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	Where is ME/CFS research going? 

	Let us consider the recent scenario presented to the ME/CFS community:

1. Dr. John Gow issues media comment that states that he is starved of funding for his genetic research project. One Click the Evening Times.

Amongst the funders of Gow's research is the Linbury Trust, notorious for its association and funding of psychiatrist Simon Wessely and its support of the psychiatric paradigm in relation to ME/CFS. 

See the list of Dr. Gow's research funders here:
http://www.gla.ac.uk/clinicalneuroscience/staffgow.html

2. Dr. Jonathan Kerr's paper on 'Gene expression in peripheral blood mononuclear cells from patients with chronic fatigue syndrome' is announced in the New Scientist to media acclaim right around the world. One Click the media coverage. 

3. Kerr et al then issue another paper entitled 'Association of chronic fatigue syndrome with human leucocyte antigen class II alleles'. This one is co-authored with psychiatrists Simon Wessely and Anthony Cleare. Both of these men are notorious for their psychiatric views and papers on ME/CFS. This paper slips under the media wire virtually unnoticed. It does not, however, go without remark from the ME/CFS community. 

4. Subsequent to the Kerr et al publication of this second paper, the psychiatrists then have a field day producing their various ME/CFS papers that endorse and support the psychiatric paradigm of ME/CFS such as those by Sharpe and Deary that the Co-Cure list dutifully publishes. 

5. The extremely sinister PRIME Project of which much has already been written refuses to provide the information that the ME/CFS community so legitimately seeks and ratchets up a gear. It refuses to state by what criteria it is including ME/CFS patients in its so called 'research' and when questioned as to the entire rationale of this project, Sir Victor Blank refuses to answer and reaches for his lawyers instead. 

It would seem to many that a particular scene is being set in relation to ME/CFS in the UK. It is entirely possible that the psychiatric lobby will make their own interpretations of the biomedical evidence available from the Gow and the Kerr studies to continue to claim that any of the biomedical abnormalities discovered are caused by psychological defects in individuals and can be ’cured’ by CBT/GET, even though such claims are unverifiable, certainly not supported adequately by evidence and lack the chain of logic required to be plausible. If this scenario appears strange, we remind readers that we, the ME/CFS community, have already seen over many years how very frequently the psychiatric paradigm of ME/CFS has demonstrated its many flaws, yet this has not stopped the continued promotion of such views by its proponents and supporters. 

Read below what Lara has written in relation to Kerr's latest work. The ME/CFS community needs to be watching all these latest developments most carefully. What seemed initially to be such good news, merits the closest of scrutiny.

The One Click Group 

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

Where is ME/CFS research going? 

From Lara

Over the course of the last 3 years since my partner became ill I have steadily learned more on the subject of ME/CFS politics. How the research and treatments have been controlled by psychiatrists and politicians, how the early investigation of the disease epidemiology was so badly botched, that some of the very groups of people put in place to represent sufferers are doing anything but and how very little is actually being done to research effective treatments. Not only that but there is an on-going and well resourced effort to keep the psychiatric paradigm in place.

Instigation of projects such as the PACE and FINE trials where large sums of money have been spent and which use criteria that effectively exclude sufferers of neurological ME/CFS (ICD-10 G93.3) are clearly backward steps.

More recently, the 'genetic research' carried out by researchers such as Dr Gow and Dr Kerr would appear to be a positive move forward. However Kerr's research has been carried out in conjunction with Professor Simon Wessely himself and Anthony Cleare - both well known for their negative views regarding any organic basis for the disease. In fact Cleare's previous research was highlighted in the paper 'Dysfunctional Beliefs in ME/CFS' by Margaret Williams (2004): 

Now, however, Cleare believes he has solved the problem of ME/CFS. In his article "The HPA axis and the genesis of chronic fatigue syndrome" (Anthony J Cleare: Trends in Endocrinology and Metabolism, March 2004:15:2:55-59), Cleare presents his belief that there is no specific change to the HPA axis in CFS and that the observed HPA axis changes occur as a consequence of the illness and can be reversed by modifying "behavioural features" of the illness such as inactivity and deconditioning. He states:

"when certain maintaining factors of the illness are targeted, the HPA axis changes can be reversed"

"there is no specific change to the HPA axis in CFS"

"the aetiology of HPA axis disturbance relates to the many factors that might impinge on the HPA axis in CFS, such as inactivity (and) psychiatric comorbidity"

"modifying cognitive behavioural components of the illness leads to a normalisation of the HPA axis"

"a vicious cycle is set up in the later stages of CFS, in which certain features of the illness can precipitate HPA axis changes, which can in turn lead to propagation and maintenance of fatigue and other symptoms"

"psychological and social factors can act as a maintaining factor in CFS"

"These perpetuating HPA axis changes do seem to be responsive to CBT, which appears to be the most appropriate means of addressing them at present, given the much more favourable evidence base for graded exercise and CBT in CFS (and) the evidence of long-term benefit".
---------------------------------------------------------------------

Now consider the fact that 'gene expression' is a way of studying the HPA Axis -see the following which explains this in the opening paragraphs:

http://www.chgc.sh.cn/publications/chgc/paper2.pdf

Personally having had the chance to understand this, I'm very worried as to where the Kerr work is going. Will its results be in-line with the views of Anthony Cleare's previous research? It would then fit very well with the Wessely School view that inactivity and depression are reasons for not recovering from ME/CFS and of course GET/CBT will then be justified as a treatment approach.

I suggest that the ME/CFS community start to question Dr Kerr for an explanation of his highly publicised research that has included TV appearances and news stories around the globe before it is too late.

These concerns that I have raised also seem to fit with the language that is starting to creep into the debate about ME/CFS. Statements that run along the lines of ME/CFS being either psychiatric or biological or 'a bit of both' in origin are at best ridiculous. At worst they take us back to the stage when the UK adaptation of ICD-10 included ME/CFS in both the psychiatric and neurological chapters. In addition this philosophy actually justifies including non-neurological fatigue states such as depression in the criteria for ME/CFS.

I'm beginning, as I think several others are, to have a sense of foreboding that the ME/CFS community is being led into a trap. Many of us have initially welcomed Kerr's work as good publicity and something that could potentially give an effective drug for the condition. But is it? My feeling is that we ought to be watching this research very carefully. Considering the publicity it has had I am very concerned that it could be used to cement the idea of ME/CFS in the public's view as having a major psychiatric component.

BW

Lara
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	RE: Where is ME/CFS research going? 

	Lara wrote in relation to the recent Gow and Kerr, Wessely, Cleare et al 'genetic research' on ME/CFS: 

"I'm beginning, as I think several others are, to have a sense of 
foreboding that the ME/CFS community is being led into a trap."

Erik Johnson, USA resident and Incline Village ME/CFS Epidemic survivor responded:

"Agreed. The Wessely connection is a warning sign. Psychologizers are infiltrating biological models of illness by seizing upon gene expression as proof that mental states have a physiological response. I suppose that the Wessely school will allow a period of acclamation from CFSers before they drop the bombshell that these genetic expressions have been associated with emotional states.

Interpreting genetic information can be highly misleading if an 
association is presented as causality. I would expect that the Wessely 
school will allow a certain amount of time for the CFS community to 
promote the concept that these genetic expressions verify the physical 
nature of the illness and then merely state that an association has 
been made. It will be the very assertions of CFSers that can then be used against themselves.

What a splendid trap that would be!"

-Erik
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