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CHAPTER ONE : Introduction to Chronic fatigue syndrome/myalgic  encephalomyelitis (or encephalopathy)   p. 35  

· The term myalgic encephalomyelitis (means muscle pain, my-algic, with inflammation of the  brain and spinal cord, encephalo-myel- itis, brain spinal cord inflammation) was first coined by  Ramsay and Richardson and has been included by the World Health Organisation (WHO) in  their International Classification of Diseases (ICD), since 1969. The currently version ICD-10  lists ME under G.93.3 - neurological conditions. It cannot be emphasised too strongly that this  recognition emerged from meticulous clinical observation and examination  (Hooper 2006)
   

· Bassett (2005
) explains : “ Myalgic Encephalomyelitis is a loss of the ability of the Central Nervous System  (the brain) to adequately receive, interpret, store and recover information which enables it to control vital body functions (cognitive, hormonal, cardiovascular, autonomic and sensory nerve communication, digestive, visual auditory balance etc). It is a loss of normal internal homeostasis. The individual can no longer function systemically within normal limits….. Confirmation of this hypothesis is supported by electrical tests of muscle and of brain function (including the subsequent development of PET and SPECT scans) and by biochemical and hormonal assays. Newer scientific evidence is increasingly strengthening this hypothesis.” 

· Undoubtedly the perverse use of chronic fatigue syndrome, to impose a psychiatric  definition for ME/CFS by allying it to fatigue syndromes, has delayed research, the  discovery of effective treatment(s), and care and support for those suffering from this  illness  ..... the use of CFS should now be abandoned and that, following the  Minister of Health’s assurances, the WHO definition is now accepted and used in all  official documentations. (Hooper 2006)

· In the UK, patients with myalgic encephalomyelitis (ME, also known as Chronic Fatigue Syndrome or CFS), particularly children, have suffered gross and barbaric abuse and persistent denigration as a consequence of the beliefs of certain psychiatrists who are attempting to control the national agenda for this complex and severe neuro-immunological disorder. These psychiatrists are shown to be clearly in breach of the first tenet of medicine --- first do no harm--- in that by their words and deeds they have wreaked havoc in the lives of ME/ICD-CFS patients and their families by their arrogant pursuit of a psychiatric construct of the disorder which ignores the abundant clinical and scientific evidence (widely presented in the international medical and scientific literature) of the organic nature of ME/ICD-CFS  To the serious disadvantage of patients, these psychiatrists have propagated untruths and falsehoods about the disorder to the medical, legal, insurance and media communities, as well as to Government Ministers and to Members of Parliament, resulting in the withdrawal and erosion of both social and financial support. As a consequence, Government funding into the biomedical aspects of the disorder is non-existent This coterie of psychiatrists has proven affiliations with corporate industry and has insidiously infiltrated all the major institutions, directing funding for research into an exclusively psychiatric model of the disorder, focusing on "management strategies" involving psychiatric techniques, even though such techniques have been shown to be at best of no lasting value and at worst to be harmful to patients with ME/ICD-CFS. (Hooper 2003
)
· Today UK mainstream medicine, ignoring the mountain of biomedical evidence to the contrary, seems to subscribe  to the Three Myths that (25%Group submission to the Gibson Inquiry) :

	ME/CFS : THE 3 MYTHS 

	ME/CFS  is a “medically unexplained condition”

	ME/CFS is due to “aberrant illness belief”

	ME/CFS is best "treated" by a combination of behaviour and exercise therapies


· ME/CFS and Chronic Fatigue are not the same. ME is formally classified as a neurological  disorder in the International Classification of Diseases (ICD10:G 93.3; WHO 1992), and  the ICD separately classifies fatigue syndromes as a behavioural (psychiatric) disorder  (ICD  10:F  48)  As Carruthers & van de Sande (2005)
  point out : “  Chronic  fatigue  must  not  be  confused  with ME/CFS because  the  ‘fatigue’  of  ME/ CFS  represents  pathophysiological  exhaustion  and  is  only  one  of many symptoms.

· There  is  a  significant  body  of  compelling  published  evidence,  demonstrating  the involvement  of  the  central  nervous  system,  the  autonomic  nervous  system  and  the  peripheral nervous system in the pathogenesis of ME/CFS, as well as immunological and  vascular  disruption.

· Professor Anthony Pinching.. is famous for his on-the-record comment in 2000 at the CMO’s Working Group Adult Sounding Board event that there is no need for research into ME/CFS before treating people who suffer from it, saying: “Our worries about names, causation, mechanisms, OK, are fun”;  (2) the well-publicised beliefs of members of the Wessely School and (3) the officially recorded view of Professor Colin Blakemore (Chief Executive of the Medical Research Council) which he presented to the All Party Parliamentary Group on ME on 26th April 2006 at the House of Commons, all of whom advise that “illnesses” can be treated without knowing the causes and that there is no need to look for the cause of ME/CFS:
· There is an extensive  intellectual foundation for the biological approach to investigating these complex and  challenging syndromes of uncertain origin. In contrast, the alternative and controversial claims  of some psychiatrists that all these syndromes are expressions of somatisation or covered by  the biopsychosocial (BPS) theory lack any sound intellectual basis . (Hooper 2006)
· As consultant physician Dr William Weir said to the Gibson Inquiry at the fourth Oral Evidence session on 10th July 2006: there is a long history of the biopsychosocial (BPS) model of disease being discarded once the evidence is obtained that disproves it.  Dr Weir emphasised that the BPS model is a default philosophical posture which some people embrace when they do not know what is going on or do not understand the science.  He pointed out that in the 1980s, the BPS model was claimed to be the cause of AIDS until virologists found the virus….. the evidence continues to mount that the BPS model for ME/CFS is untenable.  As Professor Malcolm Hooper noted after attending the first Oral Evidence session on 18th April 2006: “The psychiatric theories of ME, under whatever name, are dead.  They have been exposed as flawed and invalid.  They must be abandoned forthwith”. (Marshall & Williams 2006, For the Attention of the Gibson Enquiry).

· The current most widely used definition of CFS is that formulated by the Centres for Disease  Control (CDC) in 1994. This definition lacks clarity and mentions few clinical signs. The CDC 1994 definition is one of exclusion and delay with a confusing emphasis on fatigue.  (Hooper 2006) 

· The 1991 Oxford criteria,  have never been used or adopted by anyone, except Wessely School adherents and which by definition should exclude those with ME . (Jones 2006)
  

· Where the one essential characteristic of ME is acquired CNS dysfunction, that of CFS is primarily chronic fatigue. By assumption, this CFS fatigue can be acquired abruptly or gradually. Secondary symptoms and signs were then added to this primary fatigue anomaly. None of these secondary symptoms is individually essential for the definition and few are scientifically testable. (Hyde 2003)

· The CFS definitions have another curiosity. If in any CFS patient, any major organ or system injury or disease is discovered, the patient is removed from the definition. The CFS definitions were written in such a manner that CFS becomes like a desert mirage: The closer you approach, the faster it disappears and the more problematic it becomes. (Hyde 2003)

· The initial CDC case definition for CFS suggested as a physical criterion, "Palpable or tender cervical and axillary lymph nodes" (Holmes et al., 1988). Few of the signatories of that definitional paper were actually clinicians who had ever seen any ME/CFS patients on a regular basis. The Oxford Group corrected that and simply stated, "There are no clinical signs characteristic of the condition"  (Hyde 2003)
· The Oxford case definition (Sharpe et al, 1991) excludes those with neurological disorders. Indeed, this was confirmed in 1991 by psychiatrist Anthony David, who referred to the Oxford criteria shortly after they were published:“British investigators have put forward an alternative, less strict, operational definition which is essentially chronic fatigue in the absence of neurological signs (but) with psychiatric symptoms as common associated features” (David, 1991
).” (Kennedey A Bryant J 2005
)

· These (new CFS/ME)  centres are discredited because they  employ  cognitive behavioural therapy (CBT) and graded exercise therapy (GET) when there is significant publicly available evidence that such regimes may be actively harmful to those with ME / CFS because they are based on the psychiatrists’ discredited assertion that “CFS/ME” is a “faulty belief system” that can be “corrected” by CBT and incremental aerobic exercise regimes.(Williams 2004
 ) 
· Stephen Ralph (2006
) points out : “80% figure of individuals do not present to these “Fatigue” Clinics with the specific signs and symptoms of G93.3 Myalgic … The vast majority of "CFS/ME" patients are almost certainly seen by intentionally vague (but to the ignorant impressively sounding) “multidisciplinary teams” at "Fatigue" clinics set up using the Functional Psycho-Somatoform Disorder model and an ideology handed down to them by their puppet masters in the form of Wessely/Sharpe/White/Chalder et al. As we have already seen here on MEActionUK - the majority of these clinics have people running them who do what they do based on their interests in Somatoform Psychiatry even if they are not psychiatrists themselves. …The vast majority will be treated as though they have mental health disorders of which fatigue and non-specific pain are key treatable symptom using CBT and Graded Exercise Therapy.”
CHAPTER 2 Methodology (P.38)
· As a summary of evidence-based medicine for the treatment of Chronic Fatigue Syndrome, Section 3 of this systematic (York)  review from Bagnall et al. is a failure...The reviewers have (1) failed to realise the limitations of the RCT (randomised controlled trials) evidence base, (2) failed to integrate the great body of literature on individual clinical expertise, and (3) failed to fully reflect the rights, preferences and choices of the patient community.  (Hooper & Reid 2006)
 

CHAPTER 3 The experience of people with CFS/ME (P.55)
· .Simon Lawrence states   :  “To date, all patient reporting compiled by the ME charities has  clearly shown that these therapies have been unhelpful or even caused  harm in a significant number of sufferers. This is true for ME  patients right across the spectrum of the disease. Indeed, from one  of our own surveys, entitled Severely Affected Analysis Report, compiled in March 2004, it was found that,  "…of the 39% of our members who had actually used Graded Exercise Therapy, a shocking 82% reported that their condition was made worse by this treatment.  On the basis of our members' experiences we question whether GET is an appropriate approach for patients with ME.  It is worth noting that some patients were not severely affected before trying GET. Thus, it is not only people with severe ME who may be adversely affected by this form of treatment."Also further findings from the Report referred to above showed that a massive 95% of our members found GET to be an unhelpful form of treatment for their condition and similar figures were noted for CBT, with a massive 93% who found this form of treatment unhelpful for their condition. We therefore question why these forms of treatment are still being considered as suitable for ME patients.”

· Our latest research (25% Group Dec 2005)  paints a bleak and often  horrifying picture, for a seemingly all-powerful, multi-million-pound-funded UK school of psychiatrists, determined for whatever political or commercial agenda ,  to make ME a mental health issue,  continues to wield its wildly inappropriate influence . Just  how powerful that  psychiatric lobby’s  influence is and the impact it is  having on real lives,  is illustrated by the following examples :

· a medical team recently  informed one severely ill sufferer that ME/CFS  is  a “sort of phobia” 
·  a  sufferer was told by their   “ NHS acupuncturist “ that “ ME/CFS patients .. are not really ill. “  
· a sufferer reports being “subjected to derision and dismissal with repeated accusations of ‘anxiety and depression’” 
· another sufferer states  that  “My  GP’s practise seems to have the opinion that ME is nothing, and that it is related to depression, and that if you are in bed, then you have “given in”; 

· one of our members  “arrived at A&E … when they took my medical history and discovered that I had ME they were reluctant to investigate into my new symptoms and on my medical notes they documented that I was psychosomatic and anxious and they kept sending me home and telling me to live with it. By my final admission into hospital   my MP had forwarded my complaint to the PCT and proper investigations commenced in which it was discovered that I had a large amount of Gallstones in my Gallbladder, but despite the results of the ultrasound they were still saying that the new symptoms that I was suffering with were unrelated to the Gallstones and that it was my ME and irritable bowel syndrome. My MP carried on fighting for my case and in December 2004 the hospital finally surgically removed my Gallbladder which resolved the problem. In January 2005 I obtained a copy of my histology report on my Gallbladder which revealed that my Gallbladder was in a very bad way and chronically inflamed and compacted with Gallstones.

· A sufferer sums up the situation : “If the psychiatrists continue to influence research and funding into ME we will never receive appropriate treatment or recognition for the severity of the illness. The many biomedical discoveries into abnormalities in ME patients are ignored by psychiatrists who inform the world  (including our GPs and all medical staff we come into contact with) that we are suffering from a somatisation disorder…If the government continues to be informed about ME by a wholly inappropriate sector of the medical profession then many thousands of severely ill people will continue to be seriously ill and not taken seriously.”(25 %Group 2005)
· All nurses I have encountered, bar one whose daughter had ME, have treated me with contempt, lack of understanding and actual neglect during a hospital stay as they had “far worse off patients than you” to care for.  

· Even now, after engaging in another battle with the local health authority because I was confronted with a doctor (previously) who would not even discuss a report with me which had been produced and provided by the ME Specialist I saw, I feel the new doctor, at times, is merely paying lip service to the fact I got put on his list via the local health authority, rather than by his choice.  This, lately, has caused him to develop an “attitude” with me and I keep biting my tongue when confronted with such an attitude.  Not only is it appalling behaviour but I believe he is trying to see how far he can push me and then he can feel justified in saying to the local PCT he wants me to be removed from his surgery list.  

· When I was first ill (8 years ago) my condition started to improve a little and my GP suggested I get back to exercising. It wasn’t really graded exercise – he said I should “get on my bike and get my heart pumping again.”  I did this along with some aerobic exercise thinking this would get my fitness back. I then became severely affected and have been for the past 8 years – whether this was because of the exercise I don’t know.  

·  A hospital psychiatrist put in my notes that she suspected anorexia  as I was very underweight - my inability to chew solid food due to muscle weakness and oesophageal spasms were classed as anxiety related.  If they had been classed as the physical problems they were, I would have been put on a high protein liquid diet (or even been tube fed which would have been a Godsend) and given muscle relaxants to stop the spasms – both of which would have been invaluable.  Once I was back home, my GP prescribed the muscle relaxants I needed (at my request) and I easily gained weight on store bought high protein shakes.  Yet the anorexia notes are still in my hospital file and place a stigma on me which colours any future dealings with hospital medical staff, despite me proving that anorexia was not the issue – a physical difficulty was, and despite an earlier psychiatric report which stated I had no behavioural problems.  No matter what evidence to the contrary, the psychiatric label prevails.   

· I have been shut in an AIDS ward for 7 weeks and the staff have been told to ‘’Limit Patient contact’’ and ‘’Write down everything he says’’ despite being mentally sound, and never sectioned. This was in an Immunological ward. Astonishing that this should happen in the NHS after so much is known about M.E

· My  GP’s practice seems to have the opinion that ME is nothing, and that it is related to depression, and that if you are in bed, then you have “given in”.  When I have tried to explain to my GP how ill I feel, or try to explain different symptoms, I feel I am not believed or that I am exaggerating…A family member asked me about my illness, and when I tried to explain what I was feeling, and how difficult it made my life, she dismissed every thing I said, and ended the conversation by saying that I “should be locked up. And that I was not fit to be out, and I should be locked in the Psychiatric unit immediately”

· My GP gave me a leaflet his practice had received from Simon Wessley’s unit at Kings College Hospital in London. I read it and said that the condition it described had no similarities to what I was experiencing. He suggested I go for an initial assessment anyway which I did – at great cost to my health. On arrival I was horrified to find that the ‘CFS’ unit was in the psychiatric department KCH and at that time, security doors protected it. I was also concerned that I was attending a ‘CFS’ unit since this label did not describe my complaint. It came as a shock to be seen by a psychiatrist who displayed little or no understanding of what I told him. My symptoms, most of which are included in the Canadian Criteria, were dismissed or ignored. At the end of the consultation he suggested a course of CBT and said I should take up exercise and get some hobbies. Six months later I was called for a course of CBT which I declined. The therapist became aggressive and defensive when I explained why.

CHAPTER 4 General principles of care (p. 77)
· “It seems we are constantly having to fight on different fronts concerning how ME sufferers are treated when it comes to the medical profession or the benefits agency.”,  writes Simon Lawrence in the (Winter 2005) of the 25% Group newsletter.

· Current  Disability Living Allowance (DLA)  guidelines on CFS/ME, may easily  usher in wrongful assumptions on the part of assessors, leading them to believe  : that Cognitive Behaviour Therapy (CBT) and Graded Exercise are an effective  cure that those unable or refusing to participate in  inappropriate psychiatric "treatment"   regimes or who are  not getting better following them, are somehow inadequate and  at fault.  or that sufferers do not have the right thought processes or the correct  attitude to getting better / returning to work.( 25% Group Submission to the Gibson Inquiry  2005)
· The unbelievable truth is that you can be so ill and not get better; that you can be this  ill, not just for a few weeks, but for years on end,  for decades even,  without remit, without any  relief while  psychiatric research accrues every single  penny of Government  funding for itself in a fruitless  attempt to research and implement an inappropriate, harmful   behavioural and exercise regime .( 25% Group Submission to the Gibson Inquiry  2005)
· There is presently no known cure for ME/CFS. In the author’s opinion, the principle aims of intervention are to    :

	Severe ME : Principle aims of intervention (Crowhurst L 2005)



	· Alleviate symptoms

· Validate the person within their experience

· Decrease isolation

· Offer support and understanding through a wide range of disturbing and unusual symptoms.

· Bring information and knowledge 

· Work with the person to enhance their quality of life


CHAPTER 5 Making a diagnosis of CFS/ME (p.88)
· Hyde has identified the following findings in patients : Ghastly pallor of face with frequent lupus-like submaxillary mask; Parkinsonian rigidity of facial expression and altered walk; Scanning, disjointed speech, or reversals ; Nasal passage obstruction and inflamed areas around tonsillar pillars; Sicca syndrome of conjunctiva and mucous membranes ; Drenching sweats often reported, but seen most frequently later in day; Raynaud's phenomenon with infrequent loss of normal fingerprint; Unequal pupils and contrary pupil reaction to light; Tongue tremor ; Rare Adie's pupil with absent patella reflex; Positive modified Romberg ; Frequent equivocal Babinski/plantar reflex on one side ; Cogwheel leg raising and lowering motion that increases during the day; Frequently reported muscle twitching; infrequently seen in office after exercise ; Sometimes marked falling pulse pressure in arterial pressures taken first when prone, then sitting, then standing ; Rapid heart rate on minor activity such as standing; Associated fibromyalgia ; Unusual sensitivity of cervical vertebrae area; Laryngeal stridor when fatigued; Nodular thyroid .

· Hyde (2003) outlines how  :"ME illness 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. Munson (2000) states how  "Many startling abnormalities have been found in ME/ICD-CFS patients in almost every bodily system- such as extremely low blood volume, enzyme pathway disruptions, cardiac disturbances, and malfunction of the hypothalamus-pituitary-adrenal axis. . . One remarkable study, utilizing specific brain scan techniques, found the effects of ME/ICD-CFS on the brain to be strikingly similar to AIDS dementia. Earlier research discovered punctate lesions in ME/ICD-CFS brains resembling those of Multiple Sclerosis patients. Dr Paul Cheney found that in dual chromatography analyses, many ME/ICD-CFS patients actually had more derangement of the brain, on a biochemical level, than Parkinson's or Alzheimer's patients. 

Immune system problems include :

· Abnormalities found in the 2-5 synthetase/RNase L anti viral pathway.  As Professor Robert Suhadolnick (2004) afirms : " “the higher the RNase L activity, the lower the patient’s ability to function." Cheney (1999
)  explains : "What does RNase-L do ..it chews up  human messenger RNA inhibiting every enzyme in the body. Hence CIFDS patients end up on their backs."

· Low molecular weight RNaseL in ME/CFS patients, this aberrant form of RNase L is up to six times more destructive than the typical form. This helps explain why ME/CFS sufferers are very sick; the question for Dr Cheney is  "How are these people surviving?"

·  In this illness, the RNase L activity shifts to the more destructive lower weight form and does not shut off. It stays activated much longer, resulting in pronounced cellular metabolic dysfunction.

Endocrine  system problems include :

· abnormalities in the output of hormones which help explain problems with cognitive functioning , central processing of information and sleep initiation.

· abnormalities in cortisol and DHEA, leading to a chronic depression of cortisol and DHEA (which  is not seen in depressive illnesses.) This means that bodily homeostasis -balance -cannot be maintained in the presence of any form of biological stress and goes a long way towards explaining the exacerbation  of many of  the symptoms in ME/CFS. 

· depletion of central opioid tone in ME/CFS, which may explain some of the pain that sufferer's experience 

· a reduction in adrenal gland size, which may be a result of the  body trying to downregulate the stress signals it is receiving from the brain. This  may also account for many of the symptoms of ME/CFS. functional hypothyroidism at a cellular level  even though blood level thyroid measurements are okay. low levels of pituitary hormone output, for example Growth Hormone,  

    caused by oxidative stress, which may be the cause  of the fatigue.

Nervous System problems include :

· an excess of sympathetic over parasympathetic tone means that a constant biological stress is present in the body.

· "Simply stated a body that cannot respond to any form of biological stress be it environmental, infective, physical or psychological ." A wealth of studies (about 85%) confirm autonomic nervous system (ANS) dysfunction in up to 90% of CFS patients, with resulting effects on many vital functions (blood pressure, pulse rate, breathing and body temperature). 

· DeLange (2005
) found a significant 8% reduction in brain gray matter volume , related to the level of physical activity in ME patients and Okada (2004) reported an average 11.8% reduction in gray matter volume which paralleled the severity of the fatigue of the patients. 

· Holgate and Kerr et al (2005) have recently found that patients with ME/CFS  have reproducible alterations in gene regulation and that  " there are more gene abnormalities present (in ME/CFS)  than are found in cancer sufferers." (Williams 2005) 
· Although , as with lupus, multiple sclerosis and ovarian cancer for example,  there is no  medical test available to confirm a diagnosis of M.E, it is absurd to claim no objective or  quantifiable abnormalities can be  found in patients with severe M.E. (Bassett 2006)
  “Tests  will only all be normal in M.E. patients – as with all illnesses – if completely the wrong  tests are done, or if those tested do not in fact have M.E. in the first place.” (Bassett 2006) .

· Faced with the challenge of ME/CFS illness, no physician can presume to understand the pathophysiology of this group of illnesses; particularly after only an hour with the patient and a few standard tests.The chronic ME/CFS patient deserves, at least once, a complete investigation that includes mapping of (1) body structures, (2) organs, and (3) systems. (Hooper 2003)
· Today many  patients with fatigue as a major feature of their illness, for example, cancer, chronic  obstructive disease, depression, and many others, are being diagnosed with CFS. This  has led to confusion, and left clinicians, patients, and carers without recourse to proper  clinical and social support. In the case of children, vicious legal proceedings have involved  some parents being accused of Munschausen Syndrome by Proxy (MSBP), with sick  children taken into ‘care’ where they have suffered unbelievable cruelty  10-12. A common  treatment programme advocated for CFS, whatever its origins, consists of Pacing, CBT  (cognitive behavioural therapy) and GET (graded exercise therapy). The Government has  spent huge sums of money (£8.2 million) on setting up clinics, manned by a psychiatrist(s)  and located in psychiatric hospitals, to which CFS patients are commonly referred. Such  an approach has been vehemently opposed by patients and carers. Studies among the  25% Group whose members suffer from severe disabling ME that leaves them  housebound or bed-bound found that over 90% of its members were dissatisfied with CBT  and GET (Hooper 2006)
· Marshall & Williams (2006
)  ask : “Why is the existing evidence of biomedical anomalies in ME/CFS continually ignored by “Wessely School” psychiatrists, who claim that the only disorders that they will “accept” are those supported by “evidence-based” medicine?  And yet their “de-conditioning” model of ME/CFS is not evidence-based, nor can it ever be so: it is a hypothesis that cannot be tested, let alone proven, which contrasts with the biomedical model of ME/CFS that is supported by respected literature of solid scientific evidence.”

CHAPTER 6 Management (p.137)
· If  trauma to the brain exists in ME/CFS, then the chance of cognitive behavioural therapy (CBT) being effective in ME/CFS is probably zero…. As there are structural brain abnormalities documented in the ME/CFS literature since at least 1992 and as the data discussed by Friedman was known about in 2002 (the same year that the UK CMO’s Working Group Report was published), then it must be asked why this knowledge has been disregarded by the psychiatric lobby, and by the MRC who has granted such generous funding to those psychiatrists to allow them to indulge their belief that CBT is the only effective management (not treatment) regime for ME/CFS. As it is known that CBT cannot help those with a severely disordered brain, other acknowledged concerns about CBT assume even more importance, one being the increasing public concern that psychological therapies could be used for brain-washing  (see the MRC Neuroethics Report, April 2005: Session 2 (“Altering the brain”).  One of the speakers at the Workshop was Professor Michael Sharpe of Edinburgh, who spoke about the implications of psychotherapies.(Marshall &Williams 2006
)
· “Graded exercise programs are probably the single most inappropriate treatment that a M.E. sufferer could be recommended to undertake. This is because one of the unique features of authentic M.E. is exercise intolerance – that patients worsen with even trivial levels of activity or exercise. Exercise or exertion intolerance is one of the many things which separates Myalgic Encephalomyelitis so distinctly from various post-viral fatigue states or other illnesses involving 'chronic fatigue' as the defining or primary feature. People with M.E. do not improve with exercise. They cannot; exercise intolerance is a large and essential part of what M.E. is. Veteran M.E. expert Dr Ramsay explained that this unique characteristic: ‘is virtually a sheet-anchor in the diagnosis of Myalgic Encephalomyelitis and without it a diagnosis should not be made.” (Bassett 2006
)
· The degree of physical incapacity varies greatly, but the [level of severity] is directly related to the length of time the patient persists in physical effort after its onset; put in another way, those patients who are given a period of enforced rest from the onset have the best prognosis. (Ramsay 1986
)
· Dr Paul Cheney explains that when disabled M.E. patients stand up, they are on the edge of organ failure due to extremely low cardiac output as their Q drops to 3.7 litres per minute (a 50% drop from the normal of 7 litres per minute). Without exception, according to Cheney, every disabled M.E. patient ‘is in heart failure’ and the disability level is exactly proportional to the severity of their Q defect, without exception and with scientific precision. (Marshall & Williams 2005
)  Findings which showed mitochondrial metabolic dysfunction similar to mitochondrial encephalomyopathy also led Dr Cheney to comment, ‘The most important thing about exercise is not to have [patients with ME] do aerobic exercise. I believe that even progressive aerobic exercise is counter-productive. If you have a defect in mitochondrial function and you push the mitochondria by exercise, you kill the DNA.’ (Williams 2004
, ) from Bassett 2006

· Given what is already known about the inherent dangers of CBT for those with ME/CFS (especially the known effects of graded exercise as an inducer of oxidative stress and the effects of compulsory exercise on the cardiovascular problems known from the early part of the twentieth century to be an integral feature of authentic ME/CFS), on what ethical grounds can those already crushed by such a heavy illness burden as that imposed by ME/CFS be subjected --- in some cases by coercion – to a management regime that seems to have no hope of beneficial results? (Marshall & Williams 2006
) 
· “..the adverse response to physical activity in M.E. patients is not ‘medically unexplained’ – research has found a number of sound medical reasons why M.E. sufferers are so physically disabled and unable to maintain an upright posture. These include; evidence of damage to the central nervous system (and autonomic and sympathetic nervous systems), damage to cardiac muscle (and many other cardiac and cardiovascular abnormalities), abnormalities and damage to muscle, immune system abnormalities, respiratory abnormalities and also a variety of abnormalities at a cellular level (eg. mitochondrial defects). It is also worth noting that none of these abnormalities can be explained by so-called ‘deconditioning’ – the supposed reason for the recommendation of therapies such as GET. (Bassett 2006)

· The Chief Medical Officer (2002
) has warned that exercise-based regimes advocated for less severely affected patients tend not to have been studied among those most severely affected. Shepherd (2001
) warns that as  much care should be taken in prescribing exercise as in prescribing pharmaceuticals for ME/CFS patients do not respond to exercise in a manner that is expected of healthy people (Streeten et al 2001
) 

· According to Loveless (Munson 1995
) the severely ill ME/CFS patients whom he saw had far lower scores on the Karnofsky performance scale than HIV patients even in the last week of their life, indicating a probable functional ability of between 10 and 20 % of normal. This figure is highly significant for as  Ho-Yen (1994) states,  a patient “ with (ME/CFS) should be advised not to increase their activities gradually until they feel 80% of normal. " 

· Giving GET and CBT to people with ME is like trying to prescribe treatment without first investigating the disease – madness ! We need proper biomedical research to find out the cause(s) of this illness and to investigate fully what it does to the body.. GET and CBT have been found to be at best unhelpful to those with ME at worse, harmful. (25 % Group Submission to the Gibson Inquiry 2005)
It means that I live in fear of professional involvement because I want to be treated for my physical illness and am afraid that 

a/ they will not believe I am really ill

b/ they will not understand the symptoms I suffer or accept they are real

c/ they will give me inappropriate treatment

d/They will say I am lying about my disability

· ( I have experience of all these things in the past from various professionals) (25 % Group Submission to the Gibson Inquiry 2005)
· Any treatment for psychiatric problems that are not there are likely to kill me ! (25 % Group Submission to the Gibson Inquiry 2005)
· It means that I am simply offered no treatment whatsoever. I am just left to get on with it. (25 % Group Submission to the Gibson Inquiry 2005)
· after I came home from the hospital where I received CBT/GET therapy, a physio came to see me once a week.  The first one was absolutely appalling, and used to drag me up off the bed and hold me upright, even though I was too ill to cope with this, and my body was collapsing under me.  It was a 'fight' really, with her believing that if I wasn't allowed to sit down, the muscles in my legs would improve, and I would gradually begin to weight-bear. (25 % Group Submission to the Gibson Inquiry 2005)
· I have been ill in different phases for 15 years. I have worked it out for myself that you can only “exercise” within very narrow limits. It is simply not the case that you can exercise your way out of this illness. If it were that simple most people with ME who were previously very fit and active, would have long since recovered.” (25 % Group Submission to the Gibson Inquiry 2005)
· Another sufferer describes how despite an “extensive psychiatric evaluation” which resulted in a report saying ‘she is severely physically disabled’, ‘has no mood or behavioural problems’ and ‘is coping remarkably well given very difficult circumstances’ she was still offered “CBT and counselling and my symptoms of severe nerve pain, nausea, difficulties with speaking, sight, swallowing and eating, seizure like brain(25 % Group Submission to the Gibson Inquiry 2005)
· A new approach is required. That of listening to the patient and trying to alleviate their suffering in the absence of a cure, taking into account the reality of their experience and working appropriately. A code of practice, a guide on how to work with the severely affected is much needed (Crowhurst 2005
) 

· The issue is not so much setting "baselines" - highly unlikely in severe ME anyway- but  of learning how to live and cope with the illness :

	Living & Coping with Severe ME/CFS

(Linda Crowhurst)

	Be aware of the subtly of the 

illness : when you can, when you can't and when you might. 



	Know how you are in any one moment so you can cope with it 



	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. 




CHAPTER 7 People who are Severely Affected  (p. 256) 

· In a   2001 survey of medical professionals  (n=8100) 75% of survey respondents believed that ME/ CFS,  is at least as disabling (53%) or more disabling (22%) than other chronic diseases such as lupus, multiple sclerosis or rheumatoid arthritis.  (CFIDS Association of America 2001
)  Two recent reviews have concluded that, “Substantial improvement is uncommon and is less than 6%" (Anderson et al. 2004
); and, "Full recovery... is rare" (Cairns & Hotopf, 2005
). 

· M.E. is characterised by a unique form of paralytic muscle weakness whereby muscles perform normally to begin with but after even a minor degree of physical effort; three, four or five days, or longer, elapse before full muscle power is restored. This is quite distinct from the ‘chronic fatigue’ seen in many other illnesses. This paralytic muscle weakness in M.E. affects all muscles including the heart and causes what is commonly known as exercise intolerance; that patients relapse with physical and mental exertion. These features are a core part of what M.E. is as they are responsible for causing much of the symptomatology and disability associated with the illness. (Bassett 2006
)

· Some  sufferers tried to describe the severity of their symptoms (25% Group Submission to the Gibson Inquiry 2005) :

· “Chronic fatigue, to the point of exhaustion.. Severe migrainous headaches, with which I wake up with - often lasting up to 5 days – light, noise sensitive, nausea, vomiting, loss of appetite.  
· Tinnitus, Severe menstrual problems, Nerve pain, Bone pain, Back pain, Severe headaches continuous to acute, Post extertional Malaise – excessive weakness, Mylagia – muscle pain, Fibromyalgia - Neck and shoulder muscle pain, Mood swings, Chronic Insomnia, Hypersomnia, Sleep disturbances/nightmares ,Multi Chemical Sensitivity – MCS ,Cognitive dysfunction, concentration and attention span loss, Ammonia – difficulty to give objects a name, Dysnomia – inability to give objects a correct name, Memory loss, Food intolerances and insensitivities, Pain. Loss of co-ordination and comprehension, Intolerance to certain smells, environmental pollutants, aerosols, cleaning products, Difficulty walking, Difficulty standing, Fluid retention, Oedema/swelling of face, hands, feet and ankles, Tight chest, Facial neuralgia, High blood pressure, Slow speech, Visual disturbances, Unexplained hair loss, Neck creaks and cracks, neck stiffness, Eyes/vision: double, blurry, pain, increased floaters, increased motion sickness, Light-headedness, wooziness, difficulty walking, clumsy bumping into objects, irritability
· Poor circulation, my hands and feet are always cold.  Sweats day and night – which is linked to chronic infection Migraines that are worse than migraines and different pain to any other headache Nose Bleeds. Spinal cord inflamed and painful day and night. Twitching of muscles. Soreness, acheness and pain in limbs. Legs give way, rashes on body, shingles. Lack of muscle tone. Find it difficult to find the right words in conversation. Breathlessness. Urinary Tract infections

· EXHAUSTION AFTER NORMAL ACTIVITY is a prime symptom-  “general malaise” doesn’t seem strong enough to cover this, and people don’t realise the absolute depth of exhaustion experienced.

· WEAKNESS            EXHAUSTION               FATIGUE    
       MALAISE / DEBILITY Poor Co-ordination  
No Strength
Knee, hip, back, shoulder & upper arm joint stiffness/pain Easily tipped into exhaustion & relapse by physical, mental or emotional exertion, taking days to recover. Unpredictable how much exertion will be deleterious, or how serious or long-lasting. BRAIN     Poor concentration       Poor comprehension
Word finding problems   Slow thinking

· Permanent exhaustion with recovery times after any effort or movement increasing with each year that passes—ie. for the first 10 years, recovery time would be 2-4 days whereas over the last 12 years, recovery time has gradually increased to 7-20 days.

RESULTS FROM THE 25% GROUPSUBMISSION TO THE GIBSON PARLIAMENTARY INQUIRY (2005)

	LIST OF SYMPTOMS (Adapted from the Canadian Definition - Carruthers B et al (2003) Myalgic  encephalomyelitis/chronic fatigue syndrome : clinical working case definition; diagnostic and treatment protocols. Journal of Chronic Fatigue Syndrome 11, 1, 7-115)

	Number of sufferers 

experiencing this

symptom
	Percentage

of total

	Tender lymph nodes
	44
	69%

	Sore throat
	48
	75%

	Flu-like symptoms
	60
	94%

	General malaise
	63
	98%

	Development of new allergies
	38
	60%

	Hypersensitivity to medications and/or chemicals
	46
	72%

	Loss of thermostatic stability
	60
	94%

	Heat/Cold intolerance
	53
	83%

	Anorexia or abnormal appetite
	11
	17%

	Marked weight gain
	29
	45%

	Hypoglycaemia
	30
	47%

	Loss of adaptability and tolerance for stress.
	53
	83%

	Worsening of symptoms with stress and slow recovery and emotional lability
	57
	89%

	Postural hypotension (low blood pressure)
	33
	52%

	Vertigo
	42
	66%

	Light-headedness
	52
	84%

	Extreme pallor
	43
	67%

	Intestinal dysfunction 
	50
	78%

	Bladder dysfunction
	38
	59%

	Heart Palpitations 
	35
	55%

	Respiratory irregularities
	30
	47%

	Confusion
	39
	61%

	Difficulty with information processing
	54
	84%

	Perceptual/sensory disturbances
	42


	66%

	Photophobia
	41
	64%

	Hypersensitivity to noise
	56
	87%

	Pain
	60
	94%

	Transient Paralysis
	31
	48%

	Pins & Needles
	47
	73%

	Numbness
	44
	69%

	Nausea & Vomiting
	38
	59%


Significantly, 71% of respondents, according to our research ,  experience 20 or more symptoms each;  the highest number of symptoms experienced was 30 . 

 The symptoms reflect a complex range of :

AUTONOMIC MANIFESTATIONS,  for example :  Orthostatic Intolerance: e.g., neurally mediated hypotension (NMH), postural orthostatic tachycardia syndrome (POTS), delayed postural hypotension, vertigo, light-headedness, extreme pallor, intestinal or bladder disturbances with or without irritable bowel syndrome (IBS) or bladder dysfunction, palpitations with or without cardiac arrhythmia, vasomotor instability, and respiratory irregularities.

NEUROENDOCRINE MANIFESTATIONS for example : loss of thermostatic stability, heat/cold intolerance, anorexia or abnormal appetite, marked weight change, hypoglycemia, loss of adaptability and tolerance for stress, worsening of symptoms with stress and slow recovery, and emotional lability.

IMMUNE MANIFESTATIONS for example : tender lymph nodes, sore throat, flu-like symptoms, general malaise, development of new allergies or changes in status of old ones, and hypersensitivity to medications and/or chemicals.

NEUROLOGICAL/COGNITIVE MANIFESTATIONS for example : confusion, impairment of concentration and short-term memory consolidation, difficulty with information processing, categorizing, and word retrieval, intermittent dyslexia, perceptual/sensory disturbances, disorientation, and ataxia.  There may be overload phenomena: informational, cognitive, and sensory overload -- e.g., photophobia and hypersensitivity to noise -- and/or emotional overload which may lead to relapses and/or anxiety.

The top seven symptoms experienced by the respondents were:

· Malaise

· Flu-like symptoms

· Loss of thermostatic stability

· Pain

· Worsening of symptoms with stress

· Hypersensitivity to noise
· Difficulty with information processing
This is illustrated in the chart below :
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It  is misleading to consider CBT, GET or pacing as treatments – they are management or coping strategies (Jones 2004).  While strategies such as pacing appear to make sense, the situation in severe ME/CFS is complex. Crowhurst (Crowhurst L 2004) says: ‘My body moves towards paralysis and increased pain the closer it gets to the sleep state, even “resting” my body will move towards an inability to function: I won’t be able to move my fingers, legs, arms, walk, breathe easily, so the notion of pacing, which is based on rest, isn’t adequate because rest brings dysfunction and disability closer.’

Our survey results, below, demonstrates  just how inappropriate it is to try and “treat” ME/CFS, a neurological illness, with psychiatric interventions . 

44% of respondents were offered Graded Exercise Therapy :
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Of  the 44% who were offered GET 64% tried it and  95% reported that GET had a negative impact on them :
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67% of respondents were offered Cognitive Behaviour Therapy :
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Of the 67% who were offered CBT 42% tried it and  96% 

reported that CBT had a negative impact on them :
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· By far the most unhelpful form of treatment was considered to be Graded Exercise Therapy (GET). This is a finding that may surprise some readers, given the current medical popularity of this approach. However, these patients’ perceptions are supported by data from previous experience: of the 39% of our members who had actually used Graded Exercise Therapy, a shocking 82% reported that their condition was made worse by this treatment. On the basis of our members’ experiences we question whether GET is an appropriate approach for patients with ME. It is worth noting that some patients were not severely affected before trying GET. Thus, it is not only people with severe ME who may be adversely affected by this form of treatment. (25% Severe ME Group 2004
 )
· Hillenbrand’s  ( 2003
) comment that : This illness is to fatigue what a nuclear bomb is to a match. It’s an absurd mischaracterization.” summons up the frustration that sufferers feel about the term “chronic fatigue” being applied to their condition.   
· Crowhurst L (2005),  a severe ME sufferer, explains : “When you say “fatigue”, what do you think of? You think of just being very tired. The muscle fatigue I experience is completely devastating fatigue that leads to a multifunctional inability to move. That goes beyond ordinary normal awareness and interpretation of the word “fatigue”. This is what I think people do not understand. It is not that my muscles are tired, or very tired, or even very, very tired; they don’t work. That is the fatigue we are talking about in severe ME and I don’t think most people realize that. I certainly didn’t know it, even though I had the condition, because no one explained it to me.  This isn’t the tiredness that comes from depression and non-activity; this is the paralyzing, non-functioning disability caused by a range of malfunctioning physiological systems within the  body and is not something that is controllable or relinquished by intention or by increased activity. Increased activity is impossible when your muscles do not function. “    

The experience of having severe ME/CFS  is illustrated below :

	Severe ME/CFS :

 Experience & Symptoms

	Patient’s Experience
	Some Possible Symptoms (Marshall et al 2001, Bassett 2005)

	I can’t think
	Cognitive impairments  (impaired attention, memory and reasoning) are among the most frequently reported and least investigated components of CFS/ME. 

	I can’t understand
	Processing problems, brain  fog, intermittent partial or complete memory loss, recurrent stupor or stroke-like episodes, tremors, aphasia, ataxia, discalcula, .


	I can’t cope with noise
	Hyperacusis, loss of adaptability and worsening of symptoms with stress


	I can’t speak
	Word , number and thought sequencing difficulties , information absorbing difficulties, diffuclty with voice production, paraphasia – incorrect word selection.

	I can’t sleep
	Reversed sleep pattern disturbance, hypersomnia, vivid & disturbing dreams

	I can’t eat
	Food intolerances, difficulty with swallowing, choking, abdominal pains, problems with diarrhoea

	I can’t sit up
	Muscle weakness, severe pain, palindromic arthropathies.

	I can’t walk
	Pain, muscle fatigue, paralysis, persisting dysequilibrium and ataxia, cardiac arrthmia, angina-like chest pain

	I can’t telephone


	Noise sensitivity, no energy, muscle weakness, loss of memory, concentration, intractable pain

	I can’t write


	Pain, weakness, numbness, parasthesia, cognitive impairment, agraphia (inability to locate the words for writing), neurological changes in motor skills (handwriting, walking gait, vision, etc


	I can’t get to the toilet


	Muscle dysfunction and twitching, orthostatic intolerance, Extreme post-exertional muscle fatiguability, recurrent nausea and profound, incapacitating malaise. Light-headedness and/or syncope (fainting), lower than normal blood volume, hypotension, loss of thermostatic stability,

	I can’t wash myself
	Poor coordination, pain in muscles, joints, head, back, limbs, chest and stomach

	I can’t stand up


	Orthostatic intolerance, muscle fatigue, weakness, difficulty with breathing, sudden attacks of breathlessness,  dyspnoea ;   the more severely affected are unable to stand unsupported for more than a few minutes.

	I can’t cook


	Transient paralysis, pain, brain fog, poor coordination and balance, dizziness, volitional problems and/or cognitive slowing, loss of fine motor skills.

	I can’t read


	Dry eyes, pain, blurred and double vision, difficulty in focusing , swollen and painful eyelids, word blindness, alexia (problems with reading)

	Colour hurts my eyes


	Neuralgia, disorders of colour perception, 



	Touch hurts me 


	Hyperesthesia, light touch can be acutely painful 

	People’s energy affects me


	Severe lack of energy to cope, prosopagnosia - not being able to recognize faces, facial agnosia, impairment of concentration, difficulty with visual and aural comprehension, an exaggerated response to even small amounts of additional input.


	Light hurts me


	Photophobia, perceptual and sensory disturbances, special instability and disorientation, abnormalities of sensation.

	Food hurts me


	Food intolerance, IBS, problems with maldigestion or malabsorption of food, histamine intolerance, esophageal spasms  , difficulty swallowing, esophageal reflux, changes in taste and smell, bloating, abdominal pain, nausea, indigestion or vomiting , intense gallbladder pain,
 



 (Crowhurst & Crowhurst 2005
)
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