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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.

>Selectionnez |'option Interprétation dans votre menu pour sélectionner la langue
preférée.

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

>Un enregistrement de cette session, accqgragaada ces diapositives, sera egalemer
disponible en francais. e




Questions & Answers

>Please use the Q&A option to ask guestions 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 thisvent is being recordedincluding 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
A4 Research Areas, 4 Crasgting themes, each with G@loderators

>Structured through a series of teams
A CoChairs, C&hairs + Moderators, 8 Themes, Editorial, Visualization, Zotero

>April 1- 30 June continual sprints, webinars, etc.
A6 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.

NOG A WON =




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 tr
resources, as well as formatting for inclusion in other bibliographies

>|ncludes separate folders for SHroup 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 ilaire Austin

https://www.rd-alliance.org/qgroup/rdacovid19/outcomes/rdacovid19wag-zotero-library



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

Zotero Web Interface

zotero
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Zotero Desktop Client

W oweizay
By bl G 0%
 D.olicae hems
L LRI )

T ARTICE Com nusiy
50 OrzDrasosrens

o psvoney

LU SCToN: 182
I3 we cusIzaL

O WL onssunt e
LWL S EM DLy
L G INDICENDLS
i o 0 T
R SR

T wu suoa

(0 We-s0FTwass

o ne Brms

Vinfiea lens
& Iraza

* 52 SDT-DRTROM

(0 Fees
L Leglimenoplon Gross

W ANiSnt

SR e I

s oo Covd " torslaw

wun

Bl 2084 Mantilizrs “or Onited Dzguats The —ass u
® 2013-n0.z) estmating the caze iy v
v dabnra Cester Inn o alamaline

BOANLCLE LN IR IvAlIDT.

N0 ot

won

I & sean 1olbox

BT 8wy e gene

o
‘,
Ldmm AR Specnnn

l-

o
¥ Awnpa

o S S At -

F, SIRGIEAIY, COGATY, AT AT an And trastmer

il bats wrd rooeets s rasaen s of sour L e N Tt

s

parisor of sbeeratioes

il ineianze for LOSE=das Ak aarius
A it forwdig il ecaiooe

e shase ol sacpaon anedt e Tyer Respoestany Spadire Corcasdnie vieenres

B ekh Sarery any Acwivoin o Leper Zerazecionen = Do Dodlh n Avucdda
A DH v ot E2izerioogy

B Mburspean candandiaton Pamesars |

Ay eregrabnn At dabr-cresen in ulics medsle boe perranasred medis ne - LU= NI

3 pepalanon-mdi suives

B oaframeseik T Qenbiang raione ok and sprsad of LUV DAL fiom ok
v SOMIT- 15 o docane &0 Fpbeecdadog o ot Mol
b= Rt et cumpieg

Covo L
Mol gy Apwoass o

ol

B A Cdnea vy reventh

A Guade te Bonndhie wobis e e Dula

" AN Lrantieg 2 Coaesl Long Dagan
£ v wrerging aamratie drve ol smrowen The J029 sl Lovpe wrres (L0 D= LU

b o U zeb desoo it with w s Soe et of

" A bl bt emin

B My
4
B oo Kivow it 2

Apcecact mcthe Frocttizasan el Toarcne Cleratac o Namh dmedsn A Hesar - Procacsion

Is Proepsrtier

dara zuelity oawsment rwtbads Toe soh! c heelth aforma
(=g LE{H & AR FOeoes Mot sunweliance O
Aovmpiten =kt appmatch < peasiet KL bauana raral by erbe S haspoal emerzsesey plncing
B asirulatioe of 2 SEMD-AL eaidimie bawd o d et nsoc s okl

WE LS om0y Frider

A sty on rve qualsy of nowe ean

EETSIETY

3

:Eunalece Seepoed by o

drr Lol

in e LSS

B Asunay of wepruaches cnd bande o sesor e domifaation
Sestematic Brdan of COVD- 18 Scidersio oy 32

B swaiers appn

or on Currem Euterce

S reapenz ny © COVD-1

WA LK o 2itsh Soadcty of Thaurac o inagng COVID 19 ey g aqevs vt g o datisaae da
B Ahar PN

UL Mabong New  realmeis s sle

d feom soulin ¢

L L TZRTLE

TESR epeni

AMCC Hoe

-
3 = Achinag an PMreriae Tocate e Draser Sinwilanes Semm

l

WAL BCoened LOna Anakic

B aier g St lainasiy G oba Capec Uy o Sarveibaron wod Kaapones Lo B g oy Stevasws of doomlis Drain Wurkaf Cp S ity
Aoty Rased wndige oo Resabatio dzog Macay locigen s A
frtape penr Dats Nanagement Man

Adlap poun 4 CERE0w TRAININC

B Mrptre Irtmane Rocecoor Begertoers  Dacz Coremzns SHY

o Mdapine n mendalizes I

SRE S1ndards 1L 3.0 cocumentieon

murs Reesciur B 3G AT b IS I T SR DY S

e S Sy Sgaler
| fierceo 274 5o tace S1abliey of 34R3-Cay-2 32 Corpy
Aale Rezuarersosts ey mpenrg and

whn 5435-Tov-1
fata Digite Vealh e Toem ke Engage e Teeh al bezletine Caosnd by Sooad

INIUS EPROCIC MCnEe g and Lo o

Mis Dara Srrsiee

vatienads andimdicto s for wou..

Crostar
CN3 an= Sa=ura
Wilson

Emam ard ari:uzhie

0 Cozarmue) 2l el
By
Patizna

zta Conter

stal
Luia i al.
Brrean an: Kot

Lonrsensily of Manzbwaisr ar FITS ookt
sk by
Ramcras et &

Depaing i ol
Porey

hans ot ol

Cosrgecral,
Peimsazes and Sytin

Nilar=Cnate vi ol
2wl il

P zns fangeacr
Chen et al,

B et al

Naver mal
Laihne v o

2 w13l
Ashad-sh anc v
Brdaghar Cda ord Shan
Pax et al

Lracthes o1 al,
Harc el vl
w
[HEET RS L
Badow ana Vi
PAASEN e
NASIN

St

(50
Dorevy e e al
Nener ot ol
FOng 53
Thmakivs

m Noses Tags Relared
Tro Nesb Z20
| 6 T o Makony Satee vl VL
TAxdely T Decains~"dab nz
4 Claeri eabeth &,
0r Polces Punp
‘00 Loabomshl Morg annian
Peiere Dusic

ce usehul lers
saree b COVD- 12

15 for delron maneg.

s Hophing Shonba, SO pd o' =
Hrwth

-n
itvrarg Sa1a 03 weaw, ephosiu

2C20-0Y-12

ks pm
1023-07-12. 1103 2% pm




Zotero Word Plugin
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This is a citation (Stuart et al., 2020) from the RDA COVID-19 Guidelines

Stuart, E.A., Polsky, D., Grabowski, M.K., and Peters, D. {2020). 10 Tips for Making Sense of
COVID-18 Models for Decision-Making.
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COVID-19 oOoWi zar dbo

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

> Quickly select those sections through answering a few guestions

> Download a PDF with exactly that content

https://covid -19.dswizard.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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/ Ignore the rest of the options for now



