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Chairman’s Report

Firstly, can I remind you all that our Annual General Meeting is on October 31st at 7.00pm. As in previous years the “short” meeting will be followed by a social evening and buffet supper. This year is special as it will be our last AGM at Nookside as the building is due to close in early 2008. Everyone is welcome - please come along.

We are currently seeking a new venue for our monthly meetings and hope to have further details in our Winter newsletter. 

The year 2007 will be remembered for the two highly significant Research related ME conferences both of which were in May. The first was the Invest in ME International conference held in London for the second time. At this conference there were high profile speakers from around the world all reporting on important research findings. 

The second conference organized by ME Research UK was held in Edinburgh at the end of May and was equally important with researchers coming together to discuss their various projects.

The presentations from both conferences are now available on DVD -see inside for further details.   
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Best Wishes,

  -LeslieTate
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Dates for your diary

October 17th: Monthly Group Meeting - Dr. Chandy will be giving a talk on the importance of Vitamin B12. 

October 31st: Annual General Meeting and Social Evening.

November 21st: Monthly Group Meeting: Sarah Myhill’s talk from the Invest in ME London Conference followed by a discussion on the Dr. Myhill protocol.

December 5th: Christmas Lunch at Bede’s World 1.00pm (see back page for details)

December: There is no group meeting in December. 

Annual General Meeting and Management Committee Nominations

Our Annual General Meeting is on Wednesday 31st October at 7.00pm, Nookside, Grindon, Sunderland. The short meeting will be followed by a social evening and buffet supper. Everyone is welcome and admission is free. Please ring 0191 4556959 to book a place.

We will be forming a new Management Committee following the AGM and are inviting nominations. If you are interested in helping with the day to day running of the group and feel that you have something to offer please ring 0191 4556959 for a nomination form. Completed forms must be returned before 21st October and if there are less than 12 nominations then ballot forms will not be sent out. Nominees must be members of the support group and be nominated and seconded by group members.
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Fundraising Report

We send grateful thanks to those who have made the following donations:

SL:                          

 £20.00

Mr & Mrs R.:          

 £25.00

EM:                         

 £10.00

LW:                         

 £15.00

CC:                          

 £ 5.00

The following amounts have been raised through fundraising: 

Rotary Prize Draw:      

£400.00
Mobile phone recycling:                       £22.30

Printer cartridge recycling:                   £59.50

Rotary Prize Draw

We have taken part in the Seaburn Rotary Prize Draw again this year and members have helped us to sell £500 worth of tickets. 80% of this is given back to group funds ie. £400. We are grateful to everyone who sold tickets for us especially Judiths’ Mum who sold an amazing £100 of tickets.   One of the tickets sold by us was a winner -lunch for two at the Pullman Lodge Hotel. (prize no 9).

Prize List is as follows:

1st Prize 07632

2nd Prize 10130

3rd Prize 00335

4th Prize 07666

5th Prize 10604

6th Prize 09763

7th Prize 04158

8th Prize 07218

9th Prize 01852
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Great North Run
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Pauline’s son Julian has run in the Great North Run for us this year and has pledges of £300+ so far from members, friends and family. (funds still to be collected) £100 of this is from SCA paper products Prudhoe Mill- Julian’s employer.

Thanks to Julian who is seen wearing one of our T-shirts before the Run.
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Christmas Greetings
Group members who wish to send Christmas Greetings to other members for only £2 in our winter newsletter can do so.  All proceeds go to group funds and you can save valuable money, energy and time by not sending all those cards!  Contact Pauline with your greeting on 0191 4556959 or by email to:

 mecfs@blueyonder.co.uk 

(before November 21st  please)
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Infoline

Healthy Shopping made easy:
www.GoodnessDirect.co.uk
Yoga Tapes/CDs specially designed for ME/CFS:

“Energise and Relax” “Yoga the Gentle Way”  “Breathe to Live”:  

 www.angela-stevens.co.uk
Action for M.E.  “Guidance on the Management of CFS/ME”:
Based on the Chief Medical Officer's report, this guide assists GPs in the assessment and management of patients with CFS/ME.  It is available for free both online and as a printed document:

http://www.afme.org.uk/booklets.asp

Invest in ME 2ND Annual Conference DVD:
At £15 it is a great buy. For details of how to order a copy of the DVD Check out the website: 

www.investinme.org.uk

ME Association purple booklet “ME/CFS/PVFS-An exploration of the key clinical issues”:
The MEA purple booklet for doctors (Shepherd and Chaudhuri), first issued in 2001, has been reprinted in 2007. It can be ordered using the pdf order form on the MEA website or the insert in the MEA magazine.

The guide is full of useful information regarding all the important aspects of ME ie. Diagnosis, Treatments and Management. It also has an extensive list of references at the back.  This book is a “must” for new and old sufferers alike. It would also make a useful guide for GP’s too!

  Dr. Sarah Myhill

The GMC hearing against Dr. Myhill has been postponed until February 2008 due to further charges being made against her. The on line petition in support of Dr. Myhill now stands at 870 signatures, a large majority of which are accompanied by powerful personal statements of support. To add your name to the petition check out the website:

www.ipetitions.com/petition/WITCHHUNT/index.html

Computer jokes
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1) Home is where you hang your @.

2) The e-mail of the species is more deadlier than the mail.

3) You can’t teach a new mouse old clicks.

4) Great groups from little icons grow.

5) C: is the root of all directories

6) Don’t byte off more than more than you can view

7) There’s no place like home.com

8) What a tangled website we weave when we first practice.

9) Give a man a fish and he will feed himself for a day; teach him to use the Net and he won’t bother you for weeks!
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 ME Research UK - New website news 


We're very pleased to announce that the ME Research UK website has just undergone a major facelift. We hope you'll agree that the new design is an improvement, and that 

it is just as easy to find your way around.

As well as the aesthetic considerations, we have also  tried to make sure that the new site follows current guidelines for web standards, which includes considerations for accessibility. And we have also tried to incorporate some of the comments that we've had over the years about improving the site.

There are still a few tweaks to be made, but we'd be very keen to hear any comments or suggestions you might have about the new design.  In the meantime, thank you again for your support for ME research, and we hope you'll continue to visit the ME Research UK website:

http://www.meresearch.org.uk/

Christmas Cards:

Our Christmas cards for 2007 are now on sale. There are 12 designs, all at a reasonable price, and they tend to sell out quickly, so be sure to get your orders in as soon as possible. Order at:

http://www.meresearch.org.uk/friends/cardshtml

Edinburgh Conference DVD

Our New Horizons research conference took place in Edinburgh May, and you can read a summary of the work presented and order a DVD set of the presentations:

http://www.meresearch.org.uk/archive/newhorizons.html

That's all for now.

- Dr. David Newton
ME Research UK
Perth PH1 5PP


D.W.P. medical guidelines for D.L.A. decision makers

                                   - www.afme.org.uk
The tenth and final version of the Department for Work and Pensions guidelines on M.E./CFS is published today, 20 July 2007.

Action for M.E. does not support the DWP guideline.  We reject the basic approach in which "evidence-based medicine" principles have been too narrowly applied in circumstances where so little research evidence is available. Too much weight has been given to a small number of unrepresentative Randomised Controlled Trials. The results of these trials have been extrapolated to make invalid claims about the effectiveness of Cognitive Behavioural Therapy and Graded Exercise Therapy. The experience of patients and experienced clinicians has been largely ignored. 

The methodology is inconsistent with fundamental principles stated in the Government's own policies, including:

1. The National Service Framework for Long Term Conditions, which states that: "Randomised Controlled Trials and other quantitative methodologies are not necessarily best suited to research questions involving long term outcomes, varied populations with complex needs and assessment of impact on quality of life rather than a cure."

2. Patient-derived evidence has been given so little credence as to marginalise the patient voice. This contravenes the central principle of the White Paper, 'Our Health, Our Care, Our Say,' which puts the patient at the heart of the NHS.

3. The imbalance of the document will in practice tend to reduce patient choice of treatment in contravention of a key tenet of NHS and Government policy as set out in the Department of Health document, 'Choice Matters - Putting Patients in Control'.  
4. The definitions of moderate and severe conditions are wholly inadequate and have completely ignored the advice given by Action for M.E. and other M.E. organisations. This leads to a high risk that people with M.E. will encounter even greater difficulty than they do now in obtaining the allowances and support to which they are entitled and which they desperately need.

5. Action for M.E. would wish that this guideline be withdrawn; a view shared by virtually all the other M.E. organisations.

6. However, if the DWP nevertheless decides to ignore our very strong advice, then we will use our membership and wider contacts with people with M.E. to monitor very closely implementation by DLA officials. If there is any evidence of the guideline resulting in people with M.E. experiencing greater difficulty in making claims or getting poorer support, then we will campaign very vigorously for the guideline to be amended appropriately or withdrawn.

www.afme.org. uk

New rules for blue badge holders


http://www.yourable.com/TwoShare/getPage/01News/01Current/September2007blue%20badge

The government has announced measures to prevent people abusing disabled parking badges.  The Department for Transport is also to make Blue Badges available to very young severely disabled children and people with upper limb disabilities. 


The changes will come into force next month and include a hologram to make the badges harder to copy. Campaigners have welcomed the news but say that more needs to be done to make the scheme work properly. 

Children under two whose parents also need to transport bulky medical equipment with them - for example, oxygen cylinders - have now been brought into the scheme. 

People with disabilities in both arms and who do not drive adapted cars will now be entitled to a Blue Badge because many of them have difficulty using parking meters and automatic barriers in car parks.


"These changes will ensure that the scheme continues to help those disabled people who need the Blue Badge concession most," said transport minister, Rosie Winterton. 


The Department for Transport has also announced a review of the Blue Badge scheme which will report back in the spring of 2008. 


Among other issues, the review will consider whether people with temporary disabilities should be eligible for a badge. 


In addition to the hologram new Blue Badges will include a serial number that identifies the gender of the holder as a further measure against misuse. 


Welcoming the announcement, Douglas Campbell - the chairman of the disabled motorists' organisation, Mobilise - said that any measures to improve security and to prevent fraud were a step in the right direction. 


"Introducing the badge for the most severely disabled young children is also a welcome move," he said. 


But he added that more work needed to be done to ensure that only those disabled people who met the criteria were issued with badges. Local authority staff also needed better training on how the scheme should be run so that it could be enforced effectively, according to Mobilise.  "We also need a central database of stolen and fraudulent badges so that they can be logged on a computer system and readily identified." 

www.direct.gov. uk
Child Protection

AfME and AYME have worked together to produce Child Protection Guidelines, which can be downloaded from:

 www.ayme.org.uk 

This guidance has been written as a result of the ongoing reporting by families and health care professionals of cases where child protection action has been taken or threatened alongside a diagnosis of CFS/ME, or in the early stages of the condition prior to diagnosis. 

The working group, from a range of professional backgrounds, has tried to dispel the myths and give the information that people need to make professional and informed decisions when child protection concerns are raised in a case of CFS/ME. The guidance signposts the reader to further resources and organisations that can offer  support. 

It is hoped the result will be a reduction in the number of families, children and young people placed in this stressful and avoidable position.

MEA looks for more trustees:

www.meassociation.org.uk

We are looking for new trustees to join the board of The ME Association - in preparation for our AGM  and trustee elections which will be held next year . 


They should be people of goodwill, able to work as part of a team, with the staff and - because we don't have a chief executive - willing to combine strategic thinking with some of the nitty gritty of day-to-day management. 


We welcome applications from people with ME/CFS (and those without), their carers and partners - so long as they are well enough to attend bi-monthly meetings in Buckingham, and take part in message board communication between meetings. 


We already have a blend of skills on the board - legal and governance, medical, campaigning, financial planning, as well as lots of life experience. 


Because of the challenges we face in the near future, it would be good to build on these strengths by having additional expertise from the fundraising, marketing and IT sectors.


The job will be what you make of it - working within already well-established procedures and with a bunch of talented people. 



The board reserve their right to interview applicants who wish to confirm their interest in becoming trustees after the first, informal contacts. Applicants will be invited to our office in Buckingham for the interview. 


One thing we do ask. If you are not already a member of the association, our rules require that you join before you become a trustee. 


Under existing charity law, we cannot pay trustees for their work. But trustees are able to claim all reasonable travel and subsistence expenses as they are incurred. 


If you are interested in a voluntary position which can make a real difference to our future, please contact the following for an informal chat. 


- Gill Briody 

Company Secretary, The ME Association, 4 Top Angel, Buckingham, MK18 1TH, 

tel: 01280 818964.

Nice Guidelines on ME/CFS 

- Statement by the ME Association Board of Trustees

In September 2006, the National Institute for Health and Clinical Excellence (NICE) Guideline Development Group (GDG) published a draft of their proposed guidance on ME/CFS for consultation. This was the first opportunity for doctors, charities and other stakeholder organisations to read and comment on the  proposed guidance.

The reaction from The ME Association, as well as many other ME/CFS charities, was that the proposed guidance was completely unfit for purpose. This was a view that was shared by a number of doctors involved in both clinical care and research into this illness, as well as politicians on the ME All Party Parliamentary Group at Westminster.

Our principal objection to the guidance related to the way in which NICE had failed to accept the conclusion of the World Health Organisation (WHO) that in our current state of knowledge ME/CFS is best classified as a neurological disorder. NICE also failed to refer to any research evidence that supports a neurological causation and they appeared to deliberately omit any of the more serious neurological symptoms that were noted in the Chief Medical Officer's (CMO) report. In fact, any reference to neurological cause, neurological symptomatology, or neurological symptom relief appeared to be a no go area for NICE when it comes to ME/CFS.


As a result, their proposed guidance on management was dominated by the advice that everyone with mild or moderate ME/CFS should be offered cognitive behaviour therapy (CBT) or graded exercise therapy (GET) as a first choice treatment - regardless of their clinical presentation or the stage of their illness.

We pointed out at the time that the evidence base for both of these controversial and costly behavioural therapies remains weak with some published studies finding no benefits at all. We also pointed out that in evidence submitted by patients to the CMO report only 7% found CBT to be "helpful" whereas 67% found CBT had made "no change" and 26% reported that it made their condition "worse". And in the case of GET, 50% found that inappropriate exercise therapy had made their condition "worse". These are very worrying outcomes. 

In addition, we pointed out that even if these therapies were anywhere near as successful as was being claimed by NICE, there was no money in the NHS pot to cover the cost of everyone with mild to moderate ME/CFS (a population of around 200,000 according to their own estimate) being treated with a course of 12 to 16 sessions. And where would all the extra properly trained therapists come from?

Our other key reasons for concluding that the draft guidance was unfit for purpose included:

1. A failure to accept that ME/CFS is a very heterogeneous disorder in relation to both clinical presentation, causation and course - hence a 'one size fits all' approach to management is clearly inappropriate and may even be harmful.

2. Too much reliance on research data that comes from psychiatrists and insufficient attention to evidence relating to fatigue in neurological disorders.

3. A relaxation of the clinical criteria for defining the illness - the NICE redefinition requiring only one of the so-called minor symptoms with some characteristic ME/CFS symptoms not even appearing on the new list. The new NICE definition would bring in even more people with undiagnosed chronic fatigue under the ME/CFS umbrella.                                                  
This would complicate the picture still further.


4. A failure to deal with many aspects of symptomatic relief - muscle, joint and neuropathic pain in particular.


5. A failure to properly cover many key aspects of management - eg. alternative therapies; benefits; occupational health; nutrition; pregnancy - that are not directly related to symptom control.


6. A very inadequate guide to the management of relapses (or setbacks - the term used by NICE).


7. The complexities and multiple problems faced by people with severe ME/CFS are being largely ignored.


As a result of an unprecedented volume of critical responses from stakeholders, NICE were forced to abandon their decision to publish the final guidance in April 2007.


The MEA, along with other stakeholders, was informed that the final version would be published on August 22nd 2007. This would be without any further consultation or an opportunity to comment on the content prior to publication.


MEA trustees have now carefully considered the content of the final version. 
We welcome some helpful new material at the front which:


a. States that the symptoms can be as disabling as many other serious physical illnesses.

b. Emphasises the need for early diagnosis and management.


c. Makes it clear that patients must be fully informed about the type of treatments being proposed. 


d. States that there should be shared decision making and that patients should not be coerced into taking part in treatment programmes that they are not happy with.

However, the remainder of the guidance has seen very little significant change. And so our key objections remain:


a. The guidance still fails to accept the WHO classification of ME/CFS as a neurological disorder - a classification that is also accepted by the Department of Health. 


b. The section on diagnostic assessment continues to use a much looser and unvalidated definition for considering a diagnosis of ME/CFS but fails to explain how this should then be narrowed down to confirm the diagnosis.

c. The advice on management continues to be dominated by the recommendation that everyone with mild to moderate ME/CFS would benefit from trying a course of CBT and GET - which may well be based on the psychosomatic model of ME/CFS where it is maintained by abnormal illness beliefs and behaviour. 


d. There is still very little in the way of additional information on symptomatic relief - pain in particular. 


e. There is still a complete failure to address many key aspects of management.


f. The key message in the BMJ review about management of a relapse: '...advise patients to maintain physical activity if possible,' is not evidence-based and may well result in a further exacerbation of symptoms.


g. The coverage of issues affecting the severely affected remains inadequate - in particular the provision of domiciliary services.  In addition, the shortened version for patients, carers and families contains far too much repetitive waffle that is of little practical value.
NICE were presented with a unique opportunity to provide practical guidance that would help to ensure that  people with ME/CFS were offered management advice covering all aspects of the illness that would be acceptable and beneficial. They have failed the task that was set.

People with ME/CFS in England, Wales, Scotland and Northern Ireland urgently require a network of physician-led multidisciplinary services based on a biomedical model of causation. Where such services already exist they are much appreciated by patients - as was demonstrated at the July 2007 meeting of the ME All Party Parliamentary Group at Westminster.

(http://www.meassociation.org.uk/content/view/307) They do not want a network of services that offer little more than CBT and GET.

Overall, we must therefore conclude that the NICE guidance remains unfit for purpose. We call for the guidance to be withdrawn and rewritten by a group of health professionals who unambiguously accept that they are dealing with a physical rather than a psychosomatic illness.

- The ME Association
7th September 2007.

Additional Notes:

The MEA has organised a public meeting on Saturday 15th September in Peterborough to discuss the NICE guidelines. Taking part will be Professor Richard Baker, Chairman of the GDG and other officials from NICE. After the presentation there will be an opportunity to ask questions. Further details on the MEA website:

http://www.meassociation.org.uk
or in the July issue of ME Essential.
The MEA has just published a fully updated 2007 edition of their own 36 page guidance on research, diagnosis and management. 'ME/CFS/PVFS - An Exploration of the Key Clinical Issues' is written by MEA Medical Adviser Dr. Charles Shepherd and Consultant Neurologist Dr. Abhijit Chaudhuri. Copies can be obtained using the pdf literature order form on the MEA website:

http://www.meassociation.org.uk

The Whittemore-Peterson Institute is featured on  Channel 4 KRNV.com at:

http://www.krnv.com/Global/category.asp?C=65026&nay=menu113_7_6


 Research Project with Sunderland University

Our group has once again been approached by Researchers at Sunderland University with a request for member participation in a research project. Building on recent work and using newly acquired equipment it is hoped that they will be able to identify specific identifying markers peculiar to ME/CFS that could be used to aid diagnosis.

Participants will be required to provide a urine sample and also a sample from another member of their household or a friend who does not have ME/CFS to act as a control. The study will be anonymous with minimum details needed eg. sex and age.   

I will be co-ordinating the project and all enquiries must be made via our support line on 0191 4556959 and not via the University. Below is a brief outline and explanation of the project by the researcher. If you are willing to take part and I have not already been in touch with you then please ring me.

- Pauline Donaldson

“I have a Ph.D. in the development of techniques to discover possible metabolic products from people with specific conditions, with the eventual aim to use these biomarkers as possible routes to explain the underlying problem and develop diagnostic tests.  My initial area was the study of autism, another condition without definitive and unambiguous tests for diagnosis. I used the analysis methods I developed here and applied them to the analysis of urine samples from people with CFS and ME.  At this point this was only looking at one specific compound to test it's relevance as a putative biomarker of the conditions.

I would like to focus more closely on these conditions and have developed a two - fold strategy using modern instruments and techniques to probe for the presence of marker compounds in the urine of people with CFS.  

This will be combined with recently acquired software to automate the discrimination of the complex profiles and cross-reference the compounds observed in the urine of people in the control and diagnosed groups.

I believe this approach will give an excellent chance of discovering any possible future urinary marker for the conditions and allow a more empirical and less ambiguous method of diagnosis.

 - Dr. Lee Williams BSc. PhD. AMRSC.

 Sunderland Pharmacy School


Christmas lunch

The group’s celebration Christmas lunch this year is on Wednesday 5th December at Bede’s World Jarrow at 1.00pm. We were lucky enough to be there last year for a superb meal that was enjoyed by everyone.  

The cost is £9.95 and the numbers are limited to 24 so it’s “first come first served.”  A non-refundable £5 deposit will secure your place and the balance is due on the day. 


Please ring Pauline on 0191 4556959 to book.

 

Great North Run
Here’s Julian again wearing his race shirt and medal after the race.  Julian ran the event for the first time in an impressive 1hour 41 minutes.  He then came home, had his lunch and went surfing for two hours!  Yes folks that’s what it’s like to be fit and 
well - and young!



That’s all for now folks – Goodnight until next time!










Thanks to Julian, who is wearing one of our T-shirts before taking part in the Run.
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