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Chairman’s Report

It’s hard to believe that we are into December already and the year 2005 is almost out.  It is nice to finish the year on a “high note” as the latest news is that there is to be an Independent Parliamentary Inquiry into ME/CFS.  Professor Hooper first mentioned it at our AGM in October but at that time we were unsure of the terms of reference or the time scale for the inquiry. The Inquiry will focus on ME/CFS-related research particularly since the Government Working Party Report of 2002. The time scale is very tight as all submissions have to be sent in by December 20th 2005.  We will be submitting evidence based around two studies we have undertaken. The first questionnaire and subsequent report of December 2004 was around Social and Medical care and the second study is in regard to the Socio-Economic effects of ME/CFS.  Initially, in order to meet the deadline, the second study will cover 20 people from the group (some 10% of our membership). This will give us some statistics to submit quickly. However we will be sending out questionnaires to the remainder of the membership in January to complete the study. Thank you in advance for your co-operation. A successful outcome of the Inquiry would be funding given for ME/CFS related research into the physical aspects of the illness.

I hope that you are able to have a peaceful, comfortable Christmas and that the coming year brings hope of better health.

Best wishes,
                                                                                                                                                                                                                                         - [image: image4.png]


LeslieTate.
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 Dates for your Diary

[image: image6.wmf]January 18th: 

Group meeting at Nookside.
February 15th:

Group Meeting at Nookside.
March 15th:

Group Meeting at Nookside.
March/April:

Fundraising Concert in aid of MERGE - details to be announced later.

Early Day Motion on M.E. Research Tops 200 Signatures - AfME

 13 December 2005

205 MPs sign the Early Day Motion (no. 260) to draw government attention to the lack of scientific research into M.E.

Early Day Motion (EDM) 260 calling for scientific research into the illness Myalgic Encephalopathy has now a total of 205 signatures, making it one of the highest ranking health issues being recognised by MPs at the present time.

The motion, by David Taylor MP, calls on the Government to "provide the necessary funds to secure and promote this and other studies into the cause and treatment of ME." It also reminds people that the annual economic cost of M.E. to the nation is £3.5 billion and that there are a quarter of a million people affected with the illness.

It is the 50th anniversary of the first description of M.E. in medical literature, but despite this there has been little progress in research.

An Early Day Motion is a statement tabled by Members of Parliament calling for a debate on a particular subject. It enables MPs to draw attention to an issue and to canvass support for their views by inviting other Members to add their signatures in support of the motion.

Action for M.E. is supporting the EDM and we are asking you to write to your MP to add their signature. To see if your MP. has signed up see:

http://edmi.parliament.uk/EDMi/EDMDetails.aspx?EDMID=28461&SESSION=875
 - www.afme.org.uk

 Unravelling the Mysteries of ME/CFS

- A lecture by Dr Vance Spence and Professor Malcolm Hooper .

There was a Public Lecture in the Murray Library Lecture Theatre, Sunderland University on Thursday November 17th entitled “Unravelling the Mysteries of ME/CFS.” The event was attended by more than 200 people from around the North East - some travelling from as far away as Alnwick in Northumberland. There were also some medical staff and other professionals in the audience.

Dr Spence, An Honorary Senior Research Fellow of Dundee and also a person with ME, talked about the research charity MERGE (ME Research Group for Education) of which he is a founder member and chairperson. He outlined the research investigations that MERGE has carried out so far and their plans for future studies. He spoke of the frustration of the fact that there are many obvious identifiable abnormalities found in people with ME/CFS which should naturally lead to further investigative studies. However projects put forward to the Medical Research Council (MRC) for funding support have so far been refused. All work therefore has been funded by the Charity from donations and fundraising activities. 
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One such study involving children with ME will be taking place in early 2006 and a group of children from the North East will be participating. Pauline presented a cheque for £1,000 from our research fund towards this project.

Professor Hooper then spoke about the forthcoming Independent Parliamentary Inquiry to which he is to contribute. He encouraged people to send in their experiences to the Inquiry to tell their story. A question and answer session followed. 
 Pauline presenting the cheque to       
 Dr. Vance Spence.
Pauline then thanked the Dean of the University and the two speakers for giving so freely of their time.

NB: We have included a transcript of the talk by Dr Spence with this newsletter and further information about MERGE can be found on their website 
    www.meresearch.org.uk                         
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Christmas Greetings
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Pauline and Les Donaldson send warm wishes to everyone for a peaceful Xmas and a New Year full of hope.
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Wishing everyone a happy, healthy and safe New Year – Best Wishes from Judith Hood.

All the very best for a Merry Christmas and a happy, healthy New Year - Christina, Ian and Jonathan Walker.
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To all members, sending all good wishes for Christmas and the New Year. With many thanks to our committee for all your help and support. From Ann Harrison.

Have a Happy and Holy Christmas and a healthy New Year – love Kathryn, Bill and families.
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Wishing all our friends a very happy Christmas and a healthy New Year. Love from Christine and Robert Peacock.

Best Wishes for Christmas and a happy and healthy 2006 - Andrew, Amy and Ellen.
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Merry Xmas to everyone – from Aileen.
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Hope you all have a healthy and happy Christmas and New Year – love from Clare and Craig Allen.
[image: image17.png]


Wishing all members of the group a healthy and happy Christmas and New Year - From Tom Forsyth.
[image: image18.wmf]Pat and Allan Houghton wish all members a Happy Xmas with all good things for the New Year. Special thanks to our committee for their efforts on our behalf.
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Leslie and Joan Tate send warm good wishes to everyone at Christmas and for the coming year. 

 Pacing Talk 
Group member, Kelly Watson gave an excellent presentation on Pacing at the group meeting in November. She talked through the principles of Pacing from an ME perspective and the importance of conserving energy and preventing a “boom and bust cycle.” Kelly suggested writing a management plan and keeping a diary to record daily activity and rest periods. She also referred to a very useful information booklet on Pacing produced by Action for ME. We have some copies to pass on to members at £2.50 each including p&p. Ring the helpline on 0191 4556959 to purchase a copy. 

- by Kelly Watson
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Remember this at Christmas Time

According to the Alaska Department of Fish and Game, while both male and female reindeer grow antlers in the summer each year, male reindeer drop their antlers at the beginning of winter, usually late November to December. Female reindeer retain their antlers until after they give birth in the spring.

Therefore, according to every historical rendition depicting Santa's reindeer, every single one of them, including Rudolph and Blitzen, had to be a girl. 

We should've known... only women would be able to drag a fat man in a red velvet suit all around the world in one night and not get lost!

Christmas Lunch 
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Members of the group enjoyed a pre-Christmas lunch at Ragamuffins Restaurant Mill Dam, South Shields. The carvery was delicious and very good value for money with the Spotted Dick pudding after “to die for.” We were joined by Professor Malcolm Hooper and his wife Mary and other ME friends. Professor Hooper was given a “special present” from the group and in return he entertained us with a very funny monologue. (Watch this space for more of this at our fundraising concert in the Spring!!) 
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                             Professor Hooper in full flow.
Christmas Lunch  ( Number Two) 

                            [image: image3.jpg]



Our Vice Chair, Liz Clark and I were invited to celebrate Xmas lunch at the Sea Hotel with friends from the South Tyneside Fibromyalgia Support Group. What a lively group they are too and lots of fun was had by all. Thanks to John Wood, Chair, for the very kind invitation.

 - Pauline Donaldson.
The Solicitor’s Room
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In association with the Disability Alliance, a panel of solicitors has set up a website to provide disabled people with access to legal advice. A secure file will be set up for each client.

www.thesolicitorsroom.com
Online Services - AfME

Welcome to our online counselling service for people with M.E./ CFS. This pilot scheme offers counselling sessions with a professionally qualified counsellor to members of Action for M.E. 

A registration form is available on the online counselling website. 

Please note that our counsellors will not be able to give medical advice on ME/CFS or plan a detailed pacing programme.

http://counselling.afme.org.uk/default.php

 Infoline

The MEA has an information sheet covering all the pros and cons of 
having a flu jab this winter.  It also contains the results of a small survey on what sort of reactions people with ME/CFS have reported following the use of this jab.

The info is also on page 17 of issue 92 of ME Essential. 
 Regards,

Dr. Charles Shepherd   
MEA

All Party Parliamentary Group for ME/CFS

- Dr. Des Turner MP

One of a huge number of all party groups, this one exists to promote the interest of ME sufferers.  The meetings of the group have highlighted many issues that concern ME sufferers such as the deficiencies in diagnosis and treatment on offer to patients and their treatment in respect of the benefit system.  These issues are an ongoing cause for concern and the parliamentarians in the group undertake regular lobbying of ministers to try and achieve improvements.  In the new session of Parliament there will be a particular focus on the need for more research into ME.  There is currently little or no support for ME research from the research councils and very little understanding of the physiology of the disease.  This sort of knowledge is essential to 
successful treatment of any disease condition and the almost total lack of it is reflected in the lack of effective treatments for ME.  This is clearly a long term aspiration so I hope members are not going to expect any quick answers.


There does not seem to be total unanimity as to the way forwards amongst the
ME community and I hope that the group can play a role in ensuring that all
those concerned with ME can unite in campaigning together for a better future for ME sufferers.

Des Turner
APPG for ME/CFS Chairman
Dr. Des Turner, MP for Brighton Kemptown, has been patron to the Sussex
& Kent ME/CFS Society and a member of the APPG for over eight years. Before
becoming an MP Des was a Councillor in Brighton for many years and was a
scientist carrying out research mainly in the areas of Diabetes and Obesity.
Des became a Councillor for East Sussex in 1985 and became a member of
Brighton Council from 1994-97. He has also been a teacher and a lecturer and
owned his own independent brewery.

www.measussex.org.uk
New Website for Carers

melovedones.org.uk

"What is this website?"

"Hi. My wife has ME. I tried to find a web site or forum specifically for people like me who look after loved ones with Myalgic Encephalomyelitis (ME). I
thought I would find it helpful to talk to others... to share some of the pressures, limitations and strains we experience in our everyday lives. But, I couldn't find one anywhere…so, I made this forum.  I hope you find it useful."

From Andy

Help Needed for Forthcoming Features in ME Magazine

Action for ME is running 2 features in 2006 and need help from people with ME. The two topics are: 

Support Groups: in the February 2006 issue. The main aims of the feature are: 

1. to discuss why support groups are especially important for people with M.E.,

2. to illustrate what types of support groups there are and what they provide, and 

3. to pass on readers' experiences of support groups. 

I am seeking contributions from anyone who might like to make an input 
to such a feature; in particular, I would like to hear of peoples'  experiences of being part of web-based groups, maybe including some thoughts on the advantages that web-based groups have over traditional groups. 

If you have something to say on this, I'd love to hear from you; please email me on: richard.dunn.2005@btinternet.com if possible by November 21st.  If you would like to have some input but wish to remain anonymous that's OK - just let us know.  
Thanks in advance. 

- Richard Dunn

 InterAction Editorial Board

Dreams:
I'm putting together an article on dreams for InterAction and would welcome your experiences. I'd like to thank anyone who responds in advance as I'm severely affected and may not be able to thank you all personally. However, rest assured that if I decide to quote you, I'll get in touch to check if I can use your real name or if you'd prefer to remain anonymous.  The idea of writing an article about 'Dreams and ME' was prompted initially by a book by a Surrealist writer, Michel Leiris, Day as Night, Night as Day, in which he writes about his daily life as if it were his dream-life and about his dreams as if they were his daily life. I wondered about the implications of this, especially for people with severe ME, whose daily lives are often so seriously compromised but many of whom have an intense and bizarre dream life.  Here's what I'm interested to know: 

1. Has your dream-life changed since the advent of ME?

2. Do you have any recurring dreams?

3. What's the weirdest dream you remember having?

4. Are you healthy in your dreams or do you still have ME in them?

5. Do you ever use your dreams as a creative resource? (eg. as inspiration for lyrics, poems, paintings, etc).

6. Do you have nightmares? And, if so, have you found any way of dealing with them or reducing their intensity - I didn't ask this question but many people posted nightmares and said their dream-life was quite traumatic).

One thing that struck me about the dreams people  have  posted  previously was that you didn't need to be a psychologist or an expert on dreams to know what they were saying - thus there were dreams of being able to get out of a wheelchair and walk short distances and then being scared that others would say 'Oh she can walk, she's been making up her illness'; dreams of being ignored; and quite a lot of natural disaster dreams - of being subsumed by the sea or eaten by sharks (I wondered if these had to do with the powerlessness people feel in relation to the illness or if they were speaking of being overwhelmed by forces beyond themselves).

Look forward to hearing from you!                  - Katy. 
reply to:                    katy@wimhurst3052.freeserve.co.uk
EMPLOYMENT QUESTIONNAIRE 

for “Interaction” Magazine

Dear all,

A government body called the Health and Safety Laboratory are carrying out work to develop practical guidance for employers and health and safety inspectors so that they know their responsibilities towards employees covered by the Disability Discrimination Act. As M.E./CFS is one of the conditions specifically covered by the Act, they have asked Action for M.E. to try and find case studies of people with M.E. who have managed to stay in work.

They're particularly looking for positive stories giving examples of good practice with regard to support offered by employers and in particular, any 'reasonable adjustments' made to accommodate your needs as someone with M.E./CFS. (Although negative stories will be read as well). The idea is to compile a web-based resource for employers that they can use for education purposes if they need information about how best to support staff with M.E./CFS in order that they are able to stay in work. Reasonable adjustments might include being able to work from home, part-time, having help with transport or a room to lie down in when you need to rest.

Please send any relevant experiences to Kristin.Hollingdale@hsl.gov.uk and if possible, copy me in at:

interaction@afme.org.uk.   

If you would like to remain anonymous, please say so in your email and confidentiality will be guaranteed.  Further information is included below.  

Thanks for your help.                                                             - Theresa, Action for M.E.

Disability Database

To whom it may concern, 

The Health and Safety Laboratory  are currently  developing a database to encompass the disabilities covered by the Disability Discrimination Act, the effects these disabilities may have with regards to individuals continuing or returning to work as well as suggestions to employers for potential reasonable adjustments. Additionally, we are hoping to include some case studies demonstrating successful implementation of reasonable adjustments by employers. 

In order to ensure that the database is as useable and accurate as possible, I believe it is key to establish links with organisations such as yourself. Through receiving advice and information from various disability organisations, the database will hopefully be of specific relevance to all disabilities covered by the Disability Discrimination Act. 

If you have any information relating to reasonable adjustments and ME or any knowledge of case studies to be used as potential examples in the database, it would be very gratefully received.          Regards,                         - Kristin Hollingdale, 
                                                                       Work Psychology , Health and Safety Laboratory.

Mail:                                      Kristin.Hollingdale@ hsl.gov.uk       
New Book

- out now

Loss of health, control, independence, spontaneity, social life ....."This booklet has been written by Susan White, who has M.E. and is a trained Counsellor /Psychotherapist specialising in those with ME. Susan is also a Listener/Counsellor and Trainer/Supervisor for a major national ME Charity. This booklet explores ways of coping with the many losses resulting from having your life turned upside down by long-term illness and is written from an M.E. perspective, although the strategies employed can be used to cope with any losses past, present or future.

Many Local M.E. Group libraries will have a copy of this booklet. If not, or you would like your own copy, this can be obtained from: Susan White 'The Willows', Northfield Lane, Mansfield Woodhouse, Mansfield, Notts. NG19 8NX.
 £2.50 (includes p&p) per copy. Cheques payable to S. White.

Please feel free to create awareness of this booklet by forwarding this email to your M.E. contacts or Members and/or by a brief mention in your newsletter. Best Wishes.

 - Susan White         Dip.Couns.,Dip.RSA

. M.E. Counselling Practitioner

Susan@atwhite.freeserve.co.uk
Website Now Operational Again

The CFS Research Foundation Website: 

http://www.cfsrf.com[AOL: <ahref=http://mail.Yahoo.com/config/login?/"http://www.cfsrf.com">Here</a>]

is now back online after a gap of many weeks.

"The Foundation Newsletter" (published this time last year):

http://www.cfsrf.com/pdf/Newsletter-10.pdf
and
"The Appeal for Funding"
http://www.cfsrf.com/pdf/Appeal.pdf
give some details of the gene_expression research, being led by Dr. Jonathan Kerr, that they are helping to support.

The Publications page:

http://www.cfsrf.com/Publications.htm contains a lot of the full papers they have supported over the years (although the full papers for their latest two papers have been taken down).  One can download a form to donate at:  

http://www.cfsrf.com/pdf/donate.pdf 
If one wants to donate online, one can do so at the page for the CFS Research Foundation on:

givenow.org:        http://tinyurl.com/cld93
i.e.

https://secure.givenow.org/charitysearch/CharityDetails.asp?Src=CAF&ID=64337
&SID=146003&OrgName=CFS+Research+Foundation&GUID=    

 LETTER TO MR. BLUNKETT

Date ; Thursday  27.10.05

Mr David Blunkett MP,

House of Commons,

London,

SW1A OAA.

Copy to Mr Stephen Hepburn MP 

Copy to the Guardian  for publication.

The Incapacity Benefit Debate

Dear Mr Blunkett,

As a contribution to the IB debate I would like to make some observations about the efficiency of the IB claim ‘system’ as I have experienced it this year.

As a professional  teacher / lecturer for 24 consecutive years who has been sacked on the grounds of Incapacity due to my serious illness, ME/CFS plus complications, I found myself after my salary stopped being paid IB.  Due to the illness it took four attempts to visit the assessment centre for a medical to confirm receipt of the benefit.

My negative observations of the process are:

It was assumed I could attend the centre despite my serious illness.

The so called ‘medical’ consisted of a doctor staring at a computer & asking me to answer questions yes or no when by the very nature of the medical condition either answer would be simply inaccurate.

I had already provided a covering letter explaining why this was the case. I was cajoled into providing a simple yes or no answer.

The questionnaire was 19 pages of pedantic questions that managed to completely ignore the most significant aspects of my illnesses & disabilities.

Having taught how to design questionnaires in Biology at up to degree level, I can honestly say I would have failed the designer of the questionnaire as being utterly useless at its primary function to assess if the individual was so ill as to be unable to work. 

I received a copy of the Incapacity For Work Medical report Form. This was a series of computer generated statements. This load of rubbish contained numerous factual errors, assumptions not based on fact & crass & utterly stupid statements. 

It took about 137 plus pages of information written whilst very ill to refute this crass attempt at a medical assessment.

How do people without computers, scanners & a supportive money-earning wife get through this process’ ?

Between the dates my benefit payments stopped & the appeal was about five and a half months with no income at all.

My positive observations of the process were:

The appeal meeting was allowed to be in my home as I am too ill to travel anything than short distances.

The people at Jobcentre-plus who I contacted re. the over-optimistic possibility of working from home pointed out that I should have been receiving reduced IB for the duration of the appeal process. A case of the left & right hands of the ‘system’ not knowing what each other was doing. Big praise to the Jobcentre-plus people – helpful, sympathetic & empathetic. 

Despite the excellent staff, the ‘system’ was so slow that I did not receive any payment prior to my successful appeal.

The appeal was with, very importantly, an independent solicitor and doctor and no one from work & pensions was present. They took a short period of time to decide that I was obviously a totally genuine claimant & reinstated the benefit & back-dated it.

My general observation is that the IB system is simplistic in its assessment, grossly inefficient at its purpose and does need reform. Not ‘to get IB claimants back to work & not watching daytime TV’ but actually capable of measuring incapacity & supporting genuine individuals such as myself.

Mr. Blunkett, I would be pleased to hear your response to my observations of the massive failure of the IB system to support a very genuine & deserving case in a reasonable time scale. I would be very willing to contribute further observations based on my experiences to facilitate a mature debate about the future of IB. 

 Yours Very sincerely,

 Mr Philip H. Taylor BSc(Hons) PGCE(distinction) CBiol MIBiol

Fundraising

We have received the following funds and thank everyone who helped to raise this money:

Donations:

Seaburn Rotary Club

£110.00

Penshaw Collecting Box  
₤  13.70

A Harrison 


£  10.00

Christmas Greetings 

£  29.00

MERGE donation (S Gray)  
£    4.00

Fundraising:

Cartridge Recycling

£270.00

AGM Raffle   


£  63.50

Coffee Morning for MERGE

A fundraising coffee morning was held in Swalwell, Gateshead to raise funds for ME research. The event was the idea of group member Amy Tate in response to an initiative to encourage people to donate to ME research. The website www.investinme.org.uk” suggested that we “have a cuppa for ME.” Amy had lots of help at the well-attended event from her family, even Granny baked the scones on the day! Several new sufferers came along and were given information and support. A magnificent £175.00 was raised on the day. Pauline presented a cheque to Dr Vance Spence, Chair of MERGE. 

Pauline presenting the cheque for ₤175.00 to Dr. Vance Spence

Newspaper article

Two members of our group were brave enough to put themselves in the limelight and appear recently in the Evening Chronicle. The article, to promote the University Lecture, was sensitively written by a young lady journalist who has friends with the illness. Each story told was a sad, poignant reminder of the effect that a chronic illness like ME can have on the lives of sufferers. In spite of this both members have a wonderfully positive attitude to life and are hopeful for a recovery in the future. We are grateful to them for “going public” for the benefit of us all. Thank you so much.

 Radio Programme

There is a weekly BBC Radio 4 programme “Check  Up” that discusses health issues. Listeners can phone in for advice from the Medical professional present and to give opinions. A recent programme featured ME and the medical professional was Professor Les Findley of the National ME Centre Essex. One of our members phoned in to take part in the discussion. A transcript of the programme is available from the BBC website www.bbc.co.uk. We also have a copy of the programme on CD if any- one wants to hear it (thanks to Phil for recording it). Ring Pauline on 0191 4556959

That’s all for now folks – Goodnight!
Chairman’s Report


Firstly, I would like to take this opportunity to invite you all to our second Annual General Meeting as an independent group.  We are changing the style of previous AGMs in that we are making it into a social evening.  It is to be held on Wednesday 7th August 7.00 p.m. at Nookside Centre, Grindon Sunderland.  


We will be starting with a very short meeting followed by an interlude of live folk music and a poetry reading.  To finish we will have a buffet supper.  The bar will be open for those that are able to drink. All members are welcome and feel free to bring a friend or relative along.  It will be a fitting celebration of another productive and successful year.


Our membership is evergrowing and we are trying to keep up with the extra work involved.  I am grateful to my fellow committee members for their ongoing help and support. We are indebted to Brian Slee for volunteering to act as group secretary until the AGM. 


The launch of our website has been delayed by circumstances beyond our control.  Please keep checking as hopefully it will not be too long before we are “on line”.


Our project to buy a laptop computer that members can borrow to allow contact by email with other members is going well.  We received a very generous donation of £250 from Sunderland Lions towards it, bringing the total raised so far to £350.


Finally can I thank you all for your continued interest in the group.


- Leslie Tate.
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Disclaimer:  The views expressed in this newsletter are not necessarily those of the Committee, or the Support Group as a whole.  Treatments are not recommended, although contributors may express an opinion, give information and/or recount their experiences.
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