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ME/CFS RESEARCH - A WISHLIST

In light of the many problems, academic, scientific and perhaps most significant, political, that seem to dog the issue of ‘ME/CFS’, I have been thinking about what the ME/CFS community, those at the sharp end of the illness ME/CFS, might choose as the research projects that might yield the most useful evidence.

Particularly in recent months, the ME/CFS community has had MUCH cause for dismay with regard to research.: the huge amount of money being spent on the ludicrous PACE and FINE Trials, while the Medical Research Council STILL cannot see its way to funding any bio-medical research on this organic illness; the Gow and Kerr research, which initially seemed so promising, already demonstrating its liability to be hijacked by the psychiatric lobby, with their subjective interpretations of hard fact threatening to become dogma, if the recent evidence is anything to go by; the PRIME project and its link with the psychiatric lobby, and the ethical problems associated with its conduct so far, including the unethical treatment of its own research subjects; the continuing use of outdated, muddled research criteria such as Fukuda et al and the infamous Oxford Criteria, which actually manages to EXCLUDE ME/CFS patients as research subjects, and the London Criteria, not only unpublished, un peer-reviewed and out of date, but also, like Fukuda and the infamous Oxford, open to abuse by those wishing to bring research subjects into the sample population who do not actually have ME/CFS.

So what research topics might help drag ME/CFS from its quagmire of instability and uncertainty? What might be the projects that actually might introduce some clarity into ME/CFS research? The following wish list is my own: others may have some other good ideas of their own. They are, in no particular order:

1.
A development of stringent criteria that effectively separates ME/CFS from idiopathic chronic fatigue, depression and other illnesses.

At present, a little (really, only a little) tweaking of the Canadian Guidelines to produce suitable research criteria is a viable and vital project. Once this is done- ALL research projects ostensibly on ‘CFS/ME’ should use these criteria. Imagine bio-medical and physiological research, on ME/ICD-10 CFS patient populations, free of the various psychological ailments populating the research samples chosen by the psychiatric lobby!

2.
Large-scale laboratory investigation of large populations of Canadian Criteria patients looking for- not one antigen and/or its corresponding antibodies, but several: Entero-viruses, HHV 6, Borrelia, Rickettsia, Chlamydia Pneumonaie, Mycoplasma, the various streptococci, and other micro-organisms (too many to mention here perhaps) which have been isolated in various research projects related to ME/CFS. How many “ME/CFS” patients are suffering with chronic infections? Do different antigens still lead to a similar neurological syndrome (a specific collection of signs and symptoms) currently known as ME/CFS? Wouldn’t it be interesting to find out?
3.
Testing SPECT and other scans on populations of Canadian Criteria patients against controls- lately it seems certain attempts have been made to destabilise the results initially found in research utilising SPECT scans by, for example, claiming the research population as suffering from ‘somatization disorder’, or ‘depression‘. A SPECT scan project, with strict ME/CFS criteria, would help clarify how ME/CFS might be visualised in such scans, and the differences to other conditions.
4.
Substitute projects 2 and 3 with any other investigation known to be significant to ME/CFS: the list could go on interminably: sub-normal temperature, differential postural Blood Pressure recording using a Tilt Table, to name but a few. These projects, undertaken with strictly defined ME/ICD-10 CFS patients using the Canadian Criteria, would bring a higher standard of validity and reliability to the knowledge of what signs are present in ME/CFS, presently often ignored in favour of ‘symptoms’ - which are often judged as ‘subjective patient symptoms’ and open to the risk of inappropriate trivialisation (the case with our old friend ‘fatigue’).
Unfortunately, as I peer into my crystal ball I feel an attack of Cassandra’s Curse coming on. I cannot see ANY projects such as these (I’m a pragmatist- I wouldn’t expect every single one to be undertaken) seeing the light of day any time soon BECAUSE of the vested interests cloying around ME/CFS like a bad smell, leading to disgraceful lack of funding for ME/CFS research (except for the psychiatric lobby - a group who, remarkably, has managed to studiously ignore the Canadian Guidelines up to now). The refusal to use stringent criteria in new research is also now becoming a culpable omission. Also, sadly, the mercurial ability of the psychiatric lobby to make unverifiable interpretation of ANY bio-medical evidence as the effects of a psychiatric disorder/character flaw/ hypochondria/malingering is now legion. And, unfortunately, bio-medical researchers are also people trying to keep or make livelihoods and careers, and if certain research projects will not facilitate livelihoods and careers (because of the vested interests of those holding the funds), they may never get to see the light of day, however useful they may be to the ME/CFS community: an unpalatable fact of life.

But even bearing in mind the limited funds available for research, surely the use of stringent criteria such as the Canadian Guidelines (suitably tweaked to remove any danger of inclusion of patients with psychiatric disorder- included in the CLINICAL Guidelines because of the need to diagnose patients with neurological, immunological and other problems associated with ME/CFS, even those with psychiatric disorder- ) would make research results tighter, clearer and therefore more verifiable and reliable? And it wouldn’t cost much either, certainly not as much as the PACE and FINE trials, already known to have insurmountable flaws which will inevitably confound their results- but which is unlikely to trouble the trial authors, if their stance over the past two years is anything to go by. As it is, any further research using CDC or Oxford or London Criteria, for example, will just not produce results that can truly be said to have high standards of validity and reliability, BECAUSE of the medical and linguistic laxity of these criteria.

I write this, not just as a mother or a seriously ill young woman, or a political activist, but also as a Social Sciences Researcher with a special knowledge of research methodology. But one does not need to be a rocket scientist (or a medical doctor or researcher, or even a social sciences researcher) to work out why and how confusing patient selection criteria will confound medical research. In light of this, the continuing confusion in this area is becoming inexcusable, and needs rectifying, quickly.

With the above in mind, I watch, with the usual interest, the various announcements about ME/CFS research no doubt coming up in the future. I would ask fellow watchers to do the same, with their eyes open and their critical faculties sharpened. Many of your lives and health depend on comprehensive, good, reliable and verifiable research - it’s time we got more of it, and much less of the poor quality stuff, thank you very much.

Angela Kennedy
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