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Medicines Australia welcomes the opportunity to respond to the Treasury’s consulta�on paper on the 
Use of genetic testing results in life insurance underwriting. 

Medicines Australia supports Op�on 2: Legisla�ng a ban, without limits, caps or excep�ons for the use 
of gene�c tes�ng results in life insurance underwri�ng, a regulatory interven�on similarly in place in 
Canada. Anything less will create uncertainty for consumers and prevent pa�ents from accessing 
cri�cal healthcare and par�cipa�ng in life-changing research. 

Uncertainty that gene�c tes�ng data may impact a person’s ability to apply for life insurance may 
prevent people from seeking a medical diagnosis and accessing treatments. Individuals should be 
incen�vised to ac�vely inves�gate and understand their own health, rather than facing penal�es for 
exploring health informa�on that could lead to the iden�fica�on of new medical condi�ons. 

Keeping people healthy by undergoing gene�c tes�ng can also lead to improved produc�vity outcomes 
by enabling screening, fostering early diagnosis, and promo�ng �mely interven�on. This, in turn, helps 
individuals maintain their well-being, stay in the workforce, contribute to tax revenue, and con�nue 
paying their insurance premiums. 

Par�cipants are also key to the research and development of new medicines and therapies. However, 
fear associated with inability to receive life insurance can mean people choose not to par�cipate in 
vital research, impeding medical progress. 

Medicines Australia is the peak body represen�ng the innova�ve, research-based, medicines industry 
in Australia. This submission will focus on the regulatory interven�on required to ensure pa�ents 
access healthcare and contribute to medical research without fear of impac�ng their ability to apply 
for life insurance. 

 

 

1. Are there par�cular fields of health care and medical research that are impacted by par�cipant 
reluctance to take gene�c tests due to impacts on life insurance access? 

Gene�c tes�ng is a rapidly evolving field that has the poten�al to transform healthcare and provide 
more cost-effec�ve treatments to improve pa�ent outcomes. It can provide early diagnosis for 
illnesses allowing for more effec�ve interven�ons and contribute to the development of new 
medicines, both for treatment and preven�on. 1  

Fear of life insurance limita�ons can deter or delay gene�c tes�ng, impac�ng access to crucial 
screening programs. Diagnosed gene�c condi�ons grant access to specialised screenings, like 
Medicare-funded breast MRIs for those with BRCA1/2 muta�ons. 2 Without gene�c tes�ng, delayed 
screenings increase the risk of late cancer detec�on, straining both the healthcare system and 
individual survival prospects. 



 

Implica�ons of gene�c tes�ng results can extend beyond the individual being tested to their family 
members. Parents of sick children may hesitate to have their children gene�cally tested as it may reveal 
predisposi�ons to illnesses of other family members, which in turn may affect their ability to qualify 
for life insurance. 3   

Addi�onally, avoiding or delaying tes�ng due to concerns about life insurance implica�ons can also 
disqualify individuals from research where gene�c informa�on is required. In an Australian clinical trial 
exploring a new use for an exis�ng medicine in preven�ng breast cancer among BRCA1 muta�on 
carriers,4 pa�ents who forego gene�c tes�ng will miss out on the poten�al benefit of access to a 
clinical trial. The lack of gene�c tes�ng also means poten�al trial par�cipants are unavailable for 
involvement in crucial research studies. 

Pharmaceu�cal research and development will also be hindered by gene�c tes�ng hesitancy. The 
reluctance of par�cipants hinders progress by limi�ng gene�c data availability, slowing down 
advancements in treatments, and affec�ng the diversity and size of par�cipant pools in research 
studies, 5 par�cularly in rare diseases where pa�ent numbers are inherently limited. 6 Ul�mately, 
pa�ents will miss out on access to free cu�ng-edge medical innova�ons through clinical trials, and the 
new treatments they are developing. 

2. Which aspects of the current Moratorium provide inadequate protec�ons for consumers: 
consumer and industry awareness, financial thresholds, compliance by life insurance industry, or 
other? 

The A-GLIMMER Project's findings highlight several inadequacies in the current Financial Services 
Council (FSC) Moratorium, posing insufficient protec�ons for consumers. These include: 

• Poor awareness and understanding of the moratorium among consumers, health 
professionals, and financial advisers, contribu�ng to a lack of informed decision-making.  

• The financial thresholds set by the moratorium, limi�ng disclosure requirements for life 
policies under $500,000, deemed too low by stakeholders, impeding individuals from 
obtaining adequate life insurance coverage. 

• Instances of non-compliance by life insurance companies, including inappropriate inquiries 
about gene�c tes�ng, raise concerns about the effec�veness of the moratorium.  

These shortcomings underscore the need for more robust legisla�ve measures to address gene�c 
discrimina�on in the Australian life insurance industry. 

3. As a consumer, has your willingness to undertake gene�c tes�ng been impacted by the exis�ng 
Moratorium? 

N/A. Medicines Australia is not a direct consumer. 

4. Of the op�ons outlined above, which do you think is most appropriate to manage concerns 
about gene�c tes�ng and access to life insurance, including those concerns iden�fied in the A-
GLIMMER report (see pages 10-11)? Would you change any aspects of that op�on? 

Medicines Australia supports a total ban, without limits, caps, or excep�ons rather than a par�al 
prohibi�on as the only appropriate op�on. This would be consistent with the recommenda�ons in the 
A-GLIMMER report and interna�onal approaches including The Genetic Non-discrimination Act 
introduced in Canada in 2017. 7  

A legislated ban on gene�c discrimina�on, covering both reques�ng and using gene�c data, is crucial 
to prevent discrimina�on. This approach eliminates uncertainty inherent in self-regula�on and 



 

provides clarity to consumers, researchers, and health prac��oners. It ensures the protec�on of public 
health interests and can be effec�vely enforced by regulators. 

5. What are the key concerns with each op�on? 

Option 1: No Government intervention: This op�on is unacceptable as it perpetuates discrimina�on, 
erodes public trust, impedes progress in genomic medicine and research, and reduces access to 
poten�ally life-saving diagnosis and treatments. This approach would fail to address the concerns 
outlined in the A-GLIMMER report. 

Option 2: Legislating a ban: A total, permanent ban will provide certainty to consumers when having 
gene�c tests that the results, life insurers would be prohibited from reques�ng or u�lising any adverse 
gene�c tes�ng results to inform their underwri�ng calcula�ons. 

A par�al ban in Option 2, as used in the UK, 8 s�ll creates uncertainty and fails to ins�l confidence in 
consumers. The UK's par�al ban example has been in place for 2 decades, and the public has become 
comfortable with an expected level of protec�on. However, no such expecta�on exists in Australia, 
and the A-GLIMMER report found that Australians do have significant fears about insurer use of their 
data. 

Option 3: Legislating a financial limit: This op�on faces similar issues as a par�al ban, providing only 
par�al protec�on and introducing complexity and uncertainty. Both Option 3 and a par�al ban in 
Option 2 s�ll require consumers and healthcare professionals to navigate intricate financial laws, which 
may lead to misinforma�on and confusion. The preference is for a total ban to ensure clarity, 
confidence, and focus on health informa�on in gene�c tes�ng decisions. 

6. Is there any evidence to suggest that Government interven�on may give rise to adverse 
selec�on? 

Medicines Australia cannot provide a specific assessment of the impact of a legislated ban on the 
insurance market. However, it acknowledges the mixed and some�mes contradictory evidence from 
other jurisdic�ons, as outlined in the consulta�on paper.  

Priori�sing public health interests should be the top priority. Any system that deters consumers from 
undergoing gene�c tes�ng could result in delayed diagnosis and treatment, poten�ally affec�ng both 
quality of life and life expectancy. Moreover, hesitancy towards gene�c tes�ng will impact medical 
research and development, as previously discussed. 

Ensuring access to gene�c tes�ng without fear of insurance repercussions is crucial for advancing 
healthcare outcomes and innova�on. 

7. Should there be any difference in the treatment of diagnos�c and predic�ve gene�c tests? 

With the advent of whole genome sequencing, it is increasingly difficult to dis�nguish between 
predic�ve and diagnos�c tests. The challenge arises because both types of tests can involve 
sequencing much or all of the genome. The crucial difference lies in the test's purpose—diagnosing a 
suspected condi�on versus predic�ng suscep�bility to a condi�on—rather than the methodology 
used. 9 

The Canadian Genetic Non-discrimination Act did not dis�nguish between types of tests, but rather 
applied the protec�on to all gene�c tests. 10 

 



 

 

8. Is there an op�on not listed that you believe should be considered? 

Medicines Australia reiterates that a total ban, without limits, caps, or excep�ons rather than a par�al 
prohibi�on as the only appropriate op�on and would address the issues raised in the A-GLIMMER 
report.  

9. Of the op�ons outlined above, which do you think is the most appropriate enforcement body 
given capaci�es and enforcement powers? 

Both the Australian Human Rights Commission (AHRC) and the Australian Securi�es and Investment 
Commission (ASIC) have essen�al roles to play.  

ASIC is tasked with regula�ng financial en��es and enforcing financial services laws, making it 
appropriate for overseeing legisla�on that mandates insurers to refrain from discrimina�on.11 
However, while ASIC can enforce these laws, individual consumers cannot directly seek recourse 
through ASIC.  

The AHRC, which inves�gates and resolves discrimina�on complaints, can in turn serve as a vital 
resource for individuals experiencing discrimina�on. The AHRC provides free, accessible informa�on 
and independent review services, though it lacks enforcement powers. 12  

10. Is there an enforcement op�on not listed that you believe should be considered? 

The Australian government should consider including a range of appropriate penal�es for breaches by 
life insurance providers, similar to those established in Canada. The Canadian Genetic Non-
discrimination Act features criminal penal�es, aiming to enable the state to defend individuals' rights 
without relying on individual funding. This approach serves as a robust deterrent against viola�ons by 
insurance companies, emphasising the seriousness of the consequences for non-compliance.13 

 

Should you have any ques�ons about Medicines Australia’s submission, please do not hesitate to 
contact me. 

Yours sincerely, 

 

Constan�ne Tablan 
Manager, Policy 
Medicines Australia 
constan�ne.tablan@medicinesaustralia.com.au  
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