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The London Criteria - Questions Unanswered

From Angela Kennedy

Charles Shepherd has posted a statement on the London Criteria.

However, there are key questions about the London criteria, which have remained unanswered in his post. These are:

1. Were they published? If so, where and when? Is there a full reference that can be quoted?

2. Were they validated and operationalised as both research and clinical criteria? If so, when, where, and how?

Charles Shepherd, in an unfortunately characteristic move of late, has implied that the motivations of those asking questions (in this case, about the London Criteria) are vindictive and ‘unpleasant’.

This is not the case. People are concerned to establish the validity (or not) of the London Criteria because they are being used in the PACE trial, and because the most up-to-date and suitable criteria for ME/CFS ICD-10 G93.3, superseding Oxford, Fukuda and London, which would actually identify ME sufferers apart from the ‘Chronic Fatigues’, but which just happen to contradict the inherent assumptions of those running the PACE trial (the Canada Case Definition and Protocols), are not.

Charles Shepherd himself has stated, in the MEA Response:

“3.3 There is no point in asking for the Canadian criteria to be used as entry criteria as they are not designed or validated for research purposes.”

Firstly, if this is ALSO the case for the London Criteria, or there is any problem around the validation of the London Criteria, then the lack of even a cursory consideration, within the PACE trial of Canada, becomes even more significant, even MORE of a methodological problem, in a research project already full of both methodological, theoretical and ethical problems.

Secondly, I note that Fukuda were originally designed for research (page 953 of Fukuda). Yet they have been used to clinically diagnose many ME/CFS sufferers (as CFS). A crossover from research to clinical practice has occurred, just like that! So why CAN’T, conversely, clinical guidelines like Canada be used as a research tool? It’s a fair question that deserves a proper answer.

Thirdly, the Chief Executive at the MRC, Colin Blakemore, himself has stated, on record, that there is no reason why the Canadian Definition and Protocols cannot be used in research projects.

And yet the MEA themselves have dismissed Canada’s application for research, some would say rather summarily, as a considered response to Canada has been conspicuous by its absence at the MEA.

So we are left in yet another situation where the waters have been left muddy.  Clarity has become an extremely important quality of current campaigns to prevent the further erosion of ME sufferer’s rights, in all its guises. Why won’t Dr Shepherd, as an author of these criteria, clarify these points for those that are concerned? He should at least know whether the LC were published or not, where, when. They’re his work. Most authors know where their key works are published, even the prolific ones.

Charles Shepherd, or his co-authors, need to give plain, truthful answers to these questions, not attempt to discredit the people asking them. This has been an unfortunate tendency lately. The questions asked of various people over the past few months, about key issues, are fair, valid questions, even when difficult. Discrediting is usually a tactic of those with something to hide. If people don’t want that suspicion lingering over them, they need to give open honest answers to people who need them - an ME/CFS community already under siege from the disgraceful treatment they continue to receive at the hands of those claiming to know what’s best for them.

Angela Kennedy
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Charles Shepherd on the London Criteria

To start with it’s worth noting that we wrote the LC at a time (1992/1993) when the term ME had almost been eradicated from the medical literature and researchers were being pressurised into only carrying out studies involving patients who met with one of the new CFS (or occasionally PVFS) research criteria (ie. 1991 Oxford; 1991 Behan et al for PVFS; 1990 Australian/Lloyd et al; or 1988 CDC/Holmes et al).
But we still believed it was worth having a go at producing some criteria for pure ME which could be used for research purposes. The LC were also slightly modified and turned into clinical guidelines that were quite widely distributed at the time.

It’s also important to appreciate that we very much based the LC on Dr Melvin Ramsay’s clinical descriptions of ME. But just as Melvin Ramsay revised his description of ME (in 1988) from the type of very neurological presentations seen in the 1955 Royal Free outbreak (you don’t see ME patients presenting with cranial nerve palsies any more) we made some changes as well.

As far as research groups making use of the LC: the numbers are very low, partly because there’s been so little research carried out over the past ten years on pure ME. I see that some of the papers that have made use of the LC have already been pointed out here and on another list - if I have time I’ll do a comprehensive literature search to give a more complete list.

And as far as the PACE trial is concerned: as far as I now, none of us who produced the LC have not been involved in any kind of lobbying for them to be used in PACE. The fact that they are going to be employed in the secondary analysis to select the ME patient group came as a complete surprise to me.  But if you are going to start off by using Oxford to select a wide spectrum of chronic fatigue patients, and then see what happens to the ME sub-group, the use of the LC is obviously one way of doing it.

So the bottom line is that we did at least try to produce a research definition that would stimulate/maintain interest in looking at pure ME. I’m not claiming that the LC are perfect but I don’t understand why some people are being quite so unpleasant about what we did 10+ years ago when nobody else was willing to challenge the move towards all research being restricted to CFS.

Charles
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