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Chairman’s Report

Reports on ME are like buses, you wait for ages for one and then two come along together!

Firstly, NICE (National Institute for Clinical Excellence) has been compiling guidelines for the care of people with ME. The draft copy has been published and opened up for comment to interested parties.  There have been opinions from all the major ME Charities and individuals alike-too many for us to reproduce here.  However we have included one - the submission from Young ME Sufferers Trust which mirrors the sentiments of a number of the others.

The second is the report of findings of the Gibson Inquiry.  This Inquiry, set up by Dr. Ian Gibson MP for Norwich North, was probably the most comprehensive independent study to date and had contributions from a large section of the ME community.  Professor Malcolm Hooper gave evidence in London earlier this year and spoke of the report findings at our Annual General meeting at the end of November. The Gibson Report can be viewed on line at:

 www.erythos.com/gibsonenquiry

Our AGM was followed by a retirement party for Professor Terry Daymond when he was presented with gifts from group members. There were two hand-cut silhouette pictures with six scenes of landmarks from North and South of the Tyne, a beautiful piece of glass ware, hand made in Sunderland and some Gift tokens. A bouquet of red and white carnations (our group colours) was also given to him for his wife who has “shared” him with us for so long.  Members signed an autograph book.  We were entertained by the ladies of the Jubilee Singers who sang and performed monologues and enjoyed a buffet supper followed by celebration cake. A wonderful evening!
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                                         Best wishes for a peaceful Christmas                 
               LeslieTate
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Dates for your diary

December 2006: There is no group meeting in December.

January 17th 2007: group meeting.

February 21st 2007: group meeting –we will be showing part of the DVD of the Invest in ME Conference of May 2006.

March 21st 2007: Group meeting. There will be a talk entitled “Standing Up for Fatigue” by Dr. Julia Newton of Newcastle who is undertaking fatigue related research using “Tilt –table testing”.
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Fundraising
We launched our standing order appeal in the Autumn newsletter and would like to thank the people who have responded so far. Even a small regular donation will help us to continue with our work. If you want to set up a standing order and have mislaid your form, then please ring me on 0191 4556959.

We have received the following donations to group funds and wish to thank the donators:

St. Leonard’s Church    

£91.50

Xmas Greetings:      


£23.00

Donation: P.M.         


£20.00

Raffle at AGM:       


£68.00

Donations:               


£15.00

                                 - Pauline Donaldson, Honorary Treasurer.
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Websites

Food for thought:

Two links with reference to pesticides in food that people might find useful:

http://www.mercola.com/2006/nov/28/the-dirty-dozen-fruits-and-vegetables-          containing-the-most-pesticides.htm

and

http://www.foodnews.org/index.php
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Pauline presenting Professor Daymond with his retirement gifts on behalf of group members (Left) and supervising the cutting of the cakes (Right) during our A.G.M.
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Benefit Information 
We are indebted to South Tyneside Welfare Rights Dept. for the following information:

£13 billion of welfare benefits go unclaimed 

You may have heard a lot in the news about ‘benefit cheats’ claiming money they’re not entitled to.

But did you know that the government itself believes that welfare benefits and tax credits worth around £13 billion a year go unclaimed?  These are means-tested benefits intended to help people on the lowest incomes – people who can least afford to do without the money.

The figures show that: 

*up to £8 billion in means-tested benefits such as income support, housing benefit and council tax benefit are not being claimed by those who are entitled. 

*about £5 billion of working tax credit and child tax credit go unclaimed each year.

*one of the most underclaimed benefits is council tax benefit.  About 1 in 3 people who are entitled to it don’t claim.

By contrast, child benefit which is not means-tested and has no ‘stigma’ attached to it has a take-up rate of around 98%.  So nearly everyone who can claim child benefit, does so!  If you would like to find out more about your entitlement to means tested benefits like council tax benefit, contact us. 

Healthy Start Scheme begins

The Healthy Start Scheme replaced the Welfare Food Scheme (free milk & vitamins) across the country from 27 November 2006. 

Pregnant women and families with children under 4 can now get free vouchers every week for fresh fruit and vegetables as well as milk, vitamins, and infant formula milk.  New regulations, however, reduce the upper age for qualifying children from age 5 to age 4. 

To qualify, most families will have to receive income support, income based jobseeker’s allowance, working tax credit or child tax credit with an income below £14,155.  However, from 27 November 2006, all pregnant women under 18 can receive Healthy Start vouchers regardless of their income. For more information check the Healthy Start website ( www.healthystart.nhs.uk) or contact your nearest advice centre.

Income Support (IS) & Jobseeker’s Allowance (JSA) Claims

More time to claim

In light of the problems people are experiencing making claims for JSA and IS over the phone, the Government has, in some cases, agreed to backdate benefit by up to one month.

According to the Commons Public Accounts Committee, 21 million phone calls to DWP contact centres were not answered last year.  Many people are finding it very difficult to get through by phone to the benefits’ claim line and, as a result, have been losing money through no fault of their own.  Previously you could only be paid benefit from the date you actually got through to the contact centre – so this is certainly a change for the better!

Remember you can still make a claim for benefit by filling in a paper form rather than over the phone - if a lengthy phone conversation would be difficult for you. The DWP prefers people to make claims over the phone, but you can ask that a paper claim be sent to you instead - if you are refused, insist on speaking to a supervisor or manager.  You don’t need to give a reason for requesting a paper claim; it is your legal right and you can make a complaint if refused.

 Tax Credits

Changes in your circumstances

From 1st November 2006, if you are getting child tax credit or working tax credit, you now have a duty to inform the Revenue of a wider range of changes to your circumstances.  You should have recently received a leaflet from the Revenue about this.  Below are the additional changes that you must report: 

1) any changes in the number of hours you usually work which take you below the 16 hours a week or 30 hours a week thresholds; 

2) if you cease to be responsible for a child or young person, for example where a child or young person is taken into care or fostered with another family; or 

3) if a child or young person ceases to qualify for support, for example because she or he leaves non-advanced full time education or approved training before the age of 20, except where this change is automatically applied. 

You must inform the Revenue of these changes within 3 months of becoming aware of them. 

If your child is expected to become a qualifying young person (for example, she or he intends to stay on in non-advanced full-time education or training), you will now be able to inform the Revenue of this in advance.

And finally, from 6th April 2007 you will only have 1 month to notify the Revenue of required changes of circumstances, instead of 3 months.

Recovery of overpayments

From 1st November there are limits on how much your tax credit payments can be reduced to recover an overpayment of the current year’s benefit.   

Thinking of making voluntary contributions towards your state pension?  

Read on……….You should think carefully before making any contributions towards your state retirement pension in view of proposed changes published earlier this year.

New rules published in May 2006, propose to reduce the number of years needed to claim a full basic state pension to just 30 for men and women reaching retirement age    on or after 6th April 2010. At the moment, women need between 39 and 44 years worth of national insurance contributions depending on their date of birth and men need 44.  

If the proposal becomes law, you may find that you have already paid sufficient contributions or will have once you reach retirement age.  

The Revenue have warned that if you pay extra contributions you may not get a refund if it turns out at a future date that you did not need to pay them – take advice if you’re not too sure what to do! 

Legal aid in crisis

Changes to legal aid funding proposed by Lord Carter in his Review paper published in July 2006 could have huge implications for access to justice for some of the country’s poorest if they become law.

Proposals include changes to the way that solicitors are paid for legal aid work by replacing work paid by the hour with a system of fixed fees paid regardless of how long it takes to complete a case.  The move could result in Solicitors and advice workers turning away ‘high maintenance’ cases and helping only those people with simple and straightforward cases. The fixed fee system would not only apply to Solicitors but also to hundreds of specialist workers working under Legal Services Commission contracts including some advice centres.

The Law Society estimates that as many as 800 law practices could close if the Carter proposals become law and that many people in large parts of the country could find it very difficult to find a solicitor or advice agency to do legal aid work.

Another proposal put forward by Lord Carter is to pay advice agencies three months in arrears for legal aid work - causing great difficulties for many agencies.

The Government has consulted on the Review paper and many organisations have put forward their views – South Tyneside Welfare Rights included.  

Interested in finding out more about benefits?

South Tyneside Welfare Rights Service is offering the following training sessions to people who live or work in South Tyneside: 

24/1/07:
 Introduction to Welfare Benefits.

6/2/07:

 Understanding Disability Living Allowance & Attendance Allowance.

20/2/07: 
 Back to Work benefits.

6/3/07:     
 Carers & benefits.

11/4/07:  
 Benefits and older people.

25/4/07:
 Benefits and employment rights for new parents. 

29/5/07: 
 Introduction to Welfare Rights.

Training sessions run from 10 till 1, free of charge.  If you would like to know more call the Welfare Rights Training Team on 424 6036 (Monday to Thursday) or email us on:

welfarerightstraining@southtyneside.gov.uk.
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Christmas Greetings 

Wishing you all a Happy Christmas and a healthy 2007.  Love from Amy, Andrew Tate and family.

[image: image14.wmf]Happy Christmas and health and happiness for 2007.  Love from Kathryn Dixon and Family.

Wishing all our friends a very Happy Christmas and a healthy New Year.  Love from Christine and Robert Peacock.

Merry Christmas and a Happy New Year from Aileen Brotherton.
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Wishing you a Merry Christmas and a healthy and happy New Year.  Love from Christina, Ian and Jonathan Walker.
Best Wishes for Christmas and wishing you well for 2007 from Margaret Shaw.

Wishing you a Happy Xmas and a healthier New Year from Ann Bridges.
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Wishing you a very Happy Christmas and a healthier 2007.  Love and best wishes from Lyn and Conrad White.

Wishing a very Happy Christmas and best wishes for a healthier New Year to the committee and all members of the Sunderland and South Tyneside ME/CFS Support Group from Ann Harrison.

All good wishes for the festive season from Tom Forsyth.
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Our warmest wishes to everyone at Christmas time from Leslie and Joan Tate.
[image: image18.png]


Pauline and Les Donaldson and family wish all members a very Merry Xmas and a Happy New Year

[image: image19.png]




ME - My Experience and an Overview of Reverse Therapy

 – Lyn White

M.E.

I had ME for three years following a life threatening respiratory infection, although looking back I can see my immune system was in decline even before that.  I suffered extreme exhaustion and weakness, muscle ache, sleep disturbance, brain fog, digestive problems and hormonal disruption among others.  For months I did what the doctors told me and rested.  At 11 months I received the diagnosis of ME and decided to do something about it.  As a nurse I was looking for things that were based on scientific principle.  I spent thousands of pounds on consultations, tests, supplements and treatments – some of which helped a bit and some that didn’t.  I was focused and determined to be well; I always had a plan of what I was going to try next if the current treatment had no effect.

Getting Well

Early in 2005, an aunt in Scotland sent me a couple of newspaper articles on Mickel and Reverse Therapy.  I read the websites and one of the books and was highly sceptical.  However, the claimed recovery rate of 86% was astounding and I felt it could not be ignored.  I decided to give it a go.  I had 7 sessions with a therapist locally over the summer of 2005 and my energy levels improved from 5/10 to 8/10 and then reached a plateau.  I was very grateful, I could drive, swim and even danced at a friends wedding, but still had symptoms.  At the beginning of 2006 I decided to try again and went to see David Mickel in Edinburgh.  After 3 sessions my energy levels became normal – hurray!   I have been skiing in France, capsized (and righted!) a sailing dinghy in a force 6 wind and walked 11 miles round Derwentwater – with no pacing and no ill effects.   I am now doing voluntary work with Children Northeast and have recently undergone training in both Mickel and Reverse Therapy.  I have decided to set up in practice as a Reverse Therapist. 

Reverse Therapy view of CFS/ME and Fibromyalgia 

(We call it HPA disorder, because the hypothalamus, pituitary and adrenals are all affected)

These are physical illnesses based on neurological and hormonal changes, they are not psychological disorders.  

An area of the brain called the hypothalamus becomes dysregulated, and working through the pituitary gland, the adrenal glands and the sympathetic nervous system, drives the body’s systems to exhaustion.  The hypothalamus maintains balance within the body (homeostasis) by controlling:

Energy levels, Sleep cycle, Blood pressure, Temperature, Muscle function, Defence against infection

 Development of HPA Disorder

The Hypothalamus uses the Pituitary Gland to put the body on red alert……..

This forces the Adrenals to over-stimulate the body…..

Which causes damage to the immune system, leading to viral infection; swollen lymph glands; sore throats and chemical sensitivities.

It also affects the Sympathetic Nervous System leading to I.B.S., nausea, and Candida within the gut; fatigue, aches and joint pain within the muscles; low blood pressure, heart flutter and dizziness within the circulatory system.

The overworking of the hypothalamus is caused by alarm signals generated by the limbic system (emotional brain).  This happens when we ignore sensations, emotions and symptoms sent by our body to warn us of a difficult situation we need to act upon.

What is Reverse Therapy?   Reverse Therapy is an educational or coaching process.  It views symptoms (also sensations, feelings and emotions) as messengers from our bodymind, the innate intelligence of our body.  These symptoms and emotions are sent to protect and guide us in a difficult world.  Therapists help clients to understand and tune in to their bodymind, so they can express and act on these messages.  When this happens the hypothalamus can return to normal function and symptoms subside.

On the first session the therapist will take a short history of the client’s illness including looking at the situation when the body first started sending symptoms and two occasions when the symptoms increased.  All clients must come with a diagnosis of exclusion from either a consultant or their GP.   Clients are asked not to come for Reverse Therapy while they are having cognitive behaviour therapy, counselling or psychotherapy. This is because these approaches are working from a “head” perspective that is directly opposed to the Reverse Therapy “body” approach.  Also the therapist will teach the client exercises to increase body awareness, will work with them to help them understand the message of their symptoms, teach them how to keep a journal of the situations when they had symptoms and make sure they know what to do before the next session.

Between sessions clients take responsibility for carrying through the process:

*Acting on bodymind messages.

*Making small lifestyle changes.

*Keeping a journal to identify things that worked and things to avoid. 

Subsequent sessions focus on the journal entries, more body awareness exercises and how to help the client find balance, variety and enjoyment in their life.  

75% of cases complete in 6-8 sessions while the remainder will take longer.  Sessions are usually 2-3 weeks apart.  The success rate for clients completing their course of therapy is over 80%.

Dr. John Eaton’s book “ME, Chronic Fatigue Syndrome and Fibromyalgia, The Reverse Therapy Approach” and also a short helpful CD on the process are available from the website:

www.reverse-therapy.com

The book is also available from the Amazon website or from me to buy or on loan. If you would like any more information I would be happy to talk to you.  I’m away on holiday 16th-23rd December.

Contact:

Lyn White Mobile:
 07942 044 800

E-mail: 

lynwhite@reverse-therapy.com
NICE (National Institute for Clinical Excellence)
NICE recently published draft guidelines for the care of people with ME/CFS.  Support groups throughout the country have commented on these guidelines. One of which is The Tymes Trust an ME organisation for young people.  A copy of their comprehensive statement is reproduced below with their permission.

Submission to NICE by the Young ME Sufferers Ttust:

We are now able to make public our submission to NICE. Please note that we quote from a new publication - 'The Nightingale Definition of Myalgic Encephaloymyelitis (ME)' - with which our Executive Director was asked to assist. This is now on the publications page at www.tymestrust. org and at the Nightingale Research Foundation's website. Our submission aims to complement those of many other ME organisations and add something new to the debate, rather than re-iterate all the points so excellently made already.
We particularly concentrate on a) the need to separate out ME from CFS and b) the need to provide proper advice on children.  All comments are on the NICE version of the Guideline, the version that would be the most read. Where comments refer to  specific page numbers we have inserted them in this transcription. Other comments are 'general'.
Overall View of the NICE Guidelines.

The Trust believes that the present draft of the NICE guidelines on CFS/ME is 
unacceptable, and not fit for the purpose of patients suffering from ME.

Analysis of the Problem:

The problem NICE faces is that it has attempted to put together guidance on a medical condition that has been artificially constructed. CFS is not a discrete disease, it is an arbitrary grouping of symptoms, now with the profile even further widened by NICE. By the very nature of the process by which 'CFS' was created, different pathologies must be trapped within its remit; descriptions of CFS always refer to it as a 'heterogeneous condition' eg. the Report of the Chief Medical Officer's  Working Group on CFS/ME published by the DOH in 2002.

Those who coined the term CFS were divided as to the symptom profile they would research, rather than researching a specific and recognizable disease. Government, physicians and patients are all having to deal with the fall-out of this process.
In the Trust's opinion, this guideline as it stands would lead to an unprecedented degree of iatrogenic injury to people with genuine ME, particularly children, those in the early stages of ME, and the severely ill. Those who are not yet severely ill risk being made so, both by the treatments recommended, and by the fact of relapses being trivialised by the term 'setbacks' and patients being urged to continue with programmes despite these setbacks. This is demonstrated in the many accounts we have been given over the years, together with numerous patient surveys such as that by the 25% Group. If a key symptom of a disease is post-exertional malaise, it is
illogical and inappropriate to prescribe exercise as a treatment and the damage done by such an approach is evident in patient histories.
Before CFS was born (originally for research purposes only) 'ME' was the name for a well-defined, virally triggered, potentially severe and chronic neurological disease. Incorporating it into a collection of symptoms in which 'chronic fatigue' is the main symptom masks its true nature. The fact that the CFS construct has been taken into clinical use compounds the problem. This has put NICE in the position of issuing guidance on an unscientific basis, for a hopelessly mixed group of patients.
Consequently, if this guideline were published, physicians face the stark choice of ignoring NICE when dealing with patients who have ME rather than CFS, or risking actively causing harm to this group of patients. They would also have no guidance on how to distinguish this group.
Having seen and experienced what comes of trying to put together guidance for 'CFS/ME', the Trust now believes that ME and CFS should be the subject of separate guidelines. Despite the step forward that the (recently updated) Canadian Criteria for CFS/ME represented - criteria which the Trust was the first to recommend in the UK - we believe that ME should now be removed from the CFS bracket and steps taken to issue guidance to doctors as to its true nature, using information from appropriate ME specialists, who will not be those at present advising the government on CFS. They should be drawn from those who have the necessary knowledge, expertise and experience of examining and investigating ME patients and who can point to the infectious origin of ME, its known  epidemiology, history of epidemics, known biomedical research profile, testable pathological changes, post mortem findings and  other robust scientific evidence.
We respectfully submit as  evidence selected quotes  from the Nightingale Definition of ME by The Nightingale Research Foundation, Ottawa, Canada, with which our Executive Director Jane Colby was invited to assist. The Nightingale Definition will shortly be available in full.
The expertise and knowledge that NICE needs on ME is available. The Trust is  dismayed that NICE has allowed such a narrow perspective to inform such vital work and requests that it reconsider the whole guideline in the light of our submission, our new evidence, and that of other patient organisations.
Quotes from the Nightingale Definition of ME:
ME is a clearly defined disease process. CFS by definition has always been a syndrome. At one of the meetings held to determine the 1994 CDC definition of CFS, Dr. K Fukuda stated that numerous ME epidemics - he cited the Los Angeles County Hospital epidemic of 1934, the Akureyri outbreak of 1947-48 and the 1955-58 Royal 

Free Hospitals epidemics – were definitely not CFS epidemics. Dr. Fukuda was correct. 
Primary ME is an acute onset biphasic infectious disease process, where there is always a measurable and persistent diffuse vascular injury of the CNS in both the acute and chronic phases. Primary ME is associated with immune and other pathologies.
Primary ME is a chronic disabling, acute onset biphasic infectious disease process affecting both children and adults. There are both central and peripheral aspects to this illness.
Primary Infection Phase: 
The first phase is an epidemic or endemic infectious disease generally with an incubation period of 3 to 7 days; in most, but not all cases, an infection or infectious process is evident.
(See Clinical and Scientific Basis of M.E./CFS, Hyde B, pps.124-126)
Secondary Chronic Phase:
 The second and chronic phase follows closely on the first phase, usually within two to seven days; it is characterized by a measurable diffuse change in the function of the Central Nervous System. This second phase is the persisting disease that most characterizes ME.

Extent of Injury:

Type 1: One side of the cortex is involved. Those patients labelled as 1A have the best chance of recovery.

Type 2: Both sides of the cortex are involved. These patients have the least chance of spontaneous recovery.
Type 3: Both sides of the  cortex, and either one or all of the following: posterior chamber organs (the pons and cerebellum), limbic system, the sub-cortical and brainstem structures are involved. Type 3B are the most severely affected patients and the most likely to be progressive or demonstrate little or no improvement with time.
Degree of injury:

Type A: Anatomical integrity is largely maintained in the Brain SPECT scan.
Type B: Anatomical integrity is not visible in the CNS SPECT scan. Type 3B are some of the most severely and chronically injured patients.
What is new and different about the Nightingale ME Definition is the following:
A Testable Definition: The definition is set out in both a clinical diagnostic and scientifically testable fashion. This will allow the physician both an early diagnostic bedside or office understanding of the illness and a scientific and technological method to investigate and confirm the diagnosis.
EndQuotes:

The Nightingale Definition lists the following:
Testable Neuropsychological Changes.

Testable Major Sleep Dysfunction.

Testable Muscle Dysfunction
Testable Vascular Dysfunction. POTS; Cardiac Irregularity; Raynaud's Disease; Circulating Blood Volume Decrease; Bowel Dysfunction; Ehlers-Danlos Syndromes Group; Persantine Effect in ME Patients; ME Associated Clotting Defects.

Testable Endocrine Dysfunction: This feature is common and tends to be a late appearance. It is most obvious in: Pituitary-Thyroid Axis; Pituitary-Adrenal Axis Changes;
Pituitary-Ovarian Axis Changes; Bladder Dysfunction Changes.

In the Nightingale Definition of ME, more than 30 physicians are listed who have, to varying degrees, also noted the historical and the more recent investigational findings. We recommend this definition to NICE.
Further Comment:

The Trust has been working co-operatively with the ME Association regarding 
children with ME at their invitation. We endorse the critique of the NICE
guideline by the ME Association in its submission.
The Trust agrees with the stance taken by the 25% Group on this draft.
The Trust agrees with the view of the Edinburgh MESH group and others that patient evidence has not been accorded sufficient weight or respect. This is entirely at variance with the government's own Expert Patient scheme and its aim to involve the Patient Voice.
The Trust is in sympathy with virtually all comments that we have read from
ME Support Groups and group consortia around the UK. Some responses have
included a plethora of detail with research references. We would emphasize
that when virtually every patient group and support organisation in the country explains in a respectful and well-defined way that these guidelines are not fit for purpose, NICE would be well advised to take full cognizance of these views.
In the Trust's opinion there is a lack of information about children's needs in the guideline and in some ways they are very badly served by it; see our points below, which should be taken to refer to children and young people with ME rather than the broader chronic fatigue.
P4:  NICE appears to suggest that young people aged 16-19 may choose to remain under the care of a paediatrician rather than transfer to adult services. It is unclear if NICE is suggesting an increase in paediatricians' caseloads and a change in the usual system of transfer at 16.
NICE has used the RCPCH guideline to inform this guideline and so has perpetuated some of its mistakes rather than re-considering the issues afresh with new advisers.
P34 1.4 1.3: On the severely affected, it is suggested that Graded Exercise Therapy may be appropriate 'to help develop their physical capacity and functioning'.  This perception of exercise as being able to 'do the recovery' to the person, is at variance with patient experience, and the clinical experience of other physicians not asked to advise NICE, who maintain that supporting the body's natural recovery process, so that it is able to do more when healing occurs (the same principle as applying a plaster to broken bone) is safer and more effective than trying to force the pace of healing. Capacity extends naturally as healing takes place.
In the Trust's opinion, GET should only be considered as an option when a person is sufficiently well into the recovery phase and is much stronger and able to start increasing activity without making themselves worse. Severely affected children are commonly pressurized to increase activity inappropriately and we have seen terrible relapses as a result, with memory loss, paralysis, return to the stage of tube feeding due to inability to swallow. Such relapses  can be very long term. One young person of 26 reported still being unable to walk 11 years after receiving such treatment in his teens. Referring to those  advocating GET, he wrote to us: 'They must be stopped'. In more than one instance physicians have openly admitted that GET has caused harm and apologised to the family. We do not wish to see further examples of such treatment being meted out to severely affected children.
We can see no specific warning such as that set out in Chapter 5 of the CMO's Working Group Report against mistakenly attributing cases of ME to Munchausen's Syndrome by Proxy or FII (Fabricated Induced Illness).
This is necessary due to the still persistent mislabeling of families as either neglecting or abusing their  children. It seems particularly prevalent in our home county of Essex and our 2005 report 'Our Needs Our Lives' showed an increase rather than a decrease in such problems. We have submitted evidence at the invitation of the parliamentary group that is calling for the withdrawal of the guidelines on MSBP and FII issued in 2002 by the Department of Health under the title 'Safeguarding Children in Whom Illness is Fabricated or Induced'. These same 2002 guidelines are incorporated without amendment at Section 6.6 of the 2006 DfES initiative 'Working Together - A Guide to Interagency Working'.
In Chapter 5 of the CMO's  Working Group Report, it states:
a) In cases of CFS/ME, evidence clearly suggestive of harm should be obtained before convening child protection conferences or initiating care proceedings in a family court
b) Neither the fact of a child or young person having unexplained symptoms nor the exercising of selective choice about treatment or education constitutes evidence of abuse.
It is frequently Local Education Authorities and Social Services who report the family because the child cannot get to school in the normal way. Rather than providing them with their legal entitlement to suitable education and abiding by Disability Discrimination  legislation, they institute inappropriate proceedings which could be stopped and resolved by well informed physicians. NICE should assist them in this. For further such evidence we refer you to NMEC (National ME Centre, Harold Wood,  Essex).
We would refer NICE to the short summary document 'Children and Young People: The Key Points', located at
www.tymestrust.org/pdfs/keypoints.Pdf

which lists statements from the CMO's Working Group Report that we consider particularly relevant for  professionals working with children. Points such as these need to be clearly incorporated into the NICE guideline.
Helpful Statements:
P10 1.1.1.3:There are some helpful statements in the NICE guideline which we wish to recognise. One is that healthcare professionals for both adults and children should have the appropriate skills and expertise - but who is training them? If the training simply perpetuates the same inappropriate psychologically based attitudes to ME, then this worthy aim will produce harm rather than good.

P11 1.1.3.4: The statement that paediatricians should follow advice from the Department for Education and Skills on education for sick children is helpful. However, the publication 'Access to Education for Children and Young People With Medical Needs' by the DfES contains ambiguities that have been the subject
of personal discussion between Parliamentary Under-Secretary of State for
Schools, Lord Adonis and the Young ME Sufferers Trust. Lord Adonis has, as a result, issued a clarification to state that a GP's support and advice eg. for tuition in the home, is valid. A sick child must legally be offered education by other means after 15 days of being unable to attend school through illness. Almost no family will see a paediatrician within this timescale. This should be reflected by NICE by referring to the usefulness of supportive advice from GPs as well as consultants in its guidance. Many GPs do not feel able to give such support at the moment or are ignored when they do.


P11 1.1.3.5/6: Sharing supportive information with schools and making recommendations for adaptations to education are both worthy aims but this is only helpful when such information takes full account of the young person's needs, includes full recognition of the disabilities inherent in ME, and recognises that in the 21st century new forms of education are extremely useful to children with ME, such as interactive online education. The Trust works with Nisai Education to provide one such system, which is producing far better educational grades than conventional methods of education for  children with ME. School is not a social club and it is perfectly possible to provide for social contact separately. The child has educational rights which are effectively contravened by physicians insisting on school attendance regardless of academic results. There is an increased tendency for medical studies to use attendance at school as a measure of recovery. School attendance is not a suitable measure of recovery in itself; studies should take account of whether or not the young person's academic achievement is on a par with that of their healthy peers as a result of going back into school.

P11 1.1.3.6: The recommendation to liaise with Disability advisers is welcome.

P11 1.3.1.8: The recommendation to consider the provision of equipment and aids such as wheelchairs, blue badges and stair lifts is particularly welcome as it is not only helpful in itself, it  contradicts the view prevalent amongst many physicians that such provision will not facilitate recovery but will instead perpetuate disability.

Overall Comment:

The guideline uses compassionate language in many places and we do feel that overall the intention is to help patients rather than perpetuate and propagate dogma based on opinion rather than sound evidence. However, the selective use of 'evidence' does just that; it does perpetuate ill-informed opinion and dogma and takes far too much account of studies whose subjects plainly did not have ME at all.

Compassionate language in itself is not enough. It is the message that is the most important thing, and the message of this guideline is that many people with ME do not prioritise getting better. This is not only untrue, it is a grave insult to those who are already doing their utmost to cope with one of the most disabling illnesses in existence.

Our bottom line is that this guidance should have emphasised helping patients towards autonomy and supported self-management. It  does not fulfil this purpose and its sidelining of the specific needs of the young do them a great disservice. We recommend NICE to read  Chapter 5 of the CMO's  Working Group Report in  full.

In the Trust's opinion, this guideline needs a complete rewrite, involving a more balanced group of advisers including full patient representation. If it were published as it stands, the political fallout and the personal fallout for patients with ME would be huge.

- Jane Colby,Executive Director,
The Young ME Sufferers Trust
PO Box 4347
Stock Ingatestone
Essex CM4 9TE
Tel 01245 401080
www.tymestrust.org

                    That’s all - Goodnight Folks!








































