Meeting with Bolton and Bury Primary Care Trusts

On Monday 4th October Yvonne and I made our way to St Peters House in Bolton to meet with the team of people who will decide the future of our new ME service and what will be provided. We were both really excited that at long last our dream of a specialist clinic is to be a reality.

The team of people came from various departments within the Trusts, of course there were the very necessary administration staff including Rachel, who has worked so hard to put the bid together and obtain the money from the Department of Health with Tracy Studholme,  Intermediate Services Manager. We were extremely pleased that Dr Peter Elton came from Bury P.C.T as his advice and expertise are most valuable. Of course Dr Gaber was there as the clinical champion of the bid and much of the service provided will be from his neurological rehabilitation team, and Janet Priest the manager of the team was with him. We are really delighted that Dr Wright has been asked to be the physician who will head the service and also present was Helena Leyden who is Director of Nursing Development at Bury P.C.T.

The meeting lasted for two hours because of course there was a lot to discuss and o be decided.

At present only two P.C.T’s have supported the bid so the service will be for Bolton and Bury and it is hoped that there will be some sessions in each area.

There will be sessions in clinics at one of the Health Centres and the doctor will also make home visits to  those too ill to attend. It was acknowledged that there needs to be a quiet waiting area with provision for those who can’t sit waiting and may need to lie down. Also the possibility of some morning sessions and some afternoon sessions, as of course everyone is not good at the same time.

The idea is that the medical clinic will establish the diagnosis and offer medical management such as symptom control such as pain relief and also medical reports to support benefit applications.

The patient will have seen their own GP who will do a series of blood tests to exclude other illnesses and the results will be available at the first visit to see Dr Wright at the clinic.

As well as the medical input there will also be support from the physiotherapists and the rest of the neurological rehabilitation team who already have lots of expertise in helping patients who are very poorly with neurological disorders such as MS and Motor Neurone Disease.

There will also be help from an Occupational Therapist and there will be a counsellor who can be very helpful to assist people to come to terms with this very disabling condition. Also to offer CBT to those who would like to try to see if it could help them cope better with things such as sleep management and general lifestyle management.

This is really very exciting and I feel it is wonderful that we are to have a domiciliary service for those too ill to come to clinic as it is usually these sufferers who are worst affected who get the least service. 

Everyone at the meeting was very keen to make sure that we are happy that the service is going to be the best possible and useful to all our members. 

There was also discussion about the need for education and good quality information for both medical staff, GPs and for patients. Also, Dr Wright is hopeful that in the future there may be the opportunity for research into the cause of ME.

We will be meeting again in about 6 weeks and by then we will be looking at referral procedures and the cost of the staff so that the post can be advertised, because it is hoped that the service will start in April 2005.

If you have any strong feelings or suggestions or just words of encouragement for the team, please send them to me as I can pass them on. 

