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Background

Genetic testing offers great benefit for
the diagnosis of genetic conditions
and to identify and manage risk for
conditions such as familial breast
cancer. However, potential personal
insurance implications exist for some
patients who undergo genetic testing
in Australia. Currently, insurance
companies offering risk-rated products
such as life insurance can use genetic
test results to discriminate, which may
adversely affect applicants’ ability to
secure a policy. Many comparable
countries have banned or restricted life
insurers’ use of genetic results, while
Australia still permits it. However, the
industry proposes to introduce a
moratorium limiting the use of genetic
results for life insurance underwriting
in mid-2019.

Objective

This paper explores the implications of
genetic testing for risk-rated insurance
for the general practice workforce in
Australia.

Discussion

Advancements in technology and
decreasing costs have resulted in rapid
expansion in genetic/genomic testing,
which is set to become part of
mainstream healthcare. General
practitioners (GPs) in Australia will have
an increasingly significant part to play in
the expanded use of this testing, and it
is therefore important that GPs are
aware of these issues.
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GENETIC TESTING - which refers to testing
of single genes, one at a time - can be

of great benefit for diagnosis of genetic
conditions as well as for understanding
and managing risk for those with a family
history of conditions such as familial
breast cancer. With decreasing costs

and increased access, genetic testing is
also broadening to genomic testing - the
ability to test the entire genome, which
comprises all the DNA in an individual’s
cells. However, there are legal and ethical
implications arising, particularly with
predictive genetic testing - that is, testing
to ascertain whether a person has inherited
a gene variant (mutation) that predisposes
them to a genetic condition. An important
dimension of this relates to the implications
of genetic testing for risk-rated products
such as life insurance - specifically the

fact that a positive genetic test result may
adversely affect a person’s ability to secure
a policy. Importantly, this does not apply
to private health insurance in Australia,
which is not risk-rated (Box 1). As general
practitioners (GPs) in Australia will have an

Box 1. A note on private health
insurance

It is important to note that, in Australia,
private health insurance is not affected by
genetic test results - the Private Health
Insurance Act 2007 (Cwilth) prohibits
discrimination by health insurers, and
private health insurance is not underwritten.

increasingly important part to play in the
expanded rollout of genetic and genomic
testing, GPs interacting with patients who
may be considering genetic or genomic
testing must be aware of these issues.

Changing Australian landscape -
from genetics to mainstreaming
of genomics

In recent years, genetic testing has
advanced from single gene testing offered
in specialist services to increasingly
accessible genomic testing involving
massively parallel sequencing of exomes
or even whole genome sequencing. This
‘next generation sequencing’ generates
vast amounts of information that can

be difficult to interpret and presents
greater risk of misuse. Such testing is also
available ‘direct-to-consumer’ (DTC),
whereby consumers access testing online
and receive information directly, without
any counselling or clinical guidance

and variable quality control. They

may approach their GPs for assistance

in interpreting the results and the
implications.

These developments raise workforce
issues for health professionals, including
GPs, who require support to assist them
to provide best practice care to their
patients. GPs can currently request a
range of genetic/genomic tests,* and all
Australian states and territories have
specialist genetic risk assessment, testing
and counselling services. However,

© The Royal Australian College of General Practitioners 2019



GENETIC TESTING AND INSURANCE IN AUSTRALIA

FOCUS | CLINICAL

these services are becoming strained,
with the growing uptake of genomics
creating significant workforce challenges
nationally.?

The Australian National Health
Genomics Policy Framework 2018-2021,
which aims to integrate genomics into
national healthcare through significant
government investment, has identified a
role for the broader health workforce in the
delivery of clinical genomics. This signals a
clear expectation that issues generated by
genetic or genomic testing will increasingly
arise in general practice, and highlights
the importance of providing health
professionals with the resources to respond.

Significantly, risks and barriers
associated with these developments have
also been recognised by the Framework:?

While the application of genomic
knowledge to health care has the potential
to transform the health system, it also
presents risks to individuals and society,
particularly those related to privacy,
security and stovage of data, and the
potential for genomic discrimination.

These issues have been identified in the

Framework as a priority area for action.
Current gaps in GP training in

and understanding of genetics have

been acknowledged?®and may have

implications for patients - for example,

ensuring informed consent relies on GPs’

understanding of genetic testing and its

implications.*

Use of genetic test information in
underwriting insurance in Australia

Currently in Australia, life insurance
companies can legally require applicants
to disclose all genetic test results and use
this information in underwriting (risk
rating). This includes not only clinical
genetic testing undertaken by accredited
laboratories, but also genetic results
obtained through participation in research
and DTC testing, regardless of the fact that
these may not meet scientific and medical
requirements associated with clinical tests.
Life insurance contracts are subject to
a stringent duty of disclosure under the
Insurance Contracts Act 1984 (Cwlth); if
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itis established that relevant information
was withheld, the contract may later be
invalidated.

Life insurance products - including
cover for death, trauma and income
protection - are guaranteed renewable:
once a policy is secured, and providing
an individual continues to pay their
premiums, there is no requirement to
disclose any change of circumstances
(eg if they subsequently undertook genetic
testing and found out about predisposition
to a genetic disease). However, this only
applies to the insurance product initially
secured; fresh disclosure obligations apply
to any change or increase to the cover.
Therefore, patients must be made aware
during pre-test counselling of the potential
life insurance implications of obtaining
genetic test results. Patients may want to
consider securing their insurance needs
before undergoing genetic testing. This
is both legally and ethically defensible,
because the patient does not know more
than the life insurance company prior to
testing, and is required to disclose relevant
family history of disease in any event.

Note that sickness and accident
insurance products are annually
renewable, so any change in information
must be disclosed every year. Travel
insurance is also risk-rated, but a positive
predictive genetic test result in an
asymptomatic person should not have
an adverse effect.

Using predictive genetic test
information in insurance underwriting
essentially involves discriminating on
the basis of genetic status - the fact that
testing has indicated an individual is
predisposed to developing a condition in
future. This is currently allowed because
insurers have an exemption from the
broad discrimination protections in the
Disability Discrimination Act 1992 (Cwlth).
Under that Act, discrimination that would
otherwise be unlawful is justified if it
is based on actuarial or statistical data
on which it is reasonable to rely, having
regard to the matter of the data and other
relevant factors; or where no such actuarial
or statistical data are available and cannot
reasonably be obtained, the discrimination
is reasonable having regard to any other
relevant factors.

While it is the insurer’s responsibility to
show it has a valid basis for discrimination
under this exemption, in reality it is
difficult for an individual applicant to
challenge an adverse insurance decision.
In practice, insurers often do not give full
details of the reasons for their decision
to decline insurance, charge higher
premiums or impose non-standard
terms. Currently, the policy pertaining
to the use of genetic test results in life
insurance in Australia is developed by the
Financial Services Council (FSC), with
minimal or no government oversight. This
represents a conflicted model of industry
self-regulation, with limited transparency
to consumers. Further, there is currently
no easy cost-free process for individuals
to independently challenge adverse
underwriting decisions.

Given the lack of statistically robust
actuarial or statistical data for many genes
and genetic conditions, we query how
often discrimination on the basis of a
genetic test result can be legally justified
under this exemption. The concern is that
where a deterministic approach is taken to
genetics, genetic test information may be
credited with greater probative value than
it warrants, undermining the Disability
Discrimination Act consumer protections
because the discrimination goes beyond
what is justified.

Concerns with allowing insurers
access to genetic test information
for underwriting

A growing body of research shows

the occurrence of unlawful genetic
discrimination, whereby insurance
applications are declined or offered on
non-standard terms (eg loaded premiums,
exclusions applied) without adequate
justification or explanation provided to the
consumer.>”’ Cases include failure by the
life insurance company to take account of
preventive measures such as prophylactic
surgery, contrary to the industry’s own
guidelines.®® While cases of unlawful
discrimination are clearly concerning,
the very existence of such cases and

the potential for such discrimination

has created insurance fears that are
deterring the uptake of genetic testing and
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participation in medical research.®® These
fears are reinforced every time a person

is counselled in relation to predictive
genetic testing and the potential risks as
part of the informed consent process for
clinical testing or for genetic research
studies. This fear and the resulting
deterrence represents a real barrier

to the implementation of the goal of
mainstreaming genomics into healthcare.

The limitations of the status quo were
highlighted some years ago when the
Australian Law Reform Commission
recommended that only approved
genetic tests should be available for use
in life insurance underwriting, having
regard to their scientific reliability,
actuarial relevance and reasonableness.
Regrettably, this recommendation was
never implemented, as the government
entrusted its implementation to the life
insurance industry, without accountability.
This highlights limitations inherent
with a self-regulated industry, without
government oversight, as shown by
significant erosion of the consumer
protections in the current iteration of
the FSC genetic testing policy.*?

The stance currently taken in Australia
is in marked contrast to the position
taken by many comparable overseas
jurisdictions, which have recognised the
need for greater consumer protection.
This includes the UK, where a moratorium
on the use of genetic test information
has been in effect since 2001, many
European countries'® and more recently
Canada', which have legislated to prohibit
life insurers from using genetic test
information.

Calls for reform of the law in Australia
have been mounting, as reflected in the
Human Genetics Society of Australasia’s
most recent Position Statement on genetic
testing and personal insurance products
(February 2018) and through the
Australian Genetic Non-Discrimination
Working Group’s submission to the
Parliamentary Inquiry into the life
insurance industry.*® In its March 2018
report, that Inquiry recommended that a
moratorium be introduced in the use of
genetic test information for underwriting
in life insurance in Australia.'® The
problem of genetic discrimination was
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seen as likely to become even more
significant in the near future in light of
continual developments in the area of
genetics, as well as cost reductions.
Implementation of the Inquiry’s
recommendations will be essential for
reassuring patients and their families,
clinicians and research participants that
uptake of genetic or genomic testing
will not have negative implications
for future life insurance applications.
This is a critical step towards the goal
of mainstreaming genomics within
healthcare in order to realise its full
potential. In a positive development, the
Financial Services Council has announced
plans to introduce a moratorium limiting
the use by life insurers of genetic test
information commencing July 2019.
Any reforms will need to be augmented
by education and public awareness
campaigns, including information for
health professionals to optimally equip
them to perform their roles.

Implications for general practice

While the law requires that an applicant for
underwritten insurance disclose all genetic
test results (obtained clinically, through
research or DTC), GPs must be alert to the
insurance implications of genetic testing.
The National Health Genomics Policy

Framework:?

« emphasises that for genomic knowledge
to be integrated into the health system,
itis critical that the broader health
workforce develops an understanding
of the application of genomics to
healthcare

« recognises the limited workforce
training and education opportunities
currently available outside of the
specialist clinical genomics services to
ensure genomic literacy and capability
to deliver high-quality and safe clinical
genomiic services by the broader health
workforce

« acknowledges the potential for genetic
discrimination as a barrier to the
effective integration of genomics into
healthcare.

Given the fast-moving nature of genetics,

itis important that GPs and genetics

service providers (clinical geneticists,

genetics specialists and genetic
counsellors) develop strong relationships
to enable advice and facilitate appropriate
referral.’’

Research has found that many
Australian GPs do not feel confident in
providing advice or counselling about
genetic testing,'® particularly where
advice is sought about personal genomic
test results obtained from online DTC
companies.'” The National Health and
Medical Research Council (NHMRC) has
developed a guidance document for health
professionals regarding the limitations
and risks associated with DTC tests?® as
well as a consumer resource urging careful
consideration of the insurance and privacy
implications.?! It has been suggested
that GPs are well placed to help patients
understand the evidence base for DTC
genomic testing, including developing
healthy scepticism about extravagant
claims, and to ensure patients consider
life insurance implications of genetic
testing, especially if they are hoping to
change or apply for new disability or life
insurance policies.??

There is growing recognition of the
need to support GPs with more education
and training in this area, including a
recent call from the Australian Medical
Association in its submission to the
insurance Inquiry.?* There have been
ongoing efforts to address this need by
the NHMRC? and The Royal Australian
College of General Practitioners®* through
the development of resources for GPs
about genetic and genomic testing. The
Centre for Genetics Education has also
been proactive in providing resources,
including a Fact Sheet on life insurance
products and genetic testing in Australia.?

Conclusion

Given the increasing availability of
genetic testing outside of the clinical
context, it is important that GPs have
up-to-date knowledge and are equipped
to assist patients by being informed
about the availability of genetic tests and
information relevant for patients to take
into account. Currently, life insurers are
entitled to use genetic test information
for underwriting; however, there are
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now real prospects for change with the
moratorium proposed by the Financial
Services Council.
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