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The views expressed by Dr Shepherd in his posting, ‘Clarification on the role of the All Party Parliamentary Group (APPG) on ME’ [published on the Co-Cure internet list 24.7.06] do not hold up under close scrutiny. Where is the evidence to support his claim that the APPG on ME consists of a wide range of MPs who are extremely sympathetic to the needs of people with ME?

Time and time again polite requests from constituents with ME have been made to their MP’s, asking them to attend an APPG meeting and express on their behalf, how concerned they are at the lack of research and treatment into their condition, only to find they have failed to attend. Members of the ME community have also contacted the chair Dr Turner with their concerns, only to find their letters do not get answered. They have also contacted the vice chair Andrew Stunnell MP; although he does reply sufferers end up wishing he hadn’t. No attempt is made by either of them to understand why people are so unhappy with the performance of the APPG, and why they are so dissatisfied that the APPG gives a favourable bias towards charity reps.

If responsibility for the mess we are in doesn’t lie at the feet of MP’s where does it lie? MP’s are responsible for decisions made on behalf of the public. Sufferers, however, do acknowledge part of the responsibility for the mess they are in cannot totally be blamed on MP's. Some of it does lie with ME charities that signed the flawed CMO’s report.

Sufferers do understand that it can be hard work ‘to catch ministers and pin them down to a date’. What they don’t understand is the point of the exercise if all ministers do is just state government policy and make no attempt to listen, and then act on concerns raised.

The ME community needs to see clear evidence from APPG MP’s that they are determined to listen to all views, and make a positive effort to change the situation sufferers are in for the better.

We haven’t seen any evidence of this so far, and do we really want to continue to keep going down this route because of a small minority of charity reps? All that will happen if this type of behaviour continues unchallenged is…well nothing. We could be in the same situation ten years from now with the APPG still doing nothing more than going through the motions.

Fact of life!

Ian McLachlan

********************************************************

One Click Note: 

Dr. Des Turner MP, Chairman of the All Party Parliamentary Group (APPG) on ME/CFS is also a member the Gibson ME/CFS Inquiry. See THE GIBSON ME/CFS INQUIRY EXPOSED that reveals details of this MP's relationship with ME/CFS. 

Dr. Des Turner is also a long time charity Patron of the Kent & Sussex ME/CFS Society run by one Colin Barton, infamous for his harassment of ME/CFS advocates who seek to promote the biomedical evidence in relation to ME/CFS. The Kent & Sussex ME/CFS Society is notorious for the support that it has provided to the Wessely school psychiatric lobby and to the charity Action for ME (AfME) whose involvement regarding same is highlighted in THE AFME DOSSIER and THE PACE REPORT, that details £11.1m of British taxpayer's money being squandered on fraudulent psychiatric trials. 

The fact that Turner clearly has a classic Conflict of Interest in his dual roles as long time Patron of the Kent & Sussex ME/CFS Society that supports the psychiatric lobby to the best of its ability at every turn and now his tenure as Chairman of the APPG in which he is supposed to be impartial, is an issue that this MP fervently hopes that if he continues in true head/sand burying fashion, this most serious ethical problem will simply evaporate. This is the way that elected politicians like Turner - Labour Member of Parliament for Brighton Kemptown - behave if they think that they can get away with it. 

Dr. Charles Shepherd, Medical Adviser and Trustee of the failing Myalgic 'Encephalopathy' Association charity is the physically violent and abusive doctor who maintains, amongst his other stellar offerings, that all in-depth tests and investigations of ME/CFS labelled patients should be denied. Shepherd is also the man and charity rep who has conducted a propaganda blitz campaign to strip ME/CFS labelled patients of the neurological classification of this illness endowed by the World Health Organisation in order to assist his psychiatric buddies in terming this illness a somatisation disorder. These are but two of charity rep Shepherd's devastatingly counterproductive activities. There are many more. 

See Shepherd's Concept of Accountability 
Chucky Defending The Indefensible. 

These UK ME/CFS charities are run on totally undemocratic principles, have a tiny and miniscule membership that is falling every day and yet still, they put themselves forward as patient representatives to the government and the Health Service et al. This the government must cease to accept as it is not based on the reality of the concerns of the hundreds of thousands of patients in the UK who do not belong to these charities for obvious reasons and that are deliberately stifled by these charities for the reasons of vested interests, income, position and power. The words ME/CFS and charity are synonyms for the worst type of corruption at every level in many cases. 

The more this goes on with this APPG fiasco, the worse it gets. The overtly damaging and self-evident collusion between selected MPs involved in the APPG and the charity reps is as clear as the proverbial elephant in the living room. For just how long will this be allowed to continue? Is this correct Parliamentary due process?
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