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Welcome and Opening of 1st Oral Hearing by Dr. Ian Gibson MP: 

Ian Gibson began by explaining the impetus for the meeting and his decision to launch the Group on Scientific Research into ME.  His Norwich constituents wanted an enquiry that involved cancer research, ME groups and the whole country.

Ian Gibson welcomed everyone and reminded the meeting that although he was aware that many people felt 10 minutes were insufficient for their presentations to be fully made, he was asking for this time limit to be respected so that everyone would be able to have their say.  Ian Gibson likened the work the group had undertaken to a previous successful inquiry into cancer research, in which he had undertaken a similar format.  

He called for respect for the views being expressed even if these were forcefully opposed by others in the meeting - everyone would have their say and that members of GSRME would ask questions at the end of each presentation if they required to.

Ian Gibson concluded by introducing members of the GSRME panel who were present and checked to identify the charities, voluntary organisations, representatives and Individuals who were present to speak in front of the group.

Presentation 1: Action for M.E. 

Trish Taylor, Chair of AFME, and Angela Murphy, Campaigns Manager 

Trish Taylor began by welcoming the opportunity to address GSRME and thanking the panel for their interest and involvement.  In December 2005, Action for ME submitted written evidence to GSRME.  The presentation highlighted key points of that evidence and subsequent developments.  Much of the information came from experience collated from member surveys.    

The presentation illustrated how M.E. is a complex illness still poorly understood by the medical profession.  Patients’ experiences are not always reflected in policy and practice.  However, in the four years since the publication of the Working Group’s Report to the CMO, there has been some progress and demonstrable commitment by the Government to move things forward:

· 2002 – the Government recognized CFS/ME

· 2003 – the MRC published a national research strategy

· 2003 – the WHO UK Guide gave a unified neurological code to CFS/ME

· 2003 – the MRC held a workshop to explore the potential for epidemiological research

· 2004 – Ring fenced government funding in England of £8.5m for the NHS to establish regional centres and local teams

· 2004 – Announcement of a referral to the NICE

Trish Taylor highlighted how overall progress is still uneven.  England is ahead of the rest of the UK in developing services.  However, throughout the UK, there is a 50 year backlog of need.  

Current Problems mentioned included the implementation of the recommendations from the CMO Working Group on research, which have currently not been acted on.

While the MRC’s research strategy confirmed the urgency of research into almost all aspects of the illness, there has been no progress in funding biological studies or epidemiological research.

There has not been a sufficient level of investment and active encouragement to really address the need for biological research and build the capacity for a broader range of research.

The money available in the MRC’s Neuroscience and Mental Health Board is being directed to areas other than research into ME.  Consequently, the backlog of research required continues to build-up.

The lack of biological research into treatments or a potential cure has meant that the dominant ‘evidence-based’ practices such as CBT or GET continue and a ‘one-size-fits-all’ approach could potentially spill over into the benefits or occupational health agenda.

There is a lack of Government support which means that patient organisations have been pushing the progress and leading a number of initiatives.  The scale of need in individuals and the cost to the nation are huge – assessed at £3.5 billion a year.  

Talking about the experience of people living with ME Trish Taylor illustrated that the condition is a long-term, physically disabling illness.  The impact of ME on peoples’ lives is still poorly understood by many health and social care professionals, as well as the general public.  This puts them at greater risk of social isolation and exclusion from adequate health and social care, work and leisure opportunities, potentially leading to socio-economic deprivation and an increase in the impact the disease has on their lives.

Action for ME will launch its ‘More Than You Know’ campaign in May 2006.  It will illustrate that:

· 75% of people who get ME lose their jobs because of the illness.

· 25% of people with ME are housebound or bed-bound because of the illness and need to use a wheelchair.

· 92% of people with ME said that their fatigue worsens with physical activity.

· 77% of sufferers said that their level of social contact decreased a lot since they got ME, and this figure was as high as 94% when their ME was at its worst.

Talking about Action for ME and its role in research Trish Taylor highlighted that the charity campaigns for research into the treatment and causes of ME, acts as a catalyst to stimulate the research agenda and broaden the field, represents member views and experiences, acts as a Critical Friend and collaborates in research projects such as PRIME.

With regard to future developments on the horizon in the research of ME, Trish Taylor highlighted the ME Observatory, a joint research summit with MRC and an examination of the impact of NHS services on the research agenda.  There is the potential to reach 21,000 people annually, with the opportunity to establish a minimal data set of clinical audit and patient outcomes leadings towards new research questions for quality research proposals.  

The CFS/ME Observatory that AFME are helping initiate will include a disease register and will produce and facilitate epidemiological and social research responding to the needs of the CFS/ME community.  

Now, the Observatory includes AFME, the University of East Anglia (UEA), the London School of Hygiene and Tropical Medicine (LSHTM) and the Hull-York Medical School.  It is envisaged that in the future the Observatory will expand to include other representatives of the CFS/ME community and other universities, independent researchers and stakeholders.

Within the scope of the present three year plan, the Observatory will pilot a disease register of confirmed cases of CFS/ME (Study I) and conduct a further five inter-related studies in the areas of epidemiology and social research.

These studies will aim to:

· Estimate the occurrences and distribution of CFS/ME in three regions of the UK and identify social inequalities in the occurrence of the disease (Study II);

· Investigate social inequalities in quality of life of adults with CFS/ME and their carers (Study III);

· Assess the impact of CFS/ME on the experience of people living with this disease from different social backgrounds, focusing on the person’s ability to have his/her experience acknowledged and influence the provision of care (Study IV);

· Describe (from the perspective of health and social care professionals) client and professional attitudes that enable the client to establish the legitimacy of living with CFS/ME and to influence care (Study V);

· Review systematically the support for social inclusion of people in England living with CFS/ME (Study VI).

By involving the CFS/ME community in the research process and disseminating the findings to a broad audience, AFME aim to empower the CFS/ME community to influence the general public, professionals and policy makers, leading to policy and practice that is responsive to their needs.  

Richard Taylor asked if the Observatory is a pilot program and where it received its funding from.  In response Trish Taylor confirmed this and stated that the Observatory has been funded by the largest ever research grant by the National Lottery.

Presentation 2:  M.E. Association

Beth Llewellyn, Christine Llewellyn, Chair of MEA, and Dr. Charles Shepherd, Medical Advisor for MEA

Beth Llewellyn started by providing the harrowing story of her personal battle with M.E.  As an 18 year old in 2000, Beth Llewellyn was a college student studying Drama and Dance.  Beth Llewellyn taught dance, held a weekend job and had an active social life with many friends.  The most important thing in her life was dance, with the dream of dancing around the world.  

Beth Llewellyn became ill in the first week of February 2001.  She thought she had flu, but never developed it.  She was away from college until February 14th 2001, when she went out for an hour.  She had to return home because she was in so much pain.  

Beth Llewellyn was admitted to hospital on February 27th 2001 with suspected meningitis.  She was there a week before being discharged.  She was in incredible pain and shook so much that I could hardly stand.  The consultant said that she had a virus and would recover.

After rest, she returned to her job on March 24th 2001.  Three hours later severe head-pain made her return home, ending up in bed vomiting.  She was again hospitalised with suspected meningitis.  She remained in the hospital for three weeks.  

Beth Llewellyn spoke of how she endured endless blood tests, brain scans, MRI scans, acupuncture and much more and was discharged because doctors said that if she stayed, she would catch something that would make her worse.  She had already developed involuntary spasms and severe trembling.  By May 1st 2001, Beth Llewellyn recalled how she was in a wheelchair, where she remained for three and a half years.  She still uses a wheelchair after five full years of the illness.  

Not once during those painful months was M.E. mentioned to Beth Llewellyn, while her condition continued to decline.  Beth Llewellyn couldn’t stand, and her mother had to do everything for her.  She thought that at 18, she would never walk again.  

Beth Llewellyn’s mother and Beth Llewellyn began to research her symptoms on the internet.  They typed ‘spasm’ into Google and came upon Fibromyalgia.  They thought that could be the answer, so asked for a referral to a rheumatologist, who diagnosed Beth Llewellyn as FMS/CFS.  Beth Llewellyn told him about her GP’s disbelief, which resulted in a harsh report and a recommendation that she be referred to the Royal Hospital for Rheumatic Diseases in Bath for a Pain Management Course.

By August, Beth Llewellyn was no better.  Her GP persuaded Beth Llewellyn to go to their local psychiatric unit where she underwent two years of Cognitive Behavioural Therapy (CBT).  Fear of being denied benefits put Beth Llewellyn through hour after hour of CBT, which made Beth Llewellyn believe her illness was physical and not mental.  After one hour of treatment and one hour of travelling she would be completely ‘flat on her back’.  

By that point, Beth Llewellyn recalls how she had no quality of life.  She was too ill to see her friends.  Her family, except for her mother and grandmother, did not believe that she was ill.  They had seen so many articles in Sunday supplements about miraculous cures and psychological conditions that they began to accuse Beth Llewellyn’s mother of trying to lock her away from the world.  

Life was endless pain for Beth Llewellyn.  With her mother, she tried everything including acupuncture, homeopathic remedies, tens machine and massage.  However this did not work and Beth Llewellyn’s body was closing down with her body in pain.  

Her mother tried to apply for benefits for Beth Llewellyn because she could not do this herself.  Beth Llewellyn’s short term memory was gone, and her cognitive function was ‘blown away’.  A doctor came to see Beth Llewellyn for her DLA, and on his word, she was awarded low care.  This meant that Beth Llewellyn’s mother couldn’t claim benefits for looking after her.  The doctor’s report in no way described how ill she was.

It took 12 months, a tribunal and severe stress for Beth Llewellyn before she was awarded full mobility and care.  Beth Llewellyn travelled to see different doctors and eventually was diagnosed with M.E.  

Beth Llewellyn was told that there was no cure for ME.  She paid for endless blood tests and muscle tests, but when the recommendations were sent to her GP he refused to follow up with them.

After a year of waiting, Beth Llewellyn had an assessment and went to Bath for a Pain Management course, which was a three week residential course.  Her mother told them that she was severely ill and wondered how she would cope.  They said that they were there to teach me how to cope.  

Beth Llewellyn and her mother travelled to Bath.  She completed the first day, but on the second day, after a morning of Graded Activity Therapy (GAT), she collapsed.  The consultant later said that she was far too ill for the course and should not have been there.  In Beth Llewellyn’s view that was her last hope, after a year of dreaming for a pain free life. 

She has now spent over five years in isolation and pain.  Beth Llewellyn’s quality of life is non-existent because there are no guidelines on diagnosis and treatment.  A recent research study in Wales showed that over 62% of GPs did not believe in a diagnosis of ME/CFS.  

Beth Llewellyn concluded by saying that if there was more research into the physical causes of M.E. GPs would put aside their psychiatric bias.  Further, the MRC would not be wasting over £2m on the PACE and FINE trials which will end up pushing CBT and GAT, stating:

“We need research to release people like me from this dreadful illness.  I need to see this illness recognised properly.  I need a future.  Even now, although I can walk and stand for short periods of time, I can see no normal future for myself in our society.”  

Charles Shepherd then followed with his assessment of the illness as predominantly neurological, based on ICD-10, saying that much more research is needed.

Charles Shepherd provided papers and diagrams that identified the major areas of the brain that were affected and comments on techniques used to make published studies.  These included the 5-HT, dopamine pathways, hypothalamus and MRI scans showing a decrease in cortical grey matter, reduced blood flow – especially in the brain stem – and changes in the cerebrospinal fluid.  He further illustrated that the MRC has provided no support for such studies despite the good scientific research so far illustrating this research support was needed (Oral Hearing 1: Submission 1).

Michael Meacher asked how he explained the extraordinary fact that such research evidence has not been supported so far.  Charles Shepherd answered by illustrating the historical context and development of research surrounding M.E., emphasising how the medical profession moves at a very slow pace within the UK.  He finished by saying that more work on M.E. is being conducted in America and abroad and that we need more neurological research here in the UK.  

Presentation 3:  The ME Accommodation Care Homes (MEACH) Trust 

Sue Sherlock, Founder

Sue Sherlock explained how the MEACH Trust is a new charity established to provide care homes for the severely ill.  Registered as a charity in 2000, MEACH will provide specialist residential care, to help people develop programs to maximise their potential and live positive rather than negative lives.  

Sue Sherlock movingly described her experiences and needs as a patient.  

She described how last year she would have been physically incapable of attending a meeting such as the first oral hearing of GSRME.  She further described her condition, illustrating how she was totally bed-bound for nine to ten years after she experienced a rapid onset of her illness which left her unable to do anything.  This led to her being admitted to hospital.  She was examined by psychologists and psychiatrists and unbelievably the cause of her suffering was suggested as menopausal depression.

Sue Sherlock collapsed in February, 1996.  She had a slight sore throat, as if she had not been sleeping well and was simply getting a cold and was tired.  She became so ill, so suddenly that she was immediately sent to the hospital.  After being diagnosed with menopausal depression, her condition continued to deteriorate, and the hospital consultant began to take her illness more seriously.  

Sue Sherlock then explained how she went from consultant to consultant for three months in hospital.  Nobody could understand her illness and despite how serious her condition was most people couldn’t believe she had severe illness.

After her stay in the hospital, Sue Sherlock became even more ill.  She had ME sweats day and night, and her body temperature control was not working so one moment she would be freezing and the next boiling hot.  No matter how tired she was, she couldn’t sleep for more than an hour or two, although that would change later in her illness when she began to sleep 16 hours out of every 24.  Even then, she would awake feeling exhausted and completely un-refreshed.    

Two months later Sue Sherlock was re-admitted to the hospital suffering from severe neurological problems.  Her left side was numb.  Her bladder was not working, she had cognitive problems, her memory was awful, and she couldn’t concentrate on the simplest task.  

After a further four months, she was discharged into the care of a nursing home that knew a little about ME.  By the time she arrived, she was so ill that she became very depressed.  However, the care and attention she received and the peace and quiet she found in having her own room worked wonders.  Sue Sherlock left the nursing home one month later feeling better able to cope with her illness and generally feeling more positive.  She attributes her change and improvement to the care she received from nurses who listened to her and appreciated her needs, as well as from the doctor who frequently visited her and explained what he could about her illness and how to conserve her energy and pace her way of living.  

She described the present provision for such ME sufferers as totally inadequate with their special needs unrecognised.  Most importantly from this she realised that there was simply nowhere for specialist M.E. cases relating to the severely affected to be adequately assessed.  There is huge isolation as the severely affected simply can’t get out and be seen.  This has created a hidden community who can’t get to clinics.  

Sue Sherlock then remained bed-bound and cared for by social services for nine years.  She contacted two of the major ME charities only to be told that although they received queries every day, there were no place for ME sufferers to receive specialised care.  
Ian Gibson asked how many clinics for ME sufferers are their across the country.  Sue Sherlock did not have exact figures but stated her belief that the £8.5 million from the NHS for services specifically designed for people with CFS/ME was a raw deal not set up for severe sufferers.  Further, she said that these services have so far done very little clinical research of M.E.   

Lord Turnberg asked what her experience was of health professionals understanding of M.E.  In response Sue Sherlock that many severe sufferers did indeed feel incredibly frustrated by a complete lack of understanding of their illness.  She said that for these individuals there is a real need for care homes where staff have time to listen, where there is peace and quiet, where there is subdued light, and where sufferers can concentrate on getting into a pattern of life that will prove beneficial to them in the long-term.  In her own personal experience she believed that this was a key aspect in improving her illness.  
Sue Sherlock concluded with her belief that there is a desperate need for residential care for the severely affected, who have been excluded from research studies into the condition.  She emphasised that this care must be long-term continued care for it to be successful in rebuilding peoples’ lives.

Presentation 4:  The Young ME Sufferers (TYMES) Trust

Jane Colby, Executive Director

Jane Colby announced her capacity speaking to the group as Executive Director of The Young ME Sufferers Trust and as a former severe ME sufferer.  She illustrated how the Trust has just funded, with MERGE and a contribution from Search ME, the first biomedical research in children at Ninewells Hospital at the University of Dundee, looking at whether previous findings of abnormalities in the blood vessels of adults with ME/CFS are also present in children. 

Jane Colby highlighted how her organisation was a purely voluntary charity; with everyone at the Trust giving their time free of charge.  She said that the trust have specific recommendations to make regarding research into ME.

Following this Jane Colby provided an insight into her own time as a sufferer.  In 1985, she was Head Teacher of an Essex school when she developed ME from a Coxsackie B viral infection, one of the enterovirus family and a relation of poliomyelitis.

The onset of her illness began when the late Housing Minister, Ian Gow, was due to arrive for a luncheon at the school.  Jane Colby recalled how she was waiting for him with the welcome party when she was suddenly struck by terrible pains in her back and thought she was getting flu, but it wasn’t the flu.

Jane Colby illustrated how she had never been so ill, thinking she was dying.  She was in terrible pain, could not walk, could not think or talk properly, losing much of her vocabulary, and she could not look after herself, not even able to chew food without taking a rest during each mouthful. For years, she was bedridden and then in a wheelchair, relapsing each time she started to improve and tried to get back to work. This was a chronic and very severe illness. Eventually she left her profession in order to try and regain her health.

During her years of illness, Jane Colby was asked by a consultant microbiologist to help support children with ME, making her realise what was happening to children with ME.

In 1996 her first book ME – The New Plague was published, tracing the link between ME and polio. It included much about children and young people with ME and is the source of many of the ME statistics still in widespread use today. This book is in the House of Commons Library and the House of Lords Library. By coincidence, that year another book was published with a similar title – A Summer Plague – describing what polio did to children. 

Jane Colby described ME as a parallel with polio. With the aid of historical documents and accounts of epidemics of polio and ME, her book demonstrated how ME has taken over as vaccination against polio eliminated competitor viruses to those that are known to be implicated in ME.

In 1997, her five year study of the pattern of ME in UK schools, carried out with Dr Elizabeth Dowsett, was published in the Journal of Chronic Fatigue Syndrome. According to Jane Colby, this is the biggest study ever carried out into ME.  Both Dr. Dowsett and she studied a school roll of 333,024 children and 27,327 staff.  They discovered that ME is the biggest cause of Long Term Sickness Absence in schools, in staff as well as pupils, something since confirmed by other smaller studies. Indeed, around 90% of enquiries to the Trust’s Advice Line have concerned relapses and other difficulties caused by educational demands. 

Not only did they show that ME is disabling and chronic in children, but the disease also showed an infectious pattern - a clustering pattern. Both she, and the Trust, believe that children are the epicentre of this illness.  According to Jane Colby, this view is confirmed both by evidence and by a consultant microbiologist. There were then, and continue to be now, mini-epidemics in many schools.

In 2005, JKS Chia reviewed the evidence on enteroviruses. After explaining the coining of the term Chronic Fatigue Syndrome two and a half decades ago, he states:

“Initial reports of chronic enteroviral infections causing debilitating symptoms in patients with CFS were met with scepticism, and had been largely forgotten for the past decade. Observations from in vitro experiments and from animal models [have] clearly established a state of chronic persistence through the formation of double stranded RNA, similar to findings reported in muscle biopsies of patients with CFS. Recent evidence [has] not only confirmed the earlier studies, but also clarified the pathogenic role of viral RNA through antiviral treatment.” 

Dr Chia’s review summarises the available experimental and clinical evidence that supports the role of enterovirus – the virus family that includes the polio viruses.  He quotes tests demonstrating that antibody concentrations against enteroviruses in patients with CFS were still raised more than 48 months – two years – after initially showing such raised antibody concentrations. Pointing out methodological flaws with studies that once threw doubt on the enteroviral connection, he concludes:

“Thus, renewed interest is needed to study further the role of enterovirus as the causative agent of CFS. […] A well designed, randomised, controlled trial of antiviral treatment will ultimately provide crucial information on the pathogenic role of enterovirus in patients with CFS and other chronic diseases.”

Jane Colby presented the Group with a marked up copy of Dr Chia’s Review and a copy of the evidence the Tymes Trust gave to the Parliamentary Select Committee on Special Educational Needs, which she believed may be relevant to the group’s work (Oral Hearing 1: Submission 2).

In reference to GSRME she said that a medical microbiologist would be a useful addition for the group and illustrated her firm belief that the group should look carefully at anti-viral treatments as effective and needing to be carefully explored in the treatment of M.E.

Baroness Cumberlege asked what the ratio was between children and adults affected by M.E. as well as in regards to gender.  In response Jane Colby said that M.E. affects more women than men, with between 2:1 to 3:1 more girls than boys with M.E.  

Presentation 5:  Case History Research on M.E. (CHROME)

Ray Gibbons and Colin Parratt

The presentation started with the description of M.E. as the disease with one thousand names.  It was detailed how CHROME was established as a registered charity set up in 1994 to identify as many severely disabled ME sufferers as possible in the UK and to monitor the course of their illness over a period of ten years.
Colin Parratt and Ray Gibbons described their data base of patient stories that

it is intended will be placed in the public domain via the TYMES Trust web site when they had fulfilled all requirements concerning data protection legislation.  They illustrated how since the establishment of the database they had received a steady stream of M.E. sufferers contributing to the database records, which will be of great value to medical research and informing the public about M.E. 
They spoke about M.E. with the aid of patients' stories to illustrate the nature of the illness.  As part of these patient accounts they illustrated circumstances of patients suffering immense frustration due to symptoms including palpitations, brain fog and loss of communication.

They drew on accounts where people had been tube fed and where many other unhelpful treatments were advocated.  They further illustrated that in extreme cases the threat of sectioning had been used for the severely ill, a threat which they emphasised was always there. 

Another example drawn from was that of a sufferer whose symptoms had worsened in a new house.  Colin Parrott used this fact in pointing to the possible involvement of (organophosphate) pesticides in the deteriorating condition of this sufferer.

One example of the effectiveness of CBT was also provided from CHROME case studies which illustrated how someone with M.E. suffering from severe muscle weakness was treated using CBT by people who in their view knew little about the condition, leading to the sufferer’s health sea-sawing wildly.  

Ray Gibbons and Colin Parratt recommended that CHROME was accepted widely as a serious database.  They illustrated how soon this database will be made public, greatly helping researchers in the field.  

Ian Gibson asked for a specific time when the database will be made accessible to the public?  Ray Gibbons said that this would happen once all matters of confidentiality and data protection were resolved with individual member cases.  She said that this would be resolved in the not too distant future.

Presentation 6:  25% M.E. Group

Greg Crowhurst 

In a passionate speech, Greg Crowhurst illustrated the work of the 25% ME Group in producing a major report from their 800 members that needed to be read by the Panel.  He informed the group that there were 64 documented symptoms of M.E. of which some 31 were very common and 76% of the severely ill people surveyed by the 25% group had over 20 different symptoms.  Gerg Crowhurst used fliers to highlight these symptoms.  For clarification, he referred GSRME to the written evidence submission provided to GSRME by the 25% group previously.  

Greg Crowhurst then told the group of his wife's distressing story as an M.E. sufferer.  Very severe pain was for his wife the most destructive symptom of the illness.  He was angered by the term fatigue, which is not a meaningful term for his wife's illness.  Instead, it is much more, with temporary paralysis one of the key symptoms.

Referring to the severely ill people surveyed Greg Crowhurst conveyed his firm belief that people with ME are being wronged.   He illustrated how the Psychiatric lobby paid by corporations are ignoring M.E. as a serious neurological illness.  He illustrated how the pharmaceutical industry and the insurance industry are purposefully misrepresenting the illness as psychiatric.  This is despite WHO guidance on the classification of M.E. since 1979 which clearly illustrates that the word fatigue does not symptomise.   
He powerfully presented his concerns with this powerful lobby using a ‘tissue of lies box’.  This illustrated the many forms in which M.E. had been wrongly and often purposefully been associated with incorrect prognosis and treatment.  This included medically unexplained symptoms, de-conditioning, depression, and that the disorder can be cured by CBT and GET.
He implored the group to watch a video GSRME had been provided, look at the symptoms and know something is wrong.  He said that to see the severity of this illness and to not do anything about it is the worst form of cowardice.  

Michael Meacher asked his experience of doctors and their sensitivity to his wife’s illness?  In response Greg Crowhurst explained how doctors said that there was nothing they could do for his wife and that all he could do was hold his wife in a darkened room.  

Presentation 7:  Fund for Ostepathic Research into M.E.

Steve Briggs and Dr. Raymond Perrin, Founder
Steve Briggs was a sufferer who spoke on behalf of the positive effects of Raymond Perrin’s work in his experience.   He detailed that before the onset of his illness he had a strong work-hard play-hard ethos.  He listed symptoms of his illness including chronic fatigue, reduced immune levels, fluctuating energy levels, sleeplessness and severe pain that made his life become a prison.  His feelings of isolation increased as he lost friends and increasingly relied on support financially.  

Since beginning to see Raymond Perrin Steve Briggs said he has been transformed, four years on being able to play cricket for two to three hours without any adverse side effects.   He provided his full support for the Perrin technique and introduced Raymond Perrin to the group.  

Raymond Perrin informed the group of papers he wished to submit to the group and which the group received (Oral Hearing 1: Submission 3).  

Dr Perrin described ME as a pre-viral condition that lead to an overstrained sympathetic system associate with increased permeability of the blood-brain-barrier and the accumulation of toxins in the brain. Chemical sensitivity was one characteristic of the condition.

Since the brain lacked any lymphatic drainage system secondary drainage had to be facilitated resulting in the eventual metabolism and elimination of toxins via the liver and kidneys.

Dr Perrin illustrated how he regards ME as a functional biophysical mechanical disorder marked by other postural problems. Tender points are characteristic with lymphatic varicosities and dermal striae being prominent.

Treatment involves gentle cranial massage to increase drainage via

the cerebrospinal fluid.  Organophosphates are among the many toxins involved.

Dr Perrin went on to claim in response to a question that to another speaker that GET was helpful when recovery had begun. This was strongly challenged by other speakers, who made it clear that GET was dangerous and damaging and it was not possible to be sure when recovery had begun in any particular person.

Presentation 8: AYME 

Mary-Jane Willows, Chief Executive Officer
Mary-Jane Willows presented the story for young people who are a very

significant group in the UK.  I have the young people who can’t be here in mind, while I am present here, in particular a member who is currently in St Thomas Hospital and has been there since before Christmas with paralysis and spasms.
She described how that severely affected young person who had to have a "peg" inserted to provide vital nourishment and intra venous support since they were too ill to eat and absorb any nutrients.  Mary-Jane Willows stated her belief that the pain M.E. sufferers face is based on an organic illness.  

ME, she asserted, was a complex, serious and neurological illness with many triggers that resulted in extensive multi-system damage with a high morbidity and with isolation as a major feature of the illness.
Mary-Jane Willows stated that while the cause of the illness had not as yet been establisihed, what we do know is that some 25,000 young people are affected, of which 41% had not been seen by a medical specialist.

While AYME welcomed and worked tirelessly for the 8.5 million in Government funding for the newly created National M.E. centres, the majority of sufferers are still struggling to cope, with many not benefiting from the services of multidisciplinary teams and many still left alone.  

Mary-Jane Willows reported that PACE, CBT, GET offered some progress in certain cases, but only when provided by fully trained staff.  She commented that one of the National M.E. centres in Bath had shown 500 positive outcomes for children.  However, maintained that there were still black holes where GPs and nurses needed funding to reduce the pressures they currently face.  

Mary-Jane Willows further commented on the concerns she had regarding this black hole in relation to the fact that these centres now face a funding crisis as these centres will not receive future ring-fenced funding and there is no assurance that PCTs will continue to fund their ongoing activities, continuing and exacerbating a post code lottery of care across the country. 

Mary-Jane Willows said that there was now an urgent need for a validated definition.  Treatment had as yet no sound scientific basis and choice of treatments was essential.  Further, she believed there should be specific advice provided relating to different groups of sufferers.  

Mary-Jane Willows highlighted the Royal College of Paediatrics and Child Health (RCPCH) Guidelines as a positive step forward.  She felt that genetic studies in adults could not be extrapolated to children.  She also highlighted misunderstanding of the condition that has in cases led to child protection services threatening actions against parents of child sufferers.  She stressed that it was vital for services to be in place and properly funded throughout the UK to enable an environment in which proper clinical research on M.E. can take place.  

Lord Turner asked about the distribution and availability of the RCPCH Guidelines.  In response, Mary-Jane Willows stated that the guidelines were widely available to health professionals.  

Presentation 9:  One Click Group

Jane Bryant and Angela Kennedy, Co-Founders of One Click
Angela Kennedy introduced herself and her colleague Jane Bryant and illustrated One Click as 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.

She illustrated their involvement in the area as stemming from their children, previously diagnosed with ME/CFS, who have both been subsequently diagnosed with Borreliosis, a chronic spirochaete bacterial infection.  One Click Group said they carry breaking news, information and archive resources on their website, read by people in over 70 countries, often receiving in excess of 4,000 hits per day.  This includes officials, the medical establishment, researchers, the media, patients and carers. 

She explained that neither their children could attend because of the severity of their respective conditions, but confirmed they were acting on their behalf and with their approval.  They gave their presentation with the qualification that the enormous range and depth of problems related to British policies on ME/CFS is so great that they could not possibly do this justice in 10 minutes.

Angela Kennedy said that therefore what followed was a mere summary of some of the major problems facing sufferers both before and after the Chief Medical Officer’s Report.  She claimed during this psychiatrists, led by Peter White of the PACE Trial, walked out because they objected to the biomedical facts of this disease. 

She stated that 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. 

She brought 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.

She also brought 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’.

According to Angela Kennedy, 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. 

She claimed that 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. 

She claimed that 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.  

Angela Kennedy said that this group of people 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. 

She said 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. She also said this group of people continue to ignore the documented harmful effects and therefore potential dangers of ‘Graded Exercise’ for ME/CFS sufferers, with their research design highly flawed, as her colleague would demonstrate. 

Jane Bryant began by stating that Professor Simon Wessely said 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.” 

Jane Bryant claimed that 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.  

Jane Bryant asked what the purpose of setting up the Chief Medical Officer’s Working Group was, preparing a complex report, taking into account at least some of the patients’ views and then ignoring them completely.  She then said that the 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.  She then asked if these had been in any way efficacious and where were the lost legions of the recovered to show that this approach had worked. 

Jane Bryant then pointed to an enormous irony and what she described as the scientific fraudulence of the PACE trial, in the way that it had in her opinion 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.  She stated that 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. 

Jane Bryant also illustrated a 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.  She believed that 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 Jane Bryant attacked the charity Action for ME, saying that it had 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 and is heavily involved in the PACE Trial protocol and has been given money by Section 64 government grant to promote this trial to its members.  

Jane Bryant highlighted that the PACE Trial Identifier produced by the psychiatrists for the Medical Research Council that: “Compliance with both the treatments and the study will be maximised by the collaboration and support of AfME.”

Jane Bryant commented that 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.  She stated that the PACE and FINE trials are 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.  

Jane Bryant rhetorically asked if it is 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 the iatrogenic effects of the Psychiatric Paradigm of ME/CFS on patients to include:

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

· 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.

· 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.

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

· Brought 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.

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

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

Angela Kennedy illustrated that 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, she brought 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. Angela Kennedy stated that it is imperative that the British Government rectifies this wrong immediately.

Angela Kennedy stated that 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.
David Taylor intervened to comment that while there may well be some very strange things going on it is a real leap to say this is deliberate and fraudulent.  

Richard Taylor intervened to say that there should be no reason for Lyme disease not to be diagnosed by any competent GP.  

Michael Meacher asked One Click to describe what is the answer to their question and why this has this happened.  He further asked what can be done to overcome this bloc.  In response she referred him to an article in the Scotsman and claimed it was easier for Governments to go along with the psycho-social model of treatment.   

Presentation 10: Worcestershire ME Support Group 

Jill Pigott, Co-ordinator and Rosemary Winnall, member
ME effects child education, with child sufferers unable to mix with others and this extends to adulthood.  It is essential that sufferers keep to a routine and do not over exert themselves or they face relapse.  Jill Pigott illustrated the lack of resources available for her local NHS trusts in providing adequate services for sufferers, increasing the services they offer.  

 

Rosemary Winnall highlighted the case of her daughter Nicky 22.  Before being diagnosed with ME five years ago, she was an enthusiastic mountaineer, black run skier and she had spent the previous summer working with children in a squatter camp in Cape Town, South Africa.  She had also walked the length of Wales across the mountains to raise money for Great Ormond Street Hospital, and she had a university education in front of her.

 

Her health collapsed during A levels.  For most of the last two years, she has been bed-bound lying in a darkened room, unable to see visitors, talk on the phone, watch television or concentrate for more than a few minutes.  She has severe fatigue and can only sit up in bed for a few minutes at a time.  She is always in pain and usually has nausea, muscle spasms and unusual body temperature control.  Last winter, she had her worst relapse ever, leaving her in terrible pain and she was unable to speak for some days.  She became almost unconscious with the pain, had difficulty in breathing, and was at times paralyzed, leaving her unable to move or help herself in any way.  She thought she was going to die.

 

She cannot seem to tolerate medication and has developed a wide range of allergies.  She is receiving no treatment.  She has very low tolerance to noise, light, touch, movement and smell, and this is why hospitalisation is only a very last resort for these severe sufferers, as any extra stress on the senses can push the body into further decline.  Complete paralysis, seizures and fits are experienced by some.  

 

Nicky recently was very close to being tube-fed as she became unable to swallow easily and was too weak to hold a spoon.  I had to try to feed her myself.  Even in her better times, her hands can be so painful and sensitive that sometimes her cutlery is wrapped in cotton wool to lessen the pain.

 

There are many implications for carers, and Rosemary Winnall had to give up her job as a teacher to look after her daughter full time.  Rosemary and her husband can take no holidays together and any excursions away from home are dependent on Nicky’s state of health and her mealtimes.  

 

The support group hopes that more money can be invested into research into the cause of ME and that a cure may be found soon to improve quality of life for sufferers.  In the meantime, when plans are made to set up a service to help ME sufferers she hopes that these severe ME patients and their families are not forgotten.

 

Rosemary Winnall would like all workers in this field to be better informed about Severe ME.  The sort of help currently available through occupational therapy, physiotherapy and counselling which Nicky experienced when she was mildly affected with ME, is just not relevant to a severely ill sufferer.  The graded-exercise that was recommended actually resulted in further deterioration of her condition.

 

Rosemary Winnall would welcome a Support Worker who understood severe ME and knew how to help and encourage sufferers and carers.  Ideally, she would like this worker to visit her home on a regular basis to support care of her daughter, to give up-to-date information about current ME thinking, research and treatments, and to advise about aids for caring. Rosemary Winnall would like a doctor or nurse to give Nicky regular physical check-ups to make sure that nothing else is going wrong.  She illustrated how physio-therapy and counselling is not relevant to severe sufferers. 

 

Finally, the Worcestershire Support Group welcomed the Gibson Inquiry and hoped that it will bring benefit to the many ME sufferers across the country.  Ian Gibson responded by saying that all of the comments she and others have made have illustrated the importance of sufferers speaking first to the group. 

 

Baroness Cumberlege asked If money wasn’t so scarce what role did Jill Pigott perceive for nurses.  Jill Pigott responded by saying that they were very important with GPs, Physicians and OCCs if they have a sound understanding of the illness in all its forms.  Sufferers and carers are looking for information about M.E. and health professionals need to be informed and adequately trained in this specialisation.   

 

Lord Turnberg asked if rapid management would be helpful and if ME needed to be caught in its earlier stages.  Jill Pigott responded by saying that this would be welcome. But ME is currently bottom of the list.  Others present also added that catching in early stages is crucial and treatment should be targeted as such. 
Presentation 11:  BRAME

Chris & Tanya Harrison, Co-Founders of BRAME
Chris Harrison started by thanking GSRME for inviting BRAME and welcoming the initiative and support for ME/CFS patients by Dr Gibson.  

Chris Harrison illustrated how ME/CFS has been classified as a neurological disease by the World Health Organisation since 1969, and that this is acknowledged by the Department of Health, who state that ICD10:G93.3 is the only listing for this illness.  ME/CFS is also listed by the CDC in America as a priority one illness alongside TB and AIDS and Chris Harrison said the same high priority should be given in the UK, however both the illness and the patients are still faced with disbelief and stigmatism.

Chris Harrison stated the belief that ME/CFS is an acquired organic, pathophysiological illness that occurs in both sporadic and epidemic forms, affecting all socio-economic groups and all ages.  She further stated that In most cases ME/CFS is probably caused by a viral trigger, in conjunction with a compromised immune system, a genetic predisposition and environmental factors. The illness becomes for many a multi-organ, multi-system, illness.  

ME patients will characteristically become symptomatically ill post-exertion, showing evidence of clinical neurocognitive, neuroendocrine, dysautonomic (e.g. orthostatic intolerance) cardiovascular and immune malfunction.  Some researchers have shown neurological abnormalities, including reduction in grey matter, postural cardiac output abnormalities which correlate with symptom severity and reactive exhaustion, and many patients have lower blood volume and lower blood cell mass, highlighting what a disabling illness this is.

Chris Harrison pointed to the latest advances in genetics with the human genome, which has helped advance research into the gene expression in ME/CFS patients.  Chris Harrison believed this to be the most promising research to find a diagnostic test for ME/CFS, however she highlighted the need for funding by Government as opposed to charities and small donations. 

As with any other chronic diseases, ME/CFS patients experience varying levels of severity of their illness.  But for the majority of patients, ME/CFS is a complex, debilitating and individualistic illness that can cause life-long disability, and in some cases, sadly, premature death.  Studies have shown that less than 6% of adults return to their pre-illness level of functioning, whilst relapses can be on-going, or occur several years after remission. The prognosis for the long-term severely affected is very poor, less than 2%, where ME can become a multi-system, multi-organ illness.

There have been a number of cases now of severely affected young adults in their 20’s and early 30’s who have suddenly died of undiagnosed cardiomyopathy.  It is vital that this group of severely affected patients are given the high-level of care and monitoring of their condition, as is afforded to those with other chronic illnesses, and the development of any complications or co-morbid conditions should be identified and monitored, a fact ignored by the medical establishment. Illustrated doctors previous scepticism of Polio and MS, known once as “Hysterical Paralysis”. 

Chris Harrison noted that on 14 May 1998, at the BRAME meeting in Parliament, BRAME highlighted the plight of a 15 year old boy who was forcibly sectioned and made to enter into CBT and GET at a psychiatric unit despite his insistence that his illness was organic as another example of the stigmatisation of sufferers.   Chris Harrison illustrated three further cases where one man and two young women have been sectioned and are in psychiatric units, one dying as a result, due to improper diagnosis of an organic illness. 

Chris Harrison highlighted problem that most research papers, although often published in leading medical journals, are not picked up in evidence based reviews highlighting a psychiatric bias.  

Chris Harrison further highlighted the urgent need for sub-grouping based on the belief that there is a spectrum of disorders, which share similar symptomology such as ME, CFS, PVFS, FM, MCS.  At present these illnesses are all grouped together to form an unmanageable heterogenous group.  It is clear that the current cohort of individuals diagnosed with ME/CFS is a diverse group, with varying disease course and disability patterns, offering limited understanding of the aetiology or pathology of the illness and its components when considered together.  

Tanya Harrison detailed the symptoms of her suffering including sleeplessness, feeling of flu, dizziness, brainfog, nausea, aches and pain that she has endured as a constant for years.  She told the story of her twenty years of ME from ten to thirty, bedridden for a large part of this, starting with an unusual blood picture following suspected glandular fever.

Tanya Harrison had constant recurring throat infections, then aged 11 I had query meningitis, which is when severe head pain and photophobia started.  Aged 12 she explained how the illness started attacking her back and legs, leading to repeated spells using crutches, soon becoming severe and debilitating, but was only referred to hospital aged 15 – three years later.   Tanya Harrison voiced her concern at being put on a regime of drugs and GET, which lead to her further deterioration.  Tanya Harrison also explained her negative reaction to other treatments such as oxygen and iron tablets, the problems she has had with absorbing vitamins and minerals and the inability to operate on Tanya Harrison due to her hypersensitivity.  In relation to her hypersensitivity Tanya Harrison also remarked on the problems she has encountered with loud music, bright light and strong smells. 

Tanya Harrison highlighted problems with financial help and support.  Insufficient money for carers – particularly in families.  She particularly highlighted DLA, with over 50% initially being turned down, and then 80% of those being awarded the benefits on appeal.  We also fear for increased problems with the proposed changes to Incapacity Benefit, especially given the unpredictable nature of this illness, fearing that people will be forced back into work before they are fit enough to do so, inducing a relapse, for fear of losing their benefits.  She stated her belief that most of these problems originate from the Medical Policy Unit of the DWP taking the psychiatric viewpoint of this illness.  As many here today are aware, we are currently challenging and redrafting their proposed new Clinical Guidelines for ME/CFS.

Illustrating one survey showing that 80% of people who had gone through GET had been made worse by the experience, much research has shown the bodies of people with ME react differently, and adversely, to exercise.  She also highlighted problems with CBT, which has widespread use.  

Tanya Harrison explained her membership of the Key Group for the CMO Report on ME/CFS.  She explained how she wasn’t able to sign up to the document because of the recommendations of CBT and GET.  The report recommended 4 years ago that research was urgently needed in six areas, but Tanya Harrison believed the only research that has been done is on the last recommendation, which would relate to the controversial PACE and FINE trials, which is putting millions more pounds into the psychiatric school of thought.  She finished by saying that she hoped that although she only had a 2% chance of getting better one day a treatment would be available to enable her to do this. 

Chris Harrison stated her belief that sub-grouping is the key to understanding how ME/CFS begins, how it is maintained, how medical and psychological variables influence its course, and how it can be prevented, treated and cured.  She further stated it is essential that ME/CFS is not confused with ‘chronic fatigue’, as with some research criteria such as the Oxford criteria, this opens up a large remit, and then includes all patients with fatigue as a symptom.  

Subgrouping must be looked at, even if to start with there are only three categories; those without co-morbid conditions, those with co-morbid physical conditions and those with co-morbid psychiatric conditions. Pointed to two studies including the Canadian Clinical Guidelines on ME/CFS, and CFS the Need for Subtypes by Jason et al (2005).  

Illustrated concern regarding the12 new Clinical Network Co-ordinating Centres (CNCC) for ME/CFS, many of which are run by psychiatrists, who use CBT and GET as management of their patients.  BRAME often get calls from patients, even after attending the specialised clinics, who have felt they have still been met with disbelief in their illness, been seen by a psychiatrist, and just offered coping skills.
ME is responsible for the longest absence from school, and possibly in the workplace.  There is a real cost to the Government for benefits and medical services, and urgent funding is needed, from the Government, into biomedical research, to try and find an answer to this illness.  

We sincerely hope that once you have heard all the evidence that you will appreciate the injustice and inequality within the NHS, social services and DWP that people with this illness face, and feel able to recognise and acknowledge the extent of the suffering of ME patients over so many years, and make relevant and helpful guidelines for urgent and quality research into the aetiology and pathogenesis of ME/CFS. 

BRAME asked GRSME in its final recommendations to call for:

· Calling for better treatment and services for patients with ME, with the adoption of Canadian Clinical Guidelines for the diagnosis and management of ME/CFS throughout the NHS.

· Improved education and awareness of medical professionals on ME/CFS

· These two things combined would hopefully lead to improvement in the diagnosis, care and management of ME patients.

· Implementation of the CMO Report Research Recommendations from 2002, that stated research was urgently need and

· Provision of the necessary funds for quality and appropriate research into the organic aetiology and pathogenesis of this illness.

MEETING CONCLUDED AT 6:05PM
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