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Executive Summary 

Introduction  

Metadata is often called ‘data about data’ and in the context of research using linked data is 

information which describes a data collection/dataset. The purpose of metadata, within a 

research context, is to assist researchers’ knowledge and understanding of data collections 

and in turn, inform their research questions, study design/protocol and their application for 

data. 

The PHRN Program Office is working towards delivering the PHRN Metadata Framework 

which has been identified as a “priority element” of national data linkage infrastructure for 

researchers and funded under the EIF-SSI Funding Agreement (Australian Government 2011: 

51).  

Consultation approach 

Consultation with PHRN project participants were conducted in 2012 and 2013. Dr Wray 

conducted nine consultations including seven teleconferences and three face-to-face 

meetings with 19 PHRN project participants’ representatives. 

Key findings 

The key finding of this report is that the PHRN project participants valued metadata and 

were supportive of a systematic way of managing and publishing metadata but there was 

limited support for the standardisation of metadata. Other findings from the audit of PHRN 

project participants included: 

 Data linkage units (DLUs) work with data custodians to create and maintain 

metadata even though metadata is generally the responsibility of data custodians. 

 The most common platforms in which metadata is provided to researchers included 

data dictionaries (variable list and metadata), database table listings, user guides, 

and data quality statements.  

 The most common technologies used to present metadata include MS Word, MS 

Excel and PDF. 

 There are issues associated with currently available metadata i.e. metadata is out of 

date, difficult to use, not available for all data collections, does not describe all 

variables, provides poor access to current and historical metadata and much remains 

‘uncaptured’.  

 Information beyond metadata which researchers were interested in being made 

available received mixed responses from project participants and some items were 
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contentious because of DLUs relationships with data custodians, the evolving nature 

of the PHRN infrastructure and processes, and project participants’ lack of resources. 

 Some project participants use metadata standards and actively promote the use of 

metadata standards.  

 Any metadata developments should integrate with (and not duplicate) existing 

metadata systems. 

 The data linkage landscape has many stakeholders, i.e. researchers, DLUs, data 

linkage centres and data custodians, all of whom have competing needs and 

priorities.  

 The majority of PHRN project participants have future metadata plans.  

 There is not a national approach to metadata across the PHRN. 

Conclusion 

Project participants are in favour of a systematic way of managing and publishing metadata. 

The findings of this report and in particular the range of structural barriers identified by 

project participants should inform the development of the PHRN Metadata Framework. 
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Introduction 

Background 

The Population Health Research Network (PHRN) has been established through the National 

Collaborative Research Infrastructure Strategy (NCRIS) with continuation funding from the 

Education Investment Fund Super Science Initiative (EIF-SSI) to provide Australian 

researchers with access to linked data from a diverse and rich range of population-related 

datasets, across jurisdictions and sectors. This will support nationally and internationally 

significant population based research that will enable planners, policy-makers and service 

providers to respond more effectively to the changing needs of the Australian population. 

Metadata is a long standing NCRIS objective to facilitate data linkage in Australia. The 

Population Health and Clinical Data Linkage Issues Paper recommended that a “coordinating 

unit” would be well-placed to “promote the standardisation of relevant components of 

datasets” (Frommer, 1997, p.7). The PHRN Program Office has been funded under the EIF-

SSI Funding Agreement to develop a PHRN Metadata Framework (Australian Government 

2011: 51). A Metadata Framework outlines the principles and standards applied to 

collections held by organisations (State Library of New South Wales, 2012, p.1).  

Understanding metadata 

Metadata is often called ‘data about data’ (ANDS, 2011a, p.2; NISO, 2004, p.1). In the 

context of research using linked data, metadata is structured information that describes, 

explains, locates, or otherwise makes it easier for researchers using linked data to retrieve, 

use or re-use a data collection/dataset (ANDS, 2011a, p.3). Organising and structuring 

metadata can produce a number of benefits: 

 Facilitate resource discovery and access; 

 Promote standardisation; 

 Increase efficiency; 

 Capture implicit knowledge; 

 Facilitate collaboration; 

 Asset and information management; 

 Aid project management; and 

 Disseminate information (ANDS, 2011a, p.3; Burchill et al., 2000). 

It is anticipated that these benefits will have flow on effects and in the context of data 

linkage will enable researchers to increase their knowledge and understanding of data 

collections and in turn, inform their research questions, study design/protocol and their 

access to data collections. 
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This report focuses on collection-level metadata, which describes all of the items 

(aggregation) in a collection that have some level of commonality. Other levels of metadata 

include item-level metadata which describes a single object or an individual piece and sub-

item level metadata which describes components of item-level metadata (ANDS, 2011a, p. 4 

and ANDS, 2011b, p. 1.). 

There are a number of common types of metadata, which are described as follows: 

Scientific metadata is all the information that is very specific to the study, 

and is needed to use and interpret the data collected. It can be very 

discipline specific, and usually requires some knowledge of the domain. 

Descriptive metadata describes a resource for purposes such as discovery 

and identification. 

Structural metadata indicates how compound objects are put together. 

(For example, information for a person or a computer to read the data.) 

Administrative metadata provides information to help manage a resource, 

such as when and how it was created, file type and other technical 

information, and who can access it. There are several subsets of 

administrative data: 

 Rights management metadata which provides information about 

access and usage rules and deals with intellectual property rights. 

 Preservation metadata which contains information needed to 

archive and preserve a resource. (ANDS, 2011a, pp. 5-6; NISO, 2004, 

p.1.) 

There are a number of concepts which are specific to the world of metadata. These 

concepts provide a basis for planning, collecting and implementing a metadata framework. 

There are standards, schemas, taxonomies and ontologies which are described as follows: 

 Standards: Metadata requires agreed-upon standards. For example, creators and 

collectors of metadata need to agree on the language, spelling, data formats, place 

names etc to use in documenting the metadata. Agreed metadata standards make it 

easier for researchers to search and compare data (ANDS, 2011a, p.6). 

 Schemas: A metadata schema describes how the metadata is set up and provides an 

overall structure to the metadata. A schema refers to a single structure but generally 

there are multiple schemas (ANDS, 2011a, p.7). 

 Taxonomies: Metadata must have a structure which provides a classification of 

terms and their relationship to other terms. (ANDS, 2011a, p.8). 

 Ontologies: Ontologies describe the terms which are included in the taxonomies 

(ANDS, 2011a, p.8). 
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The standardisation of vocabularies enables consistent terms to be ascribed to metadata. 

The benefit of standardisation is: 

 Preferred terms and formats are consistently used; and 

 The information can be searched, retrieved, compared and understood across data 

collections/datasets (ANDS, 2011a; ANDS, 2011b). 

Metadata and international data linkage organisations 

Some international data linkage organisations have developed resources to assist with the 

discovery and documentation of metadata associated with the administrative data 

collections in their jurisdictions. For example, Canadian data linkage organisation Population 

Data BC manages MetaData Central which is a web-based documentation system that 

includes data dictionaries, linkage rates, and metadata (Population Data BC 2012). The 

University of Manitoba’s Manitoba Centre for Health Policy (MCHP) publishes a Concept 

Dictionary and Glossary and Data Repository Documentation, both online. The metadata 

available via the Concept Dictionary and Glossary is described as follows: 

Concept Dictionary: Describes over 200 research concepts developed at 

MCHP for analysing data contained in the Data Repository housed at 

MCHP. These detailed operational definitions of variables or measures used 

in MCHP research include a discussion of the issue(s) involved, approaches 

used, programming tips/cautions, SAS code (where not restricted for 

internal use), additional readings, and references. 

Glossary: Documents terms commonly used in population health and 

health services research. Each Glossary term contains a brief definition 

(and its source), links to related Glossary terms and concepts in the 

Concept Dictionary, as well as links to external sites (University of 

Manitoba, 2012). 

The University of Manitoba’s MCHP Data Repository Documentation includes the following 

metadata: 

Data List: Acting as an inventory of all databases held in the repository, 

this list includes information concerning the data provider, the available 

years of data, and the category of data. This list also contains links to 

summary descriptions of data held within the repository. 

Data Years Chart: The Data Years Chart offers a visual representation of 

the data held in the repository, identifying the years of data available in an 

easy to read format. 
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Data Diagram: This diagram indicates the name and category of data held 

in the repository and provides links to descriptions of this data. 

Data Quality Framework: When new data is acquired, it is necessary to 

examine the reliability and validity of this data. The Data Quality 

Framework, developed by MCHP's Data Management work unit, describes 

the semi-automated process of data evaluation which is used to assess the 

quality of incoming data at MCHP. 

Documentation Management (DM) Framework: The DM Framework 

identifies issues and solutions to document creation, management, and 

evaluation throughout MCHP's Data Management unit. Despite this 

specificity, much of the information provided can be expanded to other 

work units or organizations concerned with the management of their own 

documentation. 

Data Management Process: This chart outlines the various steps in the 

Data Management process at MCHP (University of Manitoba, 2013). 

The MCHP also provides other information of interest to researchers including how to apply 

for access to the data repository, reporting requirements, policies on use, 

acknowledgements and disclaimers and information on study designs and methods 

(University of Manitoba, 2009). It has been documented that these tools may be particularly 

useful to document, find and transfer metadata within complex data linkage systems such 

as those found in Australia (Roos, Soodeen, Bond and Burchill, 2003). 

Metadata and the PHRN project participants 

The PHRN infrastructure is divided into a number of ‘nodes’ which can be categorised as 

regional and national components. There are six regional data linkage units (DLUs), 

represented in Diagram 1 as green (NCRIS-funded) or red (established prior to NCRIS), 

located across Australia (WA, SA/NT, NSW/ACT, QLD, VIC, TAS) and four national 

components, represented in Diagram 1 as amber. The national components of the PHRN 

infrastructure include: 

 An Integrating Authority for Commonwealth data located at the Australian Institute 
of Health and Welfare (AIHW) in Canberra, ACT. 

 A Centre for Data Linkage (CDL) based at Curtin University, Perth, WA for cross-
jurisdictional linkage. 

 A Program Office at the Telethon Institute for Child Health Research, Perth, WA that 
provides network coordination. 

 The Secure Unified Research Environment (SURE) which is a data analysis laboratory 
based at the Sax Institute in Sydney, NSW. 
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Diagram 1: PHRN Infrastructure

 

Even though it is generally the nominated data custodians/data stewards who are 

responsible for the creation and storage of metadata related to the data 

collections/datasets in their custody, all of the PHRN project participants work with 

metadata. It is the DLUs role to provide client services to researchers wishing to access and 

use administrative data available in their jurisdiction. The DLUs act as a conduit between the 

researcher and the data custodians.  

The DLUs provided metadata information on data collections available in their jurisdiction in 

2011 (Appendix 1) and 2012 (Appendix 2). Appendix 1 outlines a summary of the data 

collections in each jurisdiction which includes name of data collection, name of data 

custodian, date range and comments/demographic data items available. Appendix 2 

provides an overview of the availability of metadata on the DLUs’ websites, frequency of 

updates, responsibility for collating and updating, and preparation of metadata about data 

extracts and provision to researchers. In summary, the DLUs publish metadata and variable 

lists on their website which is generally updated annually by client services staff in 

collaboration with data custodians. 

Research indicates that the current methods for metadata creation and updating are 

perceived as monotonous, time consuming, and labour intensive by organisations (West and 

Hess, 2002). In addition, the manual methods of maintaining metadata cannot keep up with 

the dynamic and ever changing nature of data collections, so the available metadata is often 

incomplete, out-of-date and sometimes missing (Olfat et al., 2012). It has been suggested 

that a lack of resources for data custodians is an issue which needs to be resolved to realise 

the potential of data linkage, not only in regards to improving researchers’ access to 

metadata, but to improve the organisational capacity for processing applications for data 

and extractions of requested datasets (Frommer, 2007, pp.5-6). 
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Metadata and researchers with an interest or experience in data linkage 

The PHRN Program Office conducted consultations with researchers with an interest or 

experience in data linkage between April and August 2012. The consultation was conducted 

either via an online survey or face-to-face meetings to determine researchers’ needs and 

requirements for metadata and other information resources. Researchers were asked about 

their views on essential metadata items, which metadata sources researchers use/intend to 

use and the content, ease of use and accessibility of these sources, and other information 

resources required by researchers. A total of 100 researchers participated in the 

consultation, including 40 researchers who completed the PHRN linked data researcher 

survey and 60 researchers who participated in nine face-to-face meetings held in the 

Australian Capital Territory, New South Wales, Queensland, South Australia, Tasmania and 

Western Australia. 

In summary, the consultation reported a number of key findings including: 

 Some unfamiliarity amongst the research community as to the meaning of the term 

‘metadata’. 

 Researchers were supportive of a streamlined approach to the access and delivery of 

linkable data, including metadata. 

 Identification of essential metadata items. 

 Identification of metadata resources currently used by researchers or intended for 

future use. 

An audit of the metadata resources currently used by researchers or intended for future use 

was conducted as part of the survey and consultation. The majority of researchers’ 

knowledge of available data collections was gained through their experience using data 

collections and having built and sustained a good rapport with data custodians. Metadata 

resources currently used by researchers included (in no particular order): 

 Data dictionaries. 

 Statistical Application for Population Health Research and Intelligence (SAPHARI) 

data repository. 

 METeOR (The AIHW’s Metadata Online Registry). 

 National Coroners Information System. 

 10th revision of the International Statistical Classification of Diseases and Related 

Health Problems (ICD10). 

 Manuals from Health Departments and the Australian Bureau of Statistics (ABS). 

 AIHW National Minimum Data Sets (NMDS) standards. 

 Metadata available on longitudinal studies such as Household, Income and Labour 

Dynamics in Australia (HILDA) Survey, Longitudinal Study of Australian Children 

(LSAC), RAINE study, 45 and Up Study. 
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 Metadata collated by DLUs including WA Data Linkage Branch, SA-NT Data Link and 

CHeReL. 

Researchers indicated a preference for metadata items to be made available online. The 

PHRN Linked Data Researcher Survey, which was completed by 40 researchers, had the 

following responses: 

Metadata Item % Agreement 

Which data collections are available  100.0% 

Where the data collections are held  97.4% 

Custodian contact details  95.0% 

Approvals required for access to the data collections  95.0% 

Quality of the data (including reliability, accuracy, completeness)  95.0% 

Detailed descriptions of the variables in the data collections (including 
mode and method of collection, changes over time)  

95.0% 

Links to any validation studies of the data available  92.5% 

Legislation covering the collection, use and disclosure of each data 
collection  

87.2% 

Glossary of commonly used data linkage terms  82.1% 

Researcher forum for exchange of information/ experiences with using 
specific data collections  

81.1% 

 

These items were confirmed in the face-to-face consultations with researchers.  

Below is a list of suggested information beyond metadata elements that were put to survey 

respondents and the percentage of individuals who agreed with their publication online: 

Information Beyond Metadata % Agreement 

Ethical issues including considerations for HREC applications involving 
linked data  

94.9% 

Standard FAQs for researchers  94.9% 

Other useful resources e.g. training opportunities  91.7% 
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Information Beyond Metadata % Agreement 

Security aspects of data linkage projects  90.0% 

Information about pricing of data linkage projects  87.5% 

Linked data application process and approximate timelines  85.0% 

Statistical disclosure risk assessment and control  85.0% 

Approximate timelines for applications  82.5% 

Legal framework governing data linkage projects  82.5% 

Data linkage methodology – how data linkage works 81.6% 

Links to data linkage publications  75.7% 

Design of data linkage projects  62.2% 

 

Researchers also identified other metadata items and information beyond metadata they 

believed would be useful including: 

 Classifications and coding rules that affect the data. 

 Concept dictionaries and potentially ways to access mapping tables. 

 Links to other sources including Research Data Australia and Cochrane Review. 

 Contact details for data linkage units. 

 Advice and assistance with identification of ‘new’ (not previously linked) datasets 

and the approach of data custodians. 

 Geocoding information. 

 Metadata for Medicare Benefits Schedule (MBS)/Pharmaceutical Benefit Scheme 

(PBS) data collections. 

 Statements of ALL approvals required. 

 List of publication outputs/current and completed projects. 

 Online access to Data Quality Statements. 

In addition, researchers identified concerns they held about some of the metadata that was 

currently publicly available: 

 Metadata was not regularly updated. 

 Metadata was not detailed enough. 

 Compilation and maintenance of detailed metadata is difficult. 

 Metadata quality and formatting is highly variable between custodians and agencies. 

 Custodians do not make all variables publicly available. 
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 Lack of resourcing of data custodians to develop comprehensive metadata. 

 The potential of sharing of codes used in projects. 

The findings of the PHRN researcher consultations have been the key driver in undertaking a 

second consultation phase with the PHRN project participants. 

Structure of report 

The purpose of this final report is to document the purpose and method of the consultation 

with the PHRN project participants and to present the findings. The findings have been 

arranged thematically under the following headings in the report: 

 Availability of metadata within the PHRN. 

 Availability of information beyond metadata within the PHRN. 

 Management of metadata within the PHRN. 

 Metadata standards used within the PHRN. 

 Technology used within the PHRN. 

 Future metadata plans of the PHRN. 

 Structural barriers. 

 Where to now? 

The report concludes with a discussion of the main findings and how to progress the PHRN 

Metadata Framework. 

In this report, the term ‘participants’ and ‘project participants’ are used interchangeably to 

describe who participated in the consultation. 
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Consultation Approach 

Purpose of Consultation 

A series of consultations with PHRN project participants were organised to meet a number 

of objectives: 

 Discover what metadata is currently available in the PHRN nodes who use the PHRN 

infrastructure;  

 Determine what tools and standards are currently used/planned for the management 

of metadata in Australia; 

 Understand what would be helpful to the PHRN nodes in formulating linkage projects. 

The findings from these consultations will inform the development of the PHRN Metadata 

Framework. 

Method of Consultation 

Representatives of PHRN project participants were contacted by Dr Natalie Wray, 

Coordinator, Policy and Client Services, PHRN Program Office via email on 26 September 

2012. They were provided with information outlining the background and purpose of the 

consultation, the consultation team and approach, and a list of questions to facilitate the 

consultation. The information sheet provided to all participants is provided at Appendix 3.  

Dr Wray arranged nine consultations including seven teleconferences and three face-to-face 

meetings with 19 PHRN project participant representatives from the following nodes: 

 Australian Institute of Health and Welfare 

 Centre for Data Linkage 

 Centre for Health Record Linkage (NSW/ACT) 

 Queensland Health 

 SA NT Datalink 

 Sax Institute 

 Tasmanian Data Linkage Unit 

 Victorian Data Linkages 

 WA Data Linkage Branch 

The consultations were conducted between October and November 2012 and in June 2013. 

Mutually suitable times and dates were arranged. Each consultation was between 1-1½ 

hours in length. Two PHRN project participants also provided written responses to the 

discussion questions which were used to facilitate discussion. A list of the consultation dates 

and participants are provided at Appendix 4. 
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All consultations were conducted by Dr Natalie Wray. Dr Felicity Flack (Manager, Policy and 

Client Services, PHRN Program Office) was also in attendance for four consultations. 

Dr Wray emailed all participants a transcript of the notes from each consultation. The notes 

captured the essence of each consultation and were not verbatim. Dr Wray invited 

participants to amend the transcript and/or confirm the notes accurately reflected the 

conversation. Dr Wray received feedback from seven PHRN project participants. This 

feedback was incorporated into the respective transcript. All transcripts of the notes from 

each consultation have been retained as a record of the consultations. 

Dr Wray conducted thematic analysis of all transcripts to identify the salient issues. The goal 

of the analysis is to discover what metadata is currently available in the PHRN and identify 

tools and standards that are currently used/planned for the management of metadata in 

Australia.  

In June 2013, project participants were invited to comment on the first draft of the report. 

Three project participant representatives provided feedback which was subsequently 

included in the report. 
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Summary of Findings 

Below is a summary of the findings from the PHRN project participants’ consultations. 

Please note that the data collected from the PHRN project participants has generally been 

synthesised to maintain confidentiality. The PHRN project participants have been identified 

where the processes reported are publicly available and in the discussion of future 

metadata plans. 

Availability of metadata within the PHRN 

Participants were asked for their views on the availability of metadata within the PHRN and 

how researchers can access the metadata. This section summarises their responses. 

How researchers find metadata 

Participants outlined how researchers access metadata within the PHRN (See Diagram 2). 

Researchers who wish to apply for access to linked data held by the Commonwealth and 

Australian states and territories are currently directed to the DLUs in each jurisdiction where 

there is generally a dedicated client services team. One method of metadata discovery 

described by the participants was the researcher contacting the DLU to discuss their 

research project with the client services team. The client services team then provides 

information about the metadata available in the PHRN node to the researcher.  

A second method which researchers use to access metadata information which was 

reported by participants was accessing the DLU’s website. Participants saw value in 

publishing metadata on their website. Participants noted that given researchers are trained 

in conducting independent inquiries, researchers can search for information on the website 

and this has the potential to minimise unnecessary queries to DLUs by researchers and to 

data custodians by the DLUs. Some participants reported that researchers who had visited 

the DLUs website contacted the DLUs with more focused and sophisticated/complex queries 

as a result of publicly available metadata. 

A third method of metadata discovery identified by a small number of participants was the 

researcher contacting a fellow researcher about metadata for a particular data collection. 

These participants viewed publicly available metadata as a desirable but not a necessary 

condition for enabling research because researchers were already demonstrating initiative 

and developing relationships with other researchers who have an intimate knowledge of 

particular data collections. However, participants also reported that given the competitive 

research environment, researchers who have intimate knowledge of data collections and 

metadata may not want to share the information with other researchers. 

While it was generally accepted that metadata assists researchers, participants also agreed 

that metadata will assist DLUs understand the intricacies of data i.e. reliability of the 
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identifier, which will enable both the researcher and DLU to make informed judgements and 

optimise the linkage. 

Diagram 2: How researchers find metadata 

 

How metadata is published 

Participants reported that metadata was available in the following platforms: 

 Data dictionaries which include a variable list (a list of items which researchers can 

request and provide justification for inclusion in their study) and metadata. 

 Database table listing (in lieu of data dictionary). 

 User guide for collectors of data/Collection manuals. 

 Data quality statements. 

 Metadata about data extracts. 

 METeOR which houses national data dictionaries. 

Data collections’ metadata in the above platforms are published on DLUs websites if they 

are available and the data custodian has provided approval to publicly post the document. 

Available metadata items 

Participants identified the collection level metadata i.e. what data collections are available 

in each jurisdiction (See Appendix 5) and the metadata items which describe each data 

collection. Metadata items included, but are not limited to: 

 Background. 
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 Coverage. 

 Access to information on Aboriginal and Torres Strait Islander peoples. 

 Diagnosis coding. 

 Other limitations. 

 Tips for using data in linkage studies. 

 Data custodian details. 

 Variable information including variable, description/notes and codes. 

 Attachments. 

Participants also shared their views about what metadata items should be created and 

maintained for data collections: 

 Name. 

 Description. 

 Attributes/variables and provide definition. 

 Method of coding variables. 

 Scope (rows as well as columns) including definitions, exclusions, double counting 
rules etc. 

 Temporal scope i.e. range dates. 

 Metadata version information (i.e. by variable). 

 Links to quality assurance studies on data collection.  

 Access to other metadata such as ARIA+, SEIFA and AR-DRG costs weightings may be 

beneficial for users of multiple administrative collections. 

Issues associated with available metadata 

Participants identified a number of issues associated with the metadata currently available 

within the PHRN: 

 The DLUs are the providers of metadata information to researchers but DLUs are not 

responsible for the creation and maintenance of metadata; these responsibilities sit 

with the data custodian. 

 Metadata is out of date. 

 Without standardised vocabulary, it is difficult for researchers to compare variables 

across jurisdictions. 

 There is limited metadata coverage; metadata is not provided for all data collections 

(primary and secondary holders). 

 The metadata available for snapshots does not describe all variables.  

 There are different levels of metadata available; not all levels are available or 

required.  

 Researchers currently have poor access to current and historical versions of ICD-10 

and all codes, Australian Classification of Health Interventions (ACHI) codes and 

PBS/medication codes.  

 Metadata is often ‘uncaptured’ and is lost when the public servant working with the 

data collection leaves the government department. 
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Availability of information beyond metadata within the PHRN  

Participants were asked for their views on a number of items/information beyond metadata 

being made publicly available to researchers. This section summarises their responses. 

Custodian contact details 

Making the contact details of data custodians publicly available was a contentious issue. 

Participants identified a number of ways that data custodians’ contact details are made 

available to researchers. These included: 

 Data custodian provided a dedicated electronic mailbox for inquiries. 

 DLU’s website provided contact details including the title, name, position, 

organisation, address, telephone number, facsimile number, and email address of 

data custodians of routinely linked data collections with agreement from the data 

custodian.  

 Data custodians who do not want their contact details publicly available or are 

custodians of data collections which are not routinely linked, their contact details 

were accessible via the DLU’s client services.  

The DLUs used a mixture of these methods to provide researchers with the contact details 

of data custodians. Those participants who were uncomfortable making the contact details 

of data custodians publicly available reported that their viewpoint was based on previous 

consultations with data custodians. Given that data custodians were characterised as time 

poor, participants were of the opinion that data custodians do not want to be inundated 

with enquiries and prefer to be contacted once the research project is well thought out. 

Two participants also noted that it is difficult to keep data custodians’ contact details up to 

date. 

Linked data application process and approximate timelines (Approvals process)  

The majority of participants provided information about the linked data application process 

and approximate timelines on their website (text and/or diagram), in presentations, 

communicated verbally to the researcher during the Expression of Interest (EOI) process, 

and/or were embedded within the application form. A few participants also reported that 

they provide advice to researchers about a data collection’s access conditions, either 

verbally and/or via the DLU’s website.  

A few participants did not provide information about the linked data application process 

and approximate timelines on their website. These DLUs advised that they will consider 

publishing this information online once there is an approved approval and access process in 

place.  
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Processes/issues associated with linking data and data extraction  

The majority of participants reported that information about the processes associated with 

linking data and extraction are provided to the researcher. This information was provided to 

the researcher in a number of ways: 

 General information on DLU’s website and in presentations. 

 Verbal communication between researchers and DLU. 

 A report about data extracts is provided to the researcher which describes the 

methods (how DLU linked the data) and quality measures (percentage of linkage and 

the quality of data extracted), results and advice. 

In terms of the report about data extracts (snap shot of linkage and extraction) there was 

some concern that there are no formal processes in place for the PHRN’s national linkage 

components to provide feedback to DLUs and/or researchers about linkage quality. This is 

despite the discussion at the 2012 PHRN Technical Form which found that DLUs were very 

supportive of feedback on linkage quality but recognised that there are a number of 

constraints to providing this information i.e. privacy and contractual issues. This is further 

complicated when researchers do not include a provision in HREC applications to supply 

feedback from the researcher to the DLUs; future HREC applications may wish to consider 

including such a provision. 

Validation studies 

Validation studies are publications and reports that provide information on the validity of 

data collections. The majority of participants do not cite any validation studies of data 

collections used for linked data research in their jurisdiction on their website. Many of these 

participants reported that they were unaware of validation studies applicable to their data 

collections or there were only a few validation studies available.  

Two participants do provide citation details for validation studies. One PHRN project 

participant lists 29 validation study citations on its website but these are only applicable to 

five data collections; there are no validation studies cited for nine data collections. Another 

PHRN project participant only provides citations for data validation studies if the studies 

have been commissioned by the data custodian and granted approval by the custodian to 

publicly distribute. 

The majority of participants agreed that there was a need for more validation studies, 

especially to improve researchers’ National Health and Medical Research Council (NHMRC) 

and other grant funding applications, as well as improve researchers’ understanding of the 

strengths and weaknesses of data collections.  

One participant recommended that DLUs should explore Validata™ software to improve 

quality assurance processes. Validata™ can be used to enable external data suppliers to 
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undertake more quality assurance checks on data before it is supplied to a DLU or 

Integrating Authority.  

Exchange of metadata information among researchers 

Researchers identified that they would like to contact other researchers who have used 

specific data collections for research using linked data in order to gather more detailed 

information about their accuracy and reliability. Participants reported that there are 

processes for researchers to contact other researchers to discuss specific data collections. 

Participants identified a number of ways that researchers currently share information: 

 Researchers talk informally to one another frequently about data linkage issues. 

 A few DLU websites list publications and reports that have used data linked by the 

DLU, as well as a list of completed projects, including the name of Principal 

Investigator. These details would enable researchers to be aware of and contact the 

researchers who are using specific data collections. 

 Some DLUs have facilitated a referral to a researcher upon request. 

 One jurisdiction organises up to four face-to-face meetings with researchers. 

 There are data linkage special interest groups in WA and NSW that hold face to face 

meetings and share information.  

 The website of the SURE facility has an online discussion forum and knowledgebase 

open to all people who apply for a website account (not just SURE users). The 

knowledgebase contains presentations and tips from researchers based on their 

experience working with linked health data. 

Some participants considered the feasibility of other approaches for researchers to contact 

other researchers. These included: 

 The application for data form could invite the Principal Investigator to consent to 

being contacted by other researchers who are investigating using the same data 

collections. 

 Establish a club for researchers whereby a researcher pays a membership fee and 

then has access to other researchers and/or information.  

 A national discussion forum (meta-metadata) may facilitate collaboration between 

researchers and the data linkage community. 

Participants raised their concerns about the feasibility of implementing a formal approach 

to putting researchers in contact with other researchers. Participants noted the following 

barriers: 

 Research funding is a competitive environment and researchers may be unwilling to 

share information. One participant reported some researchers have requested 

delaying publishing a description of their project on the DLU’s website especially if 

the researcher is applying for funding. 
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 The issue of intellectual property in pre-approved projects and ideas. 

 Given the current funding pressures, some DLUs do not have the resources to 

facilitate formal contact between researchers. 

 It is the researcher’s responsibility to know who is working in their subject area and 

to facilitate this contact.  

 The demand vs effort to maintain a formal process has not been properly assessed.  

 Researchers do not have the time to participate in forums/groups and prefer one-off 

discussions with other researchers.  

 Researchers often do not accept responsibility to organise meetings with other 

researchers; the onus should not sit with the PHRN project participants.  

Management of metadata within the PHRN 

Participants reported that it is the data custodians’ responsibility to create and update 

metadata. As a result, the majority of the participants could not comment on the 

governance structures to manage metadata. The AIHW was the only participant who could 

provide detailed information about the management of metadata standards and the 

metadata development process (See Diagrams 3 and 4). 

Despite metadata being the responsibility of data custodians, given that all participants 

were concerned about maintaining and keeping metadata relevant, a few of the participants 

noted that Client Services at DLUs play a role in the management of metadata including: 

 For any new data collection, Client Services at DLUs seek to understand how the data 

is collected and collated and if the data collection has a unique person identifier and 

or a unique record identifier.  

 Client Services at DLUs request documentation that would facilitate their 

understanding of the data collection process starting from the collection point up to 

the entry of the record in the database.  

 When a data dictionary is not available, Client Services at DLUs request a time with 

the data custodian or data provider to discuss and capture the metadata for their 

dataset.  

 If a data dictionary is available Client Services personnel at DLUs approach the data 

custodian once a year requesting a review/update of their data dictionaries and 

variable lists.  

To date Client Services Teams at DLUs have been lightly resourced to assist data custodians 

with the management of metadata. All the participants were in agreement that duplication 

of the management of metadata should be avoided. 



26 

PHRN Project Participants Metadata Consultation - Final Report 

Diagram 3: AIHW’s Metadata Development Process 
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Diagram 4: AIHW Metadata Standards – Approval Process 

METeOR supports a well-defined process for developing national metadata standards. 

Expert groups 

The initial development of national metadata standards is undertaken by groups of 

nationally-recognised subject matter experts (e.g. a national committee of diabetes care 

specialists). METeOR provides a private workspace for such groups to create a draft item. 

This item is assigned a registration status of Not registered. Once the expert group has 

agreed upon the item, it is submitted to the Registrar for consideration. This submission is 

completed by altering the registration status of the item to Proposed. 

Data committees 

The Registrar then undertakes a quality assurance review of the proposed item, notifying 

the expert group of any concerns. Once any concerns have been resolved, the Registrar 

advances the registration status of the item to Recorded, which means a hard copy of the 

item can be submitted to the relevant national data or information committee in the health, 

community services and housing assistance sectors. 

The committee reviews the item, and if accepted as the standard falling within its area of 
responsibility, is advanced to Candidate registration status. Candidate items that are 
successfully reviewed by the committee are then assigned a Standardisation pending status 
and referred to the relevant Registration authority. 

Registration authorities 

The registration authorities of the applicable sector/s review the data or information 

committee recommendations and assigns Standard status to the item where appropriate. 

(AIHW, no date) 

Metadata standards used within the PHRN 

Metadata standards are a set of properties which establish a common understanding of the 

meaning of the data and aim to improve the visibility, manageability and interoperability of 

data. Given that it is the role of data custodians to create and update metadata, the 

majority of participants were unable to comment on the standards used by data custodians.  

There is not a standard approach to metadata across the PHRN. All participants 

acknowledged that project participants are maintaining and presenting metadata in 

different ways. For example, the AIHW uses a range of metadata standards and actively 

promotes the use of metadata standards. These standards are used by jurisdictions for 

routinely and commonly linked datasets (See Appendix 5).  
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A few participants acknowledged that it may be useful for the research sector to present a 

more harmonised and consistent approach to the management of metadata. Regardless 

there was limited support for the standardisation of metadata among PHRN project 

participants. Two reasons provided were: 

 Data custodians are responsible for the management of metadata; and 

 The PHRN comprises of project participants that can be guided by PHRN policies but 

are primarily governed by their own policies and procedures.  

Participants were aware of metadata standards. These included: 

 METeOR is based on the metadata standard ISO 11179. 

 NMDS definitions contained in the national data dictionaries are presented in a 

standard format based on ISO/IEC International Standard 11179-3:2002 (Information 

Technology-Metadata Registries-Part 3: Registry metamodel and basic attributes). 

This is the international standard for defining data elements issued by the 

International Organization for Standardization and the International Electrotechnical 

Commission. The Data Set Specifications (DSS) are metadata sets that are not 

mandated for collection but are recommended as best practice. 

 Australian National Data Service (ANDS) Registry Interchange Format - Collections 

and Services (RIF-CS) Schema is based on metadata standard ISO 2146. 

 Dublin Core Metadata Initiative. 

 Data Documentation Initiative (DDI) standard.  

 International Classification of Diseases (ICD) codes. 

 ABS Data Quality Framework. 

 Internal organisational standards. 

 Australian Research Collaboration Service (ARCS).  

 Extensible Markup Language (XML).  

Technology used within the PHRN 

Participants discussed the technology tools used within the PHRN for the publication of 

metadata. Participants were mindful of the IT support costs associated with using advanced 

technology. Consequently, the majority of participants reported that researchers can 

currently access metadata on the DLU’s or data custodian’s website in the following 

formats: 

 MS Word. 

 MS Excel. 

 Databases. 

 PDF. 
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There were conflicting views about the formats for presentation of metadata. One 

participant noted that researchers find the publication of metadata in MS Word documents 

on DLU’s websites very accessible compared with MS Access. MS Word was viewed as a 

positive choice because all researchers can access MS Word and its use does not increase 

the costs of IT technical support. In contrast, another participant reported that MS Word, 

MS Excel and/or PDF should not be used to present metadata because it is not easily 

searchable. 

Follow-up correspondence with the Sax Institute provided information about the technology 

associated with the SURE metadata prototype, i.e. SIMILE Exhibit, which is identified in the 

project participants’ future metadata plans (Email from Dr Tim Churches dated 8 March 

2013). 

Participants discussed current and potential technology tools for the management of 

metadata within the PHRN: 

 MS Access. 

 MS Sharepoint. 

 Atlassian’s Confluence and Atlassian’s JIRA. 

 Mediawiki. 

 Cloud service. 

 MeTeOR is a content management system and is ISO11179 compliant.  

 ANDS Australian Research Data Commons.  

 A custom made/special purpose metadata software program was not 

recommended.  

Future metadata plans within the PHRN  

Participants reported that metadata is not their core work. Nevertheless, the majority of 

PHRN project participants wanted to maintain their current metadata and were committed 

to working with data custodians to create and update metadata, time and resources 

permitting. Below is a summary of some of the metadata plans of national and regional 

components within the PHRN. 

Regional Components: Pre-NCRIS established DLUs 

WADLB CHeReL 

 Create a dictionary for birth registration 
data. 

 Identify more validation studies. 

Regional Components: NCRIS-funded DLUs 

SANT DataLink TDLU 

 SA NT DataLink is working towards having  Planned activities include documenting 
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an Online Metadata Repository for all 
their datasets. This Metadata Repository 
is incorporated into the application 
process for linked data wherein a 
researcher can review and select the 
content variables they would like to 
include in their study.  

 The application cost includes a researcher 
gateway to the metadata repository 
which will enable them to view variables 
and prepare applications.  

and developing a good system. There is 
currently momentum for developing 
metadata in Tasmania and TDLU is 
working with the state government to 
raise awareness of the importance of 
metadata. 

 After consultation with researchers, 
TDLU intends to publish metadata online 
like CHeReL.  

Queensland Health 

 Working on data quality items. 

National components 

AIHW SURE 

 More state registration authorities i.e. 
IHPA and NHPA. 

 Updating and enhancing METeOR. 

 Basic data source template needs more 
work.  

 Document more metadata for MBS and 
PBS. 

 SURE metadata prototype available first 
quarter of 2013. The prototype 
aggregates metadata from various 
sources, is searchable, browseable and 
automated. 

Structural barriers 

Participants identified structural barriers that exist in the current data linkage landscape 

which should be taken into consideration when developing the PHRN Metadata Framework. 

These issues have been categorised according to data linkage stakeholders i.e. researchers, 

PHRN and data custodians. 

Researchers 

 Competitive research environment: Researchers who have intimate knowledge of 

data collections and metadata may not want to share the information with other 

researchers. 

 Researchers’ expectations: The PHRN does not have the resources to fulfil the 

expectations of researchers. If complete data dictionaries were made available to 

researchers, researchers may expect that all data is available for access regardless of 

its sensitivity or data quality.  

 Researchers may bypass ‘talking’: The main benefit of a national aggregation of 

metadata is that researchers can be directed to one website rather than DLUs 

fielding lots of phone calls. Nevertheless, the website should be used as a ‘starting 

point’ and researchers need to still talk to client services teams.  
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 Changing needs of researchers: Research using linked data is dynamic and the 

metadata required by researchers is constantly changing. Researchers are always 

pushing the boundaries and discovering new data collections to be linked outside of 

the Master Linkage Key.  

 Misinterpretation of metadata: Often researchers do not read documentation and 

work ‘blindly’ with the data and make assumptions which may not be accurate. 

The PHRN 

 Metadata already exists within the PHRN: DLUs are already maintaining and 

publishing metadata. The PHRN Metadata Framework needs to build upon and 

integrate with (and not duplicate) existing developments. 

 The PHRN is still evolving: Researchers are frustrated that they can receive varying 

advice from DLUs. One explanation for this is that the PHRN processes are still 

evolving and this will be a challenge in keeping the information beyond metadata up-

to-date and relevant to researchers. 

 Metadata is often managed by data custodians and third parties who are outside the 

realm of the PHRN. 

 Pricing: There is a cost in the development and maintenance of metadata but PHRN 

project participants have not, to date, tried to recoup the costs of publishing 

metadata. 

 Governance of PHRN: The PHRN is a network and every project participant has their 

own policies and procedures, templates and formats. This will make the 

standardisation of metadata difficult to achieve.  

 PHRN has limited power: DLUs are limited to what they can implement given that 

most are located within a host organisation (i.e. Health Department). Most PHRN 

DLUs receive in-kind support from Health Departments (home of many data 

custodians) so they do not have much power to persuade data custodians to 

implement a ‘best practice model’ for metadata collection and publication. 

 Day-to-day responsibilities of PHRN project participants: The day-to-day activities of 

project participants often get in the way of metadata activities. Nevertheless some 

DLUs offer to help data custodians to assist with metadata but this is a time 

consuming task which takes the DLUs away from their core activities. 

Data custodians 

 Variation in the metadata generated by data custodians: Some data custodians 

generate a lot of metadata while others do not have the time or budget to generate 

and update metadata for their datasets.  

 Creating and updating metadata is resource and time intensive: Data custodians 

already have a heavy workload and are under a lot of pressure. 

 Personalities of data custodians: Data custodians change frequently and each 

custodian has different nuances which can impact on the management of metadata.  
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 Competing priorities of data custodians: Generally data custodians don’t prioritise 

metadata and DLUs have to work hard to get the metadata they currently publish. 

Additional funding for custodians may not prompt data custodians to generate more 

metadata or shift their priorities.  

 Data custodians’ sensitivities: Data custodians may not want all data collections 

advertised as available for linkage. This may risk stifling research if data collections 

ares not listed. Data custodians are sensitive about declaring high level metadata and 

may not want to disclose certain data if sensitive and/or poor quality. Data 

custodians may also not want to ‘out-host’ their metadata. 

 Getting data custodians on board: What’s the buy-in for data custodians? It is 

difficult to demonstrate how data custodians will benefit from the PHRN Metadata 

Framework. 

 Administrative data is collected and metadata is created for the Government’s 

operational purposes: There are sensitivities around updating the metadata and 

there is no commitment from government departments to maintain their metadata. 

Government Departments cannot see the benefit given that their view is that the 

data is collected for administrative purposes. Data custodians may be unfamiliar with 

research and researchers’ needs and may resist the public provision of detailed 

information about their collection. An attitudinal change is required for Government 

Departments to view metadata as an asset. 

 Avoid duplication of tasks: A dual metadata system with additional burden on data 

custodians and project participants should be avoided.  

Where to now? 

All participants agreed that a systematic way of managing and publishing metadata would 

be a valuable asset for researchers. Participants saw value in having a national aggregation 

of metadata and making it more accessible to researchers. There was limited support for the 

standardisation of metadata and some participants explained that they currently had 

limited resources available to support the development and maintenance of a metadata 

resource. 

Participants identified a number of key features which would be essential to the success of a 

national aggregation of metadata. 

Functionality 

 Direct researchers to where to find metadata and information beyond metadata.  

 Efficient, sustainable and readily searchable. 

 Automated process. 

 Incorporate a feedback loop with data custodians and researchers. 
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 The design would need to be flexible to capture intricacies of data collections across 

Australia/different jurisdictions. 

 One central location online that researchers interested in data linkage could visit. 

 Finding / developing a system that’s flexible enough to capture all the differences 

and still be able to present the similarities at a nationwide level, and meet the needs 

of a dynamic nature of data collection. 

Resources 

 Funding at a jurisdictional level for each project participant. Potentially a dedicated 

metadata coordinator for each project participant, preferably an analyst who could 

understand the metadata/data provided by data custodians. 

 Questions that remain unanswered include who will be responsible for the resource, 

who will update it and who will pay for it. 

 Need a part-sustaining model. 

Engagement 

 Need incentives for researchers and data custodians to contribute to metadata and 
to keep it up to date. 

 A culture change may also be required to enable data custodians to view researchers 

as clients, and understand the benefit of data linkage research and building national 

data linkage infrastructure. 

 Promotion/awareness/engagement with researchers would be required to promote 

the use of the national aggregation of metadata. 

Training 

There was general consensus amongst the participants that the type of training required by 

project participants, if any, will be dependent on the complexity of the metadata resource 

and the tasks to be performed. A few participants noted that a detailed user guide/manual 

would be useful and may be more appropriate than face-to-face training. Online tutorials 

were also put forward as another method to deliver training to users and developers. 

Further consultation 

A discussion arose with participants about possible further consultation with stakeholders. 

Participants identified the preferred method to approach data custodians in their 

jurisdiction. A few participants also suggested consulting with ANDS. 
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Concluding Remarks 

This report has documented the findings of the consultations with PHRN project participants 

about metadata to facilitate access and delivery of linkable data for the purposes of 

population based research via the PHRN infrastructure. The key finding of this report is that 

the PHRN project participants valued metadata and were supportive of a streamlined 

approach to the access and delivery of linkable data, including metadata. The majority of 

participants described how project participants work with data custodians to create and 

maintain metadata and many participants had future metadata plans. Nevertheless, 

participants were very clear that the management of metadata is the responsibility of data 

custodians and is not the core work of the PHRN project participants.  

The audit of PHRN project participants found that the most common platforms in which 

metadata is provided to researchers included data dictionaries (variable list and metadata), 

database table listings, user guides, and data quality statements. The most common 

technologies used to present metadata include MS Word, MS Excel and PDF.  

The report has highlighted that there are issues associated with the metadata currently 

available within the PHRN. Participants identified that some of the metadata is out of date, 

difficult to use, not available for all data collections, does not describe all variables, and 

provides poor access to current and historical versions. These findings were similar to those 

reported by researchers in the PHRN researcher consultations and in the published 

literature (Olfat et al., 2012).  

Participants also commented on the information beyond metadata which researchers were 

interested in being made available. These included the publication of custodian contact 

details, linked data application process and approximate timelines, processes/issues 

associated with linking data and data extraction, validation studies and a formal process for 

researchers to exchange ideas. Some of these initiatives received mixed responses and were 

contentious because of DLUs relationships with data custodians, the evolving nature of the 

PHRN infrastructure and processes, and project participants’ lack of resources. However, the 

majority of participants agreed that there was a need for more validation studies. 

The data linkage landscape has many stakeholders, i.e. researchers, PHRN project 

participants and data custodians, all of whom have competing needs and priorities. 

Stakeholders may not collectively view metadata for researchers as a high priority especially 

given that data custodians were characterised as being time and resource poor. It was 

agreed that an attitudinal change is required by data custodians and Government 

Departments to view metadata as an asset and researchers as its clients. 

This report concludes that a national standardised approach to metadata across the PHRN 

does not currently exist. The PHRN project participants are in favour of a systematic way of 
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managing and publishing metadata but there was limited support for the standardisation of 

metadata. The findings of this report and in particular the range of structural barriers 

identified by PHRN project participants should inform the development of the PHRN 

Metadata Framework. 
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Appendix 1: Metadata Audit – 2011  

Dataset Summary 

Jurisdiction Name of data set Custodian Date Range Comments 

NSW/ACT 45 and up study Dr Sonia Wutzke, Research Assets 

Director, The Sax Institute. Email: 

sonia.wutzke@saxinstitute.org.au 

Latest 

entries 

2009 

 

NSW/ACT ACT Admitted Patient Data Collection ACT Health Chief Executive Officer   

NSW/ACT ACT Birth Registrations Registrar, Births, Deaths and Marriages   

NSW/ACT ACT Cancer Registry ACT Chief Health Officer 1994-2006  

NSW/ACT ACT Death Registrations Registrar, Births, Deaths and Marriages   

NSW/ACT NSW Admitted Patient Data 

Collection 

Mr Allan Went A/Director, Demand 

and Performance Evaluation, Health 

System Performance Division, NSW 

Department of Health. Email: 

awent@doh.health.nsw.gov.au 

2000/01-

2007/08 

Includes all public hospitals 

and approx. 30% private 

hospitals. 

NSW/ACT NSW birth registrations Mr Greg Curry Registrar NSW Registry 

of Births, Deaths and Marriages 

1994-2008  

NSW/ACT NSW Central Cancer Registry Ms Narelle Grayson, Manager, Central 

Cancer Registry, Cancer Institute NSW. 

Email: 

1994-2007  
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Jurisdiction Name of data set Custodian Date Range Comments 

narelle.grayson@cancerinstitute.org.au 

NSW/ACT NSW death registrations Mr Greg Curry Registrar NSW Registry 

of Births, Deaths and Marriages 

1994-2009  

NSW/ACT NSW Emergency Department Data 

Collection 

Mr Allan Went A/Director, Demand 

and Performance Evaluation, Health 

System Performance Division, NSW 

Department of Health. Email: 

awent@doh.health.nsw.gov.au 

1996-2009 MLK has data from 1 

January 2005 - December 

2009 

NSW/ACT NSW Midwives Data Collection Dr Lee Taylor Manager, Surveillance 

Methods Centre for Epidemiology and 

Research NSW Department of Health. 

Email: ltayl@doh.health.nsw.gov.au 

1994-2007 Babies name = "Baby of 

Mother's Surname" 

QLD Queensland Hospital Admitted 

Patient Data Collection 

Statistical Output & Library Services 

Unit. Ph: 61 7 3234-1875. Fax: 61 

73234-0254. Email: 

hlthstat@health.qld.gov.au 

1995/96-

2008/09 

Baby/mum records are not 

uniquely linked in this 

collection. Names for 

private/free-standing day 

surgeries and PDC only 

available since July 2007 

QLD Queensland Perinatal Data Collection Statistical Output & Library Services 

Unit. Ph: 61 7 3234-1875. Fax: 61 

73234-0254. Email: 

hlthstat@health.qld.gov.au 

1987/88-

2008/09 

No baby names, indigenous 

status of baby not captured. 

Most fields only related to 

mother's record. Names for 
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Jurisdiction Name of data set Custodian Date Range Comments 

private/free-standing day 

surgeries and PDC only 

available since July 2007 

QLD Registrar General – Birth notification Statistical Output & Library Services 

Unit. Ph: 61 7 3234-1875. Fax: 61 

73234-0254. Email: 

hlthstat@health.qld.gov.au 

TBD Subject to final approval 

QLD Registrar General – Birth registration Statistical Output & Library Services 

Unit. Ph: 61 7 3234-1875. Fax: 61 

73234-0254. Email: 

hlthstat@health.qld.gov.au 

TBD Subject to final approval 

QLD Registrar General - Deaths Statistical Output & Library Services 

Unit. Ph: 61 7 3234-1875. Fax: 61 

73234-0254. Email: 

hlthstat@health.qld.gov.au 

1996-

current 

Subject to final approval. 

Well populated 1997 

onwards, some data 

available for 1996, very 

little available before 1996. 

SA/NT DECS school enrolments, Literacy and 

numeracy and other datasets 

Mr Ben Temperly 2004 - 2012  

 
 

SA/NT Families SA: Alternative Care; Care 

and Protection Orders; Child 

Protection 

Mr David Waterford 2000-2001  
2009-2010  

1991 - Present - approved 

for linkage 

SA/NT SA Cancer Registry Dr Ron Somers, Director, SA Health 1 January 2000-2009 inclusive - linked 
2010-2011 inclusive - 
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Jurisdiction Name of data set Custodian Date Range Comments 

Epidemiology Branch 

 

2000 

onwards 

received & awaiting linkage 

 

SA/NT SA Child, Youth and Women’s Health 

data 

Mrs Anne-Marie Hayes 

 

 

1 January 

1999 

onwards 

1999-2010 inclusive - 

LINKED  (1999-2005 cohort 

only) 

SA/NT SA Public Hospital Emergency 

Presentations 

Mr Paul Basso 

 

1 July 2003 

onwards 

2003/04 - 2011/12 financial 

years - LINKED 

SA/NT SA Public Hospital Separations Mr Paul Basso 1 July 2003 

onwards 

2001/02 – 2011/12 financial 

years - linked 

SA/NT SA Dental Service Dr Andrew Chartier  

 

 

1 January 

1994 

onwards 

1994 - June 2010 - LINKED 

(1999-2005 cohort only) 

SA/NT SA Registry of Births and Deaths SA Registrar of BDM 1 January 

1986 

onwards 

 

SA/NT SA Housing Mr Philip Fagen-Smidt  

 

 

To be 

negotiated 

1987 - current - Approved 

for linkage 

SA/NT State Electoral Roll Electoral Commission Ms Kay Mousley To be 

negotiated 

2012/13 financial year 

electoral roll - Awaiting 
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Jurisdiction Name of data set Custodian Date Range Comments 

linkage  

 

TAS Tasmanian Cancer Registry Secretary, DHHS 1978 to 

current 

 

TAS Death Registrations Registrar of Births, Deaths & Marriages at least 

1980 to 

current 

 

TAS Birth Registrations Registrar of Births, Deaths & Marriages at least 

1980 to 

current 

 

TAS Perinatal Collection Secretary, DHHS 1995 to 

current 

 

TAS Public Hospital Separations Secretary, DHHS 1990 to 

current 

 

VIC VAED Victorian Admitted Episodes 

Dataset 

Dr. Neil Powers 

(neil.powers@dhs.vic.gov.au) 

1July 1996 

on 

No full names and 

addresses 

VIC VEMD Victorian Emergency Minimum 

Dataset  

Dr. Neil Powers 

(neil.powers@dhs.vic.gov.au) 

1July 1999 

on 

No full names and 

addresses 

VIC ESIS Elective Surgery Information 

System 

Dr. Neil Powers 

(neil.powers@dhs.vic.gov.au) 

? No full names and 

addresses 

VIC Death registration  1July 1996 MOU to link with hospital 
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Jurisdiction Name of data set Custodian Date Range Comments 

on and ed data 

VIC Perinatal Dean Ward  No current MOU to link, 

special legislation 

VIC Cancer Registry Dr. Helen Farrugia  No agreement to link to 

admitted episodes or 

emergency data. Cancer 

registry links to death 

registrations. 

WA Birth registrations Mr Brett Burns, Registrar of Births, 

Deaths & Marriages 

1974-

current 

 

WA Cancer Registry Dr Tim Threlfall, Information 

Management & Reporting, Health 

Information Network 

1982-

current 

 

WA Emergency Presentations Ms Michele Russell, Information 

Management & Reporting, Health 

Information Network 

2001-

current 

 

WA Mental Health Contacts Mr Tom Pinder, Information 

Management & Reporting, Health 

Information Network 

1966-

current 

 

WA Midwives Notifications Mr Max Le, Information Management 

& Reporting, Health Information 

Network 

1980-

current 
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Jurisdiction Name of data set Custodian Date Range Comments 

WA Hospital Morbidity Dr Brooke Smith, Information 

Management & Reporting, Health 

Information Network 

1970-

current 

 

WA Death Registrations Mr Brett Burns, Registrar of Births, 

Deaths & Marriages 

1969-

current 

 

WA Electoral Roll Mr Warren Richardson, Manager 

Enrolment Group, WA Electoral 

Commission 

1988-

current 

 

NSW/ACT Metadata 

Name of Dataset Custodian Date Range Demographic Data Items Available 

45 and up study Dr Sonia Wutzke, Research Assets Director, The 

Sax Institute.  

Email: sonia.wutzke@saxinstitute.org.au 

Latest entries 

2009 

Given Name, Surname, Date of Birth, 

Sex, Street Address, Suburb, 

Postcode, Notification Date 

ACT Admitted Patient Data 

Collection 

ACT Health Chief Executive Officer   

ACT Birth Registrations Registrar, Births, Deaths and Marriages   

ACT Cancer Registry ACT Chief Health Officer 1994-2006 Given Name, Alternate Given Name, 

Surname, Alternate Surname, Date 

of Birth, Sex, Street Address, Suburb, 

Postcode, Country of Birth, Date of 
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Name of Dataset Custodian Date Range Demographic Data Items Available 

Death, Notification Date, Patient ID 

ACT Death Registrations Registrar, Births, Deaths and Marriages   

NSW Admitted Patient Data 

Collection 

Mr Allan Went A/Director, Demand and 

Performance Evaluation, Health System 

Performance Division, NSW Department of 

Health. Email: awent@doh.health.nsw.gov.au 

2000/01-

2007/08 

Includes all 

public 

hospitals and 

approximately 

30% private 

hospitals 

Given Name, Surname, Date of Birth, 

Sex, Street Address, Suburb, 

Postcode, Country of Birth, Date of 

Death, Admission Date, Separation 

Date. 

NSW birth registrations Mr Greg Curry Registrar NSW Registry of Births, 

Deaths and Marriages 

1994-2008 Given Name, Surname, Date of Birth, 

Sex, Street Address, Suburb, 

Postcode, Country of Birth, Plurality, 

Birth Order, Mother's Given Name, 

Mother's Surname 

NSW Central Cancer Registry Ms Narelle Grayson, Manager, Central Cancer 

Registry, Cancer Institute NSW. Email: 

narelle.grayson@cancerinstitute.org.au 

1994-2007 Given Name, Surname, Date of Birth, 

Alternate Given Name, Alternate 

Surname, Sex, Street Address, 

Suburb, Postcode, Country of Birth, 

Date of Death, Notification Date, 

Patient ID 

NSW death registrations Mr Greg Curry Registrar NSW Registry of Births, 1994-2009 Given Name, Surname, Date of Birth, 
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Name of Dataset Custodian Date Range Demographic Data Items Available 

Deaths and Marriages Sex, Street Address, Suburb, 

Postcode, Country of Birth, Date of 

Death 

NSW Midwives Data Collection Dr Lee Taylor, Manager, Surveillance Methods 

Centre for Epidemiology and Research NSW 

Department of Health. Email: 

ltayl@doh.health.nsw.gov.au 

1994-2007 Mother's Given Name. Mother's 

Surname, Mother's Date of Birth, 

Street Address, Suburb, Postcode, 

Country of Birth, Baby's Given 

Name, Baby's Surname, Baby's Date 

of Birth, Sex, Admission Date, 

Separation Date, Plurality, Birth 

Order. 

NSW Emergency Department 

Data Collection 

Mr Allan Went A/Director, Demand and 

Performance Evaluation, Health System 

Performance Division, NSW Department of 

Health. Email: awent@doh.health.nsw.gov.au 

July 1996 - 

December 

2009 
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QLD Metadata 

Name of Dataset Custodian Date Range Demographic Data Items Available 

Queensland Hospital Admitted 

Patient Data Collection 

Statistical Output & Library Services Unit. Ph: 61 

7 3234-1875. Fax: 61 73234-0254. Email: 

hlthstat@health.qld.gov.au 

1995/96-

2008/09 

Country of Birth, Date of Birth, Given 

Names, Indigenous Status, Marital 

Status, Mothers Given Name, 

Mothers Surname, Post Code, Sex, 

Street Address, Suburb, Surname 

Queensland Perinatal Data 

Collection 

Statistical Output & Library Services Unit. Ph: 61 

7 3234-1875. Fax: 61 73234-0254. Email: 

hlthstat@health.qld.gov.au 

1987/88-

2008/09 

Birth Order, Country of Birth, Date of 

Birth, Date of Death, Indigenous 

Status, Marital Status, Mothers 

Given Name, Mothers Surname, 

Plurality, Post Code, Sex, Street 

Address, Suburb. 

Registrar General – Birth 

notification 

Statistical Output & Library Services Unit. Ph: 61 

7 3234-1875. Fax: 61 73234-0254. Email: 

hlthstat@health.qld.gov.au 

TBD Birth Order, Date of Birth, 

Indigenous Status, Mothers Given 

Name, Mothers Surname, Plurality, 

Post Code, Sex, Street Address, 

Suburb. 

Registrar General – Birth 

registration 

Statistical Output & Library Services Unit. Ph: 61 

7 3234-1875. Fax: 61 73234-0254. Email: 

hlthstat@health.qld.gov.au 

TBD Birth Order, Date of Birth, Given 

Names, Indigenous Status, Mothers 

Given Name, Mothers Surname, 

Plurality, Post Code, Sex, Street 
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Name of Dataset Custodian Date Range Demographic Data Items Available 

Address, Suburb, Surname. 

Registrar General - Deaths Statistical Output & Library Services Unit. Ph: 61 

7 3234-1875. Fax: 61 73234-0254. Email: 

hlthstat@health.qld.gov.au 

1996-current Country of Birth, Date of Birth, Date 

of Death, Given Names, Indigenous 

Status, Marital Status, Post Code, 

Sex, Street Address, Suburb, 

Surname. 

SA/NT Metadata 

Name of Dataset Custodian Date Range Demographic Data Items Available 

Cancer Registry Dr Ron Somers January 2000-

current 

Alternate Given Names, Alternate 

Surname, Surname, Country of Birth, 

Date of Birth, Date of Death, Given 

Names, Indigenous Status, Post 

Code, Sex, Street Address, Suburb. 

Public Hospital Emergency 

Department Presentations 

Mr Paul Basso July 2003-

current 

Alternate Given Names, Alternate 

Surname, Surname , Country of 

Birth, Date of Birth, Given Names, 

Indigenous Status, Post Code, Sex, 

Street Address, Suburb 

Public Hospital Separations Mr Paul Basso July 2003- Alternate Given Names, Alternate 
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Name of Dataset Custodian Date Range Demographic Data Items Available 

current Surname, Surname, Country of Birth, 

Date of Birth, Given Names, 

Indigenous Status, Post Code, Sex, 

Street Address, Suburb. 

SA Dental Service Mr Andrew Chartier January 1994-

current 

Alternate Given Names, Alternate 

Surname, Date of Birth, Sex, Country 

of Birth, Street Address, Unique 

Record ID, Unique Person ID, 

Indigenous Status. 

TAS Metadata 

Name of Dataset Custodian Date Range Demographic Data Items Available 

Tasmanian Cancer Registry Secretary, DHHS 1978 to 

current 

Surname, Maiden name, Given 

Names, Alias Surname, Alias Given 

Names, Date of Birth (Flags denote 

incomplete dates), Sex, Street 

Address (Addresses at times of first 

and most recent contacts are 

stored), Suburb, Post Code, 

Notification Dates (Kept for all 

notifications), Country of Birth, 

Indigenous status, Date of Death. 

General comments (Notes on 
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Name of Dataset Custodian Date Range Demographic Data Items Available 

interstate or international 

movements and deaths are 

available) 

Death Registrations Registrar of Births, Deaths & Marriages At least 1980 

to current 

Surname, Given Names, Sex, Date of 

Birth, Street Address, Suburb, Post 

Code, Country of Birth, Indigenous 

Status, Marital Status, Date of 

Death. 

Birth Registrations Registrar of Births, Deaths & Marriages At least 1980 

to current 

Will be making formal request for 

supply of data 

Perinatal Collection Secretary, DHHS 1995 to 

current 

Baby Date of Birth, Mother 

Surname, Mother Given Names, Sex, 

Suburb, Post Code, Plurality, Birth 

Order, Birth Weight. 

Public Hospital Separations Secretary, DHHS 1990 to 

current 

Surname, Given Names, Sex, Date of 

Birth, Street Address, Suburb, Post 

Code, Country of Birth, Indigenous 

Status, Date of Admission, Date of 

Separation, Destination at 

Separation (General categories only, 

e.g. Nursing Home), Date of Death. 
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VIC Metadata 

Name of Dataset Custodian Date Range Demographic Data Items Available 

Death Registration  1 July 1996 -

current 

Address, Country of birth, Date of 

birth, Date of death, Name, Postal 

code. 

Perinatal - Baby Dean Ward  Date of Birth, Discharge status (can 

be useful - especially if they have 

died or been transferred to another 

hospital), Hospital code (of birth, but 

not hospital number as it only the 

mother's is recorded), Post code, 

Sex. 

Perinatal - Mother Dean Ward  Country of birth, Date of birth, 

Discharge status (can be useful - 

especially if they have died or been 

transferred to another hospital), 

Hospital code, Hospital record 

number, Marital status, Month and 

year of last pregnancy, Name, Post 

code, Previous pregnancy outcomes, 

Sex (all female). 

VAED Victorian Admitted 

Episodes Dataset 

Dr Neil Powers (neil.powers@dhs.vic.gov.au) 1 July 1996-

current 

Admission date, Country of birth, 

Date of birth, First 3 digits given 

name, Hospital code, Hospital record 
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number, Postal Code, Sex. 

VEMD:  Victorian Emergency 

Minimum Dataset 

Dr Neil Powers (neil.powers@dhs.vic.gov.au) 1July 1999 - 

current 

Country of birth, Date of Birth, ED 

visit date, First 3 digits given name, 

Hospital code, Hospital record 

number, Postal Code, Sex. 

ESIS: Elective Surgery 

Information System 

Dr Neil Powers (neil.powers@dhs.vic.gov.au) 2000-current Date of birth, Medicare number, 

First 3 digits given name, Hospital 

code, Hospital record number, 

Postal Code, Locality (suburb/town 

of residence), Sex, Indigenous status. 

WA Metadata 

Name of Dataset Custodian Date Range Demographic Data Items Available 

Birth registrations Mr Brett Burns, Registrar of Births, Deaths & 

Marriages 

1974-current Birth Order, Country of Birth, Date of 

Birth, Given Names, Marital Status, 

Mothers Given Name, Mothers 

Surname, Plurality, Post Code, Sex, 

Street Address, Suburb, Surname. 

Cancer Registry Dr Tim Threlfall, Information Management & 

Reporting, Health Information Network 

1982-current Date of Birth, Given Names, 

Indigenous Status, Post Code, Sex, 

Street Address, Suburb, Surname. 

Death Registrations Mr Brett Burns, Registrar of Births, Deaths & 

Marriages 

1969-current Country of Birth, Date of Birth, Given 

Names, Indigenous Status, Marital 
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Name of Dataset Custodian Date Range Demographic Data Items Available 

Status, Post Code, Sex, Street 

Address, Suburb, Surname. 

Electoral Roll Mr Warren Richardson, Manager Enrolment 

Group, WA Electoral Commission 

1988-current Date of Birth, Given Names, Post 

Code, Sex, Street Address, Suburb, 

Surname. 

Emergency Presentations Ms Michele Russell, Information Management & 

Reporting, Health Information Network  

2001-current Country of Birth, Date of Birth, Given 

Names, Indigenous Status, Marital 

Status, Post Code, Sex, Street 

Address, Suburb, Surname. 

Hospital Morbidity Dr Brooke Smith, Information Management & 

Reporting, Health Information Network 

1970-current Country of Birth, Date of Birth, Given 

Names, Indigenous Status, Marital 

Status, Post Code, Sex, Street 

Address, Suburb, Surname. 

Mental Health Contacts Mr Tom Pinder, Information Management & 

Reporting, Health Information Network 

1966-current Country of Birth, Date of Birth, Given 

Names, Indigenous Status, Marital 

Status, Post Code, Sex, Street 

Address, Suburb, Surname. 

Midwives Notifications Mr Max Le, Information Management & 

Reporting, Health Information Network 

1980-current Birth Order, Date of Birth, Given 

Names, Marital Status, Mothers 

Given Name, Mothers Surname, 

Plurality, Post Code, Sex, Street 

Address, Suburb, Surname. 
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Appendix 2: Metadata Audit – 2012 

This metadata audit was conducted in September and October 2012 in consultation with the PHRN project participants as part of the Cross-

Jurisdictional Client Services Report which was tabled at the October 2012 PHRN Management Council meeting in Adelaide. 

 WA NSW/ACT QLD VIC SA/NT AIHW 

Availability of 
metadata online 

WADLB website 
has metadata for 
a number of core 
datasets and 
variable lists. 

CHeReL website 
has details of core 
and external data 
sets. Metadata 
and variable lists 
for each core data 
collection are 
found on the Data 
Dictionaries 
webpage. 

Health LinQ 
website contains 
metadata for core 
datasets and data 
Variable Lists for 
Queensland 
Hospital Admitted 
Patient Data 
Collection and/or 
the Queensland 
Cancer Registry. 

QLD Health 
Website contains 
QLD Health Data 
Dictionary. 

To find metadata 
information  you 
need to click on 
‘Data dictionaries’ 
link on VDL 
website, which 
then takes you to 
the HOSdata 
website, and from 
there you click on 
the Health Data 
Standards and 
Systems website 
to access user 
manuals for VAED 
VEMD, ESIS and 
VINAH. 

The SANT 
DataLink website 
has a summary of 
existing datasets 
linked in the 
Master Linkage 
File. Details 
included in the 
summary are the 
name of the 
dataset, years 
range, name of 
data 
custodian/delegat
e, availability of 
data quality 
statement, 
availability of 
metadata, 
whether a 
supplementary 

Metadata 
available in 
METeOR including 
National Data 
Dictionaries and 
NMDS Data Set 
Specifications. 
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 WA NSW/ACT QLD VIC SA/NT AIHW 

data request form 
is required, and 
whether an 
additional 
confidentiality 
agreement is 
required.  

Frequency of 
updates 

Generally they 
don’t get updated 
– that is the 
responsibility of 
the data 
collections. 
However for the 
ones we manage, 
updates happen 
perhaps once a 
year? Not needed 
very often. 
Variable lists are 
changed much 
more often. 

Annually. Data custodians 
at Queensland 
Health do not 
publish metadata 
online so 
researchers must 
use existing 
manuals and 
discuss with 
HealthlinQ staff to 
determine 
variables 
available.   

Annually. Annually Regular 

Responsibility for 
collation/updating 

Data custodians 
and WADLB staff. 

Research Project 
Manager. 

N/A. Funding and 
Information Policy 
Branch of the 
Hospital and 

1.3 x Business 
Analysts.  

AIHW METeOR 
and Metadata 
Unit. 

http://www.health.vic.gov.au/divisions/hhsp/
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 WA NSW/ACT QLD VIC SA/NT AIHW 

Health Service 
Performance 
Division of the 
Victorian State 
Government, 
Department of 
Health. (See 
http://www.healt
h.vic.gov.au/hdss/
index.htm)  

Preparation of 
metadata about 
data extracts and 
provision to 
researchers 

The data 
collections usually 
provide some 
notes to WADLB 
with the 
extractions and 
this is either given 
directly to the 
researchers, or 
used to prepare 
the WADLB 
written 
‘information 
form’.  

The CHeReL 
provides a paper 
outlining the 
results of the 
linkage. Data 
custodians may 
choose to provide 
metadata on the 
extract to the 
researchers. 

RLG prepares a 
text explanation 
of what is being 
sent including 
caveats and data 
quality issues with 
datasets (e.g. 
incomplete 
records or years). 

Researchers 
provided with 
statement about 
linkage quality.  

Yes. Varies with 
project and 
availability of 
metadata. 

 

http://www.health.vic.gov.au/divisions/hhsp/
http://www.health.vic.gov.au/divisions/hhsp/
http://www.health.vic.gov.au/divisions/hhsp/
http://www.vic.gov.au/
http://www.health.vic.gov.au/
http://www.health.vic.gov.au/
http://www.health.vic.gov.au/hdss/index.htm
http://www.health.vic.gov.au/hdss/index.htm
http://www.health.vic.gov.au/hdss/index.htm
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Appendix 3: Information sheet and 
consultation questions 

PHRN Cross-Jurisdictional Client Services 

Development of Researcher Services for Users of Linked Data 

Metadata Resource 

Consultation Phase: PHRN Project Participants  

 

Background 

What is metadata? 

Metadata is often called ‘data about data’. A metadata resource contains descriptions of the 

content, quality, condition or other characteristics of data. In this project the term metadata 

is defined broadly and includes everything from simple descriptions of data being 

transferred around the PHRN network to detailed descriptions of data collections. 

Who collates and publishes metadata? 

Data collections are held by a range of organisations and the collation and publication of 

metadata is generally completed by individual data custodians. The nature and detail of the 

information and the frequency with which it is updated and made available to users varies 

significantly due to differences in resourcing and policy constraints. 

Who uses metadata? 

Metadata is used to discover resources, understand and share resources and manage 

resources. In the PHRN, data users (including researchers), data custodians and data linkers 

use metadata. 

Why develop an online national metadata resource? 

The Population Health Research Network (PHRN) is an Australian initiative responsible for 

building national data linkage infrastructure. A key objective for the PHRN is to build 

infrastructure which enables researchers to conduct nationally and internationally 

significant population-level research using linked data. To assist researchers to efficiently 

determine the availability and quality of linked or linkable data and its suitability for specific 

research purposes, the PHRN will make available an online national metadata resource that 
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describes existing metadata resources, as funded under the PHRN EIF-SSI Funding 

Agreement.  

The purpose of the proposed online national metadata resource will be to direct data users, 

especially researchers, to existing metadata concerned with a broad range of data 

collections across Australia that are available for linkage and that researchers may apply for 

access for approved projects.  

What are the anticipated benefits of the PHRN online national metadata resource?  

There are a number of benefits of metadata. The following points highlight the value of 

metadata: 

 Efficient resource discovery: Metadata assists data users’ knowledge and 

understanding of data collections. A metadata resource will enable researchers to go 

to a central point to find links to information on the content, quality, condition or 

other characteristics of data collections held across Australia. A metadata resource 

may reduce the amount of time data custodians liaise with researchers about the 

data collection through a reduction in general enquiries and an increase in directed 

inquiries. 

 Facilitates access: Metadata informs data users’ research questions, study 

design/protocol and their application for data. A metadata resource will enable 

researchers to efficiently determine the availability and quality of linked or linkable 

data and its suitability for specific research purposes from one central point. 

 Asset management: Metadata enables a data custodian to describe the content, 

quality, condition or other characteristics of their asset - the data collections in their 

custody.  

 Credibility: The credibility of the metadata refers to the confidence data users place 

in the quality of the data collection. A metadata resource may improve the credibility 

of data collections through increased visibility, transparency, and accountability of 

the data collections. 

 Data user engagement: A metadata resource may promote data user engagement 

with data collections. 

What work has been done by the PHRN Program Office? 

The PHRN has commenced work to develop an online national metadata resource. The 

PHRN to date has reviewed current client service practices in data linkage units, conducted 

preliminary consultations with client services staff in data linkage units and the SURE facility, 

developed a consultation paper regarding issues around cross-jurisdictional client services 

and consulted with researchers about current and future metadata requirements.  

What were the findings of the consultation with researchers? 
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The consultation was conducted with researchers with an interest or experience in data 

linkage between April and August 2012. The Consultation was conducted either via an 

online survey or face-to-face meetings to determine researchers’ needs and requirements 

for metadata and other information resources. Researchers were asked which items should 

be included in the metadata resource, which metadata sources researchers use/intend to 

use and the content, ease of use and accessibility of these sources, and other information 

resources required by researchers. A total of 98 researchers participated in the consultation, 

including 39 researchers who completed the PHRN linked data researcher survey and 59 

researchers who participated in nine face-to-face meetings held in the Australian Capital 

Territory, New South Wales, Queensland, South Australia, Tasmania and Western Australia. 

In summary, the consultation reported a number of key findings including: 

 Some unfamiliarity amongst the research community as to the meaning of the term 

‘metadata’; 

 Researcher support for  an online national metadata resource which would provide 

descriptions of data collections available for cross jurisdictional data linkage in one 

place; 

 Identification of items to be included in an online national metadata resource; 

 Identification of metadata resources currently used by researchers or intended for 

future use. 

Researchers identified items to be included in an online national metadata resource. The 

PHRN Linked Data Researcher Survey, which was completed by 39 researchers, had the 

following responses: 

Question Percentage of 
researchers who 

thought they 
would find this 

information 
useful (“Yes”) 

Percentage of 
researchers who 

did not think 
they would find 
this information 

useful (“No”) 

Did not indicate 
a preference 

Which data collections are 
available 

100% (39) 0.0% (0) (0) 

Where the data collections are 
held 

94.8% (37) 2.6% (1) 2.6% (1) 

Custodian contact details 94.9% (37) 5.1% (2) (0) 

Legislation covering the 
collection, use and disclosure of 
each data collection 

86.8% (33) 13.2% (5) (0) 
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Question Percentage of 
researchers who 

thought they 
would find this 

information 
useful (“Yes”) 

Percentage of 
researchers who 

did not think 
they would find 
this information 

useful (“No”) 

Did not indicate 
a preference 

Approvals required for access to 
the data collections 

94.9% (37) 5.1% (2) (0) 

Quality of the data (including 
reliability, accuracy, 
completeness) 

94.9% (37) 5.1% (2) (0) 

Detailed descriptions of the 
variables in the data collections 
(including mode and method of 
collection, changes over time) 

94.9% (37) 5.1% (2) (0) 

Links to any validation studies of 
the data available 

92.3% (36) 7.7% (3) (0) 

Glossary of commonly used data 
linkage terms 

79.5% (31) 17.9% (7) 2.6% (1) 

Researcher forum for exchange 
of information/experiences with 
using specific data collections 

74.3% (29) 17.9% (7) 7.8% (3) 

 

These items were confirmed in the face-to-face consultations with researchers. Researchers 

also identified other metadata they believed would be useful including: 

 Advice and assistance with identification of ‘new’ (not previously linked) datasets 

and the approach of data custodians; 

 Geocoding information; 

 Links to Cochrane Review; 

 Metadata for Medicare Benefits Schedule (MBS)/Pharmaceutical Benefit Scheme 

(PBS) data collections; 

 Statements of ALL approvals required; 

 List of publication outputs/current and completed projects; 

 Data Linkage Units’ contact details; 

 Descriptions of the variables needed to include classifications and coding rules that 

affect the data, and potentially ways to access mapping tables; 

 Online access to Data Quality Statements. 
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An audit of the metadata resources currently used by researchers or intended for future use 

was conducted as part of the survey and consultation. The majority of researchers’ 

knowledge of available data collections was gained through their experience using data 

collections and having built and sustained a good rapport with data custodians. Metadata 

resources currently used by researchers included (in no particular order): 

 Data dictionaries; 

 Statistical Application for Population Health Research and Intelligence (SAPHARI) 

data repository; 

 METeOR (AIHW metadata repository); 

 National Coroners Information System and ICD10; 

 Manuals from Health Departments and ABS; 

 AIHW National Minimum Data Sets standards; 

 Metadata available on longitudinal studies such as Household, Income and Labour 

Dynamics in Australia (HILDA) Survey, Longitudinal Study of Australian Children 

(LSAC), RAINE study, 45 and Up Study; 

 Metadata collated by PHRN nodes including WA Data Linkage Branch, SA-NT Data 

Link and CHeReL. 

In addition, researchers identified concerns they held about some of the metadata that was 

currently publicly available: 

 Metadata was not regularly updated; 

 Metadata was not detailed enough; 

 Compilation and maintenance of detailed metadata is difficult; 

 Metadata quality and formatting is highly variable between custodians and agencies; 

 Custodians do not make all variables publicly available; 

 Lack of resourcing of data custodians to develop comprehensive metadata; 

 The potential of sharing of codes used in projects. 

Purpose of consultation with PHRN project participants  

The findings of the consultation with researchers have been the key driver in undertaking a 

second consultation phase with PHRN project participants. Given that the researcher 

consultation phase identified the items researchers would like to see included in an online 

national metadata resource, the PHRN Program Office will consult with PHRN project 

participants to: 

 Discover what metadata is currently available in the PHRN nodes who use the PHRN 

infrastructure;  

 Determine what tools and standards are currently used/planned for the management 

of metadata in Australia; 
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 Understand what would be helpful to the PHRN nodes in formulating linkage projects. 

Based on the consultations with researchers and PHRN project participants, as well as an 

environmental scan of available tools, software and standards for the management of 

metadata both in Australia and overseas, the PHRN Program Office will develop a 

framework for the collation of a comprehensive source of metadata for the PHRN. 

Consultation team 

Consultations will be conducted by Dr Natalie Wray, Coordinator Policy and Client Services. 

Dr Felicity Flack will be in attendance for all teleconferences. 

Consultation approach 

The consultation will be limited to PHRN project participants. Consultations with the PHRN 

project participants will be conducted between October and November 2012. It is 

anticipated that the consultation team will meet with representatives from every PHRN 

node, face-to-face when possible or via teleconference. A list of the potential participants is 

as follows: 

 Australian Institute of Health and Welfare 

 Centre for Data Linkage 

 Centre for Health Record Linkage (NSW/ACT) 

 Queensland Research Linkage Group 

 SA NT Datalink 

 Sax Institute 

 Tasmanian Data Linkage Unit 

 Victorian Data Linkages 

 WA Data Linkage Branch 

Based on the findings from the researcher consultations a range of questions have been 

formulated to put to the client services teams of the PHRN project participants as detailed 

below. 

Discussion questions  

Lists of discussion questions have been provided to facilitate the consultation and will form 

the basis for our discussion. Please refer to the Definitions list provided at Attachment 1 if 

you require an explanation of some of the terms used. 

Part A: What metadata is currently available in the PHRN nodes and with data custodians 

who use the PHRN infrastructure? What metadata tools and practices are used in the PHRN 

nodes? 
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1. What linked data collections are currently available in your node for researchers to 

access? Please consider what is publicly advertised as available/available on 

request/unavailable/other.  

2. What data collections are currently available in your node but are not linked? 

3. How would you feel about making the contact details for the custodian of your data 

collections publicly available? If you would feel uncomfortable, how would a 

researcher access this information? 

4. Do you provide information to researchers about the content, quality, condition or 

other characteristics of the data collections? If so, how is it provided? Is it publicly 

available?  

5. Do you provide detailed descriptions of variables for each data collection? If so, in 

what format? Is it publicly available? Please consider how this information is made 

available i.e. tools and practices such as data dictionaries, guidelines and other 

supporting documentation. 

6. Do you provide information about what approvals are required for access to data 

collections in your node? If so, how is it provided? 

7. What information do you share with researchers about the process/issues associated 

with linking data and data extraction? For example, whether clerical review is 

conducted. 

8. What standards, if any, are used by you or the relevant custodians to document the 

quality of the data collections? For example, ABS Data Quality Framework and the 

provision of data quality statements and quality assurance checks. 

9. Do you currently provide links to existing validation studies of data collections used 

for linked data research? These are publications and reports that provide 

information on the validity of data collections. 

10. Researchers have identified that they would like to contact other researchers who 

have used specific data collections for linked data studies in order to gather more 

detailed information about their accuracy and reliability. Do you currently provide 

these details and if not, do you think this is a feasible approach?  

11. Do you provide any kind of forum for researchers to exchange ideas? For example, a 

researcher wiki. If yes, has this been a successful exercise? If no, what would be the 

best way for researchers to exchange ideas?  

Part B: How is the metadata managed in the PHRN nodes? 
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1. Which roles have specific responsibilities for the management of metadata? Please 

consider the technical (describes the structure of metadata), operational (describes 

processes that transfer/transform data) and business (describes the definitional 

information to understand the data) responsibilities. 

2. What standards/guidelines/processes (governance) do you use to manage metadata 

and/or are you involved in? For example, existing national standards processes 

under the National Health Information Standards and Statistics Committee (NHISSC). 

3. When and how frequently do you update metadata? 

4. What technology assists you to manage metadata?  

5. What tools assist you to maintain the quality of metadata? For example, the ABS 

Data Quality Framework. 

6. What plans, if any, do you have for future metadata activities? Please include any 

activities which will improve access to data collections and/or quality of data 

collections. 

Part C: Are there any operational issues that you anticipate may arise? 

1. What is your view on developing an online national metadata resource being a tool 

to assist researchers to efficiently determine the availability and quality of linked or 

linkable data and its suitability for specific research purposes? 

2. What are some of the barriers that may arise in the development and provision of an 

online national metadata resource for researchers? 

3. Is there any training you feel is essential for your role or other parties involved with 

the PHRN in relation to using and maintaining an online national metadata resource?  

Thank you for agreeing to participate in the consultation process. We appreciate your input 

and look forward to working towards developing an online national metadata resource. 
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ATTACHMENT 1 

Definitions List 

ABS Data Quality Framework  A general framework to enable a comprehensive and multi-

dimensional assessment of the quality of a statistical dataset, 

product or release. 

Data dictionary: A reference of standardised, accepted terms and protocols 

used for data collections. 

Dataset A set of data that has been collected through a one-off 

research process, or a subset of data that has been assembled 

by extracting those records or parts of records from one or 

more data collection(s) that the researcher has permission to 

see. 

Data collection An ongoing collection of statutory and administrative data by 

governments. 

Data quality statements: The ABS’s Data Quality Statements can assist and encourage 

others to use your data and may assist while assessing your 

data's fitness for purpose. 

Data quality statement tool: The ABS’s Data Quality Statement Tool assists data users, data 

producers, data custodians, and data owners to communicate 

the key data quality issues in a Data Quality Statement, 

provides information about data quality to enable information 

use and re-use by the wider community, and assists people 

using statistical data to understand how the data can be used, 

and assess whether it can be used for the purpose they have in 

mind. 

Fitness for purpose: The suitability of data for the intended use, that is, the degree 

to which the statistical information meets the needs of the 

data. 

Metadata Includes everything from simple descriptions of data being 

transferred around the PHRN network to detailed descriptions 

of data collections. 

National minimum data sets A minimum set of data elements agreed for mandatory 

collection and reporting at a national level. 
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Quality assurance checks: A system or series of activities for ensuring the maintenance of 

proper standards especially periodic interrogation and 

sampling of the product. 

Validation studies: A report that discusses factors which compromise the quality 

of studies using linked data. 

Researcher wiki: A wiki is a website which allows its users to add, modify or 

delete information. A researcher wiki is a website which allows 

researchers to connect with other researchers and discuss 

issues and exchanges ideas. 

Sources:  

1. ABS, May 2009, Applying the ABS Data Quality Framework , accessed 27 August 

2012, 

<http://www.abs.gov.au/AUSSTATS/abs@.nsf/Latestproducts/1520.0Main%20Featu

res10May%202009?opendocument&tabname=Summary&prodno=1520.0&issue=M

ay%202009&num=&view=>. 

2. ABS, National Statistical Service (NSS) Quality Data Tool: Glossary of Terms, accessed 

12 September 2012, http://www.nss.gov.au/dataquality/glossary.jsp. 

3. PHRN, September 2011, PHRN Glossary, accessed 27 August 2012, 

<http://www.phrn.org.au/media/27174/phrn%20glossary.pdf>. 

4. AIHW, National Minimum Data Sets and Data Set Specifications, accessed 12 

September 2012, http://meteor.aihw.gov.au/content/index.phtml/itemId/344846. 

  

http://www.abs.gov.au/AUSSTATS/abs@.nsf/Latestproducts/1520.0Main%20Features10May%202009?opendocument&tabname=Summary&prodno=1520.0&issue=May%202009&num=&view
http://www.abs.gov.au/AUSSTATS/abs@.nsf/Latestproducts/1520.0Main%20Features10May%202009?opendocument&tabname=Summary&prodno=1520.0&issue=May%202009&num=&view
http://www.abs.gov.au/AUSSTATS/abs@.nsf/Latestproducts/1520.0Main%20Features10May%202009?opendocument&tabname=Summary&prodno=1520.0&issue=May%202009&num=&view
http://www.nss.gov.au/dataquality/glossary.jsp
http://www.phrn.org.au/media/27174/phrn%20glossary.pdf
http://meteor.aihw.gov.au/content/index.phtml/itemId/344846
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Appendix 4: Consultations dates and 
participants 

A total of 19 PHRN staff participated in the consultations. Below is a list of dates and 

attendees for each consultation. 

Date Node Type Participants 

11 October 2012 SAX Institute Teleconference Ms Jo Khoo 

Dr Tim Churches 

15 October 2012 TDLU Teleconference Mr Brian Stokes 

22 October 2012 AIHW Teleconference Dr Phil Anderson 

Mr Tenniel Guiver 

Ms Robyn Kingham-Edwards 

22 October 2012 WADLU Face-to-face Ms Alex Godfrey 

Ms Carol Garfield 

25 October 2012 SANT DataLink Face-to-face Mr Chris Radbone 

Ms Almond Sparrow 

Ms Stacy Vasquez 

1 November 2012 VDL Teleconference Ms Ying Chen 

9 November 2012 CHeReL Teleconference Ms Katie Irvine 

Dr Hilarie Tardif 

14 November 2012 CDL Face-to-face A/Prof James Boyd 

A/Prof Anna Ferrante 

14 and 21 June 2013 QLD Health Teleconference Dr Trisha Johnston 

Ms Sandra Martyn 

Ms Catherine Taylor 
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Appendix 5: Summary of routinely and 
commonly linked datasets by jurisdiction 

Below is a list of routinely and commonly linked datasets by jurisdictions. This information 

was gathered from PHRN project participants’ responses to Part A Questions 1 and 2. 

New South Wales/Australian Capital Territory 

Master Linkage 
datasets 

 Admitted Patient Data Collection (NSW) 

 Emergency Department Data Collection (NSW) 

 Perinatal Data Collection (NSW) 

 45 and up study (NSW) 

 Central Cancer Registry (NSW) 

 RBDM Death Registrations (NSW) 

 RBDM Birth Registrations (NSW) 

 Notifiable Conditions Information System (NSW) 

 Perinatal Death Review Database (NSW) 

 ABS Mortality Data (NSW) 

 ABS Perinatal Deaths (NSW) 

 Admitted Patient Collection – Canberra Hospital (ACT) 

 Emergency Department Information System – Canberra Hospital 
(ACT) 

 Cancer Registry (ACT) 

 ACT Perinatal Data Collection (ACT) 

One-off linkage 
(common 
datasets) 

 The Blue Mountains Eye Study 

 NSW Cancer, Lifestyle and Evaluation of Risk (CLEAR) study 

 Neonatal Intensive Care Units' Data Collection 

 NSW Register of Congenital Conditions 

 NSW Pap Test Register 

 The Hunter Community Study 

 Australian Longitudinal Study on Women's Health 

 Pharmaceutical Drugs of Addiction System 

http://www.cherel.org.au/external-datasets#section0
http://www.cherel.org.au/external-datasets#section1
http://www.cherel.org.au/external-datasets#section2
http://www.cherel.org.au/external-datasets#section3
http://www.cherel.org.au/external-datasets#section4
http://www.cherel.org.au/external-datasets#section5
http://www.cherel.org.au/external-datasets#section6
http://www.cherel.org.au/external-datasets#section7
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Available soon  NSW Mental Health Ambulatory Data (NSW) 

 

Queensland 

Master Linkage 
datasets 

 Queensland Hospital Admitted Patient Data Collection (01 July 
2003 to 30 June 2010) 

 Queensland Perinatal Data Collection 01 July 2003 to 30 June 2010) 

 Registrar General deaths 01 July 2003 to 30 June 2010) 

One-off linkage 
(common 
datasets) 

 Queensland Cancer Registry 

 Emergency Department Information System (EDIS)  

 Community Integrated Mental Health Application (CIMHA) 

Future plans  Queensland Ambulance Service (QAS) 

 

South Australia/Northern Territory 

Master Linkage 
datasets 

 SA Cancer Registry 

 SA Women's and Children's Health Network – Midwife’s Universal 
Contact 

 SA Women’s and Children’s Health Network – Family Home Visiting 
for Mothers and Infants at Risk 

 SA Women’s and Children’s Health Network – Mother’s Day 
Service 

 SA Women’s and Children’s Health Network – Universal Neonatal 
Hearing Screening Program 

 SA Women’s and Children’s Health Network – Childhood 
Immunisation Registry  

 SA Women’s and Children’s Health Network – “Blue Book”, Child 
Health Checks 

 SA Dental Service 

 SA Emergency Department Data Collection 

 SA Public Hospitals Inpatient  Separations 

 SA Public School Enrolments (Census) 

 SA Public School Students – Years 1 to 3 Reading Assessments 
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 SA Public School Students English as a Second Language Scale 

 NAPLAN 

 Families SA – Child Protection database 

 Families SA – Alternative Care Arrangements database 

 Families SA – Care and Protection Orders database 

 SA Births Registry 

 SA Deaths Registry  

 SA Perinatal Statistics Collection 

 SA Electoral Roll  

 SA Cervical Screening Program  

 Housing SA – Public Housing Program 

 Housing SA – Aboriginal Rental Housing Program 

 Housing SA – Student Housing Program 

 Housing SA – Disability Housing Program 

 Housing SA – Private Rental Assistance Program 

 Australian Early Development Index AEDI  

 NT Department of Health – Client Master Index Database 

 NT Department of Health – Midwifes Collection 

 NT Department of Health – Immunisation Registry 

 NT Deaths Registry 

 NT Births Registry  

 NT Department of Education and Training – School Enrolments  

 NT Department of Education and Training – School Attendance  

Under negotiation  SA Mental Health and Substance Abuse Client database 

 SA Drugs of Dependence Registry 

 SA Disability Services Client database 

 SA Private Pathology Services 

 SA Public Pathology Services 

 SA Childcare Management System Data  

 SA Courts Administration Authority database, Crimcase 

 SA Attorney General’s Department  - Office of Crime Statistics and 
Research database 
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 SA Department of Correctional Services – Custodian and Non-
custodial database 

 Australia and New Zealand Renal Dialysis and Transplant Register 

 

Tasmania 

Under negotiation Master Linkage Datasets. 

 

Victoria 

Master Linkage 
datasets 

Victorian Admitted Episodes Dataset (VAED) 

Victorian Emergency Minimum Dataset (VEMD) 

Elective Surgery Information System (ESIS) 

Victorian Death Index (VDI) 

Radiotherapy Minimum Dataset has been linked and VDL is now 
waiting for final approval from data custodians. 

 

Western Australia 

Master Linkage 
datasets 

‘Core’ Collections: linked routinely 

Birth Registrations  

Death Registrations  

Hospital Morbidity Data System  

Mental Health Information System  

Cancer Registry  

Midwives Notification System  

WA Electoral Roll  

Emergency Department Data Collection  

One-off linkage 
(common 
datasets) 

Aged Care Assessment Program 

Breastscreen WA 

Busselton Health Study 

Curriculum Council – WACE 

Dept. Attorney General - Courts 
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Dept. Child Protection  

Dept. Corrective Services- Adult justice  

Dept. Corrective Services- Juvenile justice  

Disability Services Commission Group 

Dept. Education - Attendance & Suspension 

Dept. Education – WALNA 

Dept. Education – NAPLAN 

Drug & Alcohol Office 

Health & Wellbeing Surveillance System 

Home & Community Care  

IDEA data base (intellectual disability)  

Insurance Commission of WA  

Main Roads WA (Crash) 

Monitoring of Drugs of Dependence System 

PathWest 

Raine Study 

St John Ambulance 

Trauma Registries 

Reproductive Technology Register 

Silver Chain Nursing Association 

WA Notifiable Infectious Disease Database 

WA Register of Developmental Anomalies (Formerly Birth Defects 
Registry & Cerebral Palsy Register) 

 

The AIHW (Commonwealth) does not hold routinely or commonly linked datasets at this 

stage. They do have datasets available for researchers to access. These include: 

 National Minimum Data Set (NMDS): A NMDS is a minimum set of data elements agreed 
for mandatory collection and reporting at a national level (i.e. Health sector NMDs, 
Community Services sector NMDs, Homelessness and Housing Services sector NMDSs 
and Early Childhood NMDS). 

 Dataset specifications: Metadata sets that are not mandated for collection but are 
recommended as best practice. 

 Non-mandatory datasets. 
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