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The Gibson Inquiry  :  A  personal response

They’ve summoned, they’ve summoned up a thundercloud; they’re gonna hear from me.”  Leonard Cohen.

You can learn a lot about the UK from the lives of people with ME. There I was, this full-time carer, sitting on a wall outside parliament in my cheap shirt, surrounded by famous faces vaunting in front of a frontier of TV crews, undoubtedly earning a lot more than me, to judge by their suits and fine haircuts, while a short distance away, a few exhausted, agonised folk with ME and some of the major organisations that represent them, gathered for the Gibson ME/CFS Inquiry

So, given the dire situation people with ME are in every day ,   with not a penny being spent by the  government on physical research, with dangerous exercise and behavioural therapy, absolute hokum being peddled as orthodoxy, with the consummate dominance of the psychiatric lobby, with the  agony of ME  compounded by abuse, scorn, neglect, with open contempt from those who are supposed to be helping, with every Royal College hopelessly contaminated, with the upcoming  NICE report looking like it’s going to be a strangled  whimper,  were there fireworks then? The roof was raised by the sheer force of member’s anger being expressed?  It was hot in there was it?

Oh no. 

It was moving and very brave, especially when actual sufferers spoke-up; overwhelmingly the message was successfully conveyed that physical, biomedical research is desperately needed.

Ah, but it wasn’t uniformly ablaze with passion, it wasn’t scalding, searing in its condemnation of present policy.  The gauntlet, in the end, was politely handed over, rather than thrown down, you might even whisper.

At least there was a gauntlet. 

“Whose side are you on?” members might feel inclined to ask of their representatives. Good.

As the likes of investigative writer Martin Walker and so many others have so brilliantly exposed time and again, the political and economic situation is hopelessly biased in the UK against people with ME. As it is in the country, so it was in the room of the Gibson Inquiry. It is not ideology, not whether you are left or right, it is power that increasingly matters:  UK policy is increasingly dominated by the vested interests of a corporate power structure that seeks greater and greater control. This expansion, this naked accumulation of profit, is represented by the medical insurance lobby, the pharmaceutical lobby, the psychiatric lobby, as a noble effort to advance whatever vacuous clichés you want to insert:  “freedom”, “choice”, “patient benefit”.  Jim Wallis
 so vividly describes how these gigantic organisations that do so  much to perpetuate and deepen  the agony of ME sufferers, cloak themselves in their own “self-righteous rhetoric” while empire-building through a shady and elaborate network of   secret political offensives, huge public relations and propaganda campaigns designed for mass persuasion, that in the case of ME sufferers, no money should be spent on physical research and that a diet of antidepressants and a national string of brainwashing centres is the best thing since sliced bread.  

You begin to sound like a raving conspiracy theorist; until you realise that it’s all true.

And then you get angry.

The key issue is control. Influence and control. You and I know that the international economic system works by keeping huge sectors of humanity at a sub-human level. Welcome aboard ME sufferer!

Let’s just face it; they’ve been mighty successful and wham! They’ve made mincemeat of us.

How especially poignant then, Michael Meacher MP’s question: Why don’t we all band together? 

Maybe there was a golden age; sometime between the mid-1980’s to 90’s perhaps, when with all the innocence and poverty of youth we could speak-up with one voice?  Those days are long gone.  The one or two groups that have done rather well these last few years, the ones with the glossy magazines, press officers and the well paid staff  sat in that room  like the cat that has got the cream and blankly  recited   how  : “These new clinics, we are backing, spearheading,  are so….” “This Royal College Report that we helped author is so…” 

Depressing. Dismal. Distressing; this virtually unchallenged, except by One Click, self-appointed elite.

So, while my wife wakes up, bathed in sweat, to another continuous day of agony, in this her twelfth year of severe ME, who, I wonder, is setting the agenda?
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