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What is the ARDC?

The Australian Research Data Commons (ARDC) Is a
transformational initiative that enables Australian
research community and industry access to nationally

significant, leading edge data intensive elnfrastructure,
platforms, skills and collections of high-quality data.
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What is the Australian research data commons?

It’s bigger than us...

A research data commons brings together people, skills, data, and
related resources such as storage, compute, software, and models to
enable researchers to conduct world class data-intensive research.
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Sharing sensitive data can
be hard but it’s worth the
effort.



In the name of
understanding, a problem
must be shared.

-Kylie.

Image: https://soundcloud.com/kyliestudio2/confide-in-me-optimus-remix
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International funders and publishers
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International funders and publishers
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The citation advantage of linking publications 122 ‘23
to research data "
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Aust Code for the Responsible Conduct of Research

For Institutions For Researchers
R Provide access to R22 Retain clear, accurate,
facilities for the safe and secure and complete

records of all research
including research data and
primary materials. Where
possible and appropriate,

secure storage and
management of research
data, records and primary

materials and, where allow access and reference
possible and appropriate, to these by interested
allow access and reference. parties.
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National Statement on Ethical Conduct in
Human Research

Updated mid 2018 — new Section 3

ull implementation expected from 1 Jan 2019

HREA being updated to align

. Element 4: Collection, Use and Management of Data and

Information
. ARDC+ NHMRC webinar Sept 2018
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https://www.ands.org.au/news-and-events/presentations/2018

National Statement on Ethical Conduct in
Human Research

3.1.50 In the absence of justifiable ethical reasons (such as
respect for cultural ownership or unmanageable risks to the
privacy of research participants) and to promote access to the
benefits of research, researchers should collect and store data
or information generated by research projects in such a way
that they can be used in future research projects. Where a
researcher believes there are valid reasons for not making data
or information accessible, this must be justified.

Australian Research Data Commons
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Consent for data sharing

If using repositories for re-use:

Extended consent —for use
of data or tissue in future
projects closely related to
or in the same general area
of research.

Unspecified consent — for
any future research (3.1.36)

When seeking consent to
collect info of long term
value, researchers should
obtain consent for perpetual
retention, including any
planned re-use and sharing
with others (3.1.37)
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National Statement on Ethical Conduct in
Human Research: Data Management Plans

3.1.45 For all research, researchers should develop a data
management plan that addresses their intentions related
to generation, collection, access, use, analysis, disclosure,
storage, retention, disposal, sharing and re-use of data
and information, the risks associated with these activities
and any strategies for minimising those risks.



Safe people Safe projects Safe settings Safe data

Image CCBY http://archive.stats.govt.nz/browse_for_stats/snapshots-of-nz/integrated-data-infrastructure/keep-data-safe.aspx

Best Practice Guide to Applying Data e
P @5 Australian Institute of
Health and Welfare

Sharing Principles

Desai, T. Ritchie, F., and Welpton, R. Five Safes: designing data access for
research. 2016. DOI: 10.13140/RG.2.1.3661.1604
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ARDC support for health and medical

Nectar Cloud services 75 NHMRC grants last year

Project support for high value collections

Interest Groups on DMPs, Library Carpentry

Sensitive data community of practice

Trusted data repositories community of practice

Run community workshops on sharing clinical data with CSIRO



Data sharing tips and resources
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https://www.embl-abr.org.au/data/

ARDC resources

o Guides — on https://ands.org.au
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When and how to publish sensitive data as openly and ethically as possible.
For more information see: ands.org. ensitivedata

Sensitive data identifies individuals, species, objects or locations, and carries a risk of causing discrimination, harm or unwanted attention,

If collecting new data, plan to share in
your application to Ethics Committees
and Data Management Plan.
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https://ands.org.au/

FAIR data principles

Findable

Publication date

Accessible Starsdard Open, frew protocol ] Authenticstion February 1,2019

A ISTHIrE Top 10 FAIR Data & Software Things 2475 1,228

! ha Semons; @ Reid Otsu Stepharue Labou,

® VieWs & downloads

'Ir

Interoperable

Tweatad ty 77

. 3 readers on Mendciey

Usage liconse Provenance Community
standards

The Top 10 FAIR Data & Software Global Sprint was held anline over the course of two-days (29-30 Novermber 2018), where
participants from around the world were invited to develop brief guides (stand alone, self paced training materials), called
"Things®, that can be used by the research community to understand FAIR in different contexts but also as starting points

|COT:IS made by Freeplk are Ilcensed by CCBY 3.0 . for conversations around FAIR. The idea for “Top 10 Data Things® stems fram indtial work done at the Australian Research
Entire FAIR resources graphic is licensed under a Creative COmMONS  Data Commons or ARDC (formerty known 55 the Australian National Data Service) Op e n Al R E

Attribution 4.0 International License The Global Sprint was organised by Library Carpentry, Australian Research Data Commons and the Research Data Alliance
Libranes for Research Data Interest Group in collaboration with FOSTER Open Science, OpenAire, RDA Europe, Data

Management Traming Clearinghouse, California Digital Library, Dryad, AARNet, Center for Digital Scholarship at the Leiden

ands.orqg.au/working-with-data/fairdata
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http://www.ands.org.au/working-with-data/fairdata

Benefits of data sharing to researchers

“Planning for the management of research data early in a research project can improve
research efficiency, guard against data loss, enhance data security, and ensure research data
integrity and rep/ication. ” QUT Library ‘Managing your research data’ https://www.library.qut.edu.au/research/data/

Transparency and reproducibility
Maximises value of investment
Citations and impact

Collaborations

Secure ongoing storage

Ethical obligation (clinical trials)
Publications with data cited more often

ARDOC

Australian Res

earch Data Commons
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https://www.library.qut.edu.au/research/data/

Consent for data sharing (NHMRC)

Topics that can be covered in Data Management
Plan/Participant info

®* Governance

* Access —during and once project is complete

* Useandreuse

* Privacy

* 3.1.31In any information provided to potential
participants during the consent process,
researchers should include information on data
management and storage

Data that is re-used still needs to comply with original
consent — therefore consent conditions need to be
documented — metadata

Options for participants?

* Levels of aggregation or identifiability

AR D C

Australian Research Data Commons

Example wording in
‘Publishing and Sharing
Sensitive Data’ guide e.g.
“Other genuine researchers
[may] have access to this
data only if they agree to
preserve the confidentiality
of the information as
requested in this form.”
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Library Carpentry

* Manipulate, transform, and analyse data
« Support open research and data scholarship

. Make data-driven decisions arpentry
As a subject specialist As a librarian, | need to learn
librarian, | need an intro to OpenRefine so that | can

data so that | can
participate better in
conversations with
researchers

Australian Research Data Commons

transform and manipulate
reports more efficiently
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Data savvy

e Sharing research data and preparing it for reuse are
important parts of ethical and reproducible research

* Use the Five Safes framework and FAIR principles

 ARDC has communities and resources to support
your learning

 Talk to me about Library Carpentry for data skills
training!
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