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Abstract

This paper outlines a major empirical study that is being undertaken by an interdisciplinary team into
genetic discrimination in Australia. The three-year study will examine the nature and extent of this
newly emerging phenomenon across the perspectives of consumers, third parties and the legal
system, and will analyse its social and legal dimensions. Although the project is confined to
Australia, it is expected that the outcomes will have significance for the wider research community
as this is the most substantial study of its kind to be undertaken to date into genetic discrimination.
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Introduction

A team of Australian researchers will be undertaking a nation-wide empirical study during the next
three years (2002-2004) into the newly emerging phenomenon of genetic discrimination. The study
aims to investigate the nature and extent of genetic discrimination in Australia across three key
perspectives: consumers, third parties (in particular insurers and employers), and the legal system.
Further, the study aims to examine the social and legal implications of genetic discrimination, with a
view to making recommendations for use in the Australian legal and policy context.

Reflecting the interdisciplinary nature of the study, the research team comprises Associate Professor
Margaret Otlowski, Faculty of Law, University of Tasmania, as team leader and Chief Investigator;
Dr Sandy Taylor, School of Social Work and Social Policy, University of Queensland as Chief
Investigator, and Dr Kristine Barlow-Stewart, Director, NSW Genetics Education Program as
Partner Investigator. Drs Sue Treloar and Mark Stranger are Senior Research Fellows with the
project. The study will also be supported by an 'Expert Reference Group' which will be available for
consultation and discussion throughout the project. This group is comprised of leading Australian
experts across a range of disciplines including law, sociology, ethics and clinical and laboratory
genetics as well as consumer and industry representatives. Further, Dr Paul Billings, a pioneer of
empirical research into the phenomenon of genetic discrimination in the United States (1), has
agreed to act as international consultant for the project. The study is being funded by the Australian
Research Council under its Discovery Grants scheme.

Background to the Study and the Limitations of Existing Australian Empirical Data

Reports of genetic discrimination have been documented in overseas jurisdictions since the early
1990s, including the United States(2) and the United Kingdom(3), but it is only in more recent years
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that evidence has been emerging that genetic discrimination is also occurring in Australia(4).
Following the first documented case study of genetic discrimination in Australia by Dr Sandy Taylor
in 1998(5), two further Australian-based studies undertaken by Dr Kristine Barlow Stewart and
David Keays have identified a total of 48 reported cases of genetic discrimination, primarily in the
insurance and employment contexts(6). As accounts of genetic discrimination in Australia have
come to light, interest in this newly emerging phenomenon, and concern about its implications for
individuals affected, have been increasing. This growing level of concern is highlighted in the
Australian Federal Government's decision to establish a major national inquiry to examine protection
of human genetic information, a strong focus of which is on genetic discrimination(7).

The wide-ranging consequences of genetic discrimination, both for the individual concerned and
society as a whole, have been outlined in a growing body of literature on the subject(8) and genetic
discrimination has been recognised internationally as a human rights issue which carries significant
social, legal and policy implications(9). Discrimination against individuals on the basis of genetic
factors has the potential to generate significant social, health and economic burdens for society as it
diminishes the opportunities of genetically at-risk individuals in a range of contexts (for example,
insurance, employment) and for some, may also impact upon potentially helpful engagement with
preventive genetic medicine. Whilst there appears to be a growing acceptance across a number of
jurisdictions, including Australia, that reform initiatives are required to tackle the problem of genetic
discrimination, there is less agreement about what form such reform measures should take. In
developing and later evaluating reform initiatives in this area, it is clearly an advantage to be able to
draw on reliable empirical data documenting the nature and extent of the problem.

While some empirical data is available to support the claim that genetic discrimination is occurring
in Australia, research undertaken to date has been limited, both in its scope and design. There has, as
yet, been no comprehensive and co-ordinated empirical research about the nature and extent of
genetic discrimination across Australia. More significantly, the studies undertaken to date rely
predominantly on unverified and, in many instances, anonymous accounts of individuals' subjective
impressions of whether they received inequitable treatment from third parties such as employers or
insurers. Although new initiatives are now being undertaken within the insurance industry in this
regard, there has also been a general absence of systematic documentation and research into current
third party policies and practices within the Australian context to date, by which responses to issues
associated with the genetic profiles of individuals are determined. Because of such limitations,
studies of genetic discrimination to date should be viewed with caution(10). Whilst they establish
that individuals may believe that that they have been discriminated against on the basis of genetic
factors, they leave little scope for objective assessment of the alleged discrimination: whether it was
without legal justification and therefore unlawful, or whether it may have been legally justified
pursuant to the exemptions that both insurers and employers have from disability discrimination(11).

Whilst the legal status of the conduct is a very important consideration (and therefore also the ability
in a given case to establish whether or not the discrimination was legally justified), from a social and
policy perspective, all forms of genetic discrimination are material, irrespective of whether or not
they are unlawful. Moreover, given the growing dissatisfaction with the present laws which permit
third parties to discriminate on genetic grounds in some circumstances, there are wider reform issues
which also must be addressed. For this reason, and reflecting the interdisciplinary nature of this
empirical research, the research project described here will extend beyond the focus of whether or
not genetic discrimination is unlawful.

Overview of the Project
This study seeks to address the gaps in the existing empirical data. It will be the first Australian
study to undertake nation-wide empirical research into the phenomenon of genetic discrimination.

The aims of this project will be pursued through a triangulated study design comprising three
discrete projects: research with consumers; with selected third party sectors, namely insurers and
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employers; and within the legal system. This comprehensive and integrated design, targeting not
only the consumers but also third party groups to explore the basis of decision-making in this area,
and analysing the mechanisms through which such cases have been determined, will provide key
knowledge about current Australian policy and practice with regard to this issue. Further, the project
makes an important advance on existing research by seeking to verify and elucidate consumer
experiences of genetic discrimination with relevant third parties, both on an individual basis with
explicit permission of voluntary respondents, as well as through the construction and analysis of case
studies.

Consumer Study

Comprehensive quantitative and qualitative data from consumers will be collected through focus
groups, in-depth interviews and a national survey. The research design is based upon criterion
sampling, with eligibility to participate based upon specified criteria related to established genetic
risk or family history of genetic disease; it is anticipated that total numbers of consumers
contributing data to the project across Australia will be approximately 2000. Recruitment of subjects
will be sought through open pathways to consumers (eg web based access), genetic support groups
and clinical genetic services. Qualitative data will be generated from in depth interviews and/or
focus groups to establish greater conceptual understanding of the definition, dimensions and
experiences of genetic discrimination from consumer perspectives. This initial research will also
inform the development of a national survey which will seek comprehensive information with regard
to types and extent of perceived discriminatory experiences and the circumstances in which these
have occurred, as well as perceived impacts, barriers to redress and outcomes for consumers.
Follow-up interviews with willing respondents may also be sought for clarification of questionnaire
data.

Third Party Study

Data collection for the third party research within the insurance and employment sectors will
principally be undertaken through a national survey. For the insurance sector, which is relatively
contained in terms of number of organisations (approximately 40 registered life insurance companies
and approximately 160 insurance companies within the general insurance industry), full population
data will be sought. In the employment sector, which is much larger and more diverse,
approximately 2000 employers will be surveyed nationally comprising a mix of small, medium and
large employers across the sector.

A combination of quantitative and qualitative data will be collected through the national surveys in
both the insurance and employment sectors. Data sought will include the frequency and
characteristics of cases to date which have had an explicit genetic component, the relevance of
genetic risk to deliberations and the processes through which such cases have been determined,
including details of data used to support the decisions made. In addition, data regarding policy,
practice and response to this issue across all levels of these sectors will be sought with a view to
determining the legal status of decision-making in this area in the light of the existing statutory
exemption from disability discrimination.

As much less is known about the position of employers on the use of genetic information, the peak
bodies representing the employment sector, both at the Commonwealth and state and territory level
will be surveyed to ascertain their policies, if any, in dealing with the use of genetic testing for
employment purposes and experiences with genetic risk as an issue in employment. Further, follow
up interviews (a total of 100) will be undertaken in the employment sector involving targeted
sampling along predetermined lines (having regard to size, geographical spread, type of industry etc)
in order to explore in greater depth, awareness of the uses of genetic information in the workplace
and attitudes to the use of such information.
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Legal System Study

Research into the consumer and third party sectors will be augmented by research into the Australian
legal system to identify and track any cases (whether or not pursued to final determination) involving
allegations of genetic discrimination. Relevant data to be sought from the legal system include
numbers of individual cases processed involving allegations of genetic discrimination and their
outcomes, as well as mechanisms and channels through which such cases have been presented and
determined.

Key bodies relevant to these data are state and territory agencies and tribunals responsible
respectively for the investigation and hearing of discrimination complaints, industrial tribunals at
Commonwealth, state and territory levels (for cases of alleged discrimination arising within an
existing employment relationship); as well as Commonwealth and state and territory Ombudsman.
Data will be collected using survey questionnaires, through analysis of files and where appropriate,
follow-up interview to more fully examine individual cases. The direct data collection from tribunals
will be supported by legal database searches as well as searches undertaken through other sources eg
employee peak bodies.

Integrated data analysis

A final stage of data analysis will involve the integration of the three perspectives into a
comprehensive overview of genetic discrimination in Australia and an analysis of the implications of
all findings for legal, social and policy contexts. The construction of a range of case studies
representing key features in the interaction between individuals, third parties and the legal system in
Australia will be one research outcome which will facilitate the presentation and dissemination of
findings.

Expected Outcomes

The anticipated outcomes from this research are numerous: the conceptual dimensions of genetic
discrimination will be explored across a range of consumer experiences and genetic risks and the
social contexts in which discrimination is reported by consumers will be documented; a profile of
frequency and characteristics of discrimination incidents will be collected as well as responses and
outcomes, perceived consequences and barriers to redress. From insurance and employment sectors,
a profile of the frequency and characteristics of genetics-related cases and/or issues will be produced
as well as features of current policy and practice in relation to the determination of cases in which
genetic risk has played a role. Finally, within the Australian legal framework, documentation and
analysis of all cases to date which have related to genetic discrimination, their outcomes and features
of legal mechanisms through which such cases have been processed, will be forthcoming. It is
anticipated that the data produced from this multifaceted investigation will assist in identifying areas
where legal or other reforms are required. In this regard, the study compliments the current national
inquiry into the protection of human genetic information referred to earlier. Further, this empirical
study will contribute significant baseline data for facilitating ongoing assessment of the nature and
extent of the problem, as well as for longitudinal evaluation of the impact and effectiveness of any
reforms which may be introduced in the future to address the issue.

Conclusion

Genetic discrimination is an emerging social issue of significance in Australia which will have
increasing relevance as the number of available genetic tests increases. These issues will require
informed social, legal and health policy responses in the foreseeable future and this research offers
substantial national benefit through increasing our understanding of the nature, dimensions and
contexts of genetic discrimination in Australia. It is also of significance internationally as it is the
most substantial empirical study of its kind to be undertaken to date into genetic discrimination.
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Through its triangulated design and integrated conceptual framework, this study promises new
insights into genetic discrimination: it will advance conceptual understanding of the phenomenon
and inform social policy and law making in human genetics.
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