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IN T R O D U C T IO N
There have been tremendous 

advancements arising from the Human 
Genome Project involving the mapping 
and sequencing of the entire human 
genome.1 As a result of these advance
ments, the capacity for ‘genetic testing’ 
has increased and will inevitably accel
erate further in the future as the costs of 
tests fall. There are, undoubtedly, 
tremendous advantages flowing from 
the use of genetic tests and the initiation 
of wider genetic screening programs,

including the potential to put in 
place preventative strategies to 
reduce the risk of disease, the 
tailoring of drug treatments, 
and the possibility of gene ther
apy. There are, however, also 
attendant risks, such as the 
impact upon individuals of 
unwanted genetic information 
and the potential for discrimi

nation by third parties on the basis of a 
persons genetic make-up. This paper 
seeks to explore the emerging phenom
enon of genetic discrimination, examin
ing the use that can presently be made 
of genetic test information by third par
ties, such as insurers and employers, 
with a view to determining whether reg
ulation is necessary. The growing level 
of concern about these issues is reflect
ed in the fact that there is currently a 
major national inquiry being ►
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undertaken jointly by the Australian 
Law Reform Commission (ALRC) and 
the Australian Health Ethics Committee 
of the National Health and Medical 
Research Council into the Protection of 
Human Genetic Information.2

G E N E T IC  T E S T IN G
Genetic testing essentially involves 

analysis of an individual’s DNA (from 
blood, saliva etc) with a view to testing 
for inherited conditions or predisposi
tion to genetically related disease. The 
focus of this paper is on predictive genet
ic testing in respect of individuals who 
are asymptomatic and who may never 
develop the condition in question.

Many people are of the view that 
genetic information is special, even 
unique, and thereby distinguishable from 
other medical information. Genetic infor
mation certainly has some distinctive 
characteristics. It is personal and sensitive 
information. A person’s whole genetic 
profile, including their risk status in rela

tion to a range of conditions or disorders, 
can be determined from a single sample. 
Genetic information also has familial 
qualities, in that information collected 
about one individual can provide infor
mation about that person’s blood rela
tives. Genetic information is also special 
because of the impact that disclosure of 
this information to others may have for 
the individual about whom the informa
tion relates. This is particularly the case 
in view of the tendency to treat genetic 
information as if it were decisive or what 
is also referred to as ‘genetic determin
ism.’ In view of these unique characteris
tics and in a context where there is grow
ing attention to privacy protection, there 
are concerns about the use of genetic 
information particularly with develop
ments in information technology.

G E N E T IC  D ISCRIM IN ATIO N
‘Genetic discrimination’ is a newly- 

emerging phenomenon which can be 
defined as differential treatment of an

individual by a third party on the basis 
of genetic factors -  real, inferred or 
wrongly imputed. Discrimination can 
be positive or negative: the concern in 
relation to genetic discrimination relates 
to decisions adverse to the interests of 
the individuals involved. It is important 
to recognise, however, that this form of 
negative discrimination may be justified 
and lawful so care needs to be taken to 
avoid interpreting the term as synony
mous with illegality.

Instances of genetic discrimination 
have been documented overseas since 
the early 1990s3, particularly in the 
United States in the insurance context. 
Studies have indicated that genetic dis
crimination may occur as a result of 
misinterpretation and misunderstand
ing of genetic test information and that 
insurance companies do not always 
have specific actuarial data to support 
their rating decisions. As an extreme 
example, there have been instances of 
discrimination directed against healthy
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There have been no reported instances to 
date o f genetic discrimination pursued within 
the legal system ..

carriers of recessive genetic conditions 
who will never themselves develop the 
condition.4

There is now emerging evidence 
that genetic discrimination is also occur
ring in Australia. There was one early 
instance reported in 1998 involving dis
crimination in employment: a person at 
risk of Huntington’s disease had been 
given an ultimatum that they could only 
be employed if testing showed that they 
did not have the gene for this serious 
late onset condition. This person did 
not wish to undergo testing but follow
ing intervention by a Huntington’s dis
ease social worker, was nevertheless 
employed subject to certain conditions 
(reduced superannuation benefits if 
they developed the condition).5

Since that time, two further 
Australian-based studies have been 
undertaken.6 These studies, reported 
together in the Journal o f  Law and 
Medicine, have identified a total of 48 
cases of alleged genetic discrimination, 
primarily in the insurance and employ
ment contexts.7 All of these cases 
involved alleged discrimination against 
individuals who were in good health 
where the adverse treatment was 
believed to be a direct result of a genet
ic test showing predisposition to dis
ease. Genetic discrimination was report
ed with respect to genetic tests for a 
wide range of conditions including 
haemochromatosis, inherited predispo
sition to cancer (breast, bowel, 
melanoma), and neurological degenera
tive disorders such as Huntington’s dis
ease and early onset Alzheimer’s disease.

In the area of life insurance, which 
involved by far the majority of cases, 
discrimination was reported accessing a 
wide array of insurance packages and 
types following disclosure of a positive 
genetic test result. In some cases, it 
resulted in premiums being loaded 
when the individuals sought to increase 
their level of cover. In other instances, 
applications for increased cover were 
rejected. There were few outright rejec
tions, but notably, the majority of the 
respondents (29 out of 48, or 60 per 
cent) had reported taking out life and

income protection insurance prior to 
taking out the genetic test.

In the context of employment, a 
total of five cases of alleged genetic dis
crimination were reported. All of these 
cases had involved asymptomatic indi
viduals who had received positive gene 
tests for late-onset neurological condi
tions. Three of these cases involved per
sons who were already employees who 
were either demoted or had their posi
tion terminated. In a further two cases, 
it was reported that individuals had 
been required to undertake genetic test
ing as part of the employment selection 
process.

Notably, none of the individuals in 
this study who had complained of 
genetic discrimination reported chal
lenging the decision through existing 
legal avenues (primarily, anti-discrimi
nation tribunals), the majority stating 
that it was all too hard and stressful and, 
in some cases, it being reported that 
they did not know how to seek redress.

A number of conclusions can be 
drawn from the available data. These 
studies provide evidence supporting the 
conclusion that genetic discrimination is 
occurring in Australia although we can
not presently quantify the precise 
extent. Genetic discrimination can have 
significant implications for the individu
als affected, and the wider community, 
particularly as the fear of discrimination 
undermines public confidence in the 
use of genetic tests and thereby has ram
ifications for public health. There have 
been no reported instances to date of 
genetic discrimination pursued within 
the legal system although it is likely that 
some of these cases have involved 
unlawful discrimination,

A number of limitations of these

studies should also be noted. These 
studies are based on anonymous 
accounts: they are at best ‘alleged’ or 
‘reported’ cases of genetic discrimina
tion. Concerns have accordingly been 
expressed, particularly by the insurance 
industry, about reliance on unverified 
data. Moreover, in view of the limited 
information available, there is difficulty 
in establishing the legal status of the con
duct -  whether or not it was ‘justified’ 
discrimination and therefore lawful.

Steps are currently being taken to 
fill some of the gaps in current knowl
edge. A nation-wide empirical study 
funded by the Australian Research 
Council8 is being undertaken into the 
extent and nature of genetic discrimina
tion in Australia. This study, by an inter
disciplinary, research team9, seeks to go 
further than existing studies through its 
triangulated design -  exploring the situ
ation through the three key sectors: (1) 
consumers (those considered to be at 
risk as a result of a genetic test result or 
because of their family history); (2) 
insurers and employers (these being the 
third parties against which allegations of 
genetic discrimination have most fre
quently been made); and (3) the legal 
system to establish what, if any, cases 
have been pursued involving allegations 
of genetic discrimination.10

A further advancement this project 
makes on existing research is that with 
the permission of the complainant, indi
vidual allegations will be followed up 
with the relevant third party. This 
process of verification will hopefully 
elucidate factors associated with genetic 
discrimination from both consumer and 
third party perspectives allowing for 
objective assessment in relation to the 
legality of the conduct. This research ►
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complements the focus of the concur
rent national inquiry into the protection 
of human genetic information. This 
project will establish baseline data for 
ongoing assessment of the nature and 
extent of the problem, as well as for lon
gitudinal evaluation of the impact and 
effectiveness of any reforms which may 
be introduced.

U SE O F  G E N E T I C T E S T I N G  

IN T H E  C O N T E X T  O F  
IN S U R A N C E  
A N D  E M P L O Y M E N T

The Insurance Context
As a starting point, it is necessary to 

distinguish between different categories 
of insurance: between life insurance and 
related products (such as sickness and 
disability insurance) and health insur
ance. Health insurance is based on a 
community rated system which requires 
insurance to be offered on the same 
terms to everyone, with no risk assess
ment based on health status.11 For life 
insurance products, however, there is 
underwriting on the basis of the appli
cants health status, which would include 
information about genetic testing.

Insurers are entitled, under present 
laws, to have access to genetic test results 
and to take these into account for the 
purposes of underwriting for life and 
related forms of insurance. It is clear 
from the industry’s own data collection 
that this information comprises part of 
the risk assessment process (together 
with family history) and in some cases 
has resulted in individuals being denied 
cover or offered cover on non-standard 
terms.12 Contracts of insurance are con
tracts of the 'utmost good’ faith. This 
reflects the reality that the applicant for 
insurance is usually in a position to 
know more about his or her risk factors 
than the insurance company, and the law 
(now codified in the Insurance Contracts 
Act 1984 (Cth)) therefore imposes an 
obligation to make full disclosure of all 
information material to the insurers’ 
assessment of risk at the time of taking 
out insurance (or increasing level of 
cover) in order to ensure that there is

symmetry of information between the 
applicant and the insurer.13 Failure to 
make the required disclosure may result 
in the contract being invalidated.14

The important role that voluntary 
insurance plays in our society is reflect
ed in the fact that insurers are given an 
exemption from disability discrimina
tion under anti-discrimination legisla
tion. This exemption recognises that the 
whole notion of insurance is premised 
on treating individuals differently based 
on their health status, and that insurers 
routinely engage in conduct which 
would otherwise constitute unlawful 
discrimination.

The relevant Commonwealth legis
lation is the Disability Discrimination Act 
1992. This would apply to all insurers 
operating in Australia, except for those 
who conduct business solely within a 
state and therefore would come within 
the scope of the state and territory legis
lation. The term 'disability’ is defined 
broadly to cover not only present or 
future disability but also disability which 
is imputed to a person.15 Taken together, 
with the wide definition ol 'discrimina
tion' (less favourable treatment),16 this 
legislation would cover discrimination 
on the basis of genetic test information 
where that information discloses that the 
person may in the future develop a par
ticular genetic condition or disorder. The 
legislation is framed in such a way that 
prima facie, disability discrimination in 
insurance will be unlawful, and if chal
lenged, the onus lies on the insurer to 
affirmatively establish that the conduct 
comes within the insurance exemption.17 
The operation of the exemption is quali
fied by the requirement that insurers 
must be able to justify their decisions on 
the basis of actuarial or statistical data on 
which it is reasonable for the insurer to 
rely, or in the absence of such data, the 
discrimination is reasonable having 
regard to other relevant factors. The key 
provision is s 46 covering both discrimi
nation in the form of refusal to offer 
insurance or discrimination in respect of 
the terms or conditions on which insur
ance is offered.

The precise scope of the exemption

in the context of use of genetic test 
information is presently untested 
because there have been no cases alleg
ing genetic discrimination under federal 
or equivalent state and territory anti-dis
crimination tribunals.18 Note, however, 
the case of D and A Registered Life Insurer 
involving interpretation of the equiva
lent provision in the Sex Discrimination 
Act 1984 (Cth) which has highlighted 
the importance of there being actuarial 
or statistical data from a source on 
which it is reasonable for the insurer to 
rely. Of relevance in interpreting the 
exemption are the Human Rights and 
Equal Opportunity 'Disability Standards 
and Guidelines’ which seek to give some 
general guidance on the operation of the 
exemption.19

Real concerns have been raised 
about the extent and reliability of data in 
relation to the significance of genetic 
tests. The process of establishing rela
tionships between genetic test results 
and the economic costs of the risks 
identified is one which must be under
taken separately for each genetic condi
tion and it may take many years before 
an accurate picture emerges. 
Significantly, in the United Kingdom, 
these doubts about the actuarial rele
vance of existing data available to insur
ers has led to the imposition of a five- 
year moratorium on the use of genetic 
test information by insurers.

The Em ployment Context
Workplace genetic testing could 

take a number of forms: genetic moni
toring of employees for any acquired 
genetic mutations resulting from expo
sure to industrial hazards; ‘susceptibility 
screening’ of asymptomatic individuals 
to determine whether they are genetical
ly predisposed to develop occupational 
diseases due to exposure to workplace 
hazards; screening for conditions unre
lated to workplace hazards which may 
present a risk of harm to that individual 
or third parties; or more generally, 
screening for particular genes to identify 
'high risk’ individuals. These forms of 
testing/screening can be distinguished 
from existing forms of pre-employment
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health screening or screening undertak
en during employment (for example, 
drug and alcohol testing) because of its 
predictive and therefore largely specula
tive nature.

Employers may seek to obtain 
genetic information about their employ
ees or prospective employees by initiat
ing their own genetic testing, or inquir
ing about the health status of employ- 
ees/applicants including family history 
and genetic tests undertaken. Factors 
likely to be motivating employers in the 
use of genetic testing include concern 
for the health and safety of employees, 
co-workers and the public; concern 
about their legal duty of care and their 
potential liability to others; and there is 
also likely to be some economic incen
tive in being able to screen for workers 
who are ‘low risk’, having regard to the 
cost of sick leave payments, workers’ 
compensation insurance/payments, 
costs associated with replacing employ
ees etc. Although genetic testing can

clearly have valid occupational health 
and safety objectives, there are concerns 
that it will be used to exclude employ- 
ees/prospective employees from the 
workforce.

There appears to have been very lit
tle use to date of genetic information in 
Australian workplaces -  only a few 
accounts have emerged from published 
research into genetic discrimination.20 In 
contrast, in the United States, where 
employers are generally responsible for 
providing health insurance for their 
workers, workplace genetic testing is 
already in use as a screening mecha
nism.21 It is not surprising in that light 
that instances of alleged genetic discrim
ination by employers are now being liti
gated in the United States.22

There is presently no specific regu
lation of the use of genetic test informa
tion in the workplace other than the 
requirement that testing must be volun
tary and that employers must not dis
criminate against individuals on the

basis of disability (present, future or 
imputed). These requirements may be 
in conflict with occupational health and 
safety legislation which would usually 
prevail in these circumstances.23 There 
are some exemptions available to 
employers including those relating to 
‘material differentiation’24 and ‘inherent 
requirements’25, however, it is difficult to 
envisage circumstances where either of 
these exemptions would assist an 
employer who has discriminated against 
an asymptomatic person on the basis of 
their genetic status.

IS R E G U L A T IO N  N ECESSARY?
In both the insurance and employ

ment contexts there is a need to balance 
competing interests. In the case of insur
ers, there is a legitimate need to guard 
against the problem of ‘adverse selec
tion.’ Against this is the need to protect 
individuals from inappropriate use of 
genetic information, especially given the 
limited information presently available ►
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about the actuarial relevance of genetic 
test results. In the employment context, 
the potentially legitimate uses of genetic 
test information for occupational health 
and safety purposes need to be 
acknowledged, to help screen individu
als who may be susceptible to work
place hazards which cannot reasonably 
be removed, or who may, because of 
some genetic predisposition, pose a 
threat to fellow workers or the public at 
large. Clearly, however, there is plenty of 
scope for misuse of genetic test informa
tion by employers to further their own 
commercial interests at the expense of 
the interests of the employee/prospec- 
tive employee.

Because of the sensitive and person
al nature of this information, and the 
potential for it to be misused against the 
interests of applicants for insurance or 
employees/prospective employees, 
intervention to restrict the use that can 
be made of genetic test information by 
insurers and employers is justified. 
Space does not permit full delineation of 
what is recommended: this has been 
done elsewhere26; what is clear is that 
carefully targeted reforms are required 
which focus on eliminating ‘unfair’ or 
‘unjustified’ genetic discrimination. The 
national inquiry proposes some impor
tant advances in its discussion paper27 
particularly in the employment context. 
In the insurance context, the proposals 
are somewhat disappointing, leaving 
largely intact the right of insurers to use 
genetic information for underwriting 
purposes. The only significant qualifica
tion is that the proposed Human 
Genetics Commission of Australia 
would have responsibility for determin
ing which genetic tests could be used for 
underwriting purposes and insurers 
would only be permitted to use those 
which have been approved.

C O N C L U S I O N
To date, no cases have been report

ed in the Australian legal system involv
ing allegations of genetic discrimination 
in relation to the use of genetic test 
information. However, this should not 
give rise to complacency. Indications are

that there are some individuals who feel 
aggrieved about how their genetic infor
mation has been used by insurers and/or 
employers although they appear to have 
been reluctant to date to pursue avail
able legal remedies. It seems likely, in 
the light of the directions set out in the 
ALRC discussion paper, that reforms 
will be recommended to better protect 
the privacy and other interests individu
als have in their genetic information. In 
the meantime, it is helpful to heighten 
awareness about these issues and ensure 
that this information is not misinterpret
ed or misused, or where it is, that avail
able legal remedies are pursued on 
behalf of the individuals concerned. 03
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