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1. Purpose

To establish a clear and ethical framework for managing international data requests relating
to the ANZDATA Registry, ensuring compliance with legal, ethical, and data protection
standards.

2. Scope

This policy applies to all international data access, sharing, and transfer requests involving
registry data, including requests from researchers, institutions, governments, and industry
partners.

3. Policy Details

Details of the principles and policies that govern data usage are outlined in the Data
Custodianship and Release Policy. These include but are not limited to:

e encouraging data use

e protective privacy

e protecting data integrity

e prioritizing contributors and funders

3.1 Guiding Principles

e International data requests must involve a contributor each for Australia and New
Zealand (if applicable), not just as a named investigator but as a substantial
collaborator who provides local responsibility

e International data requests must demonstrate how the project will benefit locals in
Australia and New Zealand and what consultation has occurred in each country,
including with Indigenous people (if relevant)

e Publications arising from use of ANZDATA data must include at least one ANZDATA
contributor in the authorship and acknowledge the contributions of ANZDATA within
the manuscript

3.2 Data Security

e |dentifiable data will not be sent outside Australia/New Zealand
e Where possible, aggregate data will be provided to international requestors,
however, in some circumstances limited data sets of de-identified line data may be
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provided in order to perform multijurisdictional analysis. In those circumstances, a
named ANZDATA contributor must be a collaborator, and takes responsibility for
appropriate utilization and security of the data.

e For multijurisdictional projects, there would usually be an ANZDATA contributor as
chief investigator or Advisory committee member or similar.

3.3 Data Sharing

e Allinternational requests for data from the ANZDATA registry must be approved by
the ANZDATA Executive and relevant working groups prior to data extraction and
release.

e International data requests relating to New Zealand data must be approved by the
New Zealand working group prior to data extraction and release.

e International recipients of ANZDATA data must sign a data use agreement outlining
the conditions of data usage which outlines responsibilities, permitted uses, and data
protection obligations.

4. Exhibits/ Appendices

N/A

5. Review

This policy will be reviewed annually or following any significant changes in legislation,
operational procedures, or governance structures

6. Document History

Version | Date Description Author
2018.1 | 22/8/2018 | Creation M. Sypek
2018.2 | 24/08/2018 | Update S. McDonald

2025.1 | 05/08/2025 | Reformatted, updated purpose, added scope, reformatted | L.Greenham
policy details- added 3.1-3.3, added review
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