PROFESSOR ANTHONY PINCHING  A PHYSICIANS PERSPECTIVE ON ME/CFS

MEETING AT STOCKPORT ON 12TH MAY 2006

Prof Pinching started his talk by praising the Stockport nursing service and said that this had been a beacon that had led the way to show that intervention could produce good results and to spread the message that there was need for service provision throughout the country.

He went on to tell us that he has had around 25 years of experience of helping people suffering from ME and he would give us his personal perspective on the illness.  Prof Pinching now works in Cornwall running clinics there, but he was the chair of the Chief Medical Officers working group, which reported in 2002.  The recommendations of the CMO group were recognition, treatment and care, health service planning, education and awareness, and finally research the rate of change is quite impressive even though we are not there yet.  Because the CMO accepted the report it made a great leap forward on both acceptance and awareness of the illness he said that we now have an environment where people are becoming aware that this is an illness, like any other, where people need support.  Education of health professionals is an important part of the ongoing programme, encouraging GPs to develop awareness and to recognise the illness and to make appropriate referral.

Regarding research, he said what needs to be done is just about everything, there needs to be a big increase in both the quality and the quantity of research papers.  However he also said to illustrate a point that ME is like a multi million piece jigsaw and until about 5 years ago we had 3 pieces the right way up, all of these were sky.  Now we have about 30 pieces he right way up and some of these are sky, so we are making some progress.  He said that we are so keen to have an answer that it is tempting to grab at anything but we need to be careful and that is why good quality research is essential.

Prof Pinching said that ME is a very common illness and affects 0.4% of the population, that is 1 for every 250, of which more that half will need treatment.

He then went on to tell us some of the obstacles in the way of clinicians, which is why they don’t or can’t help.  Firstly he said that both the cause and the pathway of the illness is unknown, then there is so much controversy about the illness they are reluctant to do anything until more is known.  He said also that lack of knowledge by the clinician discourages him from helping, very often the patient knows more about the illness than the doctor does, patient knowledge can be very off putting for some doctors.  Then there is the complexity and variability of the syndrome and the lack of tools with which to treat it.  Prof Pinching feels that listening to the patient is very important and states that this is a severe chronic disability in which there is role change for the patient and big changes in employment, education, benefits and insurance.  He also said that there is still a stigma attached to having this illness and lastly he said for most doctors there is also the lack of available time, 7 minutes, is not long enough to cope with the complexity of the illness.

He then went on to tell us about the new services that have been set up using the £8.5 million from government (£6 million will be recurrent each year).  The services were set up over 2 years; there are 50 local multi disciplinary teams (28 in the first phase and 22 in the second phase).  There are 13 clinical network co-ordinating centres that over see and link the teams to try to ensure good practice is shared.

In total they are estimated to have a capacity of 21,000 patients per year.  Prof Pinching was at a recent meeting of many of the new teams and said that the enthusiasm and commitment of the new staff is evident.  These teams have a major and transforming effect that is ongoing.

Prof Pinching then went on to say that this is an illness that has many symptoms; this is part of the variability of this illness.  The words used for the symptoms are often inadequate e.g. ‘fatigue’ he said physicians need to understand that this is not normal fatigue, he then went on to list the many symptoms with which we are all so familiar -: - fatigue, malaise, muscle and joint pain, neuropathic pain, fibro myalgia, head ache, sore throat, tender lymph nodes, irritable bowel, food/chemical intolerance, pins and needles, light/sound sensitivity, vertigo, poor short term memory, poor concentration, difficulty in finding words, sleep disturbance, mood disturbance & alcohol intolerance.  He said that it needs to be very much a partnership and the doctor should ask the patient what is most problematic for them.

There was a question at this point regarding depression and Prof Pinching said that although there is a strong interaction between mood in this illness, and of course the illness can cause the patient to become depressed, ME is NOT caused by depression.

He then went on to describe the characteristics of ME and said that the most diagnostically important thing is the delayed set back and malaise after any increased physical or mental activity.  He then stressed that it is not just physical activity that causes this but mental and emotional as well, and told us that many people do not realise that bereavement is very often the cause of a relapse.
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Prof Pinching described the pathogenic factors (that is the mechanism of the disease) of ME and started by telling us the pre disposing factors include that it is familiar (more common in families), infection can often lead into ME especially if combined with another event or life stress.  He said that there are lots of infections linked to the onset of ME, e.g.: - glandular fever, entero-viruses, toxoplasmosis and he also included borrelia.  He told us that all these bugs are combated by the same part of the immune system and the patient probably doesn’t recover properly because something was going on in the system before they got another infection for the system to deal with.  Prof Pinching does not believe that the virus or bacteria causing the illness remains active, he feels that it has caused an abnormality in the immune system response, almost as if it can’t turn itself off.  If doctors look at the immune activation markers (these are usually chemicals found in the blood) these should normally be in a resting state but with ME patients these markers are raised as if the infection is present for years after the illness e.g. glandular fever was there.  This is just Prof Pinchings’ current way of thinking and it has not been proven.

He then said also patients will be at one extreme or the other regarding whether they never get colds or flu when it is going about or they pick up everything that is going around.

He then went on to give some of the approaches to management and stressed the first and most important thing is to give an accurate diagnosis and to make an assessment of the problems that it is causing the patient.  Diagnosis is usually best done by letting the patient tell their story, tests can be done to exclude other illnesses but the best thing the doctor can do is to listen to the patient and this in itself can be very therapeutic.  Energy and activity management are vital to allow the patient to rest and to build up activity levels extremely slowly.  The patient will need support in order to adjust to this new lifestyle and in order to cope with the illness.  The doctor can also offer symptom control e.g. pain relief, help with the sleep disturbance etc.  Prof Pinching also said that the patient would need ongoing care and support and good accurate information.

To sum up he said the doctor should give a focussed examination, basic screening tests will exclude other illnesses.  Then give a diagnosis, if you give it a name it is easier to deal with.  If there is an additional co-existing illness that must be addressed, provide an explanation of the symptoms; offer a model for understanding so the patient knows what is happening and why.  The doctor should also admit to any uncertainties and should give a date for a review of the situation and lastly make any further referrals necessary.

He discussed activity management and mentioned graded activity, CBT and pacing but really stressed the need to stay within safe limits.  He said that the view that this illness is caused by de-conditioning is not correct; the evidence for this just does not stack up.  The best tool we have to allow the body to repair itself is pacing, take things very slowly and only increase activity levels very gradually.  

He said this is a hare and tortoise race, the tortoise wins.  Then he gave us 3-4 D’s Delegate, Defer, Don’t Do, so that we break out of the boom and bust cycle.

The lists of things for the doctor to do are listen, understand, validate, guide, empower, advocate, monitor, encourage, listen again and be there. 
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