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The status of the "Gibson Inquiry" unspun, with a clarification from the Office of the Parliamentary Commissioner for Standards [UK]
 

Part One: Clarification of the status of the Gibson Inquiry
 

"Oh, I think there'll be an inquiry of sorts..."
        Dr Ian Gibson MP, Norfolk Radio, August 2005
 

"...I want every bit of evidence on ME that's around even if it fills the room."
        Dr Ian Gibson MP, Norfolk meeting, November, 2005

"Where there is prejudice we try to eradicate it with good sound sense and science and information..."
        Dr Ian Gibson MP, Invest in ME Conference, May 2006
 

 

The report of the Group on Scientific Research into Myalgic Encephalomyelitis (ME) was finally published on 27 November 2006 with a number of glaring omissions:

1] No Terms of Reference have been published within the report.
 

2] The status of the group which carried out the inquiry and the status of the report, itself, have not been defined within the report.


3] No full List of Witnesses who gave evidence at the five Oral Hearings, their specialities and the capacities in which they gave evidence has been published within the report.

4] No List of Written Evidence or Submissions to the inquiry committee has been appended.


Both before and since the report's publication, we have seen the "Gibson Inquiry" referred to on the internet by advocates for the ME community and by campaigning and patient organisations, including Margaret Williams, Professor Malcolm Hooper, Invest in ME and The ME Association, as a "Parliamentary Inquiry" or as "The Gibson Parliamentary Inquiry".  We are dismayed to see ME advocates and representatives of ME organisations furthering this misconception in print or when writing to the press and that the use of this term is now being picked up by journalists.  We are also dismayed to note that errors in the report, for example, the issue of entitlement to higher level benefit payments are also being reiterated by national press journalists.  We call on the "Gibson Inquiry" committee to give urgent attention to all errors and ambiguities to which they have been alerted since publication of this report.

There appears to be some confusion amongst the ME community, patient organisations and the media about the status of this "Inquiry" and the status of the committee which undertook to carry it out.

When Dr Gibson first pledged himself to calling for a "full" and "proper" and "definitive" inquiry, it was implicit that in order that the inquiry's findings should carry due weight and authority, an independent public inquiry chaired and convened by a learned judge or Law Lord, a full Parliamentary Inquiry with the status of a Select Committee, a free-standing and independent Parliamentary Inquiry or something very similar to a public inquiry, would result.

Similarly, it was conveyed to the ME community by Dr Gibson, his supporters and those that championed Dr Gibson's call for an independent inquiry that the panel would be made up of eminent parliamentarians and national and international medical and scientific experts.  These experts would form the core of the panel which would include additional specialists in, for example, welfare rights, education, health and social services.

It follows from this, that the inquiry would need a dedicated team of staff who would work within an office set up specifically for the purpose of the inquiry.  Furthermore, that the staff team would comprise researchers who would, like their administrative counterparts, service the panel's requirements for information and material for the panel's expert deliberations which would be held in public.  It was anticipated that a full record of the proceedings and Oral Hearings would be documented, archived and accessible to the public.  Naturally enough there would need to be an ample budget allocation to pay for the administration and research team as well as the office base, and all necessary wherewithal.

Many within the ME community were prepared to sit back and await the setting up of the most "definitive" and "independent" inquiry the ME community had yet seen.  There were those however, who were concerned that the depth and breadth of the inquiry's Terms of Reference would not match Dr Gibson's assurances that "...it's open season for evidence as far as I'm concerned; nothing ruled in, nothing ruled out.  We've just got to get to everybody all the evidence we can.  I'm sorry for the committee 'cos they are gonna have to read a lot; and it may be you think they've not given themselves enough time and I might think that too as chair..." 
 

The concerns of Margaret Williams, Professor Hooper, Kevin Short, and those of others on this matter, were that if restrictive Terms of Reference were drawn up by the inquiry panel that patient organisations and large numbers of ME sufferers and their carers would commit to paper long testimonials that the panel would then rule out of consideration on the basis that such evidence was simply not relevant under the Terms of Reference.  Alternatively, the panel might rule out contributions on the basis that ordinary sufferers and carers had neither the status, the authority nor the academic and/or professional qualifications or expertise to warrant consideration by the expert panel due to the vast difference in status between panel members and ordinary members of the ME community - concerns further reinforced by Dr Richard Taylor's response, in late 2005, to a constituent and representative of a local ME group in which he says: 

"I hope you will understand that although patient groups will be clamouring to give evidence, I believe that we will be concentrating mostly on hard scientific fact."  

This kind of issue is a common problem with all types of high level and public inquiries as can be seen from the Hutton Inquiry and previous inquiries into GWS, as well as those into the siting of airport termini and nuclear waste dumps.

The ME community lent its support to this style of inquiry at the highest level into what was eventually to be termed "CFS/ME" by the committee, in order to "get to the bottom of things" on the basis of statements made by Dr Gibson, or reported by his supporters and others.  However, it has never been clear precisely what Dr Gibson wanted to "get to the bottom" of or how he proposed to do this, and neither was it clear how he intended to use the results of any such inquiry or to what end.

This created an expectation within the ME community that Dr Gibson intended to "try and settle some of the arguments [about ME] if that is possible", through his "getting to the bottom of things" via a high level and definitive inquiry.  Similarly, the scope of the inquiry would have a depth and breadth to match its high status and would encompass all issues relevant to ME and those that the ME community wanted addressed in particular, although it would focus in on research.  Therefore, the ME community was led to expect a broad and balanced high level inquiry which would consider everything there was to consider about ME because there was "...nothing ruled in, nothing ruled out..." and that the inquiry would focus in on research as a means of driving forward an agenda for change.

However, as the weeks turned into months it became evident that Dr Gibson was simply not able to influence either the government or the speakers of the Houses of Parliament or even his senior colleagues to set up such an inquiry.  Having failed to achieve his primary objective which he had set for himself, Dr Gibson set about setting up his own "inquiry".

 

Rather than the definitive and high level inquiry he had promised to secure on behalf of the ME community, what eventually emerged was the "Group on Scientific Research into Myalgic Encephalomyelitis (ME)" - an ad hoc committee, chaired by Dr Gibson, himself.  

 

When Dr Gibson finally announced the formation of a committee he invited written submissions from a very elite list of ME charities and selected experts from whom he wanted to hear evidence.  But the ME community had some difficulty establishing from Dr Gibson just who would be sitting on this inquiry panel to evaluate the evidence and what their backgrounds, specialist expertise and interests might be, because this issue was overshadowed by the debate over the Terms of Reference, and the form and format of the inquiry which was still in the process of discussion at the time.  Thus, contentious issues in one debate pushed other contentious issues in the adjacent debate off stage.  Following calls by the ME community for transparency, Dr Gibson eventually confirmed that the panel was to be made up of several members of the House of Lords and a number of cross party MPs and that he would be chairing this panel, himself.  


There was further debate between the ME community and Dr Gibson over the matter of who was to be permitted to submit evidence and serve as Witnesses at the Oral Hearings he had proposed, as a compromise with the ME community over the restrictive nature of the evidence he wished to hear when in session on the inquiry panel.  Having led the call for a "definitive inquiry" and been unable to obtain one, Dr Gibson placed himself at the head of his own inquiry and made various announcements about its form, format, function, make up and modus operandi.  These pronouncements were objected to by the ME community and Dr Gibson was forced by public pressure to modify his ideas on all the key issues (submissions of evidence, evidence itself, Witnesses and Oral Hearings) and this split the ME community over whether Dr Gibson had gone far enough to meet the ME community's demands and whether Dr Gibson was a sufficiently, open, honest and transparent person who could be trusted to lead the inquiry he had set up.

 

 

The Group on Scientific Research into Myalgic Encephalomyelitis (ME) - "The Gibson Inquiry Group"

http://www.publications.parliament.uk/pa/cm/cmparty/061206/memi347.htm

The Group on Scientific Research into Myalgic Encephalomyelitis (ME) is on the Register of All-Party Groups but is not on the Register's 'Approved List'.  As a result, the committee is not permitted to use the terms 'All-Party', 'Associate' or 'Parliamentary' in its title.  The group is not required by Parliament to provide a list of group members.  The group does, however, have to provide a list of office holders to the Parliamentary Commissioner for Standards.  This means that ordinary members of the group who are not office holders are not visible on the online version of the Register and their names are not recorded by the Parliamentary Commissioner for Standards.  In other words, the membership list of ordinary members of the group is hidden and it is up to the officers of the group, most usually the Secretary, to maintain a current and accurate list of group members as he/she will need to send out mailings to the members because the group is not permitted to use the internal parliamentary meeting notification system - the All-Party Notices.

 

For a group not on the 'Approved List', there are no rules for the frequency and scheduling of its meetings nor is the group required to keep or circulate minutes of any meetings it might hold.  This means that the committee can hold as many or as few meetings as they like, but only when parliament is sitting.  They are not required to hold a single meeting within a twelve month period if they do not want to and they are not required to hold AGMs.  [For comprehensive guidelines on the administration of All-Party Groups please refer to the document "Guide to the Rules for All-Party Groups"  http://www.parliament.uk/documents/upload/PCFSGroupsRules.pdf ]

 

These rules also apply to the group formerly known as The All-Party Parliamentary Group on Myalgic Encephalomyelitis (ME), chaired by Dr Des Turner, which was removed from the Register's 'Approved List', in November 2006, by the Registrar's Office and which no longer enjoys the status and privileges of an All-Party Parliamentary Group.  This group is now known and listed on the Register as the Group on Myalgic Encephalomyelitis (ME) as it is no longer permitted to use the terms 'All-Party', 'Associate' or 'Parliamentary' in its title.  Dr Gibson took over the office of Secretary to this group last November.  The Register entry for this group can be viewed at: http://www.publications.parliament.uk/pa/cm/cmparty/061206/memi346.htm 

In parliamentary terms, All-Party Groups have no official status and are viewed as informal.  In terms of relative status, both the "Gibson Inquiry Group" and the Group on Myalgic Encephalomyelitis (ME), chaired by Dr Des Turner (who is also a member of the "Gibson Inquiry Group") sit below that of All-Party Parliamentary Groups - the APPGs.  In other words, APPGs are informal parliamentary groups and are not part of the official proceedings of the Houses of Parliament, and groups which are even more informal than APPGs are the lowest possible rung of the ladder.

 

It is important to understand that the committee put together by the group's Chair, Dr Ian Gibson, was not a Select Committee.  Nor was the "Inquiry" commissioned by government, or any government department, Parliamentary body, office or agency and neither does it have any authority or jurisdiction from the Speakers of either the House of Commons, or the House of Lords, or the Lord Chancellor or the Law Lords.  Whilst all members of the "Gibson Group" were parliamentarians and the Oral Hearings were held in parliamentary committee rooms, this inquiry held no official powers.
 

The "Gibson Inquiry" is not a "Parliamentary Inquiry" and the report which has resulted is not a "Parliamentary Report".  As a document, the report has no official status within government - it is not a "government report" - it is an unofficial opinion piece and has no teeth at all.
 

The Report will not be published by Her Majesty's Stationary Office nor by any government department, office or agency; copies of the report will not be distributed via the Department of Health.  No plans have been announced for hard copies to be printed by the "Inquiry" committee for public distribution, as the group has, in any case, no source of official funding or sponsorship deal with industry, commerce or charity organisation to finance the carrying out of this unofficial inquiry or to pay for publishing and distribution of this unofficial report.

 

Errors, omissions, contradictions, ambiguities and the overall lack of scientific rigour which have been identified in this document considerably undermine its credibility and its political worth.  Once again, we call on the "Gibson Inquiry" committee to give urgent attention to all errors and ambiguities in this document - a document which they failed to put out for consultation.  Perhaps the committee will now understand the need for consulting with the public before they "hit the media airwaves".
 

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

Clarification by Ms Philippa Wainwright, Office of the Parliamentary Commissioner for Standards:

On 15 December 2006, the following questions were raised with Ms Philippa Wainwright, Assistant Registrar, Office of the Parliamentary Commissioner for Standards in relation to the "Gibson Inquiry Group" and the report it has published.


Group on Scientific Research into Myalgic Encephalomyelitis (ME)
[Listed as Myalgic Encephalomyelitis (scientific research into) in the Index of the Register] 

http://www.publications.parliament.uk/pa/cm/cmparty/061206/memi347.htm

I understand that this group was listed at its inception as being "Not on the Approved List".

Could you confirm, please:

a) The current status of the Group on Scientific Research into Myalgic Encephalomyelitis (ME).

I understand that groups which are not on the Approved List are restricted in their use of All-Party Notices to advertise meetings and in their use of the terms 'All-Party', or 'Associate' and 'Parliamentary' in the group's title.

A dedicated website is maintained on behalf of the Group on Scientific Research into Myalgic Encephalomyelitis (ME) at:
http://www.erythos.com/gibsonenquiry/

The display name on the website is given as:

The United Kingdom Parliament

Group on Scientific Research into
Myalgic Encephalomyelitis (ME)


The Group uses the "Portcullis" symbol on copies of Agendas and Minutes which are placed in the public domain and are made available on its website and on the websites of other ME organisations.

In November 2006, the Group published an electronic document titled: Inquiry into the status of CFS/M.E. and research into causes and treatments.  This Report bears the "Portcullis" symbol on its cover.  The Report does not include a clarification of the status of this group.

When the Report was launched, the Group circulated a Press Release which began: "The Parliamentary Group on Scientific Research into Myalgic Encephalomyelitis (ME) today releases its Inquiry Report "Inquiry into the status of CFS/ME and research into causes and treatment".

In a notice placed on the Group's dedicated website, in December, Dr Ian Gibson, Chair of the Group, states: "...the GSRME is registered as an All Party Parliamentary Group, however we are not a Select Committee or government commissioned inquiry".

b) To what extent can groups not on the approved list use or claim the use of symbols, names and authority of parliament, for example the use of the "Portcullis" symbol of copies of Agendas, Minutes, documents and reports which are circulated externally or placed in the public domain by way of internet websites, and the term "All Party Parliamentary Group".


Ms Wainwright provided the following response on 18 December 2006:

"Because the group is on the Register of All-Party Groups it is entitled to use the House emblems (eg the Portcullis) on any of its documents (eg reports, press notices, agendas) and on its website, and it is also allowed to give 'House of Commons' as its address on its letterhead.  However, groups that are not on the Approved List are not allowed to use the terms 'All-Party', 'Associate' or 'Parliamentary' in their title.  In the light of what you say, I  shall write to the group reminding them of the rules on this point."


Ms Wainwright was also asked:

The Report is being referred to by the public as a "Parliamentary Inquiry" and as "The Gibson Parliamentary Inquiry".

c) Would you please confirm the status of this report?


Ms Wainwright provided the following response:

"In parliamentary terms all-party groups have no official status, and are viewed as informal.  Their reports therefore have only the authority of those who produce them."
 

 

[To be continued in Part Two: Comment and analysis]


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

Ciaran Farrell & Suzy Chapman
ciaran@jfarrell58.freeserve.co.uk
me.agenda@virgin.net
 

[Unless otherwise specified, additional quotations taken from audio recording of discussions between Dr Ian Gibson, Kevin Short and others at a meeting in Norfolk on 4 November, 2005, transcribed by Mr Short, or taken from video recording of Dr Gibson's keynote speech at the Invest in ME Conference, May 2006.]

 

A full copy of the report of the Group on Scientific Research into Myalgic Encephalomyelitis (ME) can be downloaded from:

www.erythos.com/gibsonenquiry/Docs/ME_Inquiry_Report.pdf  

***************************************

From Ciaran Farrell & Suzy Chapman

18 January 2007
***************************************



Continued from Part One: The status of the "Gibson Inquiry" unspun, with a clarification from the Office of the Parliamentary Commissioner for
Standards [UK], 17 January 2007 which can be read at:
http://tinyurl.com/2ubraw


Part Two: The status of the "Gibson Inquiry" unspun: Comment and analysis

"We have a debate and we hit the media airwaves with it after we've got
consultation from groups, like your group here...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..."
Dr Ian Gibson MP, Invest in ME Conference, May 2006


The Report of the "Gibson Inquiry" was submitted to NICE, sent out to the
media, distributed to all MPs and sent to government Ministers and the MRC
without the benefit of any consultation process over the content of the
final draft.

The report has been sent to MPs in electronic format for their information
only. Dr Gibson has written a set of largely pro forma letters to specific
ministers and to others: Andy Burnham, Health Minister; Colin Blakemore,
Chief Executive, MRC; Rt Hon Stephen Timms, Chief Secretary to the Treasury;
Jim Murphy MP, Minister for Work; Sir Liam Donaldson, Chief Medical Officer
and John Bell, Chief Executive of the Academy of Medical Science, to whom he
has also sent a copy of his report, asking them to review the document.
Thus he is eliciting comments from them presumably on the basis that the
content of the report is still somewhat fluid and could be changed in the
light of the reviews, if Dr Gibson was minded to do so. This is in stark
contrast to Dr Gibson's attitude towards the ME community on this matter as
he has declared that the Gibson Inquiry is not out for consultation
/amendment, despite considerable concerns over some sections of
the report, particularly statements made in relation to children and ME and
Munchausen Syndrome by Proxy (MSbP/FII).

The Gibson Group's unreferenced statements relating to their
understanding/personal beliefs about the evidence for the existence of ME in
children and in young children/infants was an area for which the panel had
no remit under its Terms of Reference because the section concerned did not
deal in any way with issues concerning the conducting of scientific research
into ME in children. The ME community has also recognised that in
attempting to "evaluate" possible causes, and in becoming prescriptive about
their perceptions of the efficacy or otherwise and the administration of
various treatments, that this was another area for which the committee had
not only exceeded its brief but was significantly out of its depth.

We find it more than a little incongruous (particularly given Dr Gibson's
scientific background and his colleague, Dr Richard Taylor's, close
association with the cross-party MSbP/FII campaigning group) that Dr Gibson
has been prepared to make corrections to errors in names and titles after
the report had been released and has since issued a revised version, yet has
been unwilling to acknowledge that when commenting on a very sensitive area
such as MSbP/FII that there must be absolutely no possibility of ambiguity,
and that where ambiguity has been identified that this needs urgent
addressing. Instead, Dr Gibson has proffered more unreferenced
pronouncements by way of "clarification" of his panel's views, opinions and
understandings which serve not only to further muddy the waters but also to
give legitimacy to the construct of MSbP/FII. We challenge Dr Gibson to
provide citations in support of all statements made in the first half of
section 2.4 ME in Teenagers and children and all statements subsequently
issued by him in relation to age range of ME in children and age range of
presumed diagnosis of MSbP/FII. At the Invest in ME Conference, Dr Gibson
had talked of "good sound sense and science and information...". Dr Richard
Taylor, a former medic, has talked of "hard scientific fact" yet sections of
this report are totally without references and citations and woefully
lacking in scientific rigour.

The panel had, in theory, access to a large body of material relating to the
experience of ME in children provided by the children's charities, by
parents, through paediatrician Dr Nigel Speight's presentation and from
other advocates. It had as its starting point Chapter 5 of the CMO's Report
2002 and various documents issued since which deal specifically with care
pathways for children and young people with ME. If the panel were divided
in their opinions (and we have been told that this section caused the most
contention between panel members) then additional information, evidence or
clarification of existing evidence should have been sought.

We called in Part One of this analysis that the "Gibson Inquiry" committee
give urgent attention to all errors, misconceptions and ambiguities to which
they have been alerted since publication of this report, and that should
also include the section on benefits. Perhaps the committee that approved
this version of the report will now better understand the importance of
proper consultation before releasing a final draft.

Throughout the entire course of the "Gibson Inquiry" project, Dr Gibson, his
supporters, and those who have championed the cause of his inquiry have spun
and generally talked up the status, nature and scope of the project. This
quite naturally created the expectation and demand within the ME community
for the product that was being sold, which in the end has turned out not to
exist.

The mismatch between the actuality and the sales pitch for this project has
split the ME community in two very distinct ways:

Firstly, the spinners, many of whom have vested interests in the success of
the "Gibson Inquiry" project, either politically, and/or those who may
benefit directly or indirectly from an increase in research funding, and
their allies within the ME charities. In particular, there are those within
this caucus group who have invested a great deal in the "Gibson Inquiry"
project that they cannot afford to see it fail, or want to admit that it has
not been a success - for example Professor Malcolm Hooper, Margaret
Williams, Kevin Short and the ME charities, in particular, the MEA and the
25% ME Group via Margaret Williams, as well as the Invest in ME
organisation.

We consider that it is worth noting that the "Gibson Inquiry" report does
not specifically recommend that any more new money is put into biomedical
research into "CFS/ME", only that there ought to be parity between the
research funds allocated to biomedical and psychosocial research. The
reason for this great disparity between the research spending in these two
categories at present is not only due to problems within the MRC concerning
funding of biomedical research projects - it is also because of the very
high level of spend on the psychosocial side due to the PACE/FINE Trials, a
subject that Dr Gibson did not want discussed by his inquiry at all. In
trying to prevent this discussion of the PACE/FINE Trials by his inquiry
panel, Dr Gibson was acting directly against the Terms of Reference set for
the panel, thus Dr Gibson broke the rules for his own inquiry. It is only
due to the efforts of the One Click Group that the matter of the
scientifically and medically flawed PACE/FINE Trials were raised at all,
much to Dr Gibson's displeasure.

It is therefore very surprising that prominent and certain eminent figures
within the ME world would condone such action on the part of Dr Gibson by
affording him not only their continued support, but also their services as
spin-masters.

The second way in which the "Gibson Inquiry" project has split the ME
community has been because of the same mismatch but in a different, though
related way. In this case, it is a matter of the very severe shortcomings
of the Gibson Inquiry at a practical level.

These arise out of the fact that the "Gibson Inquiry" did not, and does not
have any dedicated staff - for financial and human resources were, and are
thin on the ground. This, combined with the lack of skills, knowledge and
general wherewithal could not hope to substitute for a broad based and
extensive high level inquiry and meant that only the most basic
administrative support needs could be met from within the existing resources
available to Dr Gibson, as an MP.

It is an educated guess that these considerations and those that follow
determined the use of a registered group not on the parliamentary Approved
List as the vehicle for the "Gibson Inquiry":

1] Dr Gibson had great difficulty in recruiting members to serve on his
inquiry panel due to the unofficial nature and status of his inquiry and
because he did not like the views of some parliamentarians who sought to be
included on the panel. An informal group below the status of an APPG does
not have to have twenty members in order to qualify and to be set up as an
APPG. Dr Gibson might well consider that a committee of twenty would be
unwieldy for his purpose, and that he simply did not have the resources to
service a committee of that size.

2] The group is a single purpose one and would not have to meet often and
its meeting schedule would be solely and wholly decided by the inquiry
panel, and in particular its Chair, Dr Gibson.

3] A group not on the Approved List has officers and can also have ordinary
members, but it does not have to have an AGM, so that Dr Gibson could take
on the role of group Chair without the need for an election. He could also
dispense with the need to elect other officers of the group as he could
appoint parliamentarians to officership or to committee membership by
directly conferring with them or by "tapping them up" for his purpose. Thus
Dr Gibson could assemble his own inquiry "team" in his own way and that
would constitute the group concerned. Those thus appointed would continue
to serve in their respective capacities until the end of the "Gibson
Inquiry" project. [Ms Ann Cryer, MP, has already stepped down from the
committee, resigning immediately following publication of the report. No
new Secretary to the group has been announced.]

4] The requirement not to have to produce or distribute minutes and other
internal or administrative documents nor have to make them publicly
available would ensure that the project could in theory be run and managed
from within the very limited existing resources. This would mean that Dr
Gibson would have a free hand as Chair to produce what documentation he
wanted to, when he decided to, and he would only have to account for his
actions or inactions to his committee whom he had appointed.

5] This consideration would also apply to documents, reports and 'evidence'
coming in from outside the inquiry for the use of inquiry panel members
since all lines of communication would be through Dr Gibson as Chair, and
only through him would his own personal assistants, who provided the
administrative support for the inquiry, actually run the day to day business
of the inquiry. Thus, Dr Gibson would have almost complete control over the
inquiry through its schedule of work and meetings as well as over the
nature, content and extent of the initial submissions of evidence laid
before the panel, as well as the considerable body of additional evidence
that panel members would, in theory, have access to. He would also maintain
control over its methods of distribution amongst the members of the panel,
in whatever form this material had been supplied to the Gibson office, and
at whatever stage in the evidence gathering process this material was
received; he would have control over how this material was collated,
catalogued and whether and how it is ultimately to be archived and control
over the "feedback" and responses generated by the report following
publication and who would be responsible for collating, cataloguing and
reading "feedback" and responses, and whether those who submitted "feedback"
would receive a response and who would be responsible for replying to them.

[Despite "welcoming informal feedback", Dr Gibson has issued no
clarification of how the collection of "informal feedback" and responses is
being managed by the committee nor how responses received are going to be
used in order to inform the committee in its decisions about how to take
forward its recommendations, nor in relation to the content of the report as
it currently stands. The Gibson committee has requested that "views" from
"groups" should be submitted prior to the meeting proposed for January, but
fails to specify a deadline, fails to define what it means by the terms
"groups" and "contributors" nor clarifies how "views" received from "groups"
are to be used in relation to the format of this meeting, or to any
discussions which might take place via this meeting between the panel, and
these "contributors" and "groups". Nor is it clear how it is to be decided
which "groups" and "contributors" will be allocated invitations to
participate in this meeting; nor has the extent of participation by members
of the public other than "contributors" and "groups" in this "public
meeting" been clarified.]

6] In view of the above, the lowly status of the group in terms of obtaining
action on any of the report's recommendations by government or other
government agencies might appear to be a very considerable drawback.
However, as group Chair, instigator, and prime mover behind the inquiry, Dr
Gibson would be able to use the report pretty much as he wanted, providing
he could keep his colleagues on his committee onside. In other words, Dr
Gibson would be in almost total control of this aspect of the inquiry
project, too.

The only other avenue open to Dr Gibson would have been to use the then APPG
on ME as a vehicle for his inquiry. This he did not do for two reasons:

Firstly, as the following quote from Dr Gibson's speech to the Invest in ME
Conference establishes, he did not consider the then APPG on ME to be
suitable for his purpose: "I have not played a major part at all in the
All-Party Group which was set up following that meeting [Parliamentary
Debate, '97/98] and maybe that is just as well from what I hear about some
of the antics that have gone on there. So I was not going to do it through
that organisation, I thought I would do it in a much more independent way
where there weren't going to be so many accusations of bias and no
independence and so on."

Secondly, if Dr Gibson has gone down the route of using the then APPG on ME
then he would have been subservient to the decision making processes and
procedures of an APPG and its set of elected officers. This would mean that
he could not be master in his own house, let alone build the house itself,
as he did with his own inquiry panel.

We consider that when Dr Gibson realised that he was not going to be able to
set up a high level governmental or parliamentary inquiry, after all, he
ought to have returned to the ME community and fully consulted with them
about the situation, and the possible options. He did not do so, and Dr
Gibson's record of consulting the ME community has been a poor one over the
course of the "Gibson Inquiry" project. We consider there are reasons for
this over and above Dr Gibson's potential unwillingness as a national
politician and parliamentarian to have his hands tied by the needs, wants
and desires of a constituency of interest, and its representatives. Rather
than working with any given community in a collegiate, parliamentary or even
patrician way, Dr Gibson in our view, personally champions causes, and
through this process he effectively becomes the cause through a process of
cerebral political psychosocial internalisation of the external affairs of
the community concerned, its issues and grievances, as well as its politics
and people.

This process of internalisation means that Dr Gibson becomes, we postulate,
a microcosm of the ME world around him, enabling him to internally
articulate the arguments of others and enabling him to see more clearly
where people stand and the angles from which people within the ME world are
coming from. This political zeitgeist is all too common amongst ex
political activists from both the hard right and hard left of politics who
have made it into power and obtained high political office.

Although this is supposition and deduction when applied to an individual
such as Dr Gibson, we can point to Dr Gibson's membership of and very active
participation in the SWP (Socialist Workers Party) in former days and his
continued links with the far left from then to the present, as well as those
of one of Dr Gibson's key, though highly critical allies in the "Gibson
Inquiry" project, Mr Kevin Short. The SWP has been a particular thorn in
the side of the Labour Party as the SWP are entryists into the Labour Party
in order to subvert the Labour Party's core political activities, principles
and agenda, much as militants did in the 1980s.

The reasons why we have pointed this out is that within the Labour Party,
SWP figures often trade on their antiestablishment views and their
dissatisfaction with the status quo to gain support in order to gain and
maintain positions of power and responsibility within the Labour Party, and
through the Labour Party government, itself.

We cite further evidence from the Invest in ME Conference in support of Dr
Gibson's personal ownership of his inquiry as he describes the way in which
he set up his Inquiry Group, and why he did so. It is worth noting when
reading the following quote that like others in the ME community Dr Gibson
says "we" when he really means "he", in our view:

"The reason I set up the Group was very much on an individual basis as
various constituents had come to see me, and they brought Professor Hooper
to see me as well and I have had various other groups come to see me in my
constituency office in Norwich to put their particular point of view, and
whether I have political antennae or whatever, it was something I suddenly
picked up and said really, you know, this is, you know this is flailing
around a bit; we need to get sorted and to raise the profile of it, even
more than there is at the minute, and to try and settle some of the
arguments if that is possible."

For many people the process of internalising a given psychosocial and
political environment in order to have a greater understanding of that given
world is merely a way of working through what is going on and why. For
others, they either take the process too far or they are dragged along like
a coach behind a runaway railway locomotive and sometimes they try to stop
the headlong flight by changing trains, sometimes onto a train going in the
opposite direction.

This phenomenon is known to the ME community because the individual
concerned becomes more and more determined to achieve a single given goal or
objective at all costs, and therefore is less and less likely to want to
consult with or take advice and counsel from the ME community over the
matter of the means used to achieve their ends in their particular
endeavour.

This leads to a situation where an individual does not want any contact with
the ME community and its activists and advocates because members of the ME
community are seen by the individual concerned as "obstacles" and "road
blocks" that must be manoeuvred around, or run down. This ultimately
results in a complete lack of transparency, openness and accountability with
a propensity to engage in secret deal making behind closed and locked doors.

This sad history has been played out many times over when high profile
individuals within the ME charities and their satellites have personally
undertaken a project using their authority as a charity official or trustee
without the corporate backing of the organisation concerned. It is very
unfortunate that the ME charities consider this style of leadership is
preferable to one of consent based upon democratically determined policies.

We consider the reason why so many members of the ME community were prepared to suspend their critical faculties over the "Gibson Inquiry" project has
been because far too many people placed their hopes and aspirations of
finding a powerful stranger from outside the ME world who would take on the
mantle of the ME world's woes and grievances and fight for us like some kind
of saviour or saint. This romantic apparition does not, in reality, exist,
and the ME community has yet again been mislead, and has mislead itself into
believing in redemption through miracle cures out of sheer desperation. To
consider that a national politician of Dr Gibson's background and calibre
could and would become a plaster saint in the hands of the ME community is
more than desperately naive, it is a very telling indictment of those in
leadership roles within the ME charities and the personalities within them
and those that surround them.


Ciaran Farrell & Suzy Chapman
ciaran@jfarrell58.freeserve.co.uk
me.agenda@virgin.net

A full copy of the report of the Group on Scientific Research into Myalgic
Encephalomyelitis (ME) can be downloaded from:
www.erythos.com/gibsonenquiry/Docs/ME_Inquiry_Report.pdf
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