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From Suzy Chapman & Ciaran Farrell

Emperor Gibson’s new suit of consultation clothes 

It was disclosed, on Thursday, that Anne Cryer, MP, Secretary to the Group on Scientific Research into ME, resigned from membership of the Group the day after the “Gibson Report” was published.

Why has the Gibson Inquiry Office held back on the news that Ms Cryer had resigned? Did Dr Gibson and his Office feel there would be a better day to bury this bad news rather than cast a shadow over the launch of the Report itself?

Given the controversies over the administrative and procedural acumen concerning matters such as evidence, Terms of Reference and the vexed question of the public’s right to attend meetings of the Inquiry Panel, perhaps Ms Cryer, as Secretary to the Group, decided to exercise the politicians’ prerogative of resigning on the basis of needing to spend more time with her family due to an intolerable workload.

Perhaps Ms Cryer had also been unhappy about the absence of consultation before the final version of the Report was released, or with the pressure to get the document completed in time for the end of the NICE consultation period or with the “compromises” which had had to be made as a result of the strongly held opinions of certain members. Perhaps Ms Cryer was discomforted at having given her approval to some of the very contentious aspects of this Report, such as section 2.4: ME in Teenagers and children, about which AYME will be making representations to the GRSME and for which AfME has already called for reconsideration.

Given that there had been a prospective press conference on the horizon, and with the document about to be released to the ME community, perhaps Ms Cryer did not wish to be held accountable for any of the above. But whatever led up to Ms Cryer’s decision to quit the Group, all evidence of her having been a member of the GSRME has now been removed from the “Members” page of the Inquiry website.

On Tuesday, 5 December, we put a number of questions to the Gibson Group including issues surrounding the process of consultation prior to the release of the final version of the Report, the status of the submission of the Report to NICE, the purpose of the proposed meeting/symposium and the Group’s willingness to engage with the ME community over the content of the Report via a public meeting.

Responses were received from the Gibson Office to some but not all of our questions.

The previous day, as a presenter of evidence at the first Oral Hearing, The One Click Group had also raised a number of questions with Dr Gibson - a series of perfectly legitimate, polite and concisely worded questions requesting clarification of the administrative procedures put in place for the processing and cataloguing of the vast body of material which had been submitted as evidence throughout the Inquiry and what systems had been put in place for the distribution of the “stacks and stacks” of material in Dr Gibson’s cupboard to the individual members of the Group.

No answers have yet been received by The One Click Group to their questions.  Instead, Dr Gibson’s response has been to threaten The One Click Group with litigation.

Why has the raising of this particular set of questions provoked such extraordinary and grossly unprofessional behaviour on the part of Dr Gibson?  One possible explanation would be that The One Click Group’s investigative journalism had indeed uncovered an elephant in the room which Dr Gibson tripped over, much to his annoyance, whilst trying to stuff the elephant under the very large rug of secrecy that has surrounded the Gibson Inquiry project.

We intersperse the replies which we received from the Gibson Office to our own questions with further comment and analysis:

The Office of the Gibson Inquiry: by email: 05.12.06

“The consultation process was the submission of evidence stage, the Group collected evidence and then wrote the report according to what they received from patients/patient groups. The Group received written evidence and phone calls from patients and patient Groups over the entire course of the Inquiry, which is a lot of patient input. Dr Gibson is determined the Group must retain ownership of the report and that it must reflect their interpretation of the issues.”

Dr Gibson has been unwilling to account for the discrepancy between the commitment he made at the Invest in ME Conference, in May, that “debate” and “consultation” would take place before the Report was released to the press, with what has in reality taken place, which is, that the Report has been submitted to NICE and released to the press without any consultation process with patient groups, with those who presented evidence via the Oral Hearings or by other means, or with the wider ME community.

Information and evidence had been gathered from a number of sources and in a variety of formats: from researchers and specialists selected by the Group, themselves, from specialists put forward after representations by patient groups and individuals, together with material from patients and carers, some written, some oral, some on disks - all of which required processing and distributing to the members of the Group and then considered and evaluated by the Group, as a body.

We do not consider that the “submission of evidence stage” equates with a consultation process but functioned only as an initial information gathering exercise. Indeed, Dr Gibson had recognised, in May, that some form of consultation process would need to take place before the final version of the Report was launched.

This has not happened and Dr Gibson now seeks to present the process of the Inquiry as one continuous “consultation process” despite the fact that no opportunities have been afforded, at any stage, for any type of ongoing “review” of this document by any groups or individuals other than the members of the Inquiry Group, itself, which would inform the process of revision and refinement.

So the content of the final document has not evolved in response to a process of ongoing consultation with the ME community but has been put together by a Group, in isolation, on the basis of all or some of the material gathered in by the Group along the way.

The Group has not provided a catalogue of the evidence, publications and other material submitted nor has it listed what publications and other material were obtained by the Group, itself, which the Group used in order to inform itself. We consider that a catalogue of the evidence on which the Report is based and on which the Group relied should have been provided.

To return to the issue of the Teenagers and children section, the paediatric specialist, Dr Nigel Speight, presented at Oral Hearing 4 and yet is not listed in the Report as having provided evidence, nor is his presentation referenced anywhere in the text of the Report. From a reading of the Report alone, and without reference to the Inquiry website (where his presentation is recorded in a brief reference in the minutes), one would be forgiven for assuming that no paediatric specialist had provided evidence to the Group - an assumption further reinforced by some very peculiar and very ambiguous statements about the existence of ME in children, and in relation to MSPB, which were approved by entire the Group, within the text of section 2.4, none of which are referenced.

Recipients of the Report have therefore been denied the information that

a)
a paediatric specialist and possibly the leading UK expert on ME in children had presented evidence to the Group; b) what other evidence had been presented to the Group in connection with ME in children and c) what other evidence the Group had obtained, itself, in order to inform itself further about ME in children and young people. In other words, recipients of the Report, as it stands, have no means of evaluating the “findings” or “opinions” of the Group in relation to the evidence available to the Group and on which it relied when putting together the section on ME in Teenagers and children, since not a single reference has been cited and no catalogue of evidence is provided, either, in the body of the Report or as an Appendix.
Had some form of consultation process taken place before the final Report had been released, these very serious oversights and omissions, their implications for the credibility of the document as a whole and more importantly, their implications for children and their parents and carers, would have been picked up.

Parents and carers of children and young people are not reassured by suggestions that the so called “weaknesses” in the section on children will inevitably be addressed when a “full and proper inquiry” has been secured.  It is by no means certain that any “full and proper inquiry” will come to fruition.

In the meantime, a document is all set to do the rounds of various government departments which contains unsupported and potentially very damaging statements about children and infants.

Moreover, those who gave evidence to the Gibson Inquiry were those who had been able to meet the very tight timetable for doing so and initially were only those like the ME charities or a very small and select group of researches that the Gibson Inquiry Panel had selected, themselves. Some medical specialists who did give presentations, like Dr Nigel Speight, were included at a later stage only after assertive representations had been made by the ME community that time should be allocated to them over and above practitioners such as Dr Perrin who had already made one presentation. The GSRME Panel made limited compromises regarding from whom written evidence should be received and from whom evidence should be heard, by way of presentations at oral hearings.

In the issue of the gathering of evidence and in consultation, it seems to us that Dr Gibson, and through him, his Inquiry Panel, simply wanted to engage with those with whom they wanted to engage and not allow input from the ME community, which does not accord with Dr Gibson’s speech to the Invest in ME Conference where he spoke of the need to facilitate patient groups and individuals in influencing government departments.

We find it rather amusing in an ironical way that Dr Gibson has given a new twist to the old political adage of “jam tomorrow” with his post adhockery hokum in which he advises us that yesterday, it would be “jam tomorrow” and that we had that “jam”, and today that we have had both our jam and our chips, when in reality neither jam or chips were on the menu.

“However, the Group does of course want to work with the ME community on taking this forward. The Group is considering responses (informally) because they are interested in people’s views and opinions. In addition, yes they do intend to have a meeting to discuss both the contents of the report and how to use it with interested parties. There will inevitably be limited spaces at such a meeting. The Group will announce details on the website soon.”

We question the rationale of eliciting “informal” responses at this stage.  To what purpose does the Group intend to put “informal” responses now that the Report has already been published? The Group has failed to clarify whether and how “views and opinions” will be used by the Group in relation to the Report, as it stands, and in the light of its statement regarding the retention of “ownership” of the Report.

The Group has announced a commitment to holding a meeting in January in order to discuss the content of the Report. Again, the Group fails to clarify to what purpose it intends to put “views and opinions” about the Report’s content, elicited via this January meeting.

The critical issue in this matter is whether or not Dr Gibson and his Inquiry Panel are prepared to amend, adjust and add text to their Report following comment and criticism from the patient groups and the wider ME community. Dr Gibson, however, has been adamant that “The Gibson Inquiry is not out for consultation/amendment” so unless he and his panel are prepared to change their minds, there will not be much to discuss at any meeting regarding the Report’s content, in whatever shape or form that meeting takes. In terms of how the Report should be used, this again needs to be the subject of proper and meaningful consultation with patient groups and the wider ME community if it is not to be seen, for what it very well may be, as a token gesture.

Is Dr Gibson prepared to clarify to what end he is collecting “views and opinions” on the content of the Report?

In terms of the “interested parties” referred to by Dr Gibson we would like to know is this more tokenism whereby Dr Gibson and his Inquiry Panel consult with a highly select band of VIPs that the Inquiry Panel will pick in the manner of a fantasy football team from those who presented at the Oral Hearings, and will the ME community be permitted to attend as active participants in these discussions or as mere spectators?

We note that Dr Gibson has not answered the question: Who does the Group intend to invite to this meeting/reception/symposium in addition to those who presented at the Oral Hearings?

Regarding space limitations, why is the Group not willing to arrange for the meeting in January to be held in a venue where space for members of the public will not be a critical issue?

We note that Dr Gibson has not answered the question: Would Dr Gibson consider attending a meeting specifically set up in order to discuss the content of the Report with the ME community and to discuss how the Group intends to proceed, i.e. a meeting “owned” by the ME community?

“Dr Gibson spoke to NICE at the start of the summer and they agreed to take the Inquiry Report as evidence. At that time he was not made aware it would not receive a formal response. We have since had conformation direct from the Chairman of NICE that submissions not on the proforma will not be used as ‘information only’ rather they will be considered as full evidence equal with the online proforma evidence, however they will not receive a formal response in the same way. We were not made aware of this until the 23rd Nov. I know several patient groups were in the same boat. At that late stage, we were not able to input the report into the online proforma, as you know the Group has limited resources. The priority was to produce the report and ensure it went out to patients the press and NICE.”

Having elected to submit the Report to NICE, as registered stakeholders in the NICE consultation process, we consider that every effort should have been made to submit the Report via the proforma in order that NICE would be under obligation to make a formal response to this document and in order that the ME community might have the benefit of reading NICE’s responses to this Report.

The assertion that the Gibson Report will be considered as full evidence is clearly at loggerheads with the waiver that NICE do not have to make a formal response to the Gibson Report which they would not have to do for an “information only” submission. We wonder, given the propensity for both the Gibson Inquiry personnel and NICE officials to be both economic and elastic with the truth, precisely what the exact nature of the bargain struck between NICE and the Gibson panel was, and whether the response we have received accurately reflects the deal that was done.

“The Group will be writing to senior ministers asking for them to comment on the report. Although the Group is not a Select Committee, Ministers are directly responsible to MPs and are obliged to respond to them. The Gibson Inquiry has unique access to government. We have already submitted to the Dept of Health as they had requested a copy earlier in the year. While the Group may not have the official channels of a select committee or government inquiry, they are determined to make their own channels and determined this report will make a difference.”

Which senior ministers will be provided with a copy of the Report and will responses made by these ministers be made public?

It is a Patrician technicality devoid of all practical meaning that ministers are accountable to small unofficial groups of parliamentarians unless one lives in Plato’s Republic, as described by Melvin Bragg.

A good example of the rift between democratic theory and practice is given in the accounts of the last APPG on ME meeting on 16 November. The Secretary of State of the Department of Work and Pensions (DWP) Mr John Hutton, attended the APPG ostensibly to listen to and address the concerns of MPs and ME charities over the DWP’s rewrite of the CFS/ME entry in the Disability Handbook. Instead, Mr Hutton gave a government/party political speech on the government’s new initiative to remove a targeted number of claimants from Incapacity Benefit. Rather than raise the planned concerns they had, the APPG MPs and charity representatives politely enquired about the quality of the medicals involved in this new initiative.

The point here is that in the real world of British politics, in the 21st century, it is sadly apparent that the government, and its ministers, expect backbenchers to loyally support government policies without wavering or the asking of too may awkward questions. In other words, the arrow of accountability actually runs the other way round, and ministers expect backbenchers to toe the party line, as to opposition parties, anything not on a party’s political agenda can be, and often is viewed by the Party Whips as being a dangerous distraction from real parliamentary business.

We are not satisfied with this reply as we see in it a further and rather naive and patronising attempt by Dr Gibson to spin himself out of trouble, rather than admit that there is a very large and real problem about the nature, status and implementation of the GRSME Report. It also carries with it implication that the “unique access to government” might be a reference to the possible use of various old boy or personal networks within parliament to achieve the personal and private agendas of Dr Gibson and his panel using the GRSME Report as a vehicle. This is a matter of concern as such networks could be used to sidestep the ME community and the proffered “consultation” if it does not accord with their preferred consultation outcomes.

Mr Andy Burnham, the Junior Minister from the Department of Health attended one of the oral hearings, and it was clear to all present that he was struggling hard to get on top of his brief. Dr Gibson has previously stated that he considered that the job of his Inquiry was “to advise Andy Burnham on the matter of CFS/ME research as Andy Burnham had asked for guidance on this”. It is therefore not surprising that Mr Burnham would ask for a copy of the Report and we assume that this is what Dr Gibson is referring to. If not, we would like to know, to whom the Report was sent, and on what basis?

We are quite well aware that the GRSME would have to make its own channels of communication and reporting procedures and this was the point we were making to Dr Gibson. We can only take this part of his reply to be a confirmation of this, as this is the case for all small unofficial groups of parliamentarians who club together to engage in any mutual project between them within parliament.

This is why we asked our original question and formulated these replies. We have to point out that it is parliamentary custom and practice to negotiate channels of communication and reporting lines at the same time as the full Terms of Reference are drawn up and parliamentarians recruited to sit on any inquiry panel. Dr Gibson did not do this and as a result he is now a prisoner of his own inaction in the matter. All we can do is to say that if he had listened to the ME community’s concerns about his Inquiry at its inception, neither we, nor he, would be in this predicament now.

“Please bear in mind the Group cannot devote as much time and resources to this as they may like to, as it is being conducted on top of the usual work MPs must do. There are many other patient groups and charities they deal with that also need help and they must not neglect them. As such, the process will not be as instant as some might like, the Group appreciates this is frustrating but hopes that patient groups will also appreciate the conditions the Group is operating under.”

Both this and the previous reply contained in the quoted paragraph above are somewhat flavoured with the patronising condiment of “Trust me, I’m a politician...”, and we consider that the condiment in question ought to be a pinch of salt.

With regard to the extended use of the official Gibson Inquiry website: it is understood that the facility of a website was proffered in order that notices of hearings, meetings, Agendas, Minutes and other information relating to the process of the Inquiry might be more effectively disseminated to the ME community and as a central location from where copies of the Report could be accessed and downloaded once the final document had been published. It was also envisaged that such a facility should avoid a repetition of the situation which had occurred in May and June, where two Oral Hearings had taken place without public notices having been circulated by the Group’s administrative staff, raising speculation about the commitment of the Group to holding these Hearings in public and disappointment from those members of the public who would very much have liked to have attended one or both of those Hearings.

We note that a “News” page has now been added to the website and that this facility is being presented by Dr Gibson as a channel of communication with the ME community. We were dismayed to see that although a meeting of the GSRME had been announced for Monday, 11 December, via the “News” page, no details of its purpose, time or venue had been given nor was it stated whether this meeting was to be held in public or in private.

We do not consider that this reflects a genuine desire to provide an effective channel of communication. We note that although the Agenda for the meeting has been since been added to the website it is still not evident whether this meeting is to be held in public or in private but we can confirm that we have been informed by the Gibson Office that this meeting will not be held in public. [Copy of Agenda below]

We also have concerns that Dr Gibson and the GSRME may seek to use this facility as a means of avoiding direct engagement with those who wish to raise legitimate questions or concerns directly with the GSRME and that instead of answers to questions being provided, enquirers may be signposted to the “News” section of the website where generic responses may be posted, where only partial responses to questions raised may be found, or no satisfactory answers, at all.

We would not wish to see this extended use of the website as a means of placing a barrier between the GSRME and the public, whether they are part of the online ME community or not, or used as a means of deflecting questions or as a means of being other than consistently open, honest and transparent in relation to the Inquiry in all its aspects.

Dr Gibson has employed the artifice of an “interview” as a means of conveying certain information and opinion. We consider that the tenor and content of this “interview” with Dr Gibson, indicates that the website is already being used by him and the GSRME as an instrument of propaganda and spin.

We feel this particularly keenly as we have seen precisely this sort of modus operandi from the two main ME charities, and so we are concerned that the Gibson Inquiry Panel might, but ought not to, follow suit.

AGENDA

http://www.erythos.com/gibsonenquiry/Docs/Agenda_11Dec06.rtf
Group on Scientific Research into ME

11th December 2006 3-4pm Portcullis House

Agenda

Chair: Dr Ian Gibson MP

Items for Discussion

1)
Ann Cryer MP resignation

2)
Launch of the News Page

3)
Responding to enquiries

4)
Aftermath of the Report

· Making the report count

5)
Distribution of the Report to relevant groups/organisations

6)
Letters to Ministers

7)
Sending out to other MPs

8)
Format of the meeting in January with patients, groups and contributors.

9)
Making research a priority - supporting scientists/forming a review panel

10)
Any other business

Questions for Dr Ian Gibson, MP, Chair, Group on Scientific Research into ME:

05 December 2006

A couple of minutes into his keynote address to the 12th May Invest in ME Conference, Dr Ian Gibson, Chair of the Gibson Inquiry Group, stated:

“We will have the Minister in...and ask them what their attitude is, and she will have her officials with her, so in that sense it’s going to be a formal inquiry - there’s going to be a report. I’m absolutely determined to get that report out before we break up at the end of July. We have a debate and we hit the media airwaves with it after we’ve got consultation from groups, like your group here.”

A few minutes later, Dr Gibson said:

“...I wish I had the inquiry results in front of me now, so you could say hang on a minute - that’s nonsense or whatever...”

1] On 12th May 2006, towards the beginning of his keynote address to the Invest in ME Conference, Dr Gibson expressed a clear commitment to a consultation process being held after the Report had been completed and before it was released to the media.

Would the Group please confirm if any form of consultation process was held with any of the patient groups, organisations or individuals who presented at the Oral Hearings, or with any of those who submitted written evidence or with any members of the wider ME community before the Report was released?

What form, if any, did this consultation process take, when did it take place and which patient groups and/or individuals were consulted?

2] If no consultation process was held, prior to the document’s release, what were the reasons for this decision, whose decision was this, and when was this taken?

3] Would the Group please clarify whether any form of formal or informal consultation process is currently in progress and how, and by whom, this is being managed?

If this is the case, how are any responses to be elicited via formal or informal consultation to be used a) in relation to the contents of the Report, as it stands; b) to inform the Group’s decisions about how to proceed?

4] On 12th May 2006, at the Invest in ME Conference, Dr Gibson expressed his desire that the forthcoming NICE guidelines should be fit for purpose. Dr Gibson has since informed the press, via the 26 November Press Release, that “These [NICE] guidelines have been widely criticised by patient groups and by the APPG on ME. Chair Des Turner described them in a meeting last week as ‘not fit for man nor beast’ Dr Ian Gibson MP of the Inquiry described them as ‘useless’.”

Would the Group please confirm that the Gibson Report was tendered to NICE in a form other than on the web proforma and the basis on which NICE has accepted this document from them?

If it is the case that the Report has been submitted on a ‘for information only’ basis, what was the reason for this decision, whose decision was this, and when was it taken?

If it is the case, how does this course of action accord with Dr Gibson’s stated intention at the Invest in ME Conference that the findings and recommendations of the Report should help inform the process of the development of the NICE guidelines?

5] On 12th May 2006, at the Invest in ME Conference, Dr Gibson spoke of the need to facilitate patient groups and individuals in influencing government departments.

How does this statement accord with the Group’s decision to submit the Report to NICE and publish the Report “sight unseen” as it were, by the patient groups and individuals whose interests this Report represents, and with the Group’s statement, on 28th November, that “The Gibson Inquiry is not out for consultation/amendment.”?

6] It is understood that there are plans for the Report to be officially presented to government some time in the next couple of weeks.

Given that this inquiry has been an unofficial inquiry and given that the Gibson Group is not a Select Committee, or an APPG, or any official House of Commons/Lords official committee, what impact does the Gibson Inquiry Group consider its Report and the recommendations made within it will have on government, Department of Health and other bodies, bearing in mind that the Inquiry Group cannot rely on the formal and official channels of processes and procedures which official committees have the right to expect?

In what ways does the Group intend to use its Report to achieve implementation of its recommendations?

7] It is understood that a “meeting” or “reception” or “symposium” is to be held some time in the future to which those who gave evidence and presentations at the Oral Hearings are to be invited.

Would the Group please clarify what the purpose of this meeting/reception/symposium is?
Has a date and venue been set for this proposed meeting/reception/symposium?

Who does the Group intend to invite to this meeting/reception/symposium in addition to those who presented at the Oral Hearings?

Will this meeting/reception/symposium be held in public so that members of the public can attend and participate?

8] Would Dr Gibson consider attending a meeting specifically set up in order to discuss the content of the Report with the ME community and to discuss how the Group intends to proceed?
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