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Group on Scientific Research into M.E.

Chair
Dr. Ian Gibson MP

Vice-Chair
Dr. Richard Taylor MP


Secretary
Ann Cryer MP

MINUTES OF THE GROUP ON SCIENTIFIC RESEARCH INTO M.E.
HELD 3:00PM – 5:00PM ON MONDAY, 10TH JULY 2006
IN COMMITTEE ROOM 20, HOUSE OF COMMONS

PRESENT



Dr. Ian Gibson MP (Chair)


 Dr. Desmond Turner MP


Rt Hon. Michael Meacher MP


David Taylor MP


Countess of Mar


Ann Cryer MP (Secretary)


Baroness Cumberlege 
 
Apologies for absence were noted from:
 


Lord Turnberg


Dr. Richard Taylor MP (Vice-Chair)
 
 
PRESENTATIONS

 

 
Presentation 1:  Professor Anthony Pinching, Associate Dean for Cornwall and Professor of Clinical Immunology at the Peninsula Medical School and national clinical lead for CFS/ME at the Department of Health. 
 


Presentation 2:  Dr William Weir, Consultant Physician and ME specialist.
 


Presentation 3:  Professor Malcolm Hooper, Emeritus Professor of Medicinal Chemistry at the University of Sunderland. 
 


 Presentation 4:  Dr Nigel Speight, Consultant Paediatrician at Durham University Hospital.
 
 
Welcome and Opening of 4th Oral Hearing by Dr. Ian Gibson MP: 
 
Dr Ian Gibson MP:  O.K.  I think it’s three o’clock and since people are dashing around, I think we ought to get things started.  My name is Ian Gibson, I’ll ask the panel to introduce themselves.  This is the fourth hearing we’ve had and we hope to have another next with Andy Burnham the Minister concerned but we are up and down in terms with time because he will be in a debate or something but we will try and get that sorted.  You’ll hear about it on through our new website and don’t tell me it’s been a long time coming!  We have been doing this with limited administrative time so please forgive us.  If you look at the website, all of the minutes and speeches which were made are there apart from the last meeting.  It’s all there on the website, we are trying to keep you up to date and we hope to get it all typed up over the summer and publish the report in October.  Could we start from the far end there with a man who just walked in. (little giggles from the audience)

The members introduced themselves. 
Presentation 1:  Professor Anthony Pinching, Associate Dean for Cornwall and Professor of Clinical Immunology at the Peninsula Medical School and national clinical lead for CFS/ME at the Department of Health. 

Professor Pinching began by thanking the committee for this opportunity to address it.  His major points were to talk about new services across England and causes.
 
He said that it was a jigsaw with lots of groups having opposite views.  The recommendations of the working party to the CMO (Chief Medical Officer) were discussed
 
1. Recognition of the illness 

2. Planning of services 

3. Education and awareness 

4. No brief to do research-services would be a platform for research
 
Research priorities were;
 
1. Causation and Mechanism
2. Spectrum of the illness over time 

3. Diagnosis one spectrum sub group s?
4. Therapeutic interventions
5. Validity of model of care 

6. Uncharted areas of research lots of skills around to do it. 

 
Service Investments
 
Teams set up were platform for research.  £8.5 million was given in the first year
£6 million are waiting to be use.  28 projects have been funded have been funded in the 1st year.  22 projects will be funded in the 2nd year.  A collaborative has been set up.
 
He produced a map of new services and co-ordinating centres - Areas not covered are pre-existing services which are still there.  There are gaps Areas which were based on bids.  There are 13 area specialist children teams are.  Some areas are suspicious of long term sustainability:  NICE guidelines next year.  Patients are important in giving ideas for research.  Specialist services are in foothills as far as patients are concerned.  Securing services is an important way forward.  To raise awareness and spread them out.  What promising interventions there are will emerge.  He said there were pharmacological interventions and research into immunological responses which need examination.  Funding is a problem and the Research Councils must fund-they are risk averse however. Psychiatric research has its favourite funders.  Will industry or Wellcome help develop a diagnostic test.  He made a passionate plea for research and promised that there would be a report shortly on response to treatments in various areas of the country. (Applause)

Presentation 2:  Dr William Weir, Consultant Physician and ME specialist.
In a passionate presentation, he legitimized his CV.  This included studies on infectious disease.  He pointed out often how high flyers and VSOs developed the problems and characteristics of ME/CFS - symptoms logged previously as neurasthenia. He always suspected that it’s not a psychiatric illness.  The main reason was that the disease was in evolution from psychiatric to infection causes.  He had experience with rabies and other illness like syphilis, where the model changed over time with a spirochete eventually being involved.  He accentuated how vaccination may play a role in the development of the illness.  He had sent patients for meditation techniques to give psychological and physical rest.  Those who recovered were those who engaged with this illness and had medical support.  He believes in a biomedical cause and thought psychiatrists had a different view disproportionately in his experience.  It is not ‘all in the mind’.  Lost jobs and houses being ill with advice only to change life style is often what he observes.  He mentioned the training of doctors which too often accentuated a psychiatric disorder. (Applause)
Presentation 3:  Professor Malcolm Hooper, Emeritus Professor of Medicinal Chemistry at the University of Sunderland

He thanked the group for their voluntary support in investigating the problem.  He was involved with Gulf War veterans whose problems raised issues similar to M.E.  He referred to Byron Hyde and his 74 chapters.  Why after 16 years are we still stuck with the same question?  He pointed out how his mentor Dr Richardson had identified Lindane poisoning and other problems which have a physical explanation that has been around for sometime now.  The classification of the illness is confused and there is some degree of deception in referring to M.E as a neurological disease.  Proper tests are needed and Hyde saying PET scan is as attractive as proposition are vascularity problems in the brain.  He thinks CFS/ME is not fatigue syndrome and it is a deception to say so.  It needs a separate definition.  It is a progressive illness with attendant neurological effects.  The approach, currently in vogue does not look at the severely affected group (25%).  It is a multi-organ condition.
Presentation 4: Dr Nigel Speight, Consultant Paediatrician at Durham University Hospital.
He talked about using case studies and the effects on young people with ME, some 500 have been in his case.  He believes that children can help us to understand the problem.  He related two cases with young people where there was ignorance of the illness in the medical profession.  Onset can be 9-16 years old.  Multi-disciplinary rehabilitation is still offset by referral to a psychiatrist. He related his successes.  This is a genuine condition and organic.
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