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Extracts - RCPCH Guidelines
From Jane Bryant

See the Royal College of Paediatrics and Child Health Guidelines here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/RCPCH%20CFS-ME%20GUIDELINES.pdf
One Click will be working on a full and formal critique in due course. In the interim, here are a few quotes and notes from the report itself.

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 gong 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. AYME (the Junior Branch of AfME) is top of this list.

Extracts - The RCPCH Guidelines

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/RCPCH%20CFS-ME%20GUIDELINES.pdf
Firstly, there is very little difference between the Draft RCPCH Guidelines on ME/CFS children published by One Click on the 18 December 2004 and the finished document, if any. The final publication is just as bad. It would appear that we have gone back at least ten years in time.

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, what the Royal College of Paediatrics and Child Health has done is just to make most of this 124 page report up, using a fair whack of British taxpayers money to do it.

The entire document is peppered with category D. This represents merely ‘expert opinion’. Since the Guidelines exhibit such clear psychiatric bias we, of course, know precisely where that so-called ‘expert opinion’ has come from - the psychiatric lobby who as Simon Wessely so famously said in relation to ME: “ME is simply a belief, the belief that one has an illness called ME.”

Despite the fact that 39 of the report’s 45 recommendations are opinion/fiction as the authors freely admit, the report nonetheless maintains: “Overall some of the strongest evidence found was for specific behavioural interventions.”

It comes as no surprise to discover that the hugely damaging Royal College’s Report is mentioned many times in the text of these Guidelines.

The thrust of these Guidelines displays total psychiatric bias and has to do with Management, Goals Setting, CBT/GET, Active Rehabilitation Programmes and psychiatric intervention.

The neurological classification of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (World Health Organisation ICD-10 G9.3) is not only ignored, but the term Encephalopathy is used throughout that has no classification anywhere in the world. This goes against international consensus, the World Health Organisation and as a matter of fact, the ruling by the British government on this issue.

This is because, in line with the total psychiatric bias of this report, the psychiatrists are attempting to get ME/CFS named and termed as a somatoform disorder.

At no time is the ME/CFS Canadian Definition used to clinically diagnose. Instead, we have the flawed, superseded and out of date research criteria such as Oxford being used on these children, together with the CDC criteria. The RCPCH, in collusion with the psychiatric lobby, has thus completely ignored the ME/CFS Canadian Definition that represents the biggest breakthrough for ME/CFS patients in the history of the disease as the most modern diagnostic tool that it is.

QUOTES

Please read for yourselves what these doctors plan to do to our children suffering from the neurological brain disease ME/CFS (ICD-10 G93.3)

“investigations must be kept to the minimum needed to rule out any plausible alternative diagnosis.” (Thanks for that, Dr. Charles Shepherd, alleged Medical Adviser of the Myalgic ‘Encephalopathy’ Association)

“It may be helpful to explain to the family the value of drawing a line under investigations and moving on to managing the condition.”

“ It is important that paediatricians managing a child or young person with CFS/ME should have sufficient awareness of the possible psychological co-morbidities to be able to identify their existence and refer as appropriate.”

“If possible practitioners in child and adolescent mental health should be presented as an essential part of the paediatric team.”

“As with other conditions, the possibility of fabricated illness [MSBP/FII] must be borne in mind.”

“If the paediatrician has reasonable cause to suspect (that is, can demonstrate a ‘well reasoned’ argument) that a child or young person is suffering or likely to suffer significant harm, then a referral should be made. This situation is most likely to arise when the paediatrician suspects an alternative diagnosis, such as fabricated or induced illness (FII).”

“Where psychiatric co-morbidity is significant, the child and adolescent mental health team may assume this role...”

“The families’ views of sexuality, increasing separation and the developing adult role of the adolescent may also be relevant themes.”

“Professionals managing CFS/ME in children and young people should be aware of the possible contribution of individual and family psychological mechanisms to perceptions of illness severity, illness presentation and to recovery.”

“In general the recommendations made in other sections about rehabilitation, symptomatic treatment, use of antidepressants, referral to psychology/ psychiatry services, and liaising with general practice and with schools also apply to severely affected patients.”

“It should be explained that there are no definitive tests to diagnose CFS/ME and that the diagnosis is made as a result of negative findings.” This is, of course, simply not the case. SPECT scans CAN detect problems of blood supply to the brain in ME/CFS patients.

“Doctors should explore and acknowledge patients’ and parents’ beliefs and attributions about the illness as early as possible after a diagnosis of CFS/ME has been made whilst not endorsing possibly unfounded theories of aetiology.”

“The aim, in either situation, is to enable patients with the help of their family and the guidance of health professionals to manage their own rehabilitation with the goal of a return to health and full participation as soon as possible.”

“Sleep problems can initially be addressed by cognitive and behavioural means such as keeping sleep patterns consistent if possible, not exercising or watching TV before bedtime and simple measures like warm baths and a hot milky drink before bedtime. The first line treatment for sleep problems in children and young people with CFS/ME should be behavioural and cognitive interventions to promote a revision of the sleep regime. Persistent problems do merit a multidisciplinary approach if possible and can be treated with medication if behavioural methods are unsuccessful and the sleep problem severe or distressing.” All this for a neurological brain disease.

In relation to the pain suffered by ME/CFS children, the report states: “If simple analgesics and other non-pharmacological measures do not work, then alternative approaches will be required. These can include involving a psychologist to help the patient learn cognitive behavioural techniques to manage the perception and symptoms of pain, the use of medication, and referral to a specialist pain clinic.”

“If simple analgesics and other non-pharmacological measures do not work alone then referral to a psychologist may help with the perception and management of pain.” In other words, if the pills don’t work, get thee to a psychiatrist.

“An initial dose of Amitriptyline of 10mg can be gradually increased up to 1mg/kg (maximum 50mg), depending on effect and patient tolerance.” This is to be fed to our kids despite the fact that this drug has a known high suicide risk in children and adolescents.

“If antidepressant treatment is considered appropriate, evidence from adult studies suggests that fluoxetine should be considered as the treatment of first choice. If the initial (4-6 weeks) response is favourable it should be continued for a further 6 months.”

“None of the studies reported in the reviews were carried out on completely bed-bound patients.” Why is that the research, reports and Guidelines that are endlessly produced never, EVER, look at the severely ill ME/CFS patient? What are these doctors so afraid of finding?

“Although this was a small study without a control group, the study concluded CBT was effective in reducing fatigue and improving functionality. The self reported ‘global improvement’ and ‘satisfaction with treatment’ ratings were 100% at 6 month follow-up.”

“Extrapolated evidence from adult studies suggests that CBT is likely to be a beneficial management strategy for some children and young people with CFS/ME.”

“The aim of graded exercise therapy is to increase fitness and stamina and to reduce physical deconditioning.”

“Two reviews (5;7;8) evaluated RCTs on GET in adults; of three RCTs, two showed overall beneficial effects (115)*, (116)*, and one showed partial benefit with no additional benefit when the GET was combined with fluoxetine (100)*. The reviews concluded that a GET programme can improve fatigue and functioning in adults with CFS/ME ((5;8) Level 1+). More recently there has been a systematic review of exercise therapy for CFS (117 level 1+) which identified 5 RCTs in adults; and concluded that some patients may benefit from exercise therapy and that there was no evidence that exercise therapy may worsen outcomes on average.”

“Children and young people with CFS/ME should be considered for graded exercise or activity programmes supervised by an experienced therapist.”

“The indications for referral to the psychiatric team will depend on the severity of psychosocial factors and local circumstances. In many cases the paediatric multidisciplinary team would have sufficient psychosocial expertise, and may include a child and adolescent mental health professional, that can provide adequate assessment and treatment. If this expertise is not available the decision to refer should be informed by a detailed history and careful mental state examination if clinically important psychological symptoms are present. School assessment reports should be sought especially for bullying and/or undisclosed educational and learning difficulties (62). Family history of psychiatric disorder, particularly anxiety or depression should also be explored (62;66)”

As previously stated, One Click will be providing a full analysis in due course. Although helpful for advocates, this is absolutely no substitute for the proactive and positive cohesive public action that COULD and SHOULD have been carried out prior to the publication of these Guidelines. This is because the British ME/CFS charities denied this information to their members, advocates and the wider ME/CFS community.

This will go down as one of the most shameful episodes of ME/CFS history in Britain. And this is something that parents of ME/CFS children will never, ever forget.

Jane Bryant

The One Click Group

This information is available on THE ONE CLICK GROUP website

http://www.theoneclickgroup.co.uk
