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Dr Wanda Mackinnon 

Director, Mercury Consulting 

 

By email: wanda.mackinnon@mercuryconsulting.com.au 

 

Dear Wanda 

PHRN 2013 REVIEW 

The Health Consumers Alliance of South Australia (HCA) is the peak body for health consumers 

in South Australia. As an independent alliance of health consumers and health consumer 

organisations, we work together with our members to achieve our vision of consumers at the 

heart of health care.  A strong and effective voice for the promotion and protection of health 

consumer wellbeing and rights, HCA promotes health equity and provides systemic advocacy to 

inform, shape and sustain consumer centred care. 

HCA is a member of the SA NT Data Linkage Consortium and our Executive Director, Stephanie 

Miller, is the consumer representative on the PHRN Management Council. 

HCA welcomes the opportunity to respond to the PHRN 2013 Review. 

 

1. Assess the extent to which the PHRN and its Participants have achieved the Network's 

aims and objectives. 

The Population Health Research Network (PHRN) has supported the establishment of and 

successfully collaborated with a number of data linkage units. It is also a very useful mechanism 

for the units to share experiences, resolve challenges and learn together. The Proof of Concept 

collaborations, which seek to establish cross jurisdictional collaborations, are a good example of 

the work that the PHRN can facilitate. 

To this extent the necessary infrastructure is in place and has enormous potential to improve 

research and contribute to better policy making and planning. 

The PHRN still has some way to go to become a valued national resource generated from 

linkage of population data from a broad range of areas such as health, education and community 

services and used for research to inform policy, planning and management to improve the health 

and wellbeing of all Australians. 

The PHRN and the Proof of Concept Projects, in particular, have highlighted the complexities of 

such collaborations between data custodians, researchers and funders. 
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2. Note the Network and Participant certified statements of income and expenditure to 30 

June 2013 (where available).  Comment on the extent to which expenditure represents 

value for money relative to the infrastructure and related processes that have been 

developed. 

The PHRN has attracted significant NCRIS, EIF-SSI and CRIS funding and without this 

investment it would have been difficult to leverage additional funding to develop the infrastructure 

and the much needed data linkage capacity for Australia. In addition, researchers have been 

able to successfully apply for NHMRC and ARC funding on the basis of using the data linkage 

infrastructure as part of their research methodology. 

However, to date the PHRN has not been able to strongly establish itself as a long term 

sustainable data linkage organisation or been able to address the translational research priority 

and deliver clearly identifiable outcomes for consumers and the community.  

It is noted that progress has been slow despite the significant investment and from a 

consumer/citizen perspective this is of concern. HCA acknowledges that delays have occurred 

due to the complexities associated with building such a nationwide data linkage infrastructure 

across jurisdictional differences in governance, policies and priorities.  

HCA believes that a more independent governance structure with a focus on value for money, 

risk management, research, policy and wellbeing outcomes, and community engagement, is 

essential for the sustainability of the Network and a world class data linkage infrastructure. 

HCA strongly supports continued investment in the data linkage network and we believe that 

there is a place for a national body with coordinating, evaluating, policy and standards 

development, advocacy and support roles.  

 

3. Review the extent to which the new infrastructure has met or will meet the needs of 

researchers and policy makers for access to linked population level data within and 

between jurisdictions and sectors. 

The PHRN has enabled the establishment of a national system and practices to ensure a consistent 

approach to the protection of personal information at technical, policy and procedure levels.  This is 

of considerable benefit to researchers whose research focus crosses or will cross jurisdictional 

boundaries.   

However, there is more work to be done to facilitate efficient and effective sharing of data and to 

assist, persuade and compel data custodians to release data. HCA is concerned that consumer 

privacy and protection concerns are often cited as reasons for caution and deferment. This is 

contrary to contemporary community opinion.  

HCA hosted a Community Conversation for SA NT DataLink in November 2012 attended by 70 

people. Once assured of the privacy and security safeguards, participants were strongly in 

support of data linkage and flabbergasted that their de-identified data is not currently being used 

in a systematic way for research purposes. Participants were more concerned about effective 
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and efficient use of the data to inform policy making and to better target services and funding, 

than privacy. 

 

4. Consider the significance of the PHRN infrastructure in the national and international 

context. 

The PHRN has the potential to have a very significant role in the national and international 

context.  There is increasing recognition of the role of population based data linkage in the 

conduct of innovative population research.  HCA believes that the continuing development and 

support of this infrastructure is essential to Australia’s competitiveness and standing in 

international research and as a thriving and healthy nation.  

 

5. Consider the role of the PHRN in the future development of a distributed national data 

linkage infrastructure in Australia. Issues to be considered include: 

5.1. Any changes in structures and processes to assist PHRN Participants to achieve the 

aims and objectives of current plans and agreements. 

5.2. Options for further development and maintenance of PHRN and related data linkage 

infrastructure in the next 5 years, including potential future funding sources. 

5.3. The role of the PHRN in the development of Australia's data linkage infrastructure in 

the next 5 years. 

The PHRN data linkage infrastructure is well placed to continue the development of Australia’s 

data linkage infrastructure in the next 5 years. 

However, as the demand for population based linkage services increases, the PHRN must 

evolve and mature to meet the significant challenges that exist.  In particular, it requires: 

 Contemporary and robust governance arrangements that meet community standards for 

leadership, integrity, commitment, accountability, integration and transparency. 

 Advocacy for nationally consistent principles for data custodians and the release of data, 

especially between the Commonwealth and other jurisdictions. 

 Advocacy for national strategies to ensure longer term and secure funding. 

 Development of sustainable business models. 

 Commitment to value for money and optimising the use of taxpayer dollars on which 

there are many competing and worthy demands. 

 Commitment to community engagement and education to facilitate consumer 

involvement in research planning, execution, translation and evaluation and to promote 

the benefits at the community, national and international levels.   
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6. Other comments 

HCA supports a renaming of the Network so as to better represent the scope of the research it 

undertakes.  

 

Please do not hesitate to contact us if you require clarification or further information.  

 

Yours sincerely, 

 

Stephanie Miller 

Executive Director 


