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Abstract

The expansion of genetic and genomic testing in clinical practice and research, and the growingmarket for direct-to-consumer genomic testing
has led to increased awareness about the impact of this form of testing on insurance. Genetic or genomic information can be requested by pro-
viders of mutually rated insurance products, who may then use it when setting premiums or determining eligibility for cover under a particular
product. Australian insurers are subject to relevant legislation and an industry led standard that was updated in 2019 to introduce a moratorium
on the use of genetic test results in life insurance underwriting for policies<AU$500K. TheHumanGenetics Society ofAustralasia has updated its
position statement on genetic testing and life insurance to account for these changes and to increase the scope of the statement to include a wider
range of personally-rated insurance products, such as life, critical care, and income protection products. Recommendations include that: pro-
viders of professional education involving genetics should include ethical, legal, and social aspects of insurance discrimination in their curricula;
the Australian Government take a more active role in regulating use of genetic information in personal insurance; that information obtained in
the course of a research project be excluded; insurers seek expert advice when making underwriting decisions regarding genetic testing; and
engagement between the insurance industry, regulators, and the genetics profession be improved.

Keywords: Genetic testing; genomics; insurance; discrimination; regulation; Australia

(Received 21 February 2023; accepted 21 February 2023; First Published online 25 May 2023)

Background

This position statement provides the stance of theHumanGenetics
Society of Australasia (HGSA) on the use of information obtained
from genetic or genomic testing in the underwriting process for
life, critical illness, and income protection insurance products
(referred to herein as personal insurance products). Relevant
definitions are as follows:

• Genetic testing involves testing single genes and may result in the
diagnosis of a genetic condition or provide information about
the chance of an asymptomatic person developing a genetic
condition in the future.

• Genomic testing involves testing multiple genes simultaneously
and can generate a large amount of data that needs to be inter-
preted by experts.

• Genetic information includes personal medical history informa-
tion, family medical history information, and the results of
individual or familial genetic or genomic tests.

• Genetic discrimination is ‘the differential treatment of asympto-
matic individuals or their relatives on the basis of their real or
assumed genetic characteristics’ (Otlowski et al., 2012, p. 433).

In this position statement, ‘genetic testing’ refers to both genetic
and genomic testing. Similarly, ‘genetic information’ refers to
information gained from genetic or genomic testing.

Genetic Testing

Genetic tests can be accessed through both publicly funded health-
care services and commercial providers. The latter may supply tests
without involving a health professional. Genetic test results may
have medical and/or social implications for the individual being
tested and their family members.

Current knowledge is used to interpret test findings. As knowl-
edge develops over time, interpretation can change, potentially
altering whether a finding is considered to be clinically significant
or not. All these factors can add complexity to underwriting
(discussed further below).

Personal Insurance Products

The provision of personal insurance products usually involves an
assessment of the applicant’s individual risk factors, including their
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family history and personal health status. This process is known as
‘underwriting’ and premiums are determined by the profile of that
individual (mutually rated). It is thought that less than 40% of
Australians hold personal life insurance products and less than
20% hold other personal insurance products (Canstar, 2016).
Other insurance products, such as private health insurance and
some forms of personal insurance provided by superannuation
funds, are community rated. This means that policyholders pay
the same premium regardless of their individual health status or
risk factors.

The Insurance Contracts Act 1984 (Cth) is relevant for all appli-
cants for personal insurance products. Recent changes to the Act
(in 2021) replaced the previous duty to disclose all matters known
to the applicant that are relevant to the insurer's decision, with a
new duty (for consumer contracts) to take reasonable care not
to make a misrepresentation (s20B). The intention of this change
was to shift the onus onto insurers to elicit the information they
need, rather than requiring applicants to guess what is important
to the insurer and volunteer all information which might be rel-
evant. This means that insurers must ask specific questions and
the applicant’s duty is limited to not making misrepresentations
in their answers.

Genetic Information and Insurance in Australia

In Australia, genetic information may impact an individual’s abil-
ity to obtain personal insurance products or increase the premium
paid. The request for, and use of, genetic information by insurers is
governed by legislation and an industry policy. The Disability
Discrimination Act 1992 (Cth) prevents discrimination based on
genetic status. However, there is a wide exemption under section
46, which means that insurers are exempt from the prohibition on
discrimination if they can substantiate an underwriting decision
with reasonable data. Note that an applicant’s family medical
history can also lead to an increase in premiums for personal insur-
ance products.

Australia’s Financial Services Council (FSC) has published
two voluntary industry standards: FSC Standard No. 11
Moratorium on Genetic Tests in Life Insurance (FSC, 2019) and
FSC Standard No. 16 Family History Policy (FSC, 2016). The for-
mer standard, introduced in June 2019, replaced the FSC Standard
No. 11 Genetic Testing Policy and from July 2023 will be extended
indefinitely (FSC, 2022). The Standard No. 16 Family History
Policy was updated in 2016. These standards are not binding
and do not apply to insurers who are not members of the FSC.
The key points of the 2019Moratorium (Standard 11) are summar-
ised in Box 1. Additional relevant points from Standard 16, not
addressed in Standard 11, include the fact that clear reasons for
underwriting decisions should be provided and, if an application
is rejected, alternative terms or products should be considered
for offer instead.

Genetic Information and Insurance in New Zealand

New Zealand residents do not have any legal protections against
genetic discrimination. Both health and life insurance companies
can request and use genetic test results in the underwriting process
(Tiller & Shelling, 2021). The FSC is the industry body for health
and life insurance companies in New Zealand but a corresponding
moratorium has yet to be introduced there.

The HGSA’s Position on Using Genetic Information
in Insurance

General Considerations

The usual aim of genetic testing is to obtain genetic information to
inform the health and wellbeing of the individual being tested, or
(in the context of research) to benefit the future health of the pop-
ulation. Genetic testing can also be undertaken to benefit another
family member, such as testing to clarify a diagnosis or determine
the significance of a gene change, known as a ‘genetic variant’, in
the other family member. Long-term benefits to individuals, their
families, the community, and insurers occur when genetic testing
and subsequent risk-reducing behaviours or interventions can
mitigate or ameliorate the consequences of inherited disorders.

While genetic testing may reveal an increase in an individual’s
risk of developing a genetic condition, it can also serve to reduce or
negate an individual’s risk compared to family history alone. This
occurs when testing shows that the individual has not inherited a
genetic variant present in other family members. Even if genetic
testing confirms an individual has inherited the familial genetic
variant, it will usually be impossible to predict accurately the
age of onset of the condition, its rate of progression, its severity,
life expectancy, or whether the person will ever develop the con-
dition. The onset or severity of symptoms of many genetic condi-
tions can also be avoided or mitigated by changing health or
lifestyle behaviors. Some individuals choose to undergo genetic
testing primarily for the benefit of other family members, electing
not to receive results themselves.

Genetic discrimination has occurred in Australia and remains a
significant concern for those seeking testing (Kanga-Parabia et al.,
2018; Keogh & Otlowski, 2013). Fears of insurance discrimination
should not prevent individuals from accessing clinically-indicated
genetic testing.

Recommendations

1. The HGSA is concerned that the 2019 FSC Moratorium on the
use of genetic test results is industry-led and not legally enforce-
able. TheHGSA notes that researchers are evaluating the imple-
mentation and adherence to theMoratorium (Tiller et al., 2021)
and requests that regulators and insurers do the same. This will
inform future long-term regulatory solutions.

2. The HGSA recommends that those developing curricula and
other professional education materials involving genetic testing
incorporate content relating to the ethical, legal, and policy con-
siderations associated with the use of genetic information in
assessments for personal insurance products.

3. The HGSA urges the Australian Federal Government to take a
more active role in regulating the use of genetic information in
insurance; for example, to ensure that any discrimination that
does occur adheres to the relevant provisions of the Disability
Discrimination Act 1992 (Cth). The wide exemption granted by
this Act should also be reconsidered.

4. The HGSA urges regulators and insurers not to require disclo-
sure of genetic testing undertaken as part of a research project.
Research studies are often exploratory, and findings may not be
validated or replicated. There is also evidence that fear of insur-
ance ramifications negatively impacts rates of research partici-
pation (Keogh et al., 2009), which may impede implementation
of genomics in the future.
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5. Until genetic information gleaned from research is excluded,
researchers and human research ethics committees should
ensure that the potential implications of research participation
for obtaining personal insurance products in the future are
clearly explained to participants.

6. If an individual chooses to undergo genetic testing and receives
a result that returns the individual to population-level risk then,
as per the Moratorium, this result should be used to negate
relevant family history information.

7. The HGSA advocates for close liaison between regulators, the
insurance industry, and the genetics profession to more
accurately interpret genetic information and consider its
implications for the overall health of individuals. This is par-
ticularly relevant, but not limited to, emerging testing types
such as polygenic scores, and the potential for risk-mitigating
interventions considering all genetic and genomic test
information.

8. The HGSA encourages insurers to continue to review actuarial
modelling of the impact of predictive genetic test results. The
HGSA wishes to promote trust and confidence between genetic
health professionals and insurers and encourages the industry
to seek statistical, molecular, and epidemiological information
from geneticists and bioinformaticians who have relevant
expertise. This will be increasingly relevant in the future as
genetic testing evolves to include predisposition to common
conditions in the general population.

The HGSA acknowledges the concern that genetic information
could potentially be used to engage in adverse selection against
insurance companies, that is, individuals at high risk being more
likely to purchase insurance products than those at low risk
(Vukcevic & Chen, 2017). However, the HGSA also notes that
there is limited evidence to support this claim (Newson et al.,
2017). Further, the HGSA asserts that the number of highly her-
itable conditions to which adverse selection can currently apply
is very small, with low population prevalence.

Counselling Considerations

An individual’s decision to undertake a genetic test should
include time to consider the implications of having the test. The
HGSA encourages all genetic health professionals to understand
the potential implications of genetic testing for individuals consid-
ering purchasing personal insurance products. Genetic health
professionals should raise the potential insurance implications of
genetic information with those seeking genetic testing when, in their
professional judgment, it is appropriate to do so (Centre for Genetics
Education, 2017). This may include (but is not limited to):

1. For individuals with a family history of a genetic condition,
family history alone is likely to impact an application for per-
sonal insurance products.

2. Genetic testing can either confirm an individual’s family history
or return the individual to population-level risk.

3. For individuals with no family history of a genetic condition,
there is a possibility that testing may reveal a previously
unknown genetic variant, which may impact any applications
for personal insurance products.

4. Individuals have an obligation to disclose genetic test results to
insurers when applying for life insurance products, if the terms
of the policy exceed the Moratorium thresholds.

Companies based in Australia offering genetic testing directly to
consumers should also ensure that potential insurance implica-
tions, such as those outlined above, are clearly explained to
consumers as part of the information provided with the test.
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