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L’efficacité de la tarification d’assurance né-
cessite une évaluation du risque précise. Les 
compagnies d’assurance vie et d’assurance 
maladie s’inquiètent que la disponibilité 
croissante d’examens génétiques produise un 
phénomène de sélection adverse puisque les 
proposants n’ont pas l’obligation de divulguer 
leurs résultats. En conséquence, les assureurs 
prévoient de devoir assumer un risque dérai-
sonnablement élevé qui pourrait potentielle-
ment ébranler le système d’assurance privée. 
Une autre problématique est celle d’accès à 
l’assurance liée à la discrimination génétique. 
La Loi sur la non-discrimination génétique 
interdit aux assureurs d’exiger l’analyse gé-
nétique comme condition de couverture ou 
d’utiliser les résultats des tests pour la tarifica-
tion sans le consentement écrit de l’assuré. Cet 
article souhaite démontrer que les protections 
prévues par la Loi visent uniquement le propo-
sant. La Loi crée également un faux sentiment 
de sécurité puisque les assureurs pourraient 
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Effective insurance underwriting requires 
accurate risk assessment. Life and health 
insurers are concerned that widespread 
availability of genetic testing without re-
quiring insurance applicants to disclose test 
results could result in adverse selection. 
The concern is that insurers could assume 
unreasonably high risks that might under-
mine the private insurance system. There 
are also concerns about potential genetic 
discrimination in access to insurance. The 
Genetic Non-Discrimination Act was en-
acted partly in response to these concerns. 
The Act prohibits insurers from demanding 
genetic testing as a condition for insurance 
or using test results in insurance underwrit-
ing without the insured’s written consent. 
This paper argues that the Act’s protection 
is one-sided. It also creates a false sense of 
security because insurers can access genetic  
information from health records. This paper 
advocates for a regime of basic insurance.
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without reference to health status and to re-
quire disclosure of health risks for policies 
exceeding the stated financial limit.

avoir accès à de l’information génétique se 
trouvant dans des dossiers médicaux. Cet 
article recommande un régime d’assurance 
de base sans référence à l’état de santé de 
l’assuré. La divulgation des risques de santé 
serait demandée seulement dans les cas où le 
montant de la couverture excèderait le montant 
maximal du régime de base.
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“The very nature of private insurance legitimates discrimination.”1

introDuction

Advances in genetic science have made it possible to predict, diagnose, 
prevent, manage, and treat genetically related conditions in order to im-
prove health outcomes and quality of life. They have also opened a potential 
for genetic discrimination. Persons perceived to have unfavourable genetic 
characteristics may face discrimination in access to employment and insur-
ance. The Canadian public health care system provides basic but partial 
health care coverage. Many Canadians fill in the gaps with private health 
insurance policies. In addition, many Canadians depend on the private in-
surance system for financial planning, relying, for instance, on disability 
insurance, income replacement insurance, or life insurance policies. An in-
dividual’s genetic status may have an impact on premiums and/or benefits 
provided under some policies that are related to an applicant’s health status 
and other risk factors affecting their mortality.  

Risk assessment is central to private insurance and requires applicants 
to disclose information regarding their risk status. An applicant must dis-
close risks affecting their insurability such as health status and susceptibil-
ity to illness.  Breach of the disclosure duty renders the insurance contract 
voidable, subject to the incontestability principle regarding contracts that 
have been in effect for at least two years during the lifetime of the insured 
person, absent fraud.2 Increasingly, there are concerns that the widespread 
availability of genetic testing and information could mean that individuals 
perceived to have higher-than-average susceptibility to certain illnesses will 
be considered undesirable insureds when applying for products such as life 
insurance, disability insurance, supplementary health insurance, and long-
term care insurance. Specifically, the worry is that insurers may decline to 
insure such individuals, may offer to insure them at higher premiums that 
are financially prohibitive, or may offer them limited benefits. Each of these 
actions has the potential to deny individuals and their families access to 

1 See Law Reform Commission of Canada, Human Dignity and Genetic Herit-
age: Study Paper (1991) at 50.

2 See Insurance Act, RSBC 2012, c 1, ss 51–52, 111–12; Insurance Act, RSA 
2000, c I–3, ss 652–53, 719–20 ; Insurance Act, RSO 1990, c 1.8, ss 183–84, 
308–309.



McGill Journal of law and HealtH

revue de droit et santé de McGill

148 Vol. 14
No. 2

insurance, and to leave them ill-prepared for the financial consequences of 
unfortunate health events. 

Insurance is about protecting individuals against the risk of fortuitous 
events. A person’s risk factors are important in determining the likelihood 
of future health conditions and mortality, and are the basis of risk assess-
ment in insurance underwriting. There are many unknowns in a person’s 
future health status. Genetic test results may point to the probability of an 
individual suffering a particular condition compared to the general popula-
tion. However, that information is not indicative of whether that person will 
actually suffer the condition in question.  

The Parliament of Canada enacted the Genetic Non-Discrimination Act 
(“the Act”)3 in 2017. Among other things, the Act prohibits insurers from 
(1) demanding that applicants undergo genetic testing as a condition for 
insurance and (2) using information yielded by genetic tests in insurance 
underwriting absent the applicant’s written consent.4 This paper focuses on 
the Act,  asking whether its prohibition on the use of genetic information 
in the underwiting process is the right way to allay concerns about genetic 
discrimination and promote equality of access to private insurance products.

Life and health insurers routinely use general health data that may also 
include genetic information in determining insurability. The Act’s prohibi-
tion on the use of genetic information may therefore have a limited effect 
in protecting insurance applicants and promoting equal access to insurance. 
Insurers emphasize the importance of risk segregation in the underwriting 
process to justify consideration of an applicant’s future risk factors includ-
ing those that are genetically related in determining insurability. However, 
there may be questions about the value of genetic information in predicting 
future health risks. The paper proposes a regime that is attentive to the con-
cerns of critics of genetic discrimination and the insurance industry: the pro-
vision of basic insurance up to a stated financial limit without reference to 
an individual’s health status whether genetically related or not. For policies 
exceeding the stated financial limit, the paper argues that as a matter of fair-
ness, risk assessment should be based on health conditions that are already 
manifest or where the predictive accuracy of the genetic information is fair-
ly guaranteed such that there is a high probability of the person experiencing 
that condition, as is the case with conditions such as Huntington’s disease. 

3 See Genetic Non-Discrimination Act, SC 2017, c 3 [the Act]. 

4 See ibid at s 3.
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Part I briefly discusses the nature of genetic testing and concerns about 
the potential for genetic discrimination, including access to insurance. In 
Part II, the paper provides a brief history of the Act. Part III canvasses some 
of the Canadian Life and Health Insurance Association’s responses to the 
prohibition on using genetic test results without the individual’s written 
consent when making underwriting decisions. In Part IV, the paper reflects 
on how far the Act goes in preventing discrimination in access to insurance. 
Finally, in Part V, the paper makes the case for a separate regulatory regime 
for the use of genetic information in providing insurance. It argues for pro-
moting equity in access to insurance and offers proposals for regulating the 
provision of private insurance to avoid discrimination on the bases of gen-
etic and other health statuses. Such a regime is premised on the socializa-
tion of risks, the notion that basic insurance is a social good that should be 
accessible to all persons regardless of their health status, and that society, or 
the insurance pool as a whole, rather than individual insureds, should bear 
the risk of providing such coverage.5

i. genetic teSt information anD concernS aBout genetic 
DiScrimination  

Genetic test results may indicate the possibility of a future condition, 
but cannot determine, inter alia, whether an individual will actually suffer 
the disorder in question, or when symptoms will occur and with what sever-
ity. Predictive genetic tests might reveal benign disorders or abnormalities 
that never materialize.6 Test information, especially for single gene and/or 
highly penetrable conditions, may indicate that a person is pre-symptomatic 
for a future disorder or at a higher risk of developing the disorder com-
pared to the general population.7 Furthermore, testing may identify genetic 

5 See William H Huff II, “Development of Public Policy from the Viewpoint of a 
State Insurance Regulator” (1975) 7 Insurance L J 393 at 395; Robert B Meyer, 
“Jusitification for Permitting Life Insurers to Continue to Underwrite on the 
Basis of Genetic Information and Genetic Test Results” (1993) 27 Suffolk U L 
Rev 1271 at 1273; Spencer L Kimball, “The Purpose of Insurance Regulation: 
A Preliminary Inquiry on the Theory of Insurance Law” (1960) 45 Minn L Rev 
471 at 512–14.

6 See Nora Pashayan & Paul Pharoah, “Translating Genomic into Improved 
Population Screening: Hype or Hope” (2011) 130 Hum Genet 19. 

7 See Office of the Privacy Commissioner of Canada, “The Predictive Value 
of Genetic Information: A Conversation with Dr. Steve Scherer, Director, the 
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markers that when combined with other factors, including lifestyle and en-
vironmental variables, could produce a particular disorder (non-monogenic 
diseases).8 

Tests may also identify inherited abnormalities or conditions that are 
preventable or treatable and which may have no adverse health or mortal-
ity implications for individuals. Moreover, given the complex causes and 
origins (etiology) of many diseases, the predictive value of a particular test 
or genetic abnormality may not be significant in determining an individ-
ual’s risk level. As Krajewska notes, “genetic data may vary substantially 
in their level of predictability, susceptibility or even potential for identifica-
tion purposes, which depends on the level of relatedness to the person. The 
most apparent differences appear among monogenic and polygenic or multi-
factorial diseases.”9 Yet, asymptomatic individuals and their relatives may 
be denied insurance, charged higher premiums, or provided limited benefits 
based on inaccurate or incomplete information regarding their susceptibility 
for a condition they may never experience.10

Some individuals are reluctant to undergo genetic testing or participate 
in research studies for fear of genetic discrimination.11 There are personal, 

Centre for Applied Genomics, the Hospital for Sick Children and Professor of 
Medicine, University of Toronto” (last modified 21 December 2012), online: 
Office of the Privacy Commissioner of Canada <www.priv.gc.ca/en/opc-ac-
tions-and-decisions/research/explore-privacy-research/2012/gi_qa/> [perma.
cc/3CVB-J77C]; UK Government & Association of British Insurers, “Code 
on Genetic Testing and Insurance” (2018) at 4–6 (The UK Code), online (pdf): 
<www.abi.org.uk/globalassets/files/publications/ public/genetics/ code-on-
genetic-testing-and-insurance_embargoed.pdf> [perma.cc/5ZFH-D33P]. 

8  See Office of the Privacy Commissioner of Canada, supra note 7.

9  Atina Krajewska, “Conceptual Quandaries about Genetic Data – A Compara-
tive Perspective” (2009) 16 Eur J Health L 7 at 15. 

10 See Margaret Otlowski, S Taylor & Yvonne Bombard, “Genetic Discrimina-
tion: International Perspectives” (2012) 13 Annu Rev Genomics Hum Genet 
433 (for a discussion of the phenomenon of genetic discrimination).

11 See “Statement on the Use of genetic test results by Life and Health Insur-
ance Companies” (July 2014), online: Office of the Privacy Commissioner 
of Canada <www.priv.gc.ca/en/opc-news/news-and-announcements/2014/s-
d_140709/ > [perma.cc/CF5F-JSV3]; “Why is Protection from Genetic Dis-
crimination Needed?” online: Canadian Coalition for Genetic Fairness <ccgf-
cceg.ca/en/about-genetic-discrimination/#why-protection-is-needed> [perma.
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familial, and societal costs associated with this phenomenon, including not 
benefitting from early diagnosis, treatment, or prevention of genetically re-
lated conditions that could improve individual health outcomes and quality 
of life, as well as the overall health of the population.12 Further, reluctance 
to undergo testing deprives individuals and society, including the insurance 
industry, of the benefits of scientific and medical advances that could reduce 
actual or perceived risk factors and improve insurability.13

Genetic testing also raises privacy concerns when entities such as insur-
ers have access to individuals’ test results.14 Health care professionals have 
described the lack of legislation protecting confidentiality of genetic test re-
sults as paralyzing. Some geneticists and medical ethicists share this view.15 

cc/SC88-S4WC ]; UK Government & Association of British Insurers, supra 
note 7 at Introduction; Reference re Genetic Non-Discrimination Act, 2020 
SCC 17 at paras 43, Karakatsani J, 109, Moldaver J, concurring, 17, Kasirer J, 
dissenting.

12 See Reference re Genetic Non-Discrimination Act, supra note 11 at paras 56, 
97– 99, Karakatsani J, 117, 142, 146, 150, Moldaver J, concurring; Yann Joly 
et al, “Life Insurance: Genomic Stratification and Risk Classification” (2014) 
22 Eur J Hum Genet 575 at 577; Otlowski et al, supra note 10 at 436, 439–41; 
Robert C Green et al, “GINA, Genetic Discrimination, and Genomic Medicine” 
(2015) 372:5 New Engl J Med 397 at 398; Kira Peikoff, “Fearing Punishment 
for Bad Genes”, The New York Times (7 April 2014), online: <www.nytimes.
com/2014/04/08/science/fearing-punishment-for-bad-genes.html> [perma.cc/
DEA3-BF2Q ]; “Genetic Discrimination and the Genetic Non-Discrimination 
Act” (May 2018), online (pdf): Huntington Society of Canada <www.hun-
tingtonsociety.ca/wp-content/uploads/2018/05/Genetic-Discrimination-Fact-
Sheet-2018-1.pdf > [perma.cc/U5D9-4SA4].

13 See Robert Klitzman, Paul S Applebaum & Wendy K Chung, “Should Life 
Insurers Have Access to Genetic Test Results?” (2014) 313:18 JAMA 1855 at 
1855.

14 See Office of the Privacy Commissioner of Canada, “Statement on the Use 
of Genetic Test Results by Life and Health Insurance Companies” (last 
modified 14 July 2014), online:<www.priv.gc.ca/en/opc-news/news-and-
announcements/2014/s-d_140709/> [perma.cc/V4ZP-VUGY]; Andrea Hun-
car, “Probing your DNA could Trigger Future Privacy Violations”, CBC 
News (24 April 2018), online: <www.cbc.ca/news/canada/edmonton/dna-
testing-1.4632272> [perma.cc/UY9U-MV5Y]; Reference re Genetic Non-Dis-
crimination Act, supra note 9 at paras 84–87, Karakatsani J, 144,  Moldaver J, 
concurring.

15 See Nicole Ireland, “Genetic Discrimination Law Urgently Needed, Experts 
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Advocates of genetic fairness and equality of access to insurance products 
also argue against the use of genetic information in making underwriting 
decisions.16

The Act17 prohibits, inter alia, the use of genetic information obtained 
through genetic testing in insurance underwriting except with the appli-
cant’s written consent.18 The Canadian Life and Health Insurance Associa-
tion (CLHIA)19 opposes legislation prohibiting the use of genetic informa-
tion for insurance underwriting.20 The CLHIA has expressed concern that 
ignoring genetic information indicating an individual’s higher-than-average 
risk in the underwriting process could undermine the disclosure duty and 
risk assessment process that are central to private insurance.21 The prohibi-
tion could also result in insurers assuming unreasonably high risks not prop-
erly accounted for in the underwriting process, and thereby undermine the 
viability of the private insurance system. As Justice Steele noted in Thorn-
ton v North American Life Assurance Co: “The [private insurance] industry 

Say” CBC News, (30 June 2016), online:  <www.cbc.ca/news/health/genetic-
discrimination-bill-s201-1.3425408> [perma.cc/SHZ4-ELG4].

16 See Office of the Privacy Commissioner of Canada, supra note 7.

17 See the Act, supra note 3.

18 See ibid at s 5.

19 The Canadian Life and Health Insurance Association is a voluntary organ-
ization representing life and health insurers in Canada. It has 69 members, 
not including associated companies. CLHIA members provide 99% of life 
and health insurance in Canada, providing a wide range of products includ-
ing life insurance, annuities and supplementary health insurance to over 28 
million Canadians. See CLHIA, “Our Members”, online: <www.clhia.ca/web/
CLHIA_LP4W_LND_Webstation.nsf/page/155D2E272E4A7D87852578150
078A752 > [archived URL].

20 See CLHIA, “Intervener Factum in Canadian Coalition for Genetic Fairness 
v Attorney General of Quebec et al” (3 July 2019), online: <https://www.scc-
csc.ca/WebDocuments-DocumentsWeb/38478/FM060_Intervener_Canadian-
Life-and-Health-Insurance-Association.pdf > [archived URL] at paras 14-15: 
Reference re Genetic Non-Discrimination Act, supra note 11. 

21 See CLHIA, “Intervener Factum in Canadian Coalition for Genetic Fairness 
v Attorney General of Quebec et al”, supra note 20 at paras 6–15. See also 
Meyer, supra note 5 at 1278–82.
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operates for profit and does not provide coverage for everyone as if it were 
a public insurer of all citizens.”22 

However, as Joly et al note: “the damage to the public profile of insurers 
from insisting on access to such information for underwriting may outweigh 
its current commercial value.”23 Notwithstanding the business case for ac-
curate risk prediction, there is a public interest in some element of socializa-
tion of risks and access to insurance as a mechanism for managing risks in 
modern society. This calls for some level of equality in access to insurance 
regardless of a person’s genetic characteristics or health status. Action is 
required to allay concerns on both sides. 

ii. the Genetic non-Discrimination act24

A. Developments Leading to Enactment of the Act

Prior to the Act, the CLHIA adopted a voluntary industry regulation 
advising its members not to require an insurance applicant to undergo gen-
etic testing as a condition for providing coverage.25 However, where an in-
dividual had already undergone testing, the result was subject to the usual 
disclosure duty in an application for insurance or changes to coverage.26 
Thus, individuals who had taken genetic tests that indicated particular diag-
noses or a higher than average susceptibility to an illness risked breach of 
the disclosure duty if they did not disclose the results in their application 
for insurance or in modifications to an existing policy. Notwithstanding the 
CLHIA voluntary industry regulation, there is evidence that members rou-

22 Thornton v North American Life Assurance Co (1995) 123 DLR (4th) 709 at 
para 19, [1995] OJ No 866 (Ont Ct Jus (Gen Div) Div Ct) [Thornton]. 

23 Joly et al, supra note 12 at 577.

24 See the Act, supra note 3. 

25 See Office of the Privacy Commissioner of Canada, “Statement on the Use of 
Genetic Test Results by Life and Health Insurance Companies”, supra note 14 
(Genetic Testing and Insurance in Canada).” 

26 See ibid. 
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tinely ignored the policy and required applicants to undergo genetic testing 
to determine their insurability.27

In 2015, Senator James Cowan introduced Bill S-201 as a private mem-
ber’s bill.28 A stated purpose of the bill was to fill the “gap in our laws […] 
preventing many Canadians from accessing the extraordinary advances tak-
ing place in medical science.”29 In his submissions in support of the bill, 
Senator Cowan referred to testimony before the Human Rights Committee 
that insurance companies routinely ignore the CLHIA policy by demanding 
that applicants undergo genetic tests before qualifying for insurance.30

B. Overview of the Act

The Act aligns legislative protections with advancements in genetic 
science and medicine. It ensures that individuals can benefit from these 
advancements to improve their health outcomes and quality of life while 
safeguarding against discrimination in access to services, employment, and 
insurance on the basis of a person’s genetic characteristics. Specifically, the 
Act prohibits any person from demanding that an individual undergo or 
disclose the results of genetic testing as a condition of providing goods or 
services, or of entering into employment or insurance contracts with that in-
dividual.31 The Act also prohibits access to and use of information obtained 

27 See ibid.

28 There had been previous attempts to prohibit discrimination on the basis of 
genetic characteristics that required amending the federal and Ontario human 
rights codes. The proposals did not progress through the legislative processes. 
See e.g. Bill C-508, An Act to Amend the Canadian Human Rights Act (genetic 
characteristics), 3rd sess, 40th Parl, 2011; Bill C-536, An Act to amend the Hu-
man Rights Act (genetic characteristics), 3rd Sess, 40th Parl, 2010 (Hansard, 
No 062 (14 June 2010) at 1505 (Mr. Bill Biksay). See also Bill C or S - 199, An 
Act to amend the Human Rights Code with respect to genetic characteristics, 
2nd Sess, 39th Leg, Ontario, 2011 (first reading 18 May 2011). 

29 See Senate of Canada, Honourable James S Cowan, “Genetic Non-Discrimin-
ation Bill”, Official Report of Debates (Hansard), (27 January 2016) at 1430, 
online: <sencanada.ca/en/Content/Sen/chamber/421/debates/008db_2016-01-
27-e#28> [perma.cc/8493-27TE].

30 See ibid at 1440.

31 The Act, supra note 3 at ss 3–4.
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through genetic testing without the individual’s consent in determining ac-
cess to basic social goods.32 A person who engages in prohibited conduct 
is guilty of an offence punishable by a fine or a term of imprisonment.33 In 
Reference re Genetic Discrimination Act,  the Supreme Court of Canada 
noted that the Act’s purpose is to give individuals control over whether  to 
undergo genetic testing, who gets access to their test results and how they 
may be used in order to avoid the risk of genetic discrimination.34

The Act makes no specific mention of the insurance industry. However, 
the insurance industry is within the scope of the legislation because insur-
ance is both a service and a contract between insurers and insureds.35 Fur-
ther, in Reference re Genetic Discrimination Act, the Court acknowledged 
the impact of the Act on the insurance industry, in particular the obligation 
to disclose material health information in an application for life or health 
insurance.36  

The Canadian Coalition of Genetic Fairness (CCGF) views the Act as 
the law’s attempt to keep pace with science and technology. The CCGF has 
expressed relief that individuals and families no longer have to worry about 
the repercussions of undergoing genetic testing, especially for diagnostic 
and therapeutic purposes.37  The Act promotes equal access to insurance, 

32 See ibid at s 5.

33 See ibid at s 7.

34 Reference re Genetic Discrimination Act, supra note 11 at paras 54–56, Kara-
katsanis J.

35 See Insurance Corp of British Columbia v Heerspink, [1982] 2 SCR 145, 137 
DLR (3d) 219. The Court found that insurance (specifically fire insurance) is 
a service customarily available to the public for purposes of the Human Rights 
Code, s 3 (now s 8) and an insurer cannot deny coverage on the basis of an 
enumerated ground absent reasonable cause for such denial. See also Zurich 
Insurance Co v Ontario (Human Rights Commission), [1992] 2 SCR 321, 93 
DLR (4th) 346 [Zurich] (automobile insurance). See also J v London Life In-
surance Co., [1999] BCHRTD 36 at para 28 (life insurance).

36 See Reference re Genetic Discrimination Act, supra note 11 at paras 57–59, 
60–62, Karakatsanis J, 215–17, 220, Kasirer J, dissenting.

37 See Canadian Coalition for Genetic Fairness (CCGF), “Why is Protection from 
Genetic Discrimination Needed?”, (n.d.), online: Canadian Coalition for Gen-
etic Fairness <ccgf-cceg.ca/en/about-genetic-discrimination/#why-protection-
is-needed> [perma.cc/LZ6T-592L]. 
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regardless of a person’s genetic characteristics. The Act appears to accord 
special status to human genetic information, treating it as unique and dif-
ferent from other health information, and deserving of special protections 
compared to other health data. This special status is referred to as genetic 
exceptionalism.38 However, the Act does not prohibit the use of genetic in-
formation in the underwriting process where the information can be ob-
tained from a source other than a genetic test, such as the applicant’s med-
ical records or family medical history.39 

The Act’s prohibition on the use of genetic test information absent the 
insured’s consent is consistent with the United Nations’ and Council of Eur-
ope’s responses to the issue of genetic discrimination in access to insurance. 
These organizations recognize that discrimination on the bases of genetic 
characteristics raises issues of human dignity and equality and should be 
prohibited. For instance, the Charter of Fundamental Rights of the Euro-
pean Union prohibits discrimination on the bases of genetic features.40 The 
International Declaration on Human Genetic Data, adopted by UNESCO’s 
General Conference in October 2003, specifically urges states to ensure that 
genetic data is not disclosed or accessible to insurance companies.41 With 

38 See Reference re Genetic Discrimination Act, supra note 9 at para 253, Kasirer, 
J, dissenting; Elizabeth Adjin-Tettey, “Potential for Genetic Discrimination in 
Access to Insurance: Is there a Dark Side to Increased Availability of Genetic 
Information” (2013) 50(3) Alta L Rev 577 at 596–600 (for a discussion of the 
concept of genetic exceptionalism and arguments for and against this practice, 
including in insurance); Sirpa Soini, “Genetic Testing Legislation in Western 
Europe – a Fluctuating Regulatory Target” (2012) 3 J Community Genet 143 at 
144–45, 151; Krajewska, supra note 9 at 18.

39 The disclosure of such information is pursuant to the disclosure duty that re-
quires applicants to disclose risks affecting their insurability. See supra note 2.  

40 See European Convention, Charter of Fundamental Rights of the European 
Union, Article 21 (2000/C 364/01) (December 18, 2000). Pursuant to the Lis-
bon Treaty of December 2009, the Charter is of the same binding authority 
similar to treaties. However, not all member states have included prohibition 
of discrimination on the bases of genetic features in their national laws. See 
e.g. Isabelle Chopin and Catharina Germaine, A Comparative Analysis of Non-
discrimination Law in Europe, 2017: The 28 EU Member States, the Former 
Yugoslav Republic of Macedonia, Iceland, Liechtenstein, Montenegro, Nor-
way, Serbia and Turkey Compared (Luxembourg: Publications Office of the 
European Union, 2017) at 12–14. 

41 See International Declaration on Human Genetic Data, 32 C Res, UNESCO, 
2003, art 14(b). 
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the Act, Canada responded to international concerns about the use of genetic 
testing and followed the approach of international organizations.

iii. oBjectionS to the Genetic non-Discrimination act

The CLHIA, an organization that represents most life and health in-
surers in Canada, opposed enactment of the Act on two principal grounds. 
First, the CLHIA argued that the Act undermines the disclosure duty, accur-
ate risk prediction in insurance underwriting, and hence the principle of ut-
most good faith in insurance contracts.42 Second, the CLHIA argued that the 
Act is ultra vires Parliament’s jurisdiction because it regulates insurance, an 
activity within the provinces’ property and civil rights power under the Con-
stitution Act, 1867, s 92(13).43 In Reference re Genetic Non-Discrimination 
Act, the majority of the Court upheld the constitutionality of the Act as con-
stituting a valid exercise of Parliament’s criminal law power pursuant to the 
Constitution Act, 1867, s 91(27).44 

The CLHIA’s first ground of opposition arises from the basis that in-
surance is about transferring the risk of an uncertain future event to an-
other person, the insurer, in exchange for consideration (i.e., premiums). 
Premiums and benefits are assessed based on the extent of the applicant’s 
risk level, that is, the likelihood of the event occurring, with insurers char-
ging a higher premium and/or providing reduced benefits where there is a 
higher than average risk. The disclosure duty ensures symmetry between 
the applicant’s and insurer’s knowledge of the former’s health risks.  Dis-
closure of risks allows the insurer to make actuarially sound decisions about 
the applicant’s insurability. From insurers’ perspectives, prohibition on the 
disclosure or use of genetic information permits informational asymmetry 
between applicants for insurance and insurers, which is likely to undermine 
the effective underwriting of risks.45 Non-disclosure of genetic test results 

42 See CLHIA, “Intervener Factum ”,  supra note 20.

43 See Constitution Act 1867 (UK), 30 & 31 Vict, c 3, s 92(13), reprinted in RSC 
1985, App II, No 5.  

44 Reference re Genetic Non-Discrimination Act, supra note 11.

45 See e.g., Michael Hoy & Julia Witt, “Welfare Effects of Banning Genetic In-
formation in the Life Insurance Market: The Case of BRCA1/2 Genes” (2007) 
74 J Risk Insur 526; See also Meyer, supra note 5 at 1274, 1278–82; Green et 
al, supra note 12 at 399; Donald H Taylor Jr et al, “Genetic Testing for Alz-
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also raises concerns about the potential for adverse selection. The concern 
is that individuals whose genetic test results indicate a higher-than-average 
risk of developing an illness could take out insurance in higher amounts 
than they otherwise would have. 46 Meanwhile, low risk individuals may 
seek to obtain insurance for below average rates or, failing that, opt out of 
the insurance market altogether, thereby leaving too many higher risk indi-
viduals in the insurance pool.47 The problem could be exacerbated as genetic 
testing becomes broadly available and more people become aware of their 
risk levels.48 

Canadian life and health insurers are concerned about the cost of the ban 
on the disclosure or use of genetic information without a person’s consent 
in determining customers’ insurability. According to the CLHIA, insurers’ 
inability to accurately assess risks will, over time, increase their liability.49 
Insurers are likely to respond to the increased risk by raising the cost of 
insurance for all customers. This could in turn make insurance products 
unaffordable for many Canadians, taking such products beyond the reach of 
those who need them most.50 Hence, many Canadians will be ill-prepared to 
face the financial consequences of unfortunate events. 

heimer’s and Long-Term Care Insurance” (2010) 29:1 Health Aff (Milwood) 
102 at 105–107; Michael Hoy & Maureen Durnin, “The Potential Economic 
Impact of a Ban on the Use of Genetic Information for Life and Health In-
surance” (2012) at 6–10, online (pdf): Office of the Privacy Commissioner 
of Canada <www.priv.gc.ca/media/1747/gi_hoy_201203_e.pdf> [perma.cc/
XVP7-TECX] at 3, 6–7, 14; Susan Goldberg, “Insurers Lose Genetic Testing 
Fight: Canadian Insurers can no Longer ask Applicants to Disclose Genetic 
Test Results” (10 May 2017), online: Advisor’s Edge <www.advisor.ca/insur-
ance/life/insurers-lose-genetic-testing-fight/> [perma.cc/9DZ5-UWK6]. 

46 See Hoy & Durnin, supra note 45; Reference re Genetic Discrimination Act, 
supra note 11 at para 88 (per Karakatsanis J).

47 See ibid.

48 See ibid. 

49 See CLHIA, “Intervener Factum”, supra note 20 at paras 1, 15, 21; Reference 
re Genetic Discrimination Act, supra note 9 at para 57.

50 See CLHIA, “Intervener Factum”, supra note 20; Hoy & Durnin, supra note 45 
at 5.3.
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A. Responses to the Canadian Life and Health Insurers’ Concerns

To date, the insurance industry has functioned relatively well with no 
empirical evidence of adverse selection by persons with knowledge of their 
higher-than-average risk status.51 The Act’s prohibition on the use of genetic 
test information in the underwriting process is not unique. Some countries 
expressly prohibit the use of genetic information in making underwriting 
decisions.52 Other jurisdictions have adopted a tiered system prohibiting 
insurers from asking and/or using an applicant’s genetic characteristics in 
making underwriting decisions unless an applicant seeks coverage in sig-
nificant amounts or above a stated limit.53 Furthermore, many insurance 
companies operating in Europe have agreed on a moratorium not to use 
genetic information in making underwriting decisions.54 

51 See Angus Macdonald, “The Actuarial Relevance of Genetic Informa-
tion in the Life and Health Insurance Context” (2012), online (pdf): Office 
of the Privacy Commissioner of Canada <www.priv.gc.ca/media/1737/gi_
macdonald_201107_e.pdf> [perma.cc/ZK6S-U5MT] at 1, 6–9; Hoy & Durnin, 
supra note 45 at 6–9.

52 See e.g. Gene Technology Act, 1995, art 67 (Austria). 

53 See e.g. United Kingdom Government & Association of British Insurers, supra 
note 7; Germany: Gendiagnostikgesetz-GenDG 374/09, Article 18; Sweden, 
Genetic Integrity Act, 2006, Article 2.1; Switzerland: Loi fédérale sur l’analyse 
génétique humaine du 8 octobre 2004 (1.4.2007), Articles 26–28. Additionally, 
the United States Genetic Information Nondiscriminaiton Act (GINA), Title I, 
prohibits genetic discrimination in the provision of health insurance. Specific-
ally, health insurers may not require applicants or their family members to 
take a genetic test or use genetic information in determining eligibility, cover-
age or premium. However, GINA does not apply to long-term care insurance, 
life insurance or disability insurance. See also  “Genetic Discrimination”, on-
line: National Human Genome Research Institute <www.genome.gov/about-
genomics/policy-issues/Genetic-Discrimination> [perma.cc/RH6X-TC5Q].
Three states (California, Oregon, and Vermont) had regulated genetic informa-
tion in various depths with respect to insurance by 2014. In 2014, an insur-
ance company indicated that they wanted to request genetic information but 
did not want to be the first to do so. See Kira Peikoff, “Fearing punishment 
for bad genes”, The New York Times (7 April 2014), online: <www.nytimes.
com/2014/04/08/science/fearing-punishment-for-bad-genes.html> [perma.cc/
U3SL-LMJ9]; Klitzman, Applebaum & Chung, supra note 13 at 1856.

54 See Soini, supra note 38 at 151.
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Based on lessons from jurisdictions where insurers do not use genetic 
test information in the underwriting process, there does not appear to be 
evidence of strain on the insurance industry from providing life and health 
insurance without reference to genetic test results. However, the CLHIA 
points out that there are important differences between the life insurance 
market in Europe and in Canada. Life insurance policies in Canada can be 
for extended periods, such as whole life policies or policies that can last for 
three or four decades.55 In contrast, policies in European markets tend to be 
for shorter periods. Insurers in European markets can reassess their custom-
ers’ insurability on an ongoing basis with each new policy.56 Meanwhile, 
Canadian insurers may be locked in for extended periods with no oppor-
tunity to reassess an individual’s insurability after commencement of the 
policy.57 This system makes Canadian life and health insurers susceptible to 
assuming risks that may be disproportionate to premiums that the insured 
person pays.58 

It appears that the CLHIA’s concerns may stem from rapidly evolving 
advancements in genetic science and along with that, individuals’ ability 
to know more about their deoxyribonucleic acid (DNA) and future health 
risks. However, there is not necessarily a correlation between genetic mark-
ers and diseases. Advancements in genetic science are not limited to pre-
dicting future health risks. Genetic disorders may be preventable, treatable, 
or manageable, with the exception of limited situations such as monogenic 
(single gene disorders) and high penetrance disorders. Individuals who 
learn of their predisposition to particular disorders would likely consider 
preventative measures and treatment options where available. These in-
dividuals can benefit from medical advances such as pharmacogenomics 
(tailoring pharmacological interventions to a patient’s specific genetic pro-
file for maximum efficacy), which can improve health outcomes and quality 
of life. Some individuals may obtain insurance or increase their coverage 
when they become aware of their genetic risks. Thus, even though there is 
lack of evidence about adverse selection at this time, the future potential 

55 See Goldberg, supra note 45.

56 See ibid.

57 See ibid.

58 See ibid. 
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of this phenomenon cannot be completely dismissed as genetic testing be-
comes more widely available.59 

However, the insurance industry’s concerns about adverse selection may 
be unjustified. The risk of adverse selection may be mitigated by ensuring 
access to a basic amount of insurance regardless of health status or risk fac-
tors. The outright prohibition approach in the Act likely goes beyond what 
is necessary to avoid discrimination in access to life and health insurance.

iV. reflectionS on the current canaDian PoSition: how far 
DoeS the Genetic non-Discrimination act go? 

The Act adopts broad prohibitions regarding access to and use of gen-
etic tests absent an individual’s written consent. The ban includes predictive, 
diagnostic, prognostic and monitoring tests. The broad prohibition makes 
sense in the context of areas such as employment and public services, and in 
non-insurance contracts that do not depend on risk prediction and pooling. 
However, the very nature of insurance requires insurers to classify people 
based on risk in order to determine insurance premiums and benefits.  

Enacting limits on access to and use of genetic information in the provi-
sion of all services and contracts in the same legislation fails to make the 
necessary distinctions between insurance and other services and contracts. 
Further, it fails to recognize the rationale of the disclosure duty in insur-
ance contracts. Individuals who may be pre-symptomatic and whose test 
results may disclose almost certain onset (usually in relation to monogenic 
diseases),60 or deterioration of a genetically related condition that may al-
ready be manifest, can obtain insurance coverage without having to disclose 
that information. There is some merit in not having to disclose predictive 
genetic test information given the uncertainty regarding their predictive 

59 See Michael Hoy, “Why Insurers are Wrong about Canada’s Genetic Non-Dis-
crimination Law” (13 September 2017), online: The National Post <nation-
alpost.com/pmn/news-pmn/why-insurers-are-wrong-about-canadas-genetic-
non-discrimination-law> [perma.cc/6EGZ-FT2W]; Hoy & Durnin, supra note 
45 at 6, 14.

60 Monogenic conditions are caused by a single mutation in a single gene in the 
human DNA. See “Human Genomics in Global Health: Genes and Human 
Diseases” (2020), online: World Health Organization <www.who.int/genom-
ics/public/geneticdiseases/en/index2.html> [perma.cc/T8Y6-U3DF] [WHO]. 
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value.61  However, there is no justification for prohibiting the use of test 
results that are relatively certain in terms of the individual’s risk factors.  

A further concern is that by limiting the ban to predictive test results, the 
Act creates inequality among applicants for insurance. Specifically, appli-
cants for insurance with genetically related conditions that elevate their risk 
status do not have to disclose that information. Meanwhile, applicants with 
other pre-existing conditions such as cardiovascular disease, chronic res-
piratory disease, or diabetes that may predispose them to the same or similar 
mortality rate do not enjoy similar protections.62 Nor does the Act protect 
applicants with immutable characteristics or other factors that predispose 
them to diseases.63 The Canadian Institute of Actuaries has referred to the 
Act’s differentiation between applicants for insurance based on genetic and 
non-genetic characteristics as irrational and discriminatory.64 

Further, the Act only speaks of written consent but does not specifically 
state that the consent should be informed or what the written consent might 
entail. The Act does not address the potential for coerced written consent 
with the allure of lower premiums and increased benefits which could arise 
in the insurance context but is perhaps less likely in other service or con-
tract settings. Admittedly, life and health insurance companies are bound by 
the protections accorded to individuals in legislation that protect personal 
and health information. Among other things, insurers must disclose to cus-
tomers the purpose for collecting that information prior to obtaining their 
consent.65 It is an offence, subject to a fine, for organizations to use decep-

61 See supra note Part I at n 5–9 and accompanying text.

62 See William Burrows & Dante G Scrapel, “Disease”, Encyclopædia Britan-
nica (6 March 2020), online: <www.britannica.com/science/disease> [perma.
cc/34QY-8GK2].

63 See Ine Van Hoyweghen, “Taming the Wild Life of Genes by Law? Genes Re-
configuring Solidarity in Private Insurance” (2010) 29:4 New Genet Soc 431 at 
441.

64 See “Canadian Institute of Actuaries’ Proposed Amendment to Bill S-201, An 
Act to Prohibit and Prevent Genetic Discrimination” (21 November 2016) at 1,  
online (pdf): Canadian Institute of Actuaries <www.ourcommons.ca/Content/
Committee/421/JUST/Brief/BR8610557/br-external/CanadianInstituteofAc-
tuaries-e.pdf> [perma.cc/DZ4V-5GQ4] [CIA].

65 See Personal Information Protection and Electronic Documents Act, SC 2000, 
c 5, s 6.1; Personal Information Protection Act, SBC 2003, c 63, ss 6, 7, 10 
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tion or coercion to collect personal information.66 An individual affected by 
such conduct has a cause of action for damages against the offending organ-
ization.67 However, given the centrality of the disclosure duty in insurance 
underwriting and inequality between insurers and applicants for insurance, 
legislation regulating access to and use of genetic information should spe-
cifically address how insurers may obtain consent and provide safeguards 
against deceptive or coercive practices in the insurance context.

The Act’s outright ban, subject to the individual’s written consent, may 
be contrasted with the United Kingdom Code on Genetic Testing and Insur-
ance (The UK Code).68 The UK Code permits, as a matter of fairness, the 
use of predictive test results in making underwriting decisions in limited 
circumstances, specifically in relation to single gene disorders with a high 
probability that a person with the gene will develop the condition, as is the 
case with Huntington’s disease.69 In recognition of the fact that scientific and 
medical knowledge is continually evolving, the UK Code includes a process 
for determining and approving conditions that may be added to the list of 
predictive test results that an insurer may require a customer to disclose 
where the sought amount exceeds the financial limit set in the UK Code.70 
The UK Code also contains a commitment to address possible changes in 
the genetic testing environment regarding predictive tests that may impact 
the insurance market more generally.71 The Act does not include such a 

[BC PIPA]; Personal Information Protection Act, SA 2003, c P-6.5, ss 7, 8, 10; 
Personal Health Information Protection Act, 2004, SO 2004, c 3, Sch A, s 18.

66 See BC PIPA, supra note 65, s 56; Alberta Personal Information Protection 
Act, supra note 49, s 59.

67 See BC PIPA, supra note 65, s 57; Alberta Personal Information Protection 
Act, supra note 49, s 60.

68 See UK Government & Association of British Insurers, supra note 7.

69 See ibid, Commitment 2, Appendix I.

70 See ibid at 13.

71 See ibid at 5, 13. Commitments in the UK Code is premised on the current 
state of knowledge about genetic testing. The Government and the ABI recog-
nize that this is a rapidly evolving area. It is therefore possible that the current 
commitments could become unsustainable, for example, where the potential 
for adverse selection due to informational asysmmetery between insurers and 
individuals applying for insurance becomes evident. Such a situation would 
necessitate the parties to the Code re-examing the nature of the Commitments 
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mechanism, which could give customers an unfair advantage as knowledge 
about genetic science evolves. 

The Act prohibits insurers from requiring their customers to undergo 
genetic testing as a condition for providing insurance. However, insurers 
are not precluded from using genetic test results with the customer’s written 
consent, presumably where such information is favourable to the customer 
and is submitted voluntarily.72  This provides an opportunity for customers 
to disclose genetic test results, among other things, to counteract family 
medical history or some other information in their medical records that may 
suggest they may be at an above-average risk of developing a particular 
condition, especially in relation to monogenic diseases.73  For instance, an 
applicant who has one parent that has developed symptoms of an autosomal 
recessive disease such as Tay-Sachs, and the other parent has tested nega-
tive to the gene, might want to provide that information to an insurer to allay 
concerns that they may have inherited the defective genes because one must 
inherit two defective genes, one from each parent, in order to inherit the 
disease.74 Disclosure of genetic tests by consent is intended to prevent dis-
crimination against individual customers. However, the result is a one-sided 
protection of customers and a system that is not attentive to the potential for 
adverse selection. The potential for and consequences of adverse selection 
may be inconsequential where the number of policies that may be affected 
by the non-disclosure are relatively low. However, this could be naïve opti-
mism given the rapidly evolving number of genetic testing and the nature of 
information derived from those tests.

to ensure access to insurance while also protecting the viability of the insurance 
industry.

72 See The Act, supra note 3, s 5. 

73 For example, individuals whose family medical history include a parent that 
has developed symptoms of an autosomal dominant genetic disorder such as 
Huntington’s that exposes their children to a 50/50 chance of inheriting the 
gene. See WHO, supra note 60.  

74 See ibid. See also “Genetics Home Reference: Your Guide to Understanding 
Genetic Conditions” (March 2020), online: United States National Library of 
Medicine <ghr.nlm.nih.gov/primer/inheritance/inheritancepatterns> [perma.
cc/Y6DF-V7CG].
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A. Permissible Discrimination by Insurers on the Bases of Identifiable 
Characteristics 

As already noted, risk segmentation is central to insurance underwriting 
and legitimates some forms of differential treatment of persons with certain 
characteristics.75  All Canadian jurisdictions have human rights legislation 
prohibiting discrimination on enumerated grounds in the provision of ser-
vices (including insurance), unless the service provider has bona fide and 
reasonable justification for making those distinctions.76 In Zurich Insurance 
Co v Ontario (Human Rights Commission), the Court held that insurers may 
engage in what would otherwise constitute discriminatory practices provid-
ed they can justify the practice as based on sound and accepted industry 
practice and there is no practical alternative open to the insurer.77  To con-
stitute discrimination, the differentiation or unequal treatment in question 
must be unjust or unfair in the sense that it is based on an arbitrary and irrel-
evant personal characteristic.78 In Nova Scotia (Human Rights Commission) 
v Canada Life Assurance Co, the Nova Scotia Court of Appeal noted that an 
insurer’s risk classification for life insurance based on a customer’s physical 
disability that affected his mortality rate was not arbitrary and therefore not 
discriminatory.79 The court rationalized its decision based on the centrality 
of risk segmentation in personal insurance contracts including life insur-
ance. Justice Hallett stated:

Basic to a consideration of an application for life and disabil-
ity insurance is the right of the insurer to assess the risk based 

75 See Knoppers, supra note 1 at 50. See also Canadian Indemnity Co v Canadian 
Johns-Mansville Co, [1990] 2 SCR 549, 115 NR 161 at para 144. 

76 See Canadian Human Rights Act, RSC 1985, c H-6, s 15(g); Human Rights 
Code, RSBC 1996, c 210, s 8; Human Rights Act, RSA 2000, c A-25.5, ss 4, 
11; Human Rights Code, CCSM c H175, ss 9(2), 15(1), (2); Human Rights Act, 
RSNB 2011, c 171, ss 2.1, 2.2; Human Rights Act, RSY 2002, c 116, ss 7, 9(a), 
10(d); Human Rights Act, SNWT 2002, c 18, ss 5(1), 11(1); Human Rights 
Code, RSO 1990, c H.19, s 22; Human Rights Code, RSS 1979, c S-24.1, s 
5(1.2); Human Rights Act, 2010, SNL 2010 c H-13.1, s 21(3); Human Rights 
Act, SN 2003, c 12, s 12(3). 

77 See Zurich, supra note 35 at paras 23–24.

78 See Nova Scotia (Human Rights Commission) v Canada Life Assurance Co 
(1992) 88 DLR (4th) 100, 109 NSR (2d) 40 (NS CA) at 9–10.

79 See ibid.
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in part on the state of the applicant’s health. It is not irrelevant 
and therefore not unjust for an insurance company to refuse to 
insure at standard rates a person who fits into an above-aver-
age risk category as determined by acceptable underwriting 
principles. It is not discrimination to treat such a person differ-
ently than those without physical disabilities because the treat-
ing of the applicant differently is not based on an irrelevant 
personal difference.80

The Act does not prohibit private insurers from making distinctions among 
applicants for insurance on the bases of identifiable characteristics, includ-
ing genetic characteristics. Insurers can lawfully obtain information about 
an applicant’s health or family medical history, that could be predictive of 
genetic diseases. Further, the Act does not protect individuals that are symp-
tomatic. Insurers can use responses to health questionnaires, clinical ob-
servations, medical information, symptoms and diagnoses, family medical 
history, or lifestyle choices that may predict an individual’s current or future 
health risks to determine a person’s  insurability.81 An applicant for life or 
supplementary health insurance who is or ought to be aware of their specific 
health risks is required to disclose that information, so long as that infor-
mation is not exclusively contained in a genetic test result of that person 
or a family member. Further, the Act does not protect applicants where the 
genetic condition that increases their risk of illness and mortality is already 
manifest.

In sum, the protections that the Act accords genetic test results ignore 
the reality that information about a person’s predisposition to particular con-
ditions can also be obtained from other sources that do not enjoy the same 
protection. The Act does not prohibit insurers from charging different pre-
miums or providing benefits based on an applicant’s personal characteristics 
such as age, gender and health status, whether genetically related or not, in 
the provision of life and health insurance. The Act provides limited protec-
tions and a false sense of security for individuals experiencing or at risk of 
genetic diseases. It is laudable that the Act creates a regime that encourages 
individuals to undergo genetic testing for therapeutic purposes. However, 

80 Ibid at para 27. See also Thornton, supra note 22 at paras 10–12 (where the 
court noted that it is not unreasonable for an insurer to  exclude coverage for 
a condition that substantially increases the chances of insured risk material-
izing). 

81 See Reference re Genetic Non-Discrimination Act, supra note 9 at para 213, 
Kasirer J, dissenting.
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the Act’s broader goal should be to promote access to basic insurance re-
gardless of a person’s health status or predisposition to illnesses, whether 
genetically related or not. 

V. the caSe for a SeParate inSurance regulatory regime 

 As noted, the limitations of the Act in regulating access to and the 
use of genetic information in insurance underwriting partly stem from the 
broad scope of the legislation, which regulates different sectors without 
naming them or appreciating their unique contexts. Regulating access to 
and use of genetic data is an important step in protecting individuals, fam-
ilies, groups, and communities from discrimination, stigmatization, and so-
cial and economic exclusion. It may also protect the health and wellbeing 
of individuals. However, regulatory regimes must attend and respond to the 
concerns and interests of particular contexts. This section explores some 
factors to be considered in adopting a separate regulatory regime aimed 
at prohibiting discrimination in access to insurance based on genetic and 
health status. 

 Regulating the use of genetic information in insurance underwriting 
should include strict protocols regarding what constitutes genetic informa-
tion.  Genetic testing may not be the only source of predictive information 
regarding a particular condition. For example, the predictive information for 
cystic fibrosis may be obtained from a sweat test or genetic test.82 Accord-
ing to the Cystic Fibrosis Foundation, “the sweat test is considered the gold 
standard for diagnosing cystic fibrosis”.83 Protecting information obtained 
through one mechanism and not the other would result in an unfair privil-
eging of genetic testing over other means of determining susceptibility for a 
particular condition, and result in an extreme form of exceptionalism. 

82 See Cystic Fibrosis Foundation, “Diagnosed with Cystic Fibrosis – 3 Testing”, 
online: <www.cff.org/What-is-CF/Diagnosed-With-Cystic-Fibrosis/> [perma.
cc/EKT7-PE9W]; Suzanne Bujara, “Predicting Severity in Cystic Fibrosis with 
Sweat Chloride” (4 August 2017), online: Pulmonary Advisor <www.pulmo-
nologyadvisor.com/home/topics/obstructive-lung-disease/predicting-severity-
in-cystic-fibrosis-with-sweat-chloride/> [perma.cc/885L-FEDF].

83 Cystic Fibrosis Foundation, “Sweat Test”, online: <www.cff.org/What-is-CF/
Testing/Sweat-Test/> [perma.cc/RS93-CQN5].
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The Act’s concern to prevent the use of genetic information for pre-
dicting an individual’s future health status fails to protect individuals who 
may be at risk of health conditions unrelated to their geneomic profile. 
Meanwhile, there are complex interactions between genomics and other 
factors such as physiology, lifestyle, and environmental in predicting dis-
eases.84 This makes it difficult to justify distinguishing these types of infor-
mation in providing insurance coverage.85 

Genetic exceptionalism may have unintended consequences, including 
engendering sympathy for those with “bad genes” but not for those whose 
risk factors are perceived as a matter of personal choice. Yet, specific path-
ways of some conditions allegedly caused by lifestyle choices may be the 
result of a combination of factors, including genetic make-up.  Genes may 
also affect how particular conditions manifest for those individuals and their 
responses to therapies.  This is partly why pharmacogenomics is increas-
ingly becoming important in the management and treatment of diseases, 
regardless of their origins. 

Further,  genetic information may be available through medical records. 
This seriously weakens the prohibition of genetic testing and information. 
Genetic information may be part of a person’s health records even if the 
actual test results are not, especially in the era of electronic storage. This 
information may become accessible to insurers when applicants check a box 
giving insurers access to their medical records, usually without the appli-
cant fully understanding what that entails. Even if actual genetic test results 
are sealed and not included in medical information released to insurers, the 
individual’s risk factors may be part of clinical notes that could lead an in-
surer to the same conclusion about that person’s risk factors. As well, what 
constitutes genetic data or information and how it differs from medical data 
is still evolving within the medical and scientific communities. This makes 
the alleged distinction between genetic test results and health records for 
purpose of insurance underwriting practically irrelevant. 

84 See Hoyweghen, supra note 63 at 439–40; Green et al, supra note 12 at 399. 
See also RL Zimmern & MJ Khoury, “The Impact of Genomics on Public 
Health Practice: The Case for Change” (2012) 15 Public Health Genomics 118 
at 119; Meyer, supra note 5 at 1275–77.

85 See CIA, supra note 64 at 1. Contra Klitzman, Applebaum & Chung, supra 
note 13 at 1856 who argue in favour of genetic exceptionalism, among other 
things, because a person has no control over their genes, as opposed to, for ex-
ample, lifestyle. The author also discusses implications of genetic information 
for family members. 
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It may be best to provide basic insurance coverage without requiring 
applicants to disclose any health, medical, or genetic information.86 This 
will be akin to providing group insurance without the need for separate in-
surability regarding health status, which is based on the idea that differences 
in risk levels among policyholders will span across the entire spectrum and 
will average out in the end. This should make it possible to keep premiums 
reasonable and make coverage accessible while increasing the cost effect-
iveness of the insurance market. 

Providing basic insurance without reference to health status also allays 
concerns about genetic essentialism, exceptionalism, and discrimination 
against individuals on the basis of their health status, whether genetically 
related or not. A regime of basic insurance also recognizes that many dis-
eases have complex causes and origins that may include but not be limited 
to genetic characteristics.87  

There should be financial limits, adjusted for inflation over time, for 
particular types of insurance products that insurers may provide on a non-
medical basis similar to the approach in the United Kingdom.88 In the UK, 
limits are set at £500,000 for life insurance; £300,000 for critical illness in-
surance; and £30,000 for income protection, per person per annum.89 Insur-
ers in the UK may use predictive genetic test information in making under-
writing decisions only where customers seek coverage exceeding these 
stated financial limits. Customers in the UK may also voluntarily provide 
genetic test results to counteract assumptions based on their family medical 
history of a higher-than-average risk of developing a particular disorder, and 
insurers may consider that information to provide the applicant favourable 
benefits.90 Where a customer seeks insurance coverage for life insurance 
above the financial limit or where the cumulative value of insurance exceeds 
the financial limit, insurers may require disclosure of predictive genetic test 

86 See Knoppers, supra note 1 at 50; Joly et al, supra note 12 at 577.

87 See Krajewska, supra note 9 at 10; Robert L Klitzman, Am I My Genes: Con-
fronting Fate and Family Secrets in an Age of Genetic Testing (New York, NY: 
Oxford University Press, 2012) at 8–9. 

88 See UK Government & Association of British Insurers, supra note 7, Commit-
ment 2.

89 See ibid.

90 See ibid, Commitment 6.
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results only for approved conditions, which is currently limited to Hunting-
ton’s disease.91   

The Canadian Institute of Actuaries unsuccessfully proposed amend-
ments to Bill S-201, the Act, similar to the UK approach, to avoid privil-
eging individuals predisposed to genetically related conditions and those 
whose predisposition derive from non-genetic conditions.92 Prior to the Act, 
the CLHIA proposed an industry regulation based on the idea of basic in-
surance by which its members committed not to ask applicants to undergo 
genetic testing or use genetic test information for life insurance coverage up 
to $250,000.93 The voluntary industry regulation was limited to life insur-
ance and would not have protected applicants seeking supplementary health 
and disability insurance policies. The Act has rendered the voluntary regula-
tion unnecessary. Nonetheless, the voluntary regulation indicates the private 
insurance industry’s willingness to adopt such a regime, albeit in a limited 
way. It also shows that such a regime is feasible from insurers’ perspective 
and does not threaten to undermine the private insurance system. This is fur-
ther support for the idea of providing basic insurance without reference to 
the applicant’s health status or predisposition to particular health conditions.

Providing basic insurance without reference to health status or predis-
positions is consistent with the socialization of risks. It promotes a sense 
of solidarity in managing the financial consequences of unfortunate events. 
Although a system of basic insurance does not guarantee equality of access 
to insurance, it addresses potential discrimination on the basis of genetic or 
other factors affecting an individual’s health. Individuals will not be pre-
cluded from obtaining insurance because of unfavourable genetic and other 
health characteristics, whether real or perceived.  Additionally, a system of 
basic insurance avoids the potential for indirect pressure to undergo testing. 
There will be no incentives for individuals to undergo testing to counteract 
their medical or family history of potentially higher than average risk of 
developing particular conditions to obtain a lower risk classification and a 
corresponding reduction in premiums or higher benefits.

91 See ibid, Commitment 2, Appendix I.

92 See CIA, supra note 64 at 1.

93 CLHIA, “Canada’s Life and Health Insurers Announce Commitment on Use 
of Genetic Testing Information” (January 2017), online: <www.newswire.
ca/news-releases/canadas-life-and-health-insurers-announce-commitment-
on-use-of-genetic-testing-information-610363125.html> [perma.cc/2TNL-
JN3N].
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The tiered approach recognizes that there are limits to the socializa-
tion of risks. It is intended to promote financial security for individuals and 
families confronted with unfortunate life circumstances and justifies an ex-
ception to the disclosure duty in relation to health information. However, 
that justification does not support departure from the disclosure duty where 
individuals seek insurance in large amounts.94  

Provincial and territorial governments and the CLHIA should work 
to establish a pan-Canadian regulatory or supervisory body funded by life 
and health insurers to oversee the proposed regime and ensure compliance.  
The parties should adopt protocols for determining genetic test results for 
conditions that insurers may use where a customer seeks coverage above 
the stated amount for basic insurance, similar to the UK approach.95 This 
must be limited to tests that an applicant has already taken. There should 
be guidelines on acceptable test providers, in order to ensure the accuracy 
and reliability of the information. The use of medical information including 
genetic data, if it must occur, must be limited to testing done by accredited 
companies or under certain conditions.96 There should be strict protocols for 
protecting customers’ confidentiality, including not retaining such informa-
tion within insurers’ databases after it has been used in the underwriting 
process, to avoid concerns about subsequent improper use or potential data 
breaches.

94 The financial limits of basic insurance should be determined based on data 
from the insurance industry to ensure most individuals seeking life and health-
related insurance can obtain coverage within the financial limits. For example, 
when the CLHIA adopted a voluntary industry code, it set a $250,000 limit for 
life insurance policies. According to CLHIA, that amount was large enough 
to have ensured more than 85% of life insurance of polices could have been 
issued without the duty to disclose genetic test results. See Goldberg, supra 
note 45.

95 Where a customer seeks insurance coverage for life insurance above the fi-
nancial limit or where the cumulative value of insurance exceeds the financial 
limit, insurers may require disclosure of predictive genetic test results only 
for approved conditions; currently, the only approved test is for Huntington’s 
disease. See UK Government & Association of British Insurers, supra note 7, 
Commitment 2, Appendix I.

96 There is a proliferation of companies offering genetic testing, including mail 
order testing (direct-to-consumer). Among other things, these tests may not be 
necessarily diagnostic, and the quality of the testing protocol as well as the ac-
curacy of the results may be questionable.
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Insurers should not rely on predictive test results in making underwriting 
decisions regarding individuals who are asymptomatic. The uncertainty re-
garding the manifestation of genetically related disorders at a future time, 
the possibility of future advancement in science and medicine that may pre-
vent or provide treatment for the condition, and the reality that the causes of 
diseases are often multi-factorial justify such a prohibition. Moreover, while 
rare, the risk factor associated with a gene variant may be reclassified, as 
happened in relation to a mutation on a BRCA gene carried by members of 
one family previously considered “pathogenic” but subsequently changed 
to “unknown significance.”97

Further, the predictive capacity of genetically derived information is 
limited to X-linked (dominant or recessive) and monogenic disorders such 
as thalassaemia, sickle cell anemia, haemophilia, cystic fibrosis, Tay-Sachs 
disease, fragile X syndrome, and Huntington’s disease.98 While some com-
mon disorders may be influenced by genetic factors, the correlation between 
genes and disease is more complicated compared to single gene disorders.99  
Admittedly, risk predictions are based on probabilities not certainties. How-
ever, given the complex etiology of diseases, the shift to systems biology, 
and the rejection of genetic essentialism, there is no justification for insurers 
to rely on predictive tests for risk assessments where individuals are asymp-
tomatic. These considerations also support the idea of providing basic insur-
ance without reference to health statuses discussed above.100  

The parties should follow the UK’s approach of limiting the use of 
predictive tests in underwriting to untreatable single-gene disorders with 

97 Amy Dockser Marcus, “A Genetic Test Led Seven Women in One Family to 
Have Major Surgery. Then the Odds Changed”, The Wall Street Journal (20 
December 2019), online: <www.wsj.com/articles/seven-women-in-a-family-
chose-surgery-after-a-genetic-test-then-the-results-changed-11576860210> 
[perma.cc/B2LP-9GDP]. Meanwhile, several of the women who tested posi-
tive had taken drastic measures including double mastectomy and removal of 
their ovaries before being informed of the reclassification. The author notes 
that the reclassification of the gene variant in question is not unanimous and 
that other labs continue to classify it as “harmful” or “likely pathogenic.” 

98 See WHO, supra note 60; Krajewska, supra note 9 at 10.

99 See Macdonald, supra note 51 at 10.

100 See WHO, supra note 60.
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a high probability of manifesting.101 These conditions should be identified 
with input from genetic policy experts in a transparent process, and through 
population-based studies. Such an approach should be pursued with great 
caution and must be evidence-based given the rejection of genetic deter-
minism and the possibility of scientific and medical advances mitigating the 
effects of certain conditions. In fact, there is some optimism in the scientific 
community that, given rapidly evolving advances in genomic medicine and 
the shift towards systems biology, the notion of immutable genetic risks 
may become obsolete.102 

Based on the UK example, genetic test results that may be approved for 
disclosure in insurance applications for coverage above the basic amount 
are likely to be small in number and limited to non-preventable and non-
treatable disorders.103 Thus, only a small number of insurance applicants 
are likely to be affected by the need to disclose genetic test results when 
seeking coverage above the basic amounts. Isolating such a small number 
of individuals for differential treatment in the application for insurance is 
potentially discriminatory on the basis of genetic characteristics.  Further, 
such an approach is inconsistent with equality of access to insurance and the 
socialization of risks.  

Vi. a Different way of thinking: Promoting equity in acceSS to 
inSurance

 Perhaps we should think differently about life and health insurance 
policies. Given that the Canadian public health care system does not cover 
all health services, individuals and families are left to seek coverage for 
extended health benefits through supplementary health insurance policies. 
Similarly, many Canadians seek financial security through insurance prod-
ucts such as life, disability, or income replacement insurance.  Individuals 
and their families may be insured under individual or group policies. There 
is usually no separate insurability for persons insured under group insur-

101 See Klitzman, Applebaum & Chung, supra note 13 at 1856.

102 See Green et al, supra note 12 at 399.

103 The use of predictive test results for insurance coverage above the basic amount 
is limited to monogenic, late-onset and high penetrance disorders. So far, the 
only test that has been approved for disclosure for life insurance is for Hunting-
ton’s Disease. See UK Government & Association of British Insurers, supra 
note 7 at Commitment 2, Appendix I.
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ance or creditors’ group insurance policies, and no disclosure duty unless 
specifically requested by the insurer at the time of application in relation to a 
specific group member.104 The rationale is that in a group of people who are 
sufficiently healthy to be working, it is likely that some group members will 
have lower risk profiles and above-average health, while others will have 
higher risk profiles and below average health. The risk level of the entire 
group will even out to be average, making it unnecessary for the insurer to 
require evidence of the insurability of individual group members.105 This 
means that those with group policies, usually through avenues such as their 
employment, professional associations, or unions, and their dependants, do 
not risk denial of coverage because of their genetic or health characteristics. 
In contrast, individual insurance policies are provided based on the personal 
information of the life insured. Those who purchase policies for themselves 
or their families must supply proof of insurability under the disclosure duty. 
Anyone, including individuals with group insurance policies, may also pur-
chase individual policies requiring disclosure of medical information. 

According to the CLHIA, 60% of life insurance policies in 2016 were 
individual policies, up from 54% in 2006.106 Individuals applying for life 
insurance face the same disclosure duty and are often insured on the basis 
of their personal risk status. Presumably, those with group policies who 
are above-average risk, whether genetically related or not, are less likely 
to purchase individual insurance coverage – at least not to the same extent 
as those without such policies. These individuals may not have to worry 
about the potential for higher premiums or lower benefits because of their 
risk status. The statistics on extended health insurance appear to confirm 
this. According to the CLHIA, 90% of supplementary health insurance is 
provided through group plans. Furthermore, specialized drugs made up 2% 
of prescription drug claims in 2016, but accounted for 30% of prescrip-

104 See BC Insurance Act, supra note 2, ss 52(3) (life), 112(2) (A&S); Alberta 
Insurance Act, supra note 2, ss 653(3), 720(2); Ont Insurance Act, supra note 
2, ss 184(3), 309(2).  

105 See David Norwood & John P Weir, Norwood on Life Insurance Law in Can-
ada, 3rd ed (Toronto: Carswell, 2002) at 211–12; Craig Brown & Andrew Mer-
cer, Introduction to Canadian Insurance Law, 3rd ed (Markham, Ont: Lexis-
Nexis, 2013) at 145–46.

106 See Canadian Life and Health Insurance Association, “Canadian Life and 
Health Insurance Facts 2017 Edition” (2017) at 8–9, online (pdf): CLHIA 
<www.clhia.ca/web/CLHIA_LP4W_LND_Webstation.nsf/resources/Factboo
k_2/$file/2017+FB+ENGLISH.pdf > [perma.cc/55KC-K7TB]. 
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tion drug costs. The cost of specialized drugs is expected to rise to 40% 
of prescription drug costs by 2022.107 These figures are significant because 
conditions that may affect an individual’s insurability, whether genetically 
related or not, could require specialized drugs. Given the high percentage 
of supplementary insurance provided through group plans, it is likely that 
many individuals who may be classified as above-average risk based on 
their anticipated use of insurance benefits may be insured without the need 
for individual insurability. 

Individuals without the benefit of group plans, such as those with non-
standard and precarious employment,108 are susceptible to higher premiums 
or lower coverage levels compared to those with standard employment who 
are likely to benefit from group policies. This is an equity issue as those 
with precarious employment are often members of marginalized groups.109 
Conditions that may give rise to discrimination in access to supplementary 
health, disability, income replacement, or life insurance, including those that 

107 See ibid at 12–13.

108 See Wayne Lewchuk, & Michelynn Laflèche, “Precarious employment: 
what it means for workers and their families” in Ronald Burke & Kathryn 
M Page, eds, Research Handbook on Work and Well-Being (Cheltenham: 
Edward Elgar Publishing, 2017) 150 at 156–157, online: < books.google.ca/
books?hl=en&lr=&id=i-wTDgAAQBAJ&oi=fnd&pg=PA150&dq=precari
ous+employment+race+canada&ots=C2Xyj7NjJb&sig=p9QCBJdSWqxSl
8dSPlS-6pHpEn8#v=onepage&q=precarious%20employment%20race%20
canada&f=false> [perma.cc/PM6K-BTVZ].  Lewchuk & Laflèche note that 
fewer than 10% of workers in precarious employment receive extended health 
benefits such as drug or dental and just about 15% have an employer-funded 
pension plan.

109 See ibid at 153–55; Nicole S Bernhardt, “Racialized Precarious Employment 
and the Inadequacies of the Canadian Welfare State” (2015) 5:2 J Workplace 
Rights 1 at 5; Sheila Block & Grace-Edward Galabuzi, “Colour Coded Labour 
Market” in Tania Das Gupta et al, eds, Race and Racialization: Essential Read-
ings, 2nd ed (Toronto, Ontario Canadian Scholars, 2018) at 394; Susan Fergus-
on & David McNally, “Precarious Migrants: Gender, Race and the Social Re-
production of the Global Working Class” (2015) 51 Socialist Register, online 
(pdf): <pdfs.semanticscholar.org/6755/2dec9b65db7598c2adf1adfe7964d811
465b.pdf > [perma.cc/ET9T-MR6R]; Adjin-Tettey, supra note 38 at 590–91. 
For a general commentary on the rise in non-standard and precarious employ-
ment in contemporary society and implications for workers, see Lewchuk, & 
Laflèche, supra note 108.



McGill Journal of law and HealtH

revue de droit et santé de McGill

176 Vol. 14
No. 2

are genetically related, are often beyond an individual’s control. A regime of 
basic insurance within specified financial limits protects such individuals. 

concluSion

The Act prohibits insurers from using genetic test information in in-
surance underwriting absent an individual’s written consent. Among other 
things, the ban is intended to encourage individuals to undergo genetic test-
ing without being concerned about the potential for genetic discrimination 
when accessing insurance and other basic social goods. Canadian life and 
health insurers are concerned that such a ban on the use of genetic test re-
sults undermines the disclosure duty that enables insurers to accurately as-
sess an individual’s risk, which is central to insurance underwriting. There 
is further concern that informational asymmetry between applicants for in-
surance and insurers has the potential to cause adverse selection as genetic 
testing becomes widely available and individuals’ knowledge of their future 
health risks increases. Insurers are concerned that this could cause them to 
assume unreasonably high risks that are not properly accounted for in the 
underwriting process with detrimental consequences for the private insur-
ance market. 

This paper has argued that insurers’ concern about adverse selection is 
not justified. Nevertheless, the Act’s ban on the use of genetic test results 
from insurance underwriting, save with the individual’s written consent, 
may provide a false sense of security to applicants. The Act does not pro-
hibit insurers from accessing medical records or family medical history that 
may equally point to an individual’s risk factors for future diseases, includ-
ing those relating to their genetic profile.  Additionally, the Act’s approach 
unfairly discriminates against individuals with non-genetic health risks. 
Given the complex origins and causes of diseases, the rejection of genetic 
determinism, and the adoption of systems biology, there is no justification 
for separating genetically related risks from other health risks. Consequern-
tly, this paper has argued for promoting equality of access to insurance re-
gardless of a person’s risk factors, whether genetically related or not. It has 
advocated for  the provision of basic insurance without reference to an indi-
vidual’s health risks up to a stated amount, adjusted for inflation over time, 
as a way of socializing risks.


