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Today, we are learning the language in which
God created life; we are gaining ever more awe
for the complexity, the beauty, the wonder of
God'’s most divine and sacred gift."

1. Introduction

These reverential words were spoken by Bill Clinton at a
press conference to announce that a scientific effort to
sequence the human genome, termed the “Human Genome
Project,” had met with success. In 2001, the entire human
genome was sequenced independently by an international
consortium of public scientists and a private company (Ce-
lera Genomics). While their efforts have been heralded by
some as a milestone in the understanding of genetics, dis-
ease diagnosis and treatment, there has also been recogni-
tion that this technology has the potential to undermine hu-
man dignity by creating a new ground for discrimination;
one based on an individual’s genetic information.” Current-
ly, the threat of genetic discrimination is not pressing as a
result of technological limitations, restricted access and avail-
ability of genetic information. However, as genetic technolo-
gies become more efficient and cheaper the availability of
genetic information will become ubiquitous and unfortu-
nately, the problem of genetic discrimination more real.

This paper will examine the status of protections against
genetic discrimination under the human rights regime in

Canada. Specifically, I will argue that human rights legisla-
tion creates a paradigm based on an anti-discrimination
model which is insufficient to deal with the complexities of
genetic discrimination as it does not create a strong enough
prohibition against genetic discrimination. Moreover, the
human rights tribunals that administer this model lack the
scientific expertise that is essential to an analysis of genetic
discrimination. Finally, the anti-discrimination model is
unable to prevent discrimination in a prospective manner.

2. What Is Genetic Information

The understanding of basic genetics is integral to discus-
sions pertaining to genetic discrimination. In the most gen-
eral sense, a gene is a sequence of deoxyribonucleic acid
(DNA) located in a particular position on a particular chro-
mosome inside a cell.’ Genes control the production of pro-
teins and in doing so determine aspects of anatomy and
physiology.* Variations or mutations of genes may cause
abnormalities, the symptoms of which are categorized as a
‘disease.” Despite hyperbole to the contrary, the study of
genetics remains in its infancy. As Stephen J. Gould points
out:

Most genes influence several aspects of anat-
omy and behavior—as they operate through
complex interactions with other genes and their
products, and with environmental factors both
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within and outside the developing organism.
We fall into a deep error, not just a harmless
oversimplification, when we speak of genes
“for” particular parts or behaviors. No single
gene determines even the most concrete aspect
of my physical anatomy, say the length of my
right thumb.’

Similarly, there are a number of factors, both biological and
environmental, that may influence whether a particular
mutation will cause a disease and the severity of the symp-
toms associated with it. For example, some diseases are
mono-genetic, meaning that they are the result of a single
mutation in a single gene; others are poly-genetic, meaning
that they are the result of multiple mutations, either within a
single gene or in different genes.® Moreover, some muta-
tions have “incomplete penetrance,” which means that some
individuals with the mutation will have no symptoms of the
disease.”

At this stage, genetic research is mostly focused on discov-
ering connections between specific genetic markers and dis-
eases.” Genetic tests identify individuals with specific
genetic markers. Therefore, the current predictive power of
genetic tests to determine whether an individual will
develop a disease or identify the severity of symptoms is
quite limited.’ It is anticipated that the predictive power of
these tests will increase as our understanding of genetics
becomes more sophisticated, enabling significant advance-
ments to occur in the treatment and diagnosis of disease.'
However, as outlined by Trudo Lemmens, as genetic tech-
nologies advance there is also the threat that “[t]he capacity
to conduct [genetic] tests quickly and, more importantly,
cheaply will boost demand, commercial production and dis-
tribution of the tests, making it potentially cost-effective to
introduce genetic screening in a variety of non medical set-
tings.”"" T suggest that addressing the misuse of genetic
information in these settings should be the focus of human
rights legislation.

3. What Is Genetic Discrimination

Genetic discrimination, in its broadest sense, is the term
used to describe people who are treated differently because
of their genetic traits.'* For the purposes of this paper, the
term genetic discrimination does not include discrimination
based on physical manifestations of genetic traits — as this
form of discrimination is already covered by other grounds
in Canadian human rights legislation, namely disability."

Genetic discrimination tends to arise in two main contexts,
employment and insurance. Employers may use genetic
information to influence hiring and promotion practices. In
particular, employers may wish to avoid hiring or advancing
individuals with certain genetic markers which are linked to
conditions that may have an impact on their productivity.
Similarly, insurers may choose not to extend insurance ben-
efits or charge higher premiums to individuals with genetic
predispositions to certain diseases. In the health care con-
text, the government’s refusal to provide individuals with
access to certain genetic tests and/or gene therapies may also
be discriminatory; however, a discussion of this issue is
beyond the scope of this paper.

4. Genetic Discimination and the
Anti-discrimination Model

The concerns about genetic discrimination outlined above
have not been explicitly dealt with by Canadian courts or
human rights tribunals. Nonetheless, Canadian courts have
expanded the existing concepts of discrimination and dis-
ability to create a framework that provides some general
protections against genetic-based discrimination in Canada.
For the purpose of this paper, I will refer to this approach as
the “anti-discrimination model.”

The starting point for the recognition of genetic discrimina-
tion can be traced to the decision of the Supreme Court of
Canada [SCC] in Andrews v. Law Society of British Colum-
bia. In that case, the court provided an authoritative defini-
tion of discrimination. Specifically, the Court held that

...discrimination may be described as a distinc-
tion, whether intentional or not but based on
grounds relating to personal characteristics of
the individual or group, which has the effect of
imposing burdens, obligations, or disadvan-
tages on such individual or group not imposed
upon others, or which withholds or limits access
to opportunities, benefits, and advantages avail-
able to other members of society. Distinctions
based on personal characteristics attributed to
an individual solely on the basis of association
with a group will rarely escape the charge of
discrimination, while those based on an individ-
ual’s merits and capacities will rarely be so
classed."”
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The focus on the effect of behavior on the complainant ver-
sus the motivation of the discriminator identified in Andrews
has been, and continues to be, a fundamental tenet of the
Canadian approach to discrimination.'®

In Montréal and Broisbrand, the SCC applied the notion of
“effects” to the concept of disability. In the first case, the
City of Montreal denied two applicants employment after
pre-employment medical examinations revealed they had a
spinal column anomaly, despite the fact that both individual
were asymptomatic. In the second case, the City of
Broisbrand terminated the employment of an asymptomatic
police officer diagnosed with Crohn’s disease. In both cases,
all of the individuals were able to actively fulfill the duties
of the jobs in question. The issue before the court was
whether these asymptomatic conditions constituted a “hand-
icap” or “disability.” Ultimately a unanimous SCC held that
these individuals had been discriminated against on the
basis of disability. In reaching such a decision the SCC
emphasized that the notion of disability should be a fluid
one. Specifically Justice L’Heureux-Dubé cautioned:

Instead of creating an exhaustive definition of
this concept, it seems more appropriate to pro-
pose a series of guidelines that will facilitate
interpretation and, at the same time, allow
courts to develop the notion of handicap[/dis-
ability] consistently with various biomedical,
social or technological factors. Given both the
rapid advances in biomedical technology, and
more specifically in genetics, as well as the fact
that what is a handicap[/disability] today may or
may not be one tomorrow, an overly narrow
definition would not necessarily serve the pur-
pose of the [human rights legislation] in this
regard."’

Essentially, the SCC in Montréal and Broisbrand extended
the notion of discrimination based on disability to include
discrimination based on an erroneous perception of a com-
plainant’s disability.'"® The approach taken by the SCC is
consistent with that taken in the OHRC, which statutorily
prohibits discrimination based on perceived disability. "

In light of Justice L’Heureux-Dubé’s reference to genetic
technology in Montréal and Broisbrand, there has been dis-
cussion as to whether the notion of perceived disability can
be used to extend protection against genetic-based discrimi-
nation.”” Under current legislation individuals with symp-
tomatic genetic conditions clearly fall under the traditional

ground of “disability” in human rights legislation.”’ The
concept of “perceived disability” extends protection to those
individuals who have a predisposition to a disease, whether
it is genetic in origin or not, but remain asymptomatic.”
However, what is unclear is what, if any, protection is
extended to healthy individuals with genetic markers that
indicate they have a possibility of developing a disability.

Arguably, by categorizing Montréal and Broisbrand as a
case about potential future disabilities, the SCC’s reasoning
can be used to protect against discrimination based on
potential future genetic disability. As outlined by Shauna
Labman in “Genetic Prophecies”, “while L’Hereux-Dubé
J.’s analysis focused on perception, the motivating force
behind the discrimination at issue were potential future dis-
abilities.” Labman concludes that since the complainants
were all currently able to perform the duties of the jobs in
question, the employers concerns must have been about
their future abilities. The problem with such a categoriza-
tion, as acknowledged by Labman, is that in Montréal and
Broisbrand all of the individuals did have some “identifi-
able, manifest problems” and thus, could be categorized as
having a present rather than future disability.** In contrast,
individuals that have genetic markers for diseases may not
have any present ‘manifest problem.’ In recognition of the
potential limitation of the common law to protect individu-
als from discrimination based on potential future genetic
disability, the Canadian Human Rights Act Review Panel
has recommended that the definition of disability in the
CHRA be amended to include predisposition to being dis-
abled.”® Such an amendment would protect individuals with
a genetic predisposition to a disease, regardless of whether a
disability became apparent or not. These developments in
Canadian human rights jurisprudence, prominently stem-
ming from Montréal and Boisbriand, have created a frame-
work for genetic-based discrimination cases to be addressed
under the current human rights regime. Further protection is
extended by the possibility of the inclusion of a ground of
“perceived disability” in human rights legislation.

5. Short-comings of the Traditional
Anti-discrimination Model

The anti-discrimination model provides a useful starting
point for addressing the issue of genetic discrimination;
however, the model is fundamentally ill-equipped to address
the truly novel nature of genetic discrimination. The three
main reasons why the anti-discrimination model is insuffi-
cient, as will be explained in this section, is that it does not
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create a strong enough prohibition, it relies on decision mak-
ers with inadequate expertise, and it has virtually no preven-
tative function.

5.1 Insufficient Prohibition Against
Genetic Discrimination

Under the anti-discrimination model, genetic discrimination
is not necessarily prohibited. For example, in an employ-
ment context under this model, if an employer is found to
have discriminated against an employee on the basis of
genetic predisposition, the employer would have an oppor-
tunity to justify their discriminatory behavior. Under Cana-
dian human rights legislation an employer may refuse to hire
or terminate individuals who do not meet a bona fide occu-
pational requirement (BFOR). Specifically, an employer
would have to show that not having a genetic disposition to a
particular disease constitutes a BFOR. In B.C. .
B.C.G.S.E.U., the SCC set the test for when a discriminatory
standard will qualify as a BFOR.*® Specifically, the SCC
held that the employer must show:

(1) that the employer adopted the standard for a purpose
rationally connected to the performance of the job;

(2) that the employer adopted the particular standard in an
honest and good faith belief that it was necessary to
the fulfillment of that legitimate work-related pur-
pose; and

(3) that the standard is reasonably necessary to the
accomplishment of that legitimate work-related pur-
pose. To show that the standard is reasonably neces-
sary, it must be demonstrated that it is impossible to
accommodate individual employees sharing the char-
acteristics of the claimant without imposing undue
hardship upon the employer.”’

In the event that an employer is able to establish that not
having a genetic predisposition is a BFOR, the genetic based
discrimination, in that case, will be held to be lawful. While
arguably, in most employment situations, an employer
would have a difficult time making such a justification, it is
important to bear in mind that the anti-discrimination model
does permit some forms of genetic discrimination in the
employment context.

The short-comings of the anti-discrimination model are
even more pronounced in the insurance context. While there
are no reports of systemic genetic testing undertaken by
insurance companies in Canada as of yet, there is evidence
that individuals with known genetic mutations may have a

difficult time obtaining insurance.*® For example, in Audet
v. Industrielle-Alliance, Cie d’Assurance Sur la Vie, the
court annulled the life insurance contract of Mr. Tremblay
because he failed to advise his insurance company that he
had a particular genetic mutation associated with myotonic
dystrophy.” Mr. Tremblay had participated in a research
study, during which time he was advised of the presence of
the disease-related mutation. Subsequently when he applied
for insurance he indicated that he had no physical or mental
anomaly. Although he remained asymptomatic throughout
his life and died of causes not related to the disease, the court
held that his omission with respect to this mutation
amounted to a false declaration. The contract was annulled
ab initio. The Audet case highlights the problems that exist
with the non-disclosure of genetic information to insurers.
As will be outlined below, under the anti-discrimination
model, had Mr. Tremblay actually disclosed his genetic
information to his insurer, he could have legally been denied
insurance.

In understanding the anti-discrimination model’s approach
to discriminatory insurance practices, it is important to bear
in mind that insurance is an industry based on a risk assess-
ment model, in which those who are deemed to be higher
risk pay higher premiums than those at lower risk. Making
sound distinctions between individuals based on their pro-
pensity for developing a disease or disability is integral to
the success of the industry. The SCC in Zurich Insurance Co
v. Ontario® recognized that traditional human rights con-
cepts are difficult to apply in the insurance context. Indeed
they held:

The underlying philosophy of human rights leg-
islation is that an individual has a right to be
dealt with on his or her own merits and not on
the basis of group characteristics. Conversely,
insurance rates are set based on statistics relat-
ing to the degree of risk associated with a class
or group of persons. Although not all persons in
the class share the same risk characteristics, no
one would suggest that each insured be assessed
individually. That would be wholly impractical.
Sometimes the class or group classification cho-
sen will coincide with a prohibited ground of
discrimination, bringing the rating scheme into
conflict with human rights legislation.”'

However the court also cautioned that “[hJuman rights val-
ues cannot be over-ridden by business expediency alone.”*
Ultimately, the court confirmed that discrimination in insur-
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ance may be lawful, provided these distinctions are based on
reasonable and bona fide grounds [RBFG]. Furthermore,
they stated that a discriminatory insurance practice is a
RBFG if:

a) it is based on a sound and accepted insurance
practice; and (b) there is no practical alternative.
Under (a), a practice is sound if it is one which it
is desirable to adopt for the purpose of achiev-
ing the legitimate business objective of charg-
ing premiums that are commensurate with risk.
Under (b), the availability of a practical alterna-
tive is a question of fact to be determined having
regard to all of the facts of the case.*

In Zurich, the SCC was considering the issue of whether an
auto-insurance company could charge higher rates for
young, single, male drivers on the basis that they are statisti-
cally more likely to be involved in an accident.

At first glance it might seem that the situation with regards
to genetic discrimination is different. After all, rather than
using class characteristics to make generalizations about an
individual’s potential risk, an insurance company is using an
individual’s own genetic information to make conclusions
about them. However, as outlined above in “l. What is
Genetic Information,” the presence of particular genetic
markers or mutations does not necessarily mean that an indi-
vidual will develop a disease or disability; rather this identi-
fies that the individual is at risk of developing such a
condition. Accordingly, by relying on genetic tests, which at
this stage do not have substantive predictive certainty, insur-
ance companies are indeed making generalizations about an
individual’s potential risk based on class characteristics. It
follows that insurance companies may be able rely on RBFG
to justify genetic based discrimination. Lemmens outlines
how insurance companies could meet the RBFG test to jus-
tify genetic discrimination. Specifically Lemmens suggests:

[s]ince most genetic tests aim at indicating a
specific risk factor based on statistical calcula-
tions, it would not be difficult for insurance
companies to justify the use of genetic informa-
tion and of genetic testing. Insurers could argue
that they have no practical alternative but to
obtain the same level of accurate information as
may be obtained through genetic testing...
Insurers would argue they must be able to use
genetic testing to obtain information that insur-
ance applicants might otherwise try to hide.**

In summary, while Canadian courts have created a founda-
tion for recognizing genetic discrimination, this is subject to
an employer’s and insurer’s ability to establish a BFOR or
RBFG, respectively. Accordingly the anti-discrimination
model does not really prohibit genetic discrimination — it
merely restricts its application to particular situations.

5.2 Inadequate Expertise

In addition to reservations about the inadequacy of the
anti-discrimination model’s prohibition against genetic dis-
crimination, there is also concern about the limited scientific
expertise of tribunals and courts that administer this model.
The SCC has, on a number of occasions, held that human
rights tribunals are experts in fact finding.>> This expertise
is, for the most part, sufficient to determine when discrimi-
nation based on traditional grounds has occurred. The prob-
lem with genetic discrimination is that it is not always clear
what constitutes such forms of discrimination.’® Members
of human rights tribunals, who generally are not scientific
experts, are ill-equipped to appreciate and differentiate the
scientific nature of the field of genetics, without an under-
standing of which, any of analysis of genetic-based discrim-
ination will be superficial.

As a starting point, in order to asses the merits of a genetic
discrimination case, tribunal members would have to under-
stand the nature of genetic information and genetic testing.
Unfortunately, within the scientific community there is no
consensus as to what constitutes ‘genetic information.”*’
Generally, genetic information is thought of as “information
resulting from the analysis of an individual’s DNA.”** How-
ever, in addition to DNA studies, there are also a number of
indirect forms of testing which yield genetic information.
As Lemmens and Lisa Austin point out:

The identification of phenotypic characteristics
associated with genetic conditions such as cleft
palate or Spina Bifida, for example, is a form of
genetic testing. Testing can also occur at the
chromosomal level. Chromosomal abnormali-
ties can be detected, for example, through
amniocentesis. Other forms of ‘genetic tests’
involve the testing of urine, blood or other body
fluids to discover abnormal metabolite levels
that are indicators of genetic disorders such as
phenylketonuria (by measurement of pheny-
lalanine in blood) or Lesch-Nyhan disease (by
identification of high urinary uric acid levels).
Finally, genetic disorders can be detected
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through measuring proteins, which are the prod-
ucts of genes. Defective genes often lead to
identifiable deficiencies in protein production.
The observation of mutant proteins can be used
as a measurement to determine the presence of a
genetic condition such as Tay-Sachs.

Genetic information may also be obtained by studying fam-
ily medical histories.” Indeed, family medical histories
have long been collected by both medical professionals and
insurance companies in order to predict which disease an
individual is likely to inherit. Discrimination that is based
upon DNA-based tests would be clearly identifiable as
“genetic discrimination,” but what about discrimination that
is based on more indirect forms of genetic testing? More-
over, there is considerable debate in the scientific commu-
nity as to whether all medical information is to some degree
genetic in nature.*’ Tribunal members cannot be expected to
wade, unassisted, through the plethora of scientific informa-
tion available to determine if the information in an alleged
genetic discrimination case is indeed ‘genetic information.’

Assuming for the moment that a tribunal was able to identify
a particular type of information as ‘genetic information’
they would then have to determine which uses of this infor-
mation would qualify as discriminatory. The anti-discrimi-
nation model provides no guidance for determining what
genetic discrimination is, or for that matter what constitutes
the “use” of genetic information. For example, under the
model it is unclear if an individual who refused to undergo
genetic testing was denied employment it would constitute
genetic discrimination? Moreover, as outlined above in “1.
What is Genetic Information,” genetic tests have different
predictive abilities. In the future, if we have genetic tests that
can predict with certainty what, when and to what degree an
individual will be affected by a disease, should we allow
employers or insurers to make business decisions based on
these tests but not on those that have less certain predictive
abilities? The answers to these questions are rooted as much
in science as they are in human rights theory. Tribunals and,
arguably, the courts lack the expertise to evaluate these dou-
ble-sided issues. Conceivably, tribunal members may have
the capacity to learn about the scientific nature of genetic
discrimination inquiries; however, they should not be
expected to lay the foundation for how these inquiries will
be conducted at the same time. Requiring tribunal members,
or courts for that matter, to learn about genetics and develop
the policy and procedural framework for dealing with
genetic discrimination will result in a piece-meal approach
to the issue of genetic discrimination. I would suggest that,

at the very least, tribunal members and courts need to have
some legislative guidance on how to address the scientific
nature of genetic discrimination.

5.3 Lacks Preventative Function

In addition to reservations about the limited scientific exper-
tise of both the tribunals and courts to deal with the issues
surrounding genetic discrimination, the anti-discrimination
model’s traditional reactionary approach to discrimination
is inappropriate when dealing with genetic discrimination.
The traditional anti-discrimination model provides reme-
dies for those whose rights have been violated and, in doing
so, likely creates a disincentive for others to make similar
transgressions. While providing relief to the victims of dis-
crimination is important, it is not the sole goal of human
rights legislation. One of the other aims of human rights
regimes, which I would argue should be the main goal, is to
prevent discrimination before it occurs. As outlined by Wil-
liam W. Black, prevention is preferable to an after-the-fact
remedy because “[a]t the very least, it avoids the costs of liti-
gation. It also assists those who for one reason or another are
unlikely to file a complaint.”*'

The complaint based traditional anti-discrimination model
is simply unable to prevent discrimination. As P. Florencio
and E. Ramanathan point out, rather bluntly, “while dis-
crimination laws provide a disincentive, they are incapable
of preventing discrimination.”* The inability of the
anti-discrimination model to prevent discrimination may be
in part due to the history of its development. Traditionally,
human rights legislation was developed in response to exist-
ing violations of human rights. Indeed the purpose of the
CHRA, as outlined by J. McIntyre in Ontario Human Rights
Commission, was the “removal of discrimination.”®
Implicit in this purpose is an understanding that discrimina-
tion existed at the time the legislation was created. I suggest
that the anti-discrimination model was not developed with
an intention of preventing discrimination because such dis-
crimination was unfortunately omnipresent at the time of its
creation.

In contrast, genetic discrimination, at least in Canada, is not
rampant but rather is an issue that may become problematic
in the future.** Unlike the situation with the more ‘tradi-
tional” forms of discrimination, genetic discrimination pres-
ents us with an opportunity to take active steps to limit
discriminatory behaviors before they become common
place.
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The novelty of genetic discrimination makes it fundamen-
tally different from traditional forms of discrimination and
thus, ripe for a proactive approach to combat discrimination.
The issue then becomes: how can we prevent genetic dis-
crimination? The challenge of preventing genetic discrimi-
nation is different from other forms of discrimination
because for the most part genetic traits, unlike other traits
such as race or sex , are not readily discernable. In other
words, genetic discrimination cannot exist unless there is
access to genetic information. It follows that genetic dis-
crimination can be prevented, or at the very least limited, by
controlling access to genetic information.

At first glance it might seem access to genetic information
may be controlled by legislation that regulate the use and
disclosure of personal information.* Indeed, privacy acts
exist at both the federal and provincial levels.*® At the fed-
eral level, the Personal Information Protection and Elec-
tronic Document Protection Act (PIPEDA) controls access
to personal information in the private sector. Several authors
have examined the insufficiencies of this Act in providing
meaningful protection of personal information.*” T do not
propose to detail these criticisms, however, 1 suggest that
even a preliminary glance at this legislation illustrates the
manner in which PIPEDA cannot effectively control access
to genetic information in a way that would substantially help
prevent genetic discrimination.

PIPEDA functions to restrict the collection of personal
information to only those purposes that would be considered
appropriate by a reasonable person.* The Act requires an
organization to obtain the informed consent of individuals
prior to the collection and subsequent disclosure of personal
information.”” Under section 11 of the Act, a complainant
may file a complaint with the Privacy Commissioner. Fol-
lowing an investigation of the allegations and issuing of a
report, the complainant may then apply to the Court for a
hearing.”® The court is limited to ordering the following
remedies:

(a) order an organization to correct its practices in order
to comply with sections 5 to 10;

(b) order an organization to publish a notice of any action
taken or proposed to be taken to correct its practices,
whether or not ordered to correct them under para-
graph (a); and

(c) award damages to the complainant, including dam-
ages for any humiliation that the complainant has suf-
fered.”!

The remedies available under PIPEDA have been criticized
as being slow, costly and ineffective and therefore, insuffi-
cient to address the concerns of those whose privacy inter-
ests have been infringed.** Genetic information is even more
sensitive than other forms of personal information due to its
predictive nature.” Not only does genetic information tell us
about a person’s current medical state but it also reveals
information about their future health. Moreover, since fam-
ily members share similar DNA, genetic tests also reveal
information about their present and future health.** The inef-
fectiveness of PIPEDA to protect personal information in
general makes it an even more unsuitable tool to rely on to
protect genetic information.

Moreover, PIPEDA is governed by commercial principles,
not human rights principles.”® As a result, it does not incor-
porate the interpretative principles developed in the context
of human rights legislation. In Robichaud v. Canada (Trea-
sury Board), the SCC summarized the principles that should
be used to interpret human rights legislation.>® Specifically,
the court said:

As Mclntyre J., speaking for this Court, recently
explained in Ontario Human Rights Commis-
sion and O’Malley v. Simpsons-Sears Ltd., the
Act must be so interpreted as to advance the
broad policy considerations underlying it. That
task should not be approached in a niggardly
fashion but in a manner befitting the special
nature of the legislation, which he described as
“not quite constitutional”; ... More recently
still, Dickson C.J. in Canadian National Rail-
way Co. v. Canada emphasized that the rights
enunciated in the Act must be ... given such fair,
large and liberal interpretation as will best
ensure the attainment of their objects. [citations
omitted]’’

By not incorporating these principles into its interpretation,
PIPEDA does not benefit from the broad and liberal inter-
pretive analysis applied in the human rights context.
Accordingly, PIPEDA 1is interpreted strictly, as a conse-
quence of which its ability to protect personal information is
undermined.
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6. Conclusions

Preventing genetic discrimination and protecting those who
have suffered from such discrimination is certainly a noble
and worthy goal. However, in our zest to address this issue,
we should be careful not to treat genetic discrimination in
the same manner as the more traditional forms of discrimi-
nation. The anti-discrimination model was developed in
response to existing and widespread discrimination based
on these traditional grounds. As discussed above, the situa-
tion with genetic discrimination is different from that of tra-
ditional forms of discrimination

To be clear, I am not suggesting that the traditional anti-dis-
crimination model should not be applied to genetic-based
discrimination. Indeed, it should. The anti-discrimination
model serves a useful function in that it creates a structured
regime whereby victims of any form of discrimination can
seek recourse. However, as outlined above, this model has
flaws, unique to the context of genetic discrimination, that
need to be addressed. The problem of genetic discrimination
requires a comprehensive multi-disciplinary approach.
There needs to be recognition that the issue of genetic dis-
crimination is more than just a traditional anti-discrimina-
tion issue or a privacy concern — it has a scope that is
somewhat amorphous. What is needed is separate legisla-
tion, governed by human right principles and enforced by
human rights tribunals, dealing explicitly with genetic infor-
mation and discrimination. Having separate legislation to
deal with specific human rights concerns is not a novel idea.
Indeed, the pay equity regime under the CHRA is one such
example of such legislation.

Developing a comprehensive, multi-disciplinary approach
to genetic discrimination will not be an easy task. The con-
cerns raised in this paper will haunt any legislative scheme
that is developed. However, the difficulty of the task is no
reason not to proceed. The advances of the Human Genome
Project have given scientist’s considerable insight about
life, or as Bill Clinton said, “the language of God,” it is up to
us now to regulate its use; indeed with great knowledge,
comes great responsibility.

Daman Thable is currently completing her articles with the Minis-
try of the Attorney General in Toronto, Ontario.
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