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 Like every other Royal College medical report on ME/CFS this alarming document  simply recycles the bloodcurdling   drug /insurance company/psychiatric lobby-fuelled orthodoxy, that still  passes for medical consensus on ME in this country.

Apart from excluding  ME as a physical illness, the problem with this report is twofold :

1. Its starting point is back - to - front . It  endorses as front-line a rehabilitative, behavioural approach rather than physical   treatment . What other illness of a physical nature has to endure psychiatric labels that deny their physical reality ? Psychiatrists and psychologists may be of  help for some, but not as a first-line treatment response.

2. It is far too simplistic.  It simply  denies the  complex  interaction  of multiple physical and neurological symptoms, in favour of a much too ambitious  behavioural  programme . 

In considering  this Report's recommendations  one  must continually ask oneself what are its underlying assumptions and beliefs ? In  not acknowledging the severe disability and illness ,  it has missed the starting point  - and all that follows is  skewed.

Here is a brief overview  of the  details,  with a corresponding  response :

	RCPCH                                                        
	Response from a severe ME perspective

	"There must be.. caution in extrapolating results from studies on mild or ambulant patients to those who are more severely ill."

Use of the Guideline, Limitations and Local Implementation

"None of the studies reported in the reviews were carried out on completely bed-bound patients."

(3.5)
	On  the basis of not a single  Randomised Control Trial (RCT) or any  "high quality evidence" whatsoever how can this Report conclude that : "In general terms the management of the severe and very severe requires the same approach as that of the less severely affected.." (3.7.2) ?

	"Overall some of the strongest evidence found was for  specific behavioural interventions."

Use of the Guideline, Limitations and Local Implementation


	There is  no  "strong evidence. " On display here are a pitifully few mainly  inconclusive RCT's .  

	"This guideline does not cover ...The management of children and young people who may be chronically tired but who  have a diagnosis of another medical or psychiatric illness which may be causing the fatigue."

(1.2)
	Ironically the Report offers considerable guidance on diagnosing other possible physical illnesses -  yet fails to recognise  ME itself as a serious physical illness . 

	"Diagnostic research criteria include criteria from the Communicable Research Centre (CDC) and the Oxford Criteria. "

(2.3)
	Why  no  acknowledgment of the recent Canadian Clinical Case Definition (Carruthers et al 2003)  as a single unified physical  case definition of ME that can be used clinically and for research - currently being campaigned for by the 25% Group ? Probably because unlike the confined  CDC and Oxford Criteria, the Canadian Definition lists a long list of physical manifestations - not just “fatigue”  that must be present before a diagnosis of ME can be made ,  alongside an acknowledgment that the condition worsens following exercise. (Crowhurst 2005)

(Significantly, as we go to press,  Margaret Williams (2005a) reports that the CDC  appears to have provided confirmation  -  at last, that ICD classified  -CFS ( severe and  debilitating fatigue that does not improve with rest ) is not the same disorder  as classically  -defined ME. If correct the  implications for studies like this are immense. ) 

	"CFS/ME is defined as a generalised fatigue persisting after routine tests and investigations have failed to identify  an obvious underlying 'cause'."

(2.3.1)


	This definition falls far short of the reality. It simply  ignores the Neurological,, Autonomic, Neuroendocrine, and Immune system malfunctions that constitute ME.  Take  for example the following definition  (Jason et al 2003)  : “ME in adults is associated with measurable changes in the CNS (central nervous system) and autonomic function and at times injury to the cardiovascular, endocrine and other organs and systems. It is described as (1) a systemic illness often (with) subnormal temperature; (2) marked muscle fatigability; (3) an acute onset of CNS changes of memory impairment, mood changes, sleep disorder, irritability and reactive depression; (4) involvement of the autonomic nervous system resulting in tachycardia, coldness of the extremities, urinary frequency, bowel changes, pallor, and sweats; (5) diffuse and variable involvement of the CNS leading to severe headaches, visual problems, ataxia, weakness, cramps, and sensory changes; (6) muscular and neck pain, acute fleeting spasmodic pain and tenderness and myalgia."

	"Investigations must be kept to the minimum needed to rule out any plausible alternative diagnosis."

(3.1.3)
	This an old chestnut indeed from the psychiatric lobby.  In marked contrast , turning to the same textbook as above we read (Jason et al 2003)   : “The patient with the diagnosis of ME/CFS is chronically and potentially seriously ill. These patients require a total investigation and essentially a total body mapping to understand the pathophysiology of their illness and to discover what other physicians may have missed. The chronic ME/CFS patient deserves, at least once, a complete investigation that includes mapping of body structures, organs and systems. Patients routinely come into my office telling me they have had a complete workup but few of these patients have had what I consider to be even basic investigation." 

	"co-morbidities reported to be associated with CFS/ME include school phobia or poor attendance, somatisation ,  social withdrawal  and "  personality features such as conscientiousness,  vulnerability, sensitivity, eccentricity, anxiousness, dependence, rigidity...."

(3.1.4)
	As expected, the usual , not too  thinly 

disguised , accusations of hysteria . One is strongly  reminded of Professor Michael Sharpe's (2002) contribution to the insurance company UNUM's Report where he states that  "The majority (of ME/CFs sufferer's)  will meet criteria for depressive or anxiety disorders and most of the remainder for somatisation disorders of which hypochondriasis and somatoform disorder have most clinical utility." Is  there no end to these psychiatrist's sway ?

	"Children with CFS/ME and their parents seem to have "higher expectations of activity levels and be less tolerant of fatigue levels"; have "less belief in psychological contributing factors" and  children themselves "may be more likely to use an emotional language that emphasises physical symptoms than an emotional language that emphasises internal states or feelings." 

(3.1.4)
	Interpretation from a psychiatric viewpoint;  that is the ongoing issue with this report. It is  judging parents too from this flawed perspective. If the basic underlying physical factors are denied and excluded you cannot possibly make a sound judgement about any other factors involved. It is very difficult to separate the physical and emotional sensations as experienced in ME - and not surprisingly a  child may not have developed  the necessary skills.

	"As a minimum for all children and young people with CFS/ME the plan should include :

Activity management including establishing a baseline of activity levels and gradual increases as appropriate.(3.3)
	Given that exercise worsens - or even precipitates severe ME , there is great danger in advocating exercise per se, especially for the severely affected. Exercise-based regimes tend not to have been studied amongst those most severely affected (Department of Health 2002). While strategies such as pacing appear to make sense, the situation especially in severe ME is much more complex. As Crowhurst (2004) says : " My body moves towards  paralysis and increased pain the closer I get  to the sleep state, even  "resting" my body will move towards an inability to function : I won't be able to move my fingers, arms, walk, breathe easily, so the notion of pacing, which is based on rest, isn't adequate because rest brings dysfunction and disability closer." The issue is not so much setting "baselines" - highly unlikely  in severe ME anyway- but  of learning how to be aware of the subtly of the illness : when you can, when you can't and when you might. You need to learn how you are in any one moment so you can cope with it; you need to learn how to be accepting of yourself in whatever state of illness you are in without giving up hope that it might/will/can change, at least on a micro-level, if not in an external obvious way.

	"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."

(3.3.3)
	Any cognitive intervention must take into account the fact that people with severe ME can have profound cognitive dysfunction and problems in processing information and are unlikely to be able to participate in a Cognitive Behavioural programme. Once again, it is the underlying beliefs and assumptions : if your underlying belief is that ME is a psychiatric illness, you will not respect the real physical disability that is there.  Physical disability does not disappear  because you think different thoughts.

	"Some children and young people with CFS/ME suffer from severe joint and muscle pain....In most cases simple analgesics ...are appropriate"

(3.3.3)
	Australian researchers  found that patients with ME experienced more dysfunction  than those with multiple sclerosis, that in ME  the degree of impairment is more extreme than in end stage renal disease and heart disease and only in terminally ill cancer and stroke  patients was the sickness impact profile greater. .(Marshall et al 2001) . Linda writes : " I have been ill for 11 years and have  never found anything that touches the pain. It is not treatable and analgesics might have some impact on some aspects of pain, but they have their own side-effects and dangers, long - term."

	"If simple analgesics..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.."

(3.3.3)
	It may be that it is possible to help someone in untreatable pain to learn how to  cope. You do have to find coping mechanisms for chronic pain, however it depends on your underlying belief system and whether you believe the pain is real or not.

	"As mood and emotional disorders can be co-morbidities in children and young people with CFS/ME they will need treatment and are an indication for referral to a psychiatric team. The first line treatment for such disorders are often behavioural.."

(3.3.3)
	There will be swings. It is a chronic and severe illness. There will be swings in mood and coping ability. However it doesn't mean a psychiatric team can magic them away. They are part of the reality of severe ME. You have to learn how to move into each moment with your sense of self intact, despite that fact that your body is  in a sense in a chaos of sensations and malfunctions. And that is where people's attitudes, values, beliefs, responses, compassion come in. They can either try and flow with you, or they can work against you and become part of the problem.  

The concern, again, is the underlying values and beliefs.

How is a child with severe ME expected to cope with a "psychiatric team " ? They  will likely have huge difficulties in communicating because of cognitive impairments and profound fatigue. How realistic is it that they could cope with a team of anything ?.

How interesting that a recent job description  for a "Trainee Clinical fatigue Therapist " issued by  Royal Liverpool and Broadgreen  University Hospitals NHS trust (2005) states that : Psychological treatment involves delivering a highly complex understanding of the psychological, physiological and social factors of CFS to severely disabled, fatigued patients and relatives, in order to change perpetuating illness behaviour and motivate patients to perform a self-managed activity programme, regulate disturbed sleep patterns and modify predisposing personality style."  Is this what the RCHCH have in mind ?


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

(3.5.1)
	In a survey of its members the 25% Group (2004) reported that 93% found Cognitive Behavioural Therapy (CBT) unhelpful and 90% found psychotherapy unhelpful. 39% of members had tried Graded Exercise Therapy (GET) and 82% were made worse by it.

No wonder  Dr Derek Enlander from the US has written  to Prime Minister Blair and informed him that: “Over the past several years there is a tragedy in the manner in which the NHS and British politicians treat ME/CFS. Under your watch, millions of pounds have been misspent supporting ill-founded psychiatric notions of this disease. The cognitive behavioural programme that your government has funded is inherently flawed, in fact does harm. There is NO evidence of treatment efficacy in behaviour modification or paced therapy in this disease. It is time for a government White Paper on (ME)CFS, addressing methods of diagnosis and treatment and rational multi-discipline research. " (Williams 2005b)
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