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ABSTRACT

Introduction: Currently, there is a paucity of data concerning the long-term outcomes, educational
placement and quality of life of cochlear implanted (CI) patients in Iran. Therefore, we decided to
design a national CI registry to facilitate communication and collaboration, improve care, and create a
framework for aggregate data sharing in CI research.

Methods: A group of nationally represented, multidisciplinary CI providers cooperated to define a
standard set of data elements to incorporate into a database built by them in association with a group of
computer scientists and software designers. The CI registry database has been designed so that different
centers across the country will be able to use the database for their own clinical purposes. The database
utilizes a secure web interface to administer electronic case report forms to clinicians and families of
implanted children. Patients will be evaluated with a set of standardized questionnaires prior to initial
device activation (baseline) and at three-monthly follow-up intervals up to 24 months and annually
thereafter.

Results: Approximately 6 months after the first release of the database, clinical information on 123
patients has been entered from Khuzestan CI center. The information regarding to patient comorbidities,
device use, auditory performance, quality of life and health-related utilities, across different types of CI
devices were recodeded in the database.

Conclusion: A standardized CI registry database that is utilized by a growing network of CI centers can
help strengthen research through aggregate data sharing.
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