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ABSTRACT

Introduction: Absence of a standard information system for multiple sclerosis (MS) patients causes
inaccuracy and unreliability when producing information and statistics about prevalence and incidence
of MS in Iran. Minimum Data Set (MDS) is a standard tool for collecting and recording data, and the
basis of information systems. The aim of this study was to establish Multiple Sclerosis Minimum Data
Set (MSDMY) for Iran.

Methods: This research was an applied one and an exploratory study which was done in Isfahan, Iran,
in four phases: 1) determining data elements related to MS in Iran and other countries; 2) extracting and
categorizing data elements; 3) making an MSMDS draft; 4) evaluating of draft by Delphi technique.
Ethics approval was not necessary. Data was analyzed by descriptive statistics indexes, (relative and
absolute frequencies only).

Results: Following the results of 2 rounds Delphi technique, finally, MSMDS was established including
150 data elements in three categories: administrative, clinical and socioeconomic. Every category
included, respectively, 6, 11 and 6 subcategories and 27, 84 and 39 data elements and detailed
information.

Conclusion: The first and most important step to standardization of data collection nationally, is
creating MDS. According to specialists' consensus on necessity of available data elements in presenting
MSMDS, using this MDS is recommended as a basis for collecting data on MS patients.
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