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Agenda

>Summary of the RDA COVID-19 Recommendations and Guidelines on Data
Sharing (Rs&Gs)

> Additional “navigational tools”
* Infographic
e Outputs Card
e Zotero Library
e Data Stewardship Wizard
* Mindmap

>Supplementary Outputs/Journal Articles
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Slide Decks

English: http://bit.ly/RDC Webinar Sep-16 EN

French: http://bit.ly/DRC Webinaire Sep-16 FR



http://bit.ly/RDC_Webinar_Sep-16_EN
http://bit.ly/DRC_Webinaire_Sep-16_FR

Simultaneous Interpretation in French

>This session features both English and French language audio channels.

> Cette session propose des canaux audio en anglais et en francais.

>Select the Interpretation option from your menu to select preferred language.

> Sélectionnez l'option Interprétation dans votre menu pour sélectionner la langue
préfereée.

> A recording of this session, along with these slides, will also be made available in French.

> Un enregistrement de cette session, accomp Ciuaesde

= dinpositives, sera également
disponible en francais. ’




Questions & Answers

> Please use the Q&A option to ask questions of the presenters. Questions
will be monitored throughout the session and addressed at the end.

>The Q&A option can be found at the bottom of your Zoom screen:

> Please note that this event is being recorded, including questions and
answers.




The Recommendations & Guidelines




Background and Why

>Request from the European Commission to the Research Data Alliance
(RDA)

>Working Group setup within weeks
* 4 Research Areas, 4 Cross-cutting themes, each with Co-Moderators

> Structured through a series of teams
e Co-Chairs, Co-Chairs + Moderators, 8 Themes, Editorial, Visualization, Zotero

> April 1 - 30 June continual sprints, webinars, etc.
* 6 releases over 3 months

> Exhausting and exhilarating!




What are the Challenges Being Faced?

Critical Need for
Rapid Data Sharing

Rapid massive research response

. with diverse outputs challenges
interoperability of data.

A trade off
between...

Timeliness Precision

Lack of Harmonised Universal
Standards and Context

Lack of pre-approved sharing agreements
.and archaic information systems hinder rapid
threat detection and evidence-based response.

No universally adopted system or standard for

collecting documenting  disseminating
COVID-19 research outputs.

Lack of documentation, context, and
appropriate licensing challenges reusability.




What are the Objectives?

erinin 1.0
+ Clearly define detailed guidelines
= on data and software sharing for
COVID-19 research. 2
@ .ﬂ.ﬂ.l]. Develop recommendations for funders and

policymakers to maximise timely, quality
r— e @ @ data and software sharing and appropriate

Iﬂ‘-’!:lz.-.w R [ responses in health emergencies.
"y ~»  Help stakeholders follow best
l | & J practices to maximise efficiency.

3

Address interests of researchers,
policymakers, funders, publishers, and
providers of data sharing infrastructures.

N % 'T Act as a blueprint for future
' O ' ’|‘ emergencies to maximise the
b ™l €fficiency of their work.

Ll

Global Effort to Raise the Bar for Data Sharing

* 117 cross-sectoral signatories to the Wellcome Trust statement in January 2020.

:/ » Agreement by 30 leading publishers on immediate open access to COVID-19 publications
' and underlying data.




What are the Key Recommendations?

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 Use Trustworthy Data Repositories committed to the long-
Science through policy and investment, 8 term preservation and sustained access to their data
holdings.

Incentivise early publication and release of data and software
outputs. Expedite article and data review processes, prioritising and
fast-tracking data at all stages.

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

infrastructure, economies of scale, and people. . . —_— \
4 e Rt s peop 10 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.
11 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,
1 z encryption, privacy protection, and de-identification to

Use common generic as well as domain-specific metadata increase trust in data sharing.

standards, and persistent identifiers.

Provide documentation of context, methodologies used to 13 Provide legal frameworks that promote sharing of

define, construct, and compile data, data cleaning and quality
checks, data imputation, and data provenance,

surveillance data across jurisdictions and sectors.
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A Collaborative Cross-Disciplinary Effort

(i) Standardise terminologies, (i) Select the best data formats (i) Data models must include (i) Enable interoperable cross-
and find balance between and standards to fit the sub- clinical data, disease disciplinary, cross-cultural
timely data sharing and discipline milestones, indicators, data use and collaboration
protecting privacy, reporting data, contact
confidentiality tracing and personal risk

factors

*h" Organise data sharing and * Promote use of domain- (% Incentivise publication of * Ensure robust funding
trial documents in specific repositories to situational data, analytical streams for research aimed
trustworthy repositaries enable standardisation models, scientific findings and at understanding and

reports managing the human aspects

of the pandemic

(7) Encourage public and patient invalvement % Balance between timely testing and contact @ Software used in data analysis must be able to {% Allocate financial resources to support
</ throughout data mansgement ifecycle tracing, emergency response, community reproduce results, if necessary development and maintenance of new research
safety, and individual privacy concerns software

‘i) Indigenous governance of data collection, (%' CARE Principles set minimum standards for @ Although the law provides the foundation for data |3 Expedite ethical review and approval for legal
ownership, and sharing and use priorities is the collectors, users, and stewards of Indigenous handling, ethical frameworks should also inform data sharing during a pandemic
central principle of Indigenous data sovereignty data. expedited approval to maximise data use and

sharing




Omics Example: 4.4.2 Guidelines for Host Genomics Data

Several different types of host genomics data are being collected for COVID-19 research. Some suitable
repositories for these are:

1. Gene expression data should in general be retrieved from or deposited in the repositories listed
below (Blaxter et al.,, 2016). To achieve load balancing, it is recommended to choose the
respective regional repository. It should be noted that INSDC resources (i.e., DDBJ, ENA and NCBI)
synchronise most of their datasets daily?.

1.1. Transcriptomics of human subjects (requiring authorised access):
1.1.1. Database of Genotypes and Phenotypes (dbGaP) (Mzilman et al., 2007)
1:1.2, European Genome-Phenome Archive (EGA) (Lappalainen et al., 2015); the
corresponding non-sensitive metadata will be available through EBI ArrayExpress
(Athar et al., 2019)
143 lapanese Genotype-phenotype Archive (JGA) (Kodama et al., 2015)
1.2. Transcriptomics (from cell lines/animals):
1.2.1. ArrayExpress (Athar et al., 2019)
1.2.2. Gene Expression Omnibus (Barrett et al., 2013)
1:2:3: Genomic Expression Archive
1.3. Underlying reads can be retrieved from/will automatically be deposited to the corresponding
read archive:
1.3.1. DDBJ Sequence Read Archive (DRA) (Kodama et al., 2012), for submission
documentation see here
1.3.2: European Nucleotide Archive for submission documentation see here
1.3.3.  NCBI Sequence Read Archive (SRA) for submission documentation see here
1.4. Microarray-based gene expression data:
1.4.1.  ArrayExpress (Athar et al., 2019)

1A72 fmana Fvaraccinn Nmnikiie (Rarratt at+ al IN12)




Legal/Ethics Example:10.4.5 Consent Guidelines

10.4.5 Consent

Consent is the act by which a participant, patient or data subject indicates that they permit something to
happen to them, or to their data, which would otherwise not be able to happen. It covers a number of
different specific contexts:

1.  Clinical: a patient agrees to undergoing a procedure, including taking part in a trial;
2 Data Protection: a data subject agrees to personal data being processed for specified purposes;
3. Research: a participant agrees to take part in a research study or experiment.

In both cases, the informed consent sheets for clinical or research purposes would explicitly set out how
data protection will be handled, as well as samples or biobanking, rights to self- images and others.

Giving consent should be informed (e.g. the individual knows what is going to happen and why), freely
given (there is no coercion or similar motivation), given by somebody with capacity, unambiguous and
auditable (the consent is recorded somewhere) (See also Parra-Calderon, 2018). Depending on the
jurisdiction and the research domain, there may be an additional requirement to seek consent. This may
include a representative community board as well as participants themselves.

Ideally, consent should be sought for collecting, processing, sharing and publishing data. However, there
are other legal bases for processing personal data. Some specific examples from the European General
Data Protection Regulation (GDPR, 2016) are described below. Our recommendation would therefore be
as follows:

1. Where possible, use data where the data subject has provided a valid consent that includes or is
compatible with intended use of the data and complies with the requirements on consent in the
specific country or region.

Where these are not possible, there are other reasons why data may be used (see Hallinan, 2020, 0




Additional Navigational Tools




Infographics

Research Data Alliance
COVID-19 Recommendations and

Guidelines on Data Sharing

@

The Research Data Alliance (RDA) June 2020
( COVID-19 Working Group 440 + members

was created as a response to the challenges posed
by data sharing in the midst of the pandemic.

from across disciplines
ard acrass the globe.

What are the Challenges Being Faced?

Critical Need for
Rapid Data Sharing

Lack of Harmonised Universal
Standards and Context

Rapid massive rasearch response
wjtl'. diverse culputs challenges
interoperability of data.

and archaic information systems hinder rapic

Lack of pre-approved sharing agreements .

b SEES

&

Lignes directrices et recommandations de
la Research Data Alliance concernant le
partage des données durant la pandémie

RDARE

Le grou travail la COVID-19 Juin 2020
de la Research Data Alliance (RDA) plus de 440 membres

du mende entier dans
diverses discipiines.

2 &té mis sur pied 3 |a suite des difficultés qgue
posait le partage des données en plelne pandémie,

Absence de normes universelles
uniformes et de contexte

Besoin crucial que l'on partage
les données sans attendre
— - L’absence d’ententes sur le partage des
Les recherches accélérées et massives ont données et les systémes drinformation
| ’ Qa Iques nuisent a la détection rapide das
 menaces et aux interventions sappuyant sur des
~ daonnées factuelles.

débouché sur des résultats varics qul
% mettent en danger l'interopérabilité des
) données.




RDA Outputs Card

v

[}
(RDAEE
COVID-19 Recommendations and
Guidelines for Data Sharing

The Challenge:

Under public health emergencies, particularly the COVID-19
pandemic, where the rapid pace of a disease and the immense and
rapld mobllisation of resources could create an environment for
inaccurate or low-quality data, sharing preliminary data and results
in both a timely and accurate manner and harmonising the many
diverse data infrastructures is crucial. The availability of research
datais a key component of pandemic preparedness and response;
the timeliness of accessing data and the harmonisation across
information systams ane currently major madblocks.

&

Produced by: RDA COVID-19 Working Group
https://wwwird-alliance.org/groups/rda-covid19

9 §  Whatis the solution?

Develop a body of work that comprises how data from multiple
disciplines inform response 1o 2 paridemic combined with
‘ guidefines and recommendations on data sharing under the
9 COVID-19 circumstances, This extends to research software
sharing, in mmggiﬁonof,the key role in software in analysing
data, Thewarkis divided into four research areas (Clinical, Omics,
Epidemiology, Sociat Sciences) with four cross-cutting themes
{Community Participation, indigenous Data, Legal and Ethical
Considerations, Research Saftware). The guidelines aim to help
stakeholders follow best practices to maximise the efficiency
of their work and te act as a blueprint for future emergericies.
The recommendations aim ta help policymakers and funders
maximise timely, quality data sharlng and approgriate resporses
in such heatth emargencies.

What is the impact?

A system for data sharing in public health emergencies that
supports scientific research and policymaking, including an
overarching framewark, commaon toals and s5es, and
principles that can be embedded In research practice. Guldelines
that address general aspects of data practice, for exampte the
FAIR principles, or the adoption of research-domaln community

NI

standards.

Find out More about the RDA
' COVID-19 Recommendations and
9 ! Guidelines for Data Sharing
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Zotero Library

>Qver 1,100 bibliographic entries

> All citations in the Rs&Gs are in the Zotero library, facilitating access to the
resources, as well as formatting for inclusion in other bibliographies

>Includes separate folders for Sub-Group outputs

>Some additional resources not cited in the Guidelines are also included
>Zotero Library will be maintained/updated going forward

> Citations can be exported/imported to most reference manager tools
>Main contact is Claire Austin

https://www.rd-alliance.org/group/rda-covid19/outcomes/rda-covid19-wg-zotero-library



mailto:claire.austin@mail.mcgill.ca
https://www.rd-alliance.org/group/rda-covid19/outcomes/rda-covid19-wg-zotero-library
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COVID-19 “Wizard”

> Select the parts of the complete 150 page document that are applicable to
your own situation

> Quickly select those sections through answering a few questions
> Download a PDF with exactly that content

https://covid-19.ds-wizard.org/



https://covid-19.ds-wizard.org/

j, DS Wizard

‘& Users

[# Knowledge Model Editor
Knowledge Models
Questionnaires
Documents
Templates

Create a project

©@ Settings

© Help

ﬂ Rob Hooft

« Collapse sidebar

@ & covid-19.ds-wizard.org ¢ O th J

This is a navigation tool for the RDA Covid-19 Recommendations. It can help you to quickly select those parts of the extensive
document that are applicable to your situation.

To use this tool, click on "Questionnaires", "Create" a new questionnaire, name it any way you want, base it on the "RDA
Covid-19" knowledge model, and fill in questions to get to applicable recommendations.

When you're done, you can save your result and use the "three vertical dots" menu (on the right in the "Questionnaires"
screen) to create a document with all guidance you selected. In the same menu you can also select "Fill guestionnaire” to go
back and change your answers.

Please contact Rob Hooft if you have any questions.

+
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Create Questionnaire To get here, click “Questionnaires” and then “Create”
Name

« Give it a recognizable name
Knowledge Model

. : R A Ao + . .
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Rob's test © X Create Document More

Current Phase EXXD Will you be re-using existing data?

Before Submitting the Proposal

Chapters for
each target

| audience show
© b.Yes

Objectives and Foundational g h OW m a n y O p e n

Elements *) Clear answer

questions are
(2.2.5)

left

“ar

Desirable: Before Submitting the Proposal

Recommendations for

. Policymakers Persistent identifiers for primary data sources should be included as a rule in secondary

analyses to recognise primary data providers.

(2.2.6)

-

IV. Recommendations for Funders

Recommendations for

Publishers Reusability of data requires documented provenance: when sharing any secondary data,
the generation of which involves comparison against other resources, both the public
Recommendations for availability of these used resources and unambiguous referencing of the used
VI. Providers of Data Sharing 3 resources, including version numbers, should be ensured.
Infrastructures

Recommendations for % : 2 ¥ 2
VII. . e 3 Are you looking for primary source of epidemiological data?
Community Participation m y g P y P g

Desirable: Before Submitting the Proposal

More
a. No
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Rob's test © X Create Document More

Current Phase EXXD Will you be re-using existing data?

Before Submitting the Proposal

Answer all open
guestions; new
guestions may
appear when

“ar

Desirable: Before Submitting the Proposal

Chapters

Objectives and Foundational @

Elements *) Clear answer

you select ar

Recommendations for : (225) answer.

" Policymakers Persistent identifiers for primary data sources should be included as a rule in secondary
analyses to recognise primary data providers.

(2.2.6)

-

IV. Recommendations for Funders

Recommendations for

" Publishers Reusability of data requires documented provenance: when sharing any secondary data,
the generation of which involves comparison against other resources, both the public
Recommendations for availability of these used resources and unambiguous referencing of the used
VI. Providers of Data Sharing 3 resources, including version numbers, should be ensured.
Infrastructures

Recommendations for % : 2 ¥ 2
VII. . e 3 Are you looking for primary source of epidemiological data?
Community Participation m y g P y P g

Desirable: Before Submitting the Proposal

More
a. No

o rs o
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Rob's test © X Create Document More

Current Phase EXXD Will you be re-using existing data?

Before Submitting the Proposal

Applicable
| sections from
Chapters e the gUIdanCE Wl”

© b.Yes

. Objectives and Foundational g a p pea r i n
Elements ear answer
02 shaded text

boxes

Recommendations for
" Policymakers

“ar

Desirable: Before Submitting the Proposal

(2.2.5)

Persistent identifj#rs for primary data sources should be included as a rule in secondary
B recognise primary data providers.

(2.2.6)

1

-

IV. Recommendations for Funders

Recommendations for

" Publishers Reusability of data requires documented provenance: when sharing any secondary data,
the generation of which involves comparison against other resources, both the public .
Recommendations for availability of these used resources and unambiguous referencing of the used U S e ”+” to g | Ve
VI. Providers of Data Sharing 3 resources, including version numbers, should be ensured.

Infrastructures u S fe e d b a C k

Recommendations for % : 2 ¥ 2
VII. . e 3 Are you looking for primary source of epidemiological datg?
Community Participation m y 9 P y P g

Desirable: Before Submitting the Proposal

More
a. No
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Rob's test &)

Current Phase

Before Submitting the Proposal

Chapters

Objectives and Foundational
Elements

Il. Guidelines for Researchers

Recommendations for
I, )
Policymakers

IV. Recommendations for Funders

Recommendations for
Publishers

Recommendations for Providers
VI, g
of Data Sharing Infrastructures

Recommendations for

I : R
Community Participation

More

<>

v

& covid-19.ds-wizard.org O

indigenous data, in general, comprise data, knowledge, and informy g figenous
Peoples at both the individual and collective level, including data abo —_— nvironment,
people, and cultures. In the context of COVID-19, Indigenous data include data about COVID-19
testing (individual and community, e.q., wastewater), cases, hospitalisations, health service
access, deaths, and comorbidities, as well as related Indigenous Knowledges about COVID-19,
and data on the socioeconomic and environmental correlates and impacts of COVID-19.

For more information, see Rainie et al., 2017, and Nickerson, 2017.

Desirable: Before Submitting the Proposal

© a.No

b. Yes

) Clear answer

B Are you looking into different types of community participation, roles

and data challenges?

Desirable: Before Submitting the Proposal

© a.No

b. Yes

) Clear answer

When you are
done, use
“Create
document” to
assemble all
guidance into a
PDF tailored
for you.
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Answered: 41/41 e~

Template
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Format

[ JSON Data HTML Document

‘ o PDF Document [® LaTeX Document

[ MS Word Document [ OpenDocument Text

[} Markdown Document

B

2

Se

Se

lect the “Questionnaire report”

lect “PDF Document”

« Click “Create”




DS Wizard Editing Mode - Structure

‘L DS Wizard i KNOWLEDGE MODEL @ TAGS @ 2RIVIEW Close

RODA Covd-19 Dsta Sharing Recom... !} Oaojectives 3n¢ Foundational El...
# Knowledae Model Editor
¥ Exoanoall R Collagsa Tlﬂe
& Knowleng s Models ~ & RDA Cov'd-19 Deta Sharing Recommesdations: Omics
» [ Dbjeciives and Faundational Flements
» [ Guidslines for Researchers

» (3 Recommanaations for Falicymakers

Objectives and Feundatenal Elements
B Quustionnaires

& Documents

» () Recommencations for Funders Text
Create a project » | Recomme calions lor Publishers
*» [ Recommanadations far Praviders of Data Sharing nfrastructures Editor Preview

» () Recommea~ciations for Community Farticipation
@ Planning Resaarch
@ collecting Data
W Fracessing and Asalysis

The RCA COVID-18 WG wa3 Initisted after a canversation between tneé RDA and the Eurasean Commisscn
Tha first meeting of the CWG to determ re the work was held in March 2020, As of June 2020, the CWG
countad cver 440 members spread across the different suo-groups. This effort also reflects the work of a
hos: of otier RDA Working Groups, &3 well as extemal sta<eholder organisstions, including the Globsl
Indig=ncus Data Alllance and tha Resaarch Software Alllance.

The CWG and the sub-groups operate according to the RDA guiding princip es of Opennass, Consensus,
Balance, Harmonisation. Community-driven, Non-profit, end Technotogy-neutral, and are open to all

@ Pubiishing anc Sharing
W Preserving Dats

@ Reusing Data

¥ Clinics

® Omics The objectives of the RDA COVID-19 Work rg Group [CWG! are:

@ Help 3

. Mark Leggott >

<« Collspsa sidebar

® Epidamiclogy

¥ Sccial Sciences

@ Community Parzclpation

® Legul 2nd Cthical

@ Indigunous Paopes

© Research Software

@ Genenc guidance

W Dale Sharing Guidance

® Fandemic-specitic guidance
® Couid-19 specific quidance

- 10 clearly cefine datailed guidelires on dats ard software sharing undar the oresent COVID-18
circunstances to help stakeholders follow best practices to maximise the efficiency of their wers, and w
act =5 a blueprint for future emergencias,
- 1 develop recommeandations for policymakers to maximise tirrely, guality data and sotware sharing and
appropriate responses in such health emergences;

1 5odress the ntarests of ressarchers, pali

wymakears, funders, publishers, and providers of data sharing
infrasiructuras,
wn and ses the

Yo can use Marl It in the Preview tab,

Questions

Would you nesd guidance on the main challenges?

Do vou need guidance on the coordinated, cross- urisd ctional efferts to foster plobal Open Sclence?



DS Wizard Editing Mode - Questions & Text

+7. KNOWLEDGE MODEL W TAGS @ PREVIEW
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@ Knowledae Model Editor
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i Knowledge Modste » 2 104 Covd-19 Data Sharing Recommerdations: Omics

: . v [3 Ohjectives and Fourdational Plenents
B Questionnaires i
* {3 Would you need guidsnca on tne man challenges?

No

Il Yes
» D Do you need guidance o the coond rated, cross-jurisdictional
» {2 Do you need guicdance o infrastruciure investment & econom
» D Da you need guidance on the FAIR erd timely réquirerrents?

£ Documents

Create a project

» {3 Do you need guidance on data management planning?
» O De you need guldance o metadate?
» {3 Do you need guicance on documentation of research cotputs:
» O Do you need gquicance on the use of trustwerthy data reposilo
» O Da you need guidance on data publications?
’ D Guidelines lor Researchers
» 19 Recommendations for Policymakers
» [} Recommandations for Funders
» (1 Recommendations for Fublis~ers
+ [ Recommendations for Provide s of Data Shanng Infrastructures
*» [ Recommendations for Community Part cipation
@ Slanning Research
@ Collecting Data
@ Processing and Analyzls
@ FPublishing and Sharing
@ Preserving Data
@ Reusing Dawa

@ Cinica
® Omcs
@ Help > ® =pidemiclogy
© Social Sciences
' Mark Leggott > @ Community Participaticn

¥ Legal and Ethical

4 Collapse sidebar B (rrlinanniie Uannlac

| Clese

! Would you nesc guidsnce on th.. | Yes

Answer & 05025001 ’ & Move ‘ l B Delete

Label

Yas

Advice
Editor Proview

The avaiability ¢t resesrck data 15 a key component of pandem < preparedness and response. The
time/iress of accessing date and the narmonisation across information systems sre currently major
roedblocks

Critical Need for Dats S»aring
The unprecedented spread of the vieus has prompisc a rapid and mass ve research respense, To ma<e the
most of global research effaorts. findings and data nead 1o be shared equally ragidly, in a way that is useful
and comprehensible. Raw data, algorithms, workflows, madels, softy

¢ and 3¢ on are required inputs to

research studes and are essential ta the scientific ¢

A

avery process ilsell New lindings
understardings need to he disseminated and ouilt upon st a pace that is faster than usual; due 1©
decizions being taken by healthcare practitioners and governments on a da fy basis, it is crucial that they

are wel-informed

The rapid pace of the disease and the nmense and rap'd mobiiisaticn of resources could ereate an

gewirenment for iraccurate o low-quality dala, wnich could have consicderable mplic 15. Shortcuts with

rou can use Markdovn sna W't in the Preview ta.

Follow-up Questions

+ Acd teliow-up question




About the DS Wizard

> DS Wizard was originally created to help making data management choices
> Started from a 600 question mind map

>An “Expert system” to help researchers find the right information

> Not primarily “Data Management Plan” for the funder!

> Suitable to update data management during a whole project

> Supporting (RDA standards for) machine actionable Data Management Plans

>Very suitable to make local derivatives pointing to local resources

> Also available to host your own expert systems; open source

DSW was created in cooperation of




Mindmap

> A single view of the Rs&Gs using a mindmap approach

> |Includes the full text of the Rs&Gs as notes attached to nodes that
correspond to Questions from the DS Wizard version

> |ntended to provide a high-level view, and the ability to drill down

> Can filter nodes by tags that include
e stakeholder group

section ans topic

fulltext search of all nodes and notes

web-accessible view

https://bit.ly/RDA-COVID19-Guidelines



https://bit.ly/RDA-COVID19-Guidelines

Rl
( Additianal Qutputs )H

&Tr—[ Recommiendations for community participation }—~

(D—{ Recommendations for Providers of Data Sharing Infrastructures. }—J

RDA Covid-19 Data Sharing
Recommendations

@—[ Recommendations for Publishers ]—”

s

r—| Objectives and Faundational Elements ]

lOsr' hoder: R kor, Falicymal Fundnr.lnhn:tm...l

—{ Collecting data_}-————485)

< Callecting Data
Stakeholder: Researcher |

f—' Guidelines for Researchers L(-)._ ; \
] i I__Pfocﬂsﬂnom 5@
< stakeho'der: Researcher I * Processing anc Analysis, dete...

< Pubiishing and Sharing ©

| Research inciuces data from
Indigenaus Pecpias Ly
< Plansing Research, Progessing and A

- [_Publishing/sharing data_} |, (1

—-_Selllng polices on research and infrastiuctule tunding I———‘I
— ‘Selting policy Tor avcess Lo data }—-I

\—L Recommendations for Pelicy makers >—{ Selting policies on dat citation }—-_Z i

~—{_ Satting palicy for access 1o biological samples — 5

< Setting policy on research suppot | (2.

= Menu Q Search View

( - i
;-t Recommendations for Funders  —3—|  Wriling calls for proposals lor Cevid- 19 research —D
J

—( Ruwsing vxntng dla r—,:'_—‘: Primany szurse of epidemicaais! data 15
 Reusing Dots, General G & Reising Data, Epensolopy
Stakuholder: Resusrcher Sakeholder Researcher

MindManagers



© Filler ONGOFF Filter v X

L_] < Inhastructuce Poavider
r_l & Policymaker
D & Fualishers
i

fisaarcher

g N o s N — . A " K
'/—( Re-using existing data w—t—;jy,nmaw source of epidemiological data [y
<7 Reusing Data, General Guidance < Reusing Data, Epidemiology

i
!
3
]

Stakeholder: Researcher Stakeholder: Researcher

¢ ©OVIR-19 Specific Guidanca

Guidelines for Researchers

_ Guidance for creating instruments to capture data 2 e
s ; \ R (T i o 3 ¥ s S :
& Stakeholder: Researcher | [__ Collecting data | : .,l_,‘ oy Collecting enidemiclogical oata (j\ <7 Collecting Data, Epidemiclogy [ O T o
<7 Collecting Data S Lo Lo ] b, ; idemi L’ Y , :
Stakeh O'Ig er: Researcher | © “ Crllecting Bata, Eploemiolagy | Guidance for modelling COVID-19 data [ 2 Community Pasticipation

< Collecting Data, Epidemiclogy & Data Sharirg Guldanze

23 Epiceviology

o Geaeml Guigance

2 Ine 2Enons Peoples

Leyal and Exhical

@' omics

£ Pandemic Sordfic Guiderke
& Blanning ficzoarch

Preserving Data

& Erocessing and Analysis
< FaAlisheag and Sharing
& Reseurch Saftware

2 Reusing Beta

2 Suciol Seiencey

OO0Oo0oO0OOo0O0OCcoOoOEcOCOon

Match O Al O Any

Q &~ = X Close MindManagers




¥ Filer ONFOFF

ers

o~

.’_( Re-using existing data )

J_'_‘,,__

Stakeholder: Researcher
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| Collecting data |

< Collecting Data
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7 Reusing Data, Epidemiology
Stakehoider: Researcher

e

Collecting eaidemiclogical data
</ Collecting Data, Epidemiclogy I

_[Guidance for creating instruments to capture data &

| < Collecting Data, Epidemiclogy

l
L Guidance tar modelling COVID-19 data ™)
< Collecting Data, Epidemiology

-

Notes

Sed-2lnteroperable COVID-19 Epidemiological Survelllance: Clinical wid
Population-based Instroments

International efforts are carrently undesway to create COVID-1g
instruments/ questionnaires (Tables 3-4). These COVID-specific tools are
concentrated at person-level for elinic/hespital surveillance (e.3. Case
Repoert Forms-CREs), or community surveillunce (e.z. questionnaire for
peneral poputation). and do net necessarily colleet the same dati,
Adbereneo ol new studies to already introduced instruments will strongly
enhiance e comparalility of resulls.

Table 3 - Questionnaine instruments: Refersnce

1. CLINICAL
L Anstralia; NSW Case questionnaine
2. Austria: EMS
3. Europe: TESSy
4. Germony: Covid-10 research datasel
5, Upandu: chmm&ﬂm_w_l.'am
b, US: Humaen Infectzon with 2019 Novel Col
Under Tnvestigation {PET) s (.m- Repost Form
7. Worldwide: Glabal COVID-19: clinieal platform: novel
coronavius (COVID-107: rapid version] - NEED CORRECT
URL
2. POPULATION BASED
1. Brazil; Brazil Prevalonce of Infection Survey,
7 Burope: Questionnain: by WO Varope
3, Germany: GESIS Paned Sprcial Survey on e Corenavires
54 Ouibreak in Gernuny
4. Germany: NAKQ COVID-19 Survey tool
5. Israel: One-minute population wide survey
6. LMICs; LMIC Covid Questisnnaire
7. South Afrivw; South Afriean Populalion Rescarch
Inleastruetune ISAPRING COVID-19 Screening Form
B South Asban Counteles: Nationa] ustitote for Health
Researcl (NTHR) Global Hezlth Researeh it
. UK: UK COVID-10 Questionuaive
10. Worldwide (WHO): Population-bused see-stratifed sero-
epidemiologicnl investization protoee] for OV 3¢ virus
infection

Table 4 - Queslionnaire instruments: Resourecs

s oS

1. NIH: Publie Hoolth Emergeney npd Disuster Research Response
1DR2Y

Some of the questionmaine inltiatives shown n Tahles 3 and 4 arc encrently
feeding nto the construetion of o COVID-19 demograpliic and
epidemiological surveillance guestion bank that can be vsed to form
locality specific surveys with both common and distinet questions by
domains and cohortz {Wellcome Trust). Some, such as the UK COVID o

o

MindManagers+

hltpsfeeawgotgle comdun Tusitps Jfavww diosbog comys 19 IbS 3y b T, -Btaul'\r.SZDCC’-IDKZ:v’Cv clodicalH25205urvey?: 25 20quesionnsite®:2 320202004 28 v uiX 30080 s=08ust =1 59777828 103 1000 &usg = ACy Ve 26OV Pa T CalaH g NG 2



Ongoing Work and Future Steps — Outputs and Articles

>Supplementary Outputs

* A number of the COVID-19 Sub-Groups have published more detailed documents
that build on the primary Rs&Gs document

— Data Sharing in Epidemiology
e Other Sub-Group documents are available in Google folders

> Journal Articles and Endorsements

* A number of articles in preparation by COVID-19 WG Members
— Summary of the findings of the Rs&Gs
— Description of the process used to create the Rs&Gs
— Community Participation article

 Summaries of the Rs&Gs in various journals (e.g. Cell Patterns, HealthCare IT News,
etc.)



https://doi.org/10.15497/RDA00049
https://www.cell.com/patterns/fulltext/S2666-3899(20)30114-8
https://covidnews.ch/research-data-alliance-finalizes-covid-19-data-sharing-guidelines-healthcare-it-news/

Ongoing Work and Future Steps — Endorsements/Statements

> Stakeholder support happening in various ways
e Adoption and implementation of the recommendations and guidelines
* Promotion by policymakers, funders and publishers
e Use and promotion by researchers

> Statements
e STM Publishers
* Global Indigenous Data Alliance (GIDA)

 Duty to Document Statement



https://www.rd-alliance.org/rda-covid-19-recommendations-and-guidelines-data-sharing-how-stm-publishers-can-contribute
https://www.gida-global.org/resources
https://www.rd-alliance.org/covid-19-duty-document-does-not-cease-crisis-it-becomes-more-essential

Ongoing Work and Future Steps — Events/Survey

>Webinars

* RDM organizations
— Research Data Alliance and National Nodes (e.g. Ireland)
— Research Data Canada
e Other Organizations
— FAPESP (Brazil)
— European Open Science Forum
— Scottish Council on Archives

>|mpact Survey
e Survey to measure use and impact of the Rs&Gs is under development
* Will be distributed broadly when completed



https://www.rd-alliance.org/rda-ireland-meet-experts-webinar-data-sharing-covid-19-research-recommendations-and-guidelines-rda
https://www.rdc-drc.ca/activities/webinars/archived-webinars/
https://covid19.fapesp.br/open-data-under-the-covid-19-pandemic-august-5-2020/265
https://www.esof.eu/en/programme/programme-event-list-all-events/event-information/open-science-in-time-of-pandemics-the-experience-of-the-research-data-alliance-working-group-on-covid-19-in-the-international-la.html
https://www.scottisharchives.org.uk/latest/podcasts/podcast-hilary-hanahoe/

Ongoing Work and Future Steps — RDA Plenary Sessions

>VP16 (Virtual Plenary P16) was going to be in Costa Rica, will now be virtual

>Various sessions will discuss elements of COVID-19 and/r infectious disease
Broader efforts under RDA WGs
Infectious Disease BOF (goal to create a WG/CoP)
Community Participation BoF / Citizen Science
COVID-19 Epidemiology WG / Epidemiology WG

%search BEI=PAIElgle= 2
PLENARY MEETING https://www.rd-

alliance.org/plenaries/rda-16th-plenary-
meeting-costa-rica



https://www.rd-alliance.org/plenaries/rda-16th-plenary-meeting-costa-rica
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RDA as a Community Platform

> The COVID-19 Rs&Gs demonstrate the core RDA value
e Ability to gather a knowledgeable grassroots group

> Easy to get engaged!

 Membership is free jgf;:ﬁ:idi"g principles:
* Engagement opportunities are rich and diverse « Consensus
> 100+ Interest Groups and Working Groups v Balance
- . +/ Harmonization
> New Communities of Practice group type D e

> Virtual Plenary 16 a good chance to engage v Non-profit and technology-neutral




...by the community for the community.

RDA

Email - enquiries@rd-alliance.org

Web - www.rd-alliance.org

Twitter - @resdatall

LinkedIn - www.linkedin.com/in/ResearchDataAlliance
Slideshare - http://www.slideshare.net/ResearchDataAlliance

Robyn Nicholson, Intern, Research Data Canada, @robyncecelia
Rob Hooft, Program Manager Data Stewardship, DTL, @rwwh
Mark Leggott, Executive Director, Research Data Canada @rdc_drc
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