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Invest in ME - not such a good investment after all...

From: Suzy Chapman & Ciaran Farrell

me.agenda@virgin.net
ciaran@jfarrell58.freeserve.co.uk
Invest in ME is fully aware that the inquiry carried out by Dr Ian Gibson and his panel was not commissioned by either of the Houses of Parliament or by any government department, nor was it carried out by a Select Committee.

Invest in ME is fully aware that the report the GSRME panel has published does not have the authority of Parliament.

Over a week ago, we wrote to three trustees of Invest in ME and asked that they account for why they are persisting in promoting the unofficial “Gibson Inquiry” on their website, to the press and in newsletters as being a “Parliamentary Inquiry” when this is simply not the case.

They are also aware that a clarification regarding the status of this “inquiry” from Ms Philippa Wainwright, Assistant Registrar, Office of the Parliamentary Commissioner for Standards, was issued on 18 December 2006, a copy of which we append.

We have received no response from Invest in ME, whatsoever. It appears that they choose not be accountable.

Invest in ME has prepared a “Conference Pack” which can be downloaded from their website. On Page 4 of this PDF document, under a list of Conference speakers, Dr Ian Gibson is listed as “MP for Norwich North and Chair of Parliamentary Inquiry into ME”.

Dr Gibson is to deliver a keynote speech at the Conference in May, as he did at last year’s Conference.

Since the Report of the GSRME was published, last November, the national ME charities AfME, the ME Association, and the 25% ME Group, individuals from the ME patient community and their advocates have brought factual inaccuracies, omissions and ambiguities in the Report to the attention of the GSRME panel and have requested re-writes of some of the most contentious sections of this document.

Although the GSRME panel members have been aware of some of these issues since last November, they have yet to confirm that they intend to publish a revised version of the Report which addresses the concerns that the charities and wider patient community have expressed.

The report is not fit for purpose.

One of the most contentious and disturbing sections of this flawed report was Section 2.4: ME in Teenagers and Children. Not only does this section make some very odd and unreferenced statements about the existence of ME in children, it also gives legitimacy to the construct of MSBP/FII.

It is not only the epidemiology of CFS and ME that the GSRME have got completely wrong in relation to children, it is also the epidemiology of MSBP/FII, as set down in the various official government reports published since 2002, that the GSRME have utterly failed to comprehend. Had they read and understood the relevant reports and documents they would have realised that it is not possible to lay down hard and fast rules about the likelihood of a baby, infant, child under five, pre teen or adolescent, in terms of a differential diagnosis between CFS/ME/MSBP/FII, solely and wholly on the epidemiology of the conditions concerned because of the difficulties with definitions and the way in which definitions and NHS/social services protocols are used in practice, as evidenced by the documents and reports concerned.
To make such an equation, as the GSRME have done, is not only scientifically specious it is politically naive to the point of blatant arrogance, since the GSRME panel did not and do not consider the documents and reports concerned to be relevant to their work. Neither did they take on board the expert medical evidence of Dr Nigel Speight and nor did they discuss Dr Speight’s evidence in their report nor even acknowledge, in their report, that this paediatric ME specialist had presented evidence to them, at all, as pointed out to the GSRME by certain UK national charities as well as by ourselves and by others.

The GSRME Report is sceptical as to whether CFS/ME exists in children at all, and yet the panel are convinced that a possible cause of ME is a viral infection which presumably they do not consider children and babies can contract. Why is it that the GSRME panel consider that babies and children are immune to a viral aetiology for ME but that teenagers and adults are not, as this hypothesis flies in the face of all medical and scientific logic, reason and rationale?

These misconceptions and misperceptions are extremely damaging because they affect the views and opinions of individuals within the ME community and those the ME community seeks to influence such as doctors, social workers, schools, LEA’s, the NHS and government.

In the light of the tragic news of Sally Clark’s sudden death, last week, we have to question why the GSRME panel has so far been unwilling to revise this section and to disambiguate the reference to prevalence of ME in children, young children and infants, and rates of prevalence of MSBP/FII and why it is that Invest in ME is so accommodating of this report’s shortcomings and is so keen to elevate its status?

Invest in ME is an organisation registered as a Trust with the Charity Commission. It is a non membership organisation which is now requesting donations from the public in order to support its activities. At least two of its trustees are parents of young ME sufferers.

The Trustees are listed on the Charity Commission website as:

http://www.charity-commission.gov.uk/registeredcharities/showcharity.asp?remchar=&chyno=1114035
MR GEOFFREY SALVETTI

MRS SUE WADDLE

MRS KATHLEEN ELIZABETH MCCALL

MR RICHARD SIMPSON

The trust’s Objectives are given as:

TO PROMOTE AND PROTECT THE PHYSICAL AND MENTAL HEALTH OF SUFFERERS OF MYALGIC ENCEPHALOMYELITIS THROUGH THE PROVISION OF SUPPORT, EDUCATION AND PRACTICAL

ADVICE. TO ADVANCE THE EDUCATION OF THE GENERAL PUBLIC IN ALL AREAS RELATING TO MYALGIC ENCEPHALOMYELITIS. TO PROMOTE RESEARCH INTO CAUSES AND TREATMENT OF MYALGIC ENCEPHALOMYELITIS AND TO PUBLISH THE USEFUL RESULTS OF SUCH RESEARCH FOR

THE PUBLIC BENEFIT

We call on Invest in ME to tell us:

a)
Why the trustees of Invest in ME are misrepresenting the status of the ”Gibson Inquiry” to the public, the press and medical professionals as an inquiry which has the authority of Parliament, in full knowledge of the fact that the report which the GSRME published is an unofficial report and that the inquiry it held was not a “Parliamentary Inquiry”?
b)
Why the trustees of Invest in ME (at least two of whom are parents of young ME sufferers, themselves) are prepared to promote the “Gibson Report” in full knowledge of the fact that the report is not fit for purpose and that it is damaging to the welfare of children and their families?

This is in utter disregard for their charitable objectives to: “PROTECT THEPHYSICAL AND MENTAL HEALTH OF SUFFERERS OF MYALGIC ENCEPHALOMYELITIS” and a flagrant abuse of their perceived (now rapidly tarnishing) standing, as an organisation, within the ME community.

c)
Why the trustees of Invest in ME have thus far not been prepared to respond to requests that their organisation is accountable for its actions?

Response from Ms Philippa Wainwright, Assistant Registrar, Office of the Parliamentary Commissioner for Standards, dated 18 December 2006:

In answer to:

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’s response:

”Scientific Research into ME group

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.

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.

Philippa Wainwright
Office of the Parliamentary Commissioner for Standards “ [Tel: 020 7219 0401]
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