. 

Ralph immediately takes up the pro-psychiatric baton in the discrediting of Kevin Short's and Dr. Dowsett's work, shows himself to be an ally of Barton and proceeds to publish precisely the same libellous material as Barton under his own name on his MEAUK internet group hosted by Yahoo. Ralph then subsequently, grudgingly and with extremely bad grace, retracts. Nonetheless, he refuses to publish Kevin Short's statement on his Group that illustrates quite clearly the involvement of Dr. Dowsett with this letter. Ralph, once more, lets people down. Why do Ralph and his ilk behave in this way? How does Ralph's disgraceful behaviour help patients? How does this assist the cause? This is an extremely good question. 

Conclusion

With this classic example we see before us writ large the collusion of the charities with the psychiatric lobby that is actively supported by elements of the very ME/CFS patient community itself. This represents yet another shameful episode in the annals of ME/CFS advocacy. 

What the ME/CFS community needs above all is for attitudes to this neurological disease to change, so that patients are treated with compassion and understanding, in-depth investigations performed, government funded biomedical research undertaken, assistance with the Benefits given, help with insurance claims, Home Tuition given to ME/CFS children as a matter of course and no further forcible removal from the family homes for these children and accusations of MSBP/FII laid at the doors of their parents..... And on and on and on.

Kevin Short tried hard to assist. Kevin Short should be applauded for his positive work, not harassed and denigrated by the very organisations and individuals who are supposed to assist the ME/CFS community but who instead, so often dash and destroy the work and the hopes of patients, carers, their families, supporters and friends. 

What has happened is recent days is a salutary example of why ME/CFS advocacy is fast becoming the poisoned pool that you enter at your peril courtesy of selected charities themselves and patients like Ralph.

If the ME/CFS advocacy movement is to have any hope of presenting a force for change, episodes like this must never be allowed to recur. 

Jane Bryant
The One Click Group
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