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Summary Protocol 
 

Enduring Cancer Data Linkage (CanDLe) for health services 

research in New South Wales 

Background 

A healthy life is one of Australia’s key goals and primary research priorities, with prevention 

and early intervention now part of the national health strategy (1). Research on cancer service 

delivery and outcomes requires access to complete, accurate, and timely patient-level and 

hospital data. The linkage of data derived from different sources enables researchers to map 

patterns of care over time for whole populations, identify risk factors and determine the 

impact of changes in treatment delivery on health outcomes. Enhancing researcher access to 

linked data is a strategic priority for NSW Health (2). 

CanDLe is an initiative that the Cancer Institute NSW has developed to provide a linked 

Cancer dataset which will be made available to a network of experienced researchers in NSW 

through a new governance model based on the five safe’s model (3). CanDLe has been 

approved by the NSW Population & Health Services Human Research Ethics Committee (NSW 

PHSREC) as an umbrella program under which multiple sub-protocols can be submitted. 

Aims 

The primary aim of CanDLe is to advance the pace, quantity and quality of population-wide 

cancer research in NSW. 

The secondary aims of establishing CanDLe includes: 
 

➢ Improved access, timeliness and reduced cost to obtain secure linked data for cancer 

researchers; 

➢ Improved cancer researcher collaboration and workforce capacity building using linked 
datasets; 

➢ Reduced duplication and enhanced innovation of research using linked data; and 

➢ Developing analytical standards, best practices and innovations in the use of cancer linked 
datasets. 

Governance model based on Five Safe’s Model (3)
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Safe People: The establishment of an Independent Review Committee, to review the 

Expression of Interests and recommend those Lead Researchers with appropriate experience 

will ensure the Safe People criteria is met. The Lead Researcher will have 1) Expertise in 

analysing and interpreting linked health data and 2) Experience or training in handling 

potentially sensitive personal information or re-identifiable data. Lead Researchers will be 

invited to participate in a Community of Practice to collaborate and share knowledge. 
 

Safe project: Specific research sub-studies will be submitted by the Lead Researcher to the 

Community of Practice for peer review. The Community of Practice will conduct a peer review 

of the research sub-studies to ensure they are of high quality and aligned to the goals of the 

NSW Cancer Plan. 

 

Safe setting: The Independent Review Committee will recommend Lead Researchers that 

have appropriate institutional facilities (physical space, equipment, software, technology and 

computing capabilities), data governance policies and procedures and resources to carry out 

the proposed research. 

 

Safe data: The safe data principle will be achieved by having the data linkage conducted by 

the Centre for Health Record Linkage and storing CanDLe in the Secure Unified 

Research Environment (SURE) or equivalent platform. The SURE or equivalent will enable 

appropriate monitoring and control of data access and use. Lead Researchers will act as or 

oversee the approved curator/controller for their research group’s SURE or equivalent secure 

data environment.  
 

Safe output: The safe output principle will be attained by the Community of Practice who 

will be responsible for peer reviewing the statistical analysis plan and draft publications for 

each research sub-study. Lead Researchers will be responsible for ensuring that research 

findings are only presented in aggregate form to ensure that no individual can be identified. 

The Data 

The following population health and administrative data collections will be included: 

 
• NSW Cancer Registry (NSWCR) 

• Breast Screen NSW (BSNSW) 

• NSW Pap Test Register (NSW PTR) 

• NSW Admitted Patient Collection (APDC) 
• NSW Emergency Department Data Collection (EDDC) 

• NSW Registry of Births, Deaths and Marriages death registration (NSW RBDM) 

• NSW Cause of Death Unit Record 

CanDLe will be an enduring resource infrastructure updated annually with access available 

to approved researchers. 

 

Cohorts 

There are two CANDLE cohorts: 

 
1) A primary cohort of people diagnosed with or treated for cancer in NSW from the 

NSW Cancer Registry and a subset of the NSW Admitted Patient Data Collection with a 

malignant condition in the diagnosis code – approximately 1.2 million individuals. (CanDLe 1) 

 

2) All women in NSW who were invited to participate in either breast or cervical 

cancer screening and all women who were diagnosed with or treated for cancer in NSW 

from the NSW Cancer Registry and all women in a subset of the NSW Admitted Patient Data 
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Collection with a malignant condition in the diagnosis code – approximately 3.4 million 

individuals. (CanDLe 2 Women Screen) 

 

 

References 

1. Centre for Epidemiology and Evidence. Population Health Research Strategy 2018– 

2022. Population and Public Health Division. Sydney: NSW Ministry of Health, 2018. 

Available from: https://www.health.nsw.gov.au/research/Publications/research- 

strategy-2018-2022.pdf. 

 

2. Office of Deputy Secretary, Strategy and Resources. NSW Health Strategic Priorities 

2018-19. Sydney: NSW Ministry of Health, 2018. Available from: 

https://www.health.nsw.gov.au/priorities/Documents/strategic-priorities.pdf. 

 

3. Ritchie, F. The Five Safes: A framework for planning, designing and evaluating data 

access solutions. In: Data for Policy 2017, London, England, 6-7 September 2017. 

Available from: http://eprints.uwe.ac.uk/36263 . 

http://www.health.nsw.gov.au/research/Publications/research-
https://www.health.nsw.gov.au/priorities/Documents/strategic-priorities.pdf
https://www.health.nsw.gov.au/priorities/Documents/strategic-priorities.pdf
http://eprints.uwe.ac.uk/36263

