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Response to the PHRN Review 2013 
 

This submission is on behalf of the PHRN Management Council.  

Introduction 

The PHRN Management Council was established in 2009 as set out in the PHRN NCRIS 
Project Plan and continued under the EIF-SSI Investment Plan. The role of the PHRN 
Management Council is to oversee the implementation of the PHRN NCRIS and EIF-SSI 
Investment Plans. 

The positions and members of the PHRN Management Council at 30 June 2013 are shown in 
Attachment 1. There is an independent Chair appointed by the Australian Government 
Department of Industry and 14 other members. 

 

Responses to the Terms of Reference 

1. Assess the extent to which the PHRN and its Participants have achieved the Network’s 
aims and objectives. 

Aims and Objectives of the PHRN 

The Population Health Research Network was established in 2009 to provide Australian 
researchers with data linkage facilities of international standard covering a diverse and rich 
range of health and health-related datasets across jurisdictions and sectors. The original 
NCRIS Project Plan and the subsequent EIF-SSI Project Plan set out the requirements for the 
PHRN to develop and implement the following infrastructure: 

Regional Services 

 Establishment of data linkage units for South Australia/Northern Territory, Victoria, 
Tasmania and Queensland. 

 Expansion of the capacity of existing data linkage units CHeReL and WADLB.  

 Development of a secure remote analysis laboratory and secure data exchange for 
NSW. 

 A number of specific projects in individual States e.g. Closing the gap in SANT and 
identifiers in Victoria. 

National Services 

 Establishment of the Centre for Data Linkage (CDL) to provide a secure data linkage 
facility for the linkage of jurisdictional data collections and between these data 
collections and research datasets. 

 Accreditation of the AIHW as a Commonwealth Integrating Authority to enable 
linkage of Commonwealth data collections. 

 Expansion of the NSW secure remote analysis laboratory to a national facility. 
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 Establishment of an office (the Program Office) to lead and coordinate the 
development and implementation of the PHRN data linkage infrastructure. 

 Development of a data delivery system for the secure and efficient transfer of data 
between PHRN Participants, from data custodians to linkage units and from data 
custodians to researchers. 

Proof of Concept Collaborations 

The Proof of Concept Collaborations were part of the original NCRIS Project Plan and one 
system testing project was part of the EIF-SSI Investment Plan. These collaborations are 
designed to test the PHRN data linkage infrastructure.  They assess the ability of the new 
data linkage infrastructure to perform cross-jurisdictional linkage of data and provide linked 
de-identified data in a form that can be used for research. 

The Extent to which the PHRN and its Participants have Achieved the Aims and Objectives  

Since the commencement of the PHRN in 2009, four new regional data linkage units have 
been established (QLD, SA NT DataLink, TDLU and VDL). One new national data linkage unit 
(CDL) has been established and one agency (AIHW) has been accredited as a 
Commonwealth Integrating Authority. 

In addition to the establishment of new regional and national data linkage units the 
following national infrastructure has also been built: 

 The Secure Unified Research Environment - a remote-access computing environment 
that allows researchers to access and analyse linked health-related data files for 
approved studies. 

 The Secure Unified File Exchange (SUFEX) - a file transfer service for the PHRN and its 
stakeholders that allows secure, high volume, large-scale transmission of files 
between parties. 

 The Custodian Administered Research Extracts Server to create and maintain 
validated de-identified content data extracts (WA). 

 Automated data feeds to enable improve efficiency of data feeds to linkage units 
(NSW/ACT). 

 Training programs for PHRN Participants (on consumer and community participation 
and on data linkage methods), for ethics committees and for end-users (SURE 
training). 

The establishment of a national data linkage network with the ability to link data both 
within and across jurisdictions was an extremely ambitious and challenging project. The 
PHRN has made good progress with the establishment of the new infrastructure. However, 
there are still some parts of the Network which require further development and 
refinement before the entire infrastructure as envisioned in the investment plans is 
complete.  
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At a regional level Tasmanian Data Linkages is still in the process of establishing a master 
linkage key and in Victoria the initiative to acquire names and addresses for hospital and 
emergency department data is progressing.  

At a national level the AIHW is continuing to develop a fully operational secure data 
integration capability and design collaboration mechanisms across PHRN to enable 
researchers to access Commonwealth data. The CDL is continuing to expand the 
development of the national infrastructure to increase the technical capability and know-
how to manage and transform datasets as linkage demand, complexity and size grow.  The 
CDL is also extending the capabilities of SUFEX to enable integration of the secure file 
transfer system with other PHRN infrastructure. The Sax Institute is progressing the 
procurement of hardware and software, system integration and testing to expand the 
NSW/ACT SURE facility built with NCRIS funds to a distributed national facility with servers 
in two locations. The Program Office is progressing the development of a national web 
based applications system and the completion of the national metadata 
framework/repository. 

Proof of Concept Collaborations 

There are four Proof of Concept Collaborations. PoC #1 has received all necessary approvals 
and all agreements have been executed. The CDL has completed the linkage of all the data 
collections from WA, SA, NSW and QLD and project specific national linkage keys have been 
created and delivered to data custodians (using the SUFEX service). The researcher has also 
received all the data for the project and analyses are well underway.  

The other three PoC Collaborations are at various stages of receiving the necessary 
approvals and negotiating the data transfer agreements. Further information about the PoC 
Collaborations is provided in the written submission from the PoC Reference Group. 

 

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 Australian Government Department of Industry has made a significant investment in 
the PHRN of $33,085,000 through the NCRIS, EIF-SSI and CRIS programs. This investment has 
leveraged an additional investment of $43,213,781 in cash and in-kind contributions from 
the stakeholders. The significant co-contributions by stakeholders since 2009 demonstrate 
how valuable they believe the PHRN infrastructure to be. This has enabled a range of 
valuable infrastructure to be built as described in the section above.  
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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 data linkage infrastructure has met the needs of researchers and policy 
makers/government in the following ways: 

Access to more and a wider range of data collections for data linkage to inform decision 
making and improve policies and services 

The establishment of new data linkage units for Queensland, SA/NT, Victoria and 
Tasmania has expanded the number of data collections in Australia that are routinely 
linked as well as providing researchers with access to a wider range of data. For 
example, SA NT Datalink now have 14 different data collections from health, education 
and community services in their master linkage file. None of these were available for 
linkage in 2009. The Proof of Concept projects have also been useful in eliciting data 
from collections across a number of states and territories that were previously 
unavailable or difficult to access (e.g. state electoral rolls).  

Access to cross-jurisdictional linked data 

Prior to the development of the CDL, Australia did not have a dedicated facility for the 
linkage of administrative data between States and Territories. The Proof of Concept #1 
has demonstrated the ability of the CDL to link large numbers of records from different 
jurisdictions. This facility is now available to all researchers in Australia. The experience 
with the PoC Collaborations has shown that the process needed to obtain the necessary 
approvals for cross-jurisdictional projects is lengthy and the PoC Collaborations are 
assisting to identify and resolve the delays. 

Access to Commonwealth data 

For many years researchers have wanted to access Commonwealth data collections to 
better understand the health of Australians and the Australian health system. For 
example, population-based pharmacovigilance studies to better understand the 
benefits, risks and costs of pharmaceuticals are not possible without access to the 
Commonwealth Pharmaceutical Benefits Scheme data. Previously linked Commonwealth 
data has only been available for research on an ad hoc basis or through specific 
programs. The Commonwealth Government have now decided that Commonwealth 
data collections will be available for linkage but only through accredited integrating 
authorities. The AIHW joined the PHRN in 2011 and were funded to become an 
accredited integrating authority which should assist researchers to gain access to linked 
Commonwealth data in the future.  

Best practice privacy protection for linked data 

The privacy and security of personal information is of great importance to the 
Government departments who have the responsibility of collecting and managing it. The 
Australian people also expect that their information will be handled respectfully. For this 
reason the PHRN NCRIS and EIF-SSI Investment Plans were based on the data linkage 
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model used in Western Australia since 1995 and New South Wales since 2006 without 
any breaches of identifiable information. In addition to the “Best practice data linkage 
model” the PHRN have also adopted the following to demonstrate the Network’s 
commitment to privacy and security: 

 an overarching policy framework and specific information governance framework 

 Technical infrastructure including SURE and SUFEX 

 Training for HREC members and researchers  

 Review of Australian legislation 

 

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

Australia’s federal system means that unlike other countries that have similar 
approaches to data linkage e.g. Canada and the UK, it is necessary to link data between 
jurisdictions to gain the full benefit from population data resources. This is because 
different jurisdictions have responsibility for different data collections e.g. State 
Government for hospitals and Commonwealth Government for pharmaceutical 
prescribing.  Therefore the PHRN is an internationally unique initiative as it aims to 
achieve cross-jurisdictional linkage i.e. linkage of data across 9 different legal 
jurisdictions (7 States, 2 Territories and the Commonwealth). Despite the significant 
investments in data linkage in the UK and Canada these countries are yet to attempt 
systematic data linkage across countries or provinces.  

Australia’s unique data linkage system which is addressing the technical, legal and 
political issues around linking data across borders is of enormous interest to other 
countries which may wish to do likewise e.g. pan-provincial linkage in Canada or cross-
country linkage in the UK and the European Union. 

Development and innovation have been a significant part of the creation and 
enhancement of the PHRN infrastructure. The cross-jurisdictional linkage model adopted 
by the PHRN is novel, as evidenced by publication in an international peer-reviewed 
journal.  A number of other innovations in data linkage methodologies (as developed by 
the Centre for Data Linkage) have also received international recognition and appear as 
publications in academic journals. The linkage system developed by the Centre for Data 
Linkage has attracted particular interest from within Australia and internationally. It is 
currently being evaluated by a number of organisations (two of them based in the UK) 
for potential use in similar linkage operations.   
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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: 
a)  Any changes in structures and processes to assist PHRN Participants to achieve 

the aims and objectives of current plans and agreements; 
b) options for further development and maintenance of PHRN and related data 

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

c) The role of the PHRN in the development of Australia's data linkage infrastructure 
in the next 5 years 

The PHRN is an extremely ambitious project and it was optimistic that everything envisioned 
in the original NCRIS Project Plan could be achieved in four years. The PHRN data linkage 
infrastructure is a long term project. Given the expertise and experience gained and the 
relationships built by the PHRN over the last 4 years it is well placed to continue the 
development of Australia’s data linkage infrastructure in the next 5 years. 

The PHRN Management Council’s vision for Australia’s data linkage infrastructure in the 
next 5 years includes: 

 A wider range of data available for linkage including a range of cross-sectoral data; 

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

 Routine/on-going linkage of cross-jurisdictional data including Commonwealth data; 

 A single portal/front door for 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; 

 Single human research ethics committee review for data linkage applications; 

 Agreed national principles and processes for data custodians with the default 
assumption that data will be provided unless there is a compelling reason not to; 

 Harmonised legislation across Australia; 

 Consistent and inter-operable technology across Australia; 

 Systems to improve the efficiency of data extraction;  

 Service standards for data linkage providers; 

 A funding mechanism to enable the renewal and pick-up of new technologies; 

 Research funding agencies to fund the full cost of research to enable researchers to 
use data linkage infrastructure; 

 More investment in data linkage infrastructure and research using linked data to 
ensure Australia’s international competitiveness. 

It is the Management Council’s view that, for the foreseeable future, the full cost of the 
development and operation of the PHRN infrastructure will not be recoverable from 
researchers. The PHRN infrastructure needs to be seen as providing a necessary service for 
public good. Continuity of funding programs to provide security for this important national 
infrastructure will be necessary to maintain this infrastructure. 
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Finally, the Management Council believes that the PHRN’s existing technical infrastructure 
and collaborative relationships will remain important over the next 5 years. 
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PHRN Management Council 

Membership at 30 June 2013 
 
Position Title First Name Surname 

Chair 
 

Prof Brendon Kearney 

Nominee of the Director General, 
Department of Health WA 

Ms Diana Rosman 

Nominee of the Management Committee of 
the Centre for Health Record Linkage at the 
Cancer Institute of NSW 

Dr Lee Taylor 

Nominee of the PHRN NSW/ACT 
Management Committee 

Mr Robert Wells 

Nominee of the Management Committee of 
Queensland HealthlinQ 

Prof Steve  Kisely 

Nominee of the Victorian Department of 
Health 

Mr Peter Carver 

Nominee of the Steering Committee of the 
SA NT Data Linkage Consortium 

Mr Andrew Stanley 

Nominee of the Tasmanian Department of 
Health and Human Services 

Mr Brian Stokes 

Nominee of the Australian Institute of Health 
and Welfare 

Ms Teresa Dickinson 

Nominee of Curtin University of Technology 
 

Prof James Semmens 

Nominee of The University of Western 
Australia 

Dr Campbell Thomson 

Nominee of the Secretary of the Department 
of Health and Ageing 

Ms Kylie Jonasson 

Researcher with knowledge of health data 
linkage systems and methods and the 
analysis of linked datasets 

Prof Annette Dobson 

Researcher with knowledge of health data 
linkage systems and methods and the 
analysis of linked datasets 

Prof John Lynch 

Consumer representative who is a member 
of a government, professional body, industry 
or non-governmental organisation 
committee who voices consumer 
perspectives 

Ms Stephanie Miller 
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PHRN Investment in Data Linkage 2008-15 

$ (GST Exclusive) PHRN NCRIS PHRN EIF-SSI PHRN CRIS Total 

Australian Government  
Department of Education Cash 
Contribution 

$20,000,000 $10,000,000 $3,085,000 $33,085,000 

Co-investment Funds Cash 
Contribution 

$10,069,000 $1,197,000 $770,000 $12,036,000 

In Kind Contribution $23,993,000 $6,403,000 $1,174,276 $31,570,276 

Total Investment  $54,062,000 $17,600,000 $5,029,276 $76,691,276 

 
 
 

Summary of PHRN NCRIS Payments to and by UWA, 2008-2013 
 

$ (GST Exclusive)             Fin Year 2008-09 
$‘000 

2009-10 
$‘000 

2010-11 
$‘000 

2011-12 
$‘000 

2012-13 
$‘000 

Total to 
Date 
$‘000 

INCOME       

Income from NCRIS 8,550 3,850 7,600   20,000 

Less:  Payments to PHRN NCRIS 
Project Participants  & UWA  
Expenditure

1
 

65 8,922 1,817 5,631 2,245 18,680 

Funds at end of year 8,485 (3,413) 9,196 3,565 1,320 1,320 
Notes:   
1. Timing of original budgeted payments was varied due to payment schedule variations in Participant 
Agreements as a result of the NCRIS project extending to 30 June 2014. 
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Summary of PHRN NCRIS Income and Expenditure to and by Project Participants, 2008-
2013 

 
Notes:   
1. Payments to PHRN project participants were delayed pending variation to Participant Agreements to 

extend operations to 30 June 2014.  
2. Interest income information was not supplied by all nodes. The PHRN Project Plan budget did not 

include estimates of interest income or expenditure against interest.   
3. Co-Investment Cash income returned to Victorian government to support research infrastructure not 

under VDL. 
 
 
 

Summary of PHRN EIF-SSI Payments to and by UWA, 2011-2013  
 

Notes:   
1. Timing of original budgeted payments was varied due to payment schedule variations in Participant 

Agreements as a result of project extending to 31 December 2014. 

 
 
 

 

$ (GST Exclusive)             
Final Year 

2008-09 
$‘000 

2009-10 
$‘000 

2010-11 
$‘000 

2011-12 
$‘000 

2012-13 
$‘000 

Total to 
Date 
$‘000 

INCOME       

NCRIS - Cash payments 
to PHRN Project 
Participants

1
 

65 8,923 1,817 5,631 2,244 18.680 

Co-Investments Cash 
Funds 

5,325 1,258 2,282 1,614 (855)
3
 9,624 

Interest Income 
2
 8 31 67 73  179 

Sub-total –  
Cash Income 

5,398 10,212 4,166 7,318 1,389 28,483 

In-Kind Contribution 4,906 6,180 6,685 5,061 648 23,480 

Total income  
(Cash & In-Kind) 

10,304 16,392 10,851 12,379 2,037 51,963 

EXPENDITURE       

NCRIS Cash 
Expenditure 

588 2,892 5,230 5,968 2,878 17,556 

Non-NCRIS Cash 
Expenditure 

319 1,000 2,524 4,043 1,272 9,158 

Total  
Cash Expenditure 

842 3,691 7,510 9,808 4,233 26,714 

Total in-kind 
expenditure 

4,906 6,180 6,685 5,061 648 23,480 

Total Expenditure 
(Cash & In-Kind) 

5,748 9,871 14,195 14,869 4,881 49,563 

$ (GST Exclusive) Final Year 2011-12 
$‘000 

2012-13 
$‘000 

Total to Date 
$‘000 

INCOME 
   

Income from EIF SSI 5,000 5,000 10,000 

Less:  Payments to PHRN EIF-SSI Project 
Participants.

1
 

1,600 6,182
1
 7,782 

Funds at end of year 3,400 2,218 2,218 
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Summary of overall Income and Expenditure for PHRN EIF-SSI, 2011-2013  
 

 

$ (GST Exclusive) Final Year 2011-12 
$‘000 

2012-13 
$‘000 

Total to Date 
$‘000 

Cash INCOME 
   

EIF-SSI Cash payments to PHRN Project 
Participants 

1,600 6,182 7,782 

Co Investment Cash Funds 100 929 1,029 

Subtotal Cash INCOME 1,700 7,111 8,811 

In-Kind Contribution 752 3,287 4,039 

Total  Income (Cash and In-kind) 2,452 10,398 12,850 

Total EXPENDITURE    

EIF-SSI Cash Expenditure 1,107 3,762 4,869 

Co- Investment -  Cash Expenditure 100 447 547 

Total Cash Expenditure 1,207 4,209 5,416 

Total in-kind expenditure 752 3,287 4,039 

Total EXPENDITURE (Cash and In-kind) 1,959 7,496 9,455 


