
 

  Australian Genetics and Life 

Insurance Moratorium: 

Monitoring the Effectiveness 

and Response (A-GLIMMER) 



A-GLIMMER INTERIM STAKEHOLDER REPORT | AUGUST 5, 2022 

  

 

 

1 

 

 

Australian Genetics and Life Insurance Moratorium: 

Monitoring the Effectiveness and Response  

(A-GLIMMER)  

 

Interim Stakeholder Report  

 

5 August 2022 

 

 

Endorsed by 
 

 

Collaborators 
 

 
 

 

  
 

 

 

Patient/Consumer Groups 
 

  
 

 



A-GLIMMER INTERIM STAKEHOLDER REPORT | AUGUST 5, 2022 

  

 

 

2 

 

 

Executive Summary 
 

The field of genetics has great potential to improve medicine and public health, through enabling 

diagnosis, prevention and early treatment of disease. However, currently in Australia the life 

insurance industry is legally permitted to use genetic test results in underwriting, which can lead to 

discrimination. Insurance fears can also deter people from having potentially life-saving genetic 

testing and participating in genetic research. 

 

In 2018, a Joint Parliamentary Committee Inquiry into the Life Insurance Industry recommended that 

Australia urgently implement a Mortarium (or ban) on the use of genetic test results in life insurance 

underwriting, similar to the moratorium operating in the UK since 2001. In 2019, the life insurance 

industry body, the Financial Services Council (FSC), introduced a temporary moratorium (1 July 2019 

to 30 June 2024) requiring applicants to disclose genetic test results only for policies above certain 

financial limits. The FSC Moratorium is industry self-regulated, with no government oversight. 

 

To monitor the impact of the FSC Moratorium as a regulatory solution to genetic discrimination in 

Australian life insurance, the Commonwealth government funded the Australian Genetics and Life 

Insurance Moratorium: Monitoring the Effectiveness and Response (A-GLIMMER) Project from 2020-

2023. This independent project aims to gather evidence to assess the effectiveness of the FSC 

Moratorium, and report findings to government and other stakeholders. The project team has 

undertaken several research studies, including with health professionals, consumers, researchers, 

and financial advisors, to assess the impact of the FSC Moratorium from the perspective of those 

groups. 

 

As at the date of publication of this interim report, some of the A-GLIMMER research studies have 

been published in peer-reviewed journals. Others are underway but yet unpublished, and are 

presented here as preliminary findings.  At the conclusion of the A-GLIMMER project (in July 2023), 

all of the project’s final research findings will be synthesised into a Final Stakeholder Report. The final 

report will aim to inform the Commonwealth government’s assessment of the FSC Moratorium and 

consideration of further regulation, and make recommendations based on the findings.  

 

The following concerns are raised by the interim project findings, regarding the FSC’s Moratorium:  

• although the introduction of the current FSC Moratorium is seen as a positive step 

forward, there is uncertainty about whether it is achieving its intended goals, especially 

with regards to protecting consumers and enabling research participation;  

• the self-regulatory nature of the FSC Moratorium does not involve any government 

oversight;  

• the temporary time period of the FSC Moratorium causes uncertainty regarding the use of 

genetic test results obtained now, beyond the current end date (30 June 2024);  

• the FSC Moratorium’s financial limits (e.g. life insurance policies <$500K) do not align 
with current average mortgages and costs of living; and 

• there is poor awareness and knowledge about the FSC Moratorium among some 

stakeholders.  
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Several noteworthy research findings have emerged from the A-GLIMMER project thus far:  

• Among surveyed members of the general public, 86% (823/957) said the potential for life 

insurance companies to use results may or definitely would decrease their likelihood of 

having genetic testing. 80% (773/963) had the opinion that life insurers should not be 

allowed to use genetic results in underwriting, and 78% (741/945) had the opinion that the 

government should introduce legislation to regulate this issue. Only 22% (209/940) 

considered ≤$500,000 to be the appropriate financial cover limit in the FSC Moratorium 

[unpublished findings]. 

• Surveyed patients who had, or were eligible for, certain genetic tests continue to report 

difficulties obtaining life insurance cover post-FSC Moratorium. 82% (288/350) believe life 

insurers should not be allowed to use genetic test results in underwriting and 91% 

(333/367) agreed with a statement that the government should introduce legislation on 

this issue. 74%; (256/348) didn’t know whether life insurers are legally allowed to use 
genetic test results in underwriting; only 4% (14/350) believed this practice should be 

legal. Only 16% (54/341) felt ≤$500,000 was the appropriate financial limit [unpublished 

findings]. 

• There is a lack of awareness regarding the FSC Moratorium among financial advisors (8 

interviewed). Some indicated that the FSC Moratorium limits were inadequate given the 

average Australian salary and mortgage, and many commented on clients’ limited ability 
to seek recourse if an adverse decision was made [unpublished findings].  

• 88% (127/144) of surveyed health professionals (HPs) who discuss genetic testing with 

patients reported ongoing concerns about insurance discrimination post-FSC Moratorium. 

93% (139/149) thought the government should introduce legislation on this issue. Most 

HPs (86%; 142/166) were aware of the FSC Moratorium, but not all had good knowledge 

of its terms [published findings]. 

• 60% (36/60) of surveyed genetics researchers reported potential use of genetic results by 

insurers is a barrier to study recruitment, and 47% (25/53) said insurance concerns had 

been raised by research participants since the introduction of the FSC Moratorium. 

Researchers reported concerns about the uncertainty involved in the temporary nature of 

the FSC Moratorium. 85% (44/52) believed the government should introduce legislation to 

regulate insurer use of genetic results. 77% (40/52) believe the financial limits are too low 

[unpublished findings].   

 

Conclusion 

The interim A-GLIMMER Project findings suggest that from the perspective of varied stakeholder 

groups, the FSC Moratorium may not be an adequate, long-term regulatory solution for Australia, and 

may not meet the 2018 Joint Parliamentary Committee Inquiry recommendations.  
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Section A: Background 
 

1. Genetic Discrimination in Life Insurance 

The use of genetic test results in life insurance underwriting is an ethical and legal issue of 

international concern. Increasingly, genomic information is used in routine patient care to identify 

individuals at risk for medically actionable conditions. Knowing of this risk early can allow at-risk 

individuals to take preventive steps to reduce their risk or, in some cases, avoid developing the 

associated disease altogether. However, the use of genomic information by life insurers can lead to 

discrimination and research shows that insurance fears deter many at-risk people from having genetic 

tests and being involved in genomic research1. Many countries have accordingly banned or restricted 

the use of genetic test results by life insurers.2 (see Appendix 1). In Australia, life insurance 

companies are still legally permitted to use genetic test results in underwriting. This practice is self-

regulated by the life insurance industry body, the Financial Services Council (FSC). The Disability 

Discrimination Act 1992 (Cth) (the Act) permits insurers to use genetic test results to discriminate 

between applicants for risk-rated insurance (see Appendix 2).3 

 

Life Insurance in Australia encompasses insurance policies covering death; total and permanent 

disability; trauma and critical illness; and income protection, salary continuation or business 

expenses.4 Life insurance policies are risk-rated, meaning individual risk factors can be considered by 

insurance providers when deciding whether to cover an applicant. In comparison, health insurance in 

Australia is community-rated and individual risk factors cannot be considered, meaning health 

insurance policies are not subject to genetic discrimination at this time.5  

 

2. The FSC Moratorium on genetics and insurance 

Recommendations of Joint Parliamentary Committee Inquiry into the Life Insurance Industry 

In 2018, a Joint Parliamentary Committee Inquiry into the Life Insurance Industry (“the Inquiry”) 
recommended that Australia urgently implement a Mortarium (or ban) on the use of genetic test 

results in life insurance underwriting, similar to the moratorium operating in the UK since 20016. In 

making this recommendation, the Inquiry considered: 

• evidence that individuals had been denied cover, and charged higher premiums;7 

• the increasing use and relevance of genetic testing;8 

• the discouragement of individuals to seek important genetic tests for their health;9 

• reduced participation in research involving genetic tests;10  

• the prohibition/restriction on the use of genetic results in underwriting internationally, 

including in the UK, the US and Canada;11 and 

• the lack of evidence that the life insurance market would be undermined by such a 

prohibition.12 

 

The Australian government has not responded to these recommendations. In July 2019, however, the 

FSC introduced a partial and self-regulated moratorium (or ban) which limits the requirement for 

consumers to disclose genetic test results in life insurance applications, applying only to policies up to 

certain financial limits (‘the FSC Moratorium’).13  The FSC Moratorium applies to applications for life 

insurance received on or after 1 July 2019. Unless extended, the FSC Moratorium ends on 30 June 

2024.14 The FSC Moratorium is not law and does not legally prevent insurers using genetic test 
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results in underwriting, or change the operation of the Disability Discrimination Act 1992 (Cth). It 

cannot be legally enforced. 

 

What does the FSC Moratorium cover? 

Up to certain financial limits, the FSC Moratorium prohibits FSC members who carry on life insurance 

business15 from asking for or using genetic test results in their underwriting processes (unless a 

condition has been diagnosed from the result);16  

 

The FSC Moratorium only applies in relation to applications for cover below certain financial amounts. 

It does not apply where an individual is applying for, or will hold in total, life insurance above: 

• AUD$500,000 for lump sum death cover;  

• AUD$500,000 for total permanent disability cover; 

• AUD$200,000 for trauma and/ or critical illness cover; or 

• AUD$4000 per month for income protection, salary continuance or business expenses 

cover.17 

 

Importantly, the financial limits apply cumulatively across policies – applicants who already hold some 

cover are only protected if all policies they hold (including with different insurers) total less than the 

above amounts. Further, the limits do not operate independently -  if an individual applies, for eg, for 

income protection cover of $5000/month, and also for $100,000 in trauma/critical illness cover, the 

FSC Moratorium will not prevent the insurer from using genetic test results to underwrite either  

product. This is because applying for a level of cover above the financial limits in any category means 

that the FSC Moratorium’s protection will not apply to any aspect of an individual’s application. The 
insurer may consequently reject, impose exclusions or charge higher insurance premiums for each or 

both applications for insurance, on the basis of the genetic test information. 

 

Under the FSC Moratorium, life insurance providers are required to consider: 

• a favourable genetic test result that an applicant chooses to disclose; 

• preventative treatment or adherence to preventative measures to reduce the risk of the 

development of an illness that runs in an applicant’s family.18 

 

The requirement to consider preventative measures is already implicitly required by the current 

legislative regime (see below and Appendix 1).19  

 

The FSC Moratorium does not, therefore, provide stronger protections for individuals that take such 

measures than the Act already provides. 

 

3. Monitoring by Government  

The Inquiry also recommended that the Commonwealth government ‘monitor developments in 
genetics and predictive genetic testing to determine whether legislation or another form of regulation 

banning or limiting the use of predictive genetic information by the life insurance industry is 

required.’20 We are not aware of any active steps to implement this recommendation. In March 2021, 

in response to our query about the lack of government response on this issue, the Secretariat of the 

Parliamentary Joint Committee informed us that the Treasurer had advised that the then-Government 

had committed to implementing reforms in response to the Financial Service Royal Commission, 

some of which related to recommendations of the Parliamentary Joint Committee’s recent inquiries21. 
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Section B: Assessing the Impact of the FSC 

Moratorium 
 

The A-GLIMMER Project is funded by the Commonwealth government to gather evidence from 

Australian stakeholders about the impact and effectiveness of the FSC Moratorium (see 

https://www.monash.edu/medicine/a-glimmer/home). The project has designed a number of 

different research studies specifically to collect a diverse range of evidence from consumers, patients, 

health professionals, genetic researchers and the financial services industry. Data from these studies 

is being collected and analysed using a mixture of quantitative and qualitative research 

methodologies. The evidence gathered will be synthesised into a Final Stakeholder Report at the 

conclusion of the Project in mid-2023. The Final Stakeholder Report is intended to inform the 

Commonwealth government’s assessment of the FSC Moratorium’s effectiveness. The A-GLIMMER 

Project’s study design is outlined in Figure 1 below.  A detailed study protocol, including information 
on project methodology, has been published (see Appendix 4). 

 

 

 

 

Figure 1 Tiller et al, ‘Study Protocol: the Australian Genetics and Life Insurance Moratorium – Monitoring the 
Effectiveness and Response (A-GLIMMER) Project’ (2021) 22(63) BMC Medical Ethics 1, 2 

https://www.monash.edu/medicine/a-glimmer/home
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1. Aims of prohibition on use of genetic test results in underwriting   

The Inquiry report discussed a number of concerns with the use of genetic test results by insurers, 

and recommended an urgent ban to address these concerns. The A-GLIMMER project has identified 

these primary concerns as Aims against which the impact of the FSC Moratorium can be measured22. 

These aims, with references to the relevant paragraphs in the Inquiry report, are:23 

1. To reduce consumer fears related to insurance, which deter the uptake of clinical genetic 

testing and/or research participation (ss 9.89 & 9.90) 

2. To eliminate genetic discrimination in the Australian life insurance industry (ss9.84 &9.86)  

3. To remove a barrier currently compromising the success of genetic medicine in Australia 

(s9.89)  

4. To ensure Australian government oversight and monitoring to combat concerns with industry 

self-regulation (ss 9.94 & 9.96) 

 

To meet these Aims, the FSC Moratorium must achieve certain Outcomes, which the A-GLIMMER 

Project has identified as part of its methodology to assess the effectiveness of the FSC Moratorium.  

The Outcomes that must be achieved by the FSC Moratorium (in order to meet its Aims) are:24 

1. widespread and accurate awareness of the existence of the FSC Moratorium and its terms 

among consumer and patient groups, health professionals, genetic researchers and research 

participants, ethics committees, financial industry members and regulators; 

2. confidence among consumers, patients, health professionals, researchers and the insurance 

industry that the FSC Moratorium terms are strictly adhered to, and that breaches are 

rectified; 

3. timely and regular updates to policy, practice and processes in health care, industry and 

research to reflect the FSC Moratorium (e.g. industry practices, policy and processes, 

consent forms for genetic testing, policy and practice in genetics services and human 

research ethics committee (HREC) guidelines); and 

4. adherence to the terms of the FSC Moratorium in the collection and use of genetic test results 

by all insurance companies, in practice. 
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Section C: Overview of A-GLIMMER Interim 

Research Findings 
 

To date, the A-GLIMMER Project has undertaken several different research studies to survey the 

opinions, attitudes and knowledge of Australian stakeholders. These include health professionals, 

patients with experience of genetic testing, members of the Australian general public, and genetic 

researchers. We have also conducted interviews with financial advisors and undertaken an evaluation 

of the FSC Moratorium against the recommendations of the Inquiry. 

 

1. Health Professionals (HPs) 

The A-GLIMMER Project has completed two studies focusing on the opinions, attitudes and 

knowledge of Australian genetic health professionals’ (‘HPs’) regarding the FSC Moratorium. This 
includes a survey completed by 166 clinical geneticists, genetic counsellors and other HPs who 

regularly discuss genetic testing with patients, published in the Journal of Medical Genetics25. 

Secondly, a follow-up study of qualitative interviews has been published in the European Journal of 

Human Genetics26, with a select number of HPs who had previously completed the first survey. 

Copies of these published studies can be found in Appendix 5.   

 

Health professionals’ views on the FSC Moratorium and regulation 

Many surveyed HPs (76%; 110/144) felt that the FSC Moratorium resolved some of their concerns 

about the protection of patients from genetic discrimination. However most (88%; 127/144) still had 

concerns about genetic discrimination following the introduction of the FSC Moratorium. A vast 

majority of HPs consider that a formal agreement between the Australian government and the life 

insurance industry was needed (95%; 141/149, Figure 2).  

 

 
 

Figure 2 Is a formal agreement between 
government and industry required in Australia? 
(n=149) 

 
Figure 3 Should the Australian Government 
introduce legislation to regulate the use of 
genetic test results in life insurance? (n=149) 

When asked about how insurers’ compliance 
with the FSC Moratorium should be regulated, 

88% (131/139) of HPs chose ‘regulation 
through legally-enforceable rules’. Further, 
93% (139/149, Figure 3) said that legislation 

should be introduced to regulate life insurers’ 
use of genetic test results. The findings of the 

second HP study mirror those expressed in 

the first HP study. Participants in the second 

study generally considered the introduction of 

the FSC Moratorium as an important first step 

towards addressing genetic discrimination in 

life insurance. However, most HPs expressed 

ongoing concerns about the temporary nature 

of the FSC Moratorium and their resulting 

inability to reassure patients about whether 

and how the FSC Moratorium will operate in 

the future. Surveyed HPs were also concerned 

that the FSC Moratorium’s financial limits were 
too low for the needs of their patients, with 

44% (28/64) of surveyed participants noting 

concerns about the financial limits in free text 

comments.  
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HPs expressed strong dissatisfaction with the self-regulatory nature of the FSC Moratorium, and, in 

addition, reported low trust in the insurance industry. 45% (29/64) of surveyed participants noted 

concerns in free text comments about insurer compliance and self-regulation. HPs in the qualitative 

study frequently emphasised the need for more stringent regulation, both to reassure patients and to 

ensure compliance by insurance providers.27 

 

Impact of the FSC Moratorium on Clinical Practice  

HPs reported a small improvement in the number of patients who delayed or declined genetic testing 

since the introduction of the FSC Moratorium because of concerns about insurance. However, a 

number of HPs reported patients still delaying (39%; 60/154, Figure 4) or declining (18%; 27/154, 

Figure 5) genetic testing after the FSC Moratorium due to their concerns about life insurance.28 

 
Figure 4 How often did patients delay predictive 
testing due to life insurance concerns? (n=154) 

 

 

Figure 5 How often did patients decline 
predictive testing due to life insurance 
concerns? (n=154) 

 
 

FSC Moratorium Awareness, Knowledge and Training 

The first HP study found that most HPs (86%; 142/166, Figure 6) were aware of the FSC Moratorium. 

However, awareness was much lower (53%; 24/45) amongst non-genetic HPs. Further, only half 

(49%; 71/146, Figure 7) of HPs displayed good knowledge (5-6 correct questions) about the FSC 

Moratorium. A large proportion of HPs considered that the FSC Moratorium was easy to understand 

and explain to patients (80% [116/145] and 76% [109/144] respectively). Nevertheless, a significant 

number did not think that patients were less confused about the implications of genetic tests for life 

insurance (49%; 71/144) or more willing to have genetic testing because of the FSC Moratorium 

(42%; 59/144). 

 

Figure 6 Are HPs aware of the FSC 
moratorium? (n=166) 
 

 
 

Figure 7 HPs’ objective knowledge scores 
(n=146) 
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Dermatologists’ survey 

We surveyed Australasian dermatologists about genomics, and found that while over 90% of 

respondents agreed that genetic testing for melanoma could be of value to patients, 84% believed 

that genetic testing could negatively impact access to life insurance.  

 

2. Consumers (unpublished) 

The A-GLIMMER Project has undertaken two research studies focused on surveys of consumers with 

and without experience of genetic testing. Both are currently unpublished and presented as 

preliminary findings.  

 

The Patient Study  

The first study surveyed 341 Australian patients who had, or were eligible for, certain genetic tests.29 

Individuals were eligible to participate if they were over the age of 18 years and had been tested, 

offered testing, or who had a first-degree blood relative that had been tested. Notably, 29% (94/326) 

of participants had testing after the FSC Moratorium was introduced. 

 

A large number of all participants (74%; 256/348) didn’t know whether Australian life insurance 
companies are legally allowed to use genetic test results in underwriting or not, and 9% incorrectly 

believed they are not allowed to. Only 4% (14/350, Figure 8) believed this practice should be legally 

allowed. 73% (219/300) of participants believed that the fact that compliance with the agreement by 

insurers is self-regulated by the insurance industry without government oversight is a negative aspect 

of the FSC Moratorium (only 7% felt it was positive). A very high number agreed or strongly agreed 

that government should introduce legislation to regulate this area (91%; 298/340, Figure 9); only 3% 

(9/340) disagreed. 

 
Figure 8 Should Australian life insurance 
companies be legally allowed to use applicants’ 
genetic test results in underwriting? (n=350) 
 

 
 

Figure 9 The Australian government should 
introduce legislation (which is made and 
enforced by government) to regulate life 
insurers’ use of genetic test results (n=340) 

 

 

While 77% (234/305) said the fact that people don’t have to disclose genetic test results under certain 
financial limits is a positive aspect, only 16% (54/341)) felt that $500,000 or less was the amount of 

life insurance cover that applicants should be allowed to apply for without being required to disclose 

their genetic results. 

 

Difficulties in obtaining life insurance products were reported by 36% (53/149) of participants who had 

applied for life insurance products (149/279). These difficulties included: insurers rejecting 

applications for life insurance; financial advisers telling participants that their applications would be 

rejected; insurers placing conditions on insurance policies or charging higher premiums. Of those who 

answered, 24% (12/51) reported this happening after the introduction of the FSC Moratorium on 1 

July 2019.  
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Half of the participants who had decided against, or had not yet had, genetic testing30 reported that 

concerns about life insurance had a moderate or significant effect on their decision making (50%; 

7/14).31 Further, participants showed low awareness and understanding of the FSC Moratorium: 84% 

(286/340) had never heard of the FSC Moratorium. Few participants (15%; 51/341) felt that $500,000 

or less was an appropriate amount of life cover for applicants to be able to apply for without having to 

disclose their genetic results. 76% (228/302) of participants believed that the fact that the agreement 

is not permanent was a negative aspect of the FSC Moratorium (only 3% felt it was positive). 

 

The General Public Study 

The second study was conducted in partnership with the Australian Survey of Social Attitudes 

(AuSSA), which surveyed Australian citizens quarterly from May 2021 to February 2022.32 The 

preliminary findings, of 1060 respondents (23% response rate) closely reflect those of the above 

Patient Study. A very low proportion (3%; 25/962) of participants knew about the FSC Moratorium, 

and only 14% (136/963) knew that it is legal for life insurance companies to use genetic test results in 

underwriting. Very few respondents (7%; 67/963) believed this practice should be legal. An 

overwhelming number (86%; 823/957) reported that the potential for life insurers to use genetic test 

results may, or would definitely, decrease the likelihood that they would undergo genetic testing. 

While 68% (620/912) said the fact that people don’t have to disclose genetic test results under certain 
financial limits is a positive aspect, only 22% (209/940) felt that $500,000 or less was the amount of 

life insurance cover that applicants should be allowed to apply for without being required to disclose 

their genetic results. 60% (533/888) of participants believed that the fact that compliance with the 

agreement by insurers is self-regulated by the insurance industry without government oversight is a 

negative aspect of the FSC Moratorium (only 10% felt it was positive). Further, a large majority (78%; 

741/945) agreed or strongly agreed that government should legislate to regulate the use by insurers 

of genetic test results, and only 5% (51/945) disagreed. 55% (498/907) of participants believed that 

the fact that the agreement is not permanent was a negative aspect of the FSC Moratorium (only 13% 

felt it was positive). 

 

The research participants study  

We surveyed participants in a genetic screening study who were provided with information about 

testing and were able to provide a DNA sample immediately or take a cheek swab home and send it 

back at a later date. Of the respondents who answered the survey, 7% (41/575) took the swab home 

and sent it back at a later date. Of those, 60% (23/41) reported that they delayed testing because they 

wanted to consider their life insurance situation before doing the testing. 

 

3. Genetic Researchers (unpublished) 

The A-GLIMMER Project is assessing the FSC Moratorium’s impact on the conduct of genetic 
research and on genetic research participants. Preliminary results (unpublished) have found that a 

large number of surveyed genetic researchers are of the opinion that there should be a formal 

agreement between government and industry (81%; 42/52) and/or that the government should 

introduce legislation on this issue (85%; 44/52). 

 

Many genetic researchers (60%; 36/60) reported that the potential use of genetic results by insurers is 

a barrier to the recruitment of genetic research participants. Almost half (47%; 25/53) of surveyed 

researchers reported that participants in genetic research had expressed concerns about insurance 

since the FSC Moratorium’s introduction. A large proportion of genetic researchers (77%; 40/52) 
considered the FSC Moratorium’s financial limits to be too low, with 71% (37/52) reporting that it 
should be $1,000,000 or unlimited, and only 10% (5/52) reporting that it should be $500,000. 
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Researchers made comments about the uncertainty involved in the temporary nature of the FSC 

Moratorium, and 65% (34/52) believed it should be permanent. Some comments noted that although 

a permanent solution is preferred, the FSC Moratorium needs to be improved to further protect 

consumers first.  

 

A low number of genetic researchers had updated their Patient Information and Consent Forms (33%; 

19/57) or their consent discussions with patients (30%; 16/53) following the introduction of the FSC 

Moratorium. Finally, awareness of the FSC Moratorium amongst genetic researchers was not 

comprehensive – only 67% (40/60) were aware of it and only 52% (31/60) felt they knew enough to 

carry out their current research roles.  

 

4. Financial Advisers (unpublished) 

To date, the A-GLIMMER project has conducted 8 research interviews with Australian financial 

advisors, each of which comprises a recorded telephone interview for 30-60 minutes.  Preliminary 

analysis of these interviews suggests that some financial advisers are of the opinion that the FSC 

Moratorium’s financial limits are too low, particularly given the average Australian salary and 
mortgage. As of May 2022, the average Australian mortgage was over $615K, and in Victoria and 

NSW the average mortgage was over $643K and $780K respectively.33 These figures are well above 

the FSC Moratorium’s financial limits.  

 

Advisers also suggested that generally their clientele require a level of cover that does not fall within 

the FSC Moratorium’s limits, meaning the FSC Moratorium confers no real protection for the majority 

of clients they see. It was suggested that generally the clientele which seek assistance from a 

financial advisor tend to be higher-income earners who are unlikely to fall within the FSC 

Moratorium’s limits. Many advisers commented on the fact that clients had very limited (if any) ability 
to seek recourse if an adverse decision is made. Many participants indicated that they could not 

comment on whether the industry was complying with the FSC Moratorium in absence of evidence. 

However, a participant indicated that some life insurance companies have indicated that they would 

decline cover for a client with a genetic test result even when their application fell within the financial 

limits set out in the FSC Moratorium. Some participants suggested that based on their experience, 

they believed insurance companies would attempt to decline cover or increase the premium on 

another, unrelated basis if there was an inadvertent disclosure of a genetic test result for an 

application that fell within the FSC Moratorium limits. These claims need to be substantiated by 

further research and documentation.  

 

Our research with financial advisers shows, similarly to other stakeholder groups, a general lack of 

awareness of the FSC Moratorium. There was some suggestion that advisers were likely to only find 

out about the FSC Moratorium if they had a client who had undertaken genetic testing. This is 

concerning because most individuals engage a financial adviser to broker and otherwise assist with 

applications for life insurance. In many respects, financial advisers are conduits for communication 

between individual applicants and life insurers.  
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Section D: Regulatory Evaluation 
 

1. Does the FSC Moratorium Implement the Inquiry’s Recommendations? 

There are significant differences between the 2018 recommendations of the Parliamentary Joint 

Committee Inquiry into the Life Insurance Industry and the Moratorium which has now been 

introduced by the FSC. Australian consumers are more susceptible to genetic discrimination in life 

insurance than their counterparts in many other countries worldwide. This includes the United 

Kingdom, whose model was the basis for the Inquiry’s recommendations.34 

 

An evaluation of the FSC Moratorium against the Inquiry’s key relevant recommendations is set out 
below, and further detail is included in Table 2, Appendix 7. 

 

Development of policy in discussion with AGNDWD:  

“The FSC, in discussion with the AGND Working Group, should prohibit any 

 life insurers from using the outcomes of predictive genetic tests at least in the 

medium term” (s9.93). 
 

Prior to its introduction, the Working Group provided written feedback to the FSC regarding the draft 

FSC Moratorium document (see Appendix 8). A number of matters were not addressed, as set out in 

Table 3 (Appendix 9).   

 

Concordance with UK Code (formerly Moratorium) 

“This should be done as a matter of some urgency and take a form similar to the 
United Kingdom's Moratorium. However, similar to the United Kingdom's 

Moratorium, this prohibition should not prevent a consumer from being able to 

provide genetic information to a life insurer in order to demonstrate that they are 

not at risk of developing an inherited condition” (s9.93). 
 

A comparison of key aspects of the UK Code and the FSC Moratorium is at Table 4 (Appendix 9).  

 

The UK Code prohibits all use of genetic test results by life insurers, with one exception – applicants 

for death cover with a HD predictive result, for policies worth >£500,000 (~AU$900,000). Use of any 

results for other types of insurance is currently prohibited. By comparison, in Australia there are 

financial limits (as discussed above) on all of these types of insurance for all genetic test results.  

 

When it announced the FSC Moratorium, the FSC stated that “the insurance cover limits compare 
favourably with other countries, being closely aligned to Switzerland and Germany”. However, the 
limits are not generally consistent with approaches taken internationally. Most countries where bans 

exist have no financial limits at all, according to a 2017 Geneva Institute report.35 Of 20 countries 

(other than Australia) it lists, 13 (65%) do not require disclosure of genetic results to insurers in any 

circumstances (with no limits) (see Figure 2, Appendix 9). Some countries (like Portugal) even ban 

the collection of family history information. Only 4 (20%) of the 20 countries have financial limits of 

any kind. Of those, one is the UK, which is the model recommended by the Inquiry report. 

 

The limits in place in Germany and Switzerland are both part of legislation, with criminal penalties 

applicable for breach. In Switzerland, genetic test results are not provided to the insurer but to a 

designated doctor, only if the results of the test are reliable both technically and in medical practice, 

and for which the scientific value of the test for the calculation of premiums has been demonstrated. 
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The doctor can only provide to the insurer the risk group the insured should be in and no other details.  

Thus, although the FSC have adopted these lower limits, they have done so in a context which is 

entirely different, and subject to far less regulation and oversight. The Netherlands is the only other 

country listed with financial limits on its regulations – and it also limits the asking of all hereditary 

questions below those limits (including family history questions, not merely the results of genetic 

tests).   

 

Further, all research results are excluded from disclosure in the UK. In Australia, disclosure of all 

genetic results which an applicant knows is required once the financial limit is reached.  

 

Protection of tests taken while the FSC Moratorium is in place:  

“Any moratorium arrangements should apply indefinitely to predictive genetic test 

results obtained before the lifting of the moratorium, if it is lifted, to avoid sharp 

jumps in premiums for existing insureds” (s9.93). 
 

The introduction to the FSC Moratorium states, “It is important that public concerns about the use of 

Genetic Test results in life insurance do not dissuade people from taking Genetic Tests or taking part 

in genetic research.” However, the FSC Moratorium as drafted fails to ensure certainty for individuals 
about the future use of their genetic test results.  During preliminary discussions, the Working group 

provided the FSC with the following draft clauses (which were not included in the final document) to 

achieve this aim:  

a) Customers who have taken a Genomic Test before the date of this Moratorium will be treated 

in the same way as Customers taking tests under the terms of the Moratorium.  

b) The terms of this moratorium will apply indefinitely to Customers who take a Genomic Test 

under the terms of this moratorium, even if it is subsequently lifted, amended, or curtailed, to 

ensure consistency and predictability for individuals. 

 

Co-regulatory approach to address concerns with self-regulation:  

“The committee acknowledges the significant concerns raised during this inquiry 
about the conflicts of interest inherent in the FSC's self-regulatory regime… the 

committee supports the co-regulatory approach outlined in the ASIC Enforcement 

Review Taskforce Position Paper, particularly the requirements for industry codes 

to be registered” (s9.94).  
 

The Inquiry acknowledged concerns expressed by the AMA, RACGP and others about inherent 

conflicts of interest in a self-regulatory approach to a ban on the use of genetic testing by the 

insurance industry. However, the Inquiry considered that these concerns could be alleviated if ASIC 

was granted certain enforcement powers, including the approval (via registration) of the moratorium; 

the moratorium’s mandatory application to all industry participants; and the application of financial 
penalties for breaches of the moratorium. The Inquiry described this as a ‘co-regulatory’ model. ASIC 
has not, however, been provided with these powers in relation to the FSC Moratorium. 

 

There are steps that can be taken to improve oversight of compliance with the FSC Moratorium. The 

FSC Moratorium has not yet been included in the Life Insurance Code of Conduct. This would enable 

compliance to be overseen to some extent by the Life Code Compliance Committee. Even if this were 

to occur, however, the sanctioning powers of the Committee are extremely limited, and the Committee 
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itself has expressed concerns about compliance with, and enforcement of, the Code. i This is a 

concern that is reflected in our preliminary research with financial advisers, many of whom 

commented on the very limited recourse that individual insurance policy applicants have to enforce 

the terms of the FSC Moratorium. 

 

The Inquiry recommended that legislative prohibition on the use of genetic information by life insurers 

should be implemented if there were failures in compliance, or if it were otherwise appropriate in light 

of developments in genetics and genetic medicine. The A-GLIMMER Project has emerging and 

increasing concerns that the FSC Moratorium is not meeting its aims and suggests that an alternative 

regulatory model should be considered. 

 

The FSC Review 

Under the FSC Moratorium terms, the FSC is required to conduct a review in 2022, with a view to 

extending its operation beyond 2024. The review must be undertaken in consultation with consumer 

groups and expert stakeholders and consider a range of issues including the financial limits described 

above.36 The FSC has invited the Australian Genetic Non-Discrimination Working Group (many 

members of which lead the A-GLIMMER Project) to make a submission to the review. The A-

GLIMMER Project has significant concerns about the robustness of the FSC review because:  

• The methodology to be used to conduct the review has not been disclosed or discussed 

with stakeholders. The questions posed for submission are narrowly construed.37  

• We have previously advised the FSC that it will be important for them to obtain feedback 

and submissions from a broad variety of stakeholders, including consumer groups. 

However, it appears that the FSC has only encouraged submissions to the review from 

specific stakeholders. In correspondence, the FSC stated that the invitation to make a 

submission would be extended to the Actuaries Institute, members of the FSC’s own 
Consumer Advocates Form and FSC members.38 No other consumer groups, outside of 

the FSC, appear to have been invited to make a submission, nor have we been aware of 

any further promotion of the review by the FSC.39 

• No advance notification was given regarding the timing of the review, and only one month 

was initially given for submissions to be prepared40, although we successfully sought an 

extension of one week to finalise our submissions. 

• There are problems with the data that will inform the FSC’s review. The FSC has stated 
that data has been collected from the life insurance industry ‘since the start of 2021’ to 
inform the review.41 In contrast, the FSC Moratorium requires, since 2019, that all life 

insurers ‘record anonymous details of all Genetic Test results received as part of the 
Underwriting process, whether or not the Life Insurance Provider asked for them, on the 

FSC database of Genetic Test results.’42 We raised a number of issues with the FSC 

regarding missing data. For the vast majority of instances where genetic results have 

been used and adverse outcomes were reported, both the condition and type of test are 

merely recorded as “other” or “don’t know”. This tells us nothing about the test that was 
done, the type of condition, whether it was diagnostic or predictive, etc. It is difficult to 

comprehend how an insurer could make an adverse decision on the basis of genetic test 

                                                      

 

 
i Code Committee Raises Concern Over Drop in Significant Breach Reporting’, Insurance News (online, 4 
October 2021) <https://www.insurancenews.com.au/life-insurance/code-committee-raises-concern-over-drop-in-
significant-breach-reporting>; ‘Insurers Criticised Over Life Code Obligations’, RiskInfo, (online, 29 June 2020)  < 
https://riskinfo.com.au/news/2020/06/29/insurers-criticised-over-life-code-obligations/>. 
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results that they did not know the details of. Despite the requirement that member 

companies complete the database, the FSC advised that they would not be asking 

insurers for any of this missing data. Further, when providing feedback on the database, 

the Working Group went to great lengths to explain the importance of free text to ensure 

that accurate information was obtained. However, this was not included.  

• Prior to the review, the FSC issued a media release publishing FSC data about the use of 

genetic test results by life insurers,43 and stated that the data showed genetic test 

disclosures did not adversely influence life insurance applications. The FSC reached and 

published this conclusion before its review had commenced and before submissions from 

stakeholders (including on the robustness of the FSC’s data) had been requested or 
received. Further, it did not acknowledge any of the missing data that we noted above. 
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Section E: What Conclusions do the Interim 

Findings Support? 
 

The evidence collected thus far by the A-GLIMMER project raises several concerns about the FSC 

Moratorium, that require further examination and consideration: 

1. Concerns regarding industry self-regulation of the FSC Moratorium, and the lack of any 

government oversight or involvement. 

2. Concerns around the temporary nature of the FSC Moratorium, creating uncertainty about 

how genetic test results will be used in the future.  

3. Concerns around the FSC Moratorium’s financial limits being too low to allow individuals to 

obtain sufficient life insurance cover. 

4. Poor awareness and knowledge about the FSC Moratorium, among key stakeholder groups. 

 

In addition, a very high proportion of surveyed stakeholders are of the opinion that legislation is 

required to regulate the use of genetic test results in life insurance underwriting (93% of health 

professionals, 91% of patients with experience of genetic testing, 78% of the general public, and 85% 

of researchers).  

 

The findings of the A-GLIMMER Project currently suggest that the FSC Moratorium may not be 

meeting its intended aims and may not be meeting the recommendations of the Parliamentary Inquiry.  
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Section F: Next Steps 
 

The A-GLIMMER Project is progressing several research studies intended for publication in 2023, 

involving consumers, patients, genetic researchers and the financial services industry. Those 

additional research findings will be published and made available on the Project’s website 
(https://www.monash.edu/medicine/a-glimmer/home). The Final A-GLIMMER Stakeholder Report 

will incorporate all findings into a comprehensive analysis and make recommendations. The Final 

Stakeholder Report will be provided in June 2023 to the Commonwealth Government and other 

relevant stakeholders for their consideration. 

https://www.monash.edu/medicine/a-glimmer/home
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Section G: Appendices 
 

1. Appendix 1 – Summary of Treatment of Genetic Information Internationally 

In Canada, the Genetic Non-Discrimination Act 2017 prohibits any entity (including insurers) from 

requesting or using genomic test results – except that individuals can volunteer to disclose a negative 

test result (to show they do not have a genetic change that runs in the family). The US Genetic 

Information Non-Discrimination Act 2008 (GINA) prohibits use of genetic information by health 

insurers and employers. The Oviedo Convention on Human Rights and Biomedicine (1997) prohibits 

discrimination on the basis of genetic information. Many European countries have accordingly banned 

or restricted discriminatory use of genetic information.44  In the UK, the Code on Genetic Testing and 

Insurance (UK Code),45 an agreement between the government and the Association of British 

Insurers, has been in effect since 2001.  Under the UK Code, the use of predictive genetic test results 

is prohibited for policies such as travel insurance, motor insurance and private medical insurance. For 

life insurance applications (including life, income protection, and critical illness insurance), insurers 

cannot use genetic test results, with one exception – predictive genetic test results for Huntington 

disease (HD), used in applications for death cover worth over £500,000. The UK Code also contains 

an allowance for disclosure of negative test results as described in the Canadian legislation above.  

 

 

[Excerpt from: Jane Tiller, Paul Lacaze and Margaret Otlowski, ‘The Australian Moratorium on 
Genetics and Life Insurance Fails to Meet Parliamentary Recommendations Against Genetic 

Discrimination’ (Working Paper, July 2022)]. 
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2. Appendix 2 – Excerpt of the Disability Discrimination Act 1992 (Cth) 

(Emphasis added) 

 

4 Interpretation 

(1) In this Act, unless the contrary intention appears: … 

disability, in relation to a person, means: 

(a) total or partial loss of the person’s bodily or mental functions; or 

(b) total or partial loss of a part of the body; or 

(c) the presence in the body of organisms causing disease or illness; or 

(d) the presence in the body of organisms capable of causing disease or illness; or 

(e) the malfunction, malformation or disfigurement of a part of the person’s body; or 
(f) a disorder or malfunction that results in the person learning differently from a  

person without the disorder or malfunction; or 

(g) a disorder, illness or disease that affects a person’s thought processes, perception of 
reality, emotions or judgment or that results in disturbed behaviour; 

and includes a disability that: 

(h) presently exists; or 

(i) previously existed but no longer exists; or 

(j) may exist in the future (including because of a genetic predisposition to that 

disability); or 

(k) is imputed to a person. 

 

Part 2 – Prohibition of disability discrimination…. 
 

46 Superannuation and insurance 

(1) This Part does not render it unlawful for a person to discriminate against another 

person, on the ground of the other person’s disability, by refusing to offer the other 

person: 

(a) an annuity; or 

(b) a life insurance policy; or 

(c) a policy of insurance against accident or any other policy of insurance; or 

(d) membership of a superannuation or provident fund; or 

(e) membership of a superannuation or provident scheme; 

if: 

(f) the discrimination: 

(i) is based upon actuarial or statistical data on which it is reasonable for the 

first mentioned person to rely; and 

(ii) is reasonable having regard to the matter of the data and other relevant 

factors; or 

(g) in a case where no such actuarial or statistical data is available and cannot 

reasonably be obtained—the discrimination is reasonable having regard to any 

other relevant factors. 
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(2) This Part does not render it unlawful for a person to discriminate against another 

person, on the ground of the other person’s disability, in respect of the terms or 
conditions on which: 

(a) an annuity; or 

(b) a life insurance policy; or 

(c) a policy of insurance against accident or any other policy of insurance; or 

(d) membership of a superannuation or provident fund; or 

(e) membership of a superannuation or provident scheme; 

is offered to, or may be obtained by, the other person, if: 

(f) the discrimination: 

(i) is based upon actuarial or statistical data on which it is reasonable for the 

first mentioned person to rely; and 

(ii) is reasonable having regard to the matter of the data and other relevant 

factors; or 

(g) in a case where no such actuarial or statistical data is available and cannot 

reasonably be obtained—the discrimination is reasonable having regard to any 

other relevant factors. 
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3. Appendix 3 – The Life Code Compliance Committee 

The Life Code Compliance Committee (‘LCCC’) is established by, and operates in accordance with, 
the Life Insurance Code of Practice. The Code sets out the industry’s own customer service 
standards. Life insurers that are members of the FSC are required to adopt the Code. 

 

The LCCC is funded by the FSC. The LCCC comprises three members: an industry representative 

appointed by the FSC; a consumer representative appointed by the Australian Financial Complaints 

Authority (AFCA); and a chairperson appointed jointly by the FSC and the AFCA.46 

 

The Code states that its members ‘will comply with all relevant FSC Standards and Guidance’ when 
assessing an application for life insurance.47 These standards include the FSC Moratorium (FSC 

Standard No 11). The FSC has stated that it plans to include the FSC Moratorium in the next iteration 

of the Code. Only then will the FSC Moratorium be overseen by the LCCC.48 

 

The LCCC Chairperson has expressed concerns about the effectiveness of its oversight role.49 

Further, the LCCC has only imposed one sanction since its inception.50 
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4. Appendix 4 – A-GLIMMER Project Study Design 
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5. Appendix 5 – First Health Professional’s Study 
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6. Appendix 6 – Second Health Professional’s Study 
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7. Appendix 7 – Comparison of Inquiry Recommendations versus FSC 

Moratorium 

Table 1 Comparison of Inquiry Recommendations vs FSC Moratorium 

Issue Inquiry Recommendations FSC Moratorium 

Content of 

regulation 

Urgent prohibition on life insurers 

from using the outcomes of 

predictive genetic tests ‘at least in 
the medium term.’51 

FSC members cannot ask for or 

use genetic test results of 

applicants for life insurance, up to 

certain financial limits until 2024. 

Type of 

regulation 

Co-regulatory approach as a ‘first 
step’.52 

 

Inquiry acknowledged concerns 

expressed by AMA, RACGP and 

others about conflicts of interest 

inherent in an FSC-led self-

regulatory regime. Inquiry 

considered these concerns could 

be alleviated if ASIC was given 

certain enforcement powers (see 

below).53 

 

Legislative (or similar) prohibition 

should be implemented if: life 

insurers failed to comply with 

moratorium or if otherwise 

appropriate in light of developments 

in genetics and genetic testing.54 

These developments to be 

monitored by the Commonwealth 

government. 

FSC-led self-regulation. 

 

No oversight (ASIC not given 

recommended enforcement 

powers.) 

 

No monitoring of developments in 

genetics or genetic testing by the 

Commonwealth government. 

‘Vehicle’ for 
regulation 

Moratorium should be introduced 

via amendments to FSC 

standards.55 

 

Amended FSC standards (and 

therefore the moratorium) should 

be incorporated into the Life 

Insurance Code of Practice. 56 

Relevant FSC standards amended 

to introduce moratorium. 

 

In the four years since the Inquiry 

the FSC Moratorium has not been 

incorporated into the Life Insurance 

Code of Practice. The FSC says 

that it intends to do so.57 

Enforcement 

of regulation 

ASIC should be provided with 

enforcement powers to implement a 

co-regulatory approach.58 

 

These powers include registration 

(approval) of industry codes (incl 

moratorium) by ASIC; mandatory 

application to all industry 

participants; enforcement and 

financial penalties.59 

ASIC has not been provided with 

these powers.  

 

Very limited oversight of 

compliance with the FSC 

Moratorium may be provided by the 

Life Code Compliance Committee 

(LCCC) if the FSC Moratorium is 

included in the Life Insurance Code 

of Practice, which has not yet 

occurred (see also Appendix 3). 
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LCCC recommendations for 

improvements to enforcement of 

the Code have not been adopted.60 

Financial 

Limits 

No financial limits recommended.  

 

Inquiry recommended consistency 

with UK moratorium which does not 

include financial limits (except in 

relation to Huntington’s Disease).61 

Financial limits imposed (see 

above). 

 

FSC Moratorium does not apply if 

consumer / patient applies for 

insurance above these limits. 

Duration Moratorium should apply 

indefinitely to predictive genetic test 

results62 

FSC Moratorium applies until 2024, 

unless extended. If FSC 

Moratorium is not extended (or it is 

weakened) then life insurers can 

consider results of genetic tests 

undertaken before and since the 

FSC Moratorium. 

International 

Comparison 

Moratorium should be consistent 

with UK moratorium63 

FSC Moratorium is inconsistent 

with other countries including UK 

and Canada. 

 

No ‘end date’ in other jurisdictions 
(eg. UK). 

 

Most jurisdictions do not include 

financial limits on the use of genetic 

tests by life insurers. Only four out 

of 20 countries with prohibitions 

include financial limits. 

 

Other jurisdictions have legislative 

prohibitions with criminal penalties 

(eg. Germany, Switzerland). 

Process Moratorium should be developed in 

discussion with the Australian 

Genetic Non-Discrimination 

Working Group64 

Significant feedback provided by 

the Working Group was not 

incorporated into the FSC 

Moratorium including: 

• Removal of financial limits. 

• FSC Moratorium should be 

permanent, not temporary. 

• Any genetic research 

results should be excluded 

from disclosure, not just 

those results which the 

insurance applicant does 

not receive. 

• Government should be part 

of regulatory model. 

• Compliance mechanisms 

required. 
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8. Appendix 8 – Written feedback from the Australian Genetic Non-

Discrimination Working Group to the FSC regarding the draft moratorium 

document 
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9. Appendix 9 – Regulatory evaluation documents 

 
Table 2 Status of issues raised by AGNDWD in final FSC Moratorium 

Issue raised by AGNDWD in written feedback 
Resolved in final FSC 

Moratorium document? 

Government involvement and oversight is required 

There should be no limits – or if applied, should be consistent 

with the UK limits 


Results generated from research studies should be excluded 

from all disclosure as per the UK policy 


“Planning or considering” having a genetic test needs to be 
removed from clause 9 



Any moratorium should apply to genetic tests taken under its 

current terms 


There should be regular compliance reporting, a specific 

complaints-handling process and a Nominated Genetics 

Underwriter (NGU) role 



Non-FSC members should be able to opt-in to the 

moratorium 


All risk-rated policies should be covered by the moratorium 

Moratorium should apply to all genetic tests (diagnostic and 

predictive) 


FSC = Financial Services Council 

AGND Working Group = Australian Genetic Non-Discrimination Working Group 

 
Figure 2 Comparison of Jurisdictions with restrictions on the use of genetic test results in underwriting 
Created from data contained in “Genetics and Life Insurance – A view into the Microscope of Regulation” (13) 
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Table 3 Comparison of key aspects of the UK Code and the FSC Moratorium 

 
UK Code on genetic testing 

and insurance 

FSC Moratorium on 

insurance and genetics 
Consistent? 

Financial limits  

The only limits on the 

moratorium are for life cover 

applications over £500,000 

(approx. $935,000)

The FSC Moratorium only 

applies up to the monetary 

limits on life cover and 

total/permanent disability 

cover ($500,000), income 

protection ($4000/month or 

$48,000pa), and 

trauma/critical illness cover 

($200,000)



Tests included 

Only Huntington disease 

predictive results must be 

disclosed above the 

monetary limits for life cover. 

Currently, no genetic test 

results must be disclosed for 

any other type of policy 

All genetic test results must 

be disclosed once the 

monetary limit is reached for 

all types of life insurance 

policies 



Regulation/ 

government 

involvement 

A formal agreement between 

the UK government and the 

Association of British 

Insurers.    

Industry-led and self-

regulated, without any 

agreement or involvement 

with the Australian 

government



End date 
No end date (although it is 

reviewed periodically)

Currently due to end in 2024 

(may be extended following 

review in 2022)



Ability to 

choose to 

disclose 

negative 

genetic test 

results 

Yes Yes 

Research 

results 

excluded from 

disclosure 

Yes
No, unless the applicant 

does not receive the result


Ability of non-

member 

insurers to opt 

in 

Yes No  

FSC = Financial Services Council 
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