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[One Click Note:  The MERGE charity has recently been renamed and is currently trading under the title of ME Research UK.  This is the title that will be used in this paper].

An initial comment on the collusion of selected of the ME/CFS British Charities with the Royal College of Paediatrics and Child Health and the UK psychiatrists over the Guidelines for ME/CFS children. We name names.

WHY have the charities sat on their scandalously tainted hands and sold the ME/CFS community down the river? WHY have they simply stood by and done nothing proactive as this travesty unfolded and refused to provide the information that it is their duty to provide? WHAT has happened to these charities? Make no mistake; this is, indeed, an issue for the entire ME/CFS community. With the NICE Guidelines to come, what has been done to the children will be done to the adults.

------------------------------------------------------------------

On the 18 December 2004, The One Click Group published the criminally negligent draft RCPCH Guidelines on ME/CFS Children. This is the document that the ME/CFS British charities would not allow you to see. 

See here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/DRAFT%20RCPCH%20-%20CFS%20GUIDELINES.doc

This document is dated October 2004. Contained within this document are a list of some 69 people and organisations that were Members of the Guideline Development Group and the Delphi Panel - the Stakeholders. Selected of the ME/CFS British charities are included in this list. Other charities that did not have their names down as stakeholders were nonetheless privy to the contents of these Guidelines a considerable time prior to publication and provided comment to the RCPCH. 

Within the Guidelines document as panellists and stakeholders are notorious names such as Peter White, Elena Garralda, Trudie Chalder, Anthony Pinching, Alan Stanton (of BBC Panorama Sick & Tired fame (http://news.bbc.co.uk/1/hi/programmes/panorama/archive/506549.stm) et al. There is a heavy psychiatric bias in the organisations and individuals that contributed to this report that is clearly evidenced in the Guidelines themselves.

In the same October of last year, MONTHS BEFORE these appalling and damaging Guidelines were published, organisations that wholeheartedly support the psychiatric paradigm published press releases and placed comments and reviews in the public domain on their websites and elsewhere in relation to these Guidelines. (See full text below). They made their views as widely known as possible. 

We give you here but a few examples. These reviews were published on the 7th and 8th October 2004 respectively. To their utter discredit, selected of the ME/CFS British charities published nothing in support of their members and the wider ME/CFS community in relation to the development of these Guidelines. 

The Royal College of Physicians of Edinburgh said:

“Page 9 advises that a full psychiatric assessment may not be necessary although paediatricians should to be "alert to the potential emotional dimensions of the illness." This appears to imply that the majority of patients may not require such assessment when psychiatric illness is one of the most significant differential diagnoses in CFS/ME, and psychological treatments seem to have strongest evidence to support them.”

“The College suggests that the prevalence of psychiatric and psychological conditions merits a higher position in Table C2.1.”

“……given the evidence of co-morbidity, the guidance should not discourage clinicians from referring [children to psychiatric services] when appropriate.”

The British Association for Counselling and Psychotherapy (BACP) said:

“The overarching aim of CBT is to help patients modify their behaviour for their own benefit.”

“The evidence point stated at the end of section 1.4, page 42, mentions the importance of psychological perceptions of illness, severity and recovery but fails to mention the familial process changes that must occur. Family Therapy can be of particular benefit in this aspect and we would recommend that particular reference is made to this form of therapy, even as a good practice point.”

These organisations published this material to publicly illustrate that they have been proactive in relation to these Guidelines on ME/CFS children and to show their colleagues and members what to expect.

The ME/CFS British Charities

Selected of the ME/CFS British charities whose remit and duty it is to be involved with ME/CFS patients and have their best interests at heart, did naught except to pen private comments to the RCPCH. Unlike the psychiatric supporters, they did not publish their comments. They did not keep their members and the wider ME/CFS community informed, as it was their duty to do. They withheld the information. These charities knew full well the psychiatric bent of these Guidelines for months. They did NOTHING to promote public awareness, lobby politicians and do media work prior to these Guidelines being published even though THEY KNEW just how damaging these Guidelines would be for every single ME/CFS child in Britain. These charities did not even have the grace and the humanity to whistle blow these Guidelines anonymously so that proactive damage limitation strategies could be deployed. And now it is too late. No matter how many analyses and critiques are done, these Guidelines are now set in stone. 

This is in sharp contrast to organisations involved in the production of these Guidelines who support the psychiatric paradigm and who were only too happy to publish their comments in full to the media and worldwide. 

The British ME/CFS charities that colluded are as follows: 

· The Association of Young People with ME (AYME). This charity is to all intents and purposes the Junior Branch of Action for ME (AFME). AfME has taken Section 64 government money in order to promote the scientifically fraudulent PACE trials that are wasting over £11.1m pounds sterling of British taxpayers money. We note that AfME has been conspicuous by its silence over these Guidelines. This is presumably because they allow AYME to do their talking for them in the matter of ME/CFS children. AfME is being investigated by the NHS Fraud Squad. 

· The Myalgic 'Encephalopathy' Association (MEA). The MEA was fully aware of the contents of these Guidelines. The MEA is colluding in the PACE trial. 

· ME Research UK, previously trading under the title of MERGE.  Yes, dear friends, ME Research UK too was involved. ME Research colluded with the RCPCH over these Guidelines, as we have the evidence to show.   See the Vance Spence/ME Research UK correspondence in this regard.  Please also see the dedicated Charities section on The One Click Group website at: http://www.theoneclickgroup.co.uk/documents/ME-CFS_char/
 · The Young ME Sufferers Trust (Tymes Trust). Tymes Trust, “the charity that never compromises its principles” (sic), not only colluded over these Guidelines by failing to alert its members and the wider ME/CFS community of the travesty to come, but also went so far as to promote these Guidelines in its 'Vision' magazine prior to publication. No amount of critiquing after the event will change what has happened. See the Tymes Trust ‘Vision’ article here: http://www.theoneclickgroup.co.uk/documents/ME-CFS_char/TT/Tymes%20Trust%20Vision.doc

The psychiatrists and their supporters have had no difficulty in publishing and promoting their comments to the media and worldwide in relation to these dreadful Guidelines as the process developed in order to make their views publicly known and to support the RCPCH in the production of this appalling document. 

The question inevitably arises: WHY have the charities sat on their scandalously tainted hands and sold the ME/CFS community down the river? WHY have they simply stood by and done nothing proactive as this travesty unfolded and refused to provide the information? WHAT has happened to these charities? Make no mistake: this is, indeed, an issue for the entire ME/CFS community. With the NICE Guidelines to come, what has been done to the children will be done to the adults.

How these charities have behaved over the RCPCH Guidelines constitutes an inexcusable abrogation of their duties towards not only their own members, but the ME/CFS child sufferer community at large and will contribute to the unnecessary endangerment and disenfranchisement of the very people such charities claim to represent and protect.

It is now high time to attempt to force change to protect patients. We must especially attempt to prevent yet more cases of the many ME/CFS children being forcibly removed from their homes by the State simply because they suffer from a neurological disease – World Health Organisation classification ICD-10 G93.3.

One Click will shortly be analyzing the role of the ME/CFS charities in the UK, their actions and the part that they have played in regard to the appalling situation that patients find themselves in today.

If these charities are to continue to operate, they must change. After what they have just collectively done to our children, it is quite simply alter or perish. These charities must be made to be accountable to the people whose support and funds they require to survive. 

Jane Bryant
Angela Kennedy
The One Click Group
7 January 2005 

--------------------------------------------------------------------------------------
See below the publicity arranged by the 'psychiatric lobby' many months prior to the publication of the RCPCH Guidelines

From Tom Kindlon

[I wonder was Michael Sharpe involved with this?]

ROYAL COLLEGE OF PHYSICIANS OF EDINBURGH

News Press Releases

Public Information consultation documents

COLLEGE RESPONSES TO MAJOR CONSULTATION DOCUMENTS

http://www.rcpe.ac.uk/news/consultation_docs/cfs_me.html

Name of organisation: Royal College of Paediatrics and Child Health

Name of policy document: Review of Evidence Based Guidance for Management of CFS/ME

Deadline for response: 8 October 2004

Background: This draft evidence based guidance has been produced by the Royal College of Paediatrics and Child Health for the management of CFS/ME (Chronic Fatigue Syndrome/Myalgic Encephalopathy) in children and young people. The guideline has been developed in order to help paediatricians develop knowledge about the condition and provide guidance on how to diagnose and manage the illness underpinned by the best available research evidence.

General or specific comments were invited for consideration by the guideline development group at its meeting on 13 October.

---------------------------------------------------------------------------

COMMENTS ON ROYAL COLLEGE OF PAEDIATRICS AND CHILD HEALTH REVIEW OF EVIDENCE BASED GUIDANCE FOR MANAGEMENT OF CFS/ME

The Royal College of Physicians of Edinburgh is pleased to respond to the Royal College of Paediatrics and Child Health on its consultation on the Review of Evidence Based Guidance for Management of CFS/ME.

General Comments

1. The College notes that, although Mrs Haines has advised that the recommendations may not be amended, we do have some concerns about aspects of the document as presented and would urge the RCPCH to consider amendments and additions to the text.

2. The College welcomes the references to and adoption of SIGN methodology in arriving at recommendations where possible. However, it is not clear from the methodology section how the consensus views have influenced the grading of recommendations. SIGN also includes recommended best practice statements where there is consensus on practice, but for which there is little or no research evidence. These points are specific to the SIGN guideline topics rather than being widely applicable to patients as in the RCPCH recommendations (page 21). This leaves the reader uncertain as to which of the specific recommendations, if any, have been influenced by consensus rather than, or in addition to, the available evidence. CSF/ME is a developing clinical diagnosis and expert opinion varies, such that some experienced practising clinicians may not share the consensus views. It would be important to qualify the status of recommendations to make this absolutely clear.

3. Related to point 2 above is whether the document is a guideline or guidance as the terms are used interchangeably in the text. The proportion of low grade evidence points to using "guidance" but the methodology followed to develop the recommendations could justify guidelines and may influence the status of recommendations and their impact on clinicians, patients and their families.

4. The College notes the membership of the guideline development and delphi groups and the limited input from Primary Care. This may influence the perception of the consensus recommendations.

5. The document title implies a restriction of the scope of the document to the management of CFS/ME, whereas the content deals quite correctly with diagnosis and investigation in addition to management and the RCPCH may wish to broaden the title.

6. The College has concerns about low grade evidence from poorly conducted studies being used to form the consensus recommendations rather than being rejected outright.

7. The good practice points might be more useful to readers if they are related specifically to CFS/ME rather than being generic.

8. SIGN produce Quick Reference Guides and this document may be more useful for clinicians if the key points are included in a Quick Reference equivalent, summarising the main points for which there is clear evidence. Given the involvement of lay members and patients, are there any plans to produce a version for patients, families and teachers?

9. The College applauds the attention given to priorities for future research as a result of this work, and suggests that this could be complemented by recommendations for audit standards to support implementation. 

Specific Comments

1. Not all clinicians accept the value of separating psychiatric and psychological symptoms from other aspects of this illness. Page 9 advises that a full psychiatric assessment may not be necessary although paediatricians should to be "alert to the potential emotional dimensions of the illness." This appears to imply that the majority of patients may not require such assessment when psychiatric illness is one of the most
significant differential diagnoses in CFS/ME, and psychological treatments seem to have strongest evidence to support them.

2. Page 14: The College understands there is a paper from a Dutch trial in press with the BMJ that shows promising results for cognitive behaviour therapy with adolescents. It may be helpful to advise that such treatments are potentially useful, although complete evidence is lacking.

3. The College is also concerned about the neutral tone of references to complementary therapies when patients and families express an interest. Clinicians should inform patients and families about the relative lack of evidence for some therapies.

4. The College has concerns that there is no time duration offered in terms of defining the diagnosis, and that this may lead to children being diagnosed and labelled precipitously in cases of fatigue alone. Linked to this is a concern that the advice on page 43 to communicate the diagnosis to patients as soon as possible may be unwise until the clinician is very confident that the diagnosis is appropriate.

5. Page 29: The College notes the relationship between the Oxford criteria and the 1994 American CDC criteria and questions whether this is correct, given that the reference for the Oxford criteria predates the CDC.

6. Page 31: The College suggests that the prevalence of psychiatric and psychological conditions merits a higher position in Table C2.1.

7. Page 54: The College welcomes the support of interested support groups, but agrees it is important that patients and their families should share the information gained and used with their clinical advisers, as quality can be variable. Perhaps this point should be strengthened.

8. Page 57: The College understands that the explanation of cognitive behaviour therapy may not be strictly correct and conveys a negative image of (enforced) modification rather than a collaborative model to test ideas and beliefs.

9. Page 59: The references to bed rest appear contradictory, with the recommendation to avoid bed rest not being applied to patients with functional impairments where bed rest is acceptable.

10. Page 64: The College notes the concern about unnecessary referral to psychiatric services, and the distress and worry this can cause patients and families who may feel they are not believed, or that somehow the illness is imaginary. However, given the evidence of co-morbidity, the guidance should not discourage clinicians from referring when appropriate.

11. Page 67: The document advises that extrapolating from adults to children for rehabilitative treatments is dangerous, but there is no evidence or explanation offered.

12. Page 71: The penultimate paragraph includes a belief that most children with severe CFS/ME are "in need" rather than "in danger". It would be helpful to clarify whether this is based on evidence or opinion.

13. Page 79/80: Given the relative lack of strong research evidence in this field and the long lists of priorities for new research, it might be helpful to prioritise the evaluation of extending recognised treatments for adults to children and adolescents.

14. Appendix 6: should include details of co-ordinating centres across the UK.

Copies of this response are available from:

Lesley Lockhart,
Royal College of Physicians of Edinburgh,
9 Queen Street,
Edinburgh,
EH2 1JQ.
Email: l.lockhart@rcpe.ac.uk
Tel: 0131 225 7324 ext 608 Fax: 0131 220 3939

[8 October 2004]

---------------------------------------------------------------------- --

British Association for Counselling and Psychotherapy (BACP)'s review of the RCPCH draft guideline entitled 'Evidence based guidance for the management of CFS/ME (Chronic Fatigue Syndrome / Myalgic Encephalopathy) in children and young people.

http://www.bacp.co.uk/notice_board/responses/RCPCH_oct04.doc

7 October 2004

Royal College of Paediatrics and Child Health
Research Division
50 Hallam Street
London
W1W 6DN

Response via email at karen.hart@rcpch.ac.uk 

Dear Karen

Re: Review of Evidence Based Guidance for the Management of CFS/ME

Thank you for your invitation to the British Association for Counselling and Psychotherapy (BACP) to review the RCPCH draft guideline entitled 'Evidence based guidance for the management of CFS/ME (Chronic Fatigue Syndrome / Myalgic Encephalopathy) in children and young people.

We found the guideline to be comprehensive with a good evidence-base. It should be an invaluable tool for use by all health professionals in this field of work. In particular we commend the way the guideline has incorporated issues relating to the psychological impact of CFS/ME on sufferers, which sensitively emphasises the psychological debilitating
effects of CFS/ME that occur irrespective of any co-morbidities such as depression or anxiety.

We notice that no mention has been made directly to the benefit of counselling and/or psychotherapy, though significant mention has been made of cognitive behavioural therapy (CBT). Although BACP supports the practice of CBT as one of the range of talking therapies available, it is not always the best choice of therapy either for individuals or families, and certainly not for children and young people. The overarching aim of CBT is to help patients modify their behaviour for their own benefit, whereas other counselling modalities offer empathic support, which may be more appropriate depending on the patient, the extent of their condition and indeed the condition affecting them. We are left wondering if this is due to a lack of research evidence or a lack of consideration by the development group. A note reflecting our point and concern would ensure that health professionals in the field are aware that sometimes, emotional support should be considered, especially in the advent that CBT is not available.

Following in the same vein, we find that although the guideline correctly emphasises the importance of involving the family at all stages in the management of CFS/ME, it does not appear to acknowledge the varying systemic approaches families can develop to manage inter-relationships. The evidence point stated at the end of section 1.4, page 42, mentions the importance of psychological perceptions of illness, severity and recovery but fails to mention the familial process changes that must occur. Family Therapy can be of particular benefit in this aspect and we would recommend that particular reference is made to this form of therapy, even as a good practice point.

We note too that there is scant evidence for the use of antidepressants in children and young people who suffer from CFS/ME. Point 3.3.4 suggests that ‘Antidepressant drugs should only be prescribed in children with CFS/ME who have a severe mood disorder in consultation with a colleague who has experience of their use and possible side effects-in children’ (D). The report continues ‘If antidepressant treatment is considered appropriate evidence from adults studies suggests that fluoxetine should be considered as the treatment of first choice’. It is important to note here that (adult) patients’ attitudes to psychological therapies are very positive (King et al1) and that counselling and psychological therapies is often the treatment of first choice as far as patients are concerned (op cit). Given the psychological impact of CFS/ME on sufferers, psychological interventions may merit recommendation here.

Finally, two suggestions for consideration: The symbol depicting a circled tree and pathway alongside emboldened text (for example see section 3.1, page 46) be referenced earlier in the paper (there appears to be none), and that both these, and the good practice points be included in the Executive Summary and Guideline Recommendations. Although these are not strong evidence-based recommendations, they still have a valuable role in highlighting best practice.

We hope you find these comments of interest and use.

Yours sincerely

Alan Jamieson
Deputy Chief Executive

Email: alan.jamieson@bacp. co.uk

1 King M, et al. Randomised controlled trial of non-directive counselling, cognitive-behaviour therapy and usual general practitioner care in the management of depression as well as mixed anxiety and depression in primary care. Health Technology Assessment 2000; Vol.4: No.19
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