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Be careful what you wish for in terms of investigative journalism in the UK.

ME/CFS should be a headline-grabbing story. And it isn’t. So why has so much misinformation been promulgated instead?

Think on this:

The national press works on a fiefdom basis, as do the larger regionals. These journalists are beholden to the Editor/Editors, who are beholden to the Proprietor, who is in turn supposed to be beholden to the shareholders. The latter construct is, of course, debatable. Remember Robert Maxwell? There is no such thing as a free press, no matter how attractive such a supposition may be, either in the developed world or anywhere else. It is false. Vested interests of all kinds rule OK.

The senior freelancers are generally the best, but they usually have mortgages to pay and families to support. They need their articles commissioned by various Editors throughout the UK in order to survive. This is called earning a living.

International freelancers such as John Pilger have already been approached. The answer is no. They need an international story to make this fly. One that works at all levels. And this does not.  Each country - to date - has individual issues over ME/CFS and seldom is international agreement reached. If and when that happy day dawns, we would have a much better shot at it.

So now we turn to TV. This is a distinct possibility. As the scandal over the PACE trial and the actions of the UK psychiatric lobby become ever more discredited - ethically, medically, morally and financially, due to vested interests - this could well be a goer. There are plenty of independent production companies that could be approached and who would be interested, quite apart from the usual behemoths such as BBC/ITV programmes.

But think on this. Any TV programme would have to involve the charities. This would happen as a matter of course. Look at how AfME attempted to dumb down Panorama in 1999. These organisations are supposed to be the spokespeople of the ME/CFS community. This is how they have structured themselves to be. They liaise at all levels of government etc., and therefore they will be included.

Now what do you think that the charities might say?

Well......

AfME would say that the doings of the psychiatric lobby are excellent as is evinced by the AfME involvement in the PACE trial. That AfME works with the psychiatrists all the time over CBT/GET and that these treatments work wonders. AfME has sent letters of support in relation to the PACE trial to various audiences. This is shown in one of the PACE Trial Identifier Appendices.

See here for The PACE Report:

http://www.bryantpr.plus.com/THE%20PACE%20REPORT.doc
The MEA are discredited for a start because they might be going bust. This is now a tiny organisation that has lost its way. Secondly, the MEA is conducting a high profile campaign to get the disease renamed Myalgic Encephalopathy, thus stripping ME/CFS patients of their neurological classification, patient protection and rights. That whereas the MEA does not agree with the PACE trial, it thinks that the Oxford criteria are a good thing and the discredited London criteria (due to the fact that they have not been properly published, validated and operationalised) are a good thing also. In other words, roll on PACE. The MEA will not endorse the Canadian criteria that so effectively separate out chronic fatigue patients (mental disorder F48) from ME/CFS patients (ICD-10 G93.3).

For the ME/CFS community, the MEA has unfortunately shown itself to be one useless and moribund spokesperson dead duck over the medical and political issues that count in relation to ME/CFS today.

AYME (Association of Young ME Sufferers) would say that they are in effect the junior branch of AfME. AYME would block any serious media investigation as they have done in the past.

Tymes Trust would be right on the money, the trailblazer with the facts. The 25% ME Group also have many excellent facts and case histories to add to the pot. The Countess of Mar would also act as spokesperson, doubtless. She has done so over the PACE trial and her work is stellar, as ever.

Do you see where this is now coming from, dear friends? This is not enough. We have to clean up our spokespeople act big time before we can bring attempt to media bring down the psychiatric house of cards.  We need for the ME/CFS community message to be sung with one Voice by spokespeople of calibre, armed with the facts. What we currently have are our spokespeople using their ill informed, vested interests agendas against us to Government, the Department of Health and the Medical Establishment.

This is why The One Click Group has been exposing the actions of selected of the charities to such a degree and why our Shut Up or Put Up campaign must continue in relation to these so-called patient focussed organisations that upon closer inspection turn out to be nothing of the kind.

For the media, one needs to deliver an unequivocal message from all parties. And it is this that we must work on, both now and in the future. Not just for the media, but for all audiences. When we have crafted the ME/CFS community Voice, then we will have a chance at our audience listening.

So let us keep up the good work. Let us contact our MPs over the PACE trial in our droves. And let us see how these charities deliver over the next few short weeks. If they fail us, then fine. We pay no more, we shut them down and we speak for ourselves.

The days of the Chamberlain approach in regard to ME/CFS have not worked. Being reasonable, diplomatic and attempting to tweak the views of one or two opinion formers in government, the medical establishment et al down the years have got the ME/CFS community in the parlous state that it is in today.

We need to show that the psychiatric work in relation to ME/CFS is unsound - theoretically, methodologically and ethically. We need to use the copious facts available to us.

And then we move.

Jane Bryant

THE ONE CLICK GROUP

http://www.theoneclickgroup.co.uk
PS. About White and the disgraceful gong. Don’t do a physical protest about this would be my advice, but you must all do as you think best.  Remember, the media will also give equal news print/air time to White over this.

Do you want this with AfME and the MEA hanging in the wings? I don’t think so.

Write to Blair. Write to your MPs. Write to Bart’s. Stick it to ‘em good.  Write to whatever committee it is that organises the gongs.

EXPRESS OUTRAGE.

Keep a record of the letters. Publish them on the internet. Keep everything on record and on file. And then use it.  Extensively. Show and tell White’s record over ME/CFS down these many years. Discredit the man and his flawed research. And then give this to the media.

- ends -

