
14 October 2004
	The MEA Charity, the DWP and DLA Claims 

	Dr. Charles Shepherd, Medical Adviser and Trustee of the Myalgic 'Encephalopathy' Association UK charity who is currently under police investigation, has posted an item on the internet concerning medical guidance for ME/CFS that has been prepared by the Department of Work and Pensions in relation to the Disability Living Payments (DLA) which so many ME/CFS patients need to obtain in order to in any way survive. The DWP work over this medical guidance for DLA claims has been going on for a very long time, as the ME/CFS charities knew full well.

This MEA Statement says:

"Along with representatives from AfME, BRAME, Tymes Trust and the 25% Group, the ME Association will be attending a crucial further meeting at the London headquarters of the Department of Work and Pensions (DWP) on Monday 17 October. This is to discuss a revised draft containing medical guidance on ME/CFS that is being prepared for benefit decision makers, in particular those involved in assessing DLA claims."

"The MEA made it clear to the DWP that the original draft we received at the end of the meeting in June was completely unacceptable. We also asked for it to be rewritten by a new group of health professionals, including at least one neurologist and a medical adviser to one of the national charities (the current group consists of three psychiatrists; one rheumatologist; one GP; one physiotherapist and one occupational therapist)."

The MEA is calling "for a fresh start on this medical guidance with a new group of health professionals that is not biased towards psychiatric opinion."

This 'calling for a fresh start' approach is to be commended. However, the phrase 'shutting the stable door after the horse has already bolted' does rather spring immediately to mind. The AfME charity is embedded in the Department of Health (DoH) and the UK ME/CFS charities obviously knew full well of the DWP initiative from the very beginning.

Why, when the original medical guidance notes were being prepared by the DWP, did the charities not ask at that time and BEFORE these medical guidance notes had been prepared by the DWP as to which health professionals comprised the make up of this group and if it exhibited psychiatric bias from the outset? Why, if this was the case, did the charities not make representation for patients accordingly? Why did these charities not request from the very beginning that a neurologist et al be included in this group? Why did they not ask the composition of this DWP group then on behalf of ME/CFS patients and make public their concerns before the DWP had produced material that is now considered to be completely unacceptable? Could so much more not have been done for patients if the psychiatric bias of the composition of this group had been tackled from the very start? Is this not how health charities are supposed to interface for patients and generally do? This, dear friends, as ever with these UK ME/CFS charities, is a rhetorical question.

We wish the MEA and AfME et al every success in attempting to change the DWP's mind at this late stage in the game on DLA claims. It is such a great shame that this initiative was not carried out before the DWP had announced its findings as this would have made a concrete and substantial difference for patients without the necessity of this charity huff and puff that may or may not achieve very modest success or fail entirely.

Let us all sincerely hope that this charity/DWP huff and puff is not, once more, simply rearranging the deckchairs on the Titanic when the UK ME/CFS charities role should surely have been to ensure that the proverbial Titanic was properly and fairly crewed in the first place.

Jane Bryant
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