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HeSANDA Sydney Node 
First test case

Dr Talia Palacios, Node Project Manager
NHMRC Clinical Trials Centre
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Steps to add my trial into Health Data 
Australia 

1. Willing to seek for ethics approval after a data request comes 
through (if the request is approved and sharing data for 
secondary use was not originally requested) 

2. Update ANZCTR/CT.gov and its data sharing statement  

3. Upload protocol, data dictionary, publication(s) in ANZCTR

4. Complete the Sydney node metadata collection form in 
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Ethics approval

- Check PICF wording

- Wait until a data 
request is submitted 
and approved
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Data Sharing Statement
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- Guide to complete ANZCTR’s data 
sharing statement 

- HeSANDA resource developed by 
ANZCTR, ARDC and HeSANDA 
nodes

Data Sharing Statement Question |      Description      |  Sample Response   
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Metadata collection form

- Takes 5-10 minutes to complete

- Some fields are already populated 

- Information about the dataset not 
available in ANZCTR/CT.gov
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Data Access Workflow

See how to manage data requests video in:
https://sydneyhealthpartners.org.au/resources/hesanda/

https://sydneyhealthpartners.org.au/resources/hesanda/
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Data Request or Data Access 
Application
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Questions
1. Do I want to share my data for training purposes? Yes

2. What if my findings cannot be reproduced? 

3. Do I need to submit a full ethics application or will HREC 
provide a waiver of consent?

4. Does the data transfer agreement available at my institution 
requires any amendments? No

5. Will sharing my data for training purposes will benefit me? 
No, but it will benefit others 



- A completed SLHD Privacy 
Compliance form -
Requesting a waiver of the 
usual requirement for 
consent (2-page form)

- A list of the data fields requested
- Data request form
- Data Transfer Agreement

- A formal letter addressed to the 
HREC Chairman requesting a 
waiver of consent to share de-
identified data
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Ethics and Governance resources 

• Consent for secondary data use: CT:IQ inFORMed project
- Develop a simplified, participant-friendly national PICF 
- Template with wording for future sharing of data (and 

samples and genomic information)
- Beta version available: https://www.informedpicf.com.au/ 
- Final version to be released in June 2024

• Clinical Research Data Sharing Frameworks project
- Improve efficiency and quality in the application of 

requirements for the secondary sharing of research data
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Next steps

Data Transfer 
Agreement 

Data transfer system
(HP SharePoint with 

file encryption)

Provide data for 
secondary use 
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Health Data Australia Portal
https://researchdata.edu.au/health

Sydney Node website 
https://sydneyhealthpartners.org.au/resourc
es/hesanda/

Contact HeSANDA Sydney Node
hesanda.shp-ctcnode@sydney.edu.au

Add your trial dataset to HDA

REDCap form 
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