CONSORTIUM of WEST MIDLANDS 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)


GSRME Meeting 6 February 2007

We would like to make the following comments for the GSRME Public meeting on 
6 Feb 2007.

We welcome the GRSME report and would like to thank Dr Gibson and the members of the Group very much for all their hard work and effort at the oral hearings and for reading all the submissions to the Group.

We appreciate that this was a huge undertaking and, considering the very broad spectrum of information that the Group examined in a relatively short time, we feel that the Group encapsulated many of the main concerns of people with ME.
a) Discussion of the Report
· We welcomed the inclusion of the WHO definition of ME.
· We welcomed the acknowledgement that there is a need for subgrouping 
· We welcomed the emphasis given by the Group on the Canadian Clinical Criteria.

· We were a little perturbed by the question mark given to Vaccinations as a possible cause or trigger for ME but welcomed the Group’s suggestion that this needed further investigation.

· We welcomed the open discussion of CBT and GET and the acknowledgement that these may not always be the therapies of first choice and may cause harm for a significant number of pwme.
· We welcomed the acknowledgement that children and young people can have ME but we do question the paragraph on children under 5 years old and the mention of MSBP - we felt this paragraph was not clear or specific in its exact meaning. We would welcome further clarification of this point to avoid any misinterpretation.

· We question the paragraph on diet and supplements - in a recent survey 
[see West Midlands Needs Assessment Survey (NAS)] many patients reported that they found these two approaches to be most helpful and effective.  We would ask that the GSRME redefines this paragraph to ask for more scientific investigation into these two key areas.
· Whilst we appreciate the enthusiasm expressed for the new NHS services in England and agree, in theory, that these should be properly funded and expanded, we would like to emphasise the need [expressed by the GSRME] for suitable diagnostic criteria.  This, we feel, is key to the quality of both service provision and any meaningful research undertaken in these centres.  Those of us who have been involved thus far as patient representatives, have observed that the current criteria are quite broad and allow for a wider spectrum of patients than would be expected than, say, from using the Canadian Criteria. 

This has led to a number of patients deriving benefit from the psychosocial therapies currently on offer and we would like to express our concern that these results will be included in the current method of audit - the Minimum Data Set - which will maybe give a rather distorted view about the efficacy for actual ME patients.  We would like to see a much more robust diagnostic criteria being used for the new centres and for the MDS to make provision for sub grouping so that the results will be more meaningful and productive for future development of these centres for ME/CFS patients.

· We welcome the need for a national register of people with CFS/ME - people with CFS/ME need continued support with regular check-ups/reviews. 

· We welcome the Group's stance on Benefit Entitlement, and the fact that people with diagnosed CFS/ME should be entitled to the higher rate DLA.

· We welcomed the thorough inquiry into the current situation of the deplorable lack of funding for biomedical research of ME and the comments that the question of research funding needs to be urgently addressed.
b) Proposals for 2007:

· Why 2007 is an important year?  With the publication of so many unfavourable, inaccurate and unhelpful guidelines the future of pwme is bleak.  This is a ‘make or break’ year in which every possible effort must be made to rescind these guidelines and replace them with guidelines that take account of the true nature of ME/CFS and also listen to the patient voice.  We will need all the help and support we can get from parliamentarians and focus groups such as the GSRME and the APPG for ME/CFS. 

2007 should also be the year where an equally huge effort is made to initiate funding for biomedical research and to pursue the inquiry into previous policy/bias by the MRC concerning CFS/ME research.

· WHAT IS HAPPENING TO ME?  Is it being subsumed under the umbrella of CFS?? 
If we do not oppose these guidelines [NICE, DWP and NHS Plus] and the general trend towards trivializing ME as if it were chronic fatigue, then we are in danger of losing ME as a distinct illness altogether.

· Given the above concerns re the new guidelines, and especially the NICE guidelines, we would ask the GSRME to inquire into how the  ‘education and training’ of healthcare professionals will be implemented given that only two ‘evidence based’ therapies have been provisionally recommended by NICE. It would be regrettable if all existing and future healthcare professionals will be given the impression that ME 
is a psychological illness which responds to psychological interventions.  Where is the expertise coming from which will educate and train personnel to understand the true nature of ME?
· Will the GSRME be pursuing its call “for a further Inquiry into the Scientific Evidence for CFS/ME by the appropriately qualified professionals.  This Inquiry should be commissioned by government undertaken by an independent panel of scientific and medical experts, including virologists, immunologists, biochemists etc who can objectively assess the relevance and importance of the international scientific data.”?

· The situation with benefit claims and medical insurance has become considerably worse [dire] since the publication of Version 9 of the DWP Guidelines and the NHS Plus Guidelines.  Will the Group be making further representations to the appropriate ministers about these issues?
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