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	NICE Draft Guidelines, ME/CFS Misdiagnosis 

	Dear OneClickGroup,

Re: NICE Draft Guidelines
ME/CFS and Misdiagnosis

The NICE draft guidelines include a substantial amount of detail regarding ‘Making a diagnosis of CFS/ME’ and provide a section on ‘Investigations to aid diagnosis’. This includes a list that, ‘Such tests could include the following, but clinical judgment should be used.’ And a list of, ‘The following tests should not be done routinely.’

These lists of diagnostic tests to exclude other medical conditions offer nothing new to the way ME/CFS has been diagnosed for many years. Essentially, it is left up to the doctor treating the patient which tests are carried out.

I am not aware of any research that has established the effectiveness of testing for exclusionary conditions, nor research that has defined what conditions should, or could be tested for. In the absence of such research there may yet be reason to believe that some people diagnosed with ME/CFS actually have different illnesses.

In 1994 Fukuda et al (1994) published their paper ‘The Chronic Fatigue Syndrome: A Comprehensive Approach to Its Definition and Study.’ They include among their observations:

In the CDC chronic fatigue syndrome surveillance system, all participants were clinically evaluated by a primary physician before enrolment. Subsequently, 18% were found to have a pre-existing medical condition that plausibly accounted for their chronic fatiguing illness (Reyes M, et al. Unpublished data).

In 2005 Reeves et al (2005) published their paper ‘Chronic Fatigue Syndrome – A clinically empirical approach to its definition and study’, in which the authors observe:

Not all new symptoms or worsening of severity should be attributed to CFS a priori. Thirty-two (13%) of the study participants had serious medical or psychiatric diseases diagnosed for the first time during this study and another 18 (7%) were newly discovered to have melancholic depression…

I find these figures a matter for concern. Reeves et al enrolled 227 participants and found 49 of them to have undiagnosed illnesses, some of them of a very serious nature. This was around 10 years after Fukuda et al remarked that the CDC research found 18% of fatigued participants had identifiable medical conditions that could account for their fatigue.

I believe that M.E. and CFS are valid diagnoses that indicate that patients have significant impairment and often severe disability. It is also a diagnosis that by definition excludes other conditions that could account for a patients' symptoms. But what of those patients who have these diagnoses but are actually ill with a different and perhaps treatable condition?

In an article published by the ME Association, Dr. Ho-Yen* (2006) stated that his routine investigation of ME patients includes testing them for Lyme disease, and says that around 5% do have Lyme disease. Dr. Ho-Yen works in Scotland and observes that the Scottish Highlands have the greatest tick populations, and ME patients, ‘have had very significant exposure to ticks’. Lyme disease is a notifiable disease in Scotland and doctors that work there might be expected to be familiar with its symptoms and diagnosis. If 5% of people diagnosed with ME in Scotland actually have Lyme disease, this would seem to indicate that misdiagnosis of ME is occurring on a significant scale. Misdiagnosis might occur on an even greater scale where doctors are less familiar with Lyme disease.

A great deal of research has been carried out into M.E. and CFS but enrolment of participants does not generally appear to include the kind of thorough testing for exclusionary conditions seen in the studies referred to above. Patients diagnosed with ME/CFS who are subsequently found to have a different illness causing their symptoms might be more likely to have the new diagnosis via their GP or consultant. Therefore data relating to their misdiagnosis is unlikely to appear in research.

Excluding other medical conditions that could be causing a patients’ symptoms is an essential aspect of diagnosing ME/CFS. If this aspect of diagnosis is not conducted thoroughly then other serious medical conditions could be overlooked. Patients may be justifiably anxious that the symptoms they experience have not been properly investigated. Doctors will not be able to be confident in their management of their patients’ illness.

Information from the research referred to above and from Dr. Ho-Yen suggest that people diagnosed with ME/CFS cannot be absolutely confident that other serious illnesses have been excluded by their diagnosis.

If Lyme disease accounts for around 5% of cases of ME addressed by Dr. Ho-Yen, how many others might have this or other chronic bacterial infections? How many have other identifiable illnesses that are overlooked because their presentation is unfamiliar to doctors and suitable investigations have not been conducted? From the research conducted by Reeves et al (2005) it seems that the figure could be as high as around 20%.

In order to address the questions and issues raised above, I would like the see the UK government fund research into devising a definitive testing strategy that has been clinically proven for people diagnosed with ME/CFS based on the most up-to-date research and methods.

This could help to identify people with other serious illnesses who might otherwise be misdiagnosed with ME/CFS. This would provide reassurance to people with these diagnoses and their doctors that the most effective investigation available has been carried out. Such an approach might also save a great deal of unnecessary suffering and a lot of public money by identifying patients who have treatable conditions. There is also the possible benefit that consistent and thorough investigation will lead to greater understanding of ME/CFS, its diagnosis, causes and treatment.

If just 5% of people with ME/CFS are misdiagnosed this could mean 6,000 to 12,000 UK citizens have identifiable illnesses that have not been diagnosed.


Peter Kemp MA
pfkemp@talk21.com

NOTES

*Dr. Darrel Ho-Yen is the head of microbiology at the Raigmore Hospital, Inverness.
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