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CDC `CFS' Research Showcase sets Alarm Bells Ringing.

One Click have received many communications expressing concerns about some of the claims being made with regard to the articles published recently in the recent issue of the journal 'Pharmacogenomics' (Apr 2006, Vol. 7, No. 3)

As only a very few of these articles are accessible to the ME/CFS community at large (or anyone else for that matter, a recurring complaint rightly made by journalists at the CDC press conference) it is difficult to make full commentary on what exactly is being claimed, and just how plausible these claims are. However, there have already been some apparently rather wildly exaggerated claims made, particularly by CDC representatives at their press conference.

As more and more evidence of just what is actually being claimed becomes more obvious as access to the articles is gained, One Click and relevant others will be in a position to make a full appraisal of these studies. However, at this stage it must be stated that already alarm bells are ringing that this research, or the interpretations of the data, may well be highly flawed and skewed in various ways. I remind readers of the following problems already identified:

1. The apparent conflation of the vague irrational term `unexplained chronic fatigue' with the term `chronic fatigue syndrome' (which is an alternative term for the neurological disease Myalgic Encephalomyelitis). This is a common problem which has hampered research into ME/CFS for many years, as identified by many.

2. An apparent over-focus on the symptom of `fatigue' - when it is known that there are many other significant signs and symptoms of ME/CFS, and that there are major problems with the way the issue of `fatigue' in ME/CFS is discursively constructed, and the logistical nightmare of focusing on a symptom experienced in so many other health problems (see Kennedy 2005).

3. The apparent lack of use of strict criteria for identifying the research population, resorting to Fukuda (or the recent endorsement of such) rather than criteria that have been shown to identify severely disabled patients with more specific impairments such as the Canadian Criteria (Jason, 2004). Whether the fundamentally flawed Oxford Criteria were used in any studies is not yet known.

4. The possibly ideologically loaded use of terms such as `stress`, `allostatic' and `interoception'. `Allostasis' actually refers to the process of responding and adapting to environmental changes in an organism to maintain homeostasis (any organism, and any changes, including biological). Yet within these articles there appears to be some confusion around this term, as well as the common problem of inappropriately emphasising psycho-social `stressors' while downplaying the issue of biological insult inducing a biological `stress' response. The use of the word `stress' has thus also been used confusingly, by Reeves at least. One would be forgiven for believing that the only `stress' or 'allostatic load' ever experienced by any organisms (including dogs, ants and amoeba) was `psycho-social'. There are many problems with the term `stress' and the claims made about `stress' and illness (as discussed for example, in Jones and Bright, 2001), problems which do not appear to have been tackled in any of the Pharmacogenomics articles. Similarly, the term `interoception', which means the production of stimuli within an organism (any organism, even my friend`s cat),is apparently being used in at least one of these articles to imply that `interoception' (or response to stimuli) is somehow disordered in `CFS'. As one of the authors mentioning `interoception', psychiatrist Peter White, is well known for his various speculations that `CFS' is somehow a result of aberrant belief systems and deconditioning in sufferers rather than `real' organic illness, at this stage it needs to be noted that the use of the term `interoception' might, very worryingly, be merely another way of labelling ME/CFS patients as `deconditioned hypochondriacs' (see problems around linguistic constructions as discussed in Kennedy, 2004). It should be remembered that the claims of the proponents of the psychiatric paradigm have been shown time and time again to be based on confounding methodology and unreflective ideological assumptions not supported by evidence.

5. The use of psycho-social inventories known to be problematic because of the unreflective bias towards the psychiatric paradigm of ME/CFS exhibited by their authors (see Kennedy, 2005).

6. The shameless touting of CBT/GET as suitable treatments for `CFS' by William Reeves, which cannot be borne out in any way by the Pharmacogenomic studies data. This became even more excruciating as he extolled the alleged virtues of the infamous `CFS/ME' centres in Britain, the actual problems with these centres of which have been well documented.

7. The LUDICROUS and INSULTING claim, by CDC Director Julie Gerberding, that the `Pharmacogenomic' studies provide "the first credible evidence of a biological basis for chronic fatigue syndrome". Related to this problem is the apparent lack of reference to the huge body of international biomedical research on this disease, including the emerging evidence of chronic infection in at least some people diagnosed with ME/CFS. At one point, the ludicrous notion that `infection' was an `everyday stress' that "people who are susceptible to CFS" are less able to "fight off" was confirmed as `correct' by Reeves. In light of the emerging evidence of chronic infections in ME/CFS and the serious impairment caused by known infective agents, this comment at best indicated an inexcusable lack of knowledge about the research already undertaken.

8. The rather silly attempts, undertaken by both William Reeves and Suzanne Vernon at the CDC Press Conference, to trivialise the work of Jonathan Kerr in the UK by referring to his research as `simplistic' and the Pharmacogenomic work as `complex'. While I and others have our own concerns as to Kerr's apparent links with Simon Wessely, and how his own findings might be misinterpreted or misused in order to support the unproveable psychiatric paradigm of ME/CFS, anyone versed in scientific method knows that the `simple' problems have to be worked through carefully and methodically, and complexity needs to be carefully unravelled, in order to prove or disprove hypotheses. The fact that the Pharmacogenomics studies are claimed to be so `complex' is itself a cause for concern for both the scientific and the patient ME/CFS community.

In our presentation to the Gibson Enquiry, we told the panel: "British health, social and research policy on ME/CFS has been based on fundamentally flawed conjecture, and prejudiced subjective interpretations masquerading as `science`, causing endangerment and disenfranchisement to ME/CFS sufferers, [and that] vested interests have served to ensure this abhorrent state of affairs has continued for the best part of twenty years"

Sadly, some, possibly many, of the latest claims being made by CDC
representatives and even some of the authors of articles in this particular Pharmacogenomics issue are managing to provide even MORE evidence to support our assertion: except of course, this demonstrates that it might not be just British policies on ME/CFS which are so short-sighted and dangerous.

The ME/CFS community are in desperate need of sober, methodical research, building on what is already known, that will hopefully establish the cause(s) and cure(s) for the disabling physiological processes that causes devastating medical impairment. What we don't need are exaggerated and confusing claims about `stress', or covert promotion of the flawed psychiatric paradigm of ME/CFS. The recent CDC Press Conference had both. It remains to be seen whether the articles themselves share the same problems, and urgent global online access at least to all 14 articles should be granted as a matter of priority. What has transpired already with regard to these studies does not inspire confidence in unbiased scientific rigour at the CDC.

Angela Kennedy
The One Click Group.
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