The GITER group and the treatment of rare diseases in Spain
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Summary :
The group GITER focuses on the research of rare diseases therapeutics and have found information about the treatment of 59 diseases and 899 patients, with the collaboration of hospital pharmacies and trough surveys for patients. GITER also develops other activities.

Text :
Objective
Introducing the activities of GITER (Rare Diseases Therapeutics Research Group) included in REPiER (Epidemiological Network on Rare Diseases research) that looks for a greater knowledge of rare diseases pharmacological treatment.

Results
The group GITER has focused its research on the study of the treatment of Rare Diseases in paediatrics, with the collaboration of different hospital pharmacies placed in various Autonomous Communities, paying special attention to the pharmacoeconomic aspects of treatments.
Simultaneously, a study on therapeutic needs for rare diseases has been carried out through surveys for patients of different rare diseases, in cooperation with the Spanish Alliance for Rare Diseases (FEDER) and other nodes of REPiER. Part of these results allows complementing the pharmacotherapeutical and pharmacoeconomical study of treatment costs carried out with pharmacy hospitals, especially in the case of diseases treated in out-patient departments.
We have obtained information on the treatment and costs of 59 diseases, mainly metabolic, with a total of 899 patients, although the number of cases of most diseases has been very few.
The study allows knowing the importance of orphan drugs in Spain and their economic impact in the cost of rare diseases. When an orphan drug is used represents an average of 84% of pharmacological treatment cost.
The actions of GITER also include the assessment to the Institute of Research on Rare Diseases (IIER) on orphan drugs, including the participation of members of the group in various books about rare diseases. A webpage on legislation of orphan drugs has been developed and GITER also collaborates on the webpage of REPiER with the elaboration of a database on orphan drugs and their situation in Spain. 
Finally, GITER collaborates in the elaboration of the EuOrphan webpage providing information on medicinal products for rare diseases.
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