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To the Review Panel 
 
The South Australian Health and Medical Research Institute would like to affirm support for 
the feedback to the review offered by Prof David Roder, University of South Australia and 
SA NT DataLink, of which SAHMRI is a member. 
 
It is fundamentally important that Australia utilises the wealth of publicly funded registry and 
administrative data for the public good. There are strong ethical reasons for doing so. The 
data are essential for much health services and other research, performance indicator 
monitoring, and for service planning and evaluation. For population-based data, all records 
need to be linked (without consent) and privacy protection is essential. PHRN has followed 
the traditional WA lead in developing successful means of linking data safely with regard to 
privacy protection. The NHMRC, Menzies Foundation, Grattan Foundation, Consumer Health 
Forum and many other bodies are advocating greater use of publically funded data for these 
purposes. SAHMRI also supports this. 
 
The Commonwealth is also advocating a “Big Data” agenda consistent with these directions, 
with Integrating Authorities being established to facilitate this process. Recently the 
Productivity Commission strongly supported the use of publicly funded data for research and 
health-services provision. Without these data, much population-based health services and 
population health research cannot be done.  
 
Population data linkage is one of the most highly powered and representative methodologies 
for understanding and evaluating the social determinants of health and wellbeing. This 
methodology is unique in providing researchers with access to whole of population capture, 
as against sample studies with high cost and reduced representativeness.  
 
Population data linkage provides a cost effective platform for policy and program evaluation 
across the wider community. Better planning and evaluation of publically funded civic 
infrastructure is facilitated thorough data linkage – for example, housing, transport, 
immigration, employment, human capital development, community services – disability, 
ageing and child development, as well health and medical services. 
 
Without data linkage, a complete picture of patterns of care and outcomes of services is 
rarely possible. To link data across jurisdictions, and across public and private sectors, a 
high guarantee of privacy protection is fundamental in the data linkage process. PHRN 
processes are groomed to enable this to occur and have many years of successful 
application (over 15 years). PHRN has successfully established its processes in SA (SANT 
DataLink), with wide consultation with consumer groups and data custodians. It must be 
allowed to build on this platform.  
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SAHMRI is a member of SA NT DataLink. SA NT DataLink are committed to addressing the 
following issues and opportunities, which SAHMRI agree are important for advancing research: 
 

 The default position is that publically collected datasets (ie funded from public money) 
ought be made available for public good research;  

 Access to Commonwealth data needs to be addressed in a more timely manner – to 
allow Researchers to have greater confidence on the timing and cost for accessing / 
linking with Commonwealth data; 

 Agreed national principles and processes for data custodians, to enable data to be 
provided unless there is a compelling reason not to; 

 Public consultation on the community benefits and privacy protecting data linking 
methodology – with appropriate processes and protocols to address legitimate privacy 
concerns;  

 All jurisdictions (States/Territories and Commonwealth) participating in and providing 
data for jurisdictional and cross-jurisdictional data linkage; 

 Appropriate governance arrangements to allow cross jurisdictional and international 
research studies using linked data; 

 The preferred use of an enduring ‘Master Linkage File’ and a move away from the ‘link 
each time and then throw away’ process adopted for research governance approvals; 

 The data governance arrangements to support the establishment and maintenance of a 
whole of population de-identified researchable database, e.g. as currently exists in 
School of Medical Health at the University of Manitoba;  

 A consistent process for researchers accessing population data linkage in Australia; 

 Transparent and streamlined processes for accessing linked data. This includes 
improved approval and data extraction processes for data custodians which will require 
more resources for data custodians; 

 Streamlined and mutual recognition by human research ethics committees review for 
improved efficiency of the data linkage application process; 

 Consistent and inter-operable technology across Australia; 

 Systems to improve the efficiency of data extraction by Data Custodians;  

 Service standards for data linkage service providers; 

 A funding mechanism to enable the renewal and development of new technologies; 

 Research funding agencies to fund the full cost of research to allow researchers to claim 
the costs of using data linkage services, data and technology costs; 

 More investment in data linkage infrastructure and research using linked data to ensure 
Australia’s international competitiveness, and to capitalise on the existing strengths and 
future potential; 

 Standardised and harmonise data access and transfer agreements, with templates to 
facilitate streamlined approval and release;  

 Establishing a legislative framework that promotes and supports the use of publically 
administered data for public good research; 

 Harmonised legislation across Australia; 
 
Population health datalinkage and the infrastructure that supports it is invaluable for research 
for the public good.  
 
Thank you for the opportunity to contribute to the review.  
 
Yours sincerely, 
 

 
 

Dr Caroline Miller  
Executive Officer  
Research Fellow, Population Health    


