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Austin Health and the University of Melbourne acknowledge the Traditional 
Owners of the land on which we meet today, the Wurundjeri people and all 
members of the Kulin nation. 

We would like to pay our respects to Elders past and present and extend that 
respect to other Aboriginal and Torres Strait Islander people who are here 
today.



Data is 
Generated 
Everywhere 
– in the 
petabytes

• Health is no exception
• How best to harness this information and 

transform into actionable knowledge?

• Domains of Practice and Influence/Control

• Administrative – local, state and federal

• Clinical – Audit, Financial, 

• Clinical Quality Registries – Professional 
Societies, ACSQHC, Jurisdictions

• Research – clinician led (+/- Grant funded), 
Academic, industry led
• Single site, multi site, multi jurisdictional, linked, 

unlinked



What is 
“VALUE”

• Value derives from the 
formative use of information to 
influence and innovate 
behaviours and therapies and 
evaluate the consequences of 
our actions and  change.

• The efficient creation, 
dissemination and use of 
information provides best 
value to the community
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What is “VALUE”: Perspective Statements for data custodians, researchers, & funders 
Data custodians, researchers, and funders have various expectations from the data market place, which is driven by their varying ideas for how 

to apply data for analytical research, nature of research undertaken,  and transformative changes it brings to health practice.

High quality patient focused data for 
system management, audit and research : 

faster, more efficient resulting in new 
knowledge, practice change, improved 

outcomes and increased efficiency

Data 
Custodians

Researchers

Funders

Consumers
Information used to provide better care for 

me and for the community.
Information enabling “Patient Choice”

Security and Privacy

High Quality, linked data – easy to find, appropriate 
governance and access

Security and Privacy
Least cost access

Data derived from Point of Care, extracted and 
managed in secure, modern “warehouse” for 

internal management and clinical use. 
Standards based, complete, ready for 

reporting, audit, research
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Complication: Problem statements for data custodians, researchers, & funders 

Data custodians, researchers, and funders have various expectations from the data market place, which is driven by their varying ideas for how 

to apply data for analytical research, nature of research undertaken,  and transformative changes it brings to health practice.

How do we ensure that researchers respect 
the confidentiality and privacy of the 

patients and that the research is conducted 
ethically and derives translational outcomes?

Is ease of access and ability to use the 
consolidated data on their analytic 

platform the top priority for us? Are we 
keen to see the outcomes of our research 

being implemented to change health 
practices?

Is knowing that higher quality research is 
being done faster resulting in practice 

change and improved outcomes our top 
priority?

Data 
Custodians

Researchers

Funders

Consumers

Is my biggest concern the level of trust in 
third party access to, and appropriate 

management of, my personal health data, 
or the knowledge that the investment will 

improve my health outcomes?



Where Does the Data Live?



AIHW



Public Health Research Network
Centre for 
Victorian Data 
Linkage
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CQR resources

Monash Dept Epidemiology and Preventive Medicine
Cancer & Blood Diseases, Cardiovascular Disease, ,Critical Care, Trauma & Perioperative 
Medicine, Development, Stem Cells & Regenerative Medicine, Infection, Inflammation & 
Immunity, Metabolism, Obesity & Men's Health, Neurosciences & Mental Health, Public 
Health & Health Systems Improvement, Women's, Children's & Reproductive Health
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POLAR



Other local Data Linkage 
/ GP systems

• Bio Grid :

• PATRON
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• Largest PBRN in Australia. - 140 practices, 2M patients
• Epidemiological research 
• Direct research agreement between participating practices and the University hospital 

networks.. 
• Translational research including trialling new care processes, interventions and clinical 

decision support tools like Future Health Today https://futurehealthtoday.com.au/. 

http://www.datafordecisions.com.au/

https://futurehealthtoday.com.au/
http://www.datafordecisions.com.au/


PRxMs collected via CRM Courtesy Alan Pritchard
Director EMR and ICT Services, Austin Health

Courtesy Ronald Ma, Clinical Costing Specialist, Austin Health

A very complicated 
Austin Health data 
“terroir”



International Data Models for Research

> 200 US AcuteHospitals

> EMR extracts to Common metadata 

repository

> Researcher Interface allows search 

criteria

> Platform queries metadata repositories 

to identify location and number of 

patients

> Researcher contacts data custodians 

for permission to contact patients or 

access to data



Possible Path through the Tower of Babel??

TRAKCare

PAS s

Clinical 
Quality
Registries

PRxMs

Consolidated Reports to 
Hospitals, Jurisdictions

? Consumers ?

H
o

sp
it

al
s

Single Site Outcome Research

Multicentre Outcome Research



OHDSI
www.ohdsi.org

OHDSI APAC conference
July 13-14, 2023

John Niland Scientia 
building (The Galleries) 
at 
UNSW 
Randwick Campus.



What is OMOP?

OMOP can be used for: 
• Independent institutional research that incorporates advanced analytic and prediction techniques 
• Research within a research network where research requests are delivered to partner institutions 
• Clinical decision support systems for patient-specific medical treatment 
• Pharmacovigilance for the active surveillance of drug safety 
• Multi-institutional research where  ‘validation’ analyses are rapidly conducted under the same conditions using tools 

such as ATLAS

The concept behind the OMOP approach:
• Transform data contained within a unique repository (database) into a common format (data model)
• Enable a common representation of terminologies, vocabularies, and coding schemes through harmonisation
• Perform systematic analyses using a library of standard analytic routines using a common format

The Observational Medical Outcomes Partnership Common Data Model (OMOP-CDM) 

‘is a standard data schema that uses standardised terms’ 

to enable the systematic analysis of multiple distinct observational databases  

What is ATLAS?
ATLAS is a web-based search and navigation tool that enables the filtering of data within the OMOP platform.
Once data in OMOP is captured by ATLAS, the tool schematically represents the cohort with tables, graphs, sunburst charts.

OHDSI. (2021). "Observational Health Data Sciences and Informatics “ retrieved 01/07/2022 from https://www.ohdsi.org/data-standardization/the-common-data-model/

https://www.ohdsi.org/data-standardization/the-common-data-model/


What about OHDSI OMOP makes it different ?

Open Source
Strong international User Community
Repository of Tools to Share
Extensible – NLP, ML

Rapid Response to new Health Threats
Standing Infrastructure
Strong Research Community
Sharable Resources 



OMOP 
Transformations 
underway

• ARDC Funded 

• CERNER sites

• Queensland Health

• University of NSW 
hospital affiliates

• Austin Health

• Western Health

• Independently Funded

• Parkville Precinct 
(EPIC)

• Patron GP



Matters of Importance - OMOP Patron Data Governance

. DATA GOVERNANCE

Patron OMOP data may only be utilised for projects approved by the 
Patron Data Governance Committee.

Re-use of the same OMOP dataset for a new project requires new 
ethics and Patron Data Governance Committee approvals.

Project scope is shaped by the limits placed on the project by the 
Patron Data Governance Committee.

CONSENT
Patron-OMOP practices need to provide consent for 

their practice data to be accessed for research 
purposes. Patron practices can change their consent 
options or withdraw their consent to participate at 

any time, without prejudice. 

Opt out
If a research project is deemed by an ethics 

committee to be of low risk to the individual -
consent is conventionally managed in an opt-out 

manner. 

Waiver of consent
It is not always possible to obtain patient consent. If 
certain criteria are met, waivers of consent  will be 
granted by an ethics committee. This is a common 

model for Patron-OMOP projects. 

Patron Data Governance Committee considerations include the:

• Nature of a prospective researchers IT system

• Quality of systems and protections used to safeguard data

• Nature of the research institution

• Research objectives, proposed uses, data disclosure, and 
commercial entity involvement

• Prior contraventions of privacy laws or data breaches

Boyle, D., L. Sanci, J. Emery, J. Gunn, J. S. Hocking, J.-A. Manski-Nankervis & R. Canaway. (2019). "Patron Data Governance Framework." https://medicine.unimelb.edu.au/__data/assets/pdf_file/0016/3020272/Governance-Framework.pdf.

https://medicine.unimelb.edu.au/__data/assets/pdf_file/0016/3020272/Governance-Framework.pdf


Data Governance – How Patron OMOP Anonymises Personally Identifiable Information

.



Compatibility with International Governance 
Standards

The Five Safes Framework

People
Safe People
Is the researcher appropriately trained and authorised to access and use the data?
[34]

Projects
Safe Projects
Is data used for an appropriate purpose that is valid and of public benefit ? [34]

Settings
Safe Settings
Does IT access and physical environment prevent unauthorised use? [34]

Data
Safe Data
Has appropriate and sufficient protection been applied to the data to avoid risk of
disclosure? [34]

Outputs
Safe Outputs
Are the statistical results non-disclosive? [34]

The FAIR Guiding Principles

F Findability

Metadata and data should be easily found by both humans and
computers through the assignment of globally unique and permanent
identifier to enable the automatic discovery of datasets and services
via machine learning [31, 32].

A Accessibility
Metadata and data should easily retrieved by authorised and
authenticated users via a standard communication protocol[31, 32] .

I Interoperabilty

Data from one data source can be integrated with data from other
sources so that it can be aggregated into a single, unified view, and
refers to the integration and exchange of applications, analysis,
storage, and workflow processing across different data sources[31,
32].

R Reusability

Metadata and data characteristics is specified in detail to enable
replication and or linkage in different settings. Reusability includes
the release of data usage licenses, provenance details, and disclosure
around community standards relevant to the domain [31, 32].

The CARE Principles

C
Collective
Benefit

Collective benefit include that where the wellbeing of Indigenous
Peoples’ rights and are of primary concern[33]

A Authority
Indigenous Peoples’ rights and interests in data about their peoples,
communities, cultures, and territories is part of reclaiming control of data
is clearly articulated[33]

R Researcher
Researchers have a responsibility to develop and nurture respectful
relationship with Indigenous Peoples’ from whom the data originate [33]

E Ethics
Minimise harm and maximise benefit for Indigenous Peoples, for justice
and future use [33]



Summary

Health data is ubiquitous but 
heavily siloed

Research and Innovation 
capacity and efficiency is 
constrained

Silos, data conformance, costs of 
“research readiness”, Privacy fears

Complexity and Commercial 
Designs of EMR vendor 
databases 

Cost, time, reproducibility

Adding Value

OHDSI OMOP CDM offers a 
real opportunity to simplify 
and streamline

Advantages for large scale, 
rapid implementation 
multicentre research


	Slide 1
	Slide 2
	Slide 3: Data is Generated Everywhere – in the petabytes
	Slide 4: What is “VALUE”
	Slide 5
	Slide 6
	Slide 7: Where Does the Data Live?
	Slide 8: AIHW
	Slide 9: Public Health Research Network
	Slide 10: CQR resources
	Slide 11: POLAR
	Slide 12: Other local Data Linkage / GP systems
	Slide 13: A very complicated Austin Health data “terroir”
	Slide 14: International Data Models for Research
	Slide 15: Possible Path through the Tower of Babel??
	Slide 16: OHDSI
	Slide 17: What is OMOP?
	Slide 18: What about OHDSI OMOP makes it different ?
	Slide 19: OMOP Transformations underway
	Slide 20:  Matters of Importance - OMOP Patron Data Governance
	Slide 21: Data Governance – How Patron OMOP Anonymises Personally Identifiable Information
	Slide 22: Compatibility with International Governance Standards
	Slide 23: Summary

