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Research data lifecycle

• Data repository will be the missing piece of 
jigsaw puzzle to complete the data lifecycle

• Researcher role in data lifecycle- data 
creators

• As data creators, our role is to ensure the 
data produced will be of benefit to data 
owners (funder- MOH)- make data available

• Data more accessible, more utilisation, more 
evidence produced- betterment for nation’s 
health



What is NIH-DaRS?

• National Institutes of Health – Data Repository 
System (NIH-DaRS) is a platform for curating primary 
research data produced in Ministry of Health 
Malaysia. 

• Functions :
• Deposit data – for long-term preservation
• Request data – for secondary usage (eg. for 

publications, presentation, thesis or research 
projects)

• Sector Biostatistics & Data Repository as gatekeeper

nihdars.nih.gov.my
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2019
Conception of 

idea

21.04.2022
Go Live
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Starting Q3 2026
Upgrade 

NIH-DaRS 2.0

Q4 2020 - Q1 2022
Development of 

platform

21.4.2022 -Now
Expansion of 

utilisation

NIH-DaRS life stage

SECTOR OF BIOSTATISTICS & DATA REPOSITORY



Where we are at the moment

Total: 38 deposited data Total: 161 requested data



Understanding the landscape of open 
science in NIH
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AN OPEN SCIENCE MODEL FOR 
RESEARCH DATA 
MANAGEMENT AT THE 
MALAYSIA NATIONAL 
INSTITUTES OF HEALTH

• By: Mahfooz Ahmed (G2115023)

• Main Supervisor: Prof. Datin Dr. Roslina Othman

• Co-Supervisors: Prof. Dato' Dr. Mohamad Fauzan Noordin

• Dr. Muhd Zulfadli Hafiz Bin Ismail (NIH)

• Dr. Zulkarnain Bin Abd Karim (NIH)

• Dr. Sharifah Nazeera binti Syed Anera (NIH)
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QUALITATIVE RESEARCH FINDINGS
What are the key components of an open science model for open science participation?
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QUANTITATIVE RESEARCH FINDINGS
Evaluation of the Structural Model

Path Beta T Statistics P Values Result

Available Open Science Platform -> *
0.098 0.570 0.284 Negative

Awareness and Capacity Building -> *
0.056 0.604 0.273 Negative

Efforts and Other Sacrifices -> *
-0.009 0.100 0.460 Negative

FAIR- Principles and Data Characteristics -> *

-0.095 0.684 0.247 Negative

Policies and Regulations -> * 0.267 1.834 0.033 Positive
Rewards and Other Benefits -> *

0.157 1.232 0.109 Negative

Trust and Confidence -> *
0.082 0.794 0.214 Negative

* Open Science Participation



Challenges and measures to overcome
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Challenges

• Awareness on open science guidelines in NIH

• Nature of data- diverse and ability of platform to handle the diversity

• Cultural change- what is it for me?
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Guidelines and policy



NIH-DaRS
ROADSHOWS

Total: 32



Challenges

• Awareness on open science guidelines in NIH

• Nature of data- diverse and ability of platform to handle the 
diversity

• Cultural change



METADATA
DATA

DICTIONARY

LIST OF 
PUBLICATION / 
PRESENTATION

FINAL 
VERSION OF 

DATA

 Title Detailed information about the 

contents of a research data 

such as the names of 

measured variables, their data 

types or formats, and text 

descriptions, value label.

Required for screening 

purposes to prevent 

duplication of research 

output

The deposited data must be a 

collection of final version of 

data that exists during the last 

stage in the data lifecycle in 

which all re-workings and 

manipulations of the data by 

the researcher have ceased.

NMRR Number

Size : max 10GB per single file 

Principal investigator

Organisation

Preparation for Depositing Data 

SECTOR OF BIOSTATISTICS & DATA REPOSITORY

Corresponding person

Description / abstract

Stakeholder

Keywords

http://10.0.0.97/
http://10.0.0.97/
http://10.0.0.97/
http://10.0.0.97/


Data validation and standards

• Data validation

• Data standards and data harmonisation 
• OMOP CDM
• ICD-11, LOINC,
   SNOMED



Challenges

• Awareness on open science guidelines in NIH

• Nature of data- diverse and ability of platform to handle the 
diversity

• Cultural change



Balancing act- contextualising repository 
practice
• Incentive to data creators (researcher) vs data owner (funder) interest

• All primary research data that was produced by ;

• Researchers who received funding from MOH research grant

 are compulsory to be deposited in NIH-DaRS.

❖ Depositors may submit the research data latest by 1 year after completion of the research 
project as an incentive to data creators to mine the data and publish before depositing in 
NIH-DaRS. 

❖ Depositors are encouraged to send list of potential publications (plan or ongoing) together 
with the research data to ensure the publications will not be produced by others upon 
depositing the data.

❖ FAIR- closed and restricted access



SECTOR OF BIOSTATISTICS & DATA REPOSITORY

Depositor can choose access level for the data 

that being deposited 



SECTOR OF BIOSTATISTICS & DATA REPOSITORY

Received notification 

email
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Way forward

• API- link with MOSP platform to increase visibility

• Source code, tools/instruments

• Federated approach – computational resources, analytical tools, data 
storage (cloud)



Key points

• NIH-DaRS upholds the FAIR principle

• Challenges- cultural, awareness, nature of data

• Enhancing open science in NIH- incentives, protect interests of data 
creators and data owners, data standards and harmonisation

• Way forward- increase visibility, federated approach



m.zulfadli@moh.gov.my

30

Thank you


