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Introduction 

Community–based large-scale cohort studies are producing ever-increasing quantities of digital data in the course 
of their work which needs to be managed for both immediate and potential long-term use. Currently, 44 active cohorts 
are the Iran Cohort Consortium (ICC) members, and each of them has its own processes for project documentation 
and research data management. Since none of the Iran cohorts in ICC had a clear data management plan prior to 
implementation, their research data were documented over time using different approaches. Therefore, it was 
necessary to develop a platform for data sharing and request management of Iranian cohort data. 

Aim 

Our project pursued three main goals: 

1- To uniform the documentation of cohort studies and standardization of their research data format and preparation 
of their metadata 

2- To develop a web portal to provide a wealth of information on the Iran cohort studies and make them searchable 
to the public 

3- To develop the data request and sharing management process, prepare Research Data Distribution Agreement, 
and track the reuse of research datasets 

Method 

This project had three main goals and to achieve each goal, a phase was developed. Each phase of the project is 
described below: 

Phase 1) Dataset and documentation standardization: Out of 44 active cohorts in ICC, 11 cohort studies have 
announced their readiness to participate in this project. In the first phase, we prepared a protocol to standardize the 
process of research data management in ICC. Then, in accordance with the prepared protocol, for each project, the 
project-level documentation including study protocol, data collection forms, questionnaires, etc. and the data-level 
documentation including standardization of filing and naming of variables, metadata, and data dictionary (including 
the descriptions of variables, type of variables, coding, missing values, etc.) was prepared. 

Phase 2) Development of Iranian cohort web portal: In this phase, a web portal was developed for managing and 
sharing the ICC cohort’s data 

Phase 3) Development of request management workflow: In this phase, a workflow was developed for the 
management of data requests in accordance with the needs of ICC members. We also developed a Research Data 
Distribution Agreement to facilitate the process of data sharing.  

Results 

In this project we developed a protocol for ICC cohorts to uniform the documentation of cohort studies & 
standardization of research data format and preparation of their metadata and then by holding workshops for cohorts’ 
staffs, they learned how to standardize and organize their research data according to prepared protocol. The web 
portal is launched irancohorts.ir to host the research data and facilitate data sharing workflow. 

Conclusion 

We aimed to facilitate the sharing of Iran cohort studies scholarly data and the implementation of joint research 
projects by our platform which allows us to efficiently manage access permission to cohorts’ data and track the reuse 
of research datasets. Our platform is still a prototype and its effectiveness has not yet been evaluated. 
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