Notes on the GSRME Public Meeting 
6th February 2006

Committee Room 10, Palace of Westminster
(attendees are listed at the end of these notes)

Introduction from Dr Ian Gibson MP

Thank you all for coming today. I would like to thank my Researcher Sarah Vero for taking on the task of administrating and organising the Group. I believe that patient Groups can change the world and we want to change the world with you. There are no honours attached to this field, is a difficult area but we believe that changes must be made and the research must be done to find a biological model for this illness. ME should be treated like Cancer and Heart disease. It is not taught at university and some GPs believe there is no problem. All on the committee are totally convinced that it is a genuine issue and it needs the money and the research. We need to get to the bottom of things. In a years time I hope to see some progress. However it will be a tough year, NICE may not be whnt we want and we are not at the end of the rainbow.

Countess of Mar

Philip Hunt, Lord Hunt is health Minister in the Lords and was previously a DWP minister so he has a good understanding of the issues. It is promising that he is now involved.

I will say that there has been some criticism of the science in the report. This is not a scientific report it is a political report. We are not scientists but we have looked at the political issues surrounding this illness. I am very much looking forward to hearing your views.

Michael Meacher

Apologies for my late arrival I was confused by the room change. What we want to change here is the status of the perception of ME. As the Countess said we are not scientists and we will not make pretensions that we are. We want ME to be considered in the correct circles in a different way.
Dr Des Turner MP
Yes I agree with Michael perception is a large problem. ME has been a Cinderella condition. The GSRME and the APPG are dedicated to trying to change the situation.

Ian Gibson

Yes thanks for coming. I know it takes a lot of energy for those of you who have this illness. You may have criticism and that’s ok we won’t cry about it. We are politicians and used to it. Let us know the truth. The minutes will be up on the website. We want to look at how to move things forward.

Jane Colby

I was an original case and one of the most severe cases of ME.  I run the Young ME Sufferers Trust.  I would like to talk about cases of mistaken diagnoses of MSBP in children who have ME.  It is still a real concern.  Chapter 5 in CMO report addressed the issue but certain things are now being repeated.  There must be evidence of how this is still happening after all this time. I think the situation is actually getting worse again. 

Dr Chia in his 2004 report mentioned persistent viral causes it is a superb piece of work.  I would recommend that a piece of work be put together recording all the epidemics throughout the 20th Century.  There is a real history of ME but it seems people who got involved in the late 80s have taken control.  Old research and the history of the outbreaks is really important.

Ian Gibson

Yes you are right there

Countess Mar

The MSBP point only applies in infants.  There should be no mention of with MSBP if you have a child older than infancy.  Yet I have heard cases of children who are 8, 9, 10, 11, 12 to 16 years with parents who have been accused of MSBP.  The message is still not getting through and we will keep fighting.

Ciaran Farrell

I come to this with my own scientific background and I must say the report lacks vigour. It lacks scientific value. If it is political it does not stand up either. If I was to write a political report I would ask, what is the government doing? How do we change it? You should have looked closely at the CMO report and other government reports such as these two I have here “Safe Guarding Children in Whom Illness is Fabricated or Induced” from the DOH and “Fabricated or Induced Illness by Carers”  from The Royal College of Paediatrics and Child Health. These came out after the CMO Report. I would also like to draw your attention to Megan’s journey a fictional story about a child with ME on the DOH website. The CMO working group were not defining the condition CFS and ME. They look to NICE to define it. Here is a diagram of definitions  
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There are 14 or 15 different definitions which seem to be used by various doctors.
Countess of Mar

The Dept of Health accepts one definition and that is G93.3

Ciaran Farrell
It is how G93.3 is implemented and what sits underneath this. The report did not use the indexing system correctly. 

One of the most important issues here is that CFS/ME is being diagnosed and researched by different people in different ways according do different criteria. Therefore you cannot compare any research and you cannot use all the research.

Ian Gibson

Yes we criticised the Oxford Criteria. What should be done?

Ciaran Farrell
There are big problems with peer review. York reviewers have zeroed in on one method but not examined how methods were used. Therefore York the CMO and NICE are flawed. 

Sub groups are important. Who do you test? How do you select who to test? We must look at the Oxford Definition.

Countess of Mar

Yes we recommended the Canadian Criteria.
Ciaran Farrell
The Canadian criteria should be used for clinical and research purposes

Ian Gibson

What do we do?

Ciaran Farrell
We should adopt the Canadian guidelines. 

People are not always told what they should be told by Department of Health figures.

Countess Mar

It is the GPs job to collate figures

Ciaran Farrell
Some of the report is to be welcomed but some sections need major re-writes. There needs to be some defining of psychological points. I submitted a benefits briefing paper which fully explained the terminology however I feel my terms were not used and I feel the result is not correct.

Ian Gibson

In your opinion.We are trying to move things forward though

Ciaran Farrell:

Yes but there is a factual error in the DWP section.

Hugh Berger - National Forum Trust

I have had ME since 1987. I would like to read from a letter of mine published in the Guardian Newspaper 1996 
“The President of the Royal College of Psychiatrists is even quoted as saying, “To try and distinguish between a physical illness and a psychological illness is not just wrong, it’s meaningless.” Try telling that to someone with terminal cancer.
ME specialists define it as a central nervous system dysfunction (hypothalamic) triggered by a viral infection characterised by defined immunological dysfunction and reduced blood flow to the brain stem and parietal lobes.

The most important question about ME is not whether it is physiological of psychological – although its physical manifestations are not replicated in clinical depression – but its cause. The incidence of ME is particularly significant in farmers who have been exposed to organophosphates – deadly nerve agents developed by the Nazis. Nitrogen dioxides from car exhausts, pesticides and other pollutants present in the air, water and in our food contaminate the immune and central nervous systems which become prey to opportunistic viruses assisted by stress including excessive exertion and genetic predisposition.
ME is analogous to AIDS, equine virus, North Sea seal virus and reduced sperm counts. The exponential growth of these conditions provides a grave indictment of our blindness to the results of our long-term pollution of our environment for short-term profit, which warning we ignore at our peril”

ME is autonomic nervous system damage. I was tested by many consultants over a 14 years period and found to have this damage and found to be affected by two chemicals which are used for treating wood. It is about the environment around us.
Ian Gibson

Are you saying all ME is caused by this?

Hugh Berger
No but most of it is. All ME organisations receive some degree of government funding so none of them will admit to it.

Countess Mar

I have Organophosphate Poisoning (OP) not ME. That is why the Canadian 
guidelines are important as they eliminate all other possibilities such as OP. I would say that you do not have ME, you have poisoning from a toxic chemical.

Hugh Berger
Well, I don’t think a committee room in the House of Commons is the best place to get a medical diagnosis as I have seen 14 specialists who have said I have ME. I met a woman outside the room today whose son had ME and his history is that he was in the armed forces, where they are exposed to chemicals. 

Countess Mar

I think you have organophosphate poisoning. But you are now making sweeping statements about all people with ME, and you cannot hope to diagnose other people in this room. 
Hugh Berger

I was told by Afme that the term ME often covers many illnesses, chemical sensitivity, fibromyalgia etc

Barbara Robinson, Suffolk Youth & Parent Support Group
I would like to ask the Group to call for the withdrawal of the flawed reports which Ciaran referred to.
I would also ask for the NHS guidelines to be withdrawn as in the first instance they are flawed and they should not have come out before the NICE guidelines 
Countess Mar

Lord Warner ignored my questions on the guidelines last year. We will ask again.

Barbara Robinson
We need the symptoms to be made notifiable. We need a database to research the effects of chemicals. 

We need ME to be made a notifiable disease.

At the moment ME is an umbrella term like autism. I agree that pesticides and environmental issues are important and basic testing for these conditions should be available on the NHS to people presenting with ME symptoms.

Des Turner

Making a disease notifiable makes research easier, but a disease can only be notifiable if it is defined.

Barbara Robinson
It is defined as ‘medically unexplained symptoms’ and every case should be recorded as a notifiable state so we can begin collating evidence and looking for trends.

Des Turner

This is a very vague definition and really should be a last resort 

Jane Colby

Jane Townsend wrote a piece saying ME has nothing to do with OP.

Nothing has been said about making ME a notifiable condition since I raised it last year we really need to collect figures on who has ME/CFS.

In 1996 I conducted a study which collected statistics on those who had been diagnosed with ME. It was a huge task doing the study in itself. We found ME to be the biggest cause of long term sickness in schools. Can we please have a system of collecting figures on children with CFS/ME because we must start somewhere.
Des Turner

We need significant long term epidemiological studies for a chance of getting funding and results.
Charles Shepherd – ME Association
£500,000 of lottery money to the ME observatory which has 4 or 5 studies under one umbrella. Hopefully will help pick things up at primary care level.

Sue Waddle – Invest in ME

Thanks for the report, it wasn’t perfect, but thank you so much for taking the time and the effort to put it together it really means a lot to us.

Following a suggestion at last years conference we got an audience with the Dept chief Medical Officer who made it clear ME would not be made notifiable.

The following definition of a notifiable illness is from a letter that I received from the CMO dated the 26th July 2006:

At present, only certain conditions are notifiable under the Act and the Public health (Infectious Diseases) Regulations 1988.  These are diseases that are potentially life-threatening, spread rapidly and cannot be easily treated or cured.  Their notification is necessary to identify and prevent, or minimize, the spread of infectious disease and allow for statistical monitoring and surveillance for trends in certain illnesses.”

If that is not ME I do not know what is!

Drs are not interested in the WHO classification so we need to move on from there. Drs do not have time to read the literature.

NICE in their document say the Canadian guidelines were the most rigorous they had come across. It would be useful for the CMO to recommend the Canadian guidelines as a diagnostic criteria. If GPs had a check list they could avoid misdiagnosis. Those who have cardiac or psychological problems could get the treatment they deserve and those with ME/CFS could get the treatment they need.

I would like to make a point about the Read Code for CFS/ME which takes 30  

ins for a GPs surgery to download And has details of all the cases of CFS/ME this would be an existing effective way to gauge diagnosis.

Des Turner

You mention the NICE guidelines which are in draft form at present. The APPG on ME will be attended by Michael Rawlins in February so please come along and put your questions to him.
Sue Waddle

We cannot get the CMO the MRC or the DOH to send anyone to speak at our conference.

Des Turner 

Well we can get them to the APPG so please all come along.

Colin Barton Sussex ME
How the report is used now is what is important . How will we use it? How will it work? Following the CMO report in 2002, in 2003 the MRC came up with consultation, which I was involved with, to put a research plan in place. Why has it not been pursued?

Ian Gibson

We can use the APPG as a vehicle to push these issues. The MRC is looking for applications. Andy Burnham said they do not get any applications. I think we need to give them a direction to look at. Be it Lyme’s or whatever. 

Des Turner 

Waiting for research proposals will not work. Researchers are dubious to get involved with this field as it is not career advancing.

The MRC needs to do more than call for areas of research and in fact instigate a programme of research.

Countess Mar

This goes back to peer review. Peer reviewers often do not have the knowledge. Reports from the MRC do not cover this.

Lord Turnberg

Apologies for my late entrance but I was summoned by a minister. Yes the MRC needs to commission research. 

We were presented with so much information some peer reviewed some evidence based. It was extremely difficult to determine which evidence was relevant and which should be used. This is why we need to have it all critically assessed. 
How do experts in brain imaging rate the brain evidence? What about virologists? Gather the experts together to sift through the literature and then focus the efforts of future research in the most promising areas.

Countess Mar

The CMO report did that but it was extremely limited. It did not make use of the international expertise and did not go beyond the info in York.

Christine BRAME

Thanks to you all in the Group for your effort and representation. 

The oxford criteria must be removed we should adopt the Canadian criteria.

95% of patients treated by a Doctor who accepts and treats patients according to a biomedical model fit the Canadian criteria. The patients of a psychiatrist 90% do not fit the Canadian criteria.

Fukuda is an important figure. Epidemiological studies are very useful. We must not forget the most severely affected who often do not have a voice. Death from ME are a real issue and it would be useful to see ME on the death certificate.
We need research into sub groups.

The CMO report highlighted the need for education. We need to change the medical textbooks and get it at the grass roots that a biomedical model should be used.
The CMO recommendations must be pushed forward.

Compare Fukuda and the Canadian guidelines.

95% patients assessed with a Biomedical approach fits Canadian criteria
90% patients assessed by a psychiatrist fits Oxford criteria.

This is unfair for those who could be helped in other ways and are not getting the help because they have an ME diagnosis.

The Canadian guidelines are the best we have at the moment.

Di Newman - Peterborough ME

Adrian Wisbrow when diagnosing includes the G93.3 on his diagnosis. So whoever picks up the case can see it is a neurological condition.
The read codes issue was put to PCTs two years ago. They put ME and CFS as two separate illnesses. They sometimes need to be asked.

Ian Gibson

Every PCT should have someone in charge of this issue who can be responsible for recording the data and ensuring doctors have the right information

Sue Waddle

The GPs say it is the PCT’s job to ask for the read, the PCT say the DOH should ask the GPs. The technology is there but not the will or organisation.

Di Newman

There is a massive conflict of interest issue here. Peer review remains an issue. UMUM Provident have reasons not to give people DLA, so they should not be teaching the JCP what to do. We should not be paying these compromised companies and their advisors. 

I am an organiser of the people’s ME event on 10th May 2-4 pm. There is a rally for MPs to attend. It is the one event where people can really get involved.

Hazel Griffiths - North London ME Network

I am very glad the report has been done and want to look at taking things forward. 

Picking upon the Nice Report the Health Select Committee is currently looking for submissions about NICE in order to investigate them. This could be a really positive step in getting the NICE guidelines scrutinised. NICE failed to call for any research or list it as one of their priorities.
Angela Murphy - Action for ME

Thank you for the report there are a couple of points we are not sure about but we are overall very happy.

I have worked with research councils and am aware of how a research council can call on and develop research into ME.  They need to hold events, get the honchos in to stimulate research, to explain their work and inspire young researchers to get involved.

There have been 2 notices, l one of which was repeated recently. What they need to do is hold research summits. We held one last year and from that we expect to get some applications in this year. The MRC should be doing this.

Also I agree with the earlier point that peer reviewers need specialist knowledge to be able to engage with ME. Specialist services are ideal for gathering information.

Ian Gibson

We will raise this with Blakemore.

Hazel Griffiths
The problem is they tend not to see the big picture

Gillian Northey – Mother/Carer

I am here on behalf of my son who was too ill to travel today I am not involved with any organisation but I am extremely involve with this illness. We have a group practise, three know about ME the other 2 do not know about it or have the time to read about the literature we provide about it. I would like to read a statement from my son.
“Sir,

1. I am a 39 year old me/cfs patient from the teaching profession who like most other sufferers have been on the receiving end of the criminal bigotry and chronic 
lack of knowledge exhibited by g.ps and consultants alike.

I have had neurologists clearly state that “me/cfs is not a neurological disease/syndrome” despite the w.h.o. defining it as such since 1969!

Some years ago dr Byron Hyde produced what is considered to be the most definitive guide to me/cfs based on the results of 72,000 patients and 22 years of clinical experience. The distinction between m.e and cfs is made and outlines clear diagnostic tests for diagnosis and provide a means for monitoring patients through the different phases of the disease/syndrome.

This must be incorporated into the n.i.c.e guidelines and be disseminated to  g.ps as compulsory reading. From my own scientific background this guide is simple and user friendly with clear explanations of the numerous biomedical abnormalities common to  m.e and cfs.

2. GPs must be given the scope and power to intervene in the early stages of the disease with a multi disciplinary approach and recognise thr value of i.m injections such as b12, magnesium sulphate, interferon, ampligen, antivirals and alternative therapies.

These have been proven beyond all doubt to have benefited some patients but all to often as in my own case have been refused on numerous occasions as “not being licensed for m.e.”

The value of various treatments were published in the Health Practioners 

Guide to effective treatment of m.e/cfs by  York university press in response to the 2002 parliamentary working groups report. This has not been handed down to g.p level

3. the chronic lack of knowledge and personal views held by most g.ps and health care professionals must be addressed now with an extensive in house training at the soonest opportunity to stop the flood of patients whose condition is worsened by in action and improve the chance of a early recovery.

4. Having spent £1000 pounds thus far on alternative treatments which have had a positive effect these must be made more available to patients via the c.a.m schemes run by most p.c.ts as they are to cancer and heart patients.

Finally only an acceptance by the medical profession of the vast wealth of information on drug treatments and care of sufferers in other countries most notably Canada will any progress be made here in the u.k. To plough on as we have been doing over the last 20 years will be a travesty. the parliamentary working group must act now!!”
There is a waiting list of 18 months for the Hayward’s Heath centre and the Sussex 

centre If my son did not have me he would have no one and I worry for those who have no one to look after them.

Colin Barton

Yes there is a wait but the facilities are excellent.

Helen O’Brien - Action for ME
My daughter had ME for 10 years. Thank you for the report it is easy to read. I support Michael Meacher’s words about changing the status and perception of ME.
Areas for further examination. Should there be a hierarchy.

Number one is research. 

At the International Association of CFS Conference they felt they were close to finding a biomarker once it is found it will eliminate all other discussions.

Ian Gibson

If you contrast the work in this field with the work that is being done on Cancer it is remarkable especially prostate cancer. We want to find a marker for ME, it may be that there is more than one marker.

Helen O’Brien
The work in Japan and Denmark is very interesting. We are very closed here in comparison. In Japan they are having a year of fatigue because they are so concerned about the problem. The government is looking at testing over there.
Sue Waddle

Here we cannot get anyone from the MRC to come and speak to us.

Ian Gibson

Yes, as Des said, it is not a sexy field.

Charles Shepherd

(Gave hand out to panel summarising ME Association view on report.) The ME Association will help in any way they can with taking things forward. We have a feedback board for people to publish their views and I would be happy to pass on the details.

We are extremely pleased that the report went ahead, but there are three points we are not happy with.

The Byron Hyde brain scans issue. We fell that the report was reserved in its analysis of this area and that Byron Hyde’s results are concrete and supported by many others.
Vaccinations – this also causes problems. I believe it is a trigger factor and there is much anecdotal evidence to suggest it is an important area

Ian Gibson

We wanted to be careful with the anecdotal evidence, we did not want to 
exaggerate anything.

Charles Shepherd

Here I think you were over cautious and I am concerned about the potential impact on industrial claimants.

The DWP section is unclear and appears to be a factual inaccuracy. It should be clarified. Can we look at a way to rectify this?

Des Turner

Yes you are right there

Ian Gibson

I accept that, ok.

NICE is going ahead what can we do?
Countess Mar 

I am happy to look into the DWP issue.

Charles Shepherd

The real issue is where do we go from here?

Ian Gibson

We need to choose specific points

Tanya BRAME

We need to consider the severe ME patients. The 25% who can barely get about. They get very little support cannot get any social help. GPs do not make home visits. Unless there is constant monitoring they can get serious co morbid conditions and cardiac issues. Their bodies are so compromised and it needs to be acknowledged or we will have more deaths on our hands.
Delegate

I was wondering why there was not very much press coverage of the report?

Ian Gibson

Sarah can you answer that

Sarah Vero

We sent the press release which is on our website and a copy of the report to all the major newspapers and media agencies. We were told by The Guardian that they would run with a health story like ours on a Monday so it went out at the end of the previous week with an embargo. The Guardian did run a very small piece on the topic but there was limited coverage elsewhere. This could be for a number of reasons, we released the report independently of the science media centre and I know a number of people in the ME community have their concerns about the influence of the centre and its affiliates in this field. The illness as Dr Gibson said is not necessarily a fashionable subject. The status of the group may have been an issue, but even select committee reports tend to receive limited media coverage unless they are looking at glamorous issues or there is some sort of scandalous revelation during a hearing.
It would be a positive step forward to get a select committee to look at this issue and all political movement builds the profile of the illness. I was interested in Hazel’s point about the Health Select Committee looking for issues on NICE. I think in terms of raising the profile of the ME cause in 2007 there is a lot than can be done. The ME support Groups have a huge network of members nationally who could be contacting their MPs and working on a national campaign and supporting an EDM. 

Ian Gibson 

We also had the article in ‘You’ magazine and pieces appear periodically here and there.

Countess Mar

Please keep working together as you are today and don’t fall out. The government has succeeded in the past with a divide and rule approach you are stronger united.
Jill Pigott – Worcestershire ME
(Gave handout to panel with response from the Consortium of West Midland Groups.)
We are the consortium of West Midland Me Groups and we have been doing just that to great success.  We thank the Group for this report, and think a working definition is essential.
Jane Colby 

Nightingale have just released an updated version recently which I was involved with and it is an invaluable tool.

Countess Mar

The Nightingale Foundation Guidelines are very good.

Ian Gibson 

So what are the key points we need to push?
Sue Waddle

Education for GPs

Christine BRAME

Also education in universities

The Corporate Medical Group who have changed their name many times and their vested interest should be investigated.

Di Newman

Post Grad training in hospitals is also important. 

Christine - BRAME

CDC lists ME/CFS as similar but different illnesses. We must secure funding for the clinics, we have a brilliant clinic, and we must ensure that all clinics take a biomedical approach. The funding is held by the strategic health authorities so they have a role to play. 

Colin Barton

In the specialist centres part of their brief is to educate people
Doris Jones 25% ME Group

We really appreciate and are grateful for the report. And we appreciate the main conclusions including lobbying the MRC for funding and organising a medical review panel. 

We would like an investigation of the NICE guidelines by a standards body. Separate ME patients from those who suffer from CFS. NHS Healthcare guidelines should be withdrawn.

I feel the vaccinations section is incorrect and misleading I can cite 34 refs linking ME to vaccinations.

Ian Gibson

I have been vaccinated but I have not had ME to my knowledge 

Doris Jones
Yes but there is a link. There is a historical link to the polio entroviral aspect which needs further investigation.

The section on children needs to be looked at again. There is a Bruno Humber piece on polio and ME which is very useful.

Charles Shepherd

Yes there is an overlap with polio

Ian Gibson

It seems it is not as simple as getting 2 or 3 people in a lab. We may need an institution! If Richard Branson gave you £20 million what would you ask for?

Delegate

Government funded research

Ian Gibson

Should the government direct research though? You would have to be careful.

Charles Shepherd

The CMO challenged the MRC to commission research.

Katy James Action for Young ME Sufferers
I will say please do not forget children when looking at CFS/ME

Jane Colby

1,000s children get ill at school it is a hidden epidemic. The epicentre of this illness is in schools and young people.

Ciaran Farrell

The 20 million should go on entroviral research. Commission the MRC encourage the MRC to invite bids. Change how they do it and how they evaluate them. Issues around AIDS being similar to the ME virus and whether ME travels with polio. Also the role of the Epstein Barr. 

Countess Mar

Those three things keep cropping up

Ciaran Farrell

Yes what is this thing? How does it get into the body? What damage does it do to the body? Entroviral is notoriously difficult to find. They can treat it now but there is a problem isolating the exact virus. Get a team of researchers to look at it.

The MRC needs to change how they go about it. Their strategy needs an overhaul. How they select patients needs to be change or we get a tower of Babel situation where we cannot compare results. The Canadian guideline is the gold standard for including patients in research trials.

Also I would like to ask AFME why they received £24,000 from ? for lobbying the WHO about their document “Defence of Somatization”

Tell me, how does that help anybody here?

Sue Waddle

I would like to hear the answer to that too. But fist I would like to say that Vance 
Spence has a centre in Dundee with well documented research in all the areas we have discussed. So give ME Research UK the £20 million 

Hazel Griffiths
Ian Pearson. Why is he not funding ME? Because there is no international standard of ME we are loosing ME experts Dr Ramsay and Dr Richardson and they are not being replaced. I would like a new committee of international ME experts to create international criteria.

Colin Barton

We have Pinching and others

Christine Llewellyn 
The ME Action Helpline can help in any way necessary with the email side. Please let me know about a possible EDM and we will get something out.

Christine BRAME
I agree it would be good to get people round the table. We have lost so many experts getting together a group of researchers and clinicians to put it o government that they need substantial money into biomedical research.

Then look at triggers – genetic/neurology/immune/neuroendocrine/ cardiology

No matter what we must have care for the long term severely affected

Gillian Northey

I am glad this meeting is about research. But we need more help for patients at home. It is a silent illness. These people cannot get out of bed and be seen.

Diana Pengilly
I am Gillian’s daughter and as you heard my brother Charles has ME. I have been abroad for several years and I came today because I was so shocked at my brother’s condition.  I am sure he would have died if it was not for the care of my mother as the help is not there.

Di Newman

CPNs are the only ones who make home visits so it becomes a mental health problem. People are being sectioned even today.

Christine - BRAME

Those of us who run help lines know the terrible stories of people who have nobody 

Rosemary Winnal worcs ME

I am a carer – I believe people should be closely monitored so if they do recover changes can be monitored.

Rachel Gibbons CHROME

We have so much information we wish someone would look at it. We take annual info form 300 people with ME. 20-30 have given info from 10-12 yrs. It could help if somebody would look at it.

Camberwell ME

There is nothing in London in terms of specialists and units the rest of the UK seems to have a lot more so please can I raise the flag for London we need centres and we need help.

Rosemary Winnall Worcs ME 
Don’t worry there is nothing in the North either!!

Ian Gibson

Ok I think it is time to bring the meeting to an end.

Thanks to all on the panel for their help.

I work in Cancer that is my field and I am used to dealing with patients.  Today I saw how much you all know about this illness, you know the research and who did it and why. We MPs are not the fount of all knowledge. You all have the roots in the communities. Research happens, money falls in too. I have seen Cancer patients get lost in talks by experts yet you do not you know it all you have made it your business to know it all.
We are going to send the notes out on the website. So please contribute, but do not over burden us, just send us the key points.

There are problems with the NHS also. 90% of the time you get good treatment. That is not the case with ME. You get less help and support. We need to push it up the agenda. Please keep in touch and help us keep it on the agenda through the APPG meetings.

When you hunt in a pack you are stronger and you will make progress together. The lone wolf gets eaten you are powerful together.
We learn to take the flack as politicians and we want to find the best way forward. I want to see you still working as a community in a years time.

Thank you.

Meeting attended by –

Members of GSRME –


Dr Ian Gibson MP


Rt Hon Michael Meacher MP


Dr Des Turner MP


Countess of Mar


Lord Turnberg


plus  Sarah Vero, assistant to Dr Gibson


Members of the public –


Christine Harrison
BRAME

Tanya Harrison
BRAME


Colin Barton
Sussex & Kent ME/CFS Society

Katie James
Association of Young People with ME

Barbara Robinson
Suffolk Youth & Parent Support Group

Sue Waddle
Invest In ME

Annette Barclay
PWME


Jo Dubiel
PWME


Angela Murphy
Action For ME

Helen O'Brien
Action For ME

Beth Llewellyn
ME Association

Christine Llewellyn
ME Association

Dr Charles Shepherd
ME Association

Jill Pigott
Worcestershire ME Support Group

Rosemary Winnall
Worcestershire ME Support Group


Hazel Griffiths
North London ME Network

Rachel Gibbons
CHROME

Di Newman
Peterborough ME & CFS Self Help

Doris Jones
25% ME and self

Jane Colby
The Young ME Sufferers Trust

Angela Huthchings

Ciaran Farrell
PWME


Augustine Ryan
Person diagnosed with ME

Graham Smith
Carer


Diana Pengilly
Sister of person with ME

Gillian Northey
Mother & carer of Charles Northey

Hugh Berger
National Forum Trust
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