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What is a Registry?

 Clinical Registries

 Clinical Quality Registry

 Device Registry

 Rare disease Registry

 Data utilisation for 

multiple causes

 Distinguishing 

characteristics

 Breadth (rather than 

depth) of data

 Standardised data 

collection

 High degree of clinician 

engagement



Clinical Quality Registries



Links between Registries and 

trials

 Registries an integral part of 

health system

 In Australia, considerable 

heterogeneity

 Large national organisation

 Smaller regional collections

 Ad-hoc “Registries”



Current state

 Between 40-60 Registries

 No registration process

 No accreditation process

 No audit process

 Based in hospitals, universities, MRIs

 Some large “Registry centres” 

 Many smaller registries relatively isolated

 Far greater diversity than CTNs



Groups involved

 Federal governments

 State/territory 
governments

 ACSQHC

 AIHW

 Hospitals / LHNs

 Professional 
organisations

 Individual Registries

 State

 National

 International

 Funders / insurers

 Research organisations



Future state?

 Patient reported and clinical outcomes data are 

part of the health system infrastructure

 Data collection robust and sustainable

 Fit for purpose data and information available 

to those who need it – patients, clinicians, 

providers, policy makers, funders - in a timely 

way.

 Requires some national framework



Structural requirements for 

future registry
 Demonstrable need

 Clinician & consumer & funder engagement

 Robust data collection

 Definitions / coding

 Database / IT

 Custodianship

 Analytical expertise

 Processes / policies



Won’t EMRs make them 

redundant?

 Possibly in some (limited and perfect) areas

 Challenges

 Scope

 Out of hospital treatment

 Out of hospital outcomes

 Multiple providers

 Standardised data / outcome collection

 Many relevant outcomes not collected in EMR



How do we get there?

 Requirements

 Policy

 Implementation, regulation

 Funding

 Advocacy

 Patience

 What is the ACTA role?



Current developments

 Safety & Quality Commission

 Strategic and Operating Principals

 Framework (2010, 2014)

 Priorities for Registry

 Cost effectiveness study

 National Strategy



Draft Strategy’s objectives

17 December, 2018 13

1. National CQRs are based on clinician/patient partnerships

2. National CQRs are quality assured, efficient, and cost 
effective

3. The potential value of national CQR data is maximised

4. National, prioritised CQRs are sustainably funded

Courtesy Emily Hurley, Australian Govt Dept of Health



What about MRFF?

 Emphasis on translation, innovation, technology



MRFF Strategy and Priorities

STRATEGIC PLATFORMS 2016-2018 PRIORITIES

STRATEGIC AND INTERNATIONAL 

HORIZONS

Antimicrobial resistance

International collaborative research

Disruptive technology

DATA AND INFRASTRUCTURE

Clinical quality registries

National data management study

MRFF infrastructure and evaluation

Communicable disease control

HEALTH SERVICES AND SYSTEMS

National Institute of Research

Building evidence in primary care

Behavioural economics application

Drug effectiveness and repurposing

CAPACITY AND COLLABORATION

National infrastructure sharing scheme

Industry exchange fellowships

Clinical researcher fellowships

TRIALS AND TRANSLATION

Clinical trial network

Public good demonstration trials

Targeted translation topics

COMMERCIALISATION
Research incubator hubs

Biomedical translation

• June 2018



What happened
Strategic Platforms 2016-2018 Priorities MRFF INITIATIVES*

Strategic and international 

horizons

Antimicrobial resistance Tackling Antimicrobial Resistance

International collaborative 

research
International Clinical Trial Collaboration

Disruptive technology
Frontiers in Health and Medical Research

Genomics Health Futures Mission

Data and infrastructure

Clinical quality registries
Captured in part under support for Clinical 

Trial Activity and Networks.

National data management 

study

Associated work will occur under the data 

and analytics stream of the Genomics 

Health Futures Mission and ongoing work 

by the Australian Digital Health Agency.

MRFF infrastructure and 

evaluation

Addressed outside of the MRFF with the 

Government’s commitment of $20 million 

over four years to support AMRAB 

activities and program oversight.

Communicable disease control Health Security Against Pandemic Risk

Health services and systems

National Institute of Research -

Building evidence in primary 

care

Keeping Australians out of Hospital

Maternal Health and the first 2,000 Days

Targeted Health System and Community 

Organisation Research

Behavioural economics 

application
Boosting Preventive Health Research

Drug effectiveness and 

repurposing

Captured in part under the intent of the 

Australian Brain Cancer Mission and 

Genomics Health Futures Mission.

Capacity and collaboration

National infrastructure sharing 

scheme

Potential reference to Government 

announcements around the National 

Research Infrastructure Roadmap.

Industry exchange fellowships
Industry Researcher Exchange and 

Training

Clinical researcher fellowships Next Generation Clinical Researchers



MRFF 2018-2020



Registries and trials

Observational 
registry

Embedded in clinical 
practice

Large population dataset
Low cost data collection

External validity

Randomized 
controlled trial

Internal validity
Causal inference

Registry-
randomized 

controlled trial

Combines internal 
validity with routine 

data-capture in clinical 
care



Future state - Challenging areas 

across Registries
 Access and linkage to national data

 National Death Index, Hospitalisation, PBS

 Outlier management

 Public reporting

 Integration with EMR (MyHR), avoiding duplication

 Cross jurisdictional (and national) management

 Ethics & privacy

 Transparency of funding



What is ACTA role?



Monday 11th February 2019
10am-4pm, SAHMRI

Registry-Randomised Trials Colloquium 
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