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Purpose

This document outlines the key considerations that guide research, data access, and publication in relation to
the Victorian Childhood Cancer Outcomes Registry (VCCOR).

It describes the criteria, conditions, and limitations that apply to the release of registry data. These
considerations are designed to safeguard against breaches of privacy and to ensure that any use of VCCOR
data is consistent with approved ethics, governance requirements, and relevant legal obligations.

The guideline ensures that data access is managed responsibly, with a focus on protecting confidentiality,
maintaining compliance, and supporting VCCOR utilisation.

VCCOR Data Access Process

All projects using registry data are required to obtain Human Research Ethics Committee (HREC) approval,
supporting clarity, consistency and alignment with national registry practice.

These are managed through the RCH Research Governance and Ethics (REG) processes.

Following ethics approval, requests proceed through to review by the VCCOR Scientific Advisory Committee.
This review confirms that the request is appropriate, feasible and aligned with the purpose and principles of
the VCCOR registry. The outcome of the review is then communicated to the applicant.

Authorship, publication or presentation of findings from registry data must be consistent with approved ethics
and governance arrangements. All contributors should be appropriately acknowledged in accordance with the

A central register of all data requests is maintained, and where data is provided, the recipient must provide
feedback to VCCOR on the project's outcomes and any publications.

A minimal fee may apply for data access and/or analytics, depending on the complexity and volume of the
request.
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https://www.rch.org.au/ethics/new-applications/

VCCOR Data Access Framework

Ethics approval

Human Research Ethics Committee approval should be obtained by
applicants through the relevant RCH ethics process.

Submit Data Request

}‘

Following ethics approval, the VCCOR Registry Data Request Form is
completed and submitted with supporting documentation.

Registry Review

The submission is reviewed to confirm completeness and alignment
with registry requirements.
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Scientific Advisory Committee Review

The Scientific Advisory Committee reviews the request to confirm
appropriateness, feasibility and alignment with registry principles.

Decision and Communication

The outcome of the review is communicated to the applicant, including
any conditions relating to data access.

Once approvals are confirmed, data access or extracts are provided in
line with the approved conditions.
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Data Request Form

Data Access Fee

Following approval of the data request by the Scientific Advisory Committee, an estimate of effort will be
undertaken to establish the cost recovery fee. Any applicable fees will be communicated to the applicant prior
to work commencing.

Privacy and Confidentiality

Those accessing VCCOR data must recognise that this privilege carries a clear responsibility to treat this
information with the highest level of care. The Registry is trusted to maintain patient confidentiality and to
demonstrate respect for the patients and families to whom the data relates - always.

In line with the VICS Data Governance Charter, VCCOR ensures that its practices reflect the principles of
confidentiality, integrity, and responsible stewardship of health information. Application of the VICS Data and
Information Management Framework (VDIMF) to guide VCCOR’s management and use provides further
assurance that our practices align with Australian and Victorian Government privacy and data handling
legislation.

In accordance with the Commonwealth Privacy Act 1988, the Information Privacy Act 2000 (Victoria), and the
Health Records Act 2001
i. Data remains private and is accessible only to authorised parties in line with legislative requirements.
ii. Individually identifiable data will not be released without ethics approval.
iii. Data and/or analyses are released solely for the purposes specified in the approved Data Request
Form, and use for any other purpose is not permitted without prior approval from the VCCOR Strategy
and Governance Committee.

Together, these frameworks guide the secure, lawful, and ethical management of all VCCOR data.

Confidentiality and Data Access Agreement

Data from VCCOR is released only on receipt of a signed Confidentiality and Data Access Agreement. By
signing this agreement, researchers confirm that they will:

e Use the data solely for the purpose approved in their application.

e Keep the data secure and retain it only for the agreed duration in line with the VICS Data and
Information Management Guidelines.

o Not disclose the data to anyone other than approved associate researchers.

e Not attempt to identify individual patients, including by linking with other datasets.

e Acknowledge VCCOR as the source of the data in any publication or presentation arising from its use.
This agreement reflects a commitment to respect the confidentiality of patient information and ensures data
are handled responsibly and in accordance with recognised privacy and confidentiality requirements under

Australian and Victorian law, and guidance from the VICS Data Information and Management Framework
(VDIMF).
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https://vics.org.au/pics/services#data-services

Supporting resources: To ensure clarity, data recipients are encouraged to use the VCCOR Data Dictionary,
which provides definitions and details for key fields included in any data release.

Authorship and Publication Requirements

VCCOR supports accuracy, accountability, and responsibility in the dissemination of findings derived from
registry data. Where VCCOR data is used as the primary source for a publication or presentation, the VCCOR
Governance and Strategy Committee must be notified at least 10 days in advance and provided with an
opportunity to give timely feedback.

Publications and presentations are expected to acknowledge the contribution of VCCOR as the source of
data, while noting that the analysis and interpretation are the responsibility of the authors or the registry as
applicable. Below are a few citation examples following APA convention for reference.

1. Author conducted analysis:
Data for this study were provided by the Victorian Childhood Cancer Outcomes Registry (VCCOR), which is
managed by the Victorian Paediatric Integrated Cancer Service and financially supported by the Children’s
Cancer Colab. Analyses and interpretations are the responsibility of the authors.

1. Registry conducted analysis:
Data for this study were provided by the Victorian Childhood Cancer Outcomes Registry (VCCOR). Analyses

were conducted by the registry team, with interpretations by the authors. VCCOR is managed by the Victorian
Paediatric Integrated Cancer Service and financially supported by the Children’s Cancer Colab.
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