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@ 3 RDA community response to COVID-19

The Research Data Alliance
COVID-19 Data Sharing
Recommendations and Guidelines

by the community for the community

How is it both classical and exceptional?
5 August 2020

and Guidelines on data sharing https://doi.org/10.15497/rda00052


https://www.rd-alliance.org/group/rda-covid19-rda-covid19-omics-rda-covid19-epidemiology-rda-covid19-clinical-rda-covid19-0

What are the objectives?

RDAEE

Recommendations and guidelines:

Detailed guidelines to help researchers and data stewards
follow best practices to maximise the efficiency of their work,
and to act as a blueprint for future emergencies;

Recommendations to help policymakers and funders to
maximise timely, quality data sharing and appropriate
responses in such health emergencies.

Address interests of researchers, policymakers, funders,
publishers, and providers of data sharing infrastructures.
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(JI)-> RDA Community response

Call to action to create a fast track Working Group aimed at developing a
system for data sharing in public health emergencies, specifically COVID-19

® Around 600 RDA members and newcomers registered for the different groups
® 165 active contributors to the documents
® Experts in different fields as group moderators RDA’s guiding principles:

® Regular calls and iterations

® Weekly webinars, requests for comments Openness
® 5 releases produced (April —June 2020) Consensus
Balance

® Final release — 30 June 2020 N
Harmonization

Community-driven
Non-profit and technology-neutral

NN NI N NN
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@ ) Working group co-chairs
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@ 3 RDA COVID-19 Guidelinesand Recommendations

H DATA ALLIANCE

Epidemiology

Clinical Social Sciences

Community Participation for Data Sharing under COVID-19

Indigenous Data under COVID-19

Legal and Ethical Considerationsunder COVID-19

Research Software for Data Sharingunder COVID-19
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RDAES
e Best practice guidelines per sub-group and overall

e Recommendations for researchers and policymakers
to help maximise data sharing

e Catalogue of key resources to inform guidelines (e.g.
key datasets, standards, tools, repositories etc)

e A visualisation tool to facilitate navigation to specific
resources by different stakeholders
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(IT)D Outputs, support outputs, other outputs

® A 145 page document with context, general guidelines and
recommendations, specific (per sub-group)

® An executive summary

® Supporting output: RDA-COVID19-WG Zotero Library
o https://doi.org/10.15497/rda00051

o The RDA-COVID19-WG Zotero Library was created to support development of
the RDA-COVID19 Data Sharing Recommendations and Guidelines. It is an
extensive, but not a comprehensive bibliography. The Library is publicly
available on the Web at:

o https://www.zotero.org/groups/2485086/rda-covid19_wg

® Other outputs: Epidemiology document (endorsed), articles in
preparation
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@B Research Areas & Cross-cutting themes




a ¢ x5
. RN oY o) .
Critical Need for Lack of Harmonised Universal
Rapid Data Sharing Standards and Context
; e research re Lack of pre-approved sharing agreements
O\ G e NP et L el
bl interoperability of detta. 0 threat detection and evidenee-based response.
No universally adopted sy ar lard for
KRN - B
Atrade off llecting I ting  di A
between... COVID-19 research outputs.
° % ° ° - d. P Py
Timeliness recision A
Rapld Sharlng of research efforts, flndlngS, and data N
K- % Q\ pppppp iate licensing challenges reusability.
>

Timeliness vs. precision

Lack of “pre-approved” data sharing agreements

No universal standard / system for COVID-19 research outputs
Cross-disciplinary reusability

Contextualisation, licensing, documentation

Ad-hoc Research software
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The RDA COVID-19 Recommendations and Guidelines are aimed at developing a systematic approach
for data sharing in public health emergencies that supports scientific research and policymaking,
including an overarching framework, common tools and processes, and principles that can be embedded
in research practice.

Coordinate cross-jurisdictional efforts to foster global Open
Science through policy and investment.

Use Trustworthy Data Repositories committed to the long-
term preservation and sustained access to their data
holdings.

Incentivise early publication and release of data and software

outputs. Use common generic as well as domain-specific metadata

standards, and persistent identifiers.

Invest in state-of-the-art IT, data management systems

infrastructure, economies of scale, and people. . . L .
Bl Balance ethics and privacy, taking into account public

interests and benefits while addressing the health crisis.
Data, software and models should be timely and FAIR:
Findable, Accessible, Interoperable, Reusable.

Access should be as open as possible and as closed as
necessary.
Require the use of Data Management Plans.

Seek technical solutions that ensure anonymisation,
encryption, privacy protection, and de-identification to

Use common domain-specific metadata standards, and increase trust in data sharing.

persistent identifiers.

Provide legal frameworks that promote sharing of

Provide documentation of context, methodologies used to ; L
surveillance data across jurisdictions and sectors.

define, construct, and compile data, data cleaning and quality
checks, data imputation, and data provenance.
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Cross cutting theme highlights

Cross cutting themes

Challenges

Guidelines for researchers

Recommendations for
funders/policy makers

Clinical

Promotion of clinical data
sharing is important due to
many studies and trials being
performed under enormous
time pressure

Standardised clinical
terminologies should be used
and a fair balance achieved
between timely data sharing and
protecting privacy and
confidentiality

Measures should be taken in
order to organise the sharing
of data and trial documents
in a suitable, trustworthy and
secure data repository

Omics

An increased need of rapid
openness for omics data to
gain early insights into
molecular biology of the
processes at cellular level

Omics research should be a
collaborative effort to learn the
genetic determinants of COVID-

19 susceptibility, severity and
outcomes

Promote use of domain-
specific repositories to
enable standardisation of
terms and enforce metadata
standards

Epidemiology

Data and models are
frequently incomplete,
provisional, and subject to
correction under changing
conditions

Data models must include
clinical data, disease milestones,
indicators and reporting data,
contact tracing and personal risk
factors

Incentivise the publication of
situational data, analytical
models, scientific findings,

and reports used in decision-

making

Social Sciences

Require equal inclusion of
social and economic context
with health-related
information to enable
evidence-based decision-
making

Enable interoperable cross-
disciplinary and cross-cultural
data collection, data use and

collaboration for managing social
sciences data during pandemics

Ensure robust funding
streams for social sciences
research for understanding
and managing the human

aspects of pandemics

07/08/2020
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Cross cutting theme highlights

Cross cutting themes

Challenges

Guidelines for researchers

Recommendations for
funders/policy makers

Community

Need specific guidelines for
enabling citizen scientists
undertaking research to
contribute to a common
body of knowledge

Encourage public and patient
involvement (PPI) throughout
the data management lifecycle
from research question to final
data sharing and usage

Balance between timely
testing and contact tracing,
emergency response,
community safety and
individual privacy concerns

Indigenous Data
Guidelines

Indigenous data rights,
priorities and interests must
be recognised in all COVID-

19 research and
surveillance activities

Indigenous governance of data
collection, ownership, sharing
and use priorities is the central
principle of Indigenous data
sovereignty

of Indigenous

Data Governance set minimum

standards for collectors, users
and stewards of data

Legal and Ethical
Considerations

Achieve a balance between
rights of people and
interests of researchers and
policymakers

Ethical instruments should be
interpreted with the law, and
can guide the interpretation of
the law if the law does not
address a particular issue

During a pandemic, ethical
review and approval for legally
sharing data should be
expedited

Research Software

Research Software Alliance

07/08/2020
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Need systems in place for
sharing of research
software and accelerated
and reproducible research
during a pandemic

It is critical for software that is
used in data analysis to
produce results that can, if
necessary, be reproduced

, @resdatall | @hilaryhanahoe

Funders must allocate financial
resources to support the
development and maintenance
of new research software
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(DI)-> How to use the document?

® No one will generally need to explore the full document
® The need will be for a rather specific question or domain
® How to quickly find what you need?

® A « visualisation group » is working on 3 tools
o An infographics
o A mindmap
o A wizard




(DI)-> How to foster impact?

® Recommendations and guidelines that are not implemented are
unuseful!

® Dissemination to communities and institutions is essential

® These recommendations are broad enough to be of interest for
numerous stakeholders across the world
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@ ) Highlights of general policies

1. Promote FAIR sharing of COVID-19 related Data

2. Encourage expedited review processes for pandemic related
research

3. Encourage researchers to apply generic metadata for COVID-19
related data

4. Request authors to add available contextual documentation
5. Promote the use of trustworthy repositories

6. Respect the ground rules for Ethics, Privacy and sound Legal
Frameworks in COVID-19 data sharing

07/08/2020 (5’ rd-alliance.org ’ @resdatall | @hilaryhanahoe



RDAEE

. Data availability in time of a pandemic is a priority

- A variety of well documented data is needed, not just numbers of
cases and deaths, with good metadata (interdisciplinary oriented)

. The Research data alliance (RDA) has issued guidelines and
recommendations to increase data sharing, especially regarding
standards and trustworthy data sources, as well as policy oriented

. These recommendations are in principle applicable in a broad
geographical coverage, (not specific to a given jurisdiction)

. As interdisciplinarity is needed, referring to community accepted
standards was chosen, even if already well known within a specific
community.
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