CARE OF CFS/ME IN CHILDREN

A major feature on ME in children and young people, by Dr. Nigel Hunt and Jane Colby, was published in GP (the General Practitioners’ professional magazine) on 28th October 2005.

Key extracts:

“The first biomedical study in children is imminent.”

“Vascular imaging has identified biochemical abnormalities in the circulation of adults, suggesting that CFS/ME could involve a continuing challenge to the immune system such as a persistent viral infection.”

“With no laboratory test, diagnostic confusion has arisen between the physically disabling CFS/ME and the similarly named ‘chronic fatigue’, which could be of psychological origin or part of the presentation of other organic diseases.”

Over-enthusiastic activity management programmes can provoke relapse, while provision of wheelchairs, stairlifts and other equipment, together with conservation of energy, have been found to aid mobility and support recovery.”

“In children and young people, educational demands are a key cause of relapse, so tuition in the home or virtual education is usually needed.”

“Good patient self-management and a positive doctor/patient relationship are the ideal.”

GP magazine chose to use ‘chronic fatigue syndrome’ in their headline, but accepted our use of ‘CFS/ME’ (the Department of Health term) in the text of the article.

Differences between how people with ‘chronic fatigue’ and those with CFS/ME react to exertion are clearly explained for your doctor.

Republished with permission from GP magazine this is available in full at www.tymestrust.org/tymespublications.htm
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	A new study led by UEA (University of East Anglia) and funded by a lottery grant of £503,028, aims to fill important gaps in current knowledge and understanding of ME.

Chronic fatigue syndrome (CFS) and ME have a huge impact not only on the lives of the sufferers but on those who live with them and care for them. 

The new study for Action for ME by a network of universities including UEA aims to bring new hope to people with the disease, by ensuring that services being developed for them are based on the most effective practices. 

UEA will be the main co-ordinating centre for the project, which will be led by Drs Derek Pheby, Malu Drachler and Fiona Poland. 

Researchers at UEA, the London School of Hygiene and Tropical Medicine and the Hull-York Medical School will undertake pilot studies in East Anglia, Yorkshire and London, creating an 'Observatory' of comprehensive data on a wide range of clinical and social factors but also on the social impact of the disease. 

"The central role of Action for ME, as the sponsoring organisation, will ensure that the interests of people with CFS/ME will remain the top priority for the new research collaboration," said Dr Malu Drachler, of UEA's School of Allied Health Professions." 

"We are very grateful for the generosity of the Big Lottery Fund, which attaches high priority to social inclusion, and which is funding the development with a grant of more than half a million pounds." 

In addition, there will many opportunities for people with CFS/ME and their families and carers to participate in the programme. For example, specific projects will establish a disease register, on a voluntary basis, containing details of people with CFS/ME, which will very useful for future research. Other projects will look at the factors which determine the quality of life of people living with CFS/ME and their carers, and the impact of the illness on their lives, as well as the overall distribution of the illness, and its causes. For all these projects, the researchers will be seeking the help of people with CFS/ME, and also of their GPs. 

"This development is very good news for people with CFS/ME. It should not raise false hopes of an instant cure for the illness, as that is not what it is about, but it can generate research findings which can lead to very considerable improvements in the lives of people with this very debilitating disease," added Dr Drachler. 

One of the researchers' first tasks is to compile a comprehensive list of services currently available to sufferers and their carers. This will be published on a website and the researchers are keen for people with ME to make their own additions. 


Http://comm.uea.ac.uk/press/release.asp?id=616 
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