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Summary :
The Italian Bank for Alternating Hemiplegia IBEA is an open repository containing the clinical data and the blood samples of the Italian patients affected by Alternating Hemiplegia (AHC), a very rare neurological disease.
The Bank is directly managed by A.I.S.EA the Italian Patient Association for AHC and safeguards the patients rights to the privacy and the information about the results of the research projects using the Bank.

Text :
Alternating Hemiplegia (AHC) is a very rare disorder characterized by early onset, recurrent episodes of hemiplegia affecting alternatively both sides of the body, occurrence of paroxysmal phenomena such as tonic and dystonic attacks, oculomotor and autonomic disturbances. 
It is a highly chronically debilitating suffering with deleterious effects on the quality of life of the affected patients.
AISEA, the Italian Patient Association for AHC, was created in 1999 with the main goals to support the families, spread the knowledge about the disorder, promote and support the research.
Since the beginning, we realized that the best way to achieve this last goal was to provide the research groups with an easy, non exclusive access to the clinical data and blood samples of as many AHC cases as possible. 
At the same time, as patients, we wanted to safeguard our rights to the privacy and to the information about the results of the research projects using our data and samples.
Therefore we created the Italian Bank for AHC, IBEA, a project coordinated by AISEA, in collaboration with its Scientific Committee. 
By means of a rigorous protocol and through the direct management of the association, the Bank can safeguard the patients rights and, at the same time, offer impartiality, transparency and ease of access for any kind of research on AHC. 
At present, the Bank contains the complete clinical documentation and the biological samples of more than 30 Italian patients. Three clinical studies and two genetic researches are currently using the Bank: AISEA also agreed with their managers that the results will be delivered to the patients, kept in the Bank and shared with the scientific community through publications.
The Bank is linked to the European Registry for AHC, under the management of ENRAH, the European Network for the Research on AHC.
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