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Oral Evidence Hearing

The Gibson Group on ME/CFS

House of Commons 

Room E 

7 Millbank

London  SW1P 3JA

United Kingdom 

Statement to Parliamentary ‘Inquiry’ into ME/CFS

By

The One Click Group

I am Angela Kennedy from the One Click Group, and this is my colleague Jane Bryant. One Click is a pressure group providing opposition to the psychiatric paradigm, for patients suffering from diseases such as Gulf War Syndrome, Lyme disease, Borreliosis and the neurological disease ME/CFS.

Our children, previously diagnosed with ME/CFS, have both been subsequently diagnosed with Borreliosis, a chronic spirochaete bacterial infection. 

We carry breaking news, information and archive resources on our website, read by people in over 70 countries, often receiving in excess of 4,000 hits per day. We are read by Ministers, MPs, the Department of Health, the medical establishment, researchers, the media, patients and carers. 

We bring to the attention of the Group that neither of our children can attend today because of the severity of their respective conditions, an all too common feature of this illness. We therefore are acting on their behalf and with their approval.

We give this presentation with the essential qualification that the enormous range and depth of problems related to British policies on ME/CFS is so great that it cannot possibly be done justice in 10 minutes.

Therefore what follows is a mere summary of some of the major problems facing sufferers both before and after the Chief Medical Officer’s Report: During which, it must be noted, psychiatrists, led by Peter White of the PACE Trial, walked out because they objected to the biomedical facts of this disease. 

A reasonable appraisal of the situation facing sufferers cannot take place in a historical vacuum, with an arbitrary ‘cut-off’ point at the year of the CMO’s Report. The injustices facing sufferers began well before this time, and remain yet to be resolved. 

We bring to the Group’s attention the issue of Borreliosis. The links between ME/CFS and Borreliosis have been known for some time, both by the National Health Service and the ME/CFS charities. Research by Dr. John Gow shows that the gene expression in ME/CFS and Borreliosis is identical, as he has stated in public. Despite this, no research is being funded by the British government into this vital issue, and patients have had terrible difficulties in getting any treatment on the NHS. For some it has been impossible. One particular Borreliosis specialist in the UK has stated that some 95% of his ME/CFS patients have tested positive for Borreliosis.

We also bring to the Group’s attention the large amount of international research evidence of organic, multi-system physiological abnormalities within this disease entity. This has been consistently ignored in various reviews, including the CMO’s Working Group Report, and the recent Bagnall et al review for the NICE Guidelines. There also appears to have been a deliberate flooding of the literature with repetitive psychiatric papers consisting of conjecture and prejudiced opinion masquerading as ‘science’.

There are broadly two contesting paradigms of ME/CFS: the neurological (biomedical) paradigm, and the psychiatric paradigm. The psychiatric paradigm in Britain is supported by various researchers such as Simon Wessely, Peter White, Michael Sharpe, and Elena Garralda, among others. It has been demonstrated to have serious theoretical, methodological and ethical flaws. 

Proponents of this paradigm refuse to recognise the WHO ICD-10 neurological classification of ME/CFS. Indeed, they unilaterally misrepresented the term Chronic Fatigue Syndrome as being classified as a mental disorder in the ICD-10, wrongly advising the British government. This was corrected by the Countess of Mar during a House of Lords debate in 2004, with confirmation by the World Health Organisation. 

Despite the overwhelming evidence to the contrary, proponents continue to assert the notion that the illness is caused and/or perpetuated by ‘psychological’ or ‘behavioural’ factors. They consistently portray sufferers as mentally and socially deviant.

They illogically and incorrectly describe ME/CFS as ‘Medically Unexplained’. Ironically, they then promote a state of ‘cultivated ignorance’ about the illness by discouraging all but the most limited of biomedical investigations/treatments for sufferers.  

They promote the use of Cognitive Behavioural Therapy, NOT as a strategy of coping with illness, but as a ‘cure’ for a neurological disease they do not even recognise, an irrational position. They claim that multi-system physiological abnormalities can be improved to the point of ‘recovery’, merely by challenging the illness beliefs and behaviour of the sufferer. 

They promote Graded Exercise, even though their own research in this area has been criticised for the high drop out rate of patient samples and the patients excluded from such research. They continue to ignore the documented harmful effects and therefore potential dangers of ‘Graded Exercise’ for ME/CFS sufferers.

Their research design is highly flawed, as will be demonstrated by my colleague. 

JANE BRYANT:
Professor Simon Wessely stated in public at the Eliot Slater Memorial Lecture:  “There is a phenomenon known as myalgic encephalomyelitis - or ME.  I will argue that ME is simply a belief - a belief that one has ME,” he said. 

From the scientifically unproven belief system of this psychiatrist and the group that surrounds him, over £11.1m of British taxpayers money has flowed to set up  the methodologically and ethically flawed psychosocial PACE and FINE trials being conducted at these ‘CFS/ME’ Centres primarily run by the psychiatrists for psychiatric benefit.  These are the ‘CFS/ME’ Centres that have been thoroughly condemned by ME/CFS patients’ right around the United Kingdom as has been evidenced, as just one example, by the many letters from patients sent to RiME – the group for Research into Myalgic Encephalomyelitis. 
What was the purpose of setting up the Chief Medical Officer’s Working Group, preparing a complex report, taking into account at least some of the patients’ views and then to all intents and purposes, ignoring them completely?

Psychiatric interventions over ME/CFS have been forced on patients for the last fifteen years or more and are STILL the only treatments consistently available.  If these had been in any way efficacious, where are the lost legions of the recovered to show this?  Just where are they? 
The enormous irony and scientific fraudulence of the PACE trial is the way that it has been deliberately structured using the outdated and superseded Oxford criteria for patient inclusion into this trial purely to enhance the numbers recruited and to include patients suffering from Idiopathic Chronic Fatigue, a mental disorder classified as such under F48 that is entirely different from ME/CFS.  The Oxford criteria specifically EXCLUDE patients suffering from a neurological disorder that ME/CFS IS as defined by many international experts and the World Health Organisation.  How has it come about that millions of pounds of British taxpayers money, agreed by the Medical Research Council, are being spent on a trial that is actually excluding the very patient population that it is supposed to be studying by use of the Oxford criteria for entry to the PACE trial?  ME/CFS must be the only illness in the world where the most severe sufferers are never properly studied. 

There is also massive controversy surrounding the bolt on inclusion of the Fukuda and London criteria in the PACE trial. The so called London criteria have never been peer reviewed, published, operationalised or validated.  

This makes these criteria unusable in any clinical trial and that, together with the use of the aforementioned Oxford criteria, makes the structure of the PACE trial a scientific nonsense from the outset. 
Furthermore, the charity Action for ME, that has no mandate or remit to act for ME/CFS patients at government level or any other since it has not held an Annual General Meeting that involved its members/subscribers for the last TEN YEARS is heavily involved in the PACE Trial protocol and has been given money by Section 64 government grant to promote this trial to their members.  It clearly states in the PACE Trial Identifier produced by the psychiatrists for the Medical Research Council that: “Compliance with both the treatments and the study will be maximized by the COLLABORATION and SUPPORT of AfME.”  

The PACE trial, as delineated in The PACE Report produced by One Click, is a deceit and scandal of massive proportions as has indeed been written up in the Independent national newspaper in 2004.  The PACE and FINE trials are clearly little more than job providers for the psychiatrists that are running them who operate on the basis of a misguided but entrenched illness belief system for which there is absolutely no scientific basis, that ME/CFS is a mental disorder, not the neurological illness that it is, as defined by the World Health Organisation.  Is it ethical for people with proven commercial interests in these studies to be designing and running these trials, give the proven evidence of their personal commercial interests in the desired outcome of these trials? 
ANGELA KENNEDY:
Documented iatrogenic effects of the Psychiatric Paradigm of ME/CFS on patients include:

1. Lack of appropriate bio-medical investigation, treatment and support, contributing to deterioration in health.

2. Denial of benefits, insurance or pension payments to sufferers, even though the extent of their disabilities would, in other organic illnesses, entitle such sufferers to these.

3. Hostility, disbelief and lack of empathy from doctors, families, communities and society at large, who are frequently led to believe that the illness is a result of deviance.

4. Forced treatment of patients, including forced incarceration of children.

We bring to the Group’s attention the TYMES Trust Dossier ‘The Forgotten Children’, the Panorama Survey, and the Ean Proctor Scandal, in which a semi-paralysed 11 year old ME/CFS diagnosed child was thrown into a swimming pool to see if his paralysis was genuine. The child sank. These are just a few examples of the mistreatment that sufferers, especially children, have had to endure as a result of the psychiatric paradigm.

5. There is adverse impact on quality of life to such a degree that some sufferers have committed suicide. 

6. Progressive relapse into severe illness has resulted from Graded Exercise Regimes. 

No other organic disease has had so much attention on ‘psycho-social factors’ while biological factors are consistently ignored and trivialised in the UK: and this special pleading about ME/CFS has thwarted the progress of biomedical research and clinical care. 

In summary, we bring to the Group’s attention that British health, social and research policy on ME/CFS in recent years has been based on fundamentally flawed conjecture, and prejudiced opinion masquerading as ‘science‘, causing endangerment and disenfranchisement to sufferers. It is imperative that the British Government rectifies this wrong immediately.

This must include the urgent funding of biomedical research untainted by psychiatric vested interests, but also an overhaul of all social security and NHS practice, to reflect the already available evidence demonstrating serious disease processes, and it must move away from the erroneous and discredited claims that this illness is a result of deviance.

- ENDS –

18 April 2006

© Angela Kennedy & Jane Bryant, The One Click Group
*********************************

2. A SHORT SUMMARY OF THE PSYCHIATRIC PARADIGM OF ME/CFS

By Angela Kennedy, 18 January 2005
Available on The One Click Group website: 

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/THE%20PSYCHIATRIC%20PARADIGM.pdf
This document provides a brief, critical overview of identified themes within the approaches to ME/CFS, that have been promoted extensively by a vociferous group of doctors and others known colloquially as the ‘Wessely School‘, after Simon Wessely, a psychiatrist who has had a key role in facilitating the emergence of the notion that ME/CFS is a psychological disorder (Hansard, cited in Marshall et al, 2001). 

Unfortunately for ME/CFS sufferers themselves, the ideas espoused by this group have been accepted uncritically by many others, even though there are fundamental theoretical, methodological and ethical problems with their approach, which have caused endangerment and disenfranchisement to ME/CFS sufferers worldwide, as well as further, unnecessary, suffering. 

Their approach, theoretical assumptions and apparent beliefs, as delineated below, I have termed the ‘psychiatric paradigm’. This is not meant to imply that all psychiatrists, psychologists and other mental health professionals subscribe to a ’psychiatric paradigm’ of ME/CFS, as proposed by the ‘Wessely School‘. As will be demonstrated, some psychiatrists have critiqued the notions espoused by the ‘Wessely School’. Dutton (1992), has used the word ‘paradigm’ in connection with depression/somatization explanations for ‘CFS’. I am therefore using the term ‘psychiatric paradigm’ to describe the psychiatric causation explanations for the disease ME/CFS, espoused by those such as Simon Wessely, and various others.

The main problems of the Psychiatric paradigm can be summarised as follows:
1. Refusal to recognise ME/CFS as a neurological illness 
Proponents of the psychiatric paradigm do not appear to subscribe to the WHO ICD-10 classification of Myalgic Encephalomyelitis/chronic Fatigue Syndrome as a neurological disease (for example, see David and Wessely, 1993). This is further illustrated, for example by Wessely’s own comment (1994), that: “I will argue that ME is simply a belief, the belief that one has an illness called ME”. 

Another example of this position was illustrated, for example, when proponents of the psychiatric paradigm unilaterally (and incorrectly) represented the term Chronic Fatigue Syndrome as being classified as a mental disorder in the ICD-10, and advised the British government that this mis-classification was in order, until the British Government was corrected by the Countess of Mar during a House of Lords debate in 2004, with confirmation by the World Health Organisation. (Footnote 1) 

The refusal to recognise that ME/CFS is a neurological illness is in direct contradiction to a very large body of international research/clinical literature illustrating the neurological and other physiological evidence as to the organic basis of this disease. (Footnote 2) Such literature, especially where it prevents a fundamental challenge to the psychiatric paradigm, has been consistently ignored in the Wessely’s School’s own literature, and frequent quoting of the work of the prime proponents of the psychiatric paradigm instead occurs regularly within this literature (for example, as discussed in Marshall et al, 2001. Also see discussion surrounding the continuing failure to engage with the Canadian Myalgic Encephalomyelitis/Chronic Fatigue Syndrome Case Definition and Treatment Protocols (Carruthers 2003), for example, in Kennedy and Bryant, 2004).

2. Confused, Inconsistent Notions of ‘Psychosomatic’ Illness 
Instead of accepting either the WHO’s neurological classification, or the evidence of organic disease presented by the international research and clinical literature, proponents of the psychiatric paradigm continue to assert the notion that the ‘illness’ is caused and/or perpetuated by ‘psychological’ or ‘behavioural’ factors. This idea manifests itself in a number of ways, often used interchangeably and confusingly, where various discursive categories of ‘psychosomatic’ illness are assigned to ME/CFS sufferers within the literature supporting the psychiatric paradigm, implying that various mental, behavioural, or emotional processes, not organic processes of disease in the body, are the causes of their ill health. In this context, ME/CFS sufferers are often constructed as the authors of their own misfortune (McWhinnie et al, 1997), seen as either a conscious or unconscious process (Kennedy, 2004 (a)). Such categories identified in the literature of the psychiatric paradigm include:
Imaginary (the illness or symptoms are deemed not ‘real’, but imagined); Malingering (the ‘sufferer’ is implied as lying about the extent or even the existence of their illness, in order to receive financial or other benefits, including social or familial attention. Sometimes this can be implied to be occurring on an ‘unconscious’ level, i.e. ‘lying to one’s self’); Hypochondria (the ‘sufferer’ is deemed to have odd or ‘aberrant’ or ‘irrational’ illness beliefs, for example, believing they need to rest, when they ‘should’ be exercising, even though exertion has serious adverse implications for ME/CFS sufferers, and the idea that such concerns are ’irrational’ are highly subjective and contested, as described in Kennedy 2004 (b); Personality disorders, often interspersed with notions of ‘character flaw’. 
* Functional (a disturbance of the function of an organ mediated by emotional tension);
* Structural (a physical structure disturbance mediated by emotional tension). 
The last two Categories are used within the context of the psychiatric paradigm, usually to imply a unidirectional relationship between the mind and body (psychological problems are attributed by proponents as CAUSES of the illness, and not considered as EFFECTS of chronic, serious illness), privileging the mind’s effect on the body without considering the body’s effect on the mind, therefore frequently manifesting as an example of the cultural myth of ‘mind over matter’. (Wendell, 1996) 
A seventh Category, ‘Holistic‘, an approach to any state of the body taking into consideration psychological factors in physical conditions and physical factors in psychological conditions as described by Bartol and Eakes, (1995) for example, an approach endorsed by the World Health Organisation, has been, so far, conspicuous by its absence in the deliberations on ME/CFS by proponents of the psychiatric paradigm. Often, within the literature of the psychiatric paradigm, the first six categories (but in particular the first FOUR categories) identified above are used concurrently, interchangeably, and confusingly. Frequent examples of this tendency in the literature are evident in the examples of text collated in Hooper (2004) and Marshall and Williams, (1996, 1999). (Footnote 3)
The various discursive categories of ‘psychosomatic’ illness, which have been broadly described above, can have many descriptive terms applied to them, which are also used interchangeably and confusingly within the literature of the psychiatric paradigm and applied to ME/CFS sufferers. Such descriptions include: ‘psychosomatic’ ‘Functional Somatic Syndrome’ ‘somatization’ ‘hysteria’ ‘conversion disorder’ and ‘psychogenic’. 

3. Failure to differentiate psychological problems found in chronic illnesses from psychiatric illness per se. 
Proponents of the Psychiatric Paradigm consistently fail to clearly demarcate the differences in any ‘anxiety’ or ‘depression’ or other emotional/psychological problems that might be diagnosed in some (by no means all) ME/CFS sufferers (Dutton, 1992). This has the effect of incorrectly attributing such problems as the causes or perpetuating factors of ‘CFS’. So, for example, they frequently fail to demarcate the possible types of anxiety or depression that might be found in ME/CFS (certainly not always), e.g. as delineated by Stein (2001): 

“1. grief due to loss of health, social connections, family support, financial capability, career and uncertainty re (sic) all of these; 

2. change in mood/cognition as part of the physical disorder of CFS (similar to mood change in MS or Parkinson’s disease); 

3. comorbid depressive disorder and 

4. mood change due to medication or food or withdrawal from either of these.” 

It is significant that, while psychiatrists such as Stein are concerned with the impact on quality of life of serious illness such as ME/CFS (as exemplified in this comment): 

“Grief is not a disorder. It is a normal developmental process which enables people to deal with overwhelming loss. It is an understandable reaction to a serious, uncertain, stigmatizing and chronic disorder. Grief is therefore common during the initial post diagnostic period and may recur each time there are new changes in health or life situation.” 

Such considerations are not deliberated or considered within the vast majority of the literature advocating the psychiatric paradigm. This indicates that the high figures of ‘co-morbid anxiety and depression’ in ‘CFS’ claimed frequently by proponents of the psychiatric paradigm are untenable: firstly because of the heterogeneity of patient samples in research conducted under the auspices of the psychiatric paradigm (discussed later in this paper), but also, in regard to the issue of psychological problems, because proponents of the psychiatric paradigm fail to differentiate normal grief or fear reactions to chronic illness, neurologically mediated mental disturbances, and other environmentally-mediated mental disturbances such as, for example, reactions to medication or hypoglycaemia due to lack of food (all of which may be transitory), from anxiety and depressive disorders that might be present independent of the illness of ME/CFS (the ‘co-morbid’ or even ’pre-morbid’ (Dutton, 1992) disorders), and place them under a catch-all category of ‘co-morbid’ psychological disorder.
4. Flawed research design 
Within their research projects, proponents of the psychiatric paradigm consistently fail to demarcate ME/CFS from other disorders involving ‘fatigue‘, some of which may have a psychological component (Jason et al, 1997), such as idiopathic chronic fatigue (classified by the WHO as ICD-10 F48, a psychiatric disorder), depression, Fibromyalgia (Classified by the WHO as a Soft Tissue Disorder), ‘burnout’ and indeed ANY ‘fatigue state‘, none of which are ME/CFS. They then generalise any results from a highly heterogeneous sample which may NOT apply to those who are ME/CFS sufferers (Caruthers et al, 2003, Jason et al, 1997). In light of their theoretical assumptions regarding CBT/GET, and the dangers associated with those treatments to ME/CFS G93.3 sufferers, they are therefore placing such sufferers at risk (see Kennedy & Bryant, 2004, and point 7 below). 

Significantly, their research has failed to include Seriously Affected Sufferers to date, and yet their generalisations are applied to this group also. They also sometimes exclude patients with cardinal symptoms of ME/CFS in their samples, for example, sleep disorder in Fulcher and White, (1997) yet continue to generalise, within their literature, any ’successes’ of their proposed ‘treatments’ (especially Cognitive Behavioural Therapy and ‘Graded Exercise/Activity’ regimes, discussed below) to all patients (for example, even those with sleep disorders). 

The continued use of criteria such as the Oxford Criteria by some in particular, actually presents a major methodological problems which proponents of the psychiatric paradigm continue to ignore. The Oxford criteria exclusion definition technically prevents a patient with an organic brain disease from entering into this trial. ME/CFS ICD-10 G93.3 is actually an organic brain disease as listed by the WHO and this classification is agreed by the UK Government. What is more, most ME/CFS sufferers will exhibit signs and symptoms of organic brain disease, and especially those seriously affected. By the logic of the Oxford Criteria, they should be excluded. This anomaly is one of the major flaws of the Oxford Criteria, yet these criteria continue to be used by proponents of the psychiatric paradigm, for example, in the ongoing PACE Trial (Kennedy and Bryant, 2004, Bryant 2004).
5. Fatigue as a trivialising term 
Proponents of the psychiatric paradigm consistently fail to discuss the problem of the issue of ‘fatigue’ as applies to ME/CFS sufferers, thereby incorrectly presenting ‘fatigue’ as merely ‘tiredness’, despite the evidence that the word ‘fatigue’ is inadequate to describe the physical abnormalities (both signs and symptoms) that occur in ME/CFS. In the same context, they fail to acknowledge that ‘fatigue’ (which might mean tiredness, drowsiness, exhaustion, disturbed level of consciousness, weakness, paralysis, or feelings of malaise, depending on how certain illnesses are experienced or linguistically constructed by individuals) is present in MOST organic illnesses, acute and chronic. Indeed: “Fatigue is both a normal and a pathological feature of everyday life’ (Hyde 1992: 11). 

Proponents of the psychiatric paradigm, in their literature, tend to associate ‘fatigue’ with a psychological state, ignoring the physiological reasons that may contribute to the bodily symptoms in ME/CFS, with the effect that these become generalised, and often trivialised, as ‘fatigue’. As Hyde also points out, to place such an emphasis on such a generalised, unspecific, indefinable and immeasurable term as ‘fatigue’, present in both healthy patients and those with both organic and psychological illness, the elimination of hundreds of other diseases are necessitated. This logistical flaw results in only the most limited investigation being encouraged for ME/CFS patients, and NOT in areas that might yield definitive results, such as certain brain scans (as discussed and referenced in Hyde et al, 1992, Marshall et al, 2001, Carruthers et al, 2003). 

Particularly relevant to ME/CFS sufferers also is the problem also identified by Hyde (1992: 11-12): ‘…taking the fatigue as the flagship symptoms of a disease not only bestows the disease with a certain Rip Van Winkle humour, but removes the urgency of the fact that most ME/CFS symptoms are in effect CNS symptoms.’ 

In this context the ramifications of such serious, disabling symptoms as found in ME/CFS are both trivialised and ignored. The problem is compounded by the frequent tendency, by proponents of the psychiatric paradigm themselves and taken up uncritically by others, to use, incorrectly, the term ‘chronic fatigue’ instead of and interchangeably with ‘chronic fatigue syndrome’, even though both terms denote completely different diseases. Chronic Fatigue Syndrome is described in the WHO ICD-10 as synonymous with (therefore merely another name for) the neurological disease ME, while chronic fatigue is assigned a different category of illness in the ICD-10 (Psychiatric). This incorrect practice of using the terms ‘chronic fatigue’ and ‘chronic fatigues syndrome’ interchangeably and confusingly has a direct relationship to the research design flaws delineated in point 4 of this document, and the actions described in point 1. 
6. Promotion of Cognitive Behavioural Therapy as ‘cure’ for a neurological illness 
They promote the use of Cognitive Behavioural Therapy, NOT as a strategy of coping with one’s illness, but as a ‘cure’ for ME/CFS, (which, it must be remembered, has been both classified and consistently demonstrated as a neurological illness) believing that the multi-system physiological abnormalities (manifesting as symptoms) can be improved to the point of ‘recovery’, merely by challenging the illness beliefs and behaviour of the sufferer (see for example, Sharpe,1996: 248, Stulemeijer et al, 2004). Their rationale for the use of CBT is as a ’cure’ for a neurological illness that they do not even recognise, an illogical position unheard of in regard to medical approaches to any other neurological or other organic illness.
7. Promotion of Graded Exercise despite the evidence of risk 
They promote ‘Graded Exercise/Activity Therapy‘ (GET or GAT) regimes, even though their own research in this area has been criticised for the high drop out rate of patient samples, and the patients excluded from such trials (Carruthers et al, 2003, Kennedy and Bryant, 2004). In promoting GET or GAT, they continue to ignore the documented harmful effects and therefore potential dangers of ‘Graded Exercise/’Activity’ for ME/CFS sufferers, for example as demonstrated in Van de Sande (2004) Carruthers et al (2003) 25% Group (2004) Shepherd (2001) Action for ME (2001) 

8. Cultivation of a ‘Culture of Ignorance’ 
Proponents of the Psychiatric Paradigm frequently and illogically describe ME/CFS as ‘Medically Unexplained’ (see for example, Rief and Sharpe, 2004). Ironically, they then promote a state of ‘cultivated ignorance’ about patient signs and symptoms, by discouraging all but the most limited of biomedical investigations/treatments for ME/CFS sufferers (as demonstrated in Montague and Hooper, 2001).
9. Prejudicial Descriptions of Patients 
Within their literature, proponents of the Psychiatric Paradigm consistently discursively construct ME/CFS sufferers as mentally, socially, and emotionally deviant (Footnote 4) in various ways, applying their own subjective moral judgements and thymic categories of dysphoria (Footnote 5), which frequently appear prejudicial, on to sufferers. Examples of these are comprehensively documented in, for example, Hooper (2004) and Marshall and Williams, (1996, 1999), and discussed in Kennedy, 2004 (a).
10. Lack of reflexivity or epistemological and methodological insight 
There is a marked lack of the reflexivity or critical self reflection by proponents of the psychiatric paradigm that would be normally be expected in such literature, in order to identify potential theoretical problems in research, (Harding, 1987) and therefore this epistemological problem, identified as a problem to be addressed in the social sciences, (Brunskell, 1998) and therefore much more frequently considered within those disciplines, remains un-addressed by proponents of the psychiatric paradigm within their literature.

The above problem is confirmed when considering another methodological criticism to be made of research conducted by proponents of psychiatric paradigm. Much of their studies involves quantitative method. The potential problem with any quantitative approach is that qualitative factors, those which are subjective, for example, bodily experiences such as pain, exhaustion, emotions, are measured quantitatively, but the parameters for measurement are constructed within the context of the researcher’s own assumptions. So, when research subjects (or patients) are questioned, they have to comply with answering a set of closed questions, which are constructed according to the researcher’s agenda (and possibly ideological assumptions), leaving no room for qualitative clarification by the patient/research subject. 

An example of this phenomenon within the psychiatric paradigm include the use of the ‘SPHERE’ checklist (Hickie et al, 1996). In this method, a number of closed questions (requiring a YES or NO answer) are put to the patient. Answers in the positive to any of these questions can lead to a diagnosis (from either researcher or clinician) of psychiatric disorder. Ironically, the majority of the questions relate to bodily symptoms that will be experienced in MANY organic illnesses, and will be specifically experienced by ME/CFS sufferers, and which can be explained as resulting from Central Nervous System dysfunction, (Hyde and Jain, 1992) for example. The symptoms include: head pain, irritability, poor memory, pains in limbs, muscle pain after activity, fatigue, emotional lability, fainting, nausea, arms and legs feeling heavy, flatulence and abdominal distension, pyrexia, back pain, hypersonic, post-exertional malaise, sore throats, numbness or tingling sensations, muscle weakness, Diarrhoea or constipation, sleeping difficulties, dizziness, fatigue even at rest, difficulties with concentration, and aphasia. 
This specific way that the personal subjective bias of a researcher or doctor will influence the diagnosing of somatization disorder in this way is discussed in Jason et al (1997), and demonstrated in Johnson et al (1996). As Stein (2001) also states: 

“It is a mistake to use screening instruments such as the Beck Depression Inventory, the General Health Questionnaire or the SPHERE to diagnose mental illness in persons with undiagnosed somatic complaints including those with CFS because of the unstated, unproven and incorrect assumption that the somatic complaints are of psychological origin.” 
The construction of YES/NO-type or other closed-answer questions, and the expression of apparently ideological assumptions as mathematical data, can be very simplistic ways of attempting to measure human experience, and, as has been demonstrated above, subject to skewed results, based on the biases of the researcher. In the case of the psychiatric paradigm, the often demonstrably prejudicial value judgements as illustrated by, for example, key members of the Wessely School, immediately raises doubts about any claims to objectivity inherent in their research literature, and this problem is compounded by their lack of critical self-reflection, even though faced with critique of the value judgments expressed within their literature (for examples of these see Hooper, 2004, and Marshall and Williams, 1996, 1999), and the continuing protests by ME/CFS sufferers about the damage to health and welfare caused by such assumptions. 
Does the Psychiatric Paradigm result in failure of care? 
The approaches towards ‘treatment’ of sufferers of ME/CFS, by proponents of the psychiatric paradigm are in stark contrast to the care plan advocated by psychiatrists such as Stein (2001) : 
“The treatment of psychological symptoms in CFS is fourfold: 
1. treat the physical illness 

2. actively advocate for the patient’s health, mental health and economic needs, 

3. offer or refer for psychotherapy to support the patient’s grieving process and encourage the formation of sustainable values and expectations and 4. use low dose psychotropics for those in whom anxiety or depression symptoms are disabling and/ or are interfering significantly with quality of life.” 

The psychiatric paradigm as proposed by Wessely et al fails to achieve the above exemplar because: 

(a). They do not accept the demonstrated organic, neurological nature of ME/CFS, despite the large body of evidence that demonstrates this, preferring to maintain that it is caused or perpetuated by psychological, social, emotional and behavioural factors. In line with this position, they discourage all but the most limited of biomedical investigations/treatments for ME/CFS sufferers, and, ironically, discouraging those investigations in which strongest evidence of organic pathology are being delivered (Hooper et al, 2001, Marshall et al, 2001). 
(b) They are involved in discursive constructions of ME/CFS sufferers as social and mental deviants, therefore contributing to a stigmatization of sufferers, leading to social exclusion, and material and social inequalities (as described, for example, in Michell, 2004, Hyde et al, 1992, p 25-37, TYMES Trust, 2003, Jason, 2000).
There is also evidence to show that key members of the ‘Wessely School’ are involved in denying benefits and pensions to ME/CFS sufferers. (e.g. Walker, 2003) 

Uncritical acceptance of the psychiatric paradigm has led to the forced incarceration of ME/CFS children, against their own and their parents’ wishes, and enforced exercise regimes and psychiatric treatment (Mar, 2001, TYMES Trust, 2003, Michell, 2004) There is also evidence of personal involvement of key proponents of the psychiatric paradigm in such treatment of ME/CFS child sufferers (Walker, 2003).
(c) They promote Cognitive Behavioural Therapy (CBT) in their literature, but frequently ignore the other available forms of psychological support strategies for ME/CFS sufferers (if needed). Indeed, they do not promote CBT as a support strategy, but as a ‘cure’ for ME/CFS, (a neurological illness) believing that the multi-system physiological abnormalities (manifesting as symptoms) can be improved to the point of ‘recovery’, merely by challenging the illness beliefs and behaviour of the sufferer. Their rationale for the use of CBT is as a ’cure’ for a neurological illness that they do not even recognise, a position unheard of in regard to any other neurological or other organic illness. 
(d) They fail to differentiate between the different forms of psychological problems that might (though not always) be faced by ME/CFS sufferers, implying ANY psychological problem is a CAUSE rather than EFFECT of the illness. This leads to a conspicuous lack of commitment to promoting ways of offering psychological and social support for the impact on quality of life caused by this chronic illness. 

The contrasts between Stein’s model of care, and the positions adopted and the actions taken by proponents of the psychiatric paradigm, demonstrates a failure of care of ME/CFS sufferers on the part of the latter, and this failure has specific adverse affects upon the health and welfare of such patients.

Effects of the Psychiatric Paradigm on ME/CFS sufferers 

Documented iatrogenic effects, on patients, resulting from the Psychiatric Paradigm of ME/CFS, include: 

1. Lack of medical investigation of physical abnormalities. 

2. Lack of appropriate bio-medical treatment and support (Footnote 6) 

3. Denial of benefits, insurance or pension payments to sufferers, even though the extent of their disabilities would, with regard to other organic illnesses, entitle such sufferers to these. 

4. Hostility and/or lack of empathy from many in the medical profession, families, communities and society at large, who frequently believe that the illness is a result of social, mental and behavioural deviance. 

5. Social Exclusion, and other material and social inequalities resulting from the above and from lack of social, welfare and financial support associated with the belief that this illness is a result of deviance. 

6. Forced treatment of patients, including forced incarceration of both children and adults. 

7. Continued distress at not having one’s physical suffering and limitations believed. 

8. Adverse impact on quality of life to such a degree that some ME/CFS sufferers have committed suicide. (Footnote 7) 

9. Increased Post exertional malaise following Graded Exercise/Activity 

Regimes, which have been reported as reducing functional ability levels and increasing symptom severity (see point 7 for references).
Conclusion 
This document has provided only a brief summary of the psychiatric paradigm and the fundamental flaws to be found within. The range and depth of problems with this paradigm raises serious issues of validity and reliability. 

A full discussion of the philosophical problem of how the mind and body is to be considered in medicine is outside the scope of this document. However, it is important to remember that assumptions around ‘psychosomatic illness’ promoted within the psychiatric paradigm have been heavily critiqued (for example, Webster, 1995), are unverifiable at present (Stein, 2004, Dalen, 2003), and may remain so indefinitely.
Crucially, the lack of clarity of concepts demonstrated within the psychiatric paradigm, the refusal to accept the problems with and lack of proof of their own speculative hypotheses, evidence that regularly disproves the psychiatric paradigm and, most importantly, their refusal to acknowledge the prejudicial judgements made about ME/CFS sufferers within the psychiatric paradigm and the iatrogenic suffering this has caused (and continues to), has rendered the theoretical position of this paradigm untenable. 
As the proponents of this paradigm continue to promote such flawed concepts, within their own literature, and in advice to government and other parties, even though they have been made aware of these flaws and the critically adverse impact they have on ME/CFS sufferers, on many occasions, it is impossible to reach any conclusion other than that such continued actions represent a clear breach of medical ethics: primarily, a fundamental abrogation of duty to patients suffering from this disease. 
In light of the considerable theoretical, methodological and ethical problems identified within the psychiatric paradigm, and the endangerment and disenfranchisement to ME/CFS sufferers these continue to cause, a review of all ‘bio- psychosocial’ approaches to ME/CFS adopted in health and social policies, globally, is necessary as a matter of urgency. 
Angela Kennedy 

The One Click Group 

18 January 2005 
1. See Marshall et al, 2001, for an account of this. Also see: 

See Hansard:

http://www.publications.parliament.uk/pa/ld199697/ldhansrd/pdvn/lds04/text/40311w05.htm
Also see ‘WHO Geneva Headquarters, classification information ME/CFS’ Available on the One Click Website: 

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/
2. An indication of the extensive body of evidence supporting the recognition of ME/CFS as a neurological disease, in line with it’s classification as such by the WHO ICD-10, and the multi-systemic physiological abnormalities presenting as part of the disease can be found in documents and publications such as Montague and Hooper (2001) Marshall, Williams and Hooper (2001), Hyde et al (1992),  Carruthers et al (2003) and the Journal of Chronic Fatigue Syndrome. It Hyde et al (1992) must be noted, however, that such references, and evidence, contained in these documents, are by no means exhaustive. 
3. These themes, and others, have been identified as part of a research project into the writings of the psychiatric paradigm that I am currently undertaking (summarised in Kennedy, 2004), using social science research techniques of narrative, linguistic, textual and discourse analysis. I am currently writing up the results of this research, which will be available later this year.
4. Deviance is defined as being or doing outside cultural norms (Macionis and Plummer, 1997, p.208). Labels of deviance are not ‘natural’; they are socially constructed, i.e. by the culture we live in. Crime is an example of ‘deviance’, though not all criminals are considered deviant (for example, those committing petty crimes such as using the telephone at work for personal calls). ‘Deviance’ usually involves moral value judgements of ‘badness’ (see footnote below) being applied to an act, or, more worryingly, a person. The extensive quotes collated in Hooper’s and Williams’ documents demonstrate a frequent categorisation of ME/CFS sufferers as being outside social norms in terms, not of having a disability, but of the frequent implication that their illness is the result of character flaws or morally inappropriate (‘deviant’) behaviour such as malingering or hypochondria (Kennedy 2004 (a)). 
5. The term THYMIC CATEGORIES (Martin and Ringham, 2000) refers to the linguistic categorisation of subjects or objects as ’good’ or bad’, that can be identified when conducting discourse analysis on produced texts. Thymic categories are constructed by two poles of euphoria (good or pleasant feelings) and dysphoria (bad or unpleasant feelings), corresponding to evaluations of goodness or badness. Such characteristics are a feature of all discourses, including academic and medical. My concern in this respect regards the way in which observable dysphoric categories are frequently applied to the behaviour, thoughts, actions and characters of ME/CFS patients within the literature of proponents of the psychiatric paradigm, with a corresponding absence of euphoric categories. The observable, overall effect of such linguistic constructions is that of an author’s consistent evaluation of ME/CFS patients and their feelings, beliefs, actions and characters as ‘bad’. 

6. For example, the proposed ‘CFS/ME’ centres in Britain will only provide CBT/GET ‘treatments’ as a matter of course, and there has been no evidence of provision of, for example, SPECT or other brains scans which have been shown to provide clear evidence of brain dysfunction in a high majority of ME/CFS patients (Hyde et al, 1992, Carruthers et al, 2003, Marshall et al, 2001). Nor is there any apparent system for referral to neurological, immunological or endocrinological specialists for either diagnosis or treatment of this neurological disease. See for example the ‘Harrow and Hillingdon Bid’, available on the One click Website: http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/
7. The Suicide Register was organised by Sheila Barry after her 27 year old daughter, an ME/CFS sufferer, committed suicide (See Walker, 2003: vii). 
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2.  Information Provided From The World Health Organisation Headquarters, Geneva. Classification Principles provided by the World Health Organisation re ME/CFS

Available on The One Click Group website at:
http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/WHO%20Geneva%20Headquarters,%20Classification%20Information,%20%20ME%20-CFS.doc
On 28th June 2001 Andre L'Hours, the Technical Officer at the WHO headquarters in Geneva who is responsible for the ICD, confirmed that it was "unacceptable" if the same disorder had been included in two places in the ICD-10 and that the same disorder could not be differently categorised under the one WHO banner. When he was informed of what was happening in the UK, he promised to look into the matter.

Andre l'Hours confirmed that the ICD classifications are approved by the World Health Assembly and therefore take legal precedence over unapproved modifications made by a WHO Collaborating Centre.

On 16th October 2001, Dr B Saraceno from the WHO provided the following clarification in writing:

"I wish to clarify the situation regarding the classification of neurasthenia, fatigue syndrome, post-viral fatigue syndrome and benign myalgic encephalomyelitis. Let me state clearly that the World Health Organisation (WHO) has not changed its position on these disorders since the publication of the International Classification of Diseases, 10th Edition in 1992 and versions of it during later years.

"Post-viral fatigue syndrome remains under the diseases of nervous system as G93.3. Benign myalgic encephalomyelitis is included within this category.

"Neurasthenia remains under mental and behavioural disorders as F48.0 and fatigue syndrome (note: not THE CHRONIC FATIGUE SYNDROME) is included within this category. However, post-viral fatigue syndrome is explicitly excluded from F48.0.

"The WHO ICD-10 Diagnostic and Management Guidelines for Mental Disorders in Primary Care, 1996, includes fatigue syndrome under neurasthenia (F48.0) but does not state or imply that conditions belonging to G93.3 should be included here.

"I would also like to state that the WHO's position concerning this is reflected in its publications and electronic material, including websites.

"It is possible that one of the several WHO Collaborating Centres in the United Kingdom presented a view that is at variance with WHO's position.

"Collaborating Centres are not obliged to seek approval from WHO for the material they publish. I understand that the Collaborating Centre concerned has now made changes to the information on their website after speaking with WHO".

In the debate on ME/CFS in the House of Lords on 22nd January 2004, the Health Minister (Lord Warner) stated:

"The current version, ICD-10, classifies CFS in two places: as neurasthenia in the mental health chapter, F48.0; and also as myalgic encephalomyelitis in the neurology chapter, G93.3. The diagnostic criteria used in the ICD shows that the WHO has essentially put the same condition in both places. That is the WHO's formal position".
Following his speech (recorded in Hansard at column 1195), a copy of this letter was given to the Health Minister by the Countess of Mar; Lord Warner said that he would take it to the Chief Medical Officer to be discussed.

On 23rd January 2004, Andre l'Hours from the WHO headquarters provided the following clarification (in writing):

"This is to confirm that according to the taxonomic principles governing the Tenth Revision of the World Health Organization's International Statistical Classification of Diseases and Related Health Problems (ICD-10), it is not permitted for the same condition to be classified to more than one rubric as this would mean that the individual categories and subcategories were no longer mutually exclusive".

Andre l'Hours also stated that if a country accepts the WHO Regulations concerning nomenclature (which the UK does), then that country is obliged to accept the ICD classification. For the avoidance of doubt, the UK has registered no reservations about the ICD-10 and therefore formally accepts it.
*********************************

4.  One Click Submission to NICE – Stakeholder Comments.

Available on The One Click Group website at: 

http://www.theoneclickgroup.co.uk/documents/NICE/One%20Click%20Stakeholder%20Comments.doc
*********************************

5.  One Click Submission to NICE - Systematic Literature Review.

Available on The One Click Group website at: 

http://www.theoneclickgroup.co.uk/documents/NICE/One%20Click%20Literature%20Review%20Response%20to%20NICE.doc
*********************************

6.  One Click Submission to NICE – Subset Questionnaire Correspondence. 
http://www.theoneclickgroup.co.uk/documents/NICE/NICE%20Questionnaire%20Correspondence.doc
*********************************

7.  The Lord Campbell of Alloway QC - Legal Opinion for The Countess Of Mar –  6th April 2000. Available on The One Click Group website at:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/Lord%20Campbell%20of%20Alloway%20Legal%20Opinion,%20ME%20CFS.doc
TRANSCRIPT OF LORD CAMPBELL OF ALLOWAY’S LEGAL OPINION

FOR THE COUNTESS OF MAR – 6th April 2000

1. On the document you have sent me there is an overwhelming case for the setting up of an immediate independent investigation as to whether the nature, cause and treatment of ME as considered by The Wessely School is acceptable or consistent with good and safe medical practice.

2. There is substantial doubt as to whether such could be the case in view of the clear division of medical opinion.
3. A formal request should be made to the GMC to set up such an enquiry, at which evidence should be adduced and interested parties (if so advised) could be represented by Counsel. It is all but essential that a reputable firm of solicitors should be instructed to make such request and as suggested an approach to Lord Mishcon would be well advised.

4.  (No paragraph 4 – enumeration goes straight on to point 5)

5. The document and a copy of this opinion should be sent to the NHS  by the good offices of Lord Hunt of Kingsheath with  whom informal contact should be made and it could well be that the Department would wish to send an observer to the enquiry and (if so advised) participate.

6. Before tendering definitive advice a copy of all rules and regulations of the GMC governing the maintenance of standards of medical practice and the setting up of such an enquiry would be required. The solicitor would no doubt attend to this before any formal request were to be made as advised.

7. On the basis of such information, if the formal request were to be refused it could be possible to seek (? defamatory) relief against the GMC but on this at this stage no advice can be tendered. 

8.   It is of course open to patients, their parents, their guardians, their next of kin to seek Judicial Review of any proposed treatment on the facts and circumstances of a particular case. On this I am not asked to advise.

9.  This opinion is written ‘pro bono’ for the Countess of Mar at her request and not on the instructions of a solicitor. 
Campbell of Alloway

(The Lord Campbell of Alloway QC)

2, Kings Bench Walk, Temple, London EC4Y 7DE

6th April 2000
*********************************
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The One Click Group has received so many communications and we thank our participants for this.  We regretfully cannot publish them all due to number, so have attempted to incorporate the contents in the body of this document.  
We have countless numbers of Case Histories on file that can be obtained by request.
1. BADA-UK STATEMENT, Lyme Disease/Borreliosis and ME/CFS.

Available on The One Click Group website at:

http://www.theoneclickgroup.co.uk/documents/Borreliosis/BADA%20Ho-Yen%20Statement.pdf
10 October 2006 

BADA-UK

Borreliosis & Associated Diseases Awareness

Registered Charity 1113329

www.bada-uk.org
10 October 2006

STATEMENT FROM BADA-UK
Providing the facts in relation to the Dr Darrel Ho-Yen article entitled Lyme Disease – let’s dispel the myths, published by the UK ME/CFS Myalgic ‘Encephalopathy’ Association charity magazine, ME Essential.
Whilst Dr Ho-Yen is quite correct in his assertion that Lyme disease accounts for only a small percentage of those misdiagnosed as having ME/CFS, this in itself does not discount the possibility of one, or several, tick-borne diseases being the cause of a patient's ill health. For as indicated by Dr Ho-Yen, ME could be caused by quite literally hundreds of different viruses and bacteria, and it need not only be one infection to blame. Yet without more detailed and comprehensive medical studies, taking into account the exact nature of all bacterial/viral infections present in those diagnosed as having ME/CFS, the role of Lyme disease as a contributing factor cannot be excluded.

Lyme disease, in the strict sense, is predominantly an American infection, brought about by a spirochaetal infection known as Borrelia Burgdorferi sensu stricto (Bb.ss). In the UK, and throughout Europe, Borrelia Burgdorferi senso lato (Bb.sl) is more prevalent such as Borrelia garinii, Borrelia afzelii and Borrelia valaisiana to name but a few. 

To complicate diagnosis further, it is also accepted that for each recognised strain of Borrelia, there are quite literally hundreds of sub-species of strain still to be investigated to any degree by modern science.

What is also recognised by the scientific establishment is the many ways in which Borrelia is able to evade or suppress the human immune system. One method for example is Borrelia's ability to change its physical form from the worm like spirochaete, to small cyst like structures able to situate themselves within selected and sequestered sites throughout the human anatomy. Borrelia is also known to hide within the immune system cells themselves using the cell membrane as a cloaking device, thus enabling it to evade the production of antibodies. However, the standard form of testing carried out in the UK involves the need for antibodies to be present in blood samples drawn, yet as indicated above, Borrelia need not necessarily be found in the blood of a patient, but can still be present within their system. 

Furthermore, in the published paper ‘Audit of the laboratory diagnosis of Lyme disease in Scotland’ by Dr. Ho-Yen et al, it was noted ‘When the revised scoring system was applied retrospectively (April 2003 to March 2004), 39 (33 %) of the 116 serum samples previously negative or equivocal became weak positive or stronger.’ Therefore, surely it would be incumbent upon Dr. Ho-Yen to review all 500 patients over the past 10 years using this revised scoring system, to more accurately reflect those for whom Lyme disease could be a contributing factor?

The current 'two-tier' blood testing procedure, as designed and patented by the American Centres for Disease Control and Prevention (CDC), was never intended for use as a diagnostic technique in individuals. Its intended purpose was for the epidemiological study of the infection amongst the American population. As such, the qualifying biomedical requirements were set artificially high, to exclude other medical conditions. With the highly advanced abilities of Borrelia to evade detection by the human immune system, along with the restrictive nature of the current two-tier blood testing procedure used as a diagnostic test in the UK and throughout Europe, it is not possible to conclusively exclude the role of Borrelia in a patient’s ill-health. And indeed, in America, Public Law 107-116 was signed by President Bush in 2002, in an attempt to cease the misuse of what was intended as surveillance case definition being used as a diagnostic tool. 
(See http://www.lyme.org/legislative/publaw107116.html for full details of Public Law 107-116)

Currently in the UK and Europe positive serological evidence of infection is still required to confirm the ‘clinical’ diagnosis of Lyme disease. Yet according to EUCALB (European Union Concerted Action on Lyme Borreliosis) ‘A minimum standard of at least 90% specificity for the screening tests and 95% specificity for the immunoblot should be established in the population where the assay is to be used.’ Without positive serology following an initial screening test, no further immunoblot testing will be undertaken, yet neither provide 100% reliable results.  
The recognition by Dr. Ho-Yen of Borrelia to be misdiagnosed as ME/CFS in 5% of his patients should be heeded very carefully by the ME/CFS community as a whole, for 5% of the estimated 240,000 patients diagnosed as having ME/CFS equals 12,000 possibly misdiagnosed Borreliosis patients. It also justifies the perceived link between those currently diagnosed as having ME/CFS, yet questioning Lyme disease, along with all other tick-borne infections, as an alternative diagnosis.

Further justification is also demonstrated by those who have gone on to improve and recover their health following a misdiagnosis of ME/CFS, having experienced no benefits from the psychological intervention offered by means of Graded Exercise Therapy and Cognitive Behavioural Therapy (GET/CBT), which have in themselves proven to be harmful to some diagnosed as having ME/CFS. It has also been demonstrated that the more prolonged intervening period between infection to commencement of treatment, correlates directly to the duration of treatment required to eradicate a chronic, late stage infection. To discount the effectiveness of any antibiotic treatment regime, purely on the basis that an extended course of treatment is required, is contrary to all that is known about the treatment of Tuberculosis, for example, or a chronic infection of Syphilis, which is another spirochaetal infection.  

Whilst it is true that the Highlands is by far more heavily populated by ticks, in comparison to those living in more urban areas, infected ticks have been found in areas such as Richmond and Bushy Park in London. Additionally, infected ticks have been found in other areas throughout the UK such as Exmoor, the New Forest, the South Downs, parts of Wiltshire and Berkshire, Thetford Forest, the Lake District and the Yorkshire moors. How many patients, that have been diagnosed with ME/CFS, have visited the countryside, or even a city centre park for a picnic, have been involved in outdoor sports or had close contact with animals and wildlife in general, and been bitten unknowingly by an infected tick? Contrary to the majority of published medical guidance on the diagnosis of Lyme disease, which state that a patient will experience a ‘characteristic rash’, it is well documented that as few as 40% of people, positively diagnosed, recall any visible rash. It is also known that there are specific strains of Borrelia infection which are less likely to produce any Erythema migrans (EM) rash.  
Ticks within the UK are also known to be capable of passing on more than one bacterial infection following a single bite. Bartonella, Babesiosis and Ehrlichiosis are co-infections found within UK ticks. Yet testing for co-infections is not undertaken as a matter of course for any patient attending their GP’s surgery following a known tick bite, and not discussed in the original article written by Dr. Ho-Yen.

A great many patients have taken responsibility for their own health concerns, whilst the global medical establishment argues over whose guidelines and criteria are most appropriate. The various published ME/CFS diagnostic criteria currently require that any bacterial/viral infections are excluded as a possible cause of a patient’s ill-health, before a diagnosis of ME/CFS can be given. Sadly, to date, there is no conclusive testing procedure available to doctors that can conclusively rule out the role of Borrelia, or co-infections, in a patient experiencing symptoms of ME/CFS. As such, many patients have been required to take it upon themselves to fund private treatment in order to exclude the possible role of a bacterial/viral infection being to blame for their chronic ill-health, and as a result, many have regained their health following treatment for infection. If only this same approach were to be taken by those charged with improving patient’s health. Yet it is the case that once diagnosed as having ME/CFS any further physical examinations are deemed as unwarranted, according to the guidelines Dr. Ho-Yen believes should be adhered to by those diagnosed as having ME/CFS.

- ends –

To learn more about Lyme Disease/Borreliosis, please visit BADA-UK
Registered Charity No. 1113329
For further information on the links between Lyme Disease/Borreliosis and ME/CFS, click here
*********************************

2.  Letters from Patients/Case Histories 
We have many Case Histories available from patients.    Further Case Histories and letters are available upon request.   In this Appendix we provide but a few verbatim examples.

2.1  From Katrina Anderson
26 October 2006

To Whom It May Concern

I was bitten by a tick in 1991 and shortly thereafter my health began to deteriorate. I attended my GP's surgery, described my symptoms of pain and fatigue, whilst at the same time pointing out a small hole in at the top of my left leg which I now know to be the tick bite.

The GP knew nothing of tick-borne infections, and as a result, for the next two years I underwent a barrage of tests by the NHS to rule out other known medical conditions. Throughout this two-year period I was given a variety of diagnoses such as palindromic rheumatism and Myalgic Encephalomyelitis (ME), all of which I knew did not fully explain my symptoms. After two years of inconclusive testing I eventually began to doubt my own sanity and asked to be referred to a psychiatrist. 

This shocked my GP into renewed efforts to try and understand the cause of my illness, and out of desperation, as apposed to inspiration, he referred me to the Regional Infectious Disease (ID) Unit at my local hospital.

I was very quickly, and luckily, diagnosed with a positive Lyme disease blood test. I say luckily as the form of testing offered within this country is woefully inadequate, and the majority of the medical professions understanding of such infections is even less well founded. The feeling of relief that I felt at that time was incredible, I finally had a reason for my ill health, I wasn't just imagining it.

Had only my GP been better informed of the effects of tick-borne diseases the NHS would not have been required to finance such a prolonged, and expensive, process of elimination.   

Today, it would seem that a great majority of the medical profession still remain ignorant to the effects of all tick-borne infections, and the testing for such infections is still woefully inadequate. Yet it would seem that this is of no consequence to NICE, who without a shred of scientific evidence or reasoning, have deemed it appropriate, and cost efficient, to deny such testing to all ME/CFS patients. 

Had this illogical and unfounded edict been in place when I first fell ill I dread to think what cost this would have had on my personal health? I would still be suffering under the management of my physical symptoms with treatment regimes such as GET & CBT, and getting nowhere fast, instead of returning to work and being a contributory member of society, as all those with ME/CFS wish to be. 

The World Health Organisation recognise ME/CFS to be an illness of bacterial/viral origin. Dr. Ho-Yen recognises that even with such unreliable blood tests as those that are available today, 5% of patients referred to him as having ME/CFS test positive for Lyme disease/Borreliosis. 

The majority of patients diagnosed as having ME/CFS have most likely never been offered testing for tick-borne infections, either in the six month period leading up to their diagnosis of ME/CFS, or at any time thereafter. 

These new NICE guidelines will ensure that they never do, and are more representative of clinical exclusion, rather than clinical excellence.
Katrina Anderson

*********************************

2.2   From Nigel Hall, Sheffield

30 October 2006

After struggling with extreme exhaustion, chronic back pain and frequent migraines for about three years, I was diagnosed with CFS in 1998. My GP was unable to recommend any treatment except anti-depressants which I have now been taking for several years. I did have an (inadequate) NHS test for Lyme Disease, but the result was negative.

However following a private test for Lyme Disease two years ago I was diagnosed with Chronic Borreliosis. Although at the time my GP seemed willing to go along with this diagnosis, he has since withdrawn his co-operation by refusing to prescribe the drugs recommended by my private specialist.

I cannot afford to fund private prescriptions, and therefore I have become resigned to leading a life severely restricted by my constant battle with pain and fatigue. I am now 56 and, unless the NHS is prepared to abide by its duty of care to me, I do not expect to be able to work again.

Despite my problems I always try to stay positive, too much so as I often suffer the delayed consequences of failing to strictly pace myself. CBT would therefore be of no benefit to me, and GET could make my condition considerably worse by forcing me to function outside my tried and tested limits.

ME/CFS is a neurological condition which urgently needs bio-medical research and treatment, and most definitely not psychological intervention. Therefore this appalling decision by NICE amounts to a life sentence of suffering for the 260,000 or so people who have ME or CFS.  It is a disgrace.

Nigel Hall

Sheffield
*********************************

2.3  From Peter Kemp 

9 October 2006
COMMENT

In their Draught Guidelines for ME/CFS the National Institute for Health and Clinical Excellence (NICE) have stated: [0]
1.2.2.3 The following tests should not be done routinely.
• Serology testing for chronic bacterial infections (for example, borreliosis)[sic] in the absence of any indicative history.

What is meant by 'indicative history'? If they mean patients with a history of the symptoms of borreliosis then it would seem that many people who are, or could be diagnosed with ME/CFS have a long and convincing 'indicative history'. They would therefore require testing for the bacteria.

Borreliosis is difficult to diagnose[23]

 HYPERLINK "F:\microscopy\" \l "ref27a" [24][27a] and can be mistaken for other conditions.[3a]

 HYPERLINK "F:\microscopy\" \l "ref25" [25] The symptoms of ME/CFS. and borreliosis appear the same in many respects.[15]

 HYPERLINK "F:\microscopy\" \l "ref16" [16]

 HYPERLINK "F:\microscopy\" \l "ref17" [17]

 HYPERLINK "F:\microscopy\" \l "ref18" [18] I imagine it is for this reason that the famous microbiologist, Dr. Ho-Yen[14] routinely tests all his patients with ME/CFS for Lyme disease (borreliosis caused by certain strains of the bacteria).[20]
Perhaps 'indicative history' means an erythema migrans rash? The rash is thought by some to occur in only around 50% to 80% of people with Lyme disease[1][2]

 HYPERLINK "F:\microscopy\" \l "ref3" [3]

 HYPERLINK "F:\microscopy\" \l "ref29" [29] and is often so indistinct that it is easily overlooked or mistaken for something else.[4]

 HYPERLINK "F:\microscopy\" \l "ref19" [19] The Health Protection Agency (HPA) state that 42% reported an erythema migrans rash.[10a] The National Guidelines Clearinghouse observe; 'The EM rash may be absent in over 50% of Lyme disease cases.'[29]
Could NICE mean that people who were bitten by a tick have an 'indicative history'? Many people with Lyme disease to not recall being bitten by a tick.[5][6][7][8][9] The HPA figures show that only 55% reported a tick bite.[10a]
Maybe 'indicative history' means people who have been somewhere where Lyme disease is known to be endemic? In England and Wales Lyme disease is not a notifiable illness,[10] so nobody actually knows where it is endemic. The Health Protection Agency receive voluntary reports of borreliosis cases, which their estimates suggest might be around 22% to 36% of the total number of annual cases.[10] The HPA state, 'Cases have been reported from most counties in England and Wales'.[10]
Maybe 'indicative history' means people who have been somewhere where the tick Ixodes Ricinus (a common vector for borreliosis in the UK) are known to occur. An HPA map of '"Known" Distribution of Ixodes ricinus ticks', shows the tick to occur in most counties in England and Wales.[10b] Neither are the ticks confined to the countryside, NHS Direct note; 'they can also be found in some parks'.[27]
How many doctors in England and Wales will know what an 'indicative history' of borreliosis is? My GP was quite frank about never having heard of borrelia or Lyme disease. The Benefits Agency doctor I saw a few weeks ago was equally innocent of any knowledge of the disease. The consultant microbiologist my GP referred me to some months ago had heard of Lyme disease but admitted that he knew nothing about it. Perhaps the 'absence of any indicative history' refers to doctors, not their patients.

NHS Direct remark on Lyme disease; (after erythema migrans rash) 'Other common symptoms with early Lyme disease include tiredness, headache, joint pains, and flu-like symptoms'.[27] All of these symptoms are also very common in ME/CFS. The symptoms of the two illnesses are so similar that I find it easy to conceive that in the 'absence of any indicative history', persons with borreliosis could be misdiagnosed with ME/CFS.

My impression is that 'Indicative history' in relation to borreliosis is a misleading phrase that should not be used in the NICE guideline without qualification and a full explanation taking into account the authoritative references provided

17 years ago I was diagnosed with M.E. This year I had the 2 stage, ELISA / Western Blot blood test for borreliosis. It was negative. This was no great surprise as the unreliability of these tests have been noted.[29][3a]

 HYPERLINK "F:\microscopy\" \l "ref25"  The National Guidelines Clearinghouse observe; 

The two-tier diagnostic criteria, requiring both a positive enzyme-linked immunosorbent assay (ELISA) and western blot, lacks sensitivity and leaves a significant number of individuals with Lyme disease undiagnosed and untreated. 

In a study of 90 patients, Tylewska-Wierzbanowska and Chmielewski[28] concluded that:
There is no correlation between the level of antibodies (ELISA), the number of protein bands (Western blot) and the presence of spirochetes in body fluids (culture and PCR), indicating that in addition to serological testing the use of PCR and cultivation in the diagnosis of Lyme borreliosis should be recommended.

Using my own microscope I have been able to see and film borrelia bacteria in a tiny periferal blood drop (see [26]). I find it very painful to think that a few weeks of antibiotics at the beginning of the illness might have saved me from 17 years of hell. I do not blame anyone for failing to diagnose me. I do not doubt the dedication and skill of the doctors that investigated me when I was first ill. Borreliosis was simply not thought of back then.

Things are somewhat different now. A great deal of research has provided a broad knowledge base for borreliosis and other tick-borne infections. It is perhaps, understandable that some doctors are still unfamiliar with borreliosis as this disease has not yet been brought to their attention. A major institution such as NICE should not require such latitude and might be expected to avail themselves of the latest information before referring to borreliosis in their draught guideline for ME/CFS. NICE might also consider it part of their duty to make doctors aware of this disease that can so easily be mistaken for ME/CFS.

NICE guidelines carry weight. If the current draught comes into force without modification the consequences could be terrible for many unfortunate people. NICE state that; 'Once NICE publishes clinical guidance, health professionals and the organization that employ them are expected to take it fully into account when deciding what treatments to give people.'[13] and; 'In general, doctors, nurses and other healthcare professionals in the NHS are expected to follow NICE's clinical guidelines.'[12]
How many people diagnosed with ME/CFS actually have borreliosis? How many people face years, decades or perhaps the whole remainder of their life doomed to suffering and loss because they have a bacterial infection? An infection that NICE propose discouraging doctors from testing for, even when their patients have clearly indicative symptoms.

Bacteria have been visible to microscopy since the 1680's.[11] With a little practice, the right equipment and a suitable technique; seeing borrelia with a microscope is not difficult or time consuming. It is a method that might usefully supplement serological testing and other diagnostic means to identify borreliosis.

Two major research projects conducted for the U.S. Centers for Disease Control by Fukuda et al[21] and Reeves et al,[22] make it clear that a significant challenge to the progress of research, diagnosis and treatment of ME/CFS is identifying exclusionary illnesses and defining subgroups. NICE have the opportunity to make a valuable contribution to this field by recommending a broad approach (symptoms, serology, microscopy) for identifying borreliosis in people who could be misdiagnosed with ME/CFS.

Peter Kemp MA
November 2006
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2.4 Paul Bramble Case History

Available on The One Click Group website and elsewhere at:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/c_histories/My%20Story%20-%20Paul%20Bramble.pdf
14 November 2006

Paul Bramble - My Story 

Today, we publish Paul Bramble's Case History. 

This is the story of a rugged hard working football playing family man struck down with Lyme Disease/Borreliosis. It is one of the most shocking Case Histories that The One Click Group has ever published.

This story is very powerful and heart rending on many counts.

It is heart rending due to the extensive suffering endured by Paul Bramble heavily compounded by the devastating arrogance and deliberately cultivated ignorance of certain sections of the medical profession who refused to even consider the possibility that Paul Bramble was suffering from Lyme Disease/Borreliosis, even though this diagnosis had been performed by an NHS Consultant Neurologist at the Burton-on-Trent Hospital in which Paul lay. 

This Case History shows that as soon as the highly flawed and damaging routine serology tests for Lyme Disease/Borreliosis performed in the UK came back negative for Paul and despite his clinical symptoms so glaringly apparent, the medical shutters went down and Paul was labelled respectively with Shingles, Vertigo, Guillam-Barre, a Stroke, Miller Fisher Syndrome, Multiple Sclerosis, Chronic Fatigue Syndrome, Fibromyalgia and, of course, the classic medical clincher - that his paralysis and pain was all in his head and a somatoform disorder. 

Had it not been for the dedication and determination of this one Consultant Neurologist, Dr Margarita Griesz-Brisson - who happened by pure chance to come across Paul Bramble during hospital ward rounds one day - the ending of this story would be very different indeed. 

In order to convince the NHS that semi-paralysed Paul was suffering from Lyme Disease/Borreliosis, he had to climb on to a plane to Germany twice to get the LTT-MELISA test done at his own expense in order to prove his case and to get the NHS to pay for his treatment. The result of the LTT-MELISA test and the treatment carried out by Dr Griesz-Brisson has been so successful that Paul - from a hospitalised paralysed wreck, frightened for his life - is now back at work full time. 

Paul Bramble’s Case History is a terrible indictment of the medical profession whose duty it is to do no harm, to care for patients and to perform the necessary tests. Against all the odds stacked up against her by her medical colleagues, this one Consultant Neurologist stuck to her guns with very great courage and helped Paul Bramble to achieve his remarkable recovery.

For those who would like details of the LTT-MELISA test that is carried out in Germany, please see the One Click Text on 'A novel lymphocyte transformation test (LTT-MELISA®) for Lyme borreliosis' by Dr Elizabeth Valentine-Thon et al. There is no medical test in the world that is perfect, but this LTT-MELISA test will go a long way to helping many. It is not always necessary to fly to Germany to have this test. Our readers should contact Dr Valentine-Thon direct for details. 

One Click will be including details of this LTT-MELISA test and Paul Bramble's Case History in our submission to the National Institute for Clinical Health and Excellence (NICE) in regard to the CFS/ME Draft Guidelines since it is clearly apparent that many thousands upon x thousands of patients labelled with the wastepaper basket ME/CFS diagnosis are in fact suffering from Lyme Disease/Borreliosis.

We will also be challenging the British Department of Health to explain why, with Britain as part of the European Union and with German medical facilities currently offered to patients on the NHS, the LTT-MELISA test at a price of EU 160 is being denied to patients at such devastating cost to their health and well being. 

One Click would like to thank Drs Griesz-Brisson and Valentine-Thon for all the assistance that they have provided for patients. We would also like to publicly thank and commend Paul's employers, Twycross Zoo, for all the enormous amount of practical help and understanding that they have provided to Paul and his family throughout this terrible ordeal. 

Above all, we would like to thank Paul Bramble and his wife Niki for having the courage to write down what was done to them and get it ready for One Click publication in order to help others. 

We also take great pleasure in adding Dr Margarita Griesz-Brisson to our list of Lyme Literate doctors in the UK. Dr Griesz-Brisson has now elected to leave her post as Consultant Neurologist at Burton-on-Trent Hospital and will be practicing in London from 4 December onwards. 

Dr Griesz-Brisson
The Ella Clinic
12 Upper Wimpole Street
London W1G 6LW
United Kingdom
Tel: 020 7935 5281

We wish Paul Bramble and his family the happiest and merriest of Christmases to come, with many more of them. 

Sometimes, just sometimes in this world, right succeeds over might and good over evil. This is one such case and it gladdens the heart. 

Jane Bryant
The One Click Group
www.theoneclickgroup.co.uk
*****************

8 November 2006

My Story
By Paul Bramble

The Start

2 October 2004 it was the happiest day of my life apart from the birth of my children. It was the day I got married to Niki. After 12 years and a couple of children, it seemed the right time. 

We had our honeymoon in Romania and stopped in Prague on the way back. In Prague I fell desperately ill, with what we put down to food poisoning.

When we returned to the UK I thought I would go to the doctors to report it to them. Whilst sitting in the waiting room I noticed a small lump on my arm, it looked like an in-growing hair half way up my arm. I hadn’t noticed it before, not even when I was away. (I must point out I still don’t know if I was bitten in UK, Romania or Prague). I didn’t think it was anything important so I didn’t show the doctor. 

Deterioration

Towards the end of October I started to lose my fitness. I played football for a local team and was well known for my stamina during a heavy game. 

During my first game back, after my honeymoon, I noticed how tired I was. At half time the Manager of the team put it down to lack of fitness, not training, eating and drinking well during my honeymoon. 

The next week I went to training and found it hard work. The next game was worse than the first, with me begging to be taken off as sub at half time. The manager said it would do me good to play the whole game. Half way through the second half he had no choice but take me off, as by now I was walking. We didn’t know what was the matter and put it down to a virus that was going around.

November was a very hard month. I started aching in the morning and had what seemed like a light flu that I couldn’t shake off. But I was still ok for work and I was sure that it would pass.

December bought a depression that I didn’t understand; I knew something was wrong with me. My eyes had an increase of what they call floaters. I went to the opticians who found nothing wrong. My doctors visits were getting more and more frequent. I had blood test after blood test, urine test after urine test, but still nothing. 

On Christmas Day I couldn’t help wondering whether this was my last Christmas. By now I was convinced I was dying. My wife Niki was thinking the same but never said it.

January and the aches and pains were getting worse by the day. Now I had a new foe, I could hardly keep my eyes open. I was tired all the time and to make matters worse I had a rash that was “unusual”. 

If I touched alcohol I had such a bad hangover it was unreal. I started to go home at lunch break and sleep until the next day, but still felt just as tired the next day. 

February and March were months that passed me by. The aches and the pains were now unbearable, and although I was constantly tired, I couldn’t sleep at night. During the past few months I had lost over two stone in weight.

All In My Head

It was April before the doctors finally diagnosed me with shingles! I was told it would pass in time. My doctor at one point patted me on the leg and said “Paul there is nothing serious wrong with you”. He meant it was all in my head. How ironic, as now I'd started having headaches which were just like when dehydration sets in. No amount of water would shift them.

The months rolled by, and around September I actually started to feel like I was over the worst. My aches and pains were getting better. November I was talking about playing football again and getting fit. 

December, and I thought back to last year when I felt so ill, to this Christmas where I felt so good. My Mum had been in hospital for a heart operation but was allowed home for Christmas. 

Every thing seemed better. My illness was a thing of the past; my Mum was looking brighter every day. Life was good again.

Collapse – Admission To Burton-On-Trent Hospital

January 2 is a day I will always remember. It was the saddest day of my life. My Mum died. 

She suffered a massive heart attack in the night. Just the day before she had looked so well. I worked with my Mum everyday, we ran the Catering Department at Twycross Zoo. I found it hard to take and spent the next few days shutting myself off from the outside world. 

I know I am not the only one to go through this but it had an effect that even I was surprised at. Her funeral was to be held on the 12th of January; it seemed a long time after death, but it was the only time we could get for our village church.

January 10th was the day that I decided no more shutting myself off from the world, my Mum wouldn’t have wanted that. 

I watched TV in bed till about 10.30am when I noticed what seemed like the TV vertical hold went funny for a second. I thought nothing of it and went to make a cup of tea. Whilst the kettle was on I went and ran a bath.

I was going to clean myself up and venture back into the real world. While in the bathroom I felt like the floor moved just for a second. I went down stairs thinking that was odd but nothing more. Drinking my tea and walking up the stairs, it happened again, just enough to make me have to sit on the stairs, again, it soon passed. 

My phone rang, and it was work, this was when I noticed I was slurring, I hung up the phone and went in the bathroom to look at myself in the mirror. I looked ok and was feeling ok. 

Whatever was happening I still felt as it was nothing too serious. I got in the bath and then it all started. I couldn’t stand. I felt like gravity had given up on me. I was fighting to keep my head above the water while trying to take the plug out with my left foot, as the right one wouldn’t move at all. 

I managed to slide out of the bath and was convinced I was dying. My children were at school and my wife had gone to see friends, so I was alone. After what seemed a lifetime but was only a few minutes it started to fade, I dragged myself to the bedroom naked and soaked.

Niki arrived home at this point and found me holding on to the end of the bed. It came on again and I couldn’t stand. Niki rang an Ambulance. When they arrived and after inspection they said they had not seen anything like this before. It was similar to a stroke but a stroke won't come one minute then go the next.

They were treating me on my bedroom floor and because we have narrow twisty stairs they didn’t know how they would get me down. After a few minutes I could walk down the stairs unaided. One minute I couldn’t stand or talk the next I was walking and talking. As time went on the attacks got worse and worse.

In hospital I was told that it was a Vertigo attack and not to worry. Niki and I didn’t agree and told the doctor I thought he was wrong.

The doctor looked at my eyes, he waved his finger in front of my eyes for me to follow. My eyes worked independently, one stayed fixed while the other was rattling around my head. 

After a couple of hours I had four doctors looking at me, they had no idea what was wrong with me.

A junior doctor gave me a lumbar puncture. As I lay there, I could see my wife was terrified and scared I could see the doctors whispering and looking confused. 

I was advised to drink coffee or cola after the procedure to stop the onset of a headache. 

Niki got the coffee, but I couldn't drink it from the cup. It was then I realised that I had little control of my facial muscles. I had to drink the coffee from a straw! Then my eyes grew very heavy, I tried to fight it but I couldn’t.

Emergency Assessment

I woke in ward 3, Emergency Assessment, Burton-on-Trent Hospital. Most people were there a day or maybe two and I was there for weeks. 

When I first woke I remember a nurse was gently shaking me, and calling my name. I couldn’t move, speak or see properly and I soon went back to darkness. I’m not sure how long I was “out” for but I remember coming round and hearing my wife tell the doctors I was missing my Mum’s funeral. And asking whether anyone had a clue as to what was wrong with me.

I couldn't lift my head from the pillow, let alone my arms or legs from the bed.

The doctors had nothing. 

One of my most vivid memories of this time was when one morning I woke in the hospital as I opened my eyes, which were still blurred I saw through the window an elderly woman walking down the corridor to make a visit to someone on the ward. I straight away thought it was my mother and she would make it alright and give me some answers. As the lady walked past my bed and to the man next to me, that was when I remembered my Mother had passed on and I really was alone and scared. I had never faced anything in my life that was serious without my Mother there to tell me, “Everything is going to work out fine”. 

After a few days I was able to sit up in bed with help from strong nurses. The whole of my right side was paralysed, my sight was blurred and when I tried to speak all I could do was slur.

The doctors were stumped. They had me in for MRI scans and CATT scans. These showed a shadow on the back of my brain.

While lying on my bed one-morning, dribbling and paralysed, my doctor visited me and told me what it’s not, but not what it was.

I was told it could be Guillam-Barre with Miller Fisher syndrome; Multiple Sclerosis or it could be a virus or Chronic Fatigue Syndrome. In short they didn’t know.

Dr Griesz-Brisson, Consultant Neurologist – 
Lyme Disease/Borreliosis Diagnosis 

They pumped me full of steroids and told me I was going to be put on this treatment for a few days. Luckily for me, on the night of my first steroids treatment, a neurologist visited me. 

She was a German lady called Doctor Griesz-Brisson. She asked me some questions about my illness, about my past, about my “shingles “ and she asked me if I had ever had a bite or a mark on my body that I couldn’t explain. 

I remembered the mark on my arm when I was sitting in the doctors after our Honeymoon. I told her about all my doctors visits over the past year and how I had felt for a year. “You have Lyme“, she said. 

I had never heard of this, and was shocked at what she was telling me, but I also felt relief although it was a short-lived. Now you would think I had a diagnosis? You would think that now everything was going to be treated and that I would get the care I needed? But that was not going to happen. 

Lyme Disease/Borreliosis Diagnosis Denied

Lots of doctors came to see me, most of the time with as many student doctors as could fit round my bed. All had the same thing to say to me, and to the students. “It’s not Lyme disease.“ This was in front of students so what are they going to diagnose if they come up against someone in the same situation in the future?

All the doctors apart from one (Dr. Griesz-Brisson, Consultant Neurologist) told me that I didn’t have Lyme Disease/Borreliosis. Even doctors from Nottingham who had taken an interest in my case said it wasn’t Lyme Disease/Borreliosis.

A doctor from Nottingham told me I had a stroke, but that was months later and I will come to that.

My breathing was monitored daily as I had been having trouble with it, but as time passed I relied on my oxygen mask less and less. 

My world had come crashing down all the things that I took for granted like my wife and children, even going to work, all gone. My wife was the only one that kept my spirits alive in the early few days. 

I didn’t want anyone to see me in the state I was in, so, I wouldn’t have any visitors. I didn’t want my children to see their Dad in this way. My wife was fantastic and was there for me from morning till night.

She dressed me and showered me and she even took me to the toilet. I couldn’t do anything for myself. All this time the doctors did nothing.

Dr Griesz-Brisson was treated like a crackpot behind her back. When I asked the doctors what it could be all they would say is “It’s not Lyme Disease/Borreliosis so get it out of your head.” Dr Griesz-Brisson stuck to her guns and convinced me she was right. I didn’t know what to think, but I had to believe in something. She was the only person I felt I could trust in what she was telling me.

As time went by I started to feel like I was in the way. I wasn’t getting any treatment and doctors had hit a brick wall. They wanted to transfer me from Burton on Trent hospital where I was to Nottingham. The dates of the transfer kept changing and I was losing my faith in the NHS. Slowly and after a couple of weeks in hospital and getting less than adequate treatment I decided I wanted to go home. By this time I was on the Geriatric’s ward! 

After a couple of days the doctors allowed me to leave. On the day I was leaving I had a visit from another doctor, this time it was a doctor from Germany who was in England to give lectures. One of the things she was here to do was educate English doctors to the dangers of Lyme Disease/Borreliosis. This doctor was an American doctor working in the Laboratory in Germany that provides the blood tests that are needed to give a full diagnosis of Lyme Disease/Borreliosis. She was called Dr Valentine-Thon. Dr Valentine-Thon [lead author of the paper entitled A novel lymphocyte transformation test (LTT-MELISA®) for Lyme borreliosis] examined me and came to the same conclusion as Dr Griesz-Brisson.

She told me that without the correct treatment this attack could eventually happen again. Would this not be enough for me to get the correct treatment?

She asked if any tests had been carried out. And the answer was, of course, NO. Simple tests were overlooked, even when Dr Griesz-Brisson had given a diagnosis, her colleagues didn’t do the tests.

[One Click Note: The routine serological tests in the UK carried out on Paul Bramble for the ‘diagnosis’ of Lyme Disease/Borreliosis were negative.]

They had started to pump me full of Steroids, and then stopped on the first day into a 5-day treatment. Why was this? Even with a second doctor telling them it was Lyme Disease/Borreliosis they still wouldn’t treat me!! This was really the day that I realised how ill I was.

Leaving Hospital

I left the hospital that night. I was walking with the aid of sticks I was very unsteady on my feet and it was like watching the world through a very small portable TV. My sight was still not perfect, although my eyes and brain had got used to the hospital lighting.

It was dark when my friend arrived to pick me up and I struggled to get into the car because I couldn’t judge distances very well and kept on banging my head while trying to get in the car. On the way home was when I realised my illness wasn’t going to be just a couple of weeks till better. The front lights and brake lights of other road users made my head spin and when we arrived back at my home I was feeling very ill. My children were waiting for me to give me a kiss and a cuddle and I could see the worry in their eyes, also the tears.

I spent the next few days feeling the worst I had felt since it all began. The movement and the lights on the journey home had taken their toll. I felt like I was going to die. I was desperate to get some treatment. 

Readmitted to Hospital

On about the third day home from hospital my condition worsened and a doctor was called out to me. He checked me over and insisted I went back into hospital. An ambulance was called and back I went. While in hospital I was told there was nothing that could be done for me. They needed the whole attack to happen again so they could do all the tests that they didn’t do in the first place! I was so scared now. I couldn’t go through all that again. They kept me in because they wanted to monitor my breathing, but the next morning I left without asking. It was obvious to me that they did not have a clue. 

This was the pattern for a few weeks. I had another night where I was very ill. This time a local doctor came out to see me, she was very concerned that I wasn’t getting any treatment and was more than willing to help me. At last there was a doctor that wanted to help me get better instead of one wanting me to have the attack again. 

She was a young doctor, Dr Macedo, who wanted to help and not just sit back and wait to see what happens. She happily researched Lyme Disease/Borreliosis and spoke to microbiologists and Dr Griesz-Brisson for advice on medication. Dr Griesz-Brisson couldn't prescribe any medication, as, until I had visited her day hospital, I was still a patient of Dr Palejwala (my consultant in Burton). Dr Macedo prescribed me my first antibiotics, and within 3 days I could feel them making a difference. 

The LTT-MELISA® Test

I visited my Consultant Neurologist Dr Griesz-Brisson who advised me that the only way we were going to get the hospital and other doctors to listen was if I could get my blood to Dr Valentine-Thon, in Bremen, Germany. The Lab would do the appropriate test, the MELISA test (which is not available in this country), and confirm the Lyme Disease/Borreliosis.

Dr Griesz-Brisson gave us the equipment needed, including syringes and even the jiffy bag. Dr Macedo agreed to take the blood but unfortunately, the NHS would not pay for the test or transport the blood – so my wife Niki got to work to organise the couriers.

Easier said than done! Not one carrier would take my blood. Dr Griesz-Brisson's secretary even phoned around a few hospital couriers for Niki, trying to organise something. 

The only answer was to fly to Bremen myself. The expense was not an issue, as we desperately needed to know what was wrong with me.

It was now March, and although I was feeling better due to the antibiotics I was on, I still didn’t feel well enough to fly. It was the only way I was going to know for sure what was wrong with me. I still didn’t know for sure whether it was Multiple Sclerosis so I needed to go.

By now the strength was returning slowly to my leg and arm, and although sleep was rare, due to pins and needles and aching, I was going to bed usually around 7:30 – 8.00 o’clock.

I was booked on a flight to Germany on the 20th of March 2006, though still feeling like I should stay at home in bed. Thanks to my friend John Ray, who took me to Germany, I had my tests done on the 21st March.

At the airport I felt very ill and just wanted to be home with my family. I was on antibiotics and Amitriptyline for my aches. I was diagnosed with Fibromyalgia as many Lyme Disease/Borreliosis sufferers are. The Amitriptyline did help me. 

The results for the MELISA test came back from Germany inconclusive because the antibiotics I was taking had interfered with the results. I had to come off my medication and go back to Germany. It was now getting very tight as far as money was concerned and to top it all I had to be off my medication for a month before I had my tests.

My friends were all supporting me and without my friends I would not have been able to make it through.
Second Opinion – A Stroke

In April I was called into Nottingham hospital to have a second opinion. In the waiting room I was feeling quite good, it was one of my better days, in the cycle of Lyme Disease/Borreliosis. I was sitting with my wife making jokes when I was called in to see the doctor.

Again it was full of students wanting to see the great doctor at work and learn all they could from the master. After he inspected me and let all the students inspect me he gave his diagnosis, “You have had a stroke,” he said. My life came crashing down. I went from feeling fairly good to feeling depressed within seconds. This was by far the most arrogant doctor I have had the misfortune to meet. Well if he is teaching then we are all in trouble.

Confirmed Diagnosis – Lyme Disease/Borreliosis

I rang Dr Griesz-Brisson for advice and she told me I had to go back to Germany for the MELISA test again and get the diagnosis. Luckily for me, my work, which had supported me all the way through the illness, said they would pay for me to go to Germany. This meant I could get diagnosed a lot quicker. I still had to pay for the tests but not having to worry about the price of the flight and accommodation was a lifesaver. I am very lucky to have the job I have and to have people that care.

Again I went to Germany to have the tests I needed. This time I was able to fly, no problem at all. I still had to have John with me, as he wouldn’t let me go alone, just in case. This time the results came back positive and now I had to get the treatment I needed.

Dr Griesz-Brisson gave me some supplements, from Germany, which I have to pay for, Blue/green algae and extra strength Omega 3. Because of the results of the MELISA test, I was able to have my antibiotic treatment given to me on the NHS - the Enoxaparin syringes and Cefuroxime Axetil tablets changed my life within days. I have completed my third course of treatment now and am no longer on any medication. This MELISA test and the treatment given to me by Dr. Griesz-Brisson has changed everything for me. I am now back at work and leading a normal life.

Conclusion

I have tried to be brief in this story and I have not told everything, as it would take up too much time. My spelling and punctuation isn’t great and I still sometimes struggle with the computer screen and some words. I am getting better and it took a German doctor in England and an American doctor in Germany to diagnose me. It also took a doctor from my local surgery that was working against the rules to give me any treatment. I hope you can do something with this; it is not everything but it’s a start. 
- ends -
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