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Mapping exercise of existing European population-based registries for major and chronic
diseases and evaluation of their possible interoperability and integration.

Subject:

1) Mapping of al population-based registries in the area of major and chronic diseases.
Setting up of a network of all existing European and national registries for major and
chronic diseases.

2) Evauation of the registries for their possible interoperability and integration into one
European-wide registry for major and chronic diseases.

3) Definition of sets of common indicators and rules for coding, reporting, quality
assurance and analysis for major and chronic diseases based on ECHI/EUHI should be
developed.

4) This should comprise the 4 basic indicators, incidence, mortality, prevalence and
survival. In addition, the indicators for quality of life linked to specific major and chronic
disease morbidity should be analysed and collected if appropriate.

4) The European network of cancer registries should serve as a model in conjunction
with the existing European networks, which have developed or currently develop major
and chronic disease registries in specific disease groups, e.g;, cardiovascular diseases,
diabetes, or else.

Deliverables

Three conferences (ex-ante, midterm and ex-post), a report, a set of recommendations, a
pilot implementation and a web portal on the project describing a European registry for
all major and chronic diseases including cancer, proposing the way forward how to
achieve it, providing for a first pilot implementation, and last but not least providing a
web portal documenting the entire prerequisites and progress and achievements of the
project.

To be completed in 36 month for a budget of Euro 2.6 million.
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