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	Emails with your views on the Gibson Report have been coming in thick and fast. We cover today Patient Manipulation, The Media, The Gibson Report and a full submission to One Click, already published on One Click Yahoo. 

It is quite clear that the readers and participants in the One Click Campaign want us to do a full document on the Gibson Report and this we shall provide in due course. This will take time.

Whilst One Click is in the throes of writing this document, we now publish the flavour of your responses. Below is not how we will couch The One Click Group Response - Gibson Report that will be a formal document, obviously, but this published today will give you some idea of how people are feeling. 

Below the One Click copy, we also now publish a submission sent in over the Gibson Report by Dexhaven. Dexhaven writes: "People with certain medical symptoms are neglected by the government, and the NHS. This is human rights issue, and it will be acknowledged. Despite the efforts of the M.E. Community to provide the inquiry with information they can act upon, they have joined the ranks of the people who are determined to ensure the ongoing suffering for those labelled with CFS/ME. " 

We suggest that you read Dexhaven's submission published below in full as it makes some extremely valid points.

Patient Manipulation

One of the concerns that many have of you have highlighted in your words is not just the content of the Gibson Report that is so utterly atrocious, misleading and medically and scientifically illiterate in parts and that contains no positive action, but the attempted patient manipulation that has occurred both immediately prior to and during the publication of the Gibson Report. 

Rather than giving the report up front to the ME/CFS community which is obviously the sensible and honest way that this should have gone down, copies of the report were seeded elsewhere first so that an overwhelmingly positive spin could be placed on this report in the form of 'digests' and 'summaries' simultaneous to publication, with all the negatives studiously ignored. Patients, as ever, were the last in the food chain to receive copies of this report. This blatant attempt at patient manipulation would appear to have made many of you very angry indeed. 

The primary protagonist of this patient manipulation appears to be Kate Stewart (who operates under the pseudonym of Margaret Williams), long time buddy of the Countess of Mar and a committee member of the Gibson Group that has produced this "unofficial" report. Instead of critiquing and thoroughly analysing the contents of this dreadfully flawed report correctly, both good sections and bad, Stewart et al, with advance copies of this thing in their possession and acting as the mouthpiece/voice over for the Gibson Group, have attempted to expunge all the negatives and highlight the positives only. This exercise reflects complete academic insincerity and has apparently infuriated many of you, with very good reason. 

Interestingly, many of you have compared this blatant attempt at patient manipulation employed by Stewart et al acting as the mouthpiece/voice over for the Gibson Group and Report, with that carried out by the psychiatric lobby so often on other issues. 

This attempted patient manipulation has backfired badly, as all actions like this invariably do. 

The Media

Many have written to us and asked us why the media is not covering the Gibson Report? 

The answer is that the media have not covered this story properly because there isn't one. Absolutely nothing has come out of the Gibson Report except an extremely flawed 'book report' to all intents and purposes. The media rightly recognise that this report is a badly written unofficial opinion piece from a group of politicians who have decided that the best way to deal with this thing is to pass the buck and provide no practical actions and solutions whatsoever, but to suggest yet *another* inquiry whilst the whole issue gets bogged down in bureaucracy, precisely as intended. The media are story savvy. They know a non-event when they see one, precisely because the Gibson Report has been deliberately and politically structured to have no teeth of any kind whatsoever. 

You will also find that people such as Professor Leslie Findlay, firmly in cahoots with the psychiatric lobby, did not mention the Gibson Report in his BBC Radio 4 interview carried out this afternoon because he doesn't have to. There is nothing of sufficient import contained in the report that will prod the journalist to give it remark and Findlay will certainly not feel that he must refer to it as a result. 

The politicians will be able to say of course, that since it is being pointed out that the Emperor has no clothes on with the report not receiving the terribly wide acclaim that they wished for, they feel disinclined to do media as a result. They then blame the patients with this neatly served up piece of brou ha ha displacement activity designed to conceal the fact that this report contains nothing of substance, this being the real reason for media disinterest and patient disquiet. This is yet another of the circular strategies employed. For the people pulling the strings of the Gibson Group, this has been working out very nicely, precisely as predicted. What they did not bargain for was the strategy activity exposure that they are currently receiving on One Click. 

Let us hope that the media attitude changes and that at least, flawed as this report is, the illness gets positive media mention. However, unless any publicity campaign is actually driven by the politicians concerned in the Gibson 'inquiry', this would seem unlikely at present. What can they say? We've actually done nothing practical and passed the buck?

The Gibson Report

Your contributions to One Click show that you feel that the mouthpiece for the Gibson Group and therefore the Group itself, unfortunately appears to have completely missed the most relevant point with the Gibson Inquiry entirely. 

As investigative writer Martin J. Walker said so accurately, cutting right through the cant in one stroke: "One needs to see these things *solely* in terms of positive action. If the report is published, it doesn't matter if it's woolly, taut or whatever. If this report actually says, "We have approached the Department of Health, Chancellor of the Exchequer or whatever, to seek a substantial amount of money to put into biomedical research on ME/CFS," then OK. And if Gibson et al have actually done that and the letters are there in the Appendix ... But if they say "Well, we've got to put more money into biomedical research", it's not worth the paper that it's been printed on."

This, together with what Gibson is planning as a present for the psychiatric lobby in relation to the 'CFS/ME' Centres and finance is absolutely the nub of the matter.

The Gibson Group mouthpiece refers to the scientifically and medically illiterate sections of the report as "tiresome errors". With a report such as this, this is a most extraordinary and frankly risible pronouncement to make. The Gibson Report will have been gone over line by line by the committee and agreed by the committee in toto. The parents of ME/CFS labelled children, for example, are not prepared to accept what the Gibson Report has so atrociously done to their children as just one of those "tiresome errors" in a published government document. Sheer fury has come out of the ME/CFS community over this one and rightly so. 

The Gibson Group mouthpiece also refers to how hard Gibson's office has worked and how all the patients should be so terribly grateful. Apparently, readers and participants in the One Click Campaign are not too sure about this. Bearing in mind how hard we all work over these issues constantly, completely unpaid and living in penury, with many brain fogged and ill and having worked so extremely hard to provide such first class evidence for the Gibson Group that would appear to have largely ended up in the garbage bin, it would seem that unfortunately, ME/CFS labelled patients cannot quite muster the sympathy that they should perhaps have over this issue. This insistence on gratitude over the production of this report appears to have gone down rather badly. 

Stewart also refers constantly to Lord Turnberg, Gibson committee member, as the creator of all ills in this report. Stewart infers that all the truly atrocious flaws and the fact that absolutely no positive and practical actions are to be taken are all down to prefabricated lightening rod Lord Turnberg alone. This is utterly ridiculous. All the members of the group have condoned and approved the scientifically and medically illiterate parts of this report and lack of action by consensus. For Stewart to maintain that this report has been so badly skewed by one man and one man alone, shows that Gibson's unofficial 'inquiry' is a worse nonsense than anyone ever previously realised. 

People are also upset because it would seem that they are being treated to the good old chestnut by the Gibson Group mouthpiece of how unreasonable and ungrateful they are being over this inquiry by having the temerity to announce that this report will be thoroughly analysed and critiqued, as are all government documents to do with ME/CFS. You have stated in your views to One Click: How is one to do otherwise? WHY should flaws in this report go unchallenged? Why should this entire debacle not be exposed for what it is? What vested interests are at work here?

The foregoing is just a flavour of how people feel. There is immense anger over all the hard work that so many have put in to providing evidence for this Gibson Group and how this evidence has gone unrecognised, has been trashed and has gone down the garbage chute.

As per the wishes of the readers and participants in the One Click Campaign, it is our intention to write a document that will take quite some time to produce, to include your views and that will show the political and medical aspects of this report, both good and bad. We will not stint on the good, nor will we stint on the bad. It will be fair and it will be balanced, just as The One Click Group Response - NICE Guidelines. We will not shirk our academic duty over The Gibson Report, precisely as we do not shirk our academic duty over any issue that has consequences for ME/CFS labelled patients. 

We now leave you with a critique of the Gibson Report from Dexhaven that we believe will make for very interesting reading by all.

The One Click Group

*******************************************************

One Click Yahoo
From Dexhaven
Message No. 6218
Nov 27, 2006

Thanks to One Click, you have obviously continued to work tirelessly in the last weeks, and it is very much appreciated. I just had a quick read through the report, and thought I'd send you my first impressions. I have just typed some stuff, as I wanted to put down my first impressions.

1. The report obviously calls for another 'independent scientific inquiry'. "The Group calls for a further Inquiry into the Scientific Evidence for CFS/ME by the appropriately qualified professionals."

OK. Firstly, they have heard from most of the main scientific people involved in the field. There are presentations on their own website to prove it. They have already, by their own admission, heard from the most qualified people.

Secondly, I thought that the chair of the group was a 'scientist', so why the further need for discussion? If I can understand the basics of what the science says then why the need for another inquiry? They are called 'Group on Scientific Research into Myalgic Encephalomyelitis (M.E.)', and so THEY ARE the inquiry that they are calling for. The very things this group are saying should be determined in another inquiry are the very things they should have achieved in this inquiry.

Thirdly, from all the evidence presented it is entirely possible to make a judgement call. It does say in the report that biomedical research has been ignored, and that the current psychosocial model is useless. So why do we need another inquiry to tell us the same thing again? I get the distinct impression that the last year has been a huge waste of time if this group cannot (or does not want to) make any firm conclusions. I would also note that this 'inquiry' demonstrates the ineffectiveness of government, and the huge waste of time and money involved engaging with any political body.

2. The report confirms that there are clear links to other conditions. "the rest having a variety of other already recognised illnesses." "Their exclusions are useful as they begin to extrapolate an idea of CFS/ME separate from other related or similar illnesses."

The contents of the report are very 'light', considering all the evidence presented, and the conclusions are also lacking in substance. I think it is entirely possible that the enquiry should make the conclusion that it is necessary to ensure that patients are not suffering from other conditions, before being diagnosed with CFS/ME.

I would go further, and say the report does not want to admit that there has been a negligent attitude towards people who exhibit certain symptoms. Unfortunately the report doesn't make clear enough that the majority of symptoms linked with ME are also present in many other conditions, and therefore people demonstrating these symptoms are not being investigated for equally serious conditions i.e.

Addison's disease
Anaemia
Anxiety Disorders
Chronic Hepatitis
Coeliac disease
Diabetes Mellitus
Diastolic Filling Dysfunction
Lyme disease
Major Depression
Malignancy
Multiple Sclerosis
Myasthenia Gravis
Parkinson's disease (Including early onset/young onset)
Polymyalgia Rheumatica
Rare myopathies
Sarcoidosis
Sjögren's syndrome
Sleep Apnoea Syndrome
Somatoform disorders
Systemic Lupus Erythematosus

3. The report seems to make several conclusions about the nature and diagnosis of CFS/ME, without actually making any recommendations.

The idea of using the 'Canadian Criteria' for diagnosis is a good one, however the report fails to make the recommendation that it should absolutely be used.

The report makes clear that the current psychosocial model isn't
appropriate, however fails to suggest another in clear terms.

The report seems to give the message that nothing can be done until we know more about the condition, however doesn't make any suggestions for the present, except for more research. I agree that there is a need for more research, however I disagree that nothing can be achieved at present. Using the 'Canadian Criteria' would be a start, and also excluding all other possible conditions would be prudent for patients.

The report in general terms fails to help any person at present, and further, seems to ignore the fact that there are people in need of action now. There have been many CFS/ME diagnosed patients, that have later been diagnosed and treated with other conditions. This shows the need for suitable protocol to be put in place now, so that patients facing the symptoms (akin to, or identical to M.E.) are given the best chance of recovery.

"However, while those with Lyme Borreliosis exhibit many similar
symptoms to CFS/ME the Group believes they are two separate afflictions." This is an obvious statement, and doesn't even need to be written. However it is also clear that when suspecting one, you should suspect the other. Again the group fails to make any recommendations for protocol.

The report in general fails to present anything, except a summary of the information already widely known. When looking at an inquiry report such as this, it is only possible to conclude that they are intent on summarising the information given to them, and definitely not interested in actually conducting a proper inquiry with actual conclusions or recommendations.

4. Overall the inquiry seems to want more research into specific areas, whilst at the same time calling for another inquiry into these areas by "appropriately qualified professionals."

This seems to invalidate not only the inquiry participants, but also the members of the group, by stating that they are not "appropriately qualified professionals".

How can it be possible then for this under qualified group to make
specific decisions about where the research should be targeted, and in the same document state that they aren't qualified to make that kind of decision. Let us be frank, the inquiry was given all the evidence they need to reach a conclusion. The inquiry should be justified in calling for research into specific areas. The inquiry could only reach that conclusion, given the research presented them. Why then, after some truly excellent presentations, has the inquiry failed to recognise the key areas of research needed.

Why does the inquiry not recommend any of the research projects,
previously submitted to the MRC by members of the presentation group, or even highlight the fact that all of the current promising research has been funded through charitable donation.

5. It's all there, yet nothing has been given the detail it deserves.

Whilst the group must be commended on their wide-ranging choice of
presenters, and participants in this inquiry, it is also clear that the 'group' have been unable to review and perhaps understand the information given to them. The report presented is clearly of a 'primary school' level, and fails to present the level and quality of information they have received. The whole report is lacking in detail, lacking in conclusions, and lacking in direction.

If this 'group' hasn't realised that they 'must do better' (as I'm sure any teacher would comment), they hopefully soon will. I don't think I am being too harsh when saying this, as 12 months of inquiry has resulted in this poor outcome. I think an important indicator of just how useless this report (and I suspect this inquiry) will be, is the following entry: -

"3.0 The Science – Symptoms and Potential Causes
Dr Vance Spence
Dr Spence presented on a number of biomedical areas that had shown a need for further investigation. These included blood flow to the brain, orthostatic intolerance and oxidation."

Having seen Dr Spence's' presentation notes, and transcript, I think a little more detail would be called for. Especially as this report condenses a lot of very important work into two sentences, which are extremely vague. This would be like speaking of Einstein as "Some guy who invented a formula or two, mostly about relative things."

It seems that the inquiry was given all the information needed to make some comprehensive decisions and conclusions, and they have instead decided to produce a very bad 'book report'.

SUMMARY & CONCLUSIONS

There are many flaws in the report, and probably the inquiry, however I think I can sum it up with this analogy from a child's school report card: -

*Inquiry spends a lot of time staring out of the window, and is disinterested in this subject. Inquiry's work is not at a good enough standard for an year eight pupil. The inquiry's latest efforts have been marked as a fail, as it is clear that despite efforts being made to teach inquiry, and supply inquiry with the best information, inquiry demonstrates little aptitude/willingness for academic work. I hope to see a greater improvement in the next term.*

I think the report, and the conclusions of this inquiry, show that there is little hope of the current situation being taken seriously. This report further demonstrates the attitude of government process towards people with M.E. - they just don't care. There are many possible reasons why this inquiry has failed, and I'm sure many conspiracy theories abound. However, whatever the reasons for this failure, and whatever the motivations of the group to fail in their tasks, one fact still remains:

People with certain medical symptoms are neglected by the government, and the NHS. This is human rights issue, and it will be acknowledged. Despite the efforts of the M.E. Community to provide the inquiry with information they can act upon, they have joined the ranks of the people who are determined to ensure the ongoing suffering for those labelled with CFS/ME.

- ends -
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