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1. Cover Note- Institutional Data Sharing Policy 

This document encompasses the ways in which data derived from research, operational and 
implementation programs (data) once accrued at Sangath may be stored, archived and shared. 
These guidelines are stipulations specific to Sangath meant to safeguard the investigators and 
team members involved in the collection of data and the organization. These guidelines will 
compliment institutional ethics approval and will not supersede them.  

a) Definition: Data pertains to records, information, numerical raw results, and outputs from 
instruments, survey questionnaires, notebooks, electronic or paper documentation of 
experiments, data generated from trials, data analyzed from raw results, data collated and 
systematically represented during the course of an experiment.  

b) These guidelines are applicable to all Sangath staff, researcher and consultants who are 
involved in projects/programs undertaken by and at Sangath and as per the requirement 
of funding agencies. 

c) The policy will be applicable for all the projects by the date of approval of this policy. For 
new studies as per the requirements specified by the sponsor, all the documentation will 
be carried out in repository.  

d) Ownership of the data generated by projects conducted at or within the auspices of the 
organization, rests with Sangath and Principal Investigator (PI).  

e) The PI would select an appropriate method for storing and archiving data generated from 
respective project during the initial phase of the study. The PI will also be responsible for 
educating the team members pursuing the respective project to follow the data storage 
and archiving methods. These methods should ensure that data is accurate, authentic and 
adheres to compliance if the organization has to respond to any queries regarding the 
data at any date, during and after the project is completed.  

f) The PI will have exclusive access to the data generated by the respective project and to 
others that are granted permission by the PI. Team members will have a right to review 
that portion of the data that was generated/created by them. Sangath will have access to 
the data as necessary for compliance and other purposes. In case the sponsoring 
agency/collaborators wishes to access data generated by the respective project, this will 
be based on the terms and conditions and policies defined and followed by the PI and the 
collaborator/sponsoring agency.  

g) For technology transfer, intellectual property rights, royalties based on the data generated; 
the PI, primary contributor from the team, legal, research admin and finance will create a 
separate agreement that will be reviewed and approved by the Management Committee 
following the norms and regulations of Sangath as applicable. Where ever applicable by 
law, access to the data would be provided to the sponsor of the study or to the journal 
publishing the data by the PI and their team. 

h) Data sharing: Requests to share the data from collaborators or external agencies will 
require prior approval on a separate data sharing and management form. Those 
researchers, getting funds from other institutions may have financial undertakings for data 
sharing expenses that will be reviewed by finance and legal department of Sangath. These 
forms would conform to the present data management and sharing guidelines.  Final 
approvals will be provided by the IRB of Sangath and in special cases, by the Management 
Committee.  
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i) Data will be maintained by Sangath for at least seven years after completion of the project 
or as specified by the funding agency. Appropriate scanned copy of paper and electronic 
storage mechanisms would be made so that data can be accessed as required. Data will 
not be destroyed or removed without prior approval of the Management Committee and 
IRB.  

j) Transfer or removal of data from Sangath to another organization after the seven years’ 
period in IX; must be approved by MC. Sangath would retain copies in all such cases.  

k) After completion of the project, the PI can store and archive the data in the Sangath central 
database repository (to be developed).  

l) Any conflicts emerging from the data sharing/access process at any stage, would be dealt 
with by the IRB and the MC wherever required. 

m) In the event of PI changing/leaving Sangath, a copy of the research and its data should 
be transferred to Sangath.  
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2. Introduction 

Studies of health investigators focus on health care. Data sharing help to put research into 
practice i.e. new/alternative treatments and research knowledge benefit the populations for whom 
the studies are conducted. It also helps in health decision making. Moreover, it increases the 
impact and visibility of research. It promotes innovation and potential new data uses. Basic 
research, clinical studies, surveys, and other types of research produced data may be shared. A 
data repository achieves the goals of data sharing.  

Sangath is committed to ensuring that the outputs of the research it funds, including research 
data, are managed and used in ways that maximizes the public benefit. It will adopt policies that 
aim to increase the use and reanalysis of the data. It also expects researchers to state whether 
and how they will make protocols, analysis tools and data available to others on request.  Making 
research data widely available to the research community in a timely and responsible manner 
ensures that these data can be verified, built upon and used to advance knowledge and its 
application to generate improvements in health. It will speed up the research that may eventually 
prevent or treat the disease. Data sharing is particularly important for the unique data that cannot 
be readily replicated. Data sharing allows the scientists to expedite the translation of research 
results into knowledge, products and procedures to improve human health.  

2.1 Definition 

Terms Meanings 

Funder The name of the funding agency to carry out the research 
work. 

Data sharing rights Funder statement on license terms that should be applied to 
research data made available. 

Data Standards General or specific data standards or practices that should be 
adopted by the researcher when creating, managing, or 
sharing data. 

Data Plan 
Requirements 

Requirements to provide information on data management 
and/or sharing activities as part of the proposal to be 
submitted. 

IPR The term "Intellectual Property Rights" refers to the legal 
rights granted with the aim to protect the creations of the 
intellect. Intellectual Property (IP) refers to the protection of 
creations of the mind, which have both a moral and a 
commercial value. 

Retention 
Requirements 

 An indicator of the minimum time period that data assets 
should be retained and the institutional agent that should be 
responsible 

Meta data Meta is a prefix that in most information technology usages 
means "an underlying definition or 
description." Metadata summarizes basic information about 
data, which can make finding and working with particular 
instances of data easier. 
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Terms Meanings 

Documentation 
Requirements 

Documentation suggested by funders that should be provided 
to help researchers to access and use research data 
produced. 

Central Database 
Repository  

A Central database repository is a logical and physical 
grouping of data from related but separate databases with 
built in-depth access control rules. 

 

3. Rationale for data sharing policy 

All data collected in the course of Sangath projects is the property of the institution, but under the 
control of the respective PI as long as they are at Sangath.  Researchers have an obligation to 
make efficient use of this data to facilitate and stimulate exchange of ideas, new line of thinking, 
support processes of development. In public health research, however, while research 
collaborations are growing more common, the sharing of data is not yet the norm, even within the 
scientific community. Much of the data collection that could improve public health research is 
expensive and time-consuming. As a nonprofit research institution, being funded by public and 
charitable organizations, we believe that making research data sets available to the scientific 
research community beyond the original research team inside as well as outside the institution in 
a timely and responsible manner, subject to appropriate safeguards, will generate these key 
benefits: 

a) Faster progress in improving health and Minimizes fund expenses, as duplication of 
collection of data avoided ensuring reusability of data. 

b) Ensures compliance of funder requirements and/or publisher regarding availability and 
access of final research data 

c) To reinforce open scientific inquiry and encourage diversity of analysis and opinion and 
validation of research methods and to test new or alternative hypotheses and methods of 
analysis. 

d) Sharing maximizes transparency and accountability and saves time of annotating data. 

e) Data comparisons among similar data sets encourage subsequent and cross study 
analysis. 

f) To promote new research, and help other researchers to build upon the existing ones not 
envisioned by the initial investigators and Facilitate two way learning that enhances the 
relevance of research. 

g) Sometimes data along with programs help in analysis for students and researchers 
specially. 

h) To permit the creation of new datasets when data from multiple sources are combined  

i) Sharing of data enhances reputation of Initial Investigator. 

j) Help to identify potential solutions and ways for improvement. 
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4. Goals of data sharing policy 

a) All data should be considered for data sharing. Data should be made as widely and freely 
available as possible while safeguarding the privacy of participants, and protecting 
confidential and proprietary data 

b) To provide a centralized platform and set of rules with greater access to data generated 
by Sangath.  

c) To maximize the number and type of analyses performed on valuable resources & to 
minimize the duplication of effort  

d) To create a standardized methodological and informational infrastructure on data 
collection procedures, protocol, cleaning, management and preliminary analyses and 
access to the database. 

e) To standardize, track and evaluate the flow of work generated from Sangath projects to 
publications. 

f) To track and evaluate the fund utilization 

g) Cash flow information like overrun etc. 

h) Centralized document management system with searching, capturing, storing and viewing 
version controlling research documents with the backup facility. 

i) Audit facility to keep the track of WHO, WHAT, WHEN, WHY has made the changes to 
the raw data with user login time, Activity and logout time. 

j) Well documented data sets are available for secondary analysis 
Data collected for health research are made available to the scientific community for 
analysis which adds value to existing knowledge and which leads to improvements in 
health. 

k) Published work and data are linked and archived to the extent possible, Datasets 
underpinning research papers in peer-reviewed journals are archived and made available 
to other researchers in a clear and transparent manner. 

l) Long term sustainably resourced data sharing. 

 

5. Scope and Benefits of data sharing policy 

This document provides an overview of suggested access and data sharing for Sangath projects 
and investigators, however different approaches to data sharing may be required according to the 
PI, a multi-Centre Project/Consortium, the funding agency, a specific government policy and/or 
publisher specifications.  In all instances, Sangath policy will attempt to adhere to the basic 
principle of data sharing as follows:- 

a) Data shall be made available for co creation, as quickly as possible. 

b) Information on frequency of data updates shall be provided in the metadata. 

c) Data shall be shared in machine readable format (xls, csv). 
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d) The final dataset might include both raw data and derived variables, which would be    
described in the documentation associated with the dataset. 

It applies to research data and related information collected and generated by Sangath in 
accordance with the data sharing plan submitted to funding agency at grant application stage. 

This policy will strengthen Sangath capacity to effectively manage, curate, analyze research data 
and publish and disseminate research outputs as well as to foster strong and balanced 
collaborations and partnerships with the scientific/research community, within and outside the 
institution. 

6. Terms of agreement for data sharing and access 

It is possible to make data widely available to the research community while still safeguarding 
integrity, through the use of standardized data use agreements and licenses. These define who 
may use data and how, and may require secondary analysts to contribute both derived data and 
a record of their analytic methods back to the database, so that primary and other users can both 
verify and benefit from their work. It would be helpful for members of multiple disciplines and their 
professional societies to discuss data sharing, determine what standards and best practices 
should be proposed, and create a social environment that supports data sharing. 
 
The researcher will ensure to keep a copy of his/her work on the data taken from the repository 
in the Repository with the new version and synopsis. The Data license will be given as per the 
approval by the PI to the respective researcher of the Sangath /external researcher. The cost of 
the License/IT support will be borne by the project mainly. All the video files will be saved in MP4 
and Audio files in MP3 along with Images/Pictures in JPG. All raw data files will be in .CSV, XLS, 
DOC and in PDF format. All media content will be available in the “DOWNLOAD as a file only” 
format to save the processing time of the server. 

7. For the PI/ Data source agency 

a) Data released for sharing by the research group should be validated and verified in line 
with accepted best practices in the research field and be of high quality  

b) Shared datasets by the center must be anonymized and should not contain data elements 
that will allow the direct identification of the entity (individual name and ID)  

c) The data sharing and access procedures should be transparent, and the data sharing 
review committee should have appropriate expertise. 

d) The funding agency and/or publisher may have specific requirements that override those 
declared by Sangath policy. 

e) The PI/ the source agency will not be responsible for any claims that the application of 
information generated from the data lead to wrong conclusions/decisions by the data user 
or other third parties. 

f) The PI should provide the data availability statement to the Research Management 
committee. 

8. Conditions of non-exclusive use of data sets for the data user: 

The data user shall submit a request for access using a specified format and adhere to the 
center’s guidelines, protocol and timelines on data sharing/access. 
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a) The data user should protect the privacy of subjects and the confidentiality of the data as 
well as observe ethical and legal obligations pertaining to the data. A signed confidentiality 
agreement form should be completed by him/her to access the data set. In addition, the 
data user should secure the data using appropriate safeguarding techniques. 

b) All the data users who are accessing / using the data shall acknowledge the source agency 
and recognize contribution of data creator in all forms of publication. They should cite the 
source, in line with the citation requirement provided with the dataset. 

c) The Principal Investigator from the source agency should be given co-authorship in any 
research publication arising from the particular data set. 

d) The data user shall not transfer the data to other users in any form, must adhere to the 
ethical permissions/approvals, and must complete the work as per the formal request and 
approval of the data sharing review committee. Copying, modifying or adaptation of data 
sets to suit one’s need. 

e) Must not use data that is inappropriate or misleading to general public i.e. using the data 
to promote any illegal activities or presenting datasets in a misleading manner. 

9. Data access and sharing- review of requests 

The IRB will review all the proposals/ requests for data access. This Review panel would include 
personnel with appropriate expertise and the review would be based on the following: 

a) Scientific rationale and relevance of the proposed research  

b) Statistical analysis plan (design, methods and analysis)  

c) Personal/Professional details and research experience of the data user(s)  

d) Overview of funding sources for the proposed research 

e) Declaration of any real or potential conflicts of interest  

The IRB should keep a record of data access requests which includes: data set(s) requested, 
date of application, applicant information including name, contact e‐mail/address, and institutional 
affiliation, relevant publications, whether the applicant’s proposal/request was approved or not, 
date of approval/denial of access and reason(s) for approval/denial of access and level of access 
approved. 

10. Timelines of data sharing 

The suggested timeline starts after data lock which is after data collection and cleaning is 
complete and ready for analysis.  The data would be available for access in three phases 
according to the interested data user/party: 

10.1 For ongoing studies: 

a) Phase I: Within 2 years of data locking, access is provided to researchers/staff of the PI 
and his/her team (and collaborators) with data available via a shared folder /repository. 
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b) Phase II: Within 3 years of data locking, access is provided to other researchers/staff 
within Sangath (with PI approval) with data available via the on-line repository of tools 
and/or shared on CD-ROMs. 

c) Phase III: After 3 years of data locking, access is provided to researchers/staff outside of 
Sangath with data available via the on-line repository of tools and data. 

10.2 For new studies: 

a) The data could be shared with in 2 months’ time from the collection of data begins in the 
repository. This will help to manage the data more appropriately and can be shared with 
in the team of PI efficiently 

10.3 For completed studies: 

a) The data for the completed studies shall be shared with the repository team immediately 
after commencement of repository in place. 

These timelines may vary according to PI and collaborators, funding agency and/or publisher 
requirements. 

11. Central Data repository 

a) A Central database repository is a logical and physical grouping of data from related but 
separate databases. This is usually done when there is a 'higher purpose' for the data, but 
the data items needed to do this reside on different databases. In these cases, a repository 
is necessary to bring together the discrete data items and operate on them as one. 

b) Research data intended for wider dissemination and thus submitted to a data repository 
that will curate, preserve and share research data after taking due permission from the PI 
who coordinates with the repository team to share the data with an external investigator.  

c) It is a managed environment capable of storing and sharing physical / digital data through 
host and query language. 

d) It provides stable, reliable and cost effective means for distributing data. 

e) Provide protections for the data set and technical assistance for the requesters.  

f) Allows for more than one version of the dataset and provide different level of access 
depending on the version. 

12. Benefits of repository: 

a) To bring all research data collected from or available at different sources at a Central 
location for performing Trend Analysis and Predictive Analysis etc. 

b) Improved operational efficiency and productivity, security with increased consistency. 

c) Lower total cost of ownership  

d) To permit views by using various dashboards - on the data gives good trend analysis to 
understand the data in depth with various criteria mentioned in research protocol. 

e) Reduced data entry, reduced retrieval and storage cost. 

f) Reduced data redundancy by normalization. 
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12.1 Internal (to Sangath) 

a) Repository of research Data, tools and datasets along with PDF files, Presentations in the 
form of Audio, Video files on Intranet and dashboards, with password-protected access. 

12.2 External 

a) Institutional repository of data with password-protected access 

b) Institutional repository of on-line data collection tools 

c) Data archives (as specified by funding agency, password-protected access) 

13. Updating/ reviewing the policy 

This policy can be updated every 2 years or sooner if required by changes in policies/laws.   

14. Ratification of the policy  

This policy will come into effect after review by the coordinators and approval by the MC following 
SMT’s recommendation.  

15. Handling of breach of the policy agreement  

Violation of this policy agreement in general and failure to comply with any of the above 
requirements in particular will be handled by the agreement signed between the two parties and 
other appropriate laws governing such activities. 

16. Legal issues pertaining to data sharing  

The Sangath IRB and MC will give appropriate consideration to legal issues in safeguarding the 
rights of participants, communities, organizations and intellectual property rights.   


