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Summary :
This poster presents a study whose objective was to identify the needs and problems that people with rare diseases suffer in order to propose solutions and establish a priority of practicable projects for the Catalan health system (Catalonia is a region of Spain).

Text :
Rare diseases represent a challenge for sanitary systems and health professionals. Although these systems have started to develop actions to improve attention and assistance to this type of patients, people who suffer rare diseases continue to live situations of exclusion and social marginalisation. This poster presents a study whose objective was to identify the needs and problems that people with rare diseases suffer in order to propose solutions and establish a priority of practicable projects for the Catalan health system (Catalonia is a region of Spain). The participants were health professionals, affected people, carers and members of associations (in total: 70 people). The methodology used in this study was qualitative. It was done 8 individual interviews, 1 triangular group, 2 discussion groups and 48 Delphi questionnaires. The results obtained point to five aspects that have been considered by the sociosanitary system on which to base the improve the quality of the assistance offered. These aspects refer to: 1) the lack of information and also the lack of accessible and organized systems of information, 2) the difficulties to detect rare diseases, access to sociosanitary attention and the model of it, 3) the absence of economic and social funding, 4) the lack of sanitary, social and chemical research and 5) the associations’ needs. These results underline the urgency of beginning to establish strategy lines in this region, assuming the enormous quantity of needs detected that this population and its situation had. The principal problems of rare disease are the lack of human and material resources, the lack and the disorganization of social and sanitary services and the model of assistance.
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