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The GSRME group has already disbanded
(The Group for Scientific Research into ME headed by Dr Ian Gibson MP)

On Friday 18 May, two documents were sent to us by Sarah Vero on the understanding that this material was not released until it had been posted by the webmaster on the official GSRME website. We can now release copies of both these important documents: 1] Statement from the GSRME and 2] Notes following the final meeting of the GSRME held on 8 May 2007 [copies of both items are appended at the end of this commentary].

In her accompanying email, Ms Vero advises us that although five members of the GSRME had been open to discussing limited amendments to the Gibson Report (and that it had been intended that the APPG [All Party Parliamentary Group] would be deployed as a focus group through which consensus over amendments would be sought) that since the rest of the panel had already quit the group, amendments were no longer an option. 

With regards to the now suspended EDM (Early Day Motion), which Dr Gibson had proposed to put down a few weeks ago, Ms Vero advised us that it has been mooted on behalf of the Gibson Office that the focus of the EDM should shift to the APPG and that an alternative EDM might at some point be drawn up through and under the auspices of the APPG. We are told that Dr Charles Shepherd has suggested that an EDM might be resurrected later in the year but focussed, this time, on the NICE guidelines - a concept which Ms Vero considers might offer an "interesting solution". 

An EDM focussing on the NICE guidelines later in the year, when the finalised Guidelines are due to be published in August, smacks to us of shutting the stable door long after the horse has already bolted. According to Dr Shepherd, "a team from NICE have accepted an invitation from the MEA to take part in a public meeting on this guidance following publication in August" - again we question the value and purpose of this exercise. The draft of the NICE guidelines were released last October - perhaps the time to have launched an EDM calling for their withdrawal (with associated media work) would have been then - not after the document has been finalised and published. 

Is the APPG/MEA considering launching a similar campaign to that of the cross-party group on MSBP (FII) but calling for the withdrawal of the NICE Guidelines? Could not the GSRME have leant its high profile membership behind a call for their withdrawal, last November? Perhaps such a positive move by this group, in the wake of the publication of its Report, would have proved newsworthy?

We would like to draw your attention to the fact that the GSRME did not meet as a panel after the public meeting on 6 February until its dissolution meeting of 8 May. This means that any proposed EDM which was supposed to have originated out of the 6 February public meeting must have been discussed informally outside the framework of the panel's meetings under the auspices of Chair's Action taken by GSRME Chair, Dr Ian Gibson. This confirms our postulate that there could not have been any official committee based consultation processes or procedures initiated by the GSRME panel in relation to the EDM. This further confirms that the production of the EDM was carried out through liaison between Dr Gibson and Charles Shepherd of the ME Association, and that the second version of the EDM was an amendment to the earlier version as a result of this liaison. 

This in turn confirms that the GSRME Chair and Charles Shepherd of the MEA essentially cut a deal between them on the content and wording of the EDM and also conspired to marginalise and therefore disenfranchise the ME community from being able to participate in any form of consultation process over what this EDM should call for, because their priority was to campaign upon an EDM which they had agreed on between themselves.

Only one MP appears to have attended the APPG meeting last Thursday - the Chair, Dr Des Turner, so the meeting was inquorate and attracted one of the lowest turnouts by MPs for some time. Dr Ian Gibson had put himself forward as Secretary to the APPG on ME at its rescheduled AGM, last November, but since that meeting Dr Gibson has failed to attend a single APPG, in person, sending his researcher along, instead. We hope that Dr Gibson is giving his fellow MPs adequate notice of APPG meetings even if he is otherwise too busy to attend these meetings himself.

The next APPG meeting, scheduled for July, will also be the group's AGM; we trust that Dr Gibson will try and make it to this important meeting and that he will also encourage his colleagues to attend. We would not like to see a repeat of last year's AGM which failed to make a quorum and had to be held again and which was marred by other constitutional issues.

We see from the "Notes" following this meeting of dissolution of the GSRME that the Department of Health has still not responded to the Report and neither have the Ministers of other departments or other officials, like those of the MRC, made any responses. This serves to reinforce the fact that the "Gibson Report" was an unofficial document published by an unofficial group and that the "Inquiry" and the (still flawed) Report which this now dissolved group has produced had no status whatsoever within parliament, despite the efforts of some organisations and individuals to spin the status of this document and to promote this project as having been a "Parliamentary Inquiry". 

We are disappointed that Baroness Cumberlege, Lord Turnberg and David Taylor, MP have not stayed the course long enough to enable the group to agree on and carry out (what would have been limited) amendments to the Report. The GSRME "owns" the Report but the GSRME has now disbanded; the factual inaccuracies, damaging ambiguities, contradictions and misconceptions which litter this Report will now remain uncorrected. We have done what we could to push for amendments, although we would like to have seen the entire document undergo revision in order for it to be rendered "fit for purpose". 

No forward planning for the future role of this group and no exit strategy appeared to have been formulated by Dr Gibson beyond the publication of the group's Report and the public meeting. But then forward planning and strategy have never been a hallmark of this project. 

We've been following with much interest the work of John Hemming, MP with the "Justice for Families" group which campaigns on behalf of families whose lives have been ripped apart by social services and the Family Courts - some of whom have had children and young people with ME/CFS taken into care. We've been comparing the content of speeches made in the House of Commons by Mr Hemming on behalf of this interest group, the media work he has done and the way in which he works in partnership with this campaigning group, with the way in which Dr Gibson has managed his GRSME project, with the public addresses he has given, with the way in which he has repeatedly failed to consult with his constituency of interest and with his recent appearance during this year's ME Awareness Week on Radio Norfolk, in particular. 

We consider this begs the question - was an unofficial "inquiry" the best way of going about this? And if, following an adequate period of consultation, it was felt to be the best vehicle to use as a campaigning tool, should not we, the ME community, have been allowed to scope its remit and retain a stake in this project's development? 

Next time the ME community considers approaching a politician for their help with ME campaigning let us hope that some careful research is done first. Dr Gibson may enjoy "the challenge" of tackling "controversial issues" and launching "inquiries" but we needed more than a "broad-backed politician" struggling to keep on top of his brief and with no real strategies for how he planned "to take things forward" with government departments and with policy makers. 

We would like to thank all of you who have called publicly for amendments or who have written to the GSRME with your concerns about specific sections of the Report, or the Report in general.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

Issued 18 May 2007 by the Gibson Office, embargoed until posted on Gibson Inquiry website:

1] Statement from the GSRME

The GSRME has now disbanded. The Group was formed with the express intention of undertaking an Inquiry into CFS/ME. The Inquiry has been completed and as such the members have now moved onto other projects. Please see the report of the Groups final meeting for further details. The Group would like to thank all those who participated in the Inquiry. Thank you for your oral and written evidence and for your support throughout. The Group is still waiting for responses from some Government Ministries and once these are collected they will be published on the Group’s website. Several of the Group members will remain active in ME campaigning through the APPG on ME. Much remains to be done in the political sphere, on the horizon are both the NICE and DWP guidelines, which the APPG on ME will be keeping a close eye on. For details of the APPG on ME meetings please visit the Action for ME news page

[Ends]


Issued 18 May 2007 by the Gibson Office, embargoed until posted on Gibson Inquiry website:

2] Notes following meeting held on 8 May 2007

Group on Scientific Research into ME

8th May 2007 4pm Room W2 HOC

Agenda

Chair: Dr Ian Gibson MP
Secretariat: Sarah Vero

In attendance:
Countess Mar; Dr Richard Taylor MP; Michael Meacher MP

Apologies:
Dr Des Turner MP

Items for Discussion

1) Welcome 

Dr Gibson welcomed the members in attendance and said Des Turner may attend later on. Dr Gibson advised the Group members of a meeting he had attended with Invest in ME, Dr Byron Hyde and Prof Malcolm Hooper. Long term the outcome of this meeting is that they aim to establish a research programme into ME in the UK. Dr Gibson felt that there were a few key recommendations in the report which everyone agreed with across the board and should be taken forward. 

2) Response of Group members/frequency of meeting

The Group members present discussed the fact that the other members were no longer willing to attend meetings or engage with the work of the Group. The GSRME had always been set up to run for a finite period of time to conduct an Inquiry. The other members obviously felt they have served their time and were not willing to continue. Thus the Group should disband. In any case it is confusing and of little use to have an APPG and GSRME when efforts can be concentrated in one place.

3) Mandate to speak for the Group/correspondence

Sarah Vero had made numerous attempts to get the individual Group members to agree to amendments to the report however only the members in attendance would be willing to consider amendments and as such there is not a mandate of the Group to consider amendments. Dr Gibson was still responding to correspondence on behalf of the Group and felt it was not right to continue doing so without their support. 

4) Possible Amendments

· Teenagers and Children
· Benefits Section
· Treatment Centres

These were the key sections for amendment. However this item had been rendered irrelevant by the discussions of the previous points. The group members present felt these three issues remained unresolved. There was a discussion regarding treatment centres. The Group members felt it is important to stress that the services at many centres are not satisfactory however the model of specialist treatment centres has the potential to deliver much needed care to patients who do not have the proper biomedical support (if any) from non-specialist GPs. 

5) Working with the APPG

Dr Gibson and Sarah Vero maintained that it was vital to keep Parliamentary support for the ME cause and encouraged those present to initiate active links with the APPG on ME. It is hoped that the APPG can be utilised as a dynamic campaigning group for the ME community. 

6) Any other business

Richard Taylor raised the issue of the Nightingale Guidelines which he felt made a number of claims which were intriguing but needed further explanation or substantiation - such as the use of brain scans to reach a definitive ME diagnosis. Dr Gibson asked Dr Taylor to summarise his concerns in a letter which Dr Gibson would pass to Dr Hyde.

Countess Mar asked Sarah Vero about the work looking into DWP conflicts of interests. SV reported that while there was evidence the issue was how to use it. It would appear the Ombudsman is the best route however they deal with complaints on a case by case basis so it would need to be done on the back of an individual who was refused benefits. SV will raise this with the APPG.

The Department of Health have still not responded to the Report. SV will chase this up again and then publish all responses on the GSRME website. 

The Group were extremely pleased that they had taken the task on and although it had been hard work and trying at times they feel that it had been an important and fascinating Inquiry.

[Ends]
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