Update On Service Provision

As many of you already know, the government has pledged £8.5 million for new services to be set up by the NHS for ME sufferers.

Our group committee and several other members have done sterling work in writing to MPs and the Primary Care Trusts. Some of you have joined us when we have been to meet Ivan Lewis and Dr Brian Iddon and both Bury and Bolton Primary Care Trusts. 

Yvonne and I have also been able to become members of the Greater Manchester Network Coordinating Steering Group in the hope that we may be able to both represent views of patients and carers and to exert some influence towards getting Bolton and Bury sufferers some level of service provision.

We made sure that both PCTs (and Wigan and Leigh) were aware that this money was available and asked that they put in a bid for some of it to set up a clinic for ME sufferers.

Bolton PCT  did put in a bid to fund a new service but unfortunately at the first attempt it was refused. One of the reasons for the refusal was that the Department of Health want several PCTs to join together to provide service for a greater number of people. Although Bolton had contacted several other PCTs they were reluctant to join in the bid for money because at that time, they thought the funding would be for only one year and after that the Health Authority would have to fund the service out of existing finds. However, this is not the case as the funding will be ongoing. 

When Yvonne and I went to the Network Coordinating Steering Group meeting in May we were able to talk to Patricia Noons from the Department of Health, who had come from London to talk to the group. We asked if the bid could be reconsidered and what we could do to help. Patricia Noons was very sympathetic and advised us that Bolton need some partner PCTs to join the bid. She said that she would do everything she could to help if she received a letter from Bolton by the following Monday to say other PCTs were joining the bid. 

Yvonne and I then did a mad scramble for the rest of the week to get all the information Bolton PCT. We also contacted Bury PCT and the new Director of Strategy and Service Development to try to encourage Bury to join with the Bolton bid.

After a hectic week of emails, telephone calls and faxes flying hither and thither both Yvonne and I were exhausted but felt that we had done everything that we could possibly do to encourage the success of the bid.

I am pleased to say that on the Monday in question, Bolton PCT contacted Bury PCT and the Department of Health and the bid was resubmitted with Bury supporting the bid in principle, with the possibility of Wigan and Salford joining at a later date.

This was the best news we have had so far and we are now crossing our fingers that the bid will be accepted and that we can be involved with the service planning

We are very grateful to the staff at Bolton PCT and the new Director of Strategy and Service Development for all the work they did to get the bid resubmitted. 

The proposed service will be headed up by Dr Tariq Gabor who is a consultant physician in neuro rehabilitation.

Description of Service Proposal

The service will be available for all referred patients diagnosed by a medical practitioner as suffering from CFS/ME.

Any medical practitioner, health or social care professional, or the patients themselves may make referrals.

The MDT will accept all referrals. A multidisciplinary assessment will be undertaken.

The diagnosis and medical need will be identified by the Consultant Physician. The Consultant Physician will also oversee the clinical care provided by the MDT.

The Osteopath/Manipulative Physiotherapist will undertake a physical examination to identify subjective and objective findings, inclusive of isokinetic measurement of muscle fatigue. Treatment and rehabilitation will compromise the R.N Perrin model of service outlined in RN Perrin et al 1998 “Effectiveness of Osteopath treatment on symptoms associated with ME”

This will include-

-Soft tissue massage of upper spinal muscles and the muscles of respiration.

-Mobilisation and manipulation of the thoracic and upper lumbar spinal segments.

-Effleurage, to aid drainage in the thoracic and cervical lymphatic vessels.

-Exercises to improve the mobility of the thoracic spine and physical co-ordination.

A telephone help line will be available and will be responded to within 1 working day.

The counsellor will provide specialist assessment in relation to anxiety levels, sleep disturbance and cognitive function. A programme of therapy will be delivered, according to the need. 

Improvement in access for patients

There is currently no service in Bolton Primary Care Trust and the proposed team would therefore ensure that there is local access for patients to services especially those who are housebound.

Patient Choice & Responsiveness

It is proposed that the service will provide a range of treatments and option to patients in different settings. The patient will be involved in their assessment and will identify their problems and needs and goal, as they see them. They will be involved in the identification of a treatment programme, according to need. Patient agreement to the assessment, goals and treatment programme will be sought continually. Treatment and management of patients who are house bound will be able to be delivered in their own homes.

Local Domiciliary Services

Many CFS/ME patients are housebound and under those circumstances assessment and treatment will be delivered in their own home.

CFS/ME patients have a high rate of upper respiratory infection and may have minor relapses during treatment. Where this occurs treatment will continue in the patients home.  

Links with the Community Paediatric Service & other services

Liaison and collaboration will take place with the community paediatric service, in respect of any children or younger persons, referred to the service. The specialist CFS/ME team will offer specialist expertise, education and advice to other health & social care teams. This will be given to improve underpinning knowledge and awareness and also for specific cases, where other health & social care staff are involved or would enhance patient care if they were to be involved. 

NOTE-any liaison with other health & social care staff, or voluntary sector, would only occur following discussion and agreement with the patient. 

Aims and Objectives of the Plan
To lead the development of services within primary & secondary care to support GPs and other health professionals in the care of the patient.

To assess and provide a multidisciplinary patient care package, including family and carer support.

To provide support for coping and adjusting to the illness and specialist rehabilitation programmes fir energy and activity management.

To develop a network of local domiciliary services (health education & Social Services) to support those more severely affected, housebound and bed bound who are unable to access services. 

To work in partnership with patients, carers & voluntary organisations, to develop a resource of information; advice and self-management techniques.

To contribute actively to the network directly through the collaborative partnerships with the Manchester Clinical Network Co-ordinating Centre and to link closely with the Greater Manchester Children’s service to facilitate the transition from the children’s service to the adults service. 

To build on existing services, i.e. community paediatric service & Neuro rehabilitation service.

To work closely with the local CFS/ME  support group to ensure that services meet the needs of the patients in Bolton with CFS/ME

