ME CURRENT TREATMENT STRATEGIES 

ME PATIENTS FORUM AT LANCASTER UNIVERSITY 13th NOVEMBER 2002

Chair: Chris Clark, Chief Executive, Action for ME (AFME)

Key Speakers: Professor Anthony Pinching, Professor of Immunology at St Bartholomew’s Hospital, London and Deputy Chair of the Chief Medical Officers Working Group on CFS/ME.

Dr Nigel Speight, Consultant Paediatrician at Dryburn Hospital, Durham and member of the Chief Medical Officers Reference Group on children and young people.

Dr Diane Cox, Senior Lecturer in Occupational Therapy, St Martin’s College, Lancaster, formerly with the National ME Centre, Harold Wood Hospital, Essex

Over 100 patients/carers attended the afternoon conference to listen to the presentations that had been given that morning to General Practitioners, Hospital Doctors and other health care/health trust professionals. 

Chris Clarke opened the conference and explained the aims of AFME and what they are currently doing in their campaign for change in the way the Health Service manages patients with ME, to ensure an equitable and reasonable service.  Following the Chief Medical Officers Report in January this year it is unacceptable for doctors to say they don’t believe in ME.  A new booklet has been written by AFME called Guidance on the Management of CFS/ME.  It has been recommended by the Chief Medical Officer and sent to every NHS Trust Chief Executive and every GP.  Over 20,000 booklets have been sent out.

Chris said there was poor information out in the field and he was aware some patients were spending a lot of money looking for a cure, which currently did not exist.  More research was urgently needed and this was now being addressed by NICE and the Medical Research Council.  Patients should be able to make informed choice on any treatments they were considering. 

Chris went on to explain the patients’ services that were now available via Westcare, following the merger and also the valuable work done by the 200 self-help groups in the UK.

Chris then introduced Dr Nigel Speight.  Over 15 years he has seen around 80 ME cases from North Durham.  He has also seen an additional 60 children from all over the country that were desperately looking for a diagnosis.  This requires a thorough history taking a minimum of 45-60 minutes, but may need 1-2 hours.  Once the diagnosis has been made the appropriate medical and educational support should follow.  He has also been involved in 14 child protection cases. 

Dr Speight stressed the importance of taking a full history from the child as well as the parent/carer.  A child with ME needs to be 70% on the activity scale to be able to go to school.  Dr. Speight summarised his continuing areas of concern including the current enthusiasm for what are sometimes inappropriate graded exercise programmes, pressure from education, lack of practical support for families and the denial of benefits.  He estimates there are probably 25,000 children with ME. 

He then went on to give case studies of some patients he had been involved with.  He told us the Royal College of Paediatricians has recommended to all Paediatricians that they personally should be able to diagnose, treat and support children with ME.  Guidelines are being provided for them through the Royal College.  Dr Speight then took questions from the audience.

The second speaker was Professor Tony Pinching, who addressed the problems encountered by physicians in treating patients with ME.  He has spent 20 years in this field and they see around 350 new patients per year at the clinic.  He accepts GPs are dealing with uncertainty and they don’t have a magic wand.  However there are many things they can do and sometimes just need to hold the patient’s hand.

He felt the recommendations from the Chief Medical Officers Working Group captured the tone of what was needed, but more was required.  It was going to be a big project but it needed to be more task orientated.  He felt sufferers can now speak with friends and relatives in a different way about their ME.

His biggest disappointment was the restructure of the Health Service in April 2002, meaning they have all changed jobs.  He was pleased the new Trusts were now waking up to their new responsibilities and representatives from some Trusts had attended the morning session. 

Research, he said has a long agenda and is very underfunded, particularly in comparison to the USA.  The Medical Research Council does not receive much government funding.  He felt it was very important for everybody to focus on the 90% of ME that was agreed on and so retain all the players.

Clinicians he said find ME difficult because:

· the cause is unknown.

· controversy.

· GP’s may feel they don’t have the skills to deal with patients.

· patients may know more than them, but need the GP to guide them through the facts and explore alternatives.

· only see a few diverse patients and not aware of the connections of the various symptoms.

· there may be a lack of tools to treat, but in chronic disability they can write appropriate letters to education, employers, benefits etc.

· lack of time as they only have 5-7 minutes for each appointment.

Professor Pinching then described the management path of ME following the initial medical assessment.  This was critical to make the journey easier rather than worse.

· Appropriate activity management

· Adjustment and coping by the patient

· Symptom management

· Personal care, especially for the more severely affected.  He highlighted the Stockport Domiciliary Nurse Service as being a very good example of this.

Professor Pinching went on to say sufferers may need differential diagnosis to eliminate other conditions but the diagnosis of ME does not require a test, merely a full clinical history.  He stressed GP’s should constantly review ME patients, especially to identify any new symptoms, and then using the appropriate medication to suppress the symptoms.

He then went on to explain the range of drugs he found beneficial although there was no magic bullet. Medication needed to be matched to the individuals needs, usually in low dosage.  Prozac he said was very good to treat depression but does not suit ME as it can switch patients on too much.  The effective treatment of pain and sleep disorders was very important with various drugs being used depending on the individual.

Energy management was very important.  Patients should consider if they need to do boring tasks, delegate them or defer them.  Doing fun things is important, managed in small bits and enjoyed.

The final speaker was Dr Diane Cox who explained that research evidence as well as clinical evidence influences clinicians practice.  She has worked with CFS/ME patients for 14 years and at the National ME Centre where she was for 10 years they saw 1,000 patients.  She feels it is very important for a patient to be able to tell their full story in one go, which is not usually possible, due to time restraints, with the GP.  She feels it is the best use of time, resource and therapies available for patients to be referred to specialised centres.

She related the management of ME to her Mars Theory, being the balance of work, rest and play and Professor Pinching’s description of the Sussex Rolling Hills theory of balancing the response to symptoms to avoid the peaks and troughs of ME.

The CMO report stated health care professionals should be made aware of the significant physical, psychological and social suffering and disability caused by ME.  It also stated under the approaches to management that strategies need regular review to guide their application and adaptation to the individual.  It should also be agreed and viewed as a partnership with the patient.  Patients at the clinic can be reviewed weekly, monthly or 6 monthly depending on their individual needs.

Treatment evidence in ME is based on 4 main areas:

· Medication

· Cognitive behaviour therapy (CBT)

· Graded exercise

· Lifestyle management (pacing)

Dr Cox then provided details of several research papers in ME that had been published in each of the 4 main areas.  She highlighted that most of the studies particularly regarding medication had been conducted over a 6 week period, which was very short for ME patients.  There had been very little follow up or evaluation of the longer term benefits.

In respect of graded exercise, physical deconditioning is a symptom of ME and the only reason to introduce it is to increase stamina.  Patients should not forget everything you do involves exercise, including using the stairs.

CBT can be useful for some patients.  Cognitive involves you thinking which then affects your behaviour.  What you do should then be fed back into what you think and the cycle starts again.

Lifestyle management is a combination of CBT and graded supervised exercise (activity), which is the main focus of Occupational Therapy.  The aim being to educate patients in a healthy daily management structure to try and eliminate their peaks and troughs.  In practice this means the appropriate balance of work, rest and play.

She explained that patients with ME are often seen in a variety of clinics by various medical disciplines.  A recent study showed that regardless of where seen, patients are similar in symptoms, disability, quality of life, psychological distress etc. and the important thing is that somebody is prepared to diagnose ME and then provide follow up.

It has been established that only 20% of ME patients get better with the diagnosis label only, although 80% got better with some lifestyle management strategy.  Some patients maintained their 80% - 100% improvement but others retained their vulnerability to ME and may have to return for further treatment.  They don’t talk of a cure but managing the spectrum of the illness.

An interesting question and answer session followed.

Derek Vernon from the Stockport Group was invited to explain how their ME nurse service was set up 4 years ago as a result of gaining lottery funding.  They were lucky in having local medical expertise and based their model on the Macmillan service to cancer sufferers to provide support and a home visiting service to patients.  They focused on 3 areas, the house and bed bound, parents of children with ME and the newly diagnosed to try and avoid mismanagement of the illness.  They accepted GP’s didn’t have a lot of time to work with ME patients.  They are constantly measuring what they do to show there is a need for the service and 98% of their patients rate the service as excellent/good with 2% saying its OK.  They are pushing Stockport NHS to take over the service and welcome enquiries from other interested groups who would like to set up a similar service.

Chris Clark closed the meeting by thanking everybody who attended the morning and afternoon sessions and felt it had been a success.  He thanked the local groups for their contributions in organising the event with a special thanks going to the Morecambe Bay Group and Jeremy Boreham.

A tape will be available via your local support group for anybody who would like further information.

Yvonne Leech

Bury /Bolton ME/CFS Support Group
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