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Ladyman announces exemplar at new clinical centre 

Health Minister Stephen Ladyman today announced the publication of an Exemplar documenting a patient journey for young people with Chronic Fatigue Syndrome/ Myalgic Encephalopathy (CFS/ME).  

During a visit to a new Clinical Centre for people living with CFS/ME at St Hellier Hospital Surrey, the Minister described how the new Exemplar will not only provide guidance on more co-ordinated, holistic care for young people, but also support and empower them in the management of their condition.

Children and young people can be profoundly affected by CFS/ME.  The Exemplar illustrates the experience of a young person diagnosed with this chronic disabling illness at the age of 14.  Megan's journey through her teenage years is described, highlighting the ways in which she and her family are involved in decision-making and care.   

Dr Ladyman said:

“I am pleased to launch the CFS/ME Exemplar, this illustrates a young person's experience of CFS/ME and shows how patients needs are at the centre of care so that services can co-operate around the individual needs of the patient to improve their progress and enable them to have a better quality of life.”

The Clinical Network Co-ordinating Centre is one of 13 new facilities across the UK funded through the £8.5 million Central Budget Investment announced last year.

The centre is led by Dr Amolak Bansal a Consultant Immunologist and Clinical Champion for the CFS/ME Service and will improve the overall treatment and care for adults, children and young people with CFS/ME by:

· Providing access to specialist assessment diagnosis and advice on treating the condition. 

· Supporting GPs and Health Professionals though education and training to improve the knowledge and skills of staff. 

· Support clinical research into the causes and treatment of CFS/ME through clinical trials. 

Professor Anthony Pinching said:

"The new Coordinating Centres and the local Teams, are going to give a massive boost to the care and support available for patients of all ages affected by this very disabling illness. Not only will patients with complex needs get locally based, sympathetic, flexible and well-informed care, but front-line health professionals will also be guided and trained in recognising CFS/ME and helping the patients that they look after. This is the beginning of a very different era for patients, and the care to be provided for CFS/ME can be a model for other chronic disabling conditions in a contemporary NHS."

By April 2005 there will also be 50 local support teams spread throughout the county. This represents a significant increase in the service for people with this profoundly disabling condition. The local teams will provide support by: 

· Providing specialist rehabilitation programmes for patients to help increase energy and activity levels 

· Developing a network of local domiciliary services (health, education and social services) for those more severely affected who may be house-bound or bed-bound 

· Supporting GPs and other health professionals and in partnership with local self-help groups develop expert patient and self-management initiatives 

Notes to editor

1. The £8.5 million announced last year is for 2004 to 2006 (£2.5m for 04/05 and £6m for 05/06). The report of the CFS/ME Independent Working Group to the Chief Medical Officer published in January 2002, highlighted the lack of services for this disadvantaged group of patients. This budget was approved to pump-prime these new services.

2. A CFS/ME Service Investment Steering Group is overseeing the investment. It is chaired by Professor Anthony Pinching, Associate Dean for Cornwall at the Peninsula Medical School and former Deputy Chair of the CFS/ME Independent Working Group. The Steering Group includes commissioners, professionals, patients and carers. People with CFS/ME will continue to be involved in improving the service development of the centres and local teams.

3. A list of the local support teams and further information on service development can be found at the DH website

4.  The CFS/ME exemplar illustrates the particular needs of a young person who has special needs/disability and their journey through the process of identification, assessment and management of their condition, through multi-agency co-operation - whilst respecting and involving the individual and family.  

6.  Other new centres are based in Newcastle, Leeds, Liverpool, Manchester, Sheffield, Birmingham/West Midlands, East Midlands, North Central London, Bath/Bristol, Dorset, Hampshire, Isle of Wight and Devon/Cornwall.
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