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May be reposted unedited and with acknowledgement to the authors
Regarding the Statement by ME Organisations on the NHS Plus Guidance on the Occupational Aspects of the Management of Chronic Fatigue Syndrome.
A copy of this statement has been sent out in The 25% M.E. Group's "Mini-Quart" newsletter, received this morning.

This is one of three statements which The 25% M.E. Group are asking their members to forward in conjunction with a form letter to MPs and SMPs as part of their M.E. Awareness Campaign 2007.  The other two statements are joint charity statements on the DWP CFS/ME Guidance Document and the Draft NICE Guideline.  It is interesting to note which of the four main national charities have elected not to sign up to these individual statements.

 1] Statement by National ME Organisations on DWP CFS/ME Guidance Document (Version 9)
The DWP statement has been signed by: BRAME; The 25% M.E. Group; The M.E. Association; AfME (Action for ME); The Young M.E. Sufferers Trust; Dr Terry Mitchell; Dr Nigel Speight; Prof Basant Puri, dated 30/01/07.

[AYME is not listed as having signed in support of this joint statement.]

 2] Statement by ME Charities on Draft NICE Guidelines for the Treatment of ME/CFS - December 2006
The NICE statement has been signed by BRAME; The 25% M.E. Group; The M.E. Association; AfME (Action for ME); The Young M.E. Sufferers Trust; AYME; CHROME; The National M.E. Centre, dated December 2006.

 3] Statement by the ME Organisations on NHS Plus Guidance on the Occupational Aspects of the Management of Chronic Fatigue Syndrome
The NHS Plus statement has been signed by BRAME; The 25% M.E. Group; The M.E. Association; The Young M.E. Sufferers Trust; CHROME; The National M.E. Centre; M.E. Research UK (Merge); West Midlands Group Consortium (NICE stakeholders - ME/CFS Guideline, November 2006); South West Alliance for M.E; Suffolk Youth and Support Group for young people with long term illness and their parents; M.E. Positive - East Midlands, dated 26 March 2007

[Neither AfME nor AYME are listed as having signed in support of this joint statement.]

In Statement 3, a number of organisations call on NHS Plus for the immediate withdrawal of guidance leaflets and the national guideline upon which they are based.   [Copy of full Statement 3 in Appendix 1]

Nearly two months ago, at the public meeting of the GSRME, Dr Charles Shepherd had announced that "The MEA is currently co-ordinating a joint response to the NHS Plus Guidance" but there is no copy of this NHS Plus statement on the MEA's website although the "News section" of the website has been updated several times since 26 March, the date this statement was issued.  To the best of our knowledge, the NHS Plus statement has not been posted on any of the main national charity websites or circulated openly on the internet.  There is, however, a copy on the website of The 25% M.E. Group.

The current issue of AfME's magazine, "InterAction", carries a full page article in connection with the NHS Plus Guidance documents in which it states: "Action for ME has joined other charities in criticising occupational health guidance on CFS* for employers, employees and health care professionals, which was published by NHS Plus/Department of Health in October."  [Copy of full article in Appendix 2]

It is not known why AfME has not been prepared to sign up to the joint statement, issued on 26 March.

In the "InterAction" article, it states that: "The Trustees of Action for M.E. do not support these guidelines and lobbied hard prior to their publication for them to be withdrawn"; that in July 2006, its Chair, George Armstrong and its interim CEO, Trish Taylor, had met with the Guidelines' authors and that AfME has "supplied NHS Plus with several alternative documents and pressed for wider consultation with the M.E. community". 

Nowhere in this article does it disclose that former CEO, Chris Clark, who resigned from AfME in April 2006, had been a member of the NHS Plus Guidance Development Group until March 2006 [see Appendix 3 for list of members of Guideline Development Group].

We have no recollection of AfME publishing any concerns, whatsoever, about any of these NHS Plus Guidance documents whilst they were in the development stage, prior to publication or post publication [October 2006].  In fact, AfME failed to flag up the publication of these Guidance documents, in October, or issue any statement following their publication of their policy position towards these documents or that they had apparently been lobbying for their withdrawal prior to their publication.

The article does not mention any forthcoming joint statement from the charities and/or other organisations but is it is likely, in any case, that the magazine would already have been put to bed before the joint statement had been finalised.

Questions:
1] Why has the MEA, who had announced in February that they were co-ordinating a joint response, failed to keep their members apprised of the fact that a joint statement was released towards the end of March and why has it not published a copy of this statement on its website?

2] Why are AYME and AfME not prepared to sign up to this joint statement?

3] Chris Clark was a member of the Development Group for the NHS Plus Guidance but left AfME in April 2006; AfME states that it made representations to NHS Plus in July 2006, prior to publication of the Guidance documents in the October, just days before the publication of the NICE Draft Guidelines.

AfME must therefore have had sight of a draft or of an early finalised document.  Why did AfME not publicly alert the ME community to their own concerns for the content of this document before it had reached the publication stage?

4] Since it was public knowledge that Chris Clark was a member of the NHS Plus Guidance Development Group then the ME Association, The Young ME Sufferers Trust and AYME would have been aware that these guidelines were in the process of development and that their publication would predate both the publication of the final NICE Guidelines and the DWP Guidance document.  Why have they all sat on their hands over this?  It is known that Chris Clark had been the long term convener of the Alliance of ME charities, and as such, the onus would have been on AfME to fill the vacuum left by Mr Clark's departure, in the first instance, pending further discussions concerning the support and organisational needs of the Alliance.  If AfME were making representations to NHS Plus in July 2006, was the issue of the very contentious nature of the content of these guidelines NEVER discussed with the Alliance of ME charities, in order that individual or joint representations might be made by all members of the ME Alliance prior to publication? 

5] The NHS Plus Guidance was published on 4 October and circulated on Co-Cure by Suzy Chapman on 14 October, that is almost SIX MONTHS AGO.  We are aware that the charities have had detailed responses to NICE and DWP documents to submit and consult about but why has it taken SIX MONTHS for a joint statement to be tendered in response to a set of documents which the charities knew had been in development since at least early 2006, if not since 2005?

6] Since this statement by selected of the main national ME charities, other national organisations (two of whom are members of the M.E. Alliance) and selected local M.E. support organisations has not been widely published to date, we reproduce it in full below. 

The statement on the NHS plus Guidance (of which only two of the main four charities have signed) states:

"They [NHS plus Guidance] fail:- 

 

1. to mention that ME is classified by the WHO (in ICD10:G93.3 with "CFS" being an alternative term) as a neurological illness-a fact that is accepted by the Department of Health."

 

We would like readers to note that the term "ICD10:G93.3" for Myalgic Encephalomyelitis was conspicuous by its absence from Dr Gibson's EDM on ME research, which he withdrew on 28 March, and from the Code of Conduct proposed for the APPG on ME put forward, but deferred, at the last meeting of the group, by Dr Des Turner, Chair of the APPG on ME.  It is also worth noting in this connection that Dr Turner is a member of the GSRME and when challenged by Ms Diane Newman about the absence of this precise term from the EDM, at the APPG on ME meeting on 22 February, Dr Turner responded: "I don't really think that's a sensible thing to do in an EDM.  No, there's so much argument about definitions and what we want is sensible - is to have this issue addressed sensibly, if we immediately lock it into any given definition, which not everybody in the room will probably agree with, I think that would detract from it.  I wouldn't do that."  

 

The charities statement also refers to the Canadian Guidelines as being more detailed and more expert because they were derived by a consensus panel of national and international experts as opposed to the two authors of the main NHS Plus Guidance, Guideline leader, Dr Karen Pratt, Specialist Registrar in Occupational Medicine, BUPA Wellness, London; Director of NHS Plus evidence-based guideline project, Dr Ira Madan Consultant Occupational Physician, Guy’s and St Thomas’ NHS (Foundation) Trust, London, who form part of the NHS's own internal occupational health department.  The two occupational health doctors, who do not have a background in ME were assisted in their work by Professor Trudie Chalder, internally, amongst others, and externally by Professor Michael Sharpe and Professor Peter White.  

 

Therefore, the Canadian Guidelines which set out ME as being a physical neurological disease were ignored by the NHS Plus Guideline Development Group in favour of the biopsychosocial illness model of CFS, and this is what the charities were objecting to.  Why is it that the charities are prepared to refer to and use the Canadian Guidelines as a bulwark against biopsychosocialism, in this context, but they are not prepared to prevail upon the GSRME to recommend the adoption and implementation of the Canadian Guidelines in the GSRME's Report, or in Dr Gibson's EDM on Scientific Research into ME?
 

 With regard to the regional organisations that have signed up to this statement, it is not clear on what basis these organisations have been included.  It is not known whether all or selected UK regional organisations or for that matter, national research, advocacy and campaigning organisations, such as The CFS Research Foundation, The ONE CLICK Group and RiME, were also approached for their support.

In order to sign up in support of this statement it would surely have been necessary for a draft of the statement to have been made available to these additional organisations as well as to members of the ME Alliance and its satellite organisations.  These regional organisations have presumably not lent their support to this joint statement without having had sight of its content.  Why then was this statement not placed in the public domain in order that other local and national organisations might be given the opportunity to consider whether they would also like to sign in its support and in order that the members of the various charities and organisations who have signed up to it, and the wider ME community, have had an opportunity to view what the charities were intending to submit to NHS Plus/Department of Health on their behalf?  

It is not known whether, or on what basis, or by whom, these regional organisations might have been approached for their support or whether it was the case that these organisations approached the MEA, themselves, offering to support any joint statement that was anticipated.  Either way, selected patient groups and organisations have been party to this statement whereas other groups and organisations have been disenfranchised from the opportunity of lending their support to this statement and few of us, until today, will have known just what this statement contained, who has and who has not signed up to it or that any statement had been issued at all.  

Once again the charities have failed to consult and to keep their constituents properly informed.

Appendix 1:
STATEMENT BY ME ORGANISATIONS ON NHS PLUS GUIDANCE ON THE OCCUPATIONAL ASPECTS OF THE MANAGEMENT OF CHRONIC FATIGUE SYNDROME
 

NHS Plus has issued three leaflets promoting its national management policy on the occupational aspects of chronic fatigue syndrome (CFS). They are intended for employers, employees and healthcare professionals.


They are based on a paper called "The occupational aspects of the management of chronic fatigue syndrome: a national guideline" This paper has numerous evidential weaknesses; it displays a limited literature search; contradicts itself and is based on such a narrow review of the subject of ME/CFS as to make its findings unreliable.

We are extremely concerned at the tone of these leaflets, their sweeping generalisations and their failure to present a balanced view of the neurological illness known as ME/CFS.


The leaflets reflect unequivocal support for the psychosocial model of the illness and strongly imply that the illness is "all in the mind". They fail:-


 

1. To mention that ME is classified by the WHO (in ICD10:G93.3 with "CFS" being an alternative term) as a neurological illness-a fact that is accepted by the Department of Health.


2. To clarify the research evidence quoted and makes no reference to the widely recorded caveats about the research, on which the leaflets rely, or its methodology, the validity of which is widely questioned.


3. to use the term ME/CFS and in fact go further and denigrate the term ME. To say that "most healthcare professionals prefer the term CFS" is quite astonishing. It is clearly at odds with the Guidelines prepared by the Department of Work and Pensions and the National Institute for Health and Clinical Excellence (NICE) who both use a composite of the terms ME and CFS as do all patient based charities. It is also inconsistent with the National Service Framework which accepts ME as a long term neurological condition.

 

4. To reflect any doubt or caution about the efficacy of Cognitive Behaviour Therapy or Graded Exercise. This is foolhardy and reckless because evidence from large scale patient surveys (on over 3000 patients) has shown that such therapies are not curative and that GET may be harmful.
Moreover, recommending that ill health retirement must be deferred until those therapies have been explored is potentially dangerous and flawed advice because: -
1. It is contrary to advice given in the Chief Medical Officer's Report into ME. (2002) (see. Section 4.4.2 on page 46)
2. the recommendation is made at the level "(D) expert opinion", based on the opinion of just two authors of the main Guideline, and ignores completely the advice on occupational aspects of ME/CFS contained in the consensus Canadian Clinical Guidance (2003) produced by a wide ranging expert panel whose members have seen over 20,000 people with this illness.


5. to acknowledge fully not only the dominant symptom of post-exertional fatigue/ malaise but also the impact that the many other disabling symptoms people with ME/CFS suffer have on the ability to continue working. Instead they evade those issues and advise those who feel tired to try to stay at work on the basis that otherwise they will lose "work hardiness". This is advice based on a theory of "deconditioning" in ME for which there is contradictory scientific evidence.  Encouraging people to continue working when they feel physically ill is potentially dangerous advice, which could lead to greater severity and chronicity.

 

6. to recognise that employees who are moderately affected with ME/CFS may well be ill for years and that 25 of people with the illness are severely affected (approximately 60,000 people) and that they may well have their illness for life. The Chief Medical Officer's (CMO) Report in January 2002 states that anyone severely affected for more than 5 years has a poor prognosis of recovery. These people in particular should not have to fight for early ill-health retirement.

 

7. to mention that the CMO's Report in 2002 and the full version of the NICE draft guideline both emphasize patient choice in undertaking treatment for the illness. Yet these leaflets fail to mention this choice.


We urge NHS Plus to withdraw these guidance leaflets and the national guideline upon which they are based immediately as we believe:-.

 

a. They are premature, coming before the publication of the NICE Guidelines and those of the Department for Work and Pensions

b. They are potentially dangerous both to employers and employees in the advice they give

c. They fail to reflect that the term ME/CFS covers a wide range of clinical presentations and pathological mechanisms.

d. They are written without sufficient acknowledgement of the unknowns of the illness. A simple opening statement that "We do not know from scientific research what causes or perpetuates this illness" would, at the very least, have put the contentious theories that followed in some context.

e. They have been written by a guideline development group which for a large part of its time had no patient representative and whose external assessors were both psychiatrists with no service users or other CFS/ME specialist physicians representing a view other than psychiatric. The former is contrary to current Government directions as to patient involvement and the latter contrary to common sense and balance in an illness for which neither the cause nor the perpetuation has been scientifically discovered

f. They are insulting to many people with this illness who have fought tooth and nail to keep their jobs and tried everything to get better

 

List of charities and support organisations in support of this Statement:

 

THE M.E. ASSOCIATION
THE 25 GROUP for those severely affected by ME
THE YOUNG M.E.SUFFERERS TRUST
CHROME (Case History Research on M.E )
M.E. RESEARCH UK ( MERGE)

THE BLUE RIBBON FOR THE AWARENESS OF M.E.
THE NATIONAL M.E.CENTRE
WEST MIDLANDS GROUP CONSORTIUM ( NICE stakeholder-ME/CFS 
Guideline, November 2006)
SOUTH WEST ALLIANCE FOR M.E.
SUFFOLK YOUTH AND SUPPORT GROUP for young people with long term illnesses and their parents.
M.E.POSITIVE -EAST MIDLANDS
Date 26th March 2007

 

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

 

Appendix 2: AfME's "InterAction" magazine, Issue 59, March 2007, Page 4
 

Occupational health guidelines

Action for M.E. has joined other charities in criticising occupational health guidance on CFS* for employers, employees and healthcare professionals, which was published by NH5 Plus/Department of Health in October.

 

The trustees of Action for M.E. do not support these guidelines and lobbied hard prior to their publication for them to be withdrawn. In July 2006, our Chair, George Armstrong and Interim CEO, Trish Taylor, met with the guidelines' author, to tell her that there were a number of areas with which the charity disagreed and that we were not willing to put our name to the document.

 

Concerns raised
Following that meeting, Trish Taylor supplied NHS Plus with several alternative documents and pressed for wider consultation with the M.E. community. Some of the issues raised were as follows:

 

We were concerned that the external assessors of the Development Group were both psychiatrists, with no service users or occupational physicians represented.

No service user, clinical champion or 'person who had been involved in the process of retirement because of CFS/M.E.' was represented in the group.


*The term CFS/M.E. is not used in the guidelines which is offensive to patients with M.E. and out of sync with even the DWP and the NICE draft guidelines. The research evidence is not clarified and the restrictions on it are not identified, giving a 'one size fits all' view of the illness. The report infers that CBT/GET are the only treatment options and no consideration is given to the fact that when such treatments are applied to the more severely affected, adverse effects have been noted.

 

Treatments
Action for M.E.'s view on treatments, based on statements produced around the time of the Chief Medical Officer's (CMO) report, are that "most intervention studies have examined people who are sufficiently mobile to attend services for repeated treatment/assessments. When such treatments are applied to the more severely affected patients some had noted adverse effects. This discrepancy might be explained by failure to adapt the therapy sufficiently to the severely affected patients' very different level of functioning or because the treatment is simply inappropriate," (CMO Report 4.4.1.1). "The decision to recommend a particular approach is best guided by the individual's illness and circumstance," (CMO Report 4.4.2).

 

CBT/GET
Action for M.E. is deeply concerned by the statement under the key priorities for implementation that ill health and retirement should be deferred until CBT/GET have been explored. This is contrary to Action for M.E.'s policy which was incorporated in the Chief Medical Officer's report - "It is not appropriate that the participation in any particular treatment regime is made an absolute condition for the continuation of sickness/disability payments."


Action for M.E also has concerns about the lack of sensitivity towards patients' feelings, e.g. the quotation or p 9 - "a high level focusing on bodily symptoms is common... a process known to exacerbate the symptom itself." We have grave concerns about the hypothetical causal model which is deeply offensive.

 

Following the publication, we have again written to NHS Plus expressing our concerns but, as yet, have not received any reply. We remain concerned, not only about the guidelines, but by the fact that our representation was ignored and that a much wider consultation with patient groups has not taken place. Many of these issues were addressed as part of the CMO report so Action for M.E. was deeply concerned when an NHS Plus representative said that the CMO report was consensus-based and therefore was not eligible for inclusion in an evidence-based document.


We will continue with our opposition to the implementation of these guidelines and will be particularly interested to hear of any person who is turned down for ill health retirement based on this guidance.

[Ends]

 

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

 

Appendix 3: NHS Plus Occupational Aspects of the Management of Chronic Fatigue Syndrome: a National Guideline, October 2006
 

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_4139436
 

Extract: Page 3, Guideline Development Group
 

Guideline leader:
Dr Karen Pratt Specialist Registrar in Occupational Medicine, BUPA Wellness, London


Director of NHS Plus evidence-based guideline project:
Dr Ira Madan Consultant Occupational Physician, Guy’s and St Thomas’ NHS (Foundation) Trust, London

 

External assessors:
Professor Michael Sharpe Professor of Psychological Medicine and Symptoms Research, School of Molecular and Clinical Medicine, University of Edinburgh

Professor Peter White Professor of Psychological Medicine, Wolfson Institute of Preventative Medicine (School of Medicine and Dentistry), Queen Mary’s University of London 

 

Guideline Development Group members:

Dr William Bruce-Jones General Adult and Liaison Psychiatrist, Avon and Wiltshire Mental Health Partnership NHS Trust;

Nikie Catchpool Occupational Advanced Practitioner Therapist, Bath and Wiltshire CFS/ME Service, Royal National Hospital for Rheumatic Diseases NHS Foundation Trust, Bath;

Professor Trudie Chalder Professor of Cognitive Behavioural Psychotherapy, Institute of Psychiatry, at the Maudsley, King’s College, London; 

Chris Clark Chief Executive, Action for ME (until March 2006), AfME, 3rd Floor, Canningford House, 38 Victoria Street, Bristol BS1 6BY;

Sharon Hynes Head of Human Resources and Training, BUPA Wellness, London;

Dr Meirion Llewelyn Consultant Physician, Infectious Diseases/General Medicine, Royal Gwent Hospital, Newport, Gwent;

Dr Jon Poole Consultant Occupational Physician, Dudley NHS Primary Care Trust, Dudley, West Midlands;

Suzanne Roche Research Assistant, South London and Maudsley NHS Trust, London;

Gael Somerville Occupational Health Nurse, British Broadcasting Corporation, London;

Bella Stensnas Research Assistant, South London and Maudsley NHS Trust, London.
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