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Chairman’s Report

You will find details in this newsletter about the 2nd International ME Conference organized by Invest in ME.  The event is once again to be held in London and is on May 1st and 2nd.  Eminent speakers are booked from around the world to update us about progress in the world of ME. (see article that follows).  Representatives will be attending from our group committee.  Anyone else who is interested in going can register via the Invest in ME website (details overleaf).  Speak to Pauline on 0191 4556959 to find out more.

There are plans to close the building where we hold our monthly meetings (Nookside) and we are currently seeking a new venue.  If anyone knows of a community building where rooms can be hired then please ring 0191 4556959 with the details.  We may be trying some afternoon meetings in various venues to see if these are more suitable for members.  Please note everyone will be informed before we make a permanent move!
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                                                Best wishes, 
[image: image3.wmf]                                                                     - Leslie Tate

Secretary’s Notes

Celebrations 

We are delighted to send love and very best wishes to our Chairman, Dear Leslie and his Darling wife Joan who are celebrating their Diamond wedding anniversary (Yes that’s 60 years married!) on March 26th 2007.
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Despite having ME for most of his adult years Leslie and Joan have had a happy life together enjoying each others company along with their family. They have 2 daughters and 3 grandchildren, who are very close to them.

We are indeed fortunate in that Leslie has remained our chair for a number of years now. His knowledge of ME and his calm attitude along with the support of Joan have helped to make our group what it is today. For that we thank them.

Best wishes to you both. 
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Dates for Your Diary

April 18th 7.00pm:

Group meeting - we will be showing a DVD (20 minutes) of a talk from the 2006 Invest in ME International Conference by Dr Basant Puri on Essential Fatty Acids. 

May 1st and 2nd:

International ME Conference in London. 

May 16th 7.00pm:

Group meeting.

June 20th 7.00pm:

Group meeting.
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Fundraising News

We have received the following donations and would like to thank the people concerned.

J.K. 


             £133.00

A.B.   

 
             £  10.00

Mr. and Mrs. M.H.

 £  70.00

J.R.


  
 £  20.00

Thanks also go to Shelley Lawson, cousin of group member Jill Lawson, who organized a Xmas hamper raffle at her place of work, Volker Stein of Gateshead. A magnificent £342 was raised for us. Well done Shelley!

Standing Order Appeal

I am delighted with the response to our Standing order appeal launched in Autumn 2006, which is already generating over £500 a year for group funds! As a non-funded voluntary organisation our pledge to continue to provide services at no charge to members is wholly dependent on donations and fundraising and we constantly need to identify new fund-raising initiatives.

A second copy of our standing order form is enclosed for anyone who now wishes to make a donation. Remember that if you pay income tax we are able to reclaim the tax paid on the donation via Gift Aid. Why not ask a partner or relative to make the donations in their name if they pay tax and you don’t!

Great North Run

This year’s Great North run is in September and my son Julian and his pal Steve have agreed to run for us and collect sponsor money. If anyone has a GNR entry number and would like to run for us then ring me on 0191 4556959 and I will arrange to send out sponsor forms. I am also happy to collect any donations to support Julian and Steve’s entry.

Printer Cartridges

We are still recycling printer cartridges to raise funds.  They must be original however and not re-manufactured ones and not Epson. Ring 01914556959 to arrange a collection.

Search engines

Everyclick, the search engine (ie. like google) gives 50% of its profits to charities like ours according to the number of clicks the charity supporters make. We have signed up to the scheme and hope, with your help, to be able to generate valuable funds. All we need to do is encourage members, their friends and families to change the Home Page they use to www.everyclick.com and nominate our charity as their chosen charity to benefit. This way every time you go on line and search the web our group will benefit financially. Everyclick show a monthly update of all funds raised alongside each charity so it is easy to see how much is being raised. 

Check out www.everyclick.com, type in our charity number, which is 1083904, and sign up to help our fundraising -it won’t cost you a penny! 
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Infoline

Stay warm

Stay warm is a subsidiary company of Powergen which supplies low cost energy. In order to qualify you must:

1. 
Get your supply from Powergen.

2. 
One person in the house must be over 60. 

3. 
Have four people, or less, living at your address.

4. 
Have no more than 3 bedrooms.

5. 
Pay by monthly direct debit.

For further details to see if you are eligible, ring Stay Warm Customer services on 0800 1 694 694 (Mon-Fri 8am-8pm and Sat 9am-5pm). NB. You must have copies of your last year’s energy bills with you when you phone.

Essential fatty acids

The Vegepa for ME Scheme gives access to a reduced price for this essential fatty acid product and 50p of each pot purchased goes to ME Research UK

http://www.thevegepaformscheme.com/
Blue Badge online service

If you have a Blue Badge, or care for someone who does, you might be interested in a        new online service which, by typing in the postcode, or the name of a city shows:-

Blue Badge parking bays in 64 towns and cities across the UK.

Address, number of spaces and any applicable restrictions and exceptions.

Red route parking bays in London.

Accessible petrol stations in the UK and their service facilities.

http://www.direct.gov.uk/en/DisabledPeople/MotoringAndTransport/DG_10038295 port/DG_10038295
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Our Website
Check out our website www.mecfs.co.uk. We have a new Forum page! Here you can chat with fellow ME sufferers or post questions on any ME-related topics.

- Pauline Donaldson.

A study of everyday and prospective memory in M.E. and Chronic Fatigue Syndrome 

- Alexandra Watson

In 2006 members of our research group volunteered to help a university student who was conducting a study into memory problems and ME. The following is a copy of the summary of her findings:

Myalgic Encephalomyelitis (ME) also known as Chronic Fatigue Syndrome (CFS) is an illness affecting 150,000 to 250,000 people in the United Kingdom. Of those suffering from ME/CFS some have complained of cognitive and memory impairments since developing the illness. There has been limited research into the affects of the illness ME/CFS on all the different aspects of memory, with most research focusing on memory acquisition, storage and retrieval.  The aim of this study was to investigate the affects of the illness ME/CFS on everyday memory and prospective memory.

Using the everyday memory questionnaire, common lapses in everyday memory were measured. The prospective memory questionnaire measured long-term memory, short-term memory and internally-cued memory. This questionnaire also contained a strategies scale, which measured the actions taken to help aid prospective memory. Participants suffering from the illness ME/CFS, and participants who did not, were asked to complete both questionnaires. The results were tested to see if a significant difference in everyday and prospective memory was present between the two groups.

A multivariate analysis of the results found a significant difference between the groups, with more lapses in everyday and prospective memory reported from the ME/CFS sufferers, than the control group of non- ME/CFS sufferers. No difference was discovered for the strategies scale. This would indicate that both groups equally used methods to aid prospective memory, but ME/CFS sufferers still experienced more lapses in this form of memory than those without the illness. These results support previous research findings indicating that ME/CFS sufferers do contend with cognitive and memory problems as part of their illness.

However there were methodological issues that may affect the reliability of this study. Variables such as age, lifestyle choice, (such as smoking, drinking, and drug use) and medication have previously been found to affect everyday and prospective memory. These aspects were not controlled in the present study, therefore affecting its reliability. Further research is recommended using matched participants, better controls and possibly the introduction of Neuro-imaging of the hippocampus during testing.
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The APPG meeting Thursday 22nd

 February 2007 at the House of Commons.

List of those present:

Des Turner MP - Chairman; Andrew Stunell MP - Vice Chairman; Tony Wright MP - Vice Chairman; Peter Luff MP; Dr Esther Crawley, Professor Peter Littlejohns and Adrian Ward - representing NICE (National Institute for Clinical Excellence); Sarah Vero - research assistant to Dr Ian Gibson MP; Doris Jones - 25% Group; Fiona Cairns, Angela Murphy, Heather Walker - AfME; Christine Harrison - BRAME; Dr. Charles Shepherd and Tony Britton - MEA; Paul Davis - RIME; Hugh Berger; Jo Dubiel; Ciaran Farrell; Gus John; Diane Newman; Clive Page; Jill Pigott; Criona Wilson.

Apologies were received from a number of MPs and Jane Colby (Tymes Trust).

Before the meeting started Dr. Turner asked that if anyone was intending to tape record the meeting then this should be made clear at the start.

All of those present were provided with a copy of the joint statement on the  September 2006 draft of the NICE guideline that had been prepared by the patient support charities and organisations (ie. 25% Group, AfME, AYME, BRAME, CHROME, ME Association, National ME Centre, Tymes Trust).

Presentation by representatives from the National Institute for health and Clinical excellence (NICE):

The main part of the meeting - lasting from about 1.40pm to 2.45pm with an interruption for a division bell at 2.30pm - was devoted to presentations and discussion involving Dr. Esther Crawley (Consultant Paediatrician who sees around 150 - 200 children and adolescents with ME/CFS each year and is a member of the NICE Guideline Development Group) and Professor Peter Littlejohns (Clinical and Public Health Director at NICE). They had agreed to attend in place of Professor Michael Rawlins. The presentations were followed by a question and answer session.

Professor Littlejohns started off by giving some general information on the NICE guideline development process. Since 1999 he has been responsible for the overall process of producing clinical guidelines at NICE - the organisation that now produces more guidelines on health topics than any other similar body in the world.


Dr. Crawley briefly described the process relating to ME/CFS.  These two short presentations mostly covered very familiar ground - all information is based on the best available evidence to answer clinical questions; an active consultation process; nothing is set in stone etc. etc. However, it was interesting to note that NICE are now giving a clear indication that they wish to be far more receptive in relation to looking at all forms of evidence regarding management options - the results of randomised controlled trials are not necessarily at the top of the hierachy of evidence. This appears to be a significant and recent shift and is something that is obviously very relevant to the ME/CFS guideline. 

Among the main points to emerge:

a.
There appears to be no more room for public and stakeholder consultation on the content of what NICE believe is going to be the final version. 

b.
The intention is still to publish the final guidance in late August and it looks as though the charities will not have access to the guideline before publication. 

c.
Feedback on comments sent in on the September draft will be made available before publication. 

d.
It was put to NICE in very forceful terms that in view of the importance of getting things right, especially in view of some of the information that had come from patient representatives during the course of the meeting, there should now be a further delay in publication. This was not greeted with any enthusiasm by NICE. 

e.
In response to a question about whether NICE would still publish the guideline if it was clear that patient representatives still regarded it as unfit for purpose, and patient representatives on the GDG refused to endorse it, the answer was that publication would still occur. 

f.
However, it was pointed out that there has been one precedent for a final NICE guideline not being published. 

g.
On the issue of WHO classification of ME/CFS as a neurological disorder in G93.3 of ICD10, the NICE representatives had great difficulty in giving a clear answer as to whether NICE supported this classification. They did not appear to be receptive to including this information in the shortened version - the copy that will be read by doctors. 

h.
When questioned as to whether ME/CFS was primarily a physical or psychological illness, the best answer that could be obtained was that it was biopsychosocial' - in other words there are physical, psychological and social aspects all interacting. It was pointed out that in the real world official bodies such as the DWP do make decisions on whether an illness is physical or psychological.

 i. 
On the issue of behavioural interventions - ie. CBT and GET - there were several contributions from the floor regarding the unacceptability, lack of effectiveness and potential harm that can arise from these approaches. The NICE position appeared to be that the guideline would be offering these as options to patients rather than dogmatic recommendations about their use by health professionals. It was acknowledged that an opening statement in the current draft - When the adult or child's main goal is to return to normal activities then the therapies of first choice should be CBT or GET.... was very badly worded and it looks as though this will now be withdrawn. It was also pointed out to NICE that people with ME/CFS want to get better and that the reference to those whose main goal is to return to normal activities was offensive and insensitive.

j.
 Issues relating to the severely affected and how these had not been properly addressed in the guideline were once again emphasised by several charity representatives. 

k..
 There appeared to be acknowledgement from NICE that the guideline had not made a good case for more research into biomedical aspects of ME/CFS.

 l.
 Defects in the methods for collecting feedback from stakeholders and people with ME/CFS during the consultation process on the September 2006 draft were highlighted. 

m.
 NICE acknowledged that the volume of feedback received from stakeholders and other interested parties was one of the largest they had ever received - and this was the main reason for the delay in publication from April to August. Among the contributions from the floor was a very moving account by Criona Wilson of events leading up to the death of her daughter, Sophia Mirza.


By the time the NICE discussion had finished, the meeting was running well over time - so discussion on remaining items was either brief or deferred till next time.

Mental Health Act and Mental Incapacity Bill:

Discussion deferred till next meeting.

New Code of Conduct for APPG Meetings:

Further discussion deferred to next meeting.

Early Day Motion (EDM):

This has now been prepared by Dr Ian Gibson, who was unable to attend the meeting. Copies of the EDM were handed out by his research assistant, Sarah Vero.

Wording of the EDM:

This House recognises myalgic encephalomyelitis (ME) as a serious, long term, debilitating illness, that affects more people in the UK than HIV/AIDS; 
welcomes the Group on Scientific Research into ME's Report 'Inquiry into the status of CFS/M.E and research into causes and treatment; notes the Department of Health classification of ME as a neurological condition; calls on all government departments to accept this definition; calls for the implementation of internationally recognised clinical and research criteria which reflect the Department of Health classification, similar to the guidelines used in Canada; calls for the collation of national epidemiological data of ME patients based on this criteria; calls for an independent panel of medical experts to review the existing international and UK biomedical evidence relating to ME to identify areas for further research; calls for massive further research into potential aetiology and treatments of ME.

Next APPG Meeting:

Date to be arranged - probably after Easter.  It is hoped that the NHS Plus guideline on employment will form part of the agenda at this meeting and that a representative from this guideline group will be able to attend.


NB: It isn't always easy contributing, helping to administer a meeting, and taking notes at the same time. So please let me know if anything appears to be factually incorrect and apologies if I have spelt any names incorrectly. This is a personal note of the meeting for the MEA. The APPG minutes will be produced by the charity secretariat in the normal way. 

- Dr Charles Shepherd,

Medical Adviser,

 ME Association
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 The International ME/CFS Conference 2007

An Update on Clinical Diagnosis, Treatments, Support and Research of Myalgic Encephalomyelitis / CFS:  A reminder of the International ME/CFS conference in London in May.

CPD Accreditation from the Royal colleges has now been given to the IiME International ME/CFS conference. Twelve credits will be given for attendance on both days. Six credits are given to each day and delegates may choose to attend the Professionals Day (2nd May) or the Pre-Conference Day (1st May) - or both days. 

Additional presenters: IiME have pleasure in welcoming two additional speakers to the conference:

a. Dr. Derek Pheby - Applied Epidemiology, Univ. West of England, Bristol 

b. Dr. Terry Mitchell - consultant Haematologist and Lead Clinician at James Paget ME Clinic, Norfolk 

                                                          (See the full list of presenters below)

Discounted rate - Sponsor a Medic: IiME are offering a discounted rate for healthcare staff who are recommended to attend by a local ME Support Group. IiME welcome all professionals who are working with, or have an interest in, ME/CFS. 

Background: 

Invest in ME is again holding the International ME/CFS Conference in London in May, 2007. Our ME/CFS conference of 2006 attracted presenters and delegates from eight countries and our DVD of the conference was distributed to over 20 countries including countries in Europe, USA, Canada, Australia and New Zealand. 


Myalgic Encephalomyelitis (ME) is a serious neurological illness (classified by the World Health Organisation under ICD-10-93.3) that causes severe problems for an estimated 250,000 people in the UK, of whom 25,000 are estimated to be children and young people. It is five times more prevalent than HIV/AIDS in the UK. and the leading cause of long term absence of children from school. 

2007 will be a critical year for healthcare staff and ME patients. The key-note speaker is Dr. Ian Gibson, MP for Norwich North who recently chaired the Parliamentary Inquiry into ME which reported that ME needed to be treated with the same urgency as cancer or heart disease. We expect to have an up-to-date progress report on the status regarding future research strategy from Dr. Gibson and the Medical Research Council. This year the NICE Guidelines on ME are also to be published. 

The conference will be a unique opportunity to be informed of the latest research and information from some of the leading experts on ME/CFS in the areas of diagnosis, treatment, epidemiology, paediatrics and research. 

Conference Information: 

· The conference takes place over two days 
·  Either one or both days may be attended. 
·  Both days carry maximum CPD accreditation.

ME Awareness & Support Day (1st May):

Is for individuals, ME Patient Groups and Healthcare staff to discuss important issues regarding treatment, Guidelines and research of ME/CFS.

Professionals’ Day (2nd May):

Is for healthcare staff, clinicians, GPs, Paediatricians, researchers, occupational therapists and academics who wish to hear the formal lectures on research, treatments, epidemiology and paediatrics related to ME/CFS. 

Note: Both days are open to all interested in ME/CFS.  Discounted rates apply for attendance on both days.

Our speakers include some of the foremost experts, researchers and clinicians working with ME/CFS including:

a.
 Professor Malcolm Hooper - Emeritus Professor of Medicinal Chemistry, University of Sunderland. 

b.
 Dr. Byron Hyde of the Nightingale Research Foundation, Ottawa, Canada.

c.
 Dr. Jonathan Kerr - Sir Joseph Hotung Senior Lecturer in Inflammation, St George's University of London.

d.
 Dr. Kenny de Meirleir - Professor of Physiology and Internal Medicine at Free University of Brussels in Belgium.

e.
 Dr. Vance Spence - Chairman of ME Research UK.

f.
 Dr. Abhijit Chaudhuri - Consultant Neurologist at Essex Centre of Neurological Science. 

g.
 Dr. Sarah Myhill - GP and Secretary of the British Society of Allergy, Environmental and Nutritional Medicine.

h.
 Dr. Nigel Speight, Consultant Paediatrician at University Hospital of North Durham and member of Chief Medical Officer's Working Group on ME/CFS.

i.
 Professor Basant Puri, Consultant at Hammersmith Hospital.

j.
 Professor Martin Pall Washington State University.

k.
 Annette Whittemore, HHV-6 Foundation, Nevada, USA.

l.
 Ellen Piro, President of Norwegian ME Association.

m.
 Dr. Terry Mitchell, Lead clinician James Paget ME Clinic, Norfolk.

n.
 Dr. Derek Pheby, Director Unit of Applied Epidemiology, faculty of Applied Sciences, Univ. Western England.

Conference Registration: 

We welcome you, and anyone you feel may be interested, to attend this major international conference on ME/CFS.  Bookings may also be made by using the internet web-site at:

http://www.investinme.org/IIME%20International%20ME%20Conference %202007%20Registration.htm

Full details of the conference can be found at:
http://www.investinme.org/IIme%20International %20ME%20Conference %202007%20Home.htm

Should you have any further questions relating to the conference please contact us at: meconference@investinme.org 
We look forward to welcoming you to the conference.

                                                                                  Yours sincerely,

- Invest in ME.

 - Proposed 'M.E. Specialist Treatments "(Cognitive Behaviour Therapy, Graded Exercise Treatment & Pacing) - A Thorough Appraisal" ME community project

(Note: This is a separate study, in addition, to our other evidence gathering ME Community Project, 'Radical Treatments (Reverse Therapy, Mickel Therapy, Emotional Freedom Techniques (EFT) and the Lightning Process')

From about 2004 there was a network of clinics, called the Clinical Network Co-ordinating Centres (CNCCs) that was established in England, together with Local Multi-disciplinary Teams  (LMDTs), which may make home visits. Other parts of the UK have different arrangements.  In 2005, as a special ME Awareness Week Project, ME Free For All.org suggested a thorough appraisal of these local specialist services but persistent chronic illness in our group has prevented us from seeing it through. 


We now propose to reignite this project by inviting contributions on any aspect of these specialist services, the CNCCs and LMDTs from sufferers, carers, doctors and researchers. We would also like people from all over the world to contribute with perspectives on treatments they have been recommended, heard of, or undertaken so that we may compare international systems. Even if you do not have a formal national  structure yet, you will probably be aware of, or perhaps even have experienced treatments such as Cognitive Behaviour Therapy (CBT), Graded Exercise Treatment (GET) and Pacing.


We invite you to read our TREAT ME pages where we outline the aims and objectives of this project in more detail. You may also like to read both our NEWS articles and LETTERS pages, where you can use our search facility to find information, or contribute your own views and experiences on the FORUM topic 'ME Specialist Treatments - an appraisal' . You may  even wish to join in and help us to run this M.E. Community Project.


We are circulating all M.E. Charities (including 25% Group, Action for ME, the ME Association, AYME, TYMES Trust); Regional M.E. Support Groups, many of which have as members patient reps; National & International Online ME Support Groups (Co-cure, Imega-e, Local ME, MEActionUK, ME Chat, PWME-UK); and the media, especially Health Editors and correspondents from National and Local newspapers. Please help us to keep our contact details up to date by sending an e-mail to:

info@mefreeforall.org 

If you have any help, advice or support to offer, we'd love to hear from you at info@mefreeforall.org

                                                                    Best wishes,

John.

drjohngreensmith@mefreeforall.org
Proposed Radical treatments (Reverse Therapy, Mickel Therapy Emotional Freedom Techniques (EFT) & the Lightning Process) evidence gathering ME community project

Following several claims, in various newspapers, for the beneficial effects on M.E. of a number of different treatments that seem to have no orthodox scientific evidence to support them and to depend largely on faith, we agree with the views expressed elsewhere in the M.E. Community that there is a need for well-designed research.

As a preliminary step to good research design we should gather evidence about the treatments already being offered. 

We shall consider each of them separately but we are also grouping together Reverse Therapy, Mickel Therapy, Emotional Freedom Techniques (EFT) and the Lightning Process as Radical treatments for the purpose of this project.

We now propose to conduct an evidence gathering project for all of these radical treatments, putting a feature for each on our TREAT ME pages with evidence from therapists and patients' experiences.

You may like to read what we have assembled so far, follow the links to PRESS ARTICLES and LETTERS contribute your own views and experiences on the FORUM topic Radical Treatments or even join in and help us with this M.E. Community project.

If you have any help, advice or support to offer, we'd love to hear from you at: 

info@mefreeforall.org

Best wishes.
Action for M.E.'s 2007 campaign - Men and M.E. 
Because we have limited resources, we ask that, if at all possible, the survey is completed on-line but we will, of course, make paper copies available to all who need them. The deadline for survey responses will be mid-day Wednesday 28th February 2007.


We will be contacting you again soon with more information on our campaign activities; as well as providing material you may find useful in relation to any events or activities you plan to undertake during M.E. Awareness Week. In the meantime, please encourage people to take part in our survey! And, if you know any men with M.E. who could help the campaign by allowing us to use them for media interviews, please ask them to get in touch - details can be found on our website.


Finally, can I take this opportunity to thank all of you who undertake fundraising and awareness raising activities - many of which take place throughout the year and not just in our allocated week. Without your help, we can't make a success of any campaign to improve understanding of, and resources for, people with M.E.


With thanks and best wishes,


Chloe Stirk, on behalf of:

Angela Murphy, 
Campaigns Coordinator
Action for M.E.


Direct Dial 0117 9301325.  Action for M.E. is the leading charity dedicated to improving the lives of people affected by M.E.

3rd Floor, Canningford House, 38. Victoria Street, Bristol, BS1 6BY

www.afme.org.uk

Food 4 thought

Leek and Potato Soup:

2 oz. butter.

2 Leeks chopped.

1 Small onion chopped.

12 oz. floury potatoes.

1½ pts. Vegetable stock (Marigold vegetable Bouliion powder is my favourite).
Black pepper.
Melt the butter in a saucepan and add the leeks and onion. Cook gently for 4 or 5 minutes until soft but not browned. Add the potatoes and cook for 5 minutes stirring occasionally. Pour in the stock, bring to the boil, turn down the heat and simmer for 20-30 minutes until the vegetables are tender. Blend in a liquidiser or mash with a potato masher and season to taste.

Carrot and Courgette soup:

2 oz. butte.
1 onion chopped.
3 large carrots - peeled and sliced.
I large courgette –with skin on but washed and sliced.
1½ pts. Vegetable stock.
Gently melt the butter in a large saucepan and add the onion. Cook till soft for approx 3-4 minutes. Add the carrots and cook for a further 3 minutes. Add the stock and bring to the boil. Turn down the heat and simmer for 15 -20 minutes. Then add the courgette and cook for a further 10 minutes until the vegetables are soft. Blend to a smooth consistency in a liquidiser or blender and season to taste.

 Honey Roast Salmon:

1 tbsp. runny honey.
3 tbsps. Soy sauce or Tamari.
2 tbsps. Dry Sherry.
1 Tbsps. Lemon juice.
½ tbsps. Olive Oil.
2 x150G Thick Salmon Fillets.
1tbsp. Sesame seeds.
Preheat the oven to Gas 6,200C. Mix the soy sauce, honey sherry, lemon juice and oil together. Place the salmon fillets in a shallow oven proof dish and spoon the mixture over. Roast in the oven for 15 minutes. Serve on a bed of stir fried vegetables (eg.mange-tout, broccoli and spring onions) and sprinkle with sesame seeds

                                                                Enjoy!
Young peoples’ info - Paediatric Section

“Guidelines for the Diagnosis of Pediatric Chronic Fatigue Syndrome: Things Parents Need to Know".

The full text of David S. Bell, MD, FAAP and E. Van Hoof, Clin Psych, Ph.D., "Guidelines for the Diagnosis of Pediatric Chronic Fatigue Syndrome: Things Parents Need to Know," J of CFS, v. 13, no. 2/3, pp. 79-88 is available in PDF at:

http://www.co-cure.org/rc/Bell.pdf

The Helpline of the Association of Young People with ME (AYME) has recently been accredited with the Telephone Helpline Association's Quality Standard.  
It followed a stringent process by the Telephone Helpline Association (THA), with everything connected to the Helpline inspected, including the message on the answer phone and the way AYME advertises the Helpline to its members and the outside world. Professional indemnity and the relevant policies held by AYME were scrutinised, namely Confidentiality, Child Protection, Complaints, Health and Safety and the detailed Helpline Policy. The Helpline staff and CEO were interviewed at length to ensure that the advice given on the Helpline was uniform and their approach followed AYME's policies. The year's call statistics were examined to discover the percentage of Helpline calls into the office and those calls which were picked up by the Answer phone, together with the busiest time of the incoming calls and the length of time the phone rang before being answered. All the information was recorded by AYME in the THA manual which was carefully checked by their assessor both in observation and interviews.

With 2,300 Helpline calls made to AYME over 2006 and 100,000 hits on the web-site, clearly this organisation is doing very well in giving assistance, information and support to young people and their families. Congratulations to AYME on achieving the THA Quality Standard.

AYME Helpline: Local Rate 08451 23 23 89 Monday - Friday 10am - 2pm. 
Wednesday evening 6pm - 9pm.

- Jill Moss,

 Chairman,

www.ayme.org.uk
Radio programme

BBC Radio Ulster hosted two patient-friendly programmes on M.E. this week. Dennis Murray, one of the BBC's most senior television journalists, interviewed Dr. Nigel Speight on 20th February. Here is an edited transcript:
D.M: I'm delighted to say that Dr. Nigel Speight, who is a consultant paediatrician in Durham, has called the Stephen Nolan show. Dr. Speight, do you specialise in ME, or is it just a part of your general brief?

N.S: I'm a general paediatrician, but for my sins I've  seen a large number of children with ME, both in my  own area and all over the UK - probably about 400-500 children.

D.M: So what's your take on it? Is enough being done by the Health Service? Or is there still a sceptical attitude that it's not really an illness at all?

N.S. The record of the medical profession in this area is not a terribly good one.  There has been a long 30-year period of semi-denial of its reality, which hopefully is now improving. But for many years sufferers both adult and children, had great difficulty getting the genuine nature of their illness accepted. Much of Medicine abdicated the situation, and allowed it to be taken over by the psychiatrists.

D.M: That astonishes me. You would have thought by now the medical profession would have had a research bursary at university, or set up a fellowship.


N.S: In many places it's still an unofficial disease. Medical students aren't taught about it, and medical textbooks include it in the psychiatry section. One of the tragedies is that doctors are trained to do tests, and if there isn't a test for the condition they tend not to believe in it. And there isn't a test for ME. It's a clinical diagnosis - you have to recognise the pattern. When you see it in children - see it striking down happy eight-year-old children in their prime - you just know it's a genuine physical illness.


D.M: I'm very much the layman in this. In layman's terms, what is ME? 


N.S: It's a recognised pattern of symptoms, which we don't yet understand well enough to call a disease. We call it a syndrome of multiple disabling symptoms, of which fatigue and fatigability, headaches, body pain, sleep disturbance, and temperature disturbance form a pattern.  I've seen a young person who slept 23 hours a day  for 9 months; and another girl who only sleeps 4 hours a day and is in total body pain throughout the day.  There's a wide spectrum of severity. There are mild cases where you don't know they’ve got it; they are just about managing to attend
school. The severe cases are at home bedridden and tube-fed. It's a life-threatening condition at its worst.

D.M: There's no cure for it. How do you treat it as a paediatrician?

N.S: I start from a position of saying there's no cure, but there's a lot you can do to help. If it had been researched better for the last 30 years, we might have had a cure by now. Hopefully research is now starting.

Within the medical profession there is controversy about whether it exists, what causes it, and what tests you should do for it. These controversies cross over to the question of cure. There are some doctors who believe that if they exercise the children they can make them better. This is from very dubious research, based on convalescent adult patients - who with very gentle exercise regimes can improve. But it's not a cure. And if you do it for the more severe cases, it makes them worse.

I would disagree with suggestions that ME is psychological. One of our understandings is that something is probably wrong with the functioning of the brain. The World Health Organisation recognises it as a neurological disease.

One of the most marked symptoms in this condition, is that brain function can be impaired and you can get mentally fatigued and lose concentration - just like you get physically fatigued. The brain protests. I had a lad who took his GCSE's from home and he got 2 "A*"s. And then got so exhausted he got 3 "E"s, because his brain gave out.

D.M: Goodness me! Gosh!

N.S: It's like an acquired concentration problem.

D.M: A caller asks if Chronic Fatigue Syndrome is linked to ME?

N.S: It's almost synonymous with it. A lot of doctors don't like the term ME and prefer the term Chronic Fatigue Syndrome. The current situation is that both the Chief Medical Officer's report, and the College of Paediatrics and the BMJ, accept the two as meaning the same thing. Patient organisations definitely prefer the term ME because of its strength and its power, and its organic nature. But a lot of doctors prefer to call it Chronic Fatigue Syndrome - often those who don't quite believe in it as an organic syndrome.

Commenting on alternative therapies, Dr. Speight said:

N.S: There is a learning to cope with ME, learning to live within your limits. Learning your lessons when you have overshot, and you push the boat out too far. By all means go searching for helpful approaches from complementary and alternative medicines. I still say there's no absolute cure. But keep sharing information, and trying things that other people have found helpful.

If I could say one thing about infections: I'm getting very interested in atypical and chronic infections which we don't yet have tests for. A lot of work in the States is looking at a condition called Lyme Disease (the name came from Lyme, New Hampshire). Lyme is caused by a spirochaete, and can be caused by deer or sheep ticks. There is a lot of research coming out suggesting that some ME cases are due to these chronic infections, and can respond to long-term courses of antibiotic treatment.

D.M: Is ME caused by a virus, Dr. Speight?

N.S: One of the other names for it used to be Post-viral Fatigue Syndrome. Which was a bit weak. But it reflected what we all know - that glandular fever and other nasty viruses often trigger ME.

However some cases, maybe 10-20%, may actually be due to bacteria, which can respond to antibiotics. We don't yet have tests for these. The Lyme Disease website is very, very interesting, and worth looking at.

D.M: Is Fibromyalgia the same as ME?

N.S: It's a related condition which some doctors, usually rheumatologists, label their patients with. They concentrate on the tenderness in muscles and the trigger points. But sometimes those patients also have fatigue, and are probably best thought of as having ME with a touch of Fibromyalgia. They are all really under the same umbrella. They cross over each other.

D.M: I'm astonished. Forgive me for saying this - the medical profession seems to be at least confused about this.  Let's get some order to it.

N.S: I have already hinted that I don't think they come out of it very well for the last 30 years. When ME was first "invented" in the 1960's it was called Royal Free Disease. There was an epidemic of a virus in North London at the Royal Free Hospital, and the condition was written up and everyone accepted it. But in 1970 two psychiatrists wrote a paper suggesting it had all been mass hysteria among nurses. And since that time it's been a free-fire zone for the psychiatrists.

D.M: A quick final word from Dr Speight. How do you persuade the medical profession to get this sorted out; to get some Foundation for instance, or to set up a research chair somewhere?

N.S: It is happening slowly. The Government in the UK has recognised the need for Treatment Centres - although there is a lot of patient dissatisfaction with the kind of resources that have been provided.

ME is being taught more in medical schools. I lectured the trainee paediatricians of the north of England recently. ME must get into medical training, and it has to be recognised as official. Once doctors are taught about it they'll believe in it.  

All these stories I'm hearing today - there's seems to be a vacuum. Patients are not being helped enough by their doctors. For adult patients it is tremendously important that they have medical backing to get benefits and retirement pensions. A lot of patients have been treated very unfairly by the system, and by the Benefits Agency.

The medical profession have to get it right. We have to research it more as a physical disease, and we have to find more treatments.

D.M: OK. Dr. Speight that's brilliant, thank you for joining us.

When you're an ME sufferer there's still hope.

Dennis Murray became Ireland correspondent for BBC national television in 1988, and has remained in that role since. He received the Royal Television Society's Journalist of the Year award in 1997.

Transcript and editing by Horace Reid.

Hi,

I have just started using a new search engine, www.everyclick.com that gives money to charity. Please give it a try - it's a  great way to give everyday and it doesn't cost you a penny!  All you have to do is choose our charity as the one you want to support (1083904) make everyclick your home page and then use it whenever you search the web or shop online.

Please give it a go and if you like it as much as I do - pass this message on!

- Pauline
Useful Books

Help at Home is a guide to community care services in England. It is written for people who need care at home because of physical or mental needs or because of a learning disability. It is also for friends, relatives or carers who may be helping arrange care for someone. Published Dec 2005   £7.00 (concessionary rate for individuals on benefits £3.50, also available on audio tape ISBN 1-903335-34-5.

Moving into Work is a guide to the benefits, tax credits and other help available to disabled people considering work or self-employment. New edition published April 2006 £7.00- also available in audio-tape.

To order a copy of these guides send a cheque or postal order to Disability Alliance, Universal House, 88-94, Wentworth Street, London E1 7SA.

Benefit Info

Permitted work changes:

As of April 2006 people working under the permitted work higher rules can work for up to 52 weeks in all cases. This replaces the previous 26 week limit with the DWP (Dept of Work and Pensions) having a discretionary power to extend the limit to 52 weeks.

People exempt from the PCA (Personal Capability Assessment) can work indefinitely as long as they remain in the exempt group, if they work for less than 16 hours a week and earn no more than £81 a week.


That’s All - Goodnight Folks!








































