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Open Science, Data, and Methodologies:

Lessons learned from NIHR-RESPIRE Network in Asia
Tapas Kumar Mohanty and Dr Simon Smith
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NIHR Global Health Research Unit on
Respiratory Health [RESPIRE]

RESPIRE aims to deliver low-cost, scalable policy and clinical ,(((\5 !l &

interventions to reduce deaths and the wider health and x° iAo

societal impacts of respiratory disease in Asia, Q\f’ et r;‘;;“c'fdg“- &
through its research programmes and supporting platforms. —
l Building,
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RESPIRE is co-led by The University of Edinburgh and ) &7einine | adhnovation

Universiti Malaya, with partners based in Bangladesh, Bhutan,
India, Indonesia, Malaysia, Pakistan, Sri Lanka and the UK.
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PLATFORM Ill: OPEN SCIENCE, DATA AND METHODOLOGIES
PLATFORM CO-LEADS

Mr Tathagata Bhattacharjee Prof Christopher Weir
ALPHA Network Data Analyst Personal Chair of Medical Statistics & Clinical Trials
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Dr Simon Smith

Research Data Support Officer
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The challenge: Diverse context, Lack of

shared standards, policies, or OS awareness \

~ EnhancingOpen
SO \ - Science Practices
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Methodological
Guidance
and
Support
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Identifying secure
repositories for data
storage and sharing

Enabling the
discovery of
RESPIRE dataset

Data sharing,
transfer,
depositing, and
management

Advising partners on
data access
statements for

Working with local
Data Champions

publications
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Key
Learning

Collaboration and cross learning sessions Continuous feedback from conferences
helps dispel misconceptions and expert webinars
OS must be tailored to LMIC o’ Identify Local champions enable n
realities AC\/ sustainability
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What We Did — A Journey from Compliance to Culture

Open Science :"' '/&urated . Conference 3 DMPs
Policy Trainings 7 Presentations o
Guidelines programmes and Webinars N Established

Methodologies Network: .l Data Champions
30+ stakeholders across 7 & &Gs & 35+ Data Champions as local
= leads (iDMCs)
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Published OS
conceptual framework

(JOG H) GOVERNANCE

&
COMPLIANCE

1. UK GDPR & local data privacy frameworks
FEEDBACK MECHANISM 2. Institutional Policies & Review Boards MONITORING & EVALUATION MATRIX
3. National Regulations

1. DMP & Metadata documented

1. Multi-stakeholder reviews 2. Ensured FAIR/CARE principles
32‘R:5E:;F:1%?3?'?1m:m'th Partners 3. Ensured Security/ safety measures
. u ings wi \ . )
Colaboratons, Spo?\sors & Policymakers FAIR & CARE BATACOVISRIANCE & O AR DO
. ' PRINCIPLES ETHICAL OVERSIGHT 5. Adhered DG principles

6. Established methodologies network
7. ldentified local Data Champions
8. Held orientation and meetings
9. Publication of Open Data
10. Publications Accessed, Cited
11. Conducted DPIA
12. Signed DSA

OPEN SCIENCE

POLICY
CAPACITY BUILDING IMPLEMENTATION DATA MANAGEMENT
& &
IMPACT ASSESSMENT

TAKEHOLDER ENGAGEMENT

COLLABORATION

1. Standardisation of DMPs

2. Metadata documentation

3. Periodic policy review & partners’ feedback
4. Internal Data Monitoring Committee

1. Training, Capacity Building, Fellowship on
RDM, DMP, & Data FAIRIfication
2. IEC/BCC
3. Role of Data Champions in local implementation
4. Methodologies network

INNOVATION & SUSTAINABILITY

1. Regular updates
2. Emerging technologies
3. Policy evolution
4, Self-monitoring
5. Public Private Partnership/ Crowd fundings
6. Decentralised Federated Data Repositories
7. Capacity building of local experts
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Adaptable DMS
framework

Quality Control

The QC team can only
accept or reject the
form through a secure
link. In case of
rejection, it goes back
to the data collector
for needful
correction.

T

a Collection

— (X

Data Quality

Intelligent
Forms

Pre-filled

demographic

variable

Secure and
encrypted input
through the app.
Data is
automatically
deleted from the
device soon after
the sync.

The database manager, Pl and Co-l have access to the RDM process
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Frame Anonymization

|De-identification

Not published with
restricted access. The
data can only be
reidentified by the
database manager

Published
and open
access

At this point no
Re-identification
is possible

Facilitate the
curation, sharing,
and Management

of Identifiers, ‘
Participants -

L—' Secure i1l

download to a
password- .
protected

official PC with

Data Steward/ an encrypted Resea}rc.hfars ne-off
Champion container & Statisticians sharing
4

) Limited or
Transcribers

A & X : Personal identifiers

B & Y: Variables

M: Participant ID
N: Anonymised code

Adapted: Sandeep Bhujbal Et al. https://doi.orq/10.17605/0SF.I0/PMQT7



https://doi.org/10.17605/OSF.IO/PMQT7

WHATS
NEXRT?

v Host in-person workshop to co-create OS framework for Global South
v' Documenting best practices to publish Data Champion’s Handbook

Q QU
Join us in shaping inclusive Open Science systems globally!
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"Open Science is not a tool, it's a trust-building process."

Thank you!

This research was funded by NIHR 16/136/109 and NIHR132826 using UK international development funding from the UK Government to support global health research.
The views expressed in this publication are those of the author(s) and not necessarily those of the NIHR or the UK government.
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