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Chairman’s Report

For most people with ME getting a confirmed diagnosis was the beginning of being able to come to terms with living with a chronic illness and to be able to understand how best to handle it.

In fact some people would attribute their continued ill health and length of illness to their late diagnosis and inappropriate or non–advice given. It is therefore reassuring to see that Action For ME have prioritised this year as the year of Early Diagnosis and will be campaigning for improvements in the diagnostic process. 

Therefore hopefully new sufferers will have a better journey through their ME. In view of this it is important that we continue talking to the Primary Care Trust regarding our new local team so that we can get the best service possible. (see update) 

I would like, on behalf of us all, to thank Tom, Pauline, Amy and Jean for their continued commitment and involvement to this process.
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· Leslie Tate
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Secretary’s Notes
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Benefit Rises - April 2005

Benefits are set to rise from April:Most non-income related benefits like incapacity benefit and retirement pension will go up by 3.1%.  

Most income-related benefits for working age claimants, like income support  and jobseeker’s allowance,  will rise by 1% while benefits for older claimants like pension credit will rise by 3.8%.

The basic rate of retirement pension will rise from £79.60 to £82.05 a week.

Pension credit for a single person rises from £105.45 to £109.45 a week and from £160.95 to £167.05 for couples.

Single unemployed people aged 25 and over will get just 55p extra a week, up from £55.65 to £56.20. 

Those aged under 25 will get 45p a week, up from £44.05 to £44.50.
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New government figures show that almost a third of those pensioner households likely to qualify for pension credit are still not receiving the benefit almost 16 months after its launch.  The figures show that more than one million households may be missing out. 

Pension credit is an income-related benefit for people over 60. People over 65 get a more generous allowance.

If you think you may be entitled to pension credit, contact your nearest advice centre or phone the pension credit application line on        0800 99 1234.

Council tax benefit – are YOU entitled?

If you are 60 or over and pay council tax in band A you may qualify for benefit if: -

you’re single and your income is less than £181.75 a week (£197.30 if you’re 65 or over);  

or 

you’re one of a couple and your income is less £237.25 a week (£257.50 if one of you 
is 65 or over).

Savings can affect the amount you get - they cannot go over £16,000 unless you get the guarantee credit.

If you are a carer or get DLA or AA you could have more income and still qualify

Report: disabled people  getting poorer

With the government committed to addressing poverty among pensioners and children, people of working age without children are being left behind.

A report commissioned by the Joseph Rowntree Foundation, one of the largest social policy research and development charities in the UK has found that: -

 “ Among those who remain outside work, families with children have seen substantial rises in income recently, but others of working age have tended to become progressively poorer relative to the rest of the population.  It is time to reverse this trend and to ensure that people not in work, including disabled people who may be unable to sustain employment have incomes that move closer to those enjoyed by most of the population.” 

 To see the full report; ‘Labour’s welfare reform – progress to date’ visit their website www.jrf.org.uk and follow the link to their press room.
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Fundraising Report

 We have two fundraising initiatives planned. The first is a prize draw run by the Seaburn Rotary Club. Tickets are in books of 10 x 50p and 80% of all ticket sales goes to group funds. Please ring the helpline on 0191 4556959 if you can sell some tickets for us.

 The second event is a “Night at the Dogs” on Friday July 1st. Tickets cost £5 and include free entry, a pie and pea supper and a complimentary drink. The ticket money is given to our group funds.

We have had a very successful period of fundraising since the December newsletter. The cartridge recycling project is going from strength to strength and has raised almost £600 for the period December 2004 - March 2005. If you can help please contact Pauline on 0191 4556959.

Boxing Day Dip

Our supporter and good friend Bill Angus and his team of stalwarts have once again braved the North Sea on Boxing Day 2004 and netted a brilliant £360 and in Fancy Dress too! Bill was also presented with a long service award by the event organisers, the Lions club of Sunderland, for his continued participation. Well done Bill and his Team members and congratulations from us all. 

A team of first - time dippers led by Craig Allen, husband of group member Claire, also ran into the North Sea on our behalf. They were particularly brave as they all wore Newcastle United Strips. On Sunderland Sea Front too! Collectively they raised a magnificent £350 for us. Thanks to Craig and Johnathan Allen, Paul Murray and Nikki Korn.
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(Nikki, Craig, Paul & Johnathan brave the elements in a Boxing Day Charity Dip.)

The following monies have been received in donations: 
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A. Harrison



£10                                  
P McManus



£15

K Watson (hand made cards)

£10                                   
Collecting Box Penshaw

£13.97     

Fundraising Event

Up to 120 villagers from Frosterley, near Bishop Auckland, County Durham, and their friends will be involved in their annual sponsored walk into the fells for The ME Association Research Fund and Cancer Research UK on Saturday, May 7. The event has raised £67,707 since it started 17 years ago - only being called off once when the fells were closed by Foot and Mouth Disease.

Pacing information published - AfME 

"Action for ME have published a Guide that may change peoples' lives. Pacing is again and again described as the approach that people find most helpful in managing ME/CFS and thus creating the conditions for peoples’ health to improve. The principles of Pacing may be obvious, but putting them into practice can be really hard, this thoroughly researched information is designed to help. The 36 page Guide is written for those learning about Pacing for the first time, but in talking about the barriers and problems it is also of value to the 'old hands' among us." 

New Pacing Guide availble to AfME members (UK) for £2 or £3 to non members. Send a cheque with your request to Action for ME, PO Box 1302,  Wells, BA5 1YE . 
ME Awareness Week – 9th - 13th May 2005 (Awareness Day is May 12th)

- Statement by the ME Alliance (UK) 17th February 2005

For the first time, the ME Alliance is mounting a joint campaign for ME Awareness Week.  The ME Alliance believes that early diagnosis is vital to the treatment of this condition and all member organisations are pooling their resources in order to promote this.

The Primary Objectives are to:

1. Heighten awareness among professionals of the importance of early diagnosis (within 6 months for adults and 3months for children).

2. Convey public messages highlighting viral factors in the cause of ME.

  The Secondary Objectives are to:

1. Press government to provide funds for, and the MRC to pro-actively commission research into, the diagnosis of M.E. 

2. Actively involve Groups and Alliance members in a unified campaign.

3. Heighten awareness of the patient organisations and the support they provide.

Plans:

We will publish a report highlighting the importance of early diagnosis and making a clear call on government to fund and MRC to commission a programme of research.

This will be launched at an event in London on May 12th.

We will support this with media activity and a call on local groups and individual members  to support our campaign.

 Next steps:

Any individual or local group with ideas or with offers of how they may support the campaign should contact one of the following:

Chris Clark
-
AfME.


Jane Colby

-
TYMES.

Ken Manley
-
CHROME.

Charles Shepherd
-
The MEA.

Karen Walsh
-
NMEC.

Mary-Jane Willows
-
AYME.

New ‘pathways’ pilot areas announced
The ‘pathways to work scheme’ that is currently being tested in South Tyneside is to be rolled out to cover a third of the country by October 2005.  

South Tyneside was chosen as one of seven areas to test the scheme.  The idea was introduced as part of the government’s aim to get more people back into work and off the ‘sick’ by 2010.  It includes a payment of £40 a week for one year if you return to work and access to NHS rehabilitation support.  There is also an obligation to attend work-focussed interviews. 

Other changes to be introduced in October 2005 will mean that all new incapacity benefit claimants will have to attend work-focussed interviews after 8 weeks and to draw up an ‘action plan’ detailing plans to return to work.
Will I lose my £40 return to work credit if I am off sick from work?
You will need to contact an incapacity personal adviser at your local Jobcentre or the Shaw Trust as soon as possible.   You will continue to get the return to work credit if, depending on the nature of you illness, it is likely you will return to work soon.  Otherwise it will be stopped and you’ll have to make a new claim when you return to work - every case is looked at separately. 

Health Care costs
Don’t forget that if you have been getting incapacity benefit for a year or more, your benefit will be only slightly above income support level – as such you may qualify for help toward health costs on grounds of low income.  If incapacity benefit is your only income you will need a form HC1 available from the post office and advice centres - why not check it out? 

Too much Benefit?
There has been a lot of publicity recently about people claiming incapacity benefit when they are not really unfit for work.  But did you know that the Department for Work & Pensions’ own estimates show that under-payments of incapacity benefit in 2003-2004 resulted in claimants losing out on almost £20 million?

And when the National Audit Office (NAO) inspected 800 incapacity benefit cases, the DWP was unable to find the paperwork for 106 of them.  The NAO certifies the accounts of all government departments and is totally independent of the government.
It is worrying to see that record-keeping is so poor, and that so many vulnerable people who are sick or disabled are missing out on the money to which they are entitled.
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You will have to attend a work-focussed interview when you claim income support, JSA, incapacity benefit, any bereavement benefits or carer’s allowance.

At the interview, job opportunities, training, rehabilitation and any barriers to work are discussed.  In some cases your partner
may also need to attend an interview.

If you do not attend without a good reason or refuse to take part you could have your benefit stopped or reduced.

Some people do not have to attend where it would not be ‘appropriate’ e.g. due to age (when you are 60 or over) or disability.  
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Lyme Talk

Approximately 50 people attended a talk on Lyme disease by Professor Daymond at the group meeting in February. Whilst the talk was interesting it raised more questions than answers. 

There are similarities in the symptoms between ME and Lyme disease and it appears that the usual NHS tests may not be conclusive in identifying the many organisms that are part of the illness known as Lyme disease. These organisms can be carried by a large variety of animals and you may be infected without being aware of being bitten. The treatment (antibiotic therapy) is often lengthy and not always immediately effective. Especially if you have been affected for a long time.

Some members have had more “in depth” Lyme tests carried out abroad and are undergoing the antibiotic therapy but are still quite unwell.  It is apparent that further research of Lyme disease is necessary to gain better understanding and discover other treatment options. Our thanks to Professor Daymond for an interesting talk 

Herbal Solutions to fighting Infection and killer germs 

- Dr Cass Ingram
Numerous ailments associated with fungal, yeast, viral and parasitic infections respond well to therapy using safe edible herbs and spice oils. Dr Ingram, an American author and Nutritional Researcher provides a fuller understanding of their role in fighting killer bugs, respiratory disease and immune deficiency.

Books written by Dr Ingram are eg. “Natural Cures for Killer Germs”, “The Cure is in the Cupboard” and “Life Saving Cures”

We are hosting a talk by Dr Ingram on Wednesday April 20th at 7.00pm Nookside, Grindon Sunderland. Admission is free and refreshments will be served. The event is sponsored by Tigon.

Whilst we cannot recommend treatments, several members have reported experiencing benefits from taking herbal treatments and therefore we have invited Dr Ingram to speak about them.

Everyone is welcome. Please ring Pauline on 0191 4556959 to book a place.

AbilityNet North East

This organisation helps people with access problems in using ordinary computers to obtain more appropriate equipment.  They will visit the client in their home and carry out an assessment.  AbilityNet North East is hosted by the Remploy in Newcastle:

AbilityNet North East , c/o Remploy, Wesley Way, Benton Square Industrial Estate,

Newcastle Upon Tyne. NE12 9TA.

Tel: 0191 266 6678.                                  Fax:     0191 266 8521. 
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Websites

Disability Rights Commission:  08457 622 633   www.drc-gb.org

Welfare Rights on the Net:   
www.welfarerights.net
 Department for Transport Mobility and Inclusion:
 




 www.mobility-unit.dft.gov.uk/bluebadge
Pain Management Related Links:
The RealHealth Institute:

< http://www.realhealth.org.uk/> 

DIPEx:



< http://www.dipex.org.uk/>
Guy's and St Thomas's: Input Pain Management Unit: 

 




<http://www.inputpainunit.net/> 

Pain Concern:


< http://www.painconcern.org.uk/ 
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The British Pain Society:
< http://www.britishpainsociety.org/> 

The Pain Web:

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


PainManagement.org.uk:
< http://www.painmanagement.org.uk/>

 Pain Support:

< http://www.painsupport.co.uk/ps_frameset.html>

Arthritis Research Campaign - Pain and Arthritis:


< http://www.arc.org.uk/about_arth/booklets/6030/6030.htm> 

BBC Health: Ask the Doctor - Chronic Pain Syndrome:



< http://www.bbc.co.uk/health/ask_doctor/chronic_pain_syndrome.shtml>


BBC Health: Understanding Pain:


< http://www.bbc.co.uk/health/conditions/back_pain/causesback_pain.shtml>


BBC Radio 4: Living With Pain:


< http://www.bbc.co.uk/radio4/science/livingwithpain.shtml> 

BBC Health:


< http://www.bbc.co.uk/health> 

BBC Health Messageboard:

<http://www.bbc.co.uk/cgi-perl/h2/h2.cgi?x=y&board=health.personal1&sort=T&state=init> 


BBC News Health:

< http://www.bbc.co.uk/news/health> 

BBC Webguide :

< http://www.bbc.co.uk/webguide/health/> 


NHS Direct:


< http://www.nhsdirect.nhs.uk/> 


 Dr Foster:


< http://www.drfoster.co.uk/>

Hypothyroidism in Chronic Fatigue Syndrome By James Burton - 22/9/04

For ImmuneSupport.com Click:

<http://www.immunesupport.com/library/bulletinarticle.cfm?ID=5975>http://www.immunesupport.com/library/bulletinarticle.cfm?ID=5975
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MERGE website update

This month:

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

On 2nd March 2005, the Cross Party Group on ME (XPG) at the Scottish Parliament hosted a reception for MSPs, members and scientists. The aim was to bring together a range of people concerned about the problem of ME/CFS, and to raise awareness of the issues  among parliamentarians.  Read more about the reception, as well as a transcript of the short presentation given by Dr Vance Spence, Chairman of MERGE.

 
- Dr David Newton,

 Communications Officer,
MERGE (ME Research Group for Education and Support)

Web:


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

The Cinema Exhibitors' Association (CEA) is launching a brand new card that entitles a disabled person's companion to a free cinema ticket. To qualify you must be in receipt of one or more of the following: Disabled Person's Railcard; Disability Living Allowance; Registered blind. The card will cost £5 and be valid for three years. The CEA Card will be available from 1st October 2004, but you can apply now by E-mail:

applications@ceacard.co.uk or 0151 348 l8020. 

See www.ceacard.co.uk to download application form or you can request it from your local cinema.

From Disability Now website:

http://www.disabilitynow.org.uk/people/opinion/comment_mar01.htm
Capacity confusion


Many worried readers have contacted DN about the government plans to change incapacity benefit. Lorna Reith casts her expert eye over the new scheme and outlines her own concerns - March 2005

The Department for Work and Pensions' (DWP) new Five-Year Strategy contains radical proposals for the future of incapacity benefit (IB).

Over time, the government  aims to reduce the number of people on IB by as many as one million. People currently in receipt of IB will go on getting it and more help will be available if they are interested in returning to paid work.

Gradually, more and more IB recipients will be required to attend a work-focussed interview.

Some of the people who leave IB to enter employment may find they have
to stop work again in the future. Depending on how long since they last got 
IB, they may find they come under the new regime.

IB will not be available to new claimants. Instead everyone will get a "holding benefit", payable at the same rate as Jobseekers' allowance (about £55 per week), until they go through a medical test. The DWP expect this assessment to happen within 12 weeks. This new test would also include an "employment and support assessment" to look at future work capacity.

The new test would determine which of two new benefits people get. For
those with "the most severe health conditions or impairments" there will be a Disability and Sickness Allowance (DSA), paid at a higher rate than the current long-term rate of IB. This group will be required to attend work-focussed interviews and will be eligible for the various return-to-work programmes, but they won't have to participate.

There is concern over the criteria that will be used to determine the "most severe" conditions. The DWP have said categories currently used to exempt people from the IB medical test will not automatically be adopted as criteria for access to DSA.

For the majority of people, deemed to have "more manageable conditions",
there will be a Rehabilitation Support Allowance (RSA). People on RSA will be required to engage in work-focused interviews and work-related activity.

Those who do so satisfactorily will be rewarded by a higher rate of benefit than the current long-term rate of IB. Those deemed to have refused to engage will face sanctions and will be kept on the holding benefit rate.

Disability Alliance are worried that it will be left to personal advisers to determine whether or not someone has "refused to engage" in work-related activity. People may be sanctioned because staff fail to understand the full impact of their condition - a particular fear for those with mental health problems.

We believe the best judge of whether work-related activity is appropriate or
not is the disabled person themselves. This choice will be removed under the new proposals.

The DWP say the packages of additional help and support will be available quite soon, as the Pathways to Work scheme is rolled out. The government anticipates that the IB changes will happen by 2008.

- Lorna Reith is Chief Executive of Disability Alliance.

University of Glasgow announces Diagnostic Test for ME
 - April 2004 

Myalgic Encephalomyelitis (ME) or Chronic Fatigue Syndrome CFS) is a disorder that effects as many as 100,000 people in the UK and has a serious social and economic impact worldwide.

In January 2002 the Chief Medical Officer, Professor Sir Liam Donaldson, confirmed that, 'CFS/ME is a debilitating and distressing condition affecting many people'. The report of the Scottish Short Life Working Group on ME/CFS was published in December 2002 emphasising the importance of developing a clinical service to these 

patients. One of the difficulties, however, has been the lack of a diagnostic test for ME/CFS.

The recent identification of a gene product abnormality in patients with ME/CFS demonstrated that there may be a direct association between this gene and ME/CFS. Proving this concept would enable the development of a simple diagnostic test kit, which could be made widely available to health care professionals.

Dr John Gow explains, 'As a member of the UK ME Association's Scientific and Medical Advisory Panel, I am acutely aware that a diagnostic test is needed. Diagnosis of ME/CFS is currently one of differentiation and exclusion (excluding the presence of other disorders) as no specific diagnostic test for CFS currently exists in the marketplace. A test would help identify those patients with the syndrome and,
importantly, exclude those patients suffering from other conditions. The resultant global market potential for ME/CFS testing is huge and growing.'

Recent advances in the analysis of the human genome have resulted in a greater understanding of the blueprint for life and the potential for humans to develop diseases and conditions in the presence of genetic variation or mutation. This knowledge has allowed the identification of a gene abnormality which may be associated with ME/CFS and which may allow the development of both a laboratory based PCR diagnostic test and a more simple antibody based ELISA test.

Dr. Abhijit Chaudhuri, a senior clinician working on the project with Dr Gow and a member of the Scottish Short Life Working Group on ME/CFS, continued, 'We want to characterise the gene abnormality linked to ME/CFS and then develop a simple diagnostic test which could be used in a primary healthcare setting. In addition, a knowledge of the genetics of ME/CFS will help us to develop new strategies for managing our patients. This award by the Scottish Enterprise Proof of Concept fund will enable us to work rapidly towards a diagnostic test

Dr. Suzanne D. Vernon  (et al.) of the CDC said in her study: Utility of the blood for gene-expression profiling and bio-marker discovery in chronic fatigue syndrome.
"....These results successfully demonstrate the utility of the blood for gene-expression profiling to distinguish subjects with CFS from healthy controls and for identifying genes that could serve as CFS biomarkers...."

If I remember well, she promised a simple blood test with gene-expression profiling within 5 years for ME/CFS.

New Services for People with CFS/ME
-By Professor Tony Pinching Chairman of the CFS/ME Service Investment Steering Group
“I don’t expect a cure, but  what I really need is someone who listens, someone who understands, someone who can tell me what is going on, someone who can tell me what to do and what not to do, someone who can guide me, and, above all, someone who believes me.”

Sound familiar? So many people with CFS/ME have said such things over
the years, and so many of them have found that local NHS services have fallen well short of providing what they need. The new services that are being set up in England should begin to address such needs for those many parts of the country that have lacked local specialist services. Things won’t change overnight, but people should start to see a difference quite soon.


I estimate that the £8.5 million funding invested over two years for the development of services for CFS/ME in England, will increase services to patients more than five-fold. It will begin to provide appropriate local services, and should enable a proper assessment of patient needs. Further changes can build upon these early crucial steps, and the increment in long-term local funding that relates to the development.


Most of the money is to provide direct, locally available, multi-disciplinary patient  care. Health professionals in the Local Multi-Disciplinary Teams (LMDTs) include doctors from several specialities, occupational therapists, physiotherapists, clinical
psychologists, nurses, dieticians and others. 


Teamwork is vital, since no single professional has all the skills and experience needed to care for CFS/ME patients, whose needs are many and complex, individual and varying. Such teams will also ensure the breadth and flexibility of approaches to be discussed with patients. 


The work of these 50 new teams will be supported and coordinated by 13 Clinical Network Coordinating Centres (CNCCs). These are helping to set up the new LMDTs, and to secure training for their staff; they will support the roll-out of training to front-line staff, ensure consistency of data collection and of clinical practice, and create a suitable platform for clinical research. 


The CNCCs are themselves drawn together in a national “Collaborative”, supported by the Programme. This is to maximise efficiency and consistency, for example through developing common tools and sharing good practice. Several sub-groups have been formed to take forward specific tasks.


The CFS/ME Service Investment Steering Committee set out the criteria
for bids for LMDTs and CNCCs, and devised and oversaw the process. Now 
it oversees programme implementation, to make sure that the aspirations
are maximally realised, and that effective new services are secured within mainstream NHS structures after the development phase.

Nationally and locally, planning and implementation are developed as a partnership between treatment providers, health commissioners and patients/ patient advocates. These are complex processes, and are happening against the backcloth of radical changes in NHS structures and processes.

Our job throughout will be to ensure that patients of all ages are increasingly provided with accessible diagnosis and treatment, adapted to their personal needs and circumstances. 

In early 2007, NICE  (National Institute for Clinical Excellence) will
announce a guideline for diagnosis and treatment, after a process that has just been launched. Teams and Centres will have a major role in implementing the guideline, and also in ensuring that front-line health professionals, who are the first point of contact for patients, are suitably trained and prepared.

CNCCs and LMDTs will also have a role in providing suitable services through which clinical research can be conducted: Information about patient experiences can be systematically collected. New options for diagnostic or treatment can be rigorously tested.

Although we are still at an early stage, I am very enthusiastic about the prospects. We have some great teams emerging, some very good ideas, some really effective partnerships, and some early achievements. I am confident that it will transform the prospects for patients with CFS/ME.


If we are to succeed in our goals, we will need help and guidance from many people, a willingness by all to understand the many tasks and transitions that lie ahead of us, a level of mutual respect and understanding, and, above all, patience. It will be worth it.


- Prof Pinching is Medical Advisor to the Sussex & Kent ME/CFS Society www.measussex.org.uk
Pioneering Online Counselling Service

Piloted for People with M.E.


UK’s largest M.E. charity Action for M.E. is launching the first online counselling service for people with M.E., also known as Chronic Fatigue Syndrome. Clients who use the service can choose from counselling via email correspondence or real-time private sessions with a counsellor using an instant online messaging service on a secure server. The new service can be accessed from the Action for M.E. website at www.afme.org.uk under ‘How We Help’.

This highly innovative new service is designed to provide easier access for
people with severe M.E. who would find traditional face-to-face counselling
sessions too exhausting. Severe M.E. affects an estimated quarter of the
240,000 people with M.E. in the UK, frequently leaving them house or bedbound. Another primary target group for the new service is men, as evidence indicates they are more likely to access online counselling due to its anonymity. The online counselling will be available free of charge for members of Action for M.E. during the initial one-year trial.

Preparation for the launch of the service has included extensive BACP accredited online training for counsellors along with detailed research into online therapies. The counsellors involved in the project already have several years experience of counselling people with M.E.

Chris Daniels, Action for M.E. Services Manager, comments:“We are really excited about this highly innovative new service designed to provide easier access to M.E. specific counselling. M.E. is a chronic illness that can severely limit everyday activities leading to isolation - counselling can help by providing crucial emotional support in managing the illness”.

For case studies and press information please contact Samantha Jackson at :

samantha@afme.org.uk    Or ring on 020 7329 2299. 

[image: image17.jpg]


New Local ME/CFS Services- Update. 
Since your last Newsletter, your Support Group Representatives have continued to meet with the South of Tyne Primary Health Care Trusts and with Prof. Daymond to discuss and comment on the future ME/CFS Services in our area. You will be pleased to hear that a Local multidisciplinary ME/CFS Health Care Team is to be set up. GPs will be able to refer people with ME/CFS to have a diagnosis of ME/CFS established or confirmed, where there is uncertainty, and to access a range of services from ME/CFS Specialists - medical and otherwise. These will include a  Psychologist, Physiotherapist, Occupational Therapist and a Clinical Nurse Specialist. Job Adverts are currently being prepared. The posts are as yet part-time, but the service expansion is welcome.

We add that we are still in discussion with the PCTs to clarify exactly how many Specialist Medical hours weekly will be provided in the planned LMDT in addition to the medical inputs currently provided by Prof. Dayond to his present patients. We want to be sure the medical inputs overall are sufficient to meet likely need. We will keep you updated. 

It is quite clear from your Survey answers, that the PCTs must ensure a diagnosis of ME/CFS and the clinical management of symptoms receive the edical inputs they require, alongside the other LMDT Services.

We had hoped by now, to have arranged an Event for PCT Managers to meet with interested members, as  promised, but are yet to get an agreed date from the PCTs for this Event. We will continue to work for this soon and have safely stored the names of those of you who asked to attend such an Event in the Survey last Autumn. We will keep you all informed, in case there are others who would also like to come once we know the date. Those Members who asked for a telephone call in the Survey should all have been contacted by the time you receive this Newsletter.

The Survey Report is completed and is at the printing stage. We hope to send all Members a copy shortly.

Finally some Members of your Committee have been talking to and meeting with Social Services Managers and Welfare Rights Staff in Sunderland, South Tyneside and Gateshead. A leaflet is being produced setting out where you can get Welfare Rights information and help in the above areas. We have also provided some ME/CFS awareness Training for Social Services Staff in Sunderland. Sunderland Social Services has also identified one of its Team Managers - Mr. Norman Wilson - to liase with the PCTs and its relevant Hospital Service Provider Managers, to see how better links can be established between Hospital and Community based Services such as Social Services, for ME/CFS Care.

There is a way to go, but with better links in place our aim is that you finally will be able to access the advice and help you want more easily. We will keep you updated. Please contact Pauline Donaldson on the Helpline 0191 4556959 if there are points you wish to raise.

 -by Jean Lovie
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Ray-vers
The Young People’s Section

On-Line Polls

Action for ME (AfME) and the Association of Young People with ME (AYME)
are both carrying out online polls about how long diagnosis is taking.  Visitors to the AfME and AYME websites are asked 'How long did your diagnosis take?'

Up to 6 months?  6 - 12 months?  Over a year?  Call in with your answer to:

www.afme.org.uk
or

www.ayme.org.uk
 Public Information Announcement
"Special Children"


"Pushing the boundaries in ME/CFS" is a brand new article by Jane Colby published in the March/April issue of "Special Children", the magazine for teachers of children with special educational needs.

Flagged up on the cover, this piece aims to inflict a  mortal wound on the myth amongst teachers that ME is a psychological illness. It is not yet available in electronic form but you may wish to obtain a copy of the magazine.

You can do this by contacting Questions Publishing on 0121 666 7878.

Jane wrote: "We expect children to learn, so we too must be open to learning, not only from families about what, in their experience, is safe for their child to do without threatening relapse, but also from the latest research showing physical damage, potentially from viral causes....."

Questions Publishing Company were out in force at the Education Show from 17-19 March. The show was held at NEC Birmingham and this issue of "Special Children" was prominent there. Many thousands go through the doors so we can hope that the word is now spreading.

A review of "Young Hearts" was published in the same issue. We will be able to post the text of that shortly.

The Young ME Sufferers Trust, PO Box 4347, Stock, Ingatestone, Essex, CM4 9TE.

Tel/Fax : 01245 401080 www.tymestrust.org
 Exams

It’ll soon be that time again so it’s time to start planning now!  Remember to speak to the exam co-ordinator  and arrange your considerations well in advance of your exams. You can ask for:

· 25% extra time

· Rest periods

· An amanuensis

· A reader

· To use a computer

· To take food and drink into the exam

· To sit the exams at home or in a separate room at school/college

· Your exams to be moved to your ‘best time’; or even to the next day if you can find an invigilator to stay over night with you! 

 And Remember…...

Always plan for the worst!  Stress, viruses and relapses have a habit of happening at the worst time.  Use as many energy conserving, ME-friendly things as possible to get through those few weeks.  It is also important that you find out, in the event of you being too ill to sit the exam, whether you can be graded on your coursework alone. Some subjects/examining boards will mark you on the work you’ve already produced; others ask you sit a percentage of the paper whilst some insist the exam is done.  Knowing this can be vital in planning your exams if your condition flares up.  A Doctor’s note is necessary if you are unable to sit the exam, usually at a charge.

It is important you arrange your circumstances with each exam board, for each exam as rules do vary.  In my case the school presumed my English Lit. would be marked on course work as I was too ill to sit the paper.  This turned out not to be the case and I didn’t receive a grade.  If I’d none this I could have got a Dr’s note, missed my maths exam and saved my energy for the English paper.

 If things do go horribly wrong don’t panic!  Local colleges may be able to arrange for you to re-sit in November.  There are also short City and Guild courses that are equal to an A-C grade in Maths and English that employees and universities accept.  For those sitting A-levels, or have had to postpone them due to illness, most colleges offer Access courses that take a year and are an accepted entry to university for those over 19 years old.  There are lots of ways to achieve your goals so don’t worry that this will be your only chance. 

 - Kelly Watson

  CHEERS

The January issue of CHEERS is on the loose across the United Kingdom.
The Association of Young People's magazine is packed with information
and contacts. News features in this 40 page issue Include Conference 2005, Guidelines for Paediatricians, A week in the office and Regional Positive Living Workshops. Much of the content is from the youngsters themselves making this a publication for every young person with ME/CFS in the UK.

www.ayme.org.uk
LINK

Issue 5 (December) of AYME's parents' and professionals' bulletin, LINK, is packed with news and views on all that is important in the world of ME in children and young people. It includes a study by the Royal College of Paediatrics and Child Health on GP management of children with ME and full details of the new Dept. of Health ME centres, including where they are situated. There's one family's experience of CBT and the Master Classes on ME held at the Welsh Assembly, with AYMEr Michelle Penny and CEO Mary-Jane Willows. There is also an extensive article by AYME's Education Advisor on coping with school meetings with suggestions and tips for before, during and after the meeting.

The February issue of LINK will have in-depth information on the new Guidelines on ME from the Royal College of Paediatrics and Child Health, and its supportive Patient Booklet.  For info on how to join LINK Associates and receive a regular LINK bulletin, email sue@ayme.org.uk or download an application form from our web-site www.ayme.org.uk 
Issue 5 (December) of AYME's parents' and professionals' bulletin, LINK, is packed with news and views on all that is important in the world of ME in children and young people. It includes a study by the Royal College of Paediatrics and Child Health on GP management of children with ME and full details of the new Dept. of Health ME centres, including where they are situated. There's one family's experience of CBT and the Master Classes on ME held at the Welsh Assembly, with AYMEr Michelle Penny and CEO Mary-Jane Willows. There is also an extensive article by AYME's Education Advisor on coping with school meetings with suggestions and tips for before, during and after the meeting.

New ME/CFS Guidelines for children
The new National Service Framework for Children, Young People and Maternity Services was published on 13th December, 2004.

In a further demonstration that the 'wilderness years' of M.E. are ending, Government has today published an Exemplar, setting out the journey experienced by a child with M.E. and the response expected from the NHS.

This forms part of a National Service Framework for Children and Young
People and sets standards against which the care provided by the NHS will be measured.

The Exemplar has a great deal to commend it, not least the partnership approach to care between professionals and the family, and the belief and validation of the illness as real from day 1.

Action for M.E.'s Chief Executive, Chris Clark comments:

"This is a demonstration of how far M.E. has come in a short time. Just 3 years ago, M.E. was largely unrecognised, yet now the care of children with the illness is used as a standard against which the performance of the NHS will be measured."

Action for M.E. is pleased to place on record its congratulations to the Association for Young People with M.E. (AYME) who led the patient representation on the Exemplar.

Notes:

M.E. (short for myalgic encephalomyelitis or encephalopathy) is also known as Chronic Fatigue Syndrome (CFS) or Post Viral Fatigue Syndrome (PVFS)

Children as young as 5 can get M.E. Some have estimated that as many as 25,000 young people have M.E., and whilst this may be at the higher end of the range, until thorough research has been carried out, we will have to rely on estimates.

Young people have a better chance of making a recovery than adults, though the symptoms may be more severe. Telephone Action for M.E. on 0845 1232380.

< http://www.a4me.org.uk/> www.a4me.org.uk (our young people's website 
recently in receipt of an award from the BMA) < http://www.ayme.org.uk/> www.ayme.org.uk (Association for Young People with M.E.)

NSF EXEMPLAR link :

<http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4098119&chk=PhRXJG>

http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4098119&chk=PhRXJG

AYME and the Royal College of Paediatrics and Child Health held a joint launch of the new Guidelines on 3rd February at the Houses of Parliament.
The launch was professionally videoed and is now available in VHS and DVD format. The 45 min recording gives all the speeches in full and the Question and Answer Panel at the end. In particular, the Health Minister, Dr. Stephen Ladyman, gave a very supportive speech in terms of the Government's commitment to our cause.
For a copy please send cheque for £8.50 (+ £1.50 postage and package) to AYME Ltd, Sunbow House, 5 Medland, Woughton Park, Milton Keynes, MK6 3BH 

Please indicate whether you need DVD or VHS copy.
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                                         That’s all for now folks – Good night!
cinema.  The Cinema Exhibitors’ Association Card entitles the holder to one free ticket for a person accompanying them to the cinema.  So if you take your child you will only pay for one ticket.  To apply for a card you must meet one or more of the following criteria:
*
Be in receipt of Disability Living Allowance.

*
  Be a registered Blind Person.

*
  Hold a disabled person’s rail card.

Costing £5, the card lasts for 3 years from the date of issue. For more information ring 0151 348 8020 or visit the website at :              www.yourlocalcinema.com/cea.html
Citizens Advice Bureaux Website:                 www.adviceguide.org.uk
Disability Living Allowance website:

People with ME/CFS may qualify for some help from the DLA. For information on this benefit please visit:  

http://www.dwp.gov.uk/lifeevent/benefits/disability_liv_allowance.asp#ot
The Wheat and Dairy -Free Supermarket Website goes live at the beginning of 2005. Look for it at:

http://www.wheatanddairyfree.com/
Multiple Chemical Sensitivity

Many people with ME also have Multiple Chemical Sensitivities. Some have developed these following ME while others attribute their ill health to an initial pesticide involvement.  The following websites may be of interest to these people. 

http://www.washingtonpost.com/ac2/wp-dyn/A62569-2004Oct25?language=printer
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http://www.getipm.com/html/tree.htm                                                           
http://www.getipm.com/html/symptoms.htm
  http://www.allergymatters.co.uk/acatalog/Multiple_Chemical_Sensitivity_Syndrome.html

http://www.24hourhealth.co.uk/environmental-health/Multiple-Chemical-Sensitivity.html
New publication on Pacing from Action for ME

The latest addition to our information guides - “Pacing"-the first guide of its type is proving to be one of the most popular of our publications, with our membership staff sending out hundreds of copies just days after we announced its launch through our members magazine InterAction.  Copies of these and our other information guides, together with our publications list are available from Action for M.E., PO Box 1302, Wells, Somerset BA5 2DN.

MEMBERS QUESTIONNAIRE ON ME/CFS SERVICES

A big thank you to the 111 members (68%) who found the energy and time to complete our recent Services Questionnaire. Your replies were full of ideas.  The findings are currently being written up in a report which you will receive soon.

Twenty seven members asked to be consulted further by telephone. This will be done over the next month.  No call will exceed 10 minutes to save your energy. Forty three people expressed a wish to attend a Consultation Event. We are waiting for details of the event from Sunderland Primary Health Care Trust and will pass on information to you as soon as it is available. The Consultation Event will not be held before the end of January 2005, at the earliest.

As to the findings, there was a general uniformity in the replies. There are clearly major gaps in service provision covering health and other care.  Over 50 of you are having problems with Benefits and many of you refer to being isolated and dependant on unpaid carers and families. Housing and transport problems were also identified. There was a clear preference for a Specialist ME/CFS Health Team, members of which should be linked to GP’s, other community services including social care, and with yourselves to provide fuller, more co-ordinated help.

Complementary therapies, nutritional and dietary help were flagged up as current important sources of help as were the local and national Support Groups.  Members want more information, better access to Services and a clearer understanding of ME/CFS by the public and service providers. Medical research must also be expanded to identify the causes of ME/CFS and necessary treatments. There was also a definite preference for a Clinical Nurse Specialist post and a reminder of the importance of Home Visits for those who cannot leave the house.

In no way does this summary give full credit to all of the findings, but we have passed many ideas onto the Primary Care Trusts.  Representatives of your Committee are currently contacting local Directors of Social Services and associated Welfare Rights Services to build clearer links.

We will keep you updated.  There is much to be done.  Money is limited but there is obviously a shared service vision of what we want to guide our present discussions and future direction.

NB. Four people asked to come to the Consultation Event but did not provide names, etc.  If you think this might be you, please could you contact the Group’s help-line 0191 455 6959 and this will be checked out.  If you haven’t returned your questionnaire and would like to, then please send it to Pauline Donaldson.  Whilst your opinions will miss the report, nevertheless they will be carefully noted (all information in the report is anonymous ensuring privacy and confidentiality).  Thank you for your support,                                                         - Pauline Donaldson & Jean Lovie.
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 Christmas Greetings

Members of the group once again send Christmas Greetings via our newsletter. This year the money donated has been sent to MERGE ‘s Research Fund.

My very best wishes to all my ME friends from Ann Harrison.
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Pauline and Les Donaldson would like to send warm greetings to everyone at Xmas.
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Amy and Andrew Tate and family send greetings to all at Xmas time.
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Christmas Greetings to all members. Happy and Healthy New Year to all from Judith Hood  xx.

Pat and Allan Houghton wish everyone a blessed Christmas and a Happy, Healthy 2005. Especial thanks to our Committee and patrons for their help and support.

A Happy Christmas to all of the group from Jan, Joe and the boys.

Maggie Gardner sends Best Wishes to everyone for a Happy Christmas and a healthy New Year.

Seasons Greetings to all members from Doreen Wilson.

Our warmest wishes for a peaceful Xmas from Craig and Clare Allen.

Aileen Brotherton wishes everyone happiness at Christmas time.

Merry Xmas, Happy New Year from Irene Stott.

My best wishes to you all from Linda Reay.

Christine and Robert Peacock wish all our friends a very Happy Christmas and a healthy New Year.

Happy Christmas to everyone. Gillian Inkster and Ken Redman.

A very Merry Xmas from Tom Forsyth.

Happy Christmas and a Healthy New Year to all from Lyn and Conrad White.
Compliments of the season and kind thoughts at Xmas from Leslie and Joan Tate. 

   

 Book Review
America Exhausted – Breakthrough Treatments of Fatigue and Fibromyalgia by Dr Edward J Conley.

Good book, silly title!!  Dr Conley is medical director of the Fatigue and Fibromyalgia Clinic of Michigan and he uses a biochemical model of clinical care. Treatment centres round correcting deficits in the vitamin, mineral, amino-acid and other cofactors that are needed for the Krebs Cycle (the process by which our bodies use food to produce energy).  He believes that leaky gut syndrome and dysbiosis (bad bugs in the gut instead of good ones) need to be addressed so as to increase absorption of nutrients and help the immune system.  There are chapters on sorting out sleep problems, depression, allergies, stress and adrenal fatigue.  If you are interested in technical stuff like what amino acids can help cognitive function (i.e. getting rid of brain fog) and why people with M.E. are more susceptible to auto-immune problems then this is the book for you! Although it covers these scientific issues, it is quite readable and has summaries  at the end of each chapter. The first edition of the book was written in 1997 and Dr. Conley has been treating CFS/FMS patients for 10 years before that so the treatments are not really breakthroughs.  Even so the biggest drawback is that it is hard/impossible to find a doctor in the U.K. willing and able to help you through this type of treatment strategy.  Many of the treatments could be undertaken working with an experienced nutritional therapist.  Armed with the information in this book you will be able to work in partnership with your therapist and hopefully avoid the charlatans!  In the words of Winston Churchill – “Never, never, never give up.”
ISBN 0-9652544-1-0

Published by Vitality Press.

Available from Amazon at  £12.99

Remember if you order through the Action for M.E. website, Amazon will make a donation.  Enter the word Amazon in the search facility at www.afme.org.uk to find the Amazon website.


Medical Matters

Lyme Disease/ Borreliosis - News update from the International SAMENTO
 conference Brighton, UK 9/11.09.04

Peruvian Herb 'Sets the Cat Among The Pigeons'
The recent conference on Samento TOA free Cat's Claw, held in Brighton on the 9th and 10th of September, has revealed a potentially groundbreaking piece of information - one that is set to turn the medical establishment upside down.

Many of us in the 'alternative' health industry are very used to finding Yeast infection and Chronic Fatigue symptoms side by side.  After all, low immune function can result in increased risk of fungal infection. However, this could in fact itself be evidence of a far more serious bacterial infection, Lyme Borreliosis - the bacterium that causes Lyme Disease.

You would be forgiven for not being too familiar with Lyme Disease. However, you are likely to be unable to avoid familiarity with it in the future, if current reports are correct.

So, what is Lyme disease?

Lyme disease is caused by a tick-borne spirochete, Borrelia burgdorferi. Infection may be asymptomatic, may cause only erythema migrans (the classic rash around the site of a tick bite), or may cause disseminated disease that can affect many organs and tissues.

The term was first used after a cluster of arthritis cases, associated in some instances with tick bite and rash, occurred in people living around Old Lyme, Connecticut, in the mid-1970s. Subsequent investigations have shown a broad range of clinical presentations associated with the infection. Although the term Lyme Disease is applied in a general way, the fact is that there are many types of Borrelia, causing a wide range of problems.

At September's conference, it also became evident that there may well be other vectors for infection - including other insects such as Mosquitoes  and possibly even intimate human contact.

The label 'Stealth bug' may seem like a science fiction term, but Borreliosis infections really are going undetected, according to many researchers. Along with the various hospital superbugs, they are evidence of a new threat to our health, compounded by the 'toxic' overload in our bodies caused by the levels of chemicals in our lives, our immune systems are being more and more compromised, leading to increased problems with such conditions.

Recent estimates suggest that Borrelia infections are prevalent on six continents. In America, where the Lyme Borreliosis is most prevalent, it is estimated that gross under-reporting and misdiagnosis could be hiding a Pandemic. In June, the U. S. Centre for Disease control and prevention passed funding of $2.9 million to begin a comprehensive survey of Lyme Disease from Maine to Texas. Someone somewhere thinks the problem is worth looking at.

As we reported before the conference, there are about 150,000 people with Chronic Fatigue Syndrome (CFS) in the UK. In an informal study conducted by the American Lyme Disease Alliance (ALDA), 90.3% of patients diagnosed with CFS were found to have Lymes Borreliosis. Dr Andrew Wrights preliminary research, published next month, confirms this link.

Dr Wright was able to present images of bacteria on the move, bacteria that the medical establishment has until now assumed were 'just short chain proteins.' The obvious concern is that here too, the real numbers of people carrying Borrelia in their blood could be truly huge. But medical dogma may well be preventing the real appreciation of the broad ranging significance of these findings.

And there is further cause for concern - mild winters have led to a huge explosion in the tick population, and in Scotland, one of the Lyme 'hot spots' in this country, increases in tick populations have been so huge that they have led to a drop in the Grouse population.  Disgruntled Game hunters are not really the biggest problem here, £330,000 is spent on diagnosis and treatment of Lymes every year in the Scottish highlands - but as new research may prove, this could be just scratching the surface.

Many people who suffer from Chronic Fatigue Syndrome and many other chronic illnesses could have Borrelia in their blood. Over 25% of CFS/ME sufferers have chronic symptoms that in many cases leave them wheelchair bound. Of course Borrelia infection may not be the only cause, but co-infections and chronic illness go side by side, and the very clear message is that Borrelia is implicated in many cases.

Lyme Disease is treatable with antibiotics, but some of the best results in its treatment have been achieved using Samento TOA free Cat's Claw, a rare chemotype of the Peruvian herb Uncaria Tomentosa.

This is not a modified Cats Claw, but a natural variant. It is worth noting that of perhaps a quarter of a million rainforest plants in the Amazon basin, we have analysed an estimated 1% for medicinal benefit.

So, what makes Samento different?

Samento does not contain a group of chemicals called tetracyclic oxindole alkaloids (TOAs) that act upon the central nervous system and can inhibit the positive effect of the key actives, the pentacyclic oxindole alkaloids (POAs).

Samento contains a standardised amount of POAs that demonstrate powerful immune system modulating properties. According to research conducted in Austria, just a 1% level of TOAs can cause a 30% reduction in the effectiveness of the POAs, and many varieties of Cats Claw may contain as much as 80% TOAs.

 NB. It is not possible to have a conclusive test for Lyme Disease in this country and often a series of tests need to be carried out in other countries to identify the bacteria in the blood. Professor Daymond attended a conference on Lyme Disease earlier this year and is coming to our group meeting on February 16th at 7.30pm Nookside to talk about the findings. 

New developments in the biology of ME/CFS

This one-day workshop  took place at the West Park Conference Centre at the University of Dundee on 3rd October 2003.

Funded by a Royal Society of Edinburgh grant (under its RSE/Wellcome Trust Research Workshops Scheme) awarded to Dr. Gwen Kennedy of the Vascular Diseases Research Unit, University of Dundee, the aim was to bring together a specially-invited audience of around 35 practising scientists to discuss biomedical developments and potential areas for future investigation. After an introduction and welcome by Dr. Gwen Kennedy, the workshop commenced with an overview of ME and “CFS" by Dr. Vance Spence, Honorary Senior Fellow at the University and Chairman of MERGE.

The morning was given over to vascular aspects of the illness, and the two major speakers were Prof. Jill Belch, head of the Vascular Diseases Research Unit, University of Dundee, and Prof. Julian Stewart, Department of Paediatrics, New York Medical College, USA.

The afternoon session dealt with cellular metabolism, and the main speakers were Prof. Kenny De Meirleir of the Department of Medicine, Vrje Universiteit Brussel, Brussels, and Prof. Grahame Hardie, School of Life Sciences, University of Dundee.

MERGE has funded and produced a comprehensive report of this one-day workshop. We hope it will be the first of many such reports of workshops on the biomedical basis of ME. A copy of the report can be downloaded from here:

http://www.meresearch.org.uk/melibrary/publications/workshop/New%20developments%20in%20the%20biology%20of%20ME_CFS.pdf
http://www.meresearch.org.uk/melibrary/publications/workshop/foreword.html
NB. If you do not have access to the Internet, a copy can be sent to you by post.  Ring the helpline on 01914556959

RSE/ Wellcome Trust Research Workshop:

New developments in the biology of ME/CFS.  Foreword  written by Dr Neil C. Abbot, Director of Operations, MERGE, The Gateway, Perth; and Research Fellow, Department of Medicine, University of Dundee, Dundee, UK.

It is my great pleasure to introduce this overview of the RSE/Wellcome Trust Research Workshop, written and produced by MERGE to energise ME research.  Every day in the UK, between 120,000 and 240,000 people waken with ME, a condition which principally involves debilitating malaise and pain. Studies tell us that around 50% are employed but struggling to maintain their lives, while another 40% exist on benefits, with considerable economic and social costs to the country.


Despite the policy developments of recent years, including the report of the Chief Medical Officer of England, the short-life working group report to the Scottish Parliament, and the Medical Research Council's ME/CFS research “strategy", people with ME remain ill and largely ignored by mainstream academic medicine.

The diagnosis which they are given - CFS - is imperfect and lacks specificity, and "is a significant complicating factor in understanding the dynamics of this illness. There are probably different types of illnesses now contained within the CFS construct" (Jason et al., 1997).

In the past, most research effort has gone into the validation of psychosocial strategies designed to manage the illness. Indeed, when MERGE conducted an overview of 139 completed or ongoing research projects listed in the UK's National Research             Register (Abbot & Spence, 2002), we found that most concerted interest (and, almost certainly, funding) was directed towards researching psychosocial aspects of the illness.

It is widely recognised, however, that such psychosocial strategies have their practical difficulties and, importantly, that they are not curative, at least not in the sense in which ordinary people understand the term. Susan Sontag's words have a particular poignancy in the case of ME: "Theories that diseases [illnesses] are caused by mental states ..… are always an index of how much is not understood about the physical terrain of a disease."

Something more has to be  done: fundamental biomedical research on the  subgroups of patients presently given the label "CFS". Illnesses are most easily accepted when they have a specific clinical or scientific thumbprint - a biochemical test, a cluster of specific symptoms or signs, etc. - that confers legitimacy in the eyes of healthcare professionals. Until then, patients are in a no-man's land between the living and the well, subject to a variety of quasi-therapeutic interventions. The discovery of a clinical or scientific thumbprint for ME, indicative of the physical terrain, would be the single transforming event in the lives of many thousands of people. MERGE hopes this research workshop, which has brought together practical scientists from a range of disciplines, will be one more step towards this goal.

References:

*Abbot N.C, Spence V.A. “Can the National Research Register inform future policy?” (MERGE Analysis 01-M002).

*Jason L.A, et al. “Politics, Science, and the Emergence of a New Disease: The Case of Chronic Fatigue Syndrome”. American Psychologist 1997; 52: 973-83.

 Benefits  (via IMEGA)
When applying for benefits, the Department of Works and Pension rule states that you can ask for a home visit from the examining doctors. One sufferer was asked for a Doctor’s letter but this is not in the rules.  You can also insist on having a doctor of the same sex as yourself.  Action for ME has been making representations to the Minister because of the unusual high level of success of appeals following refusal of DLA for sufferers of ME/FMS.  

Action for ME felt that this was due to unfairness in the treatment of ME/CFS and part of the problem could be the attitude of the examining doctors at medicals. Some of our members have had this problem. The Minister of the Department of Works and Pension has stressed that she wants to hear of complaints about the examining doctors. If you have a valid recent complaint on an Examining Medical Practitioner write to the Department of Work and Pensions, Correspondence Unit, Room 540, The Adelphi, 1-11 John Adam Street, London, WC2N HT

or e-mail:
http://www.dwp.gov.uk/contact/dwpcomps.asp
“Chronic Fatigue Syndrome and Pensions 2nd March 2004”.

www.clarkewillmott.com/sectors/wealth.html?bulletin=627


Early retirement
Early retirement is a luxury many people strive for, but for some it is not a matter of choice. Many thousands of people are forced into premature retirement through ill health or injury each year. Fortunately, most pension schemes allow members to apply for early payment of their pension benefits in such circumstances, though it is nearly always necessary for members to show that they are permanently incapable of working. Sometimes that is not a problem; sometimes it can prove to be a nightmare.

At retirement, those suffering from Chronic Fatigue Syndrome (often called ME) may well be totally incapable of working but will invariably find it very difficult to show that their incapacity is permanent. Occupational health officers are advised that the majority of sufferers will eventually recover sufficiently to return to work.

Before granting pension benefits they are required to discount the possibility of recovery, and they can only do so if the various symptoms have been present for more than four years and if all appropriate forms of treatment have been tried. Until the possibility of recovery can be discounted, the incapacity is viewed as temporary, and rightly so. But what about the four years (minimum) it takes for sufferers to discount the possibility of recovery? It seems to us that pension schemes should backdate benefits to the date of retirement since the incapacity has been shown to have been permanent all along. Few schemes do this however.

We recently successfully clarified that the Local Government Pension Scheme (“LGPS”) provides a mechanism for backdating in this way in the case of Spreadborough versus Wandsworth Borough Council, in which we acted for Mr Spreadborough. We appealed to the High Court against a determination of the Pensions Ombudsman, who had decided that the LGPS does not allow backdating.

The facts of the case were simple. Mr Spreadborough retired from his job with Wandsworth Borough Council in 1990 on the grounds of ill health. He was subsequently diagnosed as suffering from ME, though he was unable to obtain medical evidence until 1998 that he was permanently incapable of working as a result. The same symptoms were present from the date of his retirement to the date on which he eventually obtained this evidence. In light of this, the evidence confirmed that with the benefit of hindsight, (i.e. knowing that time and treatment had not brought about recovery) Mr Spreadborough was likely to have been permanently incapable of working from the outset.

Different local authorities take different approaches, but in many cases like this have refused to backdate pension benefits beyond the date on which the member concerned comes up with medical evidence that their condition is permanent.  This seems to us inherently unjust. It is also at odds with the LGPS Regulations, which provide that benefits are payable from the “date on which [a member] becomes permanently incapable, by reason of ill-health or infirmity of mind or body” (our emphasis), not from the date on which he is eventually certified as permanently incapable.

Until now, though, the Pensions Ombudsman (who is the final arbiter except where an issue of law is raised) has upheld these refusals. Clearly, although the difference in terminology is small the effect it can have is massive. In Mr Spreadborough’s case no less than 8 years’ worth of pension benefits is at stake.

The High Court’s decision means that in future local authorities will have to approach applications for pensions on ill-health grounds in two stages. First, they will have to grant a pension as soon as a member is certified permanently incapable. This is straightforward. Secondly, however, they will have to backdate benefits to the date on which the member became permanently incapable as shown by medical evidence. In our view this opens the way for members of the LGPS (and other schemes, not least the National Health Service Scheme) to obtain benefits rightly backdated to the onset of their ME.

For further information, contact Stephen Searle on 0117 916 9567 or via email.  Thank you for posting this very important item of news regarding the back-dating of a pension when it is related to early retirement due to permanent ill health.  I can recommend the solicitors involved as I have been involved with them on hepatitis B vaccine litigation.



- Charles Shepherd

 Hepatitis B Injection

There has been a new study supporting the view that there is a link between the hepatitis B vaccination and Multiple Sclerosis. The study has been published in The British Medical Journal.  Anyone with ME/CFS who believes that the hepatitis B vaccine caused or worsened their condition may wish to submit a short case history report to the B.M.J. e-discussion at: 

http://bmj.bmjjournals.com/cgi/eletters/329/7468/703-a
- Information from Imega group.

 
All Party Parliamentary Group on ME

An important meeting of the UK All Party Parliamentary Group on ME will be taking place in the House of Commons on 14 December. The APPG discussed DLA and benefits problems at its last meeting. Under consideration this time will be industrial insurance disputes involving people with ME led by the ME Association.  Dr. Charles Shepherd will be leading for them ​ with the support of James Millar Craig, a partner in Royds Solicitors of Fleet Street. He has had 14 years experience of representing PwME in insurance industry disputes. Also present will be a couple of PwME, who are prepared to talk about their own ongoing disputes.

The post bags of Members of Parliament already bulge with letters of complaint from people who have had to give up work because of serious ill health​ but are being denied income protection payments which they or their companies have already paid for. The stories are legion, and known to many of us. They include use of inappropriate exclusion clauses in policies, months and months of prevarication by highly-paid "customer services managers" which drive many PwME to distraction and further decline in health. The growing use of alarming functional testing assessments, the obtaining of the flimsiest of evidence against claimants by the use of private detectives and covert video surveillance, and so on.

And, of course, there are common threads, which run through much of this:
hostility towards ME as a real, physical illness with fluctuating, long-term 
symptoms. The involvement of psychiatrists/ psychologists as insurance company assessors, and the insurance company's own money-saving agenda ​ often carried out at the expense of people who are very seriously ill and with little in the way of income of their own.

Please make your M.P. aware of the APPG and ask them to contact the APPG chair Tony Wright, M.P. for Great Yarmouth, or his office in the House of Commons, for details of APPG membership and the outcome of the 14th December meeting. (Full minutes will be circulated as soon as possible after the meeting).  The APPG chair, Tony Wright M.P., is hoping the discussion will arm him with new information for an adjournment debate later in the year on income protection insurance/ permanent health insurance and ME.  He will be revisiting the last adjournment debate held on the subject almost five years ago on 21 December 1999. 
web ref:
http://www.publications.parliament.uk/pa/cm199900/cmhansrd/vo991221/halltext
/91221h01.htm#91221h01_time0 


NB. The AGM of the APPG, and a possible General Election early next year, may intervene; as you know, the APPG must be reconstituted in any new
Parliament. 

The information for this report came from: Tony Britton, ME Association(UK).  Joint. Sec. of APPG.

Tony.britton@ntlworld.com
Ravers
The Young People’s Section
MUSICAL TALENT

One of our young members, Martine Goldman is a very talented singer. She and her fellow performer Andy Simpson make up the duo “Moonlight”. Those of you that attended our AGM in August will remember that they entertained us beautifully during the evening.

Together they now have performances booked around the North East over Xmas and have launched a new web-site. Why not check out the web-site for details and see if there is a performance near you. If you do go along you will not be disappointed and don’t forget to make yourself known to them too! They will be delighted to meet you.

www.moonlightacoustic.co.uk
 HIGHLY COMMENDED AWARD

Action for M.E.'s information wins BMA recognition.  We are delighted that Action for M.E. has received two awards from the British Medical Association in their Medical Book of the Year Competition, in the Patient Information Categories.
"Your Child and M.E." received a highly commended award.  This book was produced by our Information Team, and was designed and written with the help of a number of parents of children with M.E.  It has been described as an essential guide for parents in helping to understand M.E. and support their children in managing and recovering from the illness.
"A4ME" our Young people's website received a commendation from the BMA.  The site contains age-specific information on living with and recovering from M.E., much of it prepared with the help of our young members themselves. The site has been sponsored by the Peter Harrison Foundation, to whom we record our thanks.
Dr Nigel Speight Joins The ME Association as a Specialist Adviser
Dr Nigel Speight, Consultant Paediatrician at the University Hospital of North Durham, has agreed to join The MEA as a specialist medical adviser.  Dr Speight is already well known to many parents and children with ME/CFS for his kind and highly supportive approach. He has become a leading authority on the management of ME/CFS in children and adolescents. Dr Speight also takes a special interest in legal and child protection issues which may involve children and their families.

The ME Association fully acknowledges the valuable work being carried out by the two children's charities AYME and Tymes Trust, and we have no plans to develop specialist services in this area. However, we do have a considerable number of members who are parents of children with ME/CFS, and we are therefore asked for our opinion on matters facing all age groups from time to time. It is for this reason that we have asked Dr Speight to provide us with an expert opinion on occasions when it is required.  We hope to be announcing further additions to our specialist advisory panel in due course.                       
From the M.E. Association website - Posted 6th October 2004
www.meassociation.org.uk/fwhats_new.htm


. 


That’s all for now folks.

A merry Christmas and a happy New year to all our readers!
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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