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Summary :
Pollicino is a communication project aimed at spreading information on rare disorders at different levels. The created web-site collects information especially on practical aspects of daily-living, care opportunities and benefits provided by the Italian Law, paying particular attention on patient advocacy and empowerment.

Text :
Pollicino (Tom Thumb) is a communication project oriented to rare diseases’ patients, their relatives and the health professionals involved in the diagnosis, care and cure of these patients. The project is promoted by Uniamo, the Italian Alliance of patients’ associations, funded by the Ministry of the Social Solidarity, and realized with the support of the Veneto Region Register for Rare Disorders. 
Aim of the project is to realize a database supporting a web-site containing information on RD and related issues. In particular attention will be focused on patient advocacy and practical information on aspects of daily living, i.e. school inclusion programmes, equal job opportunities, accessibility, free-time, sports, etc. The project develops through several steps. Firstly, a listening phase in order to identify information needs expressed by the patients. Self-administered validated questionnaires were distributed to all the 82 Uniamo Associations in order to collect information on critical issues the patients want to be covered within the project. An analysis of the questionnaires and of the Italian RD scenario outlined the difficulty of getting useful and validated information often dispersed across different sources. Data collection on legislation, care networks, existing facilities, research and successful experiences of patients prise en charge lead to the creation of a an Oracle Database supporting a web-browse application. Personal login and passwords have to be used to access restricted areas of the web-site. While some information is common to all RD, other data are specific for single disease. The website contains links to other Associations websites in order to guarantee the expansion of the available information. 
The project represents an experience aimed at disseminating simple and accurate information on all aspects of patient care, not only strictly medical ones, and to advocate patient empowerment.
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