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ABSTRACT

Vast collections of electronic data are held by a variety of health organisations, including
government and non-government agencies, hospitals and universities. Data linkage
involves combining such data sets for secondary purposes such as population health
research. Data linkage currently occurs in Australia and is rapidly developing into a key
tool both for Government and researchers. There are considerable benefits to data
linkage, including the ability to conduct high quality research which may lead to
advances in clinical practice, the development of public health policy, the prevention of
disease, the conduct of public health surveillance. However, the associated ethical and
legal issues require analysis and consideration to determine the moral and legal
ramifications of such uses of data and so that indeterminate ethical and legal issues do
not restrict agencies’ and researchers’ ability to fully support a co-ordinated national
approach to data linkage. Lagging substantially behind recent developments in Australia
and internationally is knowledge and clarity about the public’s acceptance of data

linkage practices.

This thesis presents findings of a multi-phase project comprising a theoretical
component and two empirical studies. The theoretical component examines the ethical,
legal and social acceptability of data linkage (Phase 1), and two empirical components

(Phases 2 and 3) present the views of community members about data linkage.

In Phase 1 | argue that the non-consensual use of data is morally acceptable under
certain conditions. It is currently legally acceptable in Australia despite certain
impediments arising from the strict interpretation and complexity of Australian privacy
legislation, an issue which is currently being addressed through amendments to the

Australian Commonwealth privacy legislation.
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ABSTRACT

Phase 2 comprised in-depth face-to-face interviews to determine participant views in
relation to privacy and their preferred consent options in four hypothetical data linkage
scenarios. Phase 3 involved the administration of a questionnaire before and after a
citizens’ jury to gauge, amongst other issues, these citizens’ attitudes to health data
linkage and to determine whether the provision of detailed information about the data
linkage process, as well as the ethical and legal issues it raises, had an impact on

previously held views and perceptions.

Participants quickly acquired an understanding of data linkage. They generally
supported the non-consensual use of data provided that there were protection
mechanisms in place such as the removal of identifiable data. Most participants
believed that consent should be sought for data linkage projects if the linkage were
being conducted by researchers with fully identifiable data. Participants weighed up
opposing values such as the need for privacy against the potential benefits arising from
data linkage research using an informal moral reasoning framework. The wealth of

justifications for their decisions highlighted the participants’ values.

This research aims to contribute to the Australian and international literature at a time
when this method of combining data is being considered by researchers world-wide. In
addition, the findings will assist in discussions and activities in relation to the
development of the national data linkage framework, a key Australian Government

research target within the next five to ten years.
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A jowwney of a thousand mdles mudt begin with a single otep.

Lao Tzu [The Way of Lao-Tzu, 64]

In retrospect, | did travel a thousand miles to reach the point of commencing my
doctoral studies, and then another thousand to reach the point of writing this section.
Not by design, my education and professional career have followed a somewhat
unusual path. Each turn, however, has offered a new dimension thus helping to

integrate my current views within a multidisciplinary base.

Having obtained my teaching qualification, | spent many years teaching English as a
second language and then studied linguistics, this already appearing to be a backward
process. | felt that | discovered myself when, coincidentally, | fell into research ethics as
a researcher, and then obtained a Master of Bioethics while at the same time having

moved on and working as a professional in the area of research ethics.

Initially, my views on research ethics and the application of the law to research activities
were rigorous and unyielding, shaped in the culture of the institution where | first
encountered the discipline of ethics. Over time, however, as | developed more
experience in the area, and aided by both my studies in bioethics and later by teaching
medical ethics, | developed a more flexible and balanced approach to the tensions that
often exist between moral values and other important interests when trying to
determine the most ethically acceptable course of action. In addition, | began to better
recognise that the conduct of research within a legal framework is also often fraught

with tensions.

Coincidentally, once again, doctoral research became available in the already defined
research area of data linkage and vaccine safety surveillance. As much as | would like to

say that | had pondered the ethical, legal and social acceptability of data linkage long
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before realising my dream of conducting research in the area, | obviously cannot. What |
have pondered for many years, however, are issues of privacy, consent, research and
policy transparency, which includes uses of personal and health data, and the

application of the law in research and policy development.

My teaching background offers me the confidence that people with no prior knowledge
of an area can, and do, acquire an adequate understanding of the most complex areas
of human activity provided that the presentation of information is digestible, and that
they have some interest in understanding it. | dare speculate that we all have an
interest in data linkage, even if we are members of the general public, given that it

potentially involves the use of our very own personal and health data.

Before articulating the research problem, research questions, aims and objectives of
this research and the theoretical framework within which it was conducted, | present in
the introductory chapter a non-technical description® of what data linkage entails and
does not entail, aided by a diagrammatic representation of the process considered best-

practice due to its attention to privacy protections.

! Greater detail on the technical aspects and some benefits of data linkage are available in (1) presented
in Chapter 4. Chapter 4 comprises a legal paper published as part of the thesis and necessarily contains a
brief description of some key technical features of data linkage as well as benefits arising from such
activities. Hence, | felt that a non-technical description of the process was appropriate in the Introduction.
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