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The Australian Human Rights Commission (Commission) welcomes the opportunity to provide a written submission to the Australian Government Treasury (Treasury) on the ban on the use of adverse genetic testing results in life insurance underwriting. The Commission attaches a copy of its 2024 submission to Treasury on this topic, referring Treasury to: 
· an overview of the Disability Discrimination Act 1992 (Cth), including the partial exemption at section 46, in relation to life insurance
· a detailed overview of the international human rights framework relevant to this issue, including the human rights model of disability
· human rights concerns and implications associated with risk-rated insurance models 
· the Commission’s position on the need for a broader examination of the inherently discriminatory nature of risk-rated insurance models in line with human rights obligations, and scrutiny of the operation of section 46 of the Disability Discrimination Act, which permits differential and unequal treatment of people with disability.
The Commission is Australia’s National Human Rights Institution, established under the Australian Human Rights Commission Act 1986 (Cth) (AHRC Act),[endnoteRef:2] with recognised independent status and roles in United Nations human rights fora. The Commission’s operations are determined independently of the government through the President and Commissioners.  [2:  Australian Human Rights Commission Act 1986 (Cth) s 7.] 

The Commission provides independent and impartial services to promote and protect human rights and fundamental freedoms in Australia. The Commission undertakes a range of policy development and research tasks that aim to promote compliance with Australia’s human rights obligations, while also investigating and conciliating complaints of unlawful discrimination and breaches of human rights. The Commission also has a role in promoting an understanding and acceptance of human rights in Australia.[endnoteRef:3] [3:  Ibid s 11(1)(g). ] 

The Disability Discrimination Act prohibits discrimination on the basis of disability, including genetic predispositions to disability.[endnoteRef:4] However, the partial exemption under section 46 permits discrimination in the provision of life insurance in certain circumstances.[endnoteRef:5]  [4:  Disability Discrimination Act 1992 (Cth) s 4(1) (definition of ‘disability’) para (j)).  ]  [5:  Under section 46 of the Disability Discrimination Act 1992 (Cth), life insurance providers can lawfully refuse to provide a life insurance policy to a person with disability or to charge higher premiums based on their disability, if the discrimination is reasonable based on actuarial or statistical data, or, if no such data is available, other relevant factors: See generally QBE Travel Insurance v Bassanelli (2004) 137 FCR 88, [28]. ] 

The use of genetic testing in life insurance underwriting raises significant concerns regarding life insurance policies and practices which may unfairly discriminate on the basis of a disability (or disabilities) that may exist, presently or in the future (due to a genetic predisposition), referred to as ‘genetic discrimination’. 
The Commission supports and is encouraged by the Government’s commitment to legislating a ban on the use of adverse genetic testing results in life insurance, including by making amendments to the Disability Discrimination Act, which will go some way to protect people from disability discrimination when taking out life insurance policies. 
While the Commission supports the policy objectives of the ban, it is concerned about disability discrimination in life insurance more broadly.[endnoteRef:6] Prohibiting only the use of adverse genetic test results allows other relevant information, such as diagnostic information, to be used by insurers to infer risk. It is not consistent to discriminate on the basis of disability in some instances but not others, particularly when the existence of impairment is being justified as a legitimate ground for the denial or restriction of human rights and equal opportunity. [6:  See Australian Human Rights Commission, Submission to Australian Government Treasury, Use of genetic testing results in life insurance underwriting (16 February 2024). ] 

The proposed design and implementation of a ban provides a good starting point that should be implemented without further delay. In addition, there are further opportunities to strengthen the provisions to ensure robust and effective regulation. It must also be considered and addressed in the context of international human rights law and obligations, including the right to non-discrimination, health and privacy.[endnoteRef:7] The Commission encourages insurers to move away from a deficit view of disability based on cost or risk assumptions, and instead to view disability through the lens of a human rights model and as a measure of diversity. [7:  See United Nations Convention on the Rights of Persons with Disabilities, opened for signature 30 March 2007, 2515 UNTS 3 (entered into force 3 May 2008) arts 5, 22, 25; United Nations International Covenant on Civil and Political Rights, GA 2200A (XXI) (23 March 1976, adopted 16 December 1966) arts, 2, 16, 17, 26; International Covenant on Economic, Social and Cultural Rights, opened for signature 16 December 1966, GA RES 2200A (XXI) (entered into force 3 January 1976) arts 2(2), 12; United Nations Universal Declaration of Human Rights, GA Res 217/A(III) (adopted 10 December 1948) arts 1, 2, 6, 7, 25; UN Human Rights Committee, CCPR Comment No. 18: Non-discrimination, 37th sess, UN DOC HRI/GEN/1/Rev.9 (Vol. I) (10 November 1989). ] 

The Commission welcomes further opportunities to engage with the Department with respect to the issues raised in this submission, particularly in relation to amendment of the Disability Discrimination Act. 
The Commission notes concurrent reform of the Disability Discrimination Act,[endnoteRef:8] and the next suite of reforms to the Privacy Act 1988 (Cth) will interact with aspects of this ban and life insurance practices (see section 4.3). The Australian Government must consider the impact of these reforms across the regulatory environment to ensure a cohesive and consistent legislative framework with clear timelines for implementation.  [8:  See Attorney-General’s Department (Cth), ‘Review of the Disability Discrimination Act’ (Webpage, 2025) <https://www.ag.gov.au/rights-and-protections/human-rights-and-anti-discrimination/australias-anti-discrimination-law/review-disability-discrimination-act>.] 

[bookmark: _Toc158650109][bookmark: _Toc193872656]Human rights-based approach 
Australia has ratified a range of international human rights instruments that set out rights and obligations. Obligations contained in international treaties are binding as a matter of international law, but not as a matter of domestic law until their provisions are incorporated into domestic legislation.[endnoteRef:9]  [9:  Bradley v Commonwealth (1973) 128 CLR 557 at 582 (Barwick CJ and Gibbs J); Dietrich v The Queen (1992) 177 CLR 292 at 305 (Mason CJ and McHugh J); Minister for Immigration and Ethnic Affairs v Teoh (1995) 183 CLR 273 at 286–287 (Mason CJ and Deane J) and 315 (McHugh J).] 

The United Nations Convention on the Rights of Persons with Disabilities (CRPD) is the principal binding international human rights instrument that explicitly addresses disability. Australia ratified the CRPD in 2008, accepting the obligation to protect and promote the rights of people with disability in domestic laws and policies. 
Articles 5 (equality and non-discrimination) and 25 (health) of the CRPD provide a framework to critically analyse insurance practices in Australia. The obligation contained in article 25(e) to prohibit discrimination on the basis of disability in life insurance explicitly targets insurance practices that treat people with disability unfavourably.[endnoteRef:10] Article 25(e) also obliges State Parties to ensure insurance is provided in a ‘fair and reasonable manner’.[endnoteRef:11] CRPD Article 12 (equal recognition before the law) outlines rights and obligations regarding the exercise of legal capacity on an equal basis with others, including in making decisions about one’s health.[endnoteRef:12] [10:  Penelope Weller, ‘Article 25: Health’, in Ilias Bantekas, Michael Ashley Stein, Dimitris Anastasiou (eds), The UN Convention on the Rights of Persons with Disabilities: A Commentary (Oxford University Press, 2018) 731.]  [11:  United Nations Convention on the Rights of Persons with Disabilities, opened for signature 30 March 2007, 2515 UNTS 3 (entered into force 3 May 2008) art 25(e) (‘CRPD’). ]  [12:  CRPD (n 10) art 12. ] 

The right to privacy, contained in Article 17 of the International Covenant on Civil and Political Rights (ICCPR) and Article 22 of the CRPD, is relevant in relation to the handling, storage and use of personal and health-related information by life insurers. 
The UNESCO[endnoteRef:13] Universal Declaration on the Human Genome and Human Rights (UNESCO Declaration) is a non-binding international legal instrument emphasising the need to respect human dignity and prohibit all forms of discrimination based on genetic characteristics.[endnoteRef:14] [13:  UNESCO stands for United Nations Educational, Scientific and Cultural Organisation. Australia is a founding member State of UNESCO. ]  [14:  See Universal Declaration on the Human Genome and Human Rights, GA Res 53/152 (9 December 1998, adopted 11 November 1997) (‘UNESCO Declaration’).] 

The United Nations Guiding Principles on Business and Human Rights are a global standard and internationally accepted framework to guide the practices of businesses to align with human rights obligations.
For a more detailed overview of relevant international human rights obligations, including the application of the human rights model of disability, in relation to the issue of disability discrimination in life insurance, see the Commission’s 2024 submission to Treasury on this topic (attached to this submission).
[bookmark: _Toc193872657]Recommendations
The Commission makes the following recommendations: 
 Recommendation 1: The legislation should explicitly prohibit the adverse use of genetic testing results in all circumstances including when they have been provided voluntarily with consent. (Question 1 and 6)
Recommendation 2: The legislation should prohibit the use of genetic test results, consented to be released by individuals, as an incentive to offer discounted or reduced insurance rates, below standard rates provided to others. (Question 1)
Recommendation 3: The legislation should prohibit insurers from: 
a) requesting, collecting, storing and using genetic testing results in life insurance underwriting, no matter how they are obtained and regardless of the type or purpose of the test, unless the voluntary exemption applies. 
b) disclosing genetic testing information to any third party without explicit consent from the individual. (Question 1 and 6)
Recommendation 4: The legislation should prohibit insurers from refusing to consider, progressing, declining, or penalising applications for life insurance due to adverse inferences made by the insurers based on: 
a) applicants not taking or not providing genetic test results
b) the applicant or their families ongoing medical care information including risk surveillance activities, prescribed medications, participation in preventative health care (such as clinical trials), or any other indirect method of inferring increased risk or genetic test results. (Question 1 and 2)
Recommendation 5: The duty to take reasonable care not to make a misrepresentation (s 20B) and the duty of disclosure (s 21) under the Insurance Contracts Act 1984 (Cth) should be amended, where relevant, to exclude from the duties the following information: 
a) Genetic test results, including the existence of such results 
b) Ongoing medical care information (Question 2)
Recommendation 6: The legislation should clarify that a genetic predisposition or genetic variant does not amount to a ‘condition’, ‘diagnosis’ or ‘disease’. (Question 1)

Recommendation 7: The definition of ‘genetic test’ should be included in the main legislative instrument (Insurance Contracts Act 1984 (Cth)) with a clause allowing for regulations to be made that prescribe tests to be included in the definition. (Question 4 and 5)
Recommendation 8: Any changes should be subject to consultation and agreement with the Health Minister due to the cross-portfolio nature of the issue. (Question 4 and 5)
Recommendation 9: The legislation should require that consent must be provided explicitly from the individual affected, not a third party or ‘agent’, and must be full, free and informed consent.  (Question 6) 
Recommendation 10: The Australian Government should give regard to the ALRC’s National Principles and Guidelines for decision-making, in the development of the legislation with regards to consent. (Question 7)
Recommendation 11: The legislation should require insurers to not collect genetic test results, including by using terms and conditions as part of broad consent to access medical records, or as a requirement in the application process. (Question 7)
Recommendation 12: The legislation should require that insurers notify all applicants, and existing customers, about the prohibition on the use of genetic test results to ensure that individuals are aware that they are not required to disclose the existence of genetic testing results or the results themselves. This includes information pertaining to insurers obligations and consumer rights. (Question 6 and 7)
Recommendation 13: The ban on the use of adverse genetic test results should apply to existing policies, in-progress applications and new policies from the commencement of the ban, so that no policies (existing or otherwise) can use adverse genetic test results including historic tests. (Question 10 – 13)
Recommendation 14: The legislation should require that insurers destroy any records of genetic data that no longer has any purpose for being held, unless explicit informed consent is obtained. (Question 6 and 10)
Recommendation 15: the Australian Government should introduce a prohibition and/or positive duty in the appropriate financial services legislation, subject to enforcement actions by the relevant financial services regulator. 
Recommendation 16: The Australian Government should ensure the Australian Human Rights Commission has adequate resourcing to promote, educate and support relevant stakeholders to understand and meet any new legal obligations introduced under the Disability Discrimination Act 1992 (Cth) if legislative change is made. 
Recommendation 17: The Australian Government should review section 46 of the Disability Discrimination Act 1992 (Cth), taking into consideration:
· Australia’s international human rights obligations, giving specific regard to United Nations Convention on the Rights of Persons with Disabilities
· the implications of risk-rated insurance on disability discrimination protections. 
Recommendation 18: The Australian Government should set out a clear timeline for the introducing the second tranche of reforms to the Privacy Act 1988 (Cth) and align their passage with introducing this ban to provide certainty for insurance organisations who collect and handle sensitive information. 
[bookmark: _Toc193872658]Design and Implementation of the Ban 
The Commission supports prohibiting the use of adverse genetic testing results in life insurance underwriting, as well as the policy objectives outlined in the Consultation Paper.[endnoteRef:15] The ban is a positive step forward to addressing disability discrimination in life insurance, and ensures people are not disincentivised from seeking health services such as genetic testing out of fear of discrimination.  [15:  See Australian Government Treasury, Ban on the Use of Adverse Genetic Testing Results in Life Insurance (Consultation Paper, February 2025) 3-4. ] 

The Commission generally supports the proposed regulatory framework, including dual regulation across the financial services sector and the Australian Human Rights Commission. Five yearly reviews of the ban are an appropriate mechanism to ensure the ban and regulatory environment remain in line with community expectations and advances in medical/health technology and genetic research. Reviews should be conducted with the intent to protect human rights and prevent discrimination and unethical practices. 
However, as outlined in the following sections, the Commission has some concerns with the proposed design and targeting of the ban along with recommendations on how this can be improved to ensure consumers human rights are respected, protected and fulfilled. 
[bookmark: _Toc193872659]Appropriately targeting the ban
The proposed prohibition in the Consultation Paper must ensure the regulation operates effectively to eliminate discrimination on the basis of genetic information, protect personal data and information, prevent the misuse of any information, and avoid ambiguity and discretionary interpretation.
The proposed legislative amendments must include robust protections against: 
· insurers using genetic test results adversely on the basis that they have obtained consent to their use
· insurers offering discounted or reduced insurance rates, below standard rates provided to other applicants, on the basis of a genetic test result 
· insurers collecting and storing genetic test results and information that have no purpose for being held by the insurer, no matter how they are obtained, except where the voluntary exemption applies 
· disclosure of results to third parties without individual consent
· insurers refusing to consider and progress applications or to provide life insurance on the basis that an individual has not undertaken, or provided the results of, a genetic test, or based on ongoing medical care information, including planned risk-surveillance. 
· the consideration by insurers of a genetic predisposition or genetic variant as a ‘condition’, ‘diagnosis’ or ‘disease’.
The proposed design of the ban suggests that insurers will be prohibited from requesting access to or using genetic testing results except in cases where they have been consented to be released by an individual (or their agent). This would create ambiguity as to whether insurers may then be able to use these tests adversely in the underwriting process. As noted in the Consultation Paper, this places undue burden on the individual consenting ‘to determine whether the test is favourable or detrimental to the underwriting assessment’.[endnoteRef:16] [16:  Ibid 8.] 

In situations where tests results have been consented to be released to an insurer, it is unclear from the proposed design of the ban what thresholds (if any) apply for the determination of ‘adverse’ versus ‘favourable’ genetic tests, and who can make this determination. This may result in discretionary and subjective practices. 
To address these concerns, the legislation should clearly prohibit the adverse use of genetic test results in all circumstances, including when provided voluntarily with consent. Where an individual consents to the release of genetic testing results that include both favourable and adverse results, insurers should only be able to use the results in a favourable way. 
Recommendation 1: The legislation should explicitly prohibit the adverse use of genetic testing results in all circumstances including when they have been provided voluntarily with consent. (Question 1 and 6)
Favourable genetic test results could be used (with consent) in circumstances where individuals would otherwise be discriminated against on the basis of disability, such as family history information, to offset any penalty that is applied due to inferred risk that the genetic test disproves.[endnoteRef:17] This would ensure that individuals in these circumstances are afforded a more favourable outcome and receive standard rates of insurance, equal to others. [17:  This would have the effect of protecting people against discrimination as favourable tests would provide evidence to support that the discrimination does not have an actuarial basis or is not reasonable, as per the requirements under section 46 of the Disability Discrimination Act 1992 (Cth) and therefore would be unlawful. ] 

However, favourable genetic test results should not be used by insurers as an incentive to reduce or provide discounted rates below the standard rates provided to others, outside the context described above, even when voluntarily provided. Doing so could penalise and disadvantage individuals who choose not to provide their genetic test results, or those who do not have genetic test results or are unable to access genetic testing. Consequently, any standard rate would become an indirect penalty for not disclosing genetic test results and could inadvertently create issues around privacy if people feel obliged to provide this information to receive a discount. This practice would conflict with the UNESCO Declaration which requires that the ‘human genome in its natural state shall not give rise to financial gains’.[endnoteRef:18]  [18:  UNESCO Declaration (n 13) art 4.] 

Recommendation 2: The legislation should prohibit the use of genetic test results, consented to be released by individuals, as an incentive to offer discounted or reduced insurance rates, below standard rates provided to others. (Question 1)
All people have the right to privacy including the protection of their personal and health data.[endnoteRef:19] Australia has an obligation to ensure that this protection is afforded to people with disability on an equal basis with others.[endnoteRef:20] The UNESCO declaration stipulates that genetic data ‘must be held confidentially in the conditions set by the law’.[endnoteRef:21] Pending reforms to the Privacy Act will provide greater certainty to consumers and insurers regarding the handling of sensitive information, such as genetic and health information.  [19:  United Nations International Covenant on Civil and Political Rights, GA 2200A (XXI) (23 March 1976, adopted 16 December 1966) art 17 (‘ICCPR’); CRPD (n 10) art 22(2). ]  [20:  CRPD (n 10) art 22. ]  [21:  UNESCO Declaration (n 13) art 7.] 

Individuals’ right to privacy must be upheld in this ban and explicitly articulated in the legislation. Currently, the Consultation Paper suggests that the ban should prohibit life insurers from requesting and using genetic testing results. This should be extended to ensure that insurers cannot collect (by other means) or store any genetic results that have no purpose for being held. 
Recommendation 3: The legislation should prohibit insurers from: 
a) requesting, collecting, storing and using genetic testing results in life insurance underwriting, no matter how they are obtained and regardless of the type or purpose of the test, unless the voluntary exemption applies. 
b) disclosing genetic testing information to any third party without explicit consent from the individual. (Question 1 and 6)
There must be explicit protection against insurers making adverse inferences in situations where an individual has decided not to have a genetic test, delayed planned genetic testing, or has chosen not to provide a genetic test result. Insurers should not be permitted to refuse to consider or progress applications or decline applications for life insurance based on such adverse inferences. 
The Commission is concerned about insurers seeking and utilising information about an individual’s (or their families) ongoing medical care,[endnoteRef:22] including planned risk-surveillance (e.g. routine screening), to infer risk and/or to refuse to progress applications until they are made aware of this information or any results. The ban should ensure that information that indirectly points to genetic test results or a perception of increased risk is not required to be disclosed and cannot be used to make adverse inferences by insurers or to discriminate in the provision of life insurance.  [22:  This can include prescribed medications, participation in preventative health trials (which may require a positive genetic test), and any other indirect method of inferring genetic test results. ] 

Allowing insurers to make adverse inferences from planned risk-surveillance activity, or other relevant medical information (such as preventative health care), will also disincentivise individuals from undertaking these activities out of fear it may reveal an outcome of a genetic test or be used adversely against them. This is counter-productive to preventative health care and public health objectives and impedes the right to highest attainable standard of health.[endnoteRef:23] [23:  CRPD (n 10) art 25; International Covenant on Economic, Social and Cultural Rights, opened for signature 16 December 1966, GA RES 2200A (XXI) (entered into force 3 January 1976) art 12.] 

Recommendation 4: The legislation should prohibit insurers from refusing to consider, progressing, declining, or penalising applications for life insurance due to adverse inferences made by the insurers based on: 
c) applicants not taking or not providing genetic test results
d) the applicant or their families ongoing medical care information including risk surveillance activities, prescribed medications, participation in preventative health care (such as clinical trials), or any other indirect method of inferring increased risk or genetic test results. (Question 1 and 2)
Recommendation 5: The duty to take reasonable care not to make a misrepresentation (s 20B) and the duty of disclosure (s 21) under the Insurance Contracts Act 1984 (Cth) should be amended, where relevant, to exclude from the duties the following information: 
a) Genetic test results, including the existence of such results 
b) Ongoing medical care information (Question 2)
The Commission agrees with expert concerns that a lack of definition for terms such as ‘condition’, ‘diagnosed condition’, ‘diagnosis’ and ‘disease’ could lead to insurers classifying a genetic variant as a diagnosed condition, requiring the disclosure of this information which can be used to discriminate against the individual,[endnoteRef:24] and lead to discretionary and inconsistent practices across insurers. Notwithstanding the need for clear definitions, discrimination on the basis of pre-existing conditions and/or disability conflicts with international human rights obligations under the CRPD and should be addressed by government separate to this consultation.[endnoteRef:25]   [24:  See Jane Tiller, Submission to Australian Government Treasury, Ban on the use of adverse genetic test results in life insurance (Monash University, 13 March 2025) 4-5. ]  [25:  See CPRD (n 10) arts 5, 25(e); Australian Human Rights Commission, Submission to Australian Government Treasury, Use of genetic testing results in life insurance underwriting (16 February 2024). ] 

Recommendation 6: The legislation should clarify that a genetic predisposition or genetic variant does not amount to a ‘condition’, ‘diagnosis’ or ‘disease’. (Question 1)
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The Disability Discrimination Act generally makes it unlawful to discriminate against a person because of disability when providing life insurance. However, section 46 provides a partial exemption that permits insurers to discriminate on whether, and on what terms, to offer life insurance if the discrimination is reasonable based on either actuarial or statistical data or, where no such data is available, other relevant factors. Genetic tests results are currently relevant to the consideration of the section 46 exemption.
The Commission supports the ban itself being contained in the Insurance Contracts Act 1984 (Cth) (Insurance Contracts Act). To ensure the ban can be achieved, the Disability Discrimination Act would require amendments to ensure that section 46 does not continue to operate so that it would not be unlawful for insurers to discriminate based on genetic test results. It may also be necessary to introduce a new provision in the Disability Discrimination Act to ensure clarity and consistency with the Insurance Contracts Act. For example, any definitions of consent, diagnosed condition, and genetic test should align with, or refer to, the Insurance Contracts Act. Amendments to both laws must factor in the recommendations made in this submission.
The most appropriate mechanism for amending the Disability Discrimination Act could be considered as part of a more thorough review of section 46 (see section 4.3, recommendation 17). However, this should not create cause for delay in introducing the ban or protecting people from genetic discrimination as soon as practicable. 
The Commission welcomes the opportunity to review and comment on any draft amendments, to appropriately consider the specifics in more detail. 
[bookmark: _Toc193872661]Definition of ‘genetic test’
The Commission does not have the expertise to comment on appropriate definitions of ‘genetic test’. However, it notes that: 
· It is important to ensure that the definition can be appropriately updated to evolve with advancements in medical/health technology, genetic research, and data analytics in a timely manner to protect consumers from discriminatory practices. 
· Any changes to the definition of genetic testing should not be subject to a regression in its scope or protection against genetic discrimination. Future changes should be grounded in scientific and medical evidence, guided by the advice of experts in the field and consumer representatives to protect against this. 
To ensure that there is appropriate public and parliamentary scrutiny applied to any future change in the definition the Commission suggests that the definition be included in the main legislative instrument. 
The Commission agrees with the recommendation made by experts in Monash University’s submission to this consultation,[endnoteRef:26] to include a clause allowing for regulations to prescribe tests to be included in the definition, as well as a requirement that the Health Minister be consulted and sign off on any proposed changes.  [26:  See Jane Tiller, Submission to Australian Government Treasury, Ban on the use of adverse genetic test results in life insurance (Monash University, 13 March 2025) 9-12. ] 

Recommendation 7: The definition of ‘genetic test’ should be included in the main legislative instrument (Insurance Contracts Act 1984 (Cth)) with a clause allowing for regulations to be made that prescribe tests to be included in the definition. (Question 4 and 5)
Recommendation 8: Any changes should be subject to consultation and agreement with the Health Minister due to the cross-portfolio nature of the issue. (Question 4 and 5)
[bookmark: _Toc193872662]Consent to use genetic testing results
Section 3.1 of this submission made several recommendations in relation to the provision of consent and personal privacy that interrelate with the issues and recommendations raised in this section (see recommendations 1 and 3). 
The legislation should uphold universal standards of legal capacity in relation to consent.[endnoteRef:27] This means that full, free, and informed consent must only be provided by the individual affected, not by a third party or ‘agent’ as is expressed in the Consultation Paper.  [27:  See Committee on the Rights of Persons with Disabilities, General Comment No. 1 (2014) on Article 12: Equal recognition before the law, UN Doc CPRD/C/GC/1 (19 May 2014); See also ICCPR (n 18) art 16; United Nations Universal Declaration of Human Rights, GA Res 217/A(III) (adopted 10 December 1948) art 6. ] 

Legislation that authorises personal information to be released/consented to by a third-party, disregards rights to legal capacity and privacy and can create or promote conflicts of interest in insurance practices. The universal standard of legal capacity recognises that all people inherently possess legal capacity which must be upheld on an equal basis for all people.[endnoteRef:28] This includes the ability for a person to make decisions on behalf of themselves and to have those decisions legally recognised. Article 12 of the CRPD guarantees this right for people with disability, including support for decision-making, as opposed to substitute decision-making, and safeguards to prevent abuse.[endnoteRef:29]  [28:  Committee on the Rights of Persons with Disabilities, General Comment No. 1 (2014) on Article 12: Equal recognition before the law, UN Doc CPRD/C/GC/1 (19 May 2014) [25]. ]  [29:  CRPD (n 10) art 12.] 

In its 2014 report, Equality, Capacity and Disability in Commonwealth Law, the Australian Law Reform Commission (ALRC) developed a set of National Decision-Making Principles,[endnoteRef:30] to guide reform of Commonwealth laws and legal frameworks, and the review of state and territory laws.[endnoteRef:31] The National Principles reflect the ALRC’s approach in relation to ensuring equal exercise of legal capacity and recognition before the law across Australian laws, including via the provision of support for decision-making. The Commission recommends the Australian Government gives regard to the ALRC’s National Principles, and the ALRC’s report more broadly, in relation to matters of consent and decision-making in Commonwealth laws, including in the context of this consultation.  [30:  Recommendations 3-1, 3-2, 3-3 and 3-4 of the ALRC Final Report outline the National Principles  and Guidelines: Australian Law Reform Commission, Equality, Capacity and Disability in Commonwealth Laws (Final Report, August 2014) 63-89 <https://www.alrc.gov.au/wp-content/uploads/2019/08/alrc_124_whole_pdf_file.pdf>.]  [31:  Ibid 63 [3.1].] 

Recommendation 9: The legislation should require that consent must be provided explicitly from the individual affected, not a third party or ‘agent’, and must be full, free and informed consent.  (Question 6) 
Recommendation 10: The Australian Government should give regard to the ALRC’s National Principles and Guidelines for decision-making, in the development of the legislation with regards to consent. (Question 7)
Consent must be informed and explicitly provided with full awareness from the individual as to what they are consenting to. It must not be obtained inadvertently or through coercive practices such as general terms and conditions, as part of broad consent to access medical records, or as a necessary part of applications to receive cover. It should be clear to individuals that they are entitled to withhold genetic test results and are not required to disclose either the existence of test results or the results themselves. 
This issue would largely be addressed by ensuring that no test, no matter how it is obtained, can be used to produce an unfavourable result in underwriting, however it is necessary that there are explicit requirements on insurers to take care not to use these practices to gain consent. 
Recommendation 11: The legislation should require insurers to not collect genetic test results, including by using terms and conditions as part of broad consent to access medical records, or as a requirement in the application process. (Question 7)
Recommendation 12: The legislation should require that insurers notify all applicants, and existing customers, about the prohibition on the use of genetic test results to ensure that individuals are aware that they are not required to disclose the existence of genetic testing results or the results themselves. This includes information pertaining to insurers obligations and consumer rights. (Question 6 and 7)
[bookmark: _Toc193872663]Regulation and enforcement
The Commission considers that it would be appropriate for the financial services sector to regulate and enforce the proposed ban, given their technical expertise, alongside the Commission exercising its functions under the Disability Discrimination Act. 
Amendment to the Disability Discrimination Act would ensure that individuals can bring complaints to the Commission alleging discrimination if an insurer uses genetic test results to decide whether, and on what terms, to offer a life insurance policy. This would be one pathway under the proposed framework for individuals to access justice and seek remedy.
The Commission also has a function to undertake inquiries into any matter that may relate to systemic unlawful discrimination or suspected systemic unlawful discrimination. This could include inquiring into insurance practices, if the Commission is made aware of persistent discrimination, and considers it appropriate. 
An effective regulatory framework that supports a ‘no wrong door’ consumer pathway, may include the following elements: 
· Communication and information sharing between agencies to identify any pervasive or systemic enforcement or compliance issues. This can support the Commission in identifying systemic unlawful discrimination and assist with determining whether it may wish to use its inquiry powers, applying a human rights lens to any issues.  
· Appropriate referral pathways between agencies, taking into consideration legal limitations and consent from complainants.[endnoteRef:32]  [32:  For example, the Commission has non-disclosure requirements outlined at section 49 of the Australian Human Rights Commission Act 1986 (Cth) to ensure the confidentiality of personal information acquired by the Commission. ] 

The Commission welcomes the opportunity to discuss referral pathways further with Treasury, including how it may wish to implement the recommendations to support effective regulation. 
The Commission notes that any regulatory and enforcement framework must also consider and include the following:
· transparency to ensure access to justice
· clear and accessible pathways for dispute resolution and available remedies, including penalties for non-compliance
· written guidance to life insurers on how to comply with the ban, recommended to be provided by the appropriate financial services regulator
· guidance for all other relevant stakeholders (such as medical professionals) to ensure the restrictions, and their role, is understood
· assurance that a breach of the ban would void any decision made by insurers in reliance on banned genetic testing results.
[bookmark: _Toc193872664]Existing policies and tests – prospectivity nature and implementation
The ban should be implemented in a way that does not unfairly disadvantage people who have previously received adverse underwriting outcomes based on the results of a genetic test. Genetic discrimination should be prohibited from the date of commencement of the ban, regardless of the date of the genetic test or when an individual’s policy commenced. This would mean that the ban applies to all people irrespective of whether a genetic test was taken before the ban was implemented. 
To best protect all people from genetic discrimination, and in the interest of consistency, clarity and fairness: 
· all historic (pre-ban) tests should be included in the ban, 
· insurers should be required to remove all adverse underwriting outcomes, such as penalties, exclusions and loadings, from existing policies from the commencement of the ban, so they no longer take into consideration the results of a genetic test. 
This approach would ensure that people with existing policies do not have to choose between ongoing genetic discrimination or going through an unnecessary re-application or variation process which may have unintended consequences for their cover. This also takes the onus off the consumer to determine whether their existing policy breaches the ban or not. 
Recommendation 13: The ban on the use of adverse genetic test results should apply to existing policies, in-progress applications and new policies from the commencement of the ban, so that no policies (existing or otherwise) can use adverse genetic test results including historic tests. (Question 10 – 13)
Allowing existing policies that relied on historic genetic tests to continue unaffected raises significant concerns around the provision of consent to use and store these test results. Prior to the ban, individuals would have provided genetic tests results in accordance with the duties imposed on individuals such as the duty to not make a misrepresentation and duty to disclose.[endnoteRef:33] Historic test results would not have been provided with the same level of consent required under the ban. To better protect individuals’ personal privacy, insurers should not only remove any adverse underwriting outcomes but also ensure that records of genetic test results are destroyed, except where there is a legitimate purpose to hold these results, or explicit consent has been given. This approach provides a smoother transition for both consumers and insurers.  [33:  Insurance Contracts Act 1984 (Cth) ss 20B, s 21.] 

Recommendation 14: The legislation should require that insurers destroy any records of genetic data that no longer has any purpose for being held, unless explicit informed consent is obtained. (Question 6 and 10)
[bookmark: _Toc193872665]Other considerations 
[bookmark: _Toc193872666]Introduction of a positive duty
The Final Stakeholder Report of the Australian Genetics and Life Insurance Moratorium: Monitoring the Effectiveness and Response (A-GLIMMER report) recommended that insurers be subject to a positive duty to not discriminate, enforceable by the appropriate financial services regulator.[endnoteRef:34] The Commission outlined the considerations and merit in this approach in its 2024 Submission to Treasury.[endnoteRef:35] [34:  Jane Tiller et al, The A-GLIMMER (Australian Genetics & Life Insurance Moratorium: Monitoring the Effectiveness and Response) Project: Final Stakeholder Report (Monash University, 30 June 2023) 4, 36. ]  [35:  See Australian Human Rights Commission, Submission to Australian Government Treasury, Use of genetic testing results in life insurance underwriting (16 February 2024) 20-22. ] 

The introduction of a positive duty would:
· allow for a process pursuant to which a regulator can bring an action seeking to enforce the prohibition on discrimination (including by way of a financial penalty), regardless of whether or not there has been a complaint by an individual. 
· introduce additional incentive and cause for the financial services sector to implement practices and policies to prevent life insurers requesting and using genetic information, and for the appropriate regulator to proactively monitor compliance, beyond complaints.[endnoteRef:36]  [36:  For example, private health insurers are subject to the provisions under the Disability Discrimination Act to not discriminate on the basis of disability in the provision of health insurance products, as well as having industry specific obligations under the Private Health Insurance Act 2007 (Cth) Div 55-5. ] 

In addition to a prohibition on genetic discrimination in the Disability Discrimination Act that can be the subject of a complaint by an individual to the Commission, there is value in an equivalent prohibition being included in appropriate financial services legislation, which could be subject to enforcement action by an appropriate financial services regulator.[endnoteRef:37] [37:  See Australian Human Rights Commission, Submission to Australian Government Treasury, Use of genetic testing results in life insurance underwriting (16 February 2024) 20-22.] 

Recommendation 15: the Australian Government should introduce a prohibition and/or positive duty in the appropriate financial services legislation, subject to enforcement actions by the relevant financial services regulator. 
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As recommended in the Commission’s previous submission, government should allocate responsibility and appropriate resources to the Commission to promote, educate and support individuals and all relevant stakeholders to understand and meet any new legal obligations under the Disability Discrimination Act.
Public awareness and education functions sit within the Commission’s existing functions under the Disability Discrimination Act. For example, the Commission currently has functions to:
· promote an understanding and acceptance of, and compliance with, the Disability Discrimination Act
· undertake research and educational programs, and other programs, on behalf of the Commonwealth for the purpose of promoting the objects of the Disability Discrimination Act
· prepare and publish guidelines for the avoidance of discrimination on the grounds of disability.[endnoteRef:38] [38:  Disability Discrimination Act 1992 (Cth) s 67(g), (h), (k).] 

The Commission is the appropriate body to carry out these functions in relation to the prohibition on genetic discrimination. Specific funding should be allocated to these public awareness, education and guidelines functions when the relevant legislative change is made. 
Recommendation 16: The Australian Government should ensure the Australian Human Rights Commission has adequate resourcing to promote, educate and support relevant stakeholders to understand and meet any new legal obligations introduced under the Disability Discrimination Act 1992 (Cth) if legislative change is made. 
[bookmark: _Toc193872668]Consideration of concurrent reforms
As outlined earlier in this submission, it is vital that the government seek to ensure a cohesive legislative framework giving regard to related areas of reform. 
Addressing other concurrent areas of legislative reform should not, however, lead to an unacceptable delay in the introduction of reforms to prohibit the use of adverse genetic testing results in life insurance underwriting. Rather, the legislation should be reviewed as soon as practicable following the introduction of any relevant concurrent reforms, such as those outlined below. 
[bookmark: _Toc193872669]Review of the Disability Discrimination Act 1992 (Cth)
In response to recommendations made by the Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability (Disability Royal Commission),[endnoteRef:39] the Australian Government is undertaking a review of the Disability Discrimination Act. The Review will involve consultation on the recommendations made by the Disability Royal Commission, such as the inclusion of a positive duty to eliminate disability discrimination,[endnoteRef:40] as well as further changes to improve the experiences of people with disability.[endnoteRef:41] [39:  See recommendations 4.23 – 4.34: Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability (Final Report, September 2023) vol 4, 279-345]  [40:  As recommended by the Australian Human Rights Commission (recommendations 1-4) and the Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability (recommendations 4.27 and 4.28): See Australian Human Rights Commission, Free and Equal: A reform agenda for federal discrimination laws (Position Paper, December 2021) 58-80; Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability (Final Report, September 2023) vol 4,310-315. ]  [41:  See Attorney-General’s Department (Cth), ‘Review of the Disability Discrimination Act’ (Webpage, 2025) <https://www.ag.gov.au/rights-and-protections/human-rights-and-anti-discrimination/australias-anti-discrimination-law/review-disability-discrimination-act>.] 

In its Free & Equal Position Paper: Reform agenda for federal discrimination law, the Commission identified insurance policies and section 46 of the Disability Discrimination Act as an exemption warranting particular scrutiny in any review process. [endnoteRef:42] Scrutiny and consideration of the appropriateness of this exemption in a modern anti-discrimination framework is opportune and necessary to ensure it aligns with the obligations contained within the CRPD and human rights standards.  [42:  See Australian Human Rights Commission, Free and Equal: A reform agenda for federal discrimination laws (Position Paper, December 2021) 276-7. <Free and Equal: A reform agenda for federal discrimination laws (2021) | Australian Human Rights Commission>] 

Any amendment to the Disability Discrimination Act in relation to the ban on the use of adverse genetic test results could be considered as part of a more thorough review of section 46.
Recommendation 17: The Australian Government should review section 46 of the Disability Discrimination Act 1992 (Cth), taking into consideration:
· Australia’s international human rights obligations, giving specific regard to United Nations Convention on the Rights of Persons with Disabilities
· the implications of risk-rated insurance on disability discrimination protections. 
[bookmark: _Toc193872670]Reform to the Privacy Act 1998 (Cth)
The Privacy Act 1988 is the principal piece of legislation protecting the human right to privacy in Australia. Under the Privacy Act, genetic information is included in the definition of ‘sensitive information’ which attracts additional privacy protections.[endnoteRef:43] [43:  Privacy Act 1988 (Cth) s 6.] 

The Privacy Act is currently being modernised,[endnoteRef:44] with the first tranche of reforms passed in November 2024.[endnoteRef:45] However, there are currently no timelines for the next stage of reforms which will have implications for how sensitive information is defined and dealt with under the Act.[endnoteRef:46]  [44:  Attorney-General’s Department, ‘Government Response: Privacy Act Review Report’ (28 September 2023) <https://www.ag.gov.au/rights-and-protections/publications/government-response-privacy-act-review-report>.]  [45:  On 29 November 2024, Parliament passed the first tranche of privacy law reform, progressing 23 proposals from the Government Response to the Privacy Act Review Report. See, Privacy and Other Legislation Amendment Act 2024 (Cth). ]  [46:  See Attorney-General’s Department, ‘Government Response: Privacy Act Review Report’ (28 September 2023) 22, 24, 28, 31, 33, 35 <https://www.ag.gov.au/rights-and-protections/publications/government-response-privacy-act-review-report>.] 

The Commission welcomes the progress that is being made towards comprehensive reform in this area, however, remains concerned about the piecemeal approach to privacy law reform which has implications for other areas of law reform, such as life insurance. Until these reforms have been finalised, the Act remains outdated. This creates difficulties for many industries, including insurance organisations, as there will continue to be uncertainty about their obligations when collecting and handling sensitive information (such as genetic information).
Recommendation 18: The Australian Government should set out a clear timeline for introducing the second tranche of reforms to the Privacy Act 1988 (Cth) and align their passage with introducing this ban to provide certainty for insurance organisations who collect and handle sensitive information. 
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