Meeting Regarding Children’s Services

On Tuesday 24th August Yvonne and I went to the Royal Manchester Children’s Hospital, Pendlebury in order to meet with some of the team who will be running the new CFS/ME Services.

We met with Dr M. Eminson consultant paediatrician psychiatrist, Dr P. Powell consultant paediatric physician, Sharon Pagett who manages the Child and Adolescent Mental Health Services (CAMHS) unit, and Anna Addison who is a senior manager at RMCH. The team welcomed us and seemed genuinely interested in our views and welcomed our comments.

Dr Powell said that he wanted a dedicated service for children suffering from ME which is responsive to the needs of the child and which is accessible.

Yvonne asked about the structure of the proposed service and Dr Eminson told us that there will be one session per week from a consultant (Dr Eminson does 2 sessions per month.) The young person will initially be seen at the RMCH. The new money available from the government will be used, to start with, to employ a nurse co-ordinator full time and some secretarial support for the service. There is a small amount of money in reserve for expansion as the service develops and when it becomes more apparent what will be more useful e.g occupational therapy, psychology, physiotherapy or more nursing hours. The nursing service will be able to make more visits to the patient’s home if that is necessary.

Although the service will be based at RMCH and the CAMHS units at Royal Bolton Hospital & RMCH, it will be a resource for all the North West and will help children in other areas, e.g Bury.

We asked how many patients they see or expect to make use of the facility and although this is difficult to estimate it is thought that there are possibly 50-60 patients across the conurbation and the service already sees about 4 –6 patients at any one time and so they feel that they have quite a wealth of knowledge and expertise built up.

Dr Eminson told us how the service works at present and said that when the young person first attends there are quite a few medical tests to exclude any other diagnosis. The team stress the need for good quality rest periods between activities (not reading or watching TV). They also look at other needs such as pain relief, sleep problems, social isolation, antidepressants if necessary and at the young persons emotional and academic function and any possible loss of confidence resulting from the isolation caused by CFS/ME

Of course the parents are also included in the assessment and any worries or fears that they have can be explored and reassurance can be offered.

The aim is to work towards a gradual improvement until the young person is able to attend the hospital school at the CAMHS unit and they can resume their education more formally and with individual work and help to look at how they manage symptoms. The family is also supported and helped to look at how they can best manage the problems they face e.g is this behaviour due to ME symptoms or is it normal teenage behaviour or is mum just going through a bad patch herself? Hopefully with sympathetic and sensitive support and advice the family can in turn support the young person through this very difficult time.

The team showed us some of the forms they are thinking of using to try to evaluate the service that they offer, as it is vitally important for any service to know how useful it is to the person using it. We had taken some letters with us from families who had used the service and who wanted to comment and who were most anxious to receive feedback.

Yvonne said she would contact the Tymes Trust to see if they have any information regarding questionnaires that would be useful to our new CFS/ME service.

We also gave the team some of the newsletters from the Tymes Trust and AYME and leaflets from the 25% group, which gives health professionals an idea of what it is like to have ME from a patients prospective.

The team said that they would like to meet us again in the future and possibly come to a Thursday evening meeting to get more ideas from our members of what will be useful as well as to tell us how the service is developing. They hope to develop an information leaflet to be given to families when a young person is diagnosed with CFS/ME and they would like us to be involved in developing it.

Yvonne and I both felt our meeting on your behalf has been very useful and we were reassured that the team are hoping to work closely with us as a group in order to make the most of the opportunity we now have to develop an excellent responsive supportive service.

