
7 August 2006

	KEY RiME STATEMENT - All Party Parliamentary ME/CFS Group UK 

	This is the most excellent statement from RiME, Campaigning for Research into Myalgic Encephalomyelitis, concerning events that occurred at that ill-reputed All Party Parliamentary Group (APPG) on ME/CFS at which charity rep Dr Charles Shepherd, Medical Adviser, Trustee of the Myalgic 'Encephalopathy' Association (author of unpublished, non peer reviewed, non validated so-called 'London' criteria for the scientifically fraudulent PACE trial) and the notorious psychiatric lobby supporter Colin Barton of the Kent & Sussex ME/CFS Society (Patron, Des Turner MP, Chairman of the All Party Parliamentary Group) also attended. These charity reps have placed statements regarding this APPG meeting out on the internet. RiME now reveals what actually transpired on that day, 20th July 2006. There were, of course, plenty of witnesses and also a tape recording made of events. 

Contrast Shepherd's account of this APPG meeting published on the Co-Cure internet list with this full and extremely important set of notes from RiME, the details of which so vitally concern the ME/CFS community in every respect. It is no wonder that these minuscule membership ME/CFS charities are so roundly condemned by so many - their provision of information is constantly coloured by vested self-interest spin of the most damaging and corrosive kind as has, once more, become self evident. 

There is also the small matter, of course, of Des Turner MP's legal Conflict of Interest in his supposedly impartial Chairmanship of the APPG and the fact that he is the dedicated Patron of the Kent & Sussex ME/CFS Society that is run by the aforementioned Colin Barton as an outreach of the PACE trial, the database and management of which reside with Simon Wessely. The APPG has developed into a morass of compromised political ethics and a forum for the vested interests of the miniscule membership charity reps. 

RiME raises some very important questions that the government and the psychiatric lobby are doing their very best not to address. It will be most interesting to see how the Gibson ME/CFS Inquiry deals with those issues. As RiME so accurately points out, whatever the findings of the Gibson ME/CFS Inquiry, it has absolutely no power to implement its findings one way or the other. It can, however, severely damage the prospects for ME/CFS patients severely, in line with the parliamentary process of the APPG that has done little but support the psychiatric lobby in every respect through lack of listening to patients and actions ensuing from this. 

Please read this key statement from RiME - one of the organisations that produces verified information and evidence, placing it in the public domain. 

The One Click Group

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

From Suzy Chapman:

RiME statement: July 20 APPG Meeting meagenda

PERMISSION TO REPOST

Campaigning for Research into Myalgic Encephalomyelitis

RiME

Summary of July 20 APPG Meeting


The main item was the drafting of the DWP Guidelines which are set out in the Disability Handbook. Dr Shepherd reported on the meeting that morning between the DWP and a 'Working Group' (WG) which included representatives from MEA and AfME:

* The process had been going on for about a year

* The draft document of Oct. 2005 was totally unacceptable

* Dr Pinching had acted as a mediator between the DWP and the 'ME WG' > revision and Draft 8 2006

* The new draft had been viewed by the WG and rejected

One of the points raised by the WG was whether the DWP accepts the G.93.3 WHO Classification of ME as a neurological disorder. It never got a clear response, the DWP saying 'it's a statistic not a clinical practise matter'. Related to this, the WG feels the DWP Guidelines fail to address the physical effects ME has on a person, especially the severely affected.

Dr Henderson (Medical Advisor to DWP) said she would take the document back to the 'DWP Writing Group' with the WG's comments

Shepherd felt that although there may be some alterations the overall message will be the same.

Dr Turner (APPG Chair) said the discussion of the DWP Guidelines will continue at the next APPG meeting. Those involved should get their opinions on paper and put them to John Hutton DWP Secretary of State.

Ciaran Farrell expressed concern that the ME Charities were failing to distinguish between the Disability Handbook - it sets out the Guidelines which outline the illness and its effects - and The Decision Makers Guide (DMG), which is used by DWP Adjudication Officers who are now known as Decision Makers and who make decisions within the DWP on claimants' entitlement to benefit. Both can be referred to when making a decision and both need to be revised re. ME's status.

Ciaran pointed out (1) That in an early draft of the current revision of the Disability Handbook it stated it was law that CFS/ME has both a physical and a psychological component; this is not true, as this conceptualisation of CFS/ME in DWP arises from the DMG which has the status of internal DWP policy (2) That there have been commissioners' decisions favourable to ME; these should serve as case precedents and could be used to revise the DMG
and the Disability Handbook to the advantage of PWME.

Ciaran's points are very valid and the fact the ME Charities fail to see their importance is both disturbing and remiss. The Disability Handbook is also used by people such as Disability Employment Advisors who work in Job Centres.

If the ME Charities expect the DWP to acknowledge and accept the WHO Code, why didn't they do the same re. the CMO Report? Because they misguidedly signed up to a report which does not recognise ME to be a physical illness, future efforts to tackle issues such as this will always become an exercise in damage limitation. The situation is complicated further in that Dr. Shepherd is the Medical Director of an organisation (MEA) which has –opathy and not -itis in its title, thus flouting the G93.3 Code.

There are concerns, thus, as to whether the WG is on top of its brief. And it would appear that the ME community might have to resign themselves to another failure - one which could have serious ramifications for us all.

AGM: Since there were only two MPs there (Des Turner and Celia Barlow, both Patrons of the Sussex Group,) the meeting and hence the AGM were not quorate. The Group, therefore, would appear to have no constitutionally elected officers and one wonders if it can continue?

NHS Clinics: Trish Taylor AfME reported that funding might run out in some areas.
Ian McLachlan writes:

Paul Davis (RiME) said that the issue to the 'front bench' was not patient perception ie do ME patients want them but funding ie they must be saved. Paul brought people's attention to a dossier he had with him. It contained a selection of 34 letters from around the British Isles which condemned the Clinics. He presented this to the Chair. Primary concerns were (1) That the treatment was 'same old, same old...' - essentially of a psychiatric/psychological nature (2) That admittance criteria was too broad > people with a whole range of conditions being admitted > skewed and misleading results. Paul said that if MPs thought that ME patients were being 'treated' at the clinics, they could turn off re. biomedical research.

When Paul specifically mentioned opposition to the Kent clinics, holding up a copy of the Maidstone Newsletter, the Director of the Sussex Group said, 'There are thousands? (with what - ed?) of patients who are helped by these centres and you do them an injustice... ' Paul said, 'I don't think so' (Paul was talking from the context of neurological ICD-ME) and pointed out
the treatment was still essentially 'Wessely Psychiatry'. Shepherd tried to dismiss this saying Lesley Findlay was involved. This doesn't alter the reality that the treatment described in the relevant leaflet is 'Wessely-Chalder' style. Patients are referred to the King's College website and Chalder's book, Coping with Chronic Fatigue, prefaced by Wessely. Members of the Maidstone Group are boycotting the centres.

Paul went on to ask a question about research in conjunction with the Chair mentioning that the Director of the MRC had addressed the last meeting: 'The MRC is not the only Govt agency to fund medical research; the Health Dept has a Research and Development Fund - had the APPG approached the Health Dept re. this fund being used to research the physical causes of ME'. Dr Turner's response: things were happening on that front, referring specifically to the Gibson Inquiry. But we don't know at this stage how the
Gibson Inquiry will report. If it did recommend that the Govt invest money in ME biomedical research, it has no powers to implement such a recommendation. And is there not every likelihood that the Govt would ignore the recommendation as it has recent patients initiatives on the subject? The reply given by Dr Turner, together with the poor attendance of the APPG's AGM, raises the question: has Dr Gibson's Group superseded the APPG?

Ian McLachlan


Paul Davis - Thanks to Ian for writing the above.

I am going to limit myself to a few comments re. the clinics:

With the exception of one recent communication, we get nothing but
complaints about them. The issue which features relentlessly is
nomenclature: That because admittance criteria is so broad, patients with a whole range of conditions will attend > skewed and inaccurate results...

One might arrive at a situation where the Govt reports that 60,70%... of 'CFS/ME' patients are being successfully treated. If so, such misleading results would have a range of consequences. Let's look at two:

1. MPs might well think that since such a high number of 'CFS/ME' patients were being 'treated', is there a need for biomedical research?

2. Attendance of clinics might be connected to benefits. Govt Ministers seem desperate, currently, to get people off ICB and into work, and CBT has been specifically mentioned in that respect. Might one reach a scenario where some ME patients were requested to attend: the penalty if they didn't - their ICB would be capped?

To the few who dogmatically insist that the clinics are helping PWME per se, some say (a) do they have neurological ICD-ME or understand what it is? (b) have they considered the wider implications for PWME?

Following the July 20 meeting, the Medical Adviser to the MEA and the leader of the Sussex group got on the 'net and accused Ciaran and I of acting aggressively. This was not the case. People who both attended the meeting and have listened to the tape ie Ian rebut the allegations as baseless. That the above would choose to launch these personal attacks is both disappointing and sad. I think it says something about them... Rest assured, RiME will not sink to this level and get embroiled in pointless feuds or
vendettas.

RiME will stick to the job in hand (1) putting info. in the public domain (2) representing people with neurological ICD Canadian ME as best it can. With this in mind, RiME will shortly:

A. Write to Dr Shepherd MEA and Trish Taylor AfME in a detailed way re. their perceived support for the Kent Clinics. These letters will be put in the public domain.

B. Publish 'NHS 'CFS/ME' Centres Condemend Part 4 - another 8 letters, which were in the dossier presented to Dr Turner July 20.

Good Wishes, Paul

RiME 
10 Carters Hill Close 
Mottingham SE9 4RS
United Kingdom
Email: rimexx@tiscali.co.uk
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