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Overview

“* PHRN infrastructure

** Governance and management

*** Health and human services data/data linkage
« Stakeholder engagement

** Opportunities for collaboration




PHRN explained

+* PHRN is a national research infrastructure network
started in 2009

«* We work with federal, state and territory government
agencies and groups to link health and other human services

data (eg births, deaths, hospitals, cancer, education, justice)

“»* We provide safe access to integrated, unit record data
(NB. BIG data, not open data)

Australian government 46.6m

®

Other cash contributions 23.0m

In-kind contributions 45.5m




Organisation arrangements

** The University of Western Australia is lead agent
for PHRN

«* There is a PHRN NCRIS Funding Agreement between
Department of Education and Training and UWA

«* There is a Participant Agreements between UWA
and each PHRN partner

** NB. PHRN is not an incorporated entity
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Governance/management < ' PHRN=

’0

«* Initial PHRN governance via a Management
Council (Participant nominees plus
independent Chair)

g

** Moved to independent Advisory Board with
Participant Council in 2015

** Management via small Program “ l
Office at UWA




Health/human services data < PHRN=:

< Service funders, providers (and others) hold
decades of digital data, across many systems

** This is used for policy, planning, management
and research

** Datais generally fully identified (ie has name,
address, date of birth, sex)

«* These variables are used for data linkage
(not reliant on ‘person identifier’ numbers)




Data linkage: What and how ¥ PHRN:=:

NG

** Data linkage is a way to bring together records from
individuals, within and between different data
collections

®

* Linkage variables from each record are compared.
Records with variables that are deemed the same,
are considered to belong to the same person ﬁ

*

N/

** Linkage is done in privacy-preserving ways
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PHRN infrastructure &P PHRN=

Distributed network of facilities:

» Data linkage units in every state

» C’'wealth/C’'wealth-state data linkage unit at the
Aust Institute of Health and Welfare

» Online Application System

A\

Secure file transfer system e .

@ Comvinne
» Secure remote access data laboratory i




Key features of PHRN system <& 'PHRN:=

< Population-based data, including data from
Aboriginal and Torres Strait Islander peoples

«* Enduring data linkage, regularly updated

** Linked datasets created for projects that have
ethics and custodian approval

«+ Conditions apply




Example: HPV vaccination

Aim: To determine population-based
Human Papillomavirus (HPV) vaccine
effectiveness against cervical abnormalities

Method: Linkage of cervical cytology and
HPV vaccine register data (Vic; AIHW)

Results: 14,053 vaccinated and 24,871
unvaccinated women attended screening
between April 2007 and December 2011.
The HPV vaccination program significantly
reduced cervical abnormalities in
vaccinated women within five years of
implementation.

Gertig et al, BMC Medicine 2013 11:227

PHRN
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RESEARCH ARTICLE Open Access

Impact of a population-based HPV vaccination
program on cervical abnormalities: a data linkage
study

Dorota M Gertig", Julia ML Brotherton'?, Alison C Budd®, Kelly Drennan’, Genevieve Chappell
and A Marion Saville”

Gertig et al, BMC Medicine 2013, 11227
httpd /v diomedcentral com/1741-7015/11/227

Abstract

Background: Australia was one of the first countries to introduce a publicly funded national human papillomavirus
(HPV) vaccination program that commenced in April 2007, using the quadrivalent HPV vaccine targeting 12- to
13-year-old girls on an ongoing basis. Two-year catch-up programs were offered to 14- to 17- year-old girls in
schools and 18- to 26-year-old women in community-based settings. We present data from the school-based
program on population-level vaccine effectiveness against cervical abnormalities in Victoria, Australia.

Methods: Data for women age-efigible for the HPV vaccination program were linked betwaen the Victorian
Cenvical Cytology Registry and the National HPY Vaccination Program Register to create a cohort of screening
wornen who were either vaccinated or unvaccinated. Entry into the cohort was 1 April 2007 or at first Pap test for
women not already screening. Vaccine effectiveness (VE) and hazard ratios (HR) for cervical abnormalities by
vaccination status between 1 April 2007 and 31 December 2011 were calculated using proportional hazards
regression.

Results: The study included 14,085 unvaccinated and 24,871 vaccinated women attending screening who were
eligible for vaccination at school, 85.0% of whom had received three doses. Detection rates of histalogically
confirmed high-grade (HG) cervical abnormalities and high-grade cytology (HGC) were significantly lower for
vaccinated women (any dose) (HG 4.8 per 1,000 person-years, HGC 11.9 per 1,000 person-years) compared with
unvaccinated women (HG 64 per 1,000 person-years, HGC 15.3 per 1,000 person-years) HR 0.72 (95% C1 058 to
0.91) and HR 075 (95% CI 0.65 to 087), respectively. The HR for low-grade (LG} cytological abnormalities was 0.76
(95% C1 0.72 to 0.80). VE adjusted a priori for age at first screening, socioeconomic status and remoteness index,
for women who were completely vaccinated, was greatest for CIN3+/AIS at 47.5% (95% C1 227 to 644) and 36.4%
(95% C1 98 to 55.1) for women who received any dose of vaccine, and was negatively associated with age. For
women who received only one or wo doses of vaccine, HRs for HG histology were not significantly different from
1.0, although the number of outcomes was small.

Conclusion: A population-based HPY vaccination program in schools significantly reduced cenvical abnormalities
for vaccinated women within five years of implementation, with the greatest vaccine effectiveness observed for the
youngest women.
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Stakeholder engagement £ P PHRNE:

<+ Funders: Regular contact; plans/reports
« Participants: Regular meetings; forums; newsletters
«* Researchers: Forums; symposia; training; newsletters

¢ Consumers/community: Peak bodies; state
forums; websites with stories, resources;
representation




Opportunities #9 PHRNE:

»» Sharing of frameworks for lawful, ethical use of
sensitive data, including from Indigenous peoples

*» Use of PHRN infrastructure for linkage
and safe access to linked HAC data

*»* Wider use of HAC data to understand
Australia’s wicked problems eg social
determinants of health




Conclusion

» Australia has world-class data linkage infrastructure

* This is being used for important health and human
services research

** There are opportunities for PHRN/HAC groups to
expand the depth, breadth and use of linked data




More information

More about PHRN .....
www.phrn.org.au

merran.smith@uwa.edu.au




