MEASURING UP ME/CFS by Mike Valentine

When you hear in the news about someone being taken to hospital, say from a fire, you hear something like “...45% 3rd degree burns...”.  Most medical conditions have some system or method of measuring the severity of the disorder.  More relevant to this area are the compensation claims for chest disease by coal industry ex miners.  Here one method to measure the degree of lung-damage is to take an x-ray and literally to count the area of disease.  

The problem is that for M.E., there is no universally accepted method because of the lack of a diagnostic test.  This is important because:

a)
There is difficulty in assessing the degree of illness for state benefit purposes.  This results in inconsistent decisions with what is in effect a post-code lottery.

b)
For research or clinical audit purposes, it is necessary to assess the effectiveness of a particular treatment strategy.

At a conference I attended a couple of weeks ago to set up the new South Yorkshire M.E./ CFS Service (yes the funding has been agreed), one of the biggest issues discussed was how to measure the degree of M.E./ CFS.  What follows is an example of three different systems currently in use.

Findley System. This is the grading scale used by Professor Findley et al at the National ME Centre. Romford, Essex.  It is similar to the grading of many other diseases.

	Grade
	Description
	Ability of Patient
	Proportion

	0
	Normal
	Lives a 'normal' life
	

	1
	Mild
	Mobile and self caring and able to manage light domestic and work tasks, with difficulty
	25-33%

	2
	Moderate
	Reduced mobility and restricted in all activities of daily living, often having peaks and troughs of ability, dependent on degree of symptoms.  Usually stopped work or limited capacity, requiring many rest periods
	50-60%

	3
	Severe
	Will be able to carry out minimal daily tasks, i.e. face-washing, cleaning teeth, has severe cognitive difficulties and is wheelchair-dependent for mobility.

Often unable to leave the house except rarely
	25%

	4
	Very Severe
	Unable to mobilize or carry out any daily task for themselves.  Bed-ridden the majority of the time
	1-2%


Bell System.  This is after Dr. David Bell in the USA.  This is used by Dr. Myhill and other private practitioners.  It is self explanatory and the most commonly used system.
	Disability
	Ability
	Description

	0%
	100%
	No symptoms at rest; No symptoms with exercise; Normal overall activity level; Able to work full-time without difficulty.

	10%
	90%
	No symptoms at rest; Mild symptoms with activity; Normal overall activity level; Able to work full-time without difficulty.

	20%
	80%
	Mild symptoms at rest; symptoms worsened by exertion; minimal activity restriction noted for activities requiring exertion only; able to work full-time with difficulty in jobs requiring exertion.

	30%
	70%
	Mild symptoms at rest; some daily activity limitation clearly noted.  Overall functioning close to 90% of expected except for activities requiring exertion.  Able to work full time with difficulty.

	40%
	60%
	Mild to moderate symptoms at rest; daily activity limitation clearly noted.  Overall functioning 70% to 90%.  Unable to work full time in jobs requiring physical labour, but able to work full time in light activity if hours flexible.

	50%
	50%
	Moderate symptoms at rest.  Moderate to severe symptoms with exercise or activity.  Overall activity level reduced to 70% of expected.  Unable to perform strenuous duties, but able to perform light duties or desk work 4-5 hours a day, but requires rest periods.

	60%
	40%
	Moderate symptoms at rest.  Moderate to severe symptoms with exercise or activity.  Overall activity level reduced to 50%-70% of expected.  Not confined to house.  Unable to perform strenuous duties but able to perform light duties or desk work 3-4 hours a day, but requires rest periods.

	70%
	30%
	Moderate to severe symptoms at rest.  Severe symptoms with any exercise.  Overall activity level reduced to 50% of expected.  Usually confined to house.  Unable to perform any strenuous tasks.  Able to perform desk work 2-3 hours a day, but requires rest periods.

	80%
	20%
	Moderate to severe symptoms at rest.  Unable to perform strenuous activity.  Overall activity 30%-50% of expected.  Unable to leave house except rarely.  Confined to bed most of day.  Unable to concentrate for more than 1 hour a day.

	90%
	10%
	Severe symptoms at rest.  Bed ridden the majority of the time.  No travel outside of the house.  Marked cognitive symptoms preventing concentration.

	100%
	0%
	Severe symptoms on a continuous basis.  Bed ridden constantly; unable to care for self.
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Radial Plot System 

Here the patient is given a questionnaire about their symptoms.  They are scored and plotted on a diagram.  The area (shaded) is calculated, and this gives an indication of the degree of illness.

The top plot is from a CFIDS (the USA equivalent of CFS/ME) case, used by some American insurance companies.  The method does have an advantage in that it can show variations in symptoms and is capable of being diagnostic.  It adapts well to information technology systems.

The lower plot is a classic depression case.  It is different in shape, and visually shows the difference between depression and ME.  Doctors do not always appreciate this difference.

For further information see: Bell D.S.  ‘The Disease of a Thousand Names’, Pollard Publications, P.O.Box 180, Lydonville, New York, 14098
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