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English Abstract

Objective: Epilepsy is a chronic disease which requires constant care and varies in clinical
features. One of the information systems used to record information of diseases is the registry or
registry system of the disease, which is a database that contains specific information about those
who are suffering from a specific illness. The first step to design a registry is to identify the
information needs of the system.

Methods & Materials: In this study, 200 epileptic patients were entered. We conducted this
survey in five different steps. First of all, data regarding patients’ characteristics were extracted
from the charts. In the next step, a group of staff was arranged to identify the evaluating parameters
and to contact with involved specialists. Then, the specialists were given a checklist in which they
could score the importance of certain characteristics and also suggest new ones. , A data dictionary
was defined to identify which parameters should be recorded and how we can measure it. . At the
end, we are willing to design a registry platform for epilepsy patients that contains significant
information about different aspects of the disease.

Results: according to our results, 53% of patients were males with the mean age of 32+16 and the
mean age of first seizure of 18+14. In addition, patients experienced decline in different functional
abilities with educational aspect as the most affected (46.5%). The most common anti-epileptic
and non-epileptic medications were valproate and psychological drugs, respectively. Memory
deficit (49.5%), sleep disorders (35.5%), and aggression(28/5%were the most common associated
conditions among our patients. Generalized (85%) and tonic-clonic (72.5%) seizures were at the
top of seizure-type list. Regarding precipitating factors, emotional stress and physical tiredness
were the most reported one with 16.5% and 11.5%, respectively. More than 91% of patients deny
any peri-natal complication (icterus or cyanosis) and more than 87% of them were born between
vy 00 fy 00000 OO0 000000000 (ooooy. 00 00000 00 0000 0oooooo, bboooooo 00oooo ooboooo oo
epilepsy was found in 38% of patients, parents were blood relatives in 23.5% of cases, and history
of head trauma was reported by 26%.

Conclusion: Data obtained from this investigation will be used to design a registry platform to
facilitate access to patients’ data for doctors and authorized health care professionals.
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