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Isn’t it funny that criticisms made about PACE, from both Ms Goudsmit and Peter White, are ‘misunderstandings’? A strange coincidence indeed. Isn’t it also odd how criticisms from ME/CFS rights activists are always due to ‘lack of knowledge’, even when social science research methodologists or other academics are making the criticisms?

Isn’t it strange how ‘confidential’ things become when patient advocates start questioning the rationale or methodology of a trial that will affect them or their loved ones, most likely adversely?  One would think that if ‘every little thing’s going to be alright’ for ME/CFS sufferers at the hand of the PACE directors, then they would be falling over themselves to provide evidence of this to those expressing concerns. Significantly, this hasn’t happened.  Transparency and honesty are suddenly dirty words to those such as the psychiatrists, the MRC, and, significantly Ms Goudsmit herself.

These clinical trials are not PhD projects, in which SOME confidentiality is necessary to protect the candidate, or even trying out patented treatments: they directly affect patient care and rights, and there is no place for suppression of the facts in this type of research.

Isn’t it worrying how the true picture of the situation regarding the LC has never been made accessible? Isn’t it interesting that Ms Goudmsit chooses NOT to provide proof of her claims, or evidence of clarification of the exact status of the London Criteria? Isn’t it uncanny how Ms Goudsmit supports the continued use of the Oxford Criteria, despite years of concerns about how such criteria are NOT accurately identifying ME/CFS sufferers, and isn’t it funny how the Wessely School also ignores and dismisses these criticisms, without supporting evidence? Isn’t it very odd indeed that the London Criteria will be used superfluously anyway, and no subgrouping is going to take place?

And WHY exactly does Ms Goudsmit ‘oppose’ PACE? If she does oppose PACE, why does she write in support of it, this her second such post? Why do both her and the MEA choose to attempt to rubbish the criticisms of ME/CFS rights activists, while keeping quiet about THEIR own opinions as to why PACE should be ‘opposed’? Where are the detailed analytical critiques of PACE from the MEA, Charles Shepherd or Ms Goudsmit?

And since when should a clinical trial, burdened with ethical, theoretical and methodological discrepancies, be allowed to continue, just because it’s ‘ready to go’? As Canada WAS available before PACE was approved, why was it ignored at the planning stage?  Could this be because it is a stricter criteria of ME/CFS ICD-10 G93.3, which would cause enormous problems for the proponents of the psychiatric paradigm, who have been mixing patients with different conditions in their research and inappropriately generalising to ME/CFS G93.3 sufferers, with devastating consequences for those sufferers, for many years with impunity?

This ambivalence about PACE, whether from Ms Goudsmit or the MEA, is extremely dangerous. ME/CFS sufferers are NOT being told the truth about anything much. This is yet another example of a post that has been designed to obsure the clarity of understanding and analysis that is desperately needed in the field of ME/CFS politics. It is written in a highly manipulative style, actively attempting to belittle the concerns of people around the PACE Trial. This was also a feature of Peter White’s Co-cure post when the PACE Report was produced (“correcting some misunderstandings”), and of the MEA’s stance ‘Many of the criticisms are valid... some are not.”

Comments such as these have the effect of trivialising the concerns expressed by others in the ME/CFS community, WITHOUT ACTUALLY ENGAGING WITH OR GIVING ANY CLEAR ANALYSIS OF THOSE CONCERNS. These are blatant linguistic devices which are designed to obscure meaning, either to divert attention and persuade people such concerns do not matter: or, it means the writers are being dismissive because they do not understand the issues under discussion.

While Ms Goudsmit, the psychiatrists, and certain charities continue to attempt to deprive the ME/CFS community of the facts, their writings all need to be taken with a big pinch of salt.

Angela Kennedy

From:
“Ellen Goudsmit ellengoudsmit@Hotmail.com
To:
CO-CURE@

Sent:
Tuesday, October 26, 2004 12:50 PM

Subject:
[CO-CURE] ACT: Misunderstandings re PACE.

I think there may be some misunderstandings amongst activists as to the documentation relating to the PACE trial. I am a psychologist and saw one of the more recent documents.I am also a member of the MEA. I advised a person on the patients’ side involved in the discussion.

One can challenge the design on the basis that the measures are inadequate, especially to assess response to treatment in the severely affected (The Chalder Fatigue scale has a low celing, so those having maximum scores at baseline cannot record deterioration during or following treatment).

One can argue that they could have measures cortisol (in salvia, cheap and non-invasive) and included an measure of immune status. Some might well argue that a more detailed measure of common symptoms might have been useful. The PFRS is fine. One could argue that it is useless to compare CBT\GET with pacing on its own as pacing is not a form of therapy, just one component.  Those in my opinion, are fair criticisms.

The Oxford criteria do not exclude people with ME per se because those who use the Oxford criteria do not recognise ME as a neurological disease. They had to use the London criteria to select patients with ME as at the time of writing, it remains the only set of criteria for research into ME which is in the public domain and despite gossip to the contrary, it has been used before. We know they work. We do not require a pilot. Those involved have been sent complete versions of the inclusion and exclusion criteira. The LC excludes all other disorders. Unlike the CDC criteria, you cannot include patients with ME and concurrent depression in the ME group.

I think it is unreasonable to ask those who attended the meeting discusssing PACE to reveal everything in ME Essentials. For one thing, there’s no space. The main point is that the MEA did not have the assurances which they needed to support the trial. We have the main reasons why. As a member of the MEA I am perfectly happy with that. I suspect most of the other members feel the same way. We are also happy that White et al had a right of reply. We now have a good idea of what both sides think. We can make an informed decision, to a degree.

The PACE Trial identifier is a scientific document and most of these are confidential, for interested parties only. It is right that confidentiality be respected. The copy I saw was sent to me so a decision maker without scientific knowledge could understand the details. Having read it, I can see no reason why it should have been made avaialble to the public. It was a draft and there is no history of any such document being placed in the public domain e.g. by the MRC, for any disease.

One has to trust that the MEA made an informed decision. There is no reason to suggest that they didn’t. The design in the document in my possession, plus information in the public domain from the PACE team gives a good idea of the design. It’s standard for this type of trial. No other members of the CBT school have tended to use the PFRS. None have published data on immune status before. This trial is a replication of previous trials, plus there is the option of subgrouping ME and FM to see if the outcome of those groups are similar to 
those of the CFS group as a whole. They will be able to compare the outcomes between the Oxford and CDC 1994 groups, if they should wish to. The information we have makes that clear. Activists may have read over the relevant parts in the various publications.

As the document also points out, the appication had been rejected until the involvement of one of the charities. We cannot blame the MRC for a pro-psychiatric bias because they gave a grant to an application which they believe has the support of a large patient group.

There is also some concern about the unfairness in the trial but I did not read the same document and it all seemed logical to me. Patients are selected and assessed and go into one of the arms for treatment or ‘medical care’. The latter is ofcourse no particular care, but people given placebos don’t get any care either. What all do get is a good assessment and lots of attention. It is often the case that being in the placebo\no treatment comparison group delays treatment. That is why some of us prefer waiting list controls. But if you do that, you get marked down in reviews e.g.  by Whiting et al in JAMA. Researchers like randomized controlled trials. And that means patients lose out. This has to do with what scientists demand. It’s fairly standard. the pace to argue this point is somewher elike the Bulletin of Medical Ethics.

Good science demands that everyone is followed-up using the same measures. There’s no obvious problem here. If people switch to treatment from the medical care group, that will be identified. It’s been done before. It’s standard stuff which scientists will have recongised. What one can argue is that it is pointless to test CBT\GET with pacing on its own. Pacing without emotional support is unlikely to yield interesting results. All one can predict is that people will not get worse. A more realistic comparison would be CBT\GET versus counselling\pacing.

The medical examination will exclude patients with medical diseases and certain psychological disorders. Again, there is no reason for undue alarm here. PACE will not involve anything outside the norm. Anything unusual would make the final report difficult to publish.

The Canadian guidelines, as has been pointed out before, are for clinical diagnosis only. To be used for research, they would require tweaking. that is now accepted. It would also require some piloting. This takes time. PACE is ready to go. People have been appointed. Plans have gone through the Ethics Committees etc. Those wishing to tweak the Canadian guidelines, can do so and apply for a grant as soon as they are ready. The usefulness of the LC was that we have information from previous research. People who claim they were not used are being highly economical with la verite.

We have no evidence that the Canadian guidelines select .4% of the population as there has been no such research. The lack of exclusion criteria mean that some patients with ME and depression may well benefit from CBT. As Friedberg and Krupp found in 1994. Even some people with cancer benefit from CBT.

I have no reason believe that the MEA committee acted in anything than a professional way in relation to PACE. I say this even though I have my own personal issues with them and my support is far from blind.

Perhaps certain activists are getting confused because of lack of knowledge and understanding. Hopefully, this post will help clarify matters.  Especially given the imminent election for the MEA. No one should be confused. Speaking as a member with a vote, we need good evidence and people who appreciate good evidence.

For the record, I oppose PACE and always have, but not for the reason expressed by activists.

Ellen Goudsmit
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