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GENETIC DISCRIMINATION AND CANADIAN LAW

1 INTRODUCTION

Genetic testing, which involves the analysis of a person’s chromosomes, genes, or
gene products (proteins) to identify the presence of specific traits, can have many
benefits. It allows people to learn about their parentage and ancestral origins and is
helping scientists to map prehistorical routes of human migration." It can be used to
diagnose genetic conditions (diagnostic testing) or to identify a predisposition to a
genetic disease (predictive testing). This information can help people initiate
appropriate treatment early and adopt lifestyles that will minimize the possible harm
of a genetic condition. It can guide the selection of pharmacologic therapies and can
identify patients who are candidates for gene therapy, whlch uses various techniques
to replace, correct, suppress, or eliminate a mutated gene

The possibility of improving outcomes and cost-effectiveness by tailoring therapy to a
patlent s genetic profile has prompted government funding in the emerging field of
“personalized medicine.”® Although, at present, relatively few tests for genetic
conditions are widely recognized as reliable, and while a positive test result does not
necessarily predict the onset or severity of an iliness, it is expected that genetic
testing W|II continue to open up new areas of medical knowledge and new options for
treatment.* New tests are being developed at a rapid pace — as of November 2014,
over 24,000 tests for more than 5,000 conditions have been registered with US
National Institutes of Health — and these will increasingly become available.®

Genetic information can, however, also be used to discriminate against someone.
For example, a genetic test could reveal that a person who is otherwise in good health
has a higher risk of one day requiring advanced health care or being unable to work
because of an inherited condition. This information could affect how decisions are
made in such matters as insurance and employment. If an applicant for insurance has
a higher risk for a certain disease, then that applicant presents a higher risk to the
insurer of having to make payments for health coverage or life insurance. This may
affect the terms of any policy offered to the applicant. Similarly, an employer may be
less willing to hire a job applicant who is genetically at high risk of developing an
illness or genetic condition.

Although the long-term ethical and legal consequences of genetic testing for employment
matters, insurance contracts, and preventive medicine and treatment are not yet fully
known, cases of alleged genetic discrimination have been emerging in different parts
of the world, prompting calls from concerned citizens for government action.®
Canadian media have reported incidents of insurance companies discriminating against
applicants on the basis of their potential to be affected by inherited genetic conditions.”
Withesses before the Standing Senate Committee on Human Rights testified that
some medical patients are reporting experiences of genetic discrimination and some
are declining genetic testing that could help with their treatment because they fear
being discriminated against by insurance companies.®
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GENETIC DISCRIMINATION AND CANADIAN LAW

Several national governments - for example, in the United States, Australia and a
number of European countries — have taken legislative action to address genetic
discrimination. While Canadian human rights laws, insurance laws and privacy laws
do contain provisions that seek to minimize unjustifiable discrimination and prevent
improper access to or use of personal information, at present no laws in Canada
provide specific protection against genetic discrimination.

This paper first reviews international instruments and approaches used in other
countries before examining the Canadian laws that are relevant to the topic of
genetic discrimination.

2 INTERNATIONAL PERSPECTIVES |

2.1 TREATIES

In the 1990s the Human Genome Project, a large-scale international scientific
research effort,’ mapped the full sequence of human genes. As its discoveries were
publicly announced, concerns mounted over the ethical and legal issues raised by
genetic testing and genetic manipulation. This led ic the passing of new laws,
industry policies and international treaties in the decade that followed.

The United Nations Educational, Scientific and Cultural Organization (UNESCO) has
advocated for all states to provide protection from discrimination based on genetic
data or genetic characteristics. In 2003, it adopted the Universal Declaration on the
Human Genome and Human Rights,"® which in addition to seeking to protect the
human genome from improper manipulations that may endanger the identity and
physical integrity of future generations, also intends to prevent genetic discrimination
and any use of genetic information that would be contrary to human dignity and human
rights. Similarly, UNESCOQ's 2012 International Declaration on Human Genelic Data
setls out ethical principles that should govern the use of human genetic information
and seeks to ensure that such information is:

not used for purposes that discriminate in a way that is intended to infringe,
or has the effect of infringing human rights, fundamental freedoms or human
dignity of an individual or for purposes that lead to the stigmatization of an
individual, a family, a group or communities. !

In Europe, most members of the Council of Europe have signed, if not yet ratified,
the Convention on Human Rights and Biomedicine.'? Signatory states™ are required
to bring their laws intc conformity with the principles of the Convention. Article 11 of
the Convention generally prohibits “any form of discrimination against a person on
grounds of his or her genetic heritage.”'*

On 7 May 2008, the Additional Protocol to the Convention on Humnan Rights and
Biomedicine, concerning Genetic Testing for Healfth Purposes was adopted by the
Committee of Ministers of the Council of Europe; this expands upon the Convention’s
provisions pertaining to genetic festing in order to define and safeguard the pertinent
rights.’ To date, only a few states have signed and ratified the Protocol.’®
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2.2 FOREIGN LEGISLATION

Countries that have passed laws to address genetic discrimination have taken
various approaches. One of these is to impose limitations on contractual liberties in
employment or insurance." This may include adding general prohibitions to human
rights legislation against discrimination on the basis of genetic characteristics™ or
creating specific legal rules for insurance providers and employers. For instance,
insurers and employers may be prohibited from requesting that a client or applicant
undertake genetic tesiing or provide previous test results; or, they may simply be
prohibited from using test results in making certain types of decisions that could
discriminate adversely against a client or applicant (such as in the calculation of
payments to an insured or the assignment of particular tasks to an employee).

Another approach to genetic discrimination has been to adopt more sophisticated
privacy legislation to protect genetic data from being collected, used and disclosed
without the consent of those involved, subject to certain exceptions. Some jurisdictions
have developed laws to protect the rights of patients and to give them greater say
over their health information, how it may be used, and in what context.™

2.2.1 FRANCE

After undertaking a review of its legislation in 1999, France made a nhumber of
amendments to various laws to ensure that they respect the general principle of non-
discrimination with regard to genetic characteristics. Laws covering employment and
labour,? health, criminal law and insurance,”" as well as general civil rights, were
modified to tightly control the full process of genetic testing, from pre-contract testing
through to the fulfilment of contractual obligations. These amendments represent a very
restrictive approach, ensuring that no unauthorized genetic information can be used
by insurance companies in dealing with their clients or by empleyers in hiring or
retaining their employees. Although these amendments serve to broadly prohibit
discrimination on the basis of genetic characteristics,? they also stipulate that genetic
tests may be taken only for valid medical or scientific purposes23 and set out
penalties for using genetic information for other purposes.?® For instance, the

Penal Code now states that the use of information about an individual that has been
obtained by studying his or her genetic characteristics other than for medical purposes
or scientific research is punishable with one year's imprisonment and a fine of €15,000.%

2.2.2 UNITED STATES

The United States passed the Genetic Information Nondiscrimination Act of 2008%
{GINA), which is limited to addressing genetic testing in the context of health insurance
and employment. It does not cover life insurance, disability insurance or long-term
care insurance.?’ [t regulates when genetic testing may be done for research purposes;
confirms that, for the purposes of this law, references to “genetic information of an
individual” include a fetus or an embrye; amends a number of other pieces of federal
U.S. legislation to prohibit a group health plan from adjusting premium or contribution
amounts for a group on the basis of genetic information; imposes penalties for any
contraventions of the Act; and pemits individuals to make complaints against
amployers regarding discrimination.®® GINA does prescribe certain situations in
which genetic testing may be required or requested (such as “for genetic monitoring of
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the biological effects of toxic substances in the workplace”), as well as how such
information must be treated confidentially.?®

Ultimately, GINA prohibits employers, employment agencies and labour
organizations from discriminating against individuals because of genetic information®
and limiting or classifying them because of genstic information in any way that would
adversely affect their status or deprive them of employment opportunities.

0

The GINA makes it clear that a health insurance issuer may not require a genetic
test,?! impose a “preexisting condition exclusion on the basis of genetic information
in their insurance policies, or exclude any benefits based on such a pre-existing
condition. It does not, however, preclude a group health insurance provider from
obtaining or using the results of a genetic test in making a determination regarding
payments after a claim; this appears to mean that the results of genetic testing may
in fact be used to calculate the amount of the payments paid out to insured persons
under a particular plan.®® Only the minimum amount of information necessary to
accomplish any intended purpose may be obtained, however.

n32

2.2.3 THE UNITED KINGDOM

The United Kingdom has taken a non-legislative approach to genetic discrimination.
In 2007, the government undertook a comprehensive review of its anti-discrimination
laws and decided against adding any prohibitions against discriminating on the grounds
of genetic characteristics.® Insurance providers and employers are legally responsible
for handling genetic information in accordance with the Data Profection Act 1998,%
which, similarly to Canada'’s privacy laws discussed below, provides rules for the
gathering and use of persconal information.

The insurance industry in the United Kingdom has, however, voluntarily implemented
a restrictive agreement on the use of genetic testing in certain circumstances since
2001. The basic terms of the Concordal and Moratorium on Genetics and Insurance
adopted by the Association of British Insurers are that customers will neither be
asked to, nor be put under any pressure to, undergo a predictive genetic test in order
to obtain insurance or to disclose any predictive or diagnostic genetic test results
acquired as part of clinical research or after the policy has started, whether their own
test or that of another person (i.e., a blood relative).*® Exceptions are made for
certain situations, however. Customers may be required to disclose the results of
predictive genetic tests for life insurance policies over £500,000, or critical illness
insurance over £300,000, or for income protection insurance that pays annual
benefits over £30,000. When the cumulative value of insurance exceeds these
financial limits, insurers may seek information about, and customers must disclose,
the results of tests approved by the Genetics and Insurance Committee® for use for
a particular insurance product, subject o the restrictions in the Concordat.

Furthermore, insurers are permitted to seek, with customers’ consent, access to certain
family medical history, diagnostic (but not predictive) genetic test results, and reports
from general practitioners in order to accurately price the additicnal risk from any health
problems an applicant discloses. An appeals mechanism has been devised for any
disputes or complaints about how genetic information has been used by insurers.®
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3 GENETIC DISCRIMINATION AND CANADIAN LAW

No laws in Canada explicitly address genetic discrimination, and no court cases have
directly examined the scope of any legal protection Canadians might have from
genetic discrimination. However, basic rights contained in existing laws, and
interpretations thereof, allow for some analysis of how any future cases of genetic
discrimination might be handled.**

In 2013 a team of academics reviewed the law relevant to genetic discrimination and
concluded that, while no cases have as yet taken up this issue, this "does not
suggest that” such discrimination does not take place.”” The researchers found 468
tribunal and court decisions that examined a genetic predisposition as part of
“"describing the causal corigins of health related conditions” in various areas of the law,
including “criminal, family, workers’ compensation and tort.” For instance, in some
cases, “genetic predisposition was used to argue whether the claimant’s condition
was inherited rather than related to the workplace or the negligence of the defendant”
or to “explain the origin of a mental health condition in addressing the issue of
criminal responsibility.” The authors warned that the case law suggests that there is a
“tendency to describe the underlying basis of health and disease as genetic,” and that
this can downplay “the complexity of causal factors of disease” and the "social
determinants of health and disability.” This conclusion is meant to caution policy-
makers to consider that a tendency to place too much emphasis on genetic factors is
a concerning consequence of genetic testing.

3.1 HumaAN RIGHTS LAwWS IN CANADA

Discrimination in Canada is addressed primarily under federal, provincial and territorial
human rights laws. As "human rights” are not explicitly listed under the enumerated
heads of power in sections 91 and 92 of Canada's Constitution,*' laws that address
human rights concems have been passed at the federal, provincial and territorial
levels to respond to various matters within those jurisdictions.*> While there is some
diversity among Canadian human rights laws, the principles and enforcement
mechanisms are very similar from jurisdiction to jurisdiction.*® Each statute prohibits
discrimination on specified grounds, such as race, sex, age, religion, disability and, in
the context of employment, accommodation and publicly available services. The
Canadian Human Rights Act (CHRA) is the principal hurnan rights statute in the
federal sector.* It applies generally to federal government departments and
agencies, Crown corporations, and federally regulated businesses.

The Canadian Charter of Rights and Freedoms, which forms part of Canada’s
Constitution, alsc seeks to prevent discrimination. Section 15(1) guarantees that
every “individual is equal before and under the law and has the right to the equal
protection and equal benefit of the law without discrimination and, in particular, without
discrimination based on race, national or ethnic origin, colour, religion, sex, age or
mental or physical disability.”** The Supreme Court has concluded that this list of
prohibited grounds of discrimination, also known as the “enumerated grounds,” is not
exhaustive and has determined that there are "analogous grounds” that should also
be considered as included. To date, these grounds are citizenship, sexual
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orientation, marital status, and “Aboriginality-residence.”*® The Court considers
enumerated and analogous grounds to be personal characteristics that are

“immutable, difficult to change, or changeable cnly at unacceptable personal cost.” ¥’

At present, it can only be speculated how Canadian courts might treat a case involving
genetic discrimination, since, as noted above, there has yet to be a court or tribunal
case that has directly answered the question of whether genetic characteristics
constitute a prohibited ground of discrimination. If a case of genetic discrimination were
to proceed before a court or tribunal, "genetic characteristics” could be put forward by a
complainant for inclusion as an analogous ground. A court or tribunal could also
potentially find that in such a case the grounds of “mental or physical disability” or
“handicap” contained in human rights laws already apply for some genetic conditions.*
Currently, the definition of disahility in the CHRA defines “disability” only as “any
previous or existing mental or physical disability and includes disfigurement and
previous or existing dependence on alcchol or a drug.”

There are some precedents that would likely influence any court examining genetic
discrimination. In the Supreme Court of Canada decision Quebec (Commission des
droits de la personne ef des droits de la jeunesse) v. Montréal (City); Quebec
(Commission des droits de la personne ef des droits de la jeunesse) v. Boisbriand
(City),*® the Court examined complaints from three people who had been excluded
from employment as a result of having been tested for medical conditions that had
not in fact develaped into any concrete physical ailments that might impede their
ability to perform their duties. Two individuals had spinal anomalies and another had
asymptomatic Crohn’s disease. Although it did not specifically address the issue of
genetic discrimination, the Court determined that these genetic susceptibilities
constituted a “handicap,” one of the enumerated grounds under the Quebec Charter
of Human Rights and Freedoms.® It added that a broader definition of “handicap”
was necessary to serve the purposes of the Charter, particularly given “the rapid
advances in biomedical technology, and more specifically in genetics, as well as the
fact that what is a handicap today may or may not be one tomorrow.” As noted by
Trudo Lemmens, an expert in health law, “The conditions dealt with in this case show
a great resemblance to genetic susceptibilities or predispositions: they were
asymptomatic conditions that did not reveal any concrete immediate problem, but
created concern in the employer of predisposition to increased risk of injury or
disease.”"

Over the last 15 years, a number of proposals have been made to amend Canada’s
human rights legislation to explicitly include genetic characteristics as a prohibited
ground of discrimination at the federal level. In 2000, the Canadian Human Rights Act
Review Panel, established by the federal Minister of Justice, recommended that the
definition of “disability” in the Act should “be amended to include the predisposition to
being disabled” in order to respond to concerns about genetic discrimination.®® In 2010,
then Members of Parliament Judy Wasylycia-Leis and Bill Siksay introduced private
members’ bills that proposed to amend the CHRA to add “genetic characteristics” to
the list of prohibited grounds. Bills C-508 and C-536, both titled An Act to Amend the
Canadian Human Rights Act (genetic characteristics), died on the Order Paper at the
dissolution of the 40" Parliament.>
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More recently, private members’ bills introduced in the 41 Parliament to address this
issue have included bills C-445%* and $-201,* introduced by Member of Parliament
Libby Davies and Senator James S. Cowan respectively. Although both of these
repeat the proposal to add “genetic characteristics” to the CHRA, Bill S-201 proposes
other amendments. It would add new sections to the Canada Labour Code,*® the
main employment law within federal jurisdiction. These amendments would, among
other things, protect an employee’s right to not be required to take a genetic test or to
disclose the results of a test already taken. It would prohibit employers from taking
actions such as dismissing, penalizing or refusing to pay an employee as a consequence
of the results of any genetic tests or because the employee refused to take a test or
to disclose the results of one.®’

Bill S-201 also proposes criminal sanctions for actions such as when cne person
requires another to undergo a genetic test or disclose the results of one as a
condition of “(a) providing goods or services to that individual; (b} entering into or
continuing a contract or agreement with that individual; or (¢) offering or continuing
specific terms or conditions in a contract or agreement with that individual.”®® It
creates an exception for insurance contracts that exceed $1,000,000 or that pay a
benefit of more than $75,000 per annum. One reason for this is to ensure that
individuals do not take out policies for excessively large amounts after leaming that
they are at a high risk of a genetic disease or condition.>® In Ontario, Bill 127 seeks to
add “genetic characteristics” to the province's Human Rights Code as a prohibited
ground of discrimination.®

Various organizations, legal expeits and other commentators have argued in favour
or against the need to pass legislation in Canada to explicitly address genetic
discrimination.®’ '

3.2 GENETIC INFORMATION AND CANADA’'S PRIVACY PROTECTION REGIME

Canada’s regime for regulating the private sector with respect to the collection, use
and disclosure of an individual's private information, especially with respect to health,
is complex. The federal Personal Information Profection and Electronic Documents
Act (PIPEDA)* governs the handling of personal information by the private sector in
general, but it does not apply uniformly across the country. There are also various
pieces of provincial legislation,®® some of which regulate the handling of personal
information by the private sector, and some of which regulate the handling of heaith
information by any type of person or organization who acts as a custodian of it. Some
of these laws replace PIPEDA within the province or operate in tandem with PIPEDA.%*
These laws can affect the amount and type of information insurance companies,
employers or others may obtain, including doctors,®® employers in the private or
public sectors,®® and public bodies involved in health care delivery.®’

An organization under the jurisdiction of PIPEDA must obtain the consent of an
individual for the collection, use or disclosure of that individual's personal information®®
and must explain the purposes for the collection, use or disclosure to the individual in
order to ensure this consent is meaningful.*® Principles set out in PIPEDA state that
companies covered by PIPEDA must "take into account the sensitivity of the
information™ in determining the form of consent to be used for its collection, use or
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disclosure, and gives the example of “medical records” as information that is “almost
always considered to be sensitive.””® The Schedule aiso recommends higher security
safeguards for sensitive information.”’ The Office of the Privacy Commissioner of
Canada has indicated that any company subject to PIPEDA would need to be able to
demonstrate that any genetic information sought would serve “a legitimate purpose”
before its collection and use would be appropriate.”™

As PIPEDA doces not include a definiticn of what constitutes genetic information, or
any guidance on how it should o be handled, there is still some question about
whether genetic information is included in the standard definitions for private information
on which much of this regulatory regime is based. In fact, most privacy laws were
passed before widespread genetic testing capacities had heen developed, and
therefore do not contain specific language about genetic information.™

A complicating factor for the regulation of the use of genetic data is that it can provide
information not only about the individual tested but also about his or her family
members. Tests that reveal an inherited predisposition to a particular disease in one
person’s genes may thereby reveal that this predisposition exists in their relatives. This
raises the issue of whether even express consent solely by the tested individual to
the disclosure of any such personal information is sufficient to cover all parties to
whom the information in the data might belong. Some scholars have proposed that
genetic information should be conceived as "family property” or something that is
owned jointly.” This particular characteristic of genetic information may make it more
difficult, as time goes on, to incorporate it into the standard privacy model, which
designates individuals as the owners of their own personal informaticn to the
greatest extent possible.

The Office of the Privacy Commissioner of Canada has identified a need for furiher
national discussion on this issue and has commissioned papers from and engaged
with leading experts on the topic.” In 2009, the Privacy Commissioner emphasized
that protecting genetic information is a strategic priority that “will become increasingly
important to all federal policy makers in the very near future.””® With respect to
enforcement, if an insurer or employer breaches PIPEDA, then the individual whose
personal information is affected can file a complaint with the federal Privacy
Commissioner, who can investigate.”” The federal Privacy Commissioner has made
a number of investigative findings in response to complaints about the collection,

use and disclosure of personal information by insurance companies.” Since the
Commissioner is an ombudsperson, his findings and recommendations are not
hinding, but in practice companies do generally attempt to comply with them. If this is
not sufficient to ensure compliance, an individual can apply for a hearing at the
Federal Court on matters™ that have been investigated by the Commissioner,®® or
the Commissioner can also apply to the Court for a hearing on behalf of the
individual.*' The Court can order the company to comply with PIPEDA and award
damages to the individual*?
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3.3 INSURANCE LAWS IN CANADA

Insurance contracts in Canada are generally governed by provincial laws. Although
provincial human rights codes may already provide some protection for individuals
from genetic discrimination, they also include some exceptions that may allow
automoblle, life, accident or sickness or disability insurance providers fo make
distinctions based on an applicant’s age, sex, marital status, family status, or
physical or mental disability.%* A discriminatory practice in insurance may be justified
on reasonable and bona fide grounds ~ in other words, if it is based on accepted and
sound insurance practices and if no practical non-discriminatory alternative exists.®!

In accordance with Canada's Constitution, and judicial interpretation thereof, reguiating
the terms of an insurance contract is considered a matter of provincial jurisdiction.®®
For insurance companies who are federally incorporated,® the primary statute regulating
their activities is the /nsurance Companies Act.®” Although the federal government
plays a role in regulating the industry in Canada, that role is primarily limited to the
oversight of banks and trust companies that offer insurance policies and services,
and to the oversight of federally incorporated or registered insurance companies.
One purpese for this is to ensure that these institutions and companies remain
solvent and are in compliance with the statutes under which they are incorporated or
registered and run. Although the federal legistature may use its trade and commerce
power under section 91(2) of the Constitution Act, 1867 to pass laws pertaining to
insurance and other business coniracts, or its powers to pass criminal laws under
section 91(27), previous attempts to use this power to regulate the insurance industry
have been largely unsuccessful. %

Rules respecting the formation of insurance contracts and policies are regulated
primarily by provincial laws. For example, Ontario’s /nsurance Act®® sets out the

general duty of an insurance applicant to disclose “every fact within the person's
knowledge that is material to the insurance” pursuant to a medical examination.

Currently, provincial laws do not contain provisions pertaining to genetic discrimination.

in the absence of any government regulations, the current position of the Canadian
Life and Health Insurance Association Inc., the Canadian Institute of Actuaries, and
the Canadian Life Insurance Medical Officers Association is that, while companies
will not require genetic testing of applicants for insurance, they wili ask whether the
applicant has been genetically tested in the past, and they will require disclosure of
those test results where they exist.*® This position is generally justified on the basis
that there exists a good faith obligation under most provincial laws for an insurance
applicant to disclose to the insurance company all information that might have a
bearing on the company’s assessment of risk.®" These organizations have expressed
concemn that insured persons who learn, after taking a genetic test, that they are at
high risk for a genetic disease could knowingly take out policies for large amounts of
additional coverage without insurers being aware of any increased risk.* Disclosing
the results of genetic testing would therefore help ensure that both parties
negotiating an insurance contract would have the same knowledge about the health
risks of the applicant.
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4 CONCLUSION

Genetic information and how we use it is already changing our world, our perspectives
on human history and our approach to health matters. It is expected that further
changes yet unimagined will emerge as genetic science is applied to more aspects of
our lives. One significant change on the horizon is personalized medicine. If it can
help people to obtain treatment specially tailored to their genetic profiles, thereby
selecting the right medicine or the most appropriate therapies sconer and in a more
cost-efficient manner, significant savings to the health care system could result.

Although arguments may be made for or against™ new legislation to prevent genetic
discrimination, it can be expected that Canadians will also need to feel comfortable in
knowing that obtaining and sharing their genetic information will not have negative
consequences. One of the reasons given by the U.S. government for the Genetic
Information Nondiscrimination Act was

to help ease concerns about discrimination that might keep some people
from getting genetic tests that could benefit their health. The law also
enables people to take part in research studies without fear that their DNA
information might be used against them in health insurance or the
workplac&.g‘1

Genetic testing is a potential Pandora’s box, as it could be used for less than
altruistic purposes. In the wrong hands, genetic science could be used to cause more
harm than good. As genetic testing becomes more commonplace, Canadians will be
challenged to determine the role they wish genetic information to play in their lives.
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matter of “property and civil rights in the province” under section 92(13) of the
Constitution Act, 1867.

It is not necessary to be a federally incorporated entity in order for the Insurance
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