112 Innovating action proposed by Tous Chercheurs and the French-speaking Federation of DNA Schools : Practical training in biology and genetics for rare disease associations
Patient driven innovative projects for rare diseases
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Summary :
In May 2004, the association Tous Chercheurs (initially named DNA school in Marseilles) developed innovative practical training for rare disease associations. These trainings help patients to acquire a good knowledge in biology and genetics, understand time scale and specificities of research, see research progress on their pathology. Between 2004 and 2006, Tous Chercheurs formed 130 patients from 13 different associations, highlighting that such an approach is meeting a crucial need and desire from patient associations. Since 2007, these sessions have been expanded to a national scale (France). Acting as initiator and catalyser of this type of training of patient associations, we look forward to extend this successful story to a Europe-wide level.

Text :
Rare diseases associations have an essential role in informing patients about the scientific and medical implications of their disease. Moreover, they are increasingly interested in research, from which they hope to gain better knowledge and prevention of their disease. Because the time scales of research and patients waiting for treatments intrinsically differ, it is essential to train members of disease associations with the various aspects of research, in order to contribute to a closer relationship between the scientific community and these associations.
Accordingly, for the last 3 years, the association DNA school in Marseilles (renamed Tous Chercheurs since July 2007) has developed practical training in molecular biology and genetics for orphan genetic disease associations. These 3-days sessions take place in a laboratory where the trainees work “as” a researcher, together with tutors who are experienced research fellows. They learn to observe, formulate hypotheses, propose protocols and carry out experiments. In addition to the practical work, every session includes discussions with researchers specialized in the pathology under the scope of training. The trainees thus understand concretely how researchers work and their constraints.
Between 2004 and 2006, Tous Chercheurs formed 130 patients from 13 different associations, highlighting that such an approach is meeting a crucial need and desire from patient associations. At the same time, more and more associations want to benefit from these training sessions. To achieve this, and to make access easier for associations from all over France, it was essential to expand these sessions to a national scale. This was possible in 2007 thanks to the French-speaking Federation of DNA Schools, built around 6 members distributed throughout France, to whom we transferred our competences. Acting as initiator and catalyser of this type of training of patient associations, we look forward to extend this successful story to a Europe-wide level.
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