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Summary :
This paper describes a pilot project developed by the Thalidomide Trust to create a Health Support Service capable of being expanded to support all CLD patients within the EU.

Text :
This paper describes a pilot project developed by the Thalidomide Trust to create a Health Support Service capable of being expanded to support all Congenital Limb-reduction Deficiemcy (CLD) patients within the EU.. The Thalidomide Trust is a member of the European Forum for Congenital Limb-reduction Disability, together with the Föreningen för de Neurosedynskadade and the Bundesverband Contergangeshäditger. These three organisations support 25-30% of the 15,000 people estimated to be affected by CLD within the EU.

The planning parameters of the project included: worldwide availability of the service, identifying relevant clinical specialists, gathering available recorded information (published and unpublished) relevant to the support of CLD, and identifying gaps in the capability of primary care provision to prevent duplicating existing services.

The intended outcomes of the project include: improved quality of life for CLD patients, establishing the range of CLD-specific health problems and reducing the incidence of these problems. It also expects to identify appropriate areas for research, and increase the awareness of CLD-specific health issues among primary care providers and patients. The problems associated with identifying and evaluating Centres of Excellence are discussed.

Technology issues include: AAA website accessibility standards, electronic patient records, and an on-line patient registry. It also reviews the development and use of an on-line Instant Medical History tool, for improved diagnosis.

The progress of this project at the end of the first 3 years is reported, including 9 months of a clinical evaluation involving some 60 (UK) patients. Delays, costs, frustrations among the patient group, and pressures to change methods are discussed, as well as the next steps for expanding the network into other national groups.
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