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Chairman’s Report

It was a wonderful surprise at our AGM when Joan and I, along with two other long standing members, Pat and Kath, were presented with gifts to celebrate 21years of the group. It has been a pleasure to be involved for so long and to have been your Chairman since 1993.  In that time we have seen many changes and we have had to make adjustments.  The latest one is the move to new premises from January 2008 because of the closure of Nookside.  We hope to see you at Bunny Hill on Wednesday, January 16th 7.00pm.  Please see details on how to get to the new venue in this newsletter.

We have been in consultation with Sunderland Primary Care Trust regarding the South of Tyne ME/CFS Local Multi-Disciplinary Team and recently met with the Director of Commissioning, Dr David Hambleton, to raise some concerns regarding the service.  We have enclosed a copy of our queries and a summary of Dr Hambletons’ response overleaf.  It is our intention to meet with Dr Hambleton again in the New Year and would welcome your comments/opinions before this meeting.

Finally, make I take this opportunity to wish you all a Happy Christmas.
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Best Wishes,

Leslie Tate.
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Dates for your diary

January 16th:  group meeting at 7.00pm in Bunny Hill Customer Service Centre, Hylton Lane.

February 20th: group meeting 7.00pm at Bunny Hill.

March 19th: group meeting at Bunny Hill

April 16th: monthly meeting at Bunny Hill.

(Note the change of venue - see article below regarding directions to Bunny Hill).

[image: image5.jpg]


[image: image6.png]


Fundraising Report

I am delighted to report that the standing order appeal launched in 2006 is now generating over £800 per year. A percentage of this money is able to be “gift aided” if people are tax payers - therefore I estimate that it will bring in over £1000 per year in total. A wonderful achievement - THANK YOU ALL!

We have received our first cheque for £25 from the fundraising website www. everyclick.com (payment is 3 months in arrears). 17 people are using this website as their home page and are generating funds every time they do a search on the internet. Please think about supporting us in this way - it doesn’t cost you anything!

Whilst we are very prudent in our financial activities, some costs are unavoidable e.g. postage. A member suggested that we ask for books of postage stamps in lieu of cash donations.  Perhaps you might be willing to help with this?  Identify a memorable date in the year when you would like to do this e.g. your birthday and send us a book of second class stamps. We will use them to mail out our newsletters. You can hand them over at a group meeting if you wish and if it is near your birthday we will sing Happy Birthday to You!!!

The Great North Run final total is £337.  A magnificent effort for first-time runner Julian Donaldson - well done and thank you!

Members who have put Xmas greetings in this newsletter have donated £16 to funds - a great way to save writing out all those cards.

Recent  sales of hand crafted items has raised £7 Remember, if you have any ideas for raising funds then please contact me on 0191 4556959.

- Pauline Donaldson.
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Christmas Greetings

Best Wishes for Christmas and a Happy, Healthy New Year to all members from Ann Harrison.

Love and peace to you all at Christmas time. Grateful thanks to our committee for the work that they do for us. Pat and Allan Houghton.

Christine and Robert Peacock wish everyone a wonderful Xmas with best wishes for the New Year.

Happy Christmas, Peace and contentment in 2008 from Pauline and Les Donaldson

Sending love and best wishes for Xmas and the New Year to all members from Aileen Brother ton.
Wishing everyone a healthy and Happy New Year from Christina, Ian and Jonathan Walker.

May God Bless You at this special Christmas time from Nigel, Marion and Rebecca Williams.

We wish you all a happy and blessed Christmas and New Year. Love and Best Wishes from Kathryn, Bill and families.

Joan and Leslie Tate send love and best wishes for a special Xmas to everyone.

Tom Forsyth would like to wish all members all the best for the season.
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Annual General Meeting
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We held our 2007 AGM and social evening to celebrate our 21st birthday on Wednesday October 31st.  The event was a great success with good food and entertainment. Thanks to our own Pat Houghton and Malcolm Hooper for their hilarious contributions.  Thanks also to Doreen, Amy’s Mum, who organised a quiz and magic trick.  Joan Tate, Kath Dixon and Pat Houghton were given red and white carnations in recognition of their longstanding membership of the group. Our dear Chair, Leslie, was presented with a framed certificate to commemorate the event.  
                                                            Leslie’s Certificate.
         Pat in full flow.             Sadly this was our last AGM at Nookside and it was also tinged with a bit of sadness as we move on to pastures new.
Christmas Lunch at Bede’s World

Members of the Group and friends enjoyed a wonderful festive lunch at Bede’s World Jarrow.  Here are some photos of us tucking in to our Christmas Lunch:
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Jean Lovie & Cath Dixon.                                      Tom Forsyth completely stuffed -                                     Thanks very much!  
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Les Donaldson & Sue O’Brian                                                   Lyn White & Amy Tate
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Tess Donathy & Yanita                                                         Malcolm & Mary Hooper.
[image: image20.jpg]



David Lovie, Liz Clark & Margaret.
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Bunny Hill Customer Care Centre

From January 2008, we will be holding our regular monthly meetings at Bunny Hill Customer Care Centre, Hylton Lane.

Directions to Bunny Hill are:

1) From the A19 northbound turn right onto the A1231 heading towards Sunderland. Take the first left at the next roundabout into Ferryboat Lane. At the end of Ferryboat Lane turn right onto Washington Road. Take the second left onto Hylton Lane. Bunny Hill Customer Care Centre is the first opening on the right hand-side. (please note that

the second opening is the Primary Care Centre). 

2) From the A19 southbound turn left onto the A1290 take 2nd left at the roundabout and head down the Washington Road towards Sunderland. Take the second left onto Hylton Lane. Bunny Hill Customer Care Centre is the first opening on the right hand-side. (please note that the second opening is the Primary Care Centre)

 3) From Sunderland Alexandra Bridge A1231 turn left on to Wessington Way. At roundabout turn right onto Castletown Way and then left onto North Hylton Road/Washington Road. Take the third turning on the right onto Hylton Lane. Bunny Hill Customer Care Centre is the first opening on the right hand-side. (please note that the second opening is the Primary Care Centre)

There is a car park with parking for blue badge holders and the building is accessible. Once inside turn right and go through the double doors where there is a lift and stairs. Go to the 1st floor and turn right into the corridor. The meeting is held in the Community Learning room on the right. We look forward to seeing you there! If you want to be met at the door ring 0191 4556959.

South of Tyne CFS/ME Local Multi-Disciplinary Team

Three years ago we were invited by Sunderland Teaching Primary Care Trust (STPCT) to become members of a development group to set up a multi-disciplinary team for ME/CFS in South of Tyne (Sunderland, South Tyneside and Gateshead). 

Support from a voluntary organisation was mandatory in order to apply for the necessary funding from the Department of Health. We were very pleased to be involved and put forward named representatives who attended every meeting with professionalism and enthusiasm.

Following this consultation process we, the sole supporting voluntary sector group, gave our endorsement to an agreed funding application and a particular patient care pathway.

The service was launched in 2006 and since then it has become apparent from group member feedback that the LMDT is not configured or operated as agreed. We have therefore been in contact with Dr. David Hambleton, Director of Commissioning at STPCT in person to discuss our concerns (June 2007). A copy of the queries raised by us is included below as well as salient points from a written response from Dr Hambleton.

It is our intention to request a second meeting with Dr. Hambleton early in 2008. Before this meeting we would like you to contact us on 0191 4556959 if you have any opinions on the LMDT - particularly if you have attended the service as a patient or have been referred and then not attended. All comments will be treated confidentially and will be used anonymously.

Concerns we have regarding the now operational CFS/ME LMDT service

1. Medical Input:

a) No medical input has been forthcoming within the new LMDT service despite it being part of the agreed proposed submission.

This may result in:

* The inability to properly confirm the ME/CFS diagnosis. 

* Other medical conditions may be missed.

* No prescribing of new, or ongoing monitoring of, drug therapies.
* No involvement in ME- related bio-medical organic research.
b) No continuation of the original medical input time previously provided by Professor Daymond - despite this being agreed with City Hospital Sunderland.  This results in insufficient funds to cover the level of agreed Consultant Medical time therefore a downsizing of the service offered. 

2.  Nursing Post:
No nursing input within the service as agreed  and costed.  Therefore there is no access for patients to the medical help line for support and information as agreed.

3. Severely Affected:
No service is provided for the severely affected or housebound as agreed and budgeted into the funding application as agreed.  Therefore the people most severely affected by ME/CFS have no access to a dedicated ME/CFS service.
4. Paediatric Service: 
No Paediatric service as agreed and budgeted for in the funding application.

5. Voluntary Sector Involvement:
No involvement for our group in the ongoing development of the service.  Despite our initial role as the sole supporting Voluntary Sector Partner to the successful proposal.

The current treatment options provided by the LMDT are not appropriate for all patients. By only consulting with current service users the views and requirements of the wider ME community are not taken into consideration. 

6. Outreach  Service: 
No outreach service in South Tyneside and Gateshead as agreed at a service development meeting on 19/10/2005.

7. Patient Information Packs:
No patient support information is given out within the LMDT (eg. social services, welfare rights and support group information).  This was agreed and minuted at a Steering Group meeting and the production of two of the leaflets was funded by STPCT.

Therefore Patients are denied the information they need to make informed choices.

Responses from Dr. Hambleton to our queries:  (Direct comments used from the letter are in inverted commas)

1.  A part-time Psychologist has been appointed to deliver the Psychology input to the service.

2.  Dr. Wells will retain his role as manager of the service.

3.  Re. nurse post “We have been unable to recruit the half-time nurse post despite several job advertisements. We have suggested that we appoint an additional half-time physiotherapist in view of the difficulties recruiting to the nurse post and hopefully we will be able to use this individual flexibility to provide the continued input which is needed.”

4.  Re the lack of medical input “I can confirm that despite our best efforts we have not been able to identify anyone locally who will be prepared to take on the medical role at consultant level - and indeed we have not had any interest in the potential GP. with Special Interest role.”

5. Dr. Gavin Spickett from Newcastle provides one session per week for the assessment of patients who are referred. This adds a medical dimension to the model of care which is clearly outlined as a “bio-psycho-social model”

(Group comment: The group has been informed that referrals to Dr Spickett can take up to a year and we are not aware that patients are told of this option when they attend the LMDT.

Group comment: We did challenge this model and would have preferred the “bio-medical model” which we supported in the original funding application.)

6. Re. Severely affected sufferers “we do provide a service for house-bound patients.”

7.  Re outreach services: Routine outreach services are provided e.g. in a health centre

 in Gateshead since January this year.

(Group comment: The group had no knowledge of this and indeed members from Gateshead were unaware of this).

8. Re Paediatric services: there is currently no paediatrician in the area who has an interest in this field. Children with this condition are seen by consultant paediatricians.

(Group comment: It is our understanding that they are seen by Children and Mental Health Teams CAMHS).

9. Re patient information packs: there are a number of nationally produced patient leaflets which are available. Though it has been agreed to look at their suitability for the local population and what else may be required.

(Group comment: During the service development process it was agreed that comprehensive Patient Information Packs, containing both local and national information, would be given out at the LMDT and that our own group leaflets would be included. In preparation for this STPCT funded the printing costs of our “Social Services and Welfare Rights booklets.”  A supply of these leaflets has not been requested from us by the LMDT and we are informed that no leaflets are actually given out at the LMDT sessions).

10. 200 new patient referrals have been made by GP’s last year and network meetings are held with patient-user groups which have consistently shown high levels of satisfaction with the current service –despite the constraints due to vacant posts. Therefore as the commissioner of the service Dr Hambleton says “ this does appear to be providing high quality multi-disciplinary care in an appropriate setting close to patients homes.”  A more formal evaluation is to be carried out and we are to be shown the outcome.

(Group comment: We are unaware of any network meetings being held and we have not been invited to attend any. We are aware of one LMDT service user who has been invited to be a “patient representative.” We are not aware of any democratic voting process among service users to choose a patient representative).

Wiltshire Farm Foods


"Wiltshire Farm Foods has been relied upon for over 15 years to deliver our delectable range of frozen ready meals and desserts across the UK. and Northern Ireland - our friendly & caring drivers deliver free of charge, right to your door.


We put care and attention into everything we do. Alongside our expert head chef Phil Rimmer[image: image22.png]


 creating scrumptious and warming treats, we've completely removed all Hydrogenated Fats from our meals and desserts, and 80% of the meals we sell contains less than 1.5g of salt." 
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0800 773773
www.wiltshirefarmfoods.com/
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Benefit News

Child Benefit Data Loss - Protect Yourself

In view of the recent loss of the personal information of 25 million child benefit recipients by HM Revenue & Customs, here are some important points to help reduce the risk of identity theft: 

1. Keep an eye on your financial statements and ensure that all withdrawals and charges made are yours.
2. If someone calls or emails you claiming to be a bank representative and asks for your PIN number or shared information, like your mother’s maiden name, don’t give it.  Instead report the call to your bank and the police.
3. Never give your credit card number or personal information over the phone unless you have initiated the call and trust that business.
4. Review and monitor your personal credit report regularly, to ensure that the information it contains is accurate and up to date.  These schemes are run by Credit Reference Agencies, there are 3 in the UK: Callcredit (0113 244 1555), Equifax (0870 010 0583) and Experian (0870 241 6212). 
5. Don’t carry extra credit cards or other important identity documents except when needed.
6. Register with the Mailing Preference Service and/or the Telephone Preference Service to remove your name, address and phone number from the mailing and telephone lists used by banks and other salespeople.  Call 0845 703 4599 or visit:

www.mpsonline.org.uk       or        www.tpsonline.org.uk
If your personal details were to fall into the wrong hands, even if they were unable to withdraw money from your account, your personal details could still be used to apply for credit or to open an account in your name.  Our advice is - don’t panic, just take extra care.

 Carer’s Allowance - higher earnings allowed
The earnings limit for Carer’s Allowance rose to £95 a week (from £87) on 1st October 2007 to reflect the rise in the National Minimum Wage. 

You can ignore some work-related expenses when you calculate this, so even if your wage is slightly over £95 you might still qualify.  Contact your nearest advice centre for more details.

Carers UK have welcomed the change:

“Every time the National Minimum Wage rose, carers were often forced off benefit or forced to give up work because the rise was out of step with the rise in how much they were allowed to earn and still keep Carer’s Allowance.” 

 - Imelda Redmond,

 Chief Executive to Carers UK.


Employment Support Allowance

Employment Support Allowance

The government intends to replace incapacity benefit and income support for incapacity with a new benefit Employment Support Allowance from October 2008.   A new medical test will be introduced that will take into account activities the claimant can do as well as the activities they can’t.  Unless severely disabled or ill, the claimant will have to take part in certain work-related activities, such as voluntary work and work trials in order to help them return to work. 

Payment Protection mis-selling

If you’ve ever taken out a loan, mortgage or credit card, or bought something on credit, then you may well have been sold Payment Protection Insurance (PPI) at the same time.  Many people have been sold PPI they don't need and can't use. Some don't even realise they are paying for it.

What is PPI?

PPI is designed to cover your debt repayments if you can’t work because of illness or an accident, or if you are made redundant. However, some people find that when they need to claim they are disqualified because, for example, their health problem is excluded.  Others are paying for redundancy cover but they are not actually employed.  You could be wasting hundreds of pounds on insurance that will not cover you.

Which?, the Office of Fair Trading and the Financial Services Authority is concerned about this problem.  If you feel you were sold unnecessary PPI, you could contact one of these organisations to see whether you can get your money back or take any action against the insurer. The Which? Campaign can be found at this website: 

http://www.which.co.uk/reports_and_campaigns/money.campaigns/payment_protection/index.jsp
Winter fuel payments
These are now being paid.  Most people who are eligible for a payment will receive it automatically, but some new claimants will need to make a claim.  You’ll need to claim if you: 
(a) were 60 or over on or before 17/9/07; and  (b) are not getting a social security benefit like state retirement pension, (don’t worry if you’re still working – winter fuel payments are not means-tested).  

If you have not received a payment by Christmas, call 08459 15 15 15.  You have till

30/3/08 to claim.   Don’t miss out!

Pension rules to change

Future changes to pension rules have been agreed that will affect many people and will allow many women and carers a full state pension for the first time.  These   include: 

* the re-linking of the basic state pension to earnings;

* state pension age to rise gradually to 68 by 2046;

* reducing the number of years’ national insurance contributions required to qualify for a full basic state pension to 30 for men and women from 6th April 2010 (the current requirement is 39 years for women and 44 for men).

The Secretary of State for Work and Pensions, Peter Hain, said the reforms will particularly benefit women and carers – ‘Many women and carers are currently denied a full pension entitlement because their family and caring responsibilities mean they are not in work long enough to qualify. This Act provides women and carers with a fair deal, making it easier to balance their responsibilities and recognising their contribution to society as a whole.’

 It is expected that around 75% of women retiring in 2010 will be entitled to a full basic state pension – compared with 35% now.  By 2025, more than 90% of women and men retiring should be entitled to a full basic state pension. 

Free bus travel extended throughout England

Currently, people aged 60 and over, and eligible people with disabilities, are entitled to free off-peak bus travel within their own local authority area. But from April 2008, the Government will extend the scheme to include off-peak local bus travel anywhere in England.

New passes will be introduced with ‘smartcard’ technology which will speed up boarding and ensure that the number of journeys made by pass-holders is accurately recorded for reimbursement purposes between local authorities and bus operators.

 ‘Health care professionals’ to carry out medicals

New rules allow a variety of health care professionals, in addition to registered doctors, to be able to undertake medical examinations and provide reports for benefit purposes. The benefits include disability living allowance, attendance allowance and incapacity benefit. Incapacity benefit will be replaced in autumn 2008 by Employment Support Allowance – ESA.

A ‘health care professional’ approved by the Secretary of State’ is defined as: 

* a registered medical practitioner;

* a registered nurse;

* a registered occupational therapist or physiotherapist; 

                  or

* a member of such other regulated profession as prescribed.
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Useful Disability/

Benefits Information Websites 

Disability Alliance:



www.disabilityalliance.org/benefits.htm
The Appeals Service:


www.appeals-service.gov.uk
Department of Work and Pensions:
www.dwp.gov.uk/advisers/index.asp

Information resources for welfare rights:
www.ferret.co.uk/

Independent advice agencies website:
www.welfarerights.net/

Disability Rights Commission:

www.drc.org.uk/
Disability Living Allowance Advisory Board:
www.diaab.org.uk/

Don't forget that Action for ME ( AfME ) have available information sheets covering benefit applications etc.


1) A guide to benefits:
Benefits available to people with ME/CFS.

2) Personal capability Assessment: Revision and Appeals - A guide to help you through the process.

3) Disability Living Allowance: How to fill in the form and a guide to the medical examination.
4) Disability Living Allowance: Revisions and Appeals - A guide to help you through the process.

5) Permitted Work: An explanation to the changes to therapeutic work from April 2002.

6) Blue Badge Parking Scheme: What it is and how to obtain a badge.

To obtain these information sheets that cost £1 each write to Action for ME, 3rd Floor, Canningford House, 38, Victoria Street, Bristol BS1 6BY and enclose your cheque.

- www.afme.org. uk
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Book Review

'Eat to Beat Fatigue' - new published, expanded edition.

You may have heard of this fund-raising cookbook, whose aim is for readers to save their energy while eating healthy, tasty food. It was produced and self-published by Jane Harries of the Northampton ME Group, in aid of Action for ME. 

It's been very successful and has raised over £3,500 for Action for ME. Now there's a published, revised and expanded edition, with more recipes, more tips (thanks to AfME members) and an updated section of where to get organic and speciality foods.  It has a bigger easier-to-read print and more cartoons.

Shirley Conran who has had ME for 35 years and controls it with the help of a strict diet, says of it:

* "Every working person should have this book, whether or not she or he has ME."

* Here are some of the book's features:

* Recipes from many people with ME, as well as famous cooks like Ainsley Harriott, mostly adaptable to be wheat, sugar and dairy free.

* Recipes are graded by level of energy necessary to cook them!

* The book has been approved by a qualified nutritionist.

* Nutritional hints for fatigue, especially ME.

* A large section on how to save energy shopping and cooking, from those who 
have learnt the hard way!

* Lists of alternatives to foods you may have to avoid, and relevant recipes.

* Appendices of sources of good food and ideas.

* Healthy portable food ideas.

This book is a must for those of us with ME who want to eat well, but not waste excess energy preparing food. It will also appeal to busy, tired cooks wanting something quick and easy, so is good for presents. Every copy raises funds for AfME, so buy your copy now!

To order, phone Erskine Press on 01953 887277, or email: Erskpres@aol.com with your card details, or send a cheque to: The Erskine Press, The White House, Eccles, Norwich, NR16 2PB. It costs £7.95 plus 95p postage. Please note that the publisher is open to arranging discounts for bulk orders from groups. Payment can be by cheque or credit card.

NB: You can also buy 'Chronic Fatigue Syndrome (CFS/ME): Your Questions Answered' by Frankie and Dr. Campling from the same publisher, for £1.50, at no extra postal charge. It's a guide for newly-diagnosed patients.

Association for Young People with ME

- LINK Associates

The December issue of LINK has just been let loose by the leading UK charity for youngsters with ME/CFS. 

Parents, families, carers and professionals can join AYME Link Associates and receive the concise bi-monthly news bulletin with information on research, education, national news, parent issues, and updates on AYME's activities.

www.ayme.org.uk

Good News!

Dear all,

Good news for a change! ME Research UK has sent The VegEPA for ME Scheme the following statement:

"We are delighted to announce that the study, "Non-invasive structural and functional
neuroimaging in ME/CFS" will be resuming shortly. The revised investigation is funded jointly by the charities ME Research UK and ME Solutions, and the MRC Clinical Sciences Centre (Imperial College London). 

The lead researcher and grant-holder, Professor  Basant Puri of the MRI Unit, Hammersmith Hospital London, will examine twenty-six patients (fulfilling the 1994 CDC Diagnostic Criteria and the Canadian Consensus Criteria for ME/CFS) and 26 age- and sex-matched healthy controls over the course of 18 months, with recruitment beginning shortly. Each person will undergo a full medical history, a full physical examination and MRI scanning. Generalized linear modelling will be used to analyze the statistical relationship between clinical symptomatology and the imaging parameters. 

Given that central nervous system symptoms are part of the ME/CFS spectrum - and are indeed as characteristic as the post-exercise malaise, myalgia or the myriad of other symptoms that people experience, the main objectives of the investigation are to assess the nature of any cerebral and cognitive neuropsychological changes in people with the illness and the relationship of these to clinical symptoms. These may reveal 
underlying anomalies that could lead on to a large programme of research. 
We very much appreciate the considerable interest of the patient body in this project. Our concerns are that the project has the opportunity to proceed as speedily as possible and, as such, we would appreciate that inquiries to Hammersmith are made only where absolutely necessary."
To read about this investigation more fully check:
http://www.meresarch.org.uk/research/projects/neuroimage.html

MRC Clinical Sciences Centre: 

<http://www.csc.mrc.ac.uk/>http://www.csc.mrc.ac.uk/


ME solutions: <http://www.mesolutions.org.uk/>http://www>mesolutions.org.uk/


The VegEPA for ME Scheme:

<http://www.thevegepaformescheme.com>http://www.thevegepaformescheme.com

 - Lynne


The Journal of IiME

Invest in ME have now published the second issue of the Journal of IiME - a
blend of research, science, facts, politics and real life experiences of ME.  The Journal is free from Invest in ME.  To view and download the Journal of IiME please use this link:

http://tinyurl.com/yw6zkc

Invest in ME, Charity Nr. 1114035, Support ME Awareness

www.investinme.org

Notice from the Young ME Sufferers Trust

The new copy of Vision is now on-line at: 

www.tymestrust.org/tymesmagazine.htm
Plus: the new copy of Jane Colby's The Brief is also online at:

www.tymestrust.org/tymesmagazine.htm


We hope you enjoy them both and find them helpful. Partner Groups' printed copies will be with you after the postal strike.


Some Highlights: (We had trouble deciding which to choose!).

*Radio 4 presenter and poet Stewart Henderson's moving poem 'Imagine Me' 
written for our Brentwood Cathedral concert starts:

“Imagine your heart in cling film, your lungs in solitary confinement, your blood shivering, your breath held down, your energy behind bars, your mind in a cul-de-sac.

Imagine a butterfly overwhelmed by the thought of a meadow... "  ( pp. 4-5)

*House of Lords: The Trust and Friends celebrate virtual education success.
Schools Minister Lord Adonis gave an address praising the Trust and its partnership with Nisai Education. And Seb got to ride on Lady Elizabeth Anson's shoulder…

Full account written by Earl Howe. (Pages 4-5)

*NICE Report: The Good, the Bad and the Ugly. The Trust's view of the NICE Guideline for CFS/ME. (Pages 18-19)

*Message from top golfer Padraig Harrington, “The Open champion wishes you the luck of the Irish! (Back cover).

*A visitor from Torchwood for all you enthusiasts. Some may know him better as Mr Guppy…

More info on the contents of Vision:

* Vision : Project Update.

* House of Lords: Trust and Friends celebrate virtual education success.

* NICE Report: The Good, the Bad and the Ugly.

* The Meeting: Tell us the tale of Suzie's latest artwork.

* New Research: Enterovirus link confirmed.

* Brentwood Cathedral: Stewart Henderson's special poem for ME Awareness Day.

* Seb Meets Lady E: Eight small steps for a spider…

* Your Question: Is ME now classified as CFS?

In The Brief:

* CFS/ME Confusion: Activity programmes could be harmful.

* Independence of Charities Threatened.

* Focus on: ME/CFS in UK Schools.

* Pervasive Refusal Syndrome: What Is It?

The Young ME Sufferers Trust,
PO Box 4347,
Stock Ingatestone,
Essex, CM4 9TE
Tel: 0845 003 9002

www.tymestrust. org

_Sending Christmas Cards

I have a list of folks I know, all written in a book 

And every year when Xmas comes I go and take a look.

That is when I realise that these names are a part

Not in the book they’re written in, but of my very heart.

For each name stands for someone who has crossed my path sometime

And in that meeting they’ve become the rhythm in each rhyme. 

While this sounds fantastic for me to make this claim. 

I feel that I’m composed of each remembered name.

Whilst you may not be aware of any “special link” 

Just meeting you has changed my life a lot more than you think. 

For once I’ve met somebody the years cannot erase

The memory of a pleasant word or a friendly face.

So never think my Christmas cards are just a mere routine 

Of names upon a Christmas list, forgotten in between.

For when I send a Christmas card that is addressed to you 

It’s because you are on a list of folks that I am indebted to.

For I am but a total of the many folks I’ve met

And you happen to be one of those I prefer not to forget

And whether I have known you for many years or few

In some ways you have had a part in shaping things I do 

So every year when Xmas comes, I realise anew 

The best gift life can offer is meeting folks like you.

May the spirit of Xmas that forever endures 

Leave its richest blessings in the hearts of you and yours.

That’s all for now folks - A Merry Christmas to all our readers!

















The value of unpaid support that carers provide has now reached £87 billion a year according to a new report by Carers UK – more than the annual total spent on the NHS, which stood at £82 billion in the year 2006-7.


























