
THE AYME CONFERENCE PLUS BACKGROUNDER

This post below from IMEGA-e turned up in my inbox today. Several copies of it. People are upset and they are angry. I am going to post it in full with editorial comment. But before I do so, I think that I should put the AYME situation into context. And I need to get the actions of this ME kids charity in the UK down on the record and in the Archives of One Click.

AYME is a UK ME children’s charity founded by a woman called Jill Moss. There are many questions around as to just what funds were used to set up this charity in 1996. Many questions.

Recently I got Helen Sewell from the Observer (UK national newspaper) to write an article exposing the plight of ME children in my country.  Helen Sewell is an ME sufferer herself. She was to write about the comprehensive neglect and damage carried out in many cases by the very professionals paid to care for them in the UK. The Munchausen Syndrome by Proxy cases levied against Mums simply because their children have ME. The ME children ripped away from their families and made Wards of Court.

These cases are going on today as I write. Dreadful, dreadful things are going on in the UK for ME children at the hands of the psychiatrists. Such things that if I wrote about them, many would find them quite unbearable to read. And if you think that just reading could be bad, just think how the families going through this are feeling. Right now, this minute.

The Observer telephoned Moss from AYME for contributions to this article. The basis of this article was a Dossier produced by Tymes Trust (excellent UK ME charity for kids) entitled THE FORGOTTEN CHILDREN - THE DOSSIER OF SHAME. I shall be uploading this Dossier to the Files section of our Group shortly.

Moss from AYME refused to co-operate with the Observer. She tried to get this article stopped. She stated that because Sewell is an ME sufferer herself, Sewell was not qualified to write on this issue.  That MSPB accusations viz our children suffering from ME were rare, when all anecdotal evidence from reputable sources indicates precisely the contrary. That this can of worms was best left closed. Moss tried to get this article pulled/spiked/stopped. It is to the Observer’s credit that they did eventually publish. But this was the very much watered down version compared to the original.

See here:

http://observer.guardian.co.uk/magazine/story/0,11913,1019772,00.html
This is a disgrace. Moss has subsequently attempted to justify her behaviour by stating that the figures in THE FORGOTTEN CHILDREN Dossier were incorrect. LOL! The figures actually came from AfME!  Her pals and her friends. Not that AFME co-operated with this Dossier either, they didn’t. But this was Moss’s excuse.  Outrageous. As outrageous as it gets.

AYME recently held their annual conference. Moss elected to invite Derek Proudlove, Associative Disorder Psychiatrist and the leader of the Alder Hey bid for a part of the £8.5m to speak at this conference. Yes, that’s right. She did. She supported this. She gave this psychiatrist a platform on which to strut his wares to vulnerable parents and children.

Personally, I am one of those Mothers with an ME child that if you even mention the word psychiatrist in connection with my Ben’s physical ME, I run. I run as far and as fast as I can. And then I call my lawyers and the media.

Before we go into the post below, I would just like to pay my respects to Ean Procter and his family. To say that I understand what they endured.

Ean Procter, the ME child from the Isle of Man treated by Wessely.  The terribly sick ME child who was partially paralyzed from his ME, who could not even speak because of it. The ME child who was thrown into the swimming pool by Wessely to try to illustrate to colleagues that Ean’s paralysis was all in his mind. To see if he would sink or swim. Ean Procter sank. Such is the level of psychiatric involvement with ME children in the UK.

Barbaric. Witches in the Middle Ages often got a better deal in my country than many ME children do today, in the year 2003.

Such are the doings of Wessely and his colleagues towards ME children in my country. Yesterday, today and tomorrow.

And now on to the AYME conference.

Jane

London UK

FROM IMEGA-e - THE AYME CONFERENCE

Jill Moss says that AYME is putting together a summary of all the speakers over the weekend, which may well assist with the short views at the OHPs.

Also, for anyone interested in just one particular part of the video, it is time-coded to enable the viewer to spool through and find just what they are looking for.

The VHS recording runs for just over 2 hours and comprises Excellent contributions from:

a.. Pat Noons Dept of Health “£8.5 M to give away”

b.. Dr Derek Proudlove - Alder Hey Cons. Child Psychiatrist

“Our bid for part of the £8.5 M”

c.. Dr Tim Chambers - Cons. Paed. , Chair of CMO’s children’s group

d.. Jill Moss - Founder of AYME. Research Group - Royal College of

Paediatrcs and Child Health

e.. Dr Alun Elias-Jones. RCPCH “Formulation of Guidelines for

Paediatricians”

Dr Nigel Speight and Rashmin Tamhne (Cons. Paediatricians) joined the above contributors for an informative Q & A session for the second half of the tape.

It was good to hear a psychiatrist say that he sees no evidence for ME being a psychological illness, although through ignorance, many doctors believe it is. Because there is no “pill to treat ME” there is no money for research. (from the drug companies).

Dr Proudlove thought an enlightened psychiatrist was a good person to have on your side because he/she weilds a lot of power.

One Click Note: Very true. A lot of power. What the hell is a psychiatrist doing leading a bid for children’s services? What is he doing being sanctioned by AYME and on their platform?

WHAT IS HIS TRACK RECORD OF TREATING CHILDREN WITH ME?

WHAT IS ALDER HEY’S RECORD OF TREATING ALL ME SUFFERERS?

Aren’t Alder Hey those people with the Body Parts scandal on their heads? That was all over the UK media like a rash?

He described how the Liverpool bid was formulated after consulting young people with ME (YPMEs). Their requirements include:

a.. A caring, multidisciplinary team

b.. listening, understanding, respect

c.. feeling valued

d.. good knowledge of ME

e.. support for self-management

f.. all services in 1 place - NOT in a PSYCHIATRIC Dept.

g.. written reports sent of all consultations

h.. home visits

i.. integrated transition from paeds. to adult care provision.

One Click Note: Not in a psychiatric department? Well that’s big of him! Precisely what does this caring, multidiscplinary team consist of? What treatments are they offering? Is it CBT/GET? And if it isn’t what is this man Proudlove offering to our children as a psychiatrist?

Dr Chambers explained that the CMOs report arose after patients’ complaints that previous reports had been generated by professionals.  The CMO insisted on patient involvement and that it should be evidence-based.

The £8.5 M would only be about £30,000 per PCT if evenly spread, so co-operation within regions is essential.

He said research is needed into epidemiology, infection, inflammation and genetics aspects of the illness.

Dr Alun Elias-Jones said ME is a major problem in hospital schools because of its disabling nature. There is need to improve professional care and standards. Because there are no treatments staff feel powerless to help. Children do not always get referred to an appropriate paediatrician.

One Click Note: If there are no treatments, then just what is this bid about? Why is it being led by a psychiatrist?

RCPCH Guidelines (to be funded by RC Paeds. [>7,000 members] as Community Fund money has now run out) will be based on 5-19 year-olds with at least 3 months of disabling fatigue. It involves parents, teachers, GPs (in groups of 28), with an emphasis on management rather than cause. (Of 842 published papers on YPMEs only183 were thought to be relevant.)

Proposals from these groups will be scrutinised by a panel of 55, who will each score every proposed guideline on a 1-10 scale to produce a shortlist to be further appraised by 4 groups from RC Paeds; RC Physicians; RC GPs and RC Psychiatrists. It is hoped to publish guidance leaflets in April 2004.

The Q/A Forum

The £8.5M has to meet needs of children and adults so there needs to be a fair share allocated for youngsters.

Most of 3000 AYME members are aged 15-17

One Click Note: AYME has 3,000 members? Yeah right.

Treatment approach needs to be flexible. Children mature at different rates and whether they are best treated in paeds. or adult sector depends on the case rather than age. Joint clinics to aid the transition may be a good model.

Melatonin (like most other medicines for children) is not officially licensed in UK, but many GPs will prescribe it to help with sleep patterns.

Dr Speight now uses it in preference to amitriptyline as his first line treatment for YPMEs. 3 to 6 mg are suggested. One panellist has used 11mg dose to treat ADHD and it was thought up to 10mg is likely to be safe and effective. (May lose effectiveness after 3 months).  Although not prescribable for adults it is freely on sale to anyone in USA airports.

The “Medicines for Children guidelines” book was recommended as a source for drug treatments.

Yellow card scheme Dr Chambers believes that a lot of relapses due to vaccination are not being reported. He recommends that patients check that their GPs report ALL drug reactions.

Meningitis vaccination was discussed. Dr Speight was concerned about possible ME relapses . A risk/benefit balance decision has to be made for each individual’s case.

There is no decent published evidence for treatment of severe cases of ME in children, because of the relatively small number and scattered cases. Other evidence is mainly from adult studies.

Rashmin concluded the session - it is vital that the GP, etc.

a.. believe the patient

b.. use a holistic approach to care

c.. are accessible

Research methodology cannot feature these goals so only measurable goals are researched.

ME support organisations are still regarded as the enemy by many in the profession.

One Click Note: It is sadly the case that some ME support organisations are now being regarded as the enemy also by ME sufferers.

And with very good reason indeed.
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