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	The RCPCH guidelines and the Child Charities’ conduct 

	By Angela Kennedy 

Yesterday AYME hosted a launch of the RCPCH Guidelines at the House 
of Commons, and TYMES Trust issued a statement about these 
guidelines.

While many have become resigned to, as the evidence strongly 
suggests, AYME's apparent determination to collude with the 
psychiatric lobby at all costs, the statement issued by TYMES Trust 
regarding the RCPCH Guidelines is also extremely worrying, and 
provides no mitigation of the damage that the Guidelines will cause 
ME/CFS child sufferers.

To look at these guidelines, and the roles of the charities and the 
psychiatric lobby in producing them, people would think that 
Denigration by Design had never been produced. Eight years on from 
this groundbreaking document, and the later documents - `What is ME? 
What is CFS?', the Montague and Hooper document, even the Canadian 
ME/CFS Case Definition and Treatment Protocols - the cause of ME/CFS 
sufferers in Britain (child and adult) has been set back 10 years.

How ANY child ME/CFS charity can assert: "Having read the 
published guideline carefully, it is our opinion that, on balance, children 
with ME are more likely to be taken seriously...." is beyond 
comprehension. The only aspect of ME/CFS that will be taken 
seriously is the ludicrous notions of mental deviance as causation, 
as espoused in this document. The advice, within the document, to 
refer seriously affected child sufferers to psychiatric departments 
rather than neurologists, endocrinologists or immunologists, and the 
advice to doctors to limit investigations, thereby cultivating a 
culture of ignorance with regard to ME/CFS, shows how ME/CFS, as a 
serious neurological illness, is NOT to be taken seriously at all 
(imagine advising such actions in regard to child cancer, diabetes 
or epilepsy sufferers, even where such children are less disabled 
than child ME/CFS sufferers).

It is noteworthy that, in a rather nebulous discussion, the TYMES 
Trust statement FAILS to bring up the tangible problems contained in 
the RCPCH document. These include, but are by no means limited to, 
the following:

1. The lack of reference or adequate engagement to the latest 
CLINICAL Guidelines on ME/CFS (the Canadian ME/CFS Case Definition 
and Treatment Protocols, Carruthers et al, 2003), while encouraging 
doctors to abide by RESEARCH criteria, for which serious flaws have 
been identified on numerous occasions. Carruthers et al's document 
is not even included in the reference list. The TYMES Trust has 
stated on its website that the Canadian Guidelines should be put 
into common usage. Why is the clear refusal on the part of the RCPCH 
to follow their recommendation not commented upon?

2. The lack of reference to the fact that ME/CFS is classified as a 
neurological illness by the World Health Organisation. 

3. The advice regarding seriously affected children, as described 
above.

4. The policy of avoidance of thorough investigation, thereby 
cultivating ignorance about the illness, collectively and, more 
importantly in the clinical situation, about how the illness affects 
individual children and what might be done to help them. 

5. The failure to consider the evidence of harm as caused by GET/CBT.

6. The entire RCPCH document is peppered with category D. This represents merely `expert opinion'. Since the Guidelines exhibit 
such clear psychiatric bias it is clear where that so-called `expert 
opinion' has come from - the psychiatric lobby. One of the most 
telling comments in the Guidelines is: "Given that only 6 of the 45 
recommendations in the guideline are based on good or at least 
reasonable quality evidence, there are clearly huge gaps in 
knowledge in many areas in relation to CFS/ME in children and young 
people..." In other words, the Royal College of Paediatrics and 
Child Health has, in effect, written what they liked, using a large 
amount of British taxpayers' money to do so. YET, despite the fact 
that 39 of the report's 45 recommendations are mere opinion, as the 
authors freely admit, the report nonetheless maintains: "Overall 
some of the strongest evidence found was for specific behavioural 
interventions." 

How such a claim can be made is astounding. While the evidence 
contained in the Canadian Guidelines was ignored, as was the vast 
bulk of the huge bank of research evidence demonstrating the multi-
systemic abnormalities in ME/CFS, and the possible interventions to 
alleviate some of those physiological problems in ME/CFS, a large 
proportion of the reference list contains literature of the 
psychiatric paradigm, some of it NOT peer reviewed or even 
published, or even `research` as such. Why was the notion 
of `evidence-based' review so arbitrarily exercised? In the 
circumstances, why has TYMES Trust not publicly critiqued these 
evident discrepancies?

Tymes Trust says that "it applauds the great effort that has been 
made by the Royal College and all those involved in the production 
of the guideline". In view of the damaging statements that pepper 
the RCPCH Guidelines, it would have been FAR BETTER if these 
Guidelines had never been written. If anything, this document is a 
wasted effort.

The RCPCH document is the most damaging to ME/CFS sufferers since 
the publication of the Royal Colleges' Report on `CFS' published in 
1996, a document which, known to be seriously flawed, with 
inexcusable biases and prejudices clearly exhibited, was 
nevertheless referred to many times in the RCPCH document. 
Why was this not commented upon by TYMES Trust?

In summary, the TYMES Trust statement is far more conspicuous for 
what it has left out than for what it has included. In view of the 
clearly damaging statements that litter the RCPCH document, the 
unsubstantiated claims, the clear psychiatric paradigm bias and 
commitment to behavioural interventions, at the EXPENSE of thorough 
bio-medical investigation and intervention, both AYME and TYMES 
Trust should have refused to support this document, in the interests 
of those vulnerable people they claim to represent. AYME's conduct 
in promoting the RCPCH document to the extent of a House of Commons 
launch, their showcasing of their own involvement in its production, 
and their involvement in the Junior PACE trial, demonstrates how far 
removed they have become from advocacy of ME/CFS child sufferers' 
rights. That TYMES Trust has failed to maintain a clear position of 
critique and opposition against this damaging opinion piece, that 
has been inappropriately been given a status of `evidence based' 
document, indicates a following of the same path as AYME, with 
horrific implications for child sufferers. 

As One Click has previously indicated, we are working on a full and 
formal critique of the RCPCH document. We are also actively working 
on strategies to mitigate the damage that will be caused to ME/CFS 
child sufferers by this document, including formal avenues of 
address. That a small pressure group has had to take up this cause 
because of the inexcusable flaws in the approaches of the two child 
charities is a frightening thing to have to contemplate.

So, the unpleasant news has to be delivered AGAIN:

As the ME/CFS community, we need to formally ask precisely what the 
British ME/CFS charities who colluded in the production of this 
report whilst failing to keep patients and advocates informed of the 
psychiatric bias, numerous theoretical and ethical errors, lapses, 
and flawed, unproven, critiqued assumptions are going to do to 
mitigate the damage that this report will cause.

Where exactly do the loyalties of these charities lie? Does their 
loyalty go to their organisations, structures and funding or is it 
to patients? This is a key question that has gone unanswered for 
many years. We need to know so as to decide whether to proffer 
support and funding for these charities or not. And we will find out 
by viewing and gauging the actions that these charities take to 
mitigate the damage that this report will cause to every single 
ME/CFS child patient in the land that the British ME/CFS charities - 
through their lack of mounting any kind of public objection 
whatsoever - have been collusive in causing. So far their actions 
give no cause for reassurance.

This applies to all charities claiming to represent ME/CFS 
sufferers' interests, be they `child' or `adult'. How will these 
charities now conduct themselves within the context of the NICE 
Guidelines? Will, in a few months time, adult ME/CFS sufferers be 
shaking their heads in despair, just as parents of ME/CFS child 
sufferers, and the children themselves, have been left to do over 
the RCPCH document?
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