Statement from 
WMMEG (West Midlands ME Groups) Consortium


17 April 2009

To:
Countess of Mar, Chair, Forward-ME
c.c.
Forward-ME members

ME/CFS - Charities involvement in NHS Training
We write further to the West Midlands ME Groups Consortium (WMMEG) statement on ME/CFS - Education and Training in the NHS of 15 March, 2009, addressed to the APPG on ME Chair, with copies to the APPG on ME Secretariat and yourself, which expressed a number of associated concerns.
On Friday 27 March, 2009, an anonymous poll was set up on the internet forum LocalME - 
a platform primarily for leaders of national and local ME groups to share and exchange information relevant to matters that affect the lives of people with ME and their families.

The poll asked:

“
Do you consider the forthcoming CFS/ME Clinical Network and Research Collaborative (CCRNC) 2009 Conference in Milton Keynes, 23rd & 24th April, to be a balanced line up of speakers and topics, appropriate for the education and training of an audience of UK healthcare professionals?”

· Yes, I consider it to be a balanced line up of speakers and topics.

· No, I do not consider it to be an appropriately balanced line up of speakers 
and topics appropriate for an audience of UK healthcare professionals.

Of the 51 group representatives who voted between 27 March and 10 April Ninety Eight Percent (50) voted No.  On the basis that those voting are in contact/discussion with many members in the groups they represent it can be inferred that this poll reflects the disquiet 
and anger of a considerable number of ME sufferers nationwide.
This indicates that the concerns expressed in the WMMEG joint statement, are shared 
by a large number of others throughout the UK.  In fact, it appears to be a comprehensive condemnation of this particular conference and the direction and balance of NHS education and training for CFS/ME.  Identical polls, on other forums, indicate even higher levels of dissatisfaction, in particular a poll with One Hundred Percent members responding voted No. 
We would, therefore, like to highlight some points we feel could be addressed by Forward-ME: 
1. Transparency

2. Patient Representation

3. Unum and Pathways to Work
1. Transparency:  We can see no reason why the conference should be ‘closed’. Conference addresses, particularly keynote speeches, are of relevance and interest 
to all those who are involved in the NHS services for ME/CFS. 

We respectfully request that a transcript or DVD of the CCRNC training and education conferences be made available and accessible to all interested parties.

2. Patient representation:  Involvement in this process appears to be restricted to just 
two charities - Action for ME (AfME) and Association of Young People with ME (AYME).  
Only they are invited to put forward patient representatives for the CNCC Collaborative for CFS/ME [a group which we understand meets twice a year and leads and shapes the current emphasis and direction of NHS services for ME/CFS] and only they are invited to attend the CCRNC conferences.

We would like to know, and understand, quite where the mandate for this representation comes from.  Since neither charity has voting rights for members, nor has either charity, to our knowledge, ever canvassed their subscribers to ask whether they are satisfied with this representation and their endorsement/sponsorship of CCRNC conferences.

In an address to the Royal Society of Medicine in April 2008, AfME Chief Executive Officer, Sir Peter Spencer made a number of valid points regarding research funding and the continuing stigmatisation and distorted image of ME.  He also stated that feedback from the AfME survey (2008) constituted a damning indictment of the overall NHS service, which is falling so far short of meeting people with ME's needs and crucially, 
that  “it is important for NHS to listen to other ME charities - not just Action for M.E.”  

The lack of patient support expressed for 'evidenced-based treatments' in the recent 
large-scale ME Association survey, suggests that the time for that is surely now.
3. Unum and Pathways to Work:  We question once again the suitability of including this speaker in a health education and training conference on CFS/ME.  Apart from the non sequitur of providing education and training on returning to work before providing a diagnostic test and effective treatments, the choice of someone linked to a health insurance industry where there are current anomalies as to how the industry regards 
ME (psychiatric or physical) would seem to be unwise in the extreme.  Given the ME Association’s expressed concerns regarding ME and health insurance, it would seem 
that these are not isolated opinions.  

We feel that entirely the wrong message will be sent out to those attending the conference and rather than help towards unraveling the science, it is more likely to further the stigmatisation of people with M.E. - something, we are led to believe by 
Sir Peter Spencer, Action for M.E. are genuinely concerned about.

We had hoped that AfME and AYME had noted our concerns in 2007 but it would 
appear that nothing has changed since then.  We refer to the West Midlands ME Groups Consortium (WMMEG) statement on NHS Services for ME/CFS, circulated at the APPG 
on ME meeting on 12 July 2007.  The minutes of that meeting include - “the statement went on to criticise the way in which they believe the CNCC Collaborative for M.E./CFS is placing too much emphasis on psychological aspects.  It also criticised the proposed agenda for the NHS Collaborative Conference due to take place in October.”
Given all the above, it is therefore astonishing that Action for M.E. and the Association of Young People with M.E. have once more chosen to endorse an 'NHS conference' line up 
and agenda that is almost wholly subservient to a highly speculative and flawed psychosocial illness model for ME/CFS.  The conference details are available at  www.cfspod.net/

We sincerely hope that rather than merely 'note our concerns', Forward-ME will exert appropriate influence with the CCRNC to effect a much more balanced agenda and line up of speakers for any future conferences - that properly reflects the needs and wishes of local ME groups.

	WMMEG (West Midlands ME Groups Consortium) - 
Herefordshire ME/CFS/FMS Group;  Solihull & South Birmingham ME Support Group, Shropshire ME Group;  Walsall & West Midlands ME Link;  Warwickshire Network for ME; 
and Worcestershire ME Support Group


Above endorsed by:

25% ME Group
Beccles & District ME/CFS Support Group
Cambridge ME Support Group
Eastleigh and Winchester ME Support Group

Invest in ME
Kent ME Network
Liverpool ME Support Group
Manchester ME Society
ME Support group in England with 150+ members (they wish to remain anonymous)
M.E. Support-Norfolk
Morecambe Bay ME Group

Reading Area ME Support Group
Suffolk Youth and Parent Support Group
Sunderland and South Tyneside ME/CFS Support Group
Tim Heatley -'Medical Representative', ME Positive East Midlands
York ME Group
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