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Executive Summary 
According to this survey of 58 stakeholders, the Population Health Research Network (PHRN) has 

partially or mostly achieved its purpose to build a nationwide data linkage infrastructure capable of 

securely and safely linking a broad range of population data collections. Of the distributed network 

facilities used by survey respondents, the Victorian Data Linkage Unit was the least accessed 

followed by facilities in Tasmania and Queensland and the web-based services of AIHW and SURE.  

The types of services accessed included administrative help, training, linked data, data management, 

technical advice and support. Overall, services were considered effective. Efficiency of services, 

while generally positive, rated slightly lower than effectiveness.  

Over half the respondents to questions on infrastructure thought the new infrastructure will largely 

meet the needs of researchers and policy makers but not all respondents knew what is planned by 

PHRN.  A majority of respondents agree that changes are required in structures and processes to 

improve the PHRN facilities and services.  The types of changes suggested include reduced 

bureaucracy, better communication, improved cross-jurisdictional data linkage, improved structure 

and improved support for researchers.  

The PHRN infrastructure is considered significant in both the national and international contexts and 

most respondents considered the PHRN to be important in the development of Australia’s data 

linkage infrastructure in the next 5 years. Suggestions for further development and maintenance of 

PHRN and related data linkage infrastructure include repositories for linked searchable data and 

metadata, nation-wide standards (e.g. family record linkage, geocoding and preserving privacy), 

methods and training for handling and analysing complex data, expanding data linkage capabilities 

outside health, clearing legal obstacles, and long-term Government funding.  

Methodology 
A weblink to a 15 question survey that related to the PHRN Review’s terms of reference was 

distributed by email to stakeholders on the PHRN contact database. The survey could also be 

accessed via the PHRN website and was open for data collection for a 3.5 week period from 

24/10/2013 to 17/11/2013. A reminder was sent to the stakeholder group one week before closure. 

The survey was delivered through a popular internet format, SurveyMonkey, which ensured the 

confidentiality of respondents and prevented multiple submissions from any one computer address.  
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Results 

Survey demographic 
Fifty eight responses to the 

survey were received. 

Researchers were the largest 

group represented (55% or 32 

responses), followed by Data 

Linkage Units/Services (33% or 

19 responses). Three 

responses were received from 

each of Policy Makers and 

Government. Neither 

Consumer & Community nor 

Data Custodians was 

represented. 

Twenty three respondents 

acknowledged affiliation with a 

PHRN participant and/or 

facility, 14 were not affiliated 

and 4 were unsure. The 

affiliated respondents comprised 13 from the Data Linkage Unit/Service category, 8 Researchers and 

2 Government. 

Has the PHRN achieved its purpose? 
The balance of opinion across 

all respondents as to the extent 

to which the PHRN has 

achieved its purpose (as stated 

at right) tips towards partially 

achieved (42%) followed by 

mostly achieved (32%).  Data 

Linkage Units/Services 

respondents were more 

positive on this point than 

either researchers or other 

grouped respondents. Five 

(16%) from the researcher 

group felt the PHRN has not 

achieved its purpose. 

A 



5 
 

Services 
Of the 50 responses to the 

question of whether they had 

used PHRN facilities or services, 

72% of respondents said they 

had. The chart at right shows 

the distribution of accessed 

services across the network. The  

network facilities in Victoria, 

Tasmania and Queensland were 

the least accessed by the 

respondents to this survey.  

Note that users of the network 

would be likely to access 

services from multiple facilities 

for any one project and were 

allowed a multiple choice 

response to this question.   

 

The types of services accessed 

included:  

 Administrative help 

- information regarding infrastructure and administrative processes 

- assistance with applications for data linkage services 

- project co-ordination   

- network support   

- help to develop and execute Data Transfer Agreements with (regional) Data 

Custodians for cross-jurisdictional projects 

 Training 

- Technical forum 

- SURE training 

 Linked data   

- state-based 

- Cross-jurisdictional linkage projects 

 Data management 

- Use of SUFEX for secure data transfer  

- storing and analysing the data using the Secure Unified Research Environment 

(SURE) 

 Technical advice and support 

- design and feasibility of data linkage projects 

- assistance from SURE staff to analyse data remotely 

- advice on metadata concerning the released data 
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Effectiveness 
Overall, services were 

considered effective. Over 80% 

of researchers responding to 

this question reported the 

services received as very 

effective (71%) or moderately 

effective (9.5%). Data Linkage 

Units/Services respondents 

agreed (73% very effective, 18% 

moderately effective).   

Efficiency 
Efficiency of services, while 

generally positive, rated slightly 

lower than effectiveness in that 

a lower proportion of 

respondents rated services as 

very efficient (44%). One third 

(33%) described the services 

received as moderately 

efficient, 17% as partly efficient 

and two (from the research 

category) as not efficient. 

Infrastructure 
Over half of the respondents to 

Q8 thought the new 

infrastructure planned by PHRN 

will meet the needs of 

researchers and policy makers 

fully (19%) or mostly (40%). 

Five percent thought it would 

not meet their needs or only 

partially (17%). Respondents 

from Data Linkage 

Units/Services were possibly 

better informed about planned 

new infrastructure than the 

other categories which 

contributed to the 17% of 

respondents with no 

knowledge of infrastructure 

plans. 

A B 
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Significance 
Almost two-thirds of the 

respondents were positive 

about the significance of the 

PHRN to addressing the health 

needs and services of 

Australians. Data Linkage 

Units/Services was more 

positive than the researcher 

group or other respondents: 

92% of Data Linkage 

respondents thought the PHRN 

infrastructure very or 

moderately significant 

compared with 52% of 

researcher respondents.  

There was a similar pattern of 

responses regarding the 

international significance of 

the PHRN infrastructure with a 

higher proportion (51%) of 

respondents overall 

considering it very significant. 

 

 

Suggested Changes 
A majority of respondents (71%) agree that changes are required in structures and processes to 

improve the PHRN facilities and services.  

The types of changes suggested include: 

 reduced bureaucracy and simplified, uniform processes to increase ease of data access and 

timeliness of services 

 better communication of how to access PHRN and use available resources especially 

national data linkage services  

 improved cross-jurisdictional data linkage  

 improved structure to eliminate duplication within the linkage infrastructure  

 improved support for researchers including wider access to linked data, access to MBS and 

PBS data, more focus by PHRN on the scientific aims and output of the research, 

standardized approach for assessing linkage quality and evaluation studies for research using 

linked data 

A B

 

A B
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Further Development 
Twenty five respondents to the survey offered suggestions for further development and 

maintenance of PHRN and related data linkage infrastructure in the next 5 years, including:  

 appropriate Data Governance arrangements and funding to support the establishment and 

running of a Data Repository containing linked and anonymised researchable data from 

Commonwealth, State/Territory and Private / NGO sectors, maintained for quick release of data 

for ethically approved research and policy analysis  

 consistent National PHRN wide standards for:  1) familial linkage of family records, including 

Indigenous family / kinship relations 2) geo-spatial (GIS), geo-coding of addresses 3) preserving 

privacy  

 methods and training programs for cleaning and standardising data, managing large data and 

analysing complex and multi-level data  

- centralised detailed information online about the limitations of the various data sets 

- development of a central metadata repository  

 engagement with areas outside health to share infrastructure developments and expand data 

linkage capabilities e.g. education, crime etc.   

- build mentoring across departments and custodians to help each other as peers 

- support custodians to help them efficiently participate in systemic/ongoing data 

provision  

 identify legislation obstacles and how that can be improved 

 continuance of Government funding of data linkage services across Australia long term 

- sustainable funding for national/cross-jurisdictional projects from NHMRC & ARC   

- funding mechanism to support renewal/replacement of hardware/DL equipment 

Importance  
Almost two-thirds of Survey 

respondents considered the 

PHRN to be very important in 

the development of Australia’s 

data linkage infrastructure in 

the next 5 years (67% of 

Researchers and 85% of Data 

Linkage respondents). Only 5 

(12%) of the 41 who answered 

this question thought the PHRN 

is partially or not important to 

future development. 

Conclusions 
The survey has revealed generally positive perceptions of the PHRN’s progress and potential. While 

there are frustrations about processes and access to data so far and some issues to be resolved, 

there is a clear need and desire for functional and efficient data linkage services. Several useful 

suggestions have been made on improvements that could be made within the existing network and 

directions for future development.  


