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Monitoring the genetic testing 

and life insurance moratorium in 

Australia: a national research 

project

Is the current genetics and insurance moratorium an effective long term regulatory 

solution for Australia?

Genetic discrimination in life insurance is a longstanding issue in Australia,1,2 and has 

been the subject of two government inquiries.3,4 The use of genetic test results in 

underwriting continues to be self-regulated by the life insurance industry.5 In 2019, 

following Parliamentary Joint Committee recommendations,4 the industry voluntarily 

introduced a moratorium restricting the use of genetic test results in life insurance 

underwriting for polices worth up to AU$500 000. Although the moratorium is an 

important step, concerns remain around the financial limits, public awareness, lack of 

government oversight and compliance monitoring. The impact and effectiveness of the 

moratorium needs evaluation to inform the planned 2022 review. A new research project 

has been funded by the Australian government’s Genomic Health Futures Mission to 

serve that important function.

Genomic testing has the potential to improve disease prevention and public health. For 

example, predictive testing of BRCA1/2 genes can identify women at high risk of 

developing breast and ovarian cancer, where risk can be mitigated through preventive 

surgery and/or screening. As genomic testing becomes more widespread, patients, general 

practitioners and other health professionals will increasingly be required to address issues 

related to privacy, data security, genetic discrimination and insurance.2,6

Although health insurance is community-rated in Australia and therefore not subject to 

genetic discrimination,1 the use of genetic test results in life insurance is allowed under 

the Disability Discrimination Act 1992 (Cth). This means that life insurance companies 

can legally refuse coverage or increase premiums based on genetic test results. A number 

of ethical, social and medical implications arise when genetic test results are permitted to 

be used in insurance underwriting, especially predictive testing in otherwise healthy 

people.1,7

Previous studies show that fear of insurance discrimination deters individuals from 

taking clinically indicated genetic tests and participating in genetic research.1 In a study 

where predictive genetic testing for Lynch syndrome (which causes an increased risk of 

colorectal and other cancers) was offered, the proportion of people who declined testing 

when informed of the insurance implications was more than double the proportion who 
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declined without knowledge of insurance implications.8 There are different concerns from 

the insurance industry perspective, including the possible actuarial implications of adding 

genomic information to risk models. Genomic test results can not only reveal risk 

(positive results), but also indicate reduced risk (negative results), potentially changing 

the dynamics of actuarial calculations. The notion of adverse selection, whereby 

individuals at high genetic risk may be more likely to take out insurance policies, is also 

raised by insurers.

It is critical for the optimisation of genomic medicine that individuals can make 

informed choices about genetic testing and research participation without fear of 

insurance implications. Further, moral implications regarding the use of genetic 

information for insurance underwriting extend beyond actuarial fairness to include 

consideration of public interests such as justice, beneficence, autonomy and public 

health.7 Several governments internationally have therefore banned or restricted the use 

of genetic test results in risk-rated insurance, including Canada, the United Kingdom and 

Europe, using various legal mechanisms.9

The National Health Genomics Policy Framework and Implementation Plan 2018–

20216 is a strategic policy of the Council of Australian Governments, which recognises 

the potential of genomics for public health while acknowledging the need for ethical 

mechanisms for its delivery. Developing a national approach to issues including genetic 

discrimination was listed as a strategic priority for action in the Framework and listed as 

the first short term national priority in the implementation plan,6 making it one of the 

most significant ethical, legal and social issues facing genomic medicine in Australia. 

However, debate remains regarding the most effective mechanism of regulation.

Following previous examination of these issues by the Australian Law Reform 

Commission and Australian Health Ethics Committee,3 a recent inquiry of the 

Parliamentary Joint Committee on Corporations and Financial Services into the life 

insurance industry considered the use of genetic test results in life insurance.4 The report 

expressed strong concerns about insurer access to genetic information and recommended 

that:

 a moratorium be implemented to “prohibit any life insurers from using the outcomes of 

predictive genetic tests at least in the medium term … as a matter of some urgency and 

[in] a form similar to the United Kingdom’s Moratorium”;4 

 the Financial Services Council (FSC), together with the Australian Genetic Non-

Discrimination Working Group (of which the authors are members), assess the 

consumer impact of a moratorium; and

 the federal government monitor the implementation of, and adherence to, such a 

moratorium, and if needed, implement legislation on the issue.

The Australian government has not yet responded to the Parliamentary Joint Committee 

recommendations. However, the FSC, Australia’s peak national body for life insurers, 

introduced an industry-led moratorium in July 2019. Under the moratorium, Australian 

consumers need no longer disclose their genetic test results when applying for policies up 

to $500 000 for death/total permanent disability, $200 000 for trauma/critical illness, and 
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$4000/month for income protection cover.10 The moratorium applies to all genetic test 

results, including research results and results obtained from internet-based direct-to-

consumer tests, which are increasingly resulting in clinical referrals.11

Above these financial limits (which are cumulative across multiple policies), life 

insurers can still ask for, and use, any existing genetic test result, which can lead to 

refused or delayed cover, exclusions or increased premiums. However, insurers must not 

require applicants to undergo a genetic test. Applicants can choose to disclose a 

favourable genetic test result (showing that an individual with a family history of a 

genetic condition does not have the familial genetic variant) to offset the effects on 

underwriting of an adverse family history. 

The FSC moratorium is a self-regulated industry standard which is not legally 

enforceable — insurance companies’ legal right to discriminate on the basis of genetic 

test results remains. By contrast, the UK moratorium (which commenced in 2001) is an 

agreement between the UK government and the Association of British Insurers. It applies 

to all life insurance policies without any financial limits, with only one exception for 

Huntington disease, a progressive, neurodegenerative genetic disorder. Predictive genetic 

test results for Huntington disease must be disclosed by individuals in the UK only when 

applying for cover worth over £500 000 (about AU$900 000).12 All other individuals can 

make informed decisions about whether to have genetic testing or participate in genomic 

research without concerns about insurance implications.

The FSC moratorium is an important step towards consumer protection, but concerns 

remain around its financial limits, interpretation of its terms, and lack of compliance 

monitoring. The FSC moratorium has no government or independent regulatory oversight, 

and as recommended by the Parliamentary Joint Committee, there is a critical need to 

monitor its implementation and effectiveness. The FSC will review the moratorium and 

its terms in 2022, to consider amendment and/or extension beyond its current 2024 end 

date.10 Currently, there are no mechanisms in place to collect independent evidence from 

different stakeholder perspectives to inform this review and the Australian government 

has not indicated any intention to do so directly. A new research project, funded by the 

first competitive round of the Genomic Health Futures Mission, part of the Australian 

Government’s Medical Research Future Fund,13 has now commenced to serve that critical 

function until 2023.

The A-GLIMMER (Australian Genetics and Life Insurance Moratorium: Monitoring 

the Effectiveness and Response) project brings together leading researchers, clinicians, 

patient groups, and policy experts in Australia to answer the question of whether the FSC 

moratorium is an adequate and effective long term regulatory solution for Australia. 

The project aims to address this question by collecting a range of quantitative and 

qualitative data after the implementation of the moratorium, from different stakeholders 

including consumers, health care professionals, researchers and the insurance industry. In 

some cases, the data collected will be directly comparable to similar data collected and 

published before the moratorium.14,15 The project has widespread support across the 

community. More than 20 project partners, including the FSC, and other supporting 
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bodies have provided written support and pledged resources towards the study. The 

project is endorsed by the Victorian Department of Health and Human Services, the 

Human Genetics Society of Australasia and Australian Genomics, a collaborative national 

network of clinical, research, academic and community organisations dedicated to 

implementation of genomics for health and the development of appropriate genomics 

policy.

A-GLIMMER’s overarching aim is to ensure sufficient evidence is collected in the 

coming years to inform government and the 2022 FSC review, to help determine the 

effectiveness of the FSC moratorium as a long term regulatory solution in Australia. See 

the Box for a summary of project aims. A-GLIMMER is divided into four work streams, 

which will collect data from consumers, health professionals, research studies and the 

insurance industry.

A final report will be compiled at the conclusion of the project, and will be provided to 

the federal government to assist with future policy decisions. Although the project will 

not conclude until 2023, its findings will help inform the proposed FSC review in 2022. 

Achieving an adequate policy solution to this issue in Australia is essential for ensuring 

optimal integration of genomics into Australian health care, engendering public trust and 

consumer participation in genomics, and paving the way to realise the many benefits of 

genomic medicine for Australia.
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[Box]

Aims of A-GLIMMER (Australian Genetics and Life Insurance Moratorium: 

Monitoring the Effectiveness and Response)

A-GLIMMER will:

 assess dissemination and awareness of the Financial Services Council moratorium 

following its implementation

 describe the impact of the moratorium on consumers, health care, research and financial 

services

 evaluate the effectiveness of the self-regulated Financial Services Council moratorium 

as a long term regulatory solution
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