NHS SERVICES FOR ME/CFS

Statement from WMMEG Consortium


The West Midlands ME Groups Consortium is an affiliation of ME support groups who have all been involved in patient representation for the development of the new NHS services for ME/CFS in the West Midlands region. 
Until recently we had a West Midlands CNCC but this function is now closed down due 
to lack of funding.  The fact that no one told us that this had happened for two months 
(we had to ask) speaks volumes.  The patient groups here have not, on the whole, had a satisfactory relationship with the CNCC and were the CNCC ever to be reinstated we are all agreed it should be in a different form and that it would need to look carefully at the aspects of patient involvement, communication and the suitability of sitting in the mental health domain.
On the issue of funding we question why the CNCC was allocated large sums of funding when there was no plan in place to sustain such funding in the future. 

The stated functions of the CNCC were (amongst others) to carry out research, develop education and training programmes for health professionals and to coordinate and support the setting up of LMDTs in their region. To date we have seen little evidence that any/many of these functions have been carried out. 
We also question why so much funding was given to this CNCC when other local services, which were more productive and cost effective, were woefully under funded.
	For example - in the financial year 2005/6: -

Shropshire LMDT: patients seen 166 - funding £84,000

B’ham/WM CNCC/LMDT: patients seen 109 – funding £235,766


There are currently five local MDTs in our region.  In principle WMMEG support the concept that there should be adequate funding to provide a local NHS services for people with ME/CFS. 
We agree that these local clinics for ME/CFS should respond to the needs of the local patients, and that they should work in close cooperation with all the local patient groups and voluntary groups in the area.  Where this has been happening in our region the results have been encouraging.  It is regrettable that most of these LMDTs have had to reduce their service and have had posts frozen due to lack of funding. 
We do, however, have a major concern with the national development and implementation of the ME/CFS services.  We are unhappy with the direction in which the CNCC Collaborative for ME/CFS is leading the ME/CFS service.  There seems to be more and more emphasis on the psychological aspect of ME/CFS and fatigue appears to be the buzz word here.  There is little acknowledgement of the fact that ME is a neurological illness with many complex and serious symptoms.  The only treatments that are recommended are illness management techniques, and, like the NICE Draft Guidelines, there are underlying implications that people with ME suffer from deconditioning and lack motivation to get better.  This is unacceptable and seriously out of touch with the latest international research on ME/CFS.
We urge the Collaborative to consider more robust diagnostic criteria, such as the Canada Criteria, and to be mindful of the WHO classification of ME as a neurological illness.  We would also like to see the advent of subgrouping in the minimum dataset.

In the absence of any truly effective treatments for ME/CFS we feel the Collaborative should be calling for more funding for the research into the cause(s) and treatment ME/CFS.
We feel that the Collaborative could adopt a more open minded approach to the management/treatment of ME and consider, for example, the usefulness of alternative therapies.  
It would also be good to at least study the experience and knowledge gained by medical practitioners, such as Dr Sarah Myhill, who have treated many hundreds of patients with ME over many years with such encouraging results. Whether the medical establishment approves or not [and it seems not, as Dr Myhill is yet another holistic style practitioner currently being dragged before the GMC] the fact is that she is the patients’ choice because she has helped so many, and the patient voice and experience should be taken into account.  
We see little evidence of the Collaborative taking a national lead on aspects such as social care and benefits advice and support.  These aspects were mentioned in the CMOs report and all our patient surveys confirm that this is an area where people with ME need vital support.

We remain very concerned that the severely affected are largely excluded from any access to these services.  Clearly extra funding should be provided to enable local teams to provide a service for severely affected ME/CFS patients. 

We condemn the proposed agenda for the forthcoming Collaborative Conference in October 2007. The agenda is totally dominated by the psychosocial approach - such as CBT - and mental health problems.
There doesn’t appear to be any presentation on the physical aspect of ME/CFS. 
As this conference is intended to educate and inform health personnel who are involved in the NHS services for ME/CFS,  presumably this one sided and biased viewpoint is intended to permeate back throughout the ME/CFS services.
As Trudie Chalder is a speaker at this conference it is worth noting that we consider the IOP/Maudsley training DVD [Chalder/Tylee] for health professionals to be a prime example of this bias, misinformation and mismanagement of ME/CFS
This is the antithesis of all we stand for and worked so hard to achieve for our members.  

This is deplorable, and even more deplorable is that AfME and AYME, two of the national ME charities, have seen fit to sponsor and support this event. 
	WMMEG (Consortium of West Midlands ME Groups) - 
Herefordshire ME/CFS/FMS Group, Shropshire & Wrekin ME Support Group, 
Solihull & South Birmingham ME Support Group, Warwickshire Network for ME, 
and Worcestershire ME Support Group
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