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Matthew Taylor

5.1 Introduction

The rapid and ongoing scientific advancement in the area
of genetic information brings with it a complex set of
legal, social and policy issues. Genetic information is a
broadly understood concept that encompasses various
elements, including information obtained through genetic
research, as well as information related to family health
history.! Genetic information can be ascertained through
a variety of sources and can serve many useful purposes,

some of which include:
e determining paternity;

e assisting in making reproductive choices and deci-

sions relating to reproduction generally; and

e assisting in predicting, diagnosing, treating and

preventing health conditions.?

Most importantly, genetic information about an individual
is personal information.3 It can, moreover, encompass
aspects of information that tend to be highly sensitive in
nature. This chapter will highlight some of the major legal
and human rights issues that relate to genetic information.
In particular, this chapter will canvass two significant

areas: discrimination and privacy.

Within the context of discrimination, specific attention
will be paid to the areas of employment and insurance.
The discussion of privacy will focus on whether or not an
individual has the right to know or not know their genetic

information or that of a close family member. Further,

issues relating to confidentiality of results of genetic

testing will be examined.

In discussing these issues, this chapter will, for the
most part, summarize the work done by the Genetic
Information and Privacy Inter-departmental Working
Group (“WG”).

The WG was created in the fall of 2001 and has identified
many challenges associated with genetic information.
The WG has developed a national strategy designed to
enhance privacy protection and freedom from discrimina-
tion on the basis of genetic information. The strategy is
also geared towards providing individuals the ability to
benefit from genetic research and health innovation. One
way the WG is implementing this strategy is by looking
at the existing legislative and policy frameworks dealing
with privacy and discrimination with a view to strength-
ening these mechanisms in a way that deals with the

issues posed by genetic information.

The issues of privacy and discrimination on the basis of

genetic information will be analyzed within the domestic
and international frameworks, including the approach of
other jurisdictions. Where possible, gaps in the Canadian

framework will be identified.

See T. Lemmens and L. Austin, “Of Volume, Depth and Speed: The
Challenges of Genetic Information” (February 2001) [unpublished], prepared
for the Canadian Biotechnology Advisory Committee.

E. Oscapella, “Genetics, Privacy and Discrimination: A Survey Prepared

for the Canadian Biotechnology Advisory Committee” (31 October 2000)
[unpublished] at 8.

E. Oscapella, “Genetic Testing in Employment: A Review of Legislation and
Policy Issues” (3 January 2003) [unpublished] at 11.
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5.2 The Science

The nuclei of all human cells, except sperm and egg cells,
contain 23 pairs of chromosomes (46 in total — 23 from
each parent), which are composed of deoxyribonucleic
acid (“DNA”).* Essentially, DNA is the carrier of the
genetic instructions for making living organisms.? Each
human cell contains thousands of genes, which are short
sections of DNA, that act either together or independently
to produce proteins.® These proteins are essential for the
following processes: providing cell structures, producing
hormones, and transporting substances throughout the
body.” When proteins are not synthesized properly, it
may be assumed that the genetic information that
instructs its creation is at fault.® Thus, understanding the
genetic anomaly behind the improperly created protein is
an important step in understanding how to devise treat-

ments for those persons with genetic conditions.

An individual may have a genetic mutation that results
in a particular disease or disorder. The most commonly
tested for single gene disorders are cystic fibrosis, beta-
thalassaemia and Huntington’s disease. As scientific
knowledge regarding the human genome increases, the
number of diseases, such as heart disease and certain
cancers, for which a predisposition can be determined

through genetic testing, will also increase.’

It is important to note that, at this point in time, genetic
tests only reveal whether an individual is likely to
develop a genetic disease or disorder but not the degree

to which the condition will affect the individual.l®

5.3 Obtaining Genetic Information: Methods
of Genetic Testing

Genetic information can be obtained through different
means and for different purposes. Information can be
obtained through DNA testing, indirect genetic testing and
through family medical history.!! In addition to the various
methods that can be utilized to obtain genetic information,
genetic testing can be employed at different stages in one’s
lifetime. For instance, testing can be done pre-conception
on sperm or ova; in vitro, on an embryo created outside the
body; and pre-natal, on the feetus. It can also be done at the

time of birth in an effort to reduce the progression of

diseases that require early detection and treatment. Finally,
genetic testing can be done at any other point in time to

assess the likelihood of potential genetic disorders.?

5.3.1 DNA Testing

Through the analysis of DNA, scientists have been able to
assess whether individuals contain genetic mutations
known to be indicators of various diseases, such as
Alzheimer’s disease, cystic fibrosis, sickle cell anaemia and
Tay-Sachs disease.!®> DNA testing provides scientists the
information that enables them to physically map different
genes, showing their size, order and numbering.'* DNA
testing is becoming more common, and is, perhaps, one
of the more sophisticated ways of obtaining genetic
information. DNA testing has improved greatly over the
past few decades as a result of incredible advances in

scientific technology.

5.3.2 Indirect Genetic Testing

Another method employed to obtain genetic information

is through indirect genetic testing. One type of indirect genetic
testing is through analyzing bodily substances such as urine,
blood or other bodily fluids. It can also be accomplished
through the identification of visible characteristics caused by
genetic conditions.'® For example a diagnosis of spina bifida,

a birth defect where the spine does not form completely, is a

S.A. Sherwood, “Don’t Hate Me Because I'm Beautiful... and Intelligent. ..
and Athletic: Constitutional Issues in Genetic Enhancement and the
Appropriate Legal Analysis” (Summer, 2001) 11 Health-Matrix: Journal

of Law-Medicine 633 at 635.

5 Ontario: Ministry of Health, “Genetic, Testing and Gene Patenting: Charting
New Territory in Health Care” online: http://www.health.gov.on.ca/english/
public/pub/ministry_reports/geneticsrep02/report_e.pdf accessed:

09 January 2004 11:20AM.

6 S.A. Sherwood, supra note 4 at 635.

7 Online: http://www.ontariogenomics.ca/gc/ogi/aboutGenomics
whatlsGenomicsOGl.asp?l=e accessed 08 January 2004 9:37AM.

8 Ibid.

9 Kay Chung, Designer Myths: the Science, Law and Ethics of Preimplantation
Genetic Diagnosis (London: Progress Educational Trust, 1999) at 10-11.

10" Maha F. Munayyer, Genetic Testing and Germ-Line Manipulation:
Constructing a New Language for International Human Rights (1997) 12 Am.
UJ. Int'I L. & Pol’y 687 at 3 (Lexis Nexis).

T Lemmens and L. Austin, supra note 1 at 6-7.

12 Jpid. at 8-9.

18 Jpid. at 6-7.

4 Ibid. at 6.

5 bid. at 7.
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form of indirect genetic testing because the visible characteris-
tics associated with this illness are known to be caused by
genetic anomalies. A further method of obtaining genetic
information through indirect testing involves chromosomal
analysis where abnormalities can be seen. One example of

chromosomal analysis is amniocentesis. 1

5.3.3 Family History

One of the more traditional ways to ascertain genetic
information about an individual is through the taking

of a detailed family medical history. It is well known that
certain diseases are hereditary and that individuals within
some families are more susceptible to a particular disease
given that close family members have the disease and that
the family shares certain genetic characteristics. Examples
of conditions that have a genetic basis include breast
cancer and Huntington’s disease.!” A family medical
history is one source of genetic information that can lead

to the identification of “at risk families”.!8

5.4 Comparative Legal Approaches to Genetic
Information

The legal protection granted to genetic information varies
from jurisdiction to jurisdiction. This variance is partially a
result of the different ways countries have conceptualized
genetic information. For instance, in Australia genetic infor-
mation is encompassed by the larger concept of health
information.1? This is also the case in Iceland, although in
Iceland health information is further subsumed in the
broader concept of personal data.?’ In the United Kingdom
(“U.K."), genetic information is considered “sensitive
personal data”.?! Finally, in India there is no general data-
protection legislation, however the government protects
privacy rights during the course of biomedical research
through measures provided by the Department of
Biotechnology.??

5.5 Canadian Context

Genetic information is afforded protection through
legislation and the common law in Canada. Canada’s
protection of genetic information varies depending on
which level of government or jurisdiction is engaged, as

well as the particular legislation involved. “Genetic

information” is not specifically defined in many of the
pieces of legislation that nonetheless may protect the
rights of individuals from invasion of privacy and
discrimination on the basis of genetic information. In

other pieces of legislation, genetic information is defined.

Protection of personal information occurs through a
variety of mechanisms under the legal frameworks
dealing with either privacy or discrimination. Under the
privacy framework, genetic information is afforded some
legal protection by the Canadian Charter of Rights and
Freedoms® (the “Charter”), the federal Privacy Act,?* the
federal Personal Information Protection and Electronic
Documents Act® (“PIPEDA”) and provincial?® privacy

and freedom of information legislation.

The Charter protects against state incursions into a
person’s reasonable expectation of privacy. The Charter’s
application encompasses all actions and laws of the
government, although it does not generally apply to

actions of private actors.

Neither the Privacy Act nor PIPEDA specifically identifies
“genetic information”. Rather, they apply to “personal
information” which arguably would include genetic infor-
mation. Some of the provincial statutes are more explicit
in extending protection to genetic information by
including “inheritable characteristics” or “genetic infor-

mation” in the definition of personal information.?”

16 Jpid,

7 Ipid. at 8.

8 bid.

19 M. Letendre, C. Sallée et al., “Genetic Privacy: A Comparative Approach”
(14 March 2003) [unpublished] at 9.

2 Jpid. at 15.

21 pid. at 12.

2 Ibid. at 16-17.

23 Enacted as Schedule B to the Canada Act 1982 (U.K)) 1982, ¢. 11 which
came into force 17 April 1982.

2 RS.C.1985,c. P-21.

% 5,.2000, ¢.5.

2 |n this paper, the words “province” and “provincial” include the Canadian
territories.

21 See Alberta’s Freedom of Information and Protection of Privacy Act, R.S.A.
2000, c. F-25; Manitoba’s Freedom of Information and Protection of Privacy
Act, C.C.S.M. c. F175; Nova Scotia’s Freedom of Information and Protection
of Privacy Act, S.N.S. 1993, ¢. 5; Yukon’s Access to Information and
Protection of Privacy Act, R.S.Y. 2002, c¢. 1; and Northwest Territories’
Access to Information and Protection of Privacy Act, S.N.W.T. 1994, ¢. 20.
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Under the discrimination framework, protection can be
found in Canadian human rights legislation. For instance,
the federal Canadian Human Rights Act®® and the corres-
ponding provincial human rights statutes prevent
discrimination against individuals in the area of employ-
ment and the provision of various services. The discussion
that follows will explore whether or not individuals may
be protected from discrimination on the basis of genetic

information under the current legal framework in Canada.

5.6 Issue 1: Discrimination

As discussed above, advances in genetic research allow
scientists to identify susceptibilities that individuals may
have to a variety of diseases thus providing an opportu-
nity to predict an individual’s predisposition to certain
conditions. These scientific developments provide the
possibility for treatment to either decrease the severity of
or to prevent possible disorders from manifesting, thereby
providing hope to individuals and families who are

genetically predisposed to disease.

However, obtaining information in advance with respect to
an individual’s risk of developing a genetic disorder could
lead to discrimination in a variety of ways. For instance,
insurance providers may refuse to insure persons who are
predisposed to a particular disease. Similarly, predisposed
individuals may find it difficult to obtain a job. In indus-
tries where employers often arrange for private health
benefits for their employees there may be reluctance
amongst employers to hire or retain employees who are
genetically at risk of developing a debilitating illness which
would prevent them from returning to work. Employers
may simply refuse to hire these individuals on the basis of
this risk and potential costs to their health plan. Even if
employment is found, employers may assign individuals to
certain positions based on perceived health risks or, alter-
natively, limit that individual’s opportunities within the
workplace. Other areas where there is a risk that genetic
information can be used to discriminate include allocation
of health resources, immigration screening and custody

determination in family law matters.

This section will begin with a brief overview of the interna-
tional and comparative frameworks relating to the area of

genetic information and discrimination. It will then review

the principles informing the Canadian legal approach to
discrimination. Finally, it will turn to an analysis of issues
that arise in the case of discrimination based on genetic

information within the employment and insurance contexts.

5.6.1 The International Context

With respect to international law, there are few references to
genetic information and discrimination. However, work has
recently been undertaken to address the impact of advances
in genetics. For instance, the 1997 UNESCO Declaration on
the Human Genome and Human Rights encourages countries
to prohibit discrimination based on genetic information.?’
The Declaration, which was adopted on 11 November 1997,
recognizes the right of everyone to respect for their dignity
and human rights regardless of their genetic characteris-
tics.30 The following year, it was endorsed by the United
Nations General Assembly.?! Similar efforts have been
made in Europe with the 1997 Convention on Human Rights
and Biomedicine,>* which prohibits all forms of discrimina-
tion based upon genetic information. Canada is not a party
to the European Convention and is therefore not bound by
it. Finally, on 16 October 2003 the UNESCO International
Declaration on Human Genetic Data was adopted unani-
mously at the 32nd session of the General Conference.??
The Declaration aims to “ensure the respect of human
dignity and protection of human rights in the collection,

processing, use and storage of human genetic data.”3

5.6.2 The Comparative Context

Several countries have dealt with the issue of discrimina-
tion on the basis of genetic information. For example,
France has had legislation for some time prohibiting

discrimination on the basis of genetic characteristics.3

2 RS.C.1985, c. H-6.

2 Universal Declaration on the Human Genome and Human Rights,
11 November 1997, UNESCO, 29th Sess., (adopted unanimously and by
acclamation). Under international law, a Declaration is not binding on state
parties but rather a sign of support for the principles contained therein.
For more information see chapter 1 supra.

30 E. Oscapella, supra note 2 at 19.

31 GA Res. AIRES/53/152, UNGAOR, 53d Sess., (1998).

32 ETS No. 164.

33 International Declaration on Human Genetic Data, 16 October 2003,
UNESCO, 32nd Sess., (adopted unanimously and by acclamation).

3 bid.

35 See article 16-13 of the Civil Code, Book 1/Title1/Chapter 2.
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In the United States (“U.S.”), a number of states have
enacted legislation dealing with the use of genetic infor-
mation in the workplace and, in 2000, an executive order
was signed by President Bill Clinton preventing every
federal department from using genetic information in any
hiring or promotion action.?® Further, on 14 October 2003,
the U.S. Senate passed Bill S 1053 prohibiting discrimina-
tion on the basis of genetic information in the areas of

employment and health insurance.”

In Australia, the Law Reform Commission is proposing to
add discrimination on the grounds of genetic status to its
anti-discrimination legislation. Genetic information is also
being addressed through a variety of legislative regimes

in other countries including Iceland, the U.K. and India.

5.6.3 The Canadian Context

Understanding Discrimination

The Supreme Court of Canada’s (“SCC”) 1999 decision in
Law v. Canada®® discussed the difficulty which exists in
trying to define the concept of “discrimination” given its
abstract nature.3® What is clear, however, is the impor-
tance of focussing on the realization of human dignity, the
disregard of which leads to discrimination. In this regard,
the Court noted:

It may be said that the purpose of s. 15(1) is to
prevent the violation of essential human dignity and
freedom through the imposition of disadvantage,
stereotyping, or political or social prejudice, and to
promote a society in which all persons enjoy equal
recognition at law as human beings or as members
of Canadian society, equally capable and equally
deserving of concern, respect and consideration.
Legislation which effects differential treatment
between individuals or groups will violate this
fundamental purpose where those who are subject
to differential treatment fall within one or more
enumerated or analogous grounds, and where the
differential treatment reflects the stereotypical appli-
cation of presumed group or personal characteristics,
or otherwise has the effect of perpetuating or
promoting the view that the individual is less
capable, or less worthy of recognition or value as a

human being or as a member of Canadian society.*’

In essence, discrimination results when individuals or
groups are unfairly disadvantaged by a government
measure, based on their personal characteristics, in a
manner that offends their human dignity. In Canada,
complaints about discriminatory conduct can be addressed
through different mechanisms. The Charter, as well as
federal and provincial human rights legislation, provides

individuals protection from discriminatory conduct.

The Charter

Section 15 of the Charter, the equality provision, provides

every individual protection from discrimination. It reads:

15 (1) 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.

(2) Subsection (1) does not preclude any law, program
or activity that has as its object the amelioration of
conditions of disadvantaged individuals or groups
including those that are disadvantaged because of
race, national or ethnic origin, colour, religion, sex,

age or mental or physical disability.

The grounds set out in s. 15 of the Charter are not meant
to be exhaustive. Rather, protection from discrimination
based on personal characteristics includes both the
enumerated grounds listed within the section, and

analogous grounds.*!

An individual’s predisposition to a particular disease,
evidenced through the analysis of their genetic informa-

tion, could potentially be included under mental or

36 E Oscapella, supranote 2 at 13.

37" Online: http://thomas.loc.gov (accessed 14 January 2004).

38 11999] 1 S.C.R. 497 (hereinafter “Law’).

39 bid. at para. 52.

40 pid. at para. 51.

41" The Supreme Court of Canada in Corbiere v. Canada, [1999] 2 S.C.R. 203 at
para. 13 defined analogous grounds as those “characteristics that we cannot
change or that the government has no legitimate interest in expecting us to
change to receive equal treatment under the law.” The Court has recognized
a variety of analogous grounds including sexual orientation (See Egan v.
Canada, [1995] 2 S.C.R. 513) and citizenship (See Andrews v. Law Society
of Upper Canada, [1989] 1 S.C.R. 143).
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physical disability and thus be afforded protection under

s. 15 of the Charter. The SCC has had various opportunities
to consider the notion of disability. The crux of these deci-
sions recognizes that disability is not simply defined by
reference to a biomedical condition, but also includes the
societal response to those conditions.*> The Court noted the
following on disability in Québec (Commission des droits de la

personne et des droits de la jeunesse) v. Boisbriand (City):*

... a “handicap” may be the result of a physical
limitation, an ailment, a social construct, a perceived
limitation or a combination of all these factors. Indeed,
it is the combined effect of all these circumstances that

determines whether the individual has a “handicap”...

It is important to note that a “handicap” may exist
even without proof of physical limitations or the
presence of an ailment. The “handicap” may be
actual or perceived and, because the emphasis is on
the effects of the distinction, exclusion or preference
rather than on the precise nature of the handicap, the

cause and origin of the handicap are immaterial. #*
Similarly, in Granovsky v. Canada,*® the Court noted:

The true focus of the s. 15(1) disability analysis is not
on the impairment as such, nor even any associated
functional limitations, but is on the problematic
response of the state to either or both of these circum-
stances. It is the state action that stigmatizes the
impairment, or which attributes false or exaggerated
importance to the functional limitations (if any), or
which fails to take into account the “large remedial
component” [citation omitted] or “ameliorative
purposes” [citation omitted] that creates the legally
relevant human rights dimension to what might
otherwise be a straightforward biomedical

condition.*® [emphasis in original]

The current jurisprudential approach to disability under
s. 15 of the Charter may provide a legal mechanism to
protect individuals from government discrimination on the

basis of perceived disability due to genetic predisposition.

Human Rights Legislation
The Canadian Human Rights Act*” protects individuals

from discrimination in matters that come within the
purview of the legislative authority of Parliament, such as
banks and airlines.*® The Act prohibits discrimination on
the basis of disability, which is the most likely ground
that would include and protect individuals whose genetic
information indicates they are at risk of disease. The 2000
“La Forest Report,” a major review of the Canadian Human
Rights Act, recommended that the definition of disability
under that Act be amended to include the predisposition
to being disabled.*’ At present, the Act does not explicitly
define disability to include predisposition to disability.

At the provincial level, legislation exists to protect indi-
viduals from discrimination based on disability (or
handicap) within their respective spheres of competence.
For instance, the Ontario Human Rights Code®® prohibits
discrimination in the areas of employment, accommoda-

tion and the provision of services.

Legislation in Ontario and Nova Scotia makes it clear that
protection extends to cases of perceived disability. In
Ontario, “because of handicap” means for the reason that
the person is believed to have or have had any degree of
physical disability, birth defect or illness. In Nova Scotia,
physical disability or mental disability is defined to

include perceived physical and mental disabilities.

Alberta, Saskatchewan, and Newfoundland define
disability to include any degree of disability caused by
a birth defect. This could lend itself to include a predis-
position to a disability caused by a birth defect. Prince
Edward Island defines a physical or mental handicap

2 N.M. Ries, “Discrimination, Disability and Privacy: Judicial Interpretations
and Implications Regarding Use of Genetic Information” (March 2003)
[unpublished] at 14.

43 12000] 1 S.C.R. 665 (hereinafter “Boisbriand (City)’).

4 Ibid. at para. 76.

45 12000] 1 S.C.R. 703 (hereinafter “Granovsky’).

46 bid. at para. 26.

47 Supra note 28.

% Ibid. s. 2.

49 Canada, Minister of Justice and the Attorney General of Canada, Report of
the Canadian Human Rights Act Review Panel (Ottawa: Canadian Human
Rights Act Review Panel, 2000) (Chair: The Honourable Gérard V. La Forest)
(hereinafter “La Forest Report”).

%0 RS.0.1990, ¢. H.19.
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as a previous or existing disability caused by a birth
defect. This definition could lead to a limited interpreta-
tion that includes a predisposition to disability. British

Columbia and Manitoba have no definition of disability.

A majority of the provinces exempt providers of insur-
ance that base an exclusion on reasonable or bone fide
grounds because of disability.>! As with federal legisla-
tion, the corresponding provincial human rights statutes
prohibit discrimination on the basis of “disability” or
“handicap”. And like their federal counterpart, it is likely
that this prohibition would encompass predispositions to
disease or illness determined through the analysis of
genetic information. It appears, however, that to date
none of the provincial or territorial statutes explicitly

define disability to include a predisposition to disease.

5.6.4 Issues Arising in the Employment Context

All human rights legislation in Canada prohibits discrimi-
nation in employment based on disability or handicap.>?
Additionally, the Charter regulates the conduct of the
federal and provincial governments qua employer. If a
genetic predisposition to disease falls within the purview
of disability, individuals would have grounds under
human rights legislation and the Charter to challenge
discrimination. Having said this, under human rights legis-
lation, an employer may refuse to hire an individual if they
are able to establish a bona fide occupational requirement.
If the employer can prove that a bona fide occupational
requirement exists, then no discrimination is found under
the legislation. The test for finding a bona fide occupational

requirement has been articulated in two SCC decisions.>

Issues of discrimination on the basis of genetic informa-
tion could potentially arise at various stages within the
employment context. Genetic screening is a one-time
testing of workers to determine individual susceptibility
to existing workplace hazards or suitability to perform job
functions.>* An employer may be interested in utilizing
genetic screening pre-employment, at the time of hiring,
and post-hiring.>® The use of such screening could lead to

issues of discrimination in the workplace.

Offers or terms of employment tied to the genetic disposi-
tion of a particular individual may give rise to allegations of

discrimination. However, the employer may be able to

justify these requirements. If a potential or current employer
seeks to limit opportunities within a workplace on the basis
of genetic information obtained through genetic screening,
the onus will be on the potential or current employer, once a
prima facie case of discrimination has been made out, to show

that such measures are bona fide occupational requirements.

Clearly, the possibility exists for genetic information-
based employment discrimination. Some have suggested
that employment discrimination based upon a predisposi-
tion or perceived predisposition would be prohibited
under human rights Iegisla’c101r1.56 As noted above, the
2000 La Forest Report recommends amending the defini-
tion of disability under the Canadian Human Rights Act to
clearly include predisposition to illness.”” This recommen-
dation would apply to matters falling within the sphere of
federal jurisdiction. Provincial human rights legislation
would not be affected by the implementation of such a
recommendation. At present there remains no explicit
prohibition against discrimination on the basis of predis-

position to illness under federal or provincial legislation.

5.6.5 Issues Arising in the Insurance Gontext

Insurance is a contract between an insurer and an insured
in which the insurer agrees to underwrite a risk in return

for a payment from the insured.>® Insurance companies

51 Including British Columbia, New Brunswick, Newfoundland, Nova Scotia,
Ontario, Saskatchewan, Prince Edward Island, Quebec and Yukon.

52 N.M. Ries, supra note 42, at 18.

53 British Columbia (Public Service Employee Relations Commission) v. British
Columbia Government and Service Employees’ Union (B.C.G.S.E.U.), [1999]
3 S.C.R. 3 (hereinafter “Meiorin"), and British Columbia (Superintendent
of Motor Vehicles) v. British Columbia (Council of Human Rights), [1999]

3 S.C.R. 868 (hereinafter “Grismer”). In Grismer, the Court articulated the
test for finding a bona fide occupational requirement at para. 20 as follows:

(1) Is the discriminatory standard rationally connected to the function being
performed?;

(2) Did the defendant adopt the particular standard with an honest and
good faith belief that it was necessary for the fulfillment of its purpose
or goal?; and

(3) Is the standard reasonably necessary for the defendant to accomplish
its purpose or goal?

54 THIiNC Health Inc., “Genetic Information: Domestic Health, Insurance, and
Employment Sector Issues for the Federal Government. A Report for the
Federal Working Group on Genetic Privacy and Information” (March 2001)
[unpublished] at 52-53.

5 pid. at 53.

% See E. Oscapella, supra note 3 at 26-27; N.M. Ries, supra note 42 at 15.

57 Supra note 49 at recommendation 119.

58 THIiNC Health Inc., supra note 54 at 43.
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assign a level of risk to individuals which determines
whether an individual will be insured, and if so, at what
cost. Insurance companies may exhibit greater reluctance
to insure individuals who suffer from or are at a high risk
of illness. Consequently, access to genetic information that
discloses a predisposition to illness can play a significant

role in the ability of these individuals to obtain insurance.

Genetic information has the potential to separate those
who have access to insurance because of their genetic
makeup from those who do not.%° It might also result in
those who are predisposed to genetic conditions being
required to pay higher premiums due to the increased
risk associated with insuring them. Human rights legisla-
tion does not prevent discrimination in the insurance
context.?’ Accordingly, there exists a real possibility that
the use of genetic information in this context will have a
significant impact on the ability of individuals who are
genetically predisposed to illness to obtain insurance.’!
Moreover, requiring genetic information to be disclosed
to insurance companies may also have a chilling effect on
advance diagnoses of medical conditions. Individuals
may be disinclined to seek out genetic information about
themselves if they would be required to disclose the infor-

mation to insurance providers.

There are two questions that arise: (1) whether the insur-
ance industry will require genetic information when
assessing applications for insurance, and (2) whether indi-
viduals will be denied insurance on the basis of their
genetic information. Current industry practices do not
demonstrate an interest amongst insurance companies to
use genetic testing as an underwriting tool.?? It is impor-
tant to note that insurance companies already have access
to an individual’s genetic information when they require

the individual to provide a family medical history.

Insurance companies do request access to the results of
any pre-existing personal genetic information.®® This may
change in the future as advances in technology make it
both cost effective and easier for individuals to undergo
genetic testing.64 Currently, not enough information is
known about the links between an individual’s genes,
lifestyle and future health. The use of genetic tests by the
industry as a basis for decisions regarding insurance may

be inappropriate.

In Canada, the insurance industry falls under provincial
jurisdiction. In the common law provinces, the various
statutes dealing with insurance are substantially similar
as they are all drawn from the 1922 Uniform Insurance Act.
In Quebec, the only civil law province, the Civil Code

creates a similar legal framework.

There is currently no legislation in Canada to specifically
address the possibility of genetic discrimination in the
context of private insurance contracts.®® In addition,
nothing currently exists to prevent genetic testing from
being a prerequisite to obtaining private health or life
insurance. Any legislation that regulates the insurance

industry must be in compliance with the Charter.

5.6.6 Issues Arising in Other Contexts

As mentioned previously, discrimination based on genetic
information could arise in a variety of other circumstances.
For instance, genetic information could be used in the
immigration law context in order to screen persons

seeking to immigrate to Canada.

Some authors have suggested that there exists a possi-
bility for discrimination in the health care sector as well.%
Questions of what the government is willing to fund
within the health care context may also give rise to issues

of discrimination based upon genetic information.

In the family law context, questions respecting custody
of, or the adoption of, children may also be influenced by
the information obtained about parents through genetic
testing.®” Other potential areas of concern include military
service and the ability to obtain financial services, such as

access to credit.%8

59 E. Oscapella, supra note 2 at 25.

€0 fbid. at 13.

61 Jpid. at 25.

62 THiiNC Health Inc., supra note 54 at 44.

6 Ibid,

64 Jbid.

65 pid. at 49.

66 N.M. Ries, supra note 42 at 21-22.

67 N. Carnadin, “Genetic Information: The Domestic Legal Framework”
(28 February 2003) [unpublished] at 68.

68 See E. Oscapella, supra note 2 at 25.
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5.6.7 Conclusion

In Canada, there appears to be no explicit statutory prohi-
bition on discrimination based upon a predisposition to
illness. Having said this, recent jurisprudence from the
SCC supports the proposition that genetic predisposition
would be caught under the rubric of disability.®” These
decisions emphasize that the concept of disability is not
limited solely to biomedical conditions, but must also
encompass societal perceptions and responses to such
conditions. It has been recommended in the La Forest
report that the definition of disability under federal
human rights legislation be amended to include genetic
predisposition to illness. While this recommendation
arose during a review of the federal Canadian Human
Rights Act, it could be extended to include provincial
human rights legislation as well. This would extend
protection from genetic discrimination to all Canadian

jurisdictions and ensure consistency across them.

The use of genetic information in the areas of employment
and insurance raises the possibility of discriminatory
conduct. This risk extends to other areas including immi-
gration, family law and access to health benefits. In this
regard, the use of genetic information can threaten the
basic human right of equality. In crafting an appropriate
legal, social and policy response to these concerns, it is

important that human rights principles are kept in mind.

5.7 Issue 2: Privacy

Privacy has been defined as “limited access to a person,
the right of an individual to be left alone and the right

to keep certain information from disclosure to other indi-
viduals.””® Privacy encompasses both the liberty and
intimacy interests of individuals.”! There exist many
concerns about safeguarding the privacy of genetic infor-
mation, particularly as it touches on highly personal and
sensitive information about individuals and their family
members.”> Ongoing developments in technology create
new challenges to the protection of information, including

the protection of genetic information.

The concept of privacy is closely linked to confidentiality.
Conceptually, however, they can, if respected, protect an
individual in different ways. As noted above, privacy is

about an individual not being required to provide certain

types of information about themselves to others.
Confidentiality, on the other hand, may be said to involve
the prevention of information known about a person from
being further disclosed to a third party or utilized for
purposes not authorized by the individual whose infor-
mation is at issue. So while privacy interests are about
information not being revealed by others, confidentiality
prevents information, once revealed, from further unau-
thorized disclosure. Both serve to protect the liberty and

integrity interests of the individual.

This section will review the privacy and confidentiality
issues that arise within the context of genetic information.
One specific issue that will be addressed is whether or not
individuals have the “right” to know or not know the
genetic information of close family members. The possibility
of family members having a right to know conflicts with an
individual’s privacy interests, as well as their interest in

having their genetic information kept confidential.

5.7.1 The International Context

The right to privacy and confidentiality is recognized in
numerous international documents, both generally and in
relation to genetic and health information. Article 17 of the
International Covenant on Civil and Political Rights stipulates,
“no one shall be subjected to arbitrary or unlawful interfer-
ence with her or his privacy”.”> The UNESCO Declaration
on the Human Genome and Human Rights mandates that
genetic information associated with an identifiable person
and stored for any purpose must be kept confidential.”*
Similarly, the UNESCO International Declaration on Human
Genetic Data encourages states to ensure that the privacy

of individuals and the confidentiality of their genetic infor-
mation. This Declaration provides that genetic information
should not be disclosed to third parties except for impor-

tant public interest reasons.”

89 Boisbriand (City), supra note 43; and Granovsky, supra note 45.

0 M.A. Rothstein, “Genetic Privacy and Confidentiality: Why They Are So Hard
to Protect” (1998) 26 Journal of Law, Medicine & Ethics 198.

B.M. Knoppers, “Genetic Privacy: A Policy Approach” (15 April 2003)
[unpublished] at 4.

N.M. Ries, supra note 42 at 25.

International Covenant on Civil and Political Rights, 19 December 1966,
999 UN.T.S. 171, art. 17 (entered into force 23 March 1976).

Supra note 29. See Article 7 of the Declaration.

Supra note 33. See Article 14 of the Declaration.
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Regional documents also consider the issue of the right
to privacy. For instance, the Additional Protocol to the
Convention on Human Rights and Biomedicine on the Prohibi-
tion of Cloning Human Beings’® states, “every one has the
right to respect for private life in relation to information
about his or her health”. The 2000 Charter of Fundamental
Rights of the European Union recognizes that genetic

privacy is a fundamental right.””

5.7.2 The Comparative Context

Iceland has enacted legislation that treats genetic informa-
tion as health information.”® Iceland also stores personal
genetic information in genetic data banks and its law
presumes that this information has been stored by consent
unless an individual has explicitly opted out. Essentially,
Iceland’s legislation authorizes the establishment of a
centralised database of non-identifiable personal data

to promote medical knowledge.”

Iceland’s commodification of its “genetic resources” is not
without con’ﬂroversy.80 For one, the genetic database has
been initiated by a commercial firm, in cooperation with the
government, creating the possibility of a licensing system
which allows for a license to be granted to only one party,
thus creating a virtual monopoly.8! Another concern raised
has been the sufficiency of the measures taken to make the
information non-identifiable thereby protecting the privacy
of the individuals whose information is stored.?> The
commercialization is particularly controversial as it allows a
private entity to profit from the personal genetic and
medical histories of the Icelandic people.3? Certainly,
Iceland’s model for protecting genetic information repre-

sents a unique approach compared with other states.

5.7.3 The Canadian Context8?

In Canada, privacy is protected through a variety of
mechanisms including constitutional law, federal and
provincial legislation, and the common law. The Charter is
an important legal safeguard for the protection of privacy
in Canada. Again, however, the Charter’s applicability is
limited generally to instances involving government action.
Moreover, as will be demonstrated below, the Charter’s
protection of privacy is predominantly limited to areas

where there exists a “reasonable expectation of privacy.”

The Charter

On its face, the Charter does not guarantee a right to
privacy: rather, privacy interests are encompassed within
the various rights specifically protected under the Charter,
and in particular s. 8.85 There is, however, a residual
source of privacy protection found under s. 7. While the
state can intrude on these rights by virtue of s. 1 of the
Charter, stringent conditions must be met before this

section will limit a constitutionally protected right.5¢

Section 8 of the Charter states: “[e]veryone has the right to
be secure against unreasonable search or seizure.” The
protection afforded by s. 8 predominantly arises in the
criminal context. The role that s. 8 plays is to protect
against unjustified state intrusions on individuals’ reason-
able expectation of privacy.®” In determining whether s. 8
will operate to protect a privacy interest, regard must

be had to the object or information that is searched or
seized.® A reasonable expectation of privacy, in relation to
the object or information must be established in order for
the s. 8 right to be triggered.?” Depending on the context,
expectations of privacy will vary. Numerous court deci-

sions have discussed the protection of privacy under s. 8.

In Canadian Aids Society v. Ontario,”® Wilson J., of the trial

division, had opportunity to discuss the protection to be

8 Additional Protocol to the Convention on Human Rights and Biomedicine on
the Prohibition of Cloning Human Beings, 12 January 1998, E.T.S. No. 168
(Council of Europe).

1" Charter of Fundamental Rights of the European Union, 18 December 2000,

Official Journal of the European Communities C 364/1.

An Act on Protection of Individuals with Regard to the Processing of Personal

Data No 77/2000.

79 M. Letendre, C. Sallée et al., supranote 19 at 16.

80 Jpid. at 6.

81 . Nelson, “The Icelandic Health Sector Database, Legal and Ethical
Considerations” in T.A. Caufield and B. Williams-Jones, eds., The
Commercialization of Genetic Research: Ethical, Legal, and Policy Issues
(New York: Kluwer Academic/Plenum Publishers, 1999) 111 at 111.

82 Ibid. at 121.

83 Jpid. at 124.

84 This section draws heavily upon the summary of N.M. Ries, supra note 42,
and the author is indebted for this work, particularly the summary of the
protections afforded by the Charter.

85 N.M. Ries, supra note 42 at 25.

86 E. Oscapella, supra note 2 at 10.

87" Hunter v. Southam Inc., [1984] 2 S.C.R. 145 at 160 (hereinafter “Hunter”).

88 N, Carnadin, supra note 67 at 12.

89 Iid.

90 Canadian Aids Society v. Ontario (1995) 25 O.R. (3d) 388 (Gen. Div.),
affirmed (1996), 31 O.R. (3d) 798 (C.A.), leave to appeal to S.C.C. refused
(1997), 107 0.A.C. 80.
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given to information obtained from blood samples that

were voluntarily donated to the Red Cross. The Court held:

The samples were given voluntarily. Consent,
however, was not given to release the information in
the blood to the public health authorities. There was
a reasonable expectation of privacy when the dona-
tion was made. Donors would not have expected to
be subjected to mandatory testing and public

reporting ten years after making their donation.

The Ontario Court of Appeal affirmed this decision with

little discussion.
In R. v. Plant,®! the SCC noted:

In fostering the underlying values of dignity, integrity
and autonomy, it is fitting that s. 8 of the Charter
should seek to protect a biographical core of personal
information which individuals in a free and demo-
cratic society would wish to maintain and control
from dissemination to the state. This would include
information which tends to reveal intimate details of

the lifestyle and personal choices of the individual.®?

This passage tends to support the proposition that genetic
information would be protected under the Charter as part

of a person’s “biographical core”. The Charter’s protection
would be triggered if the government committed an intru-

sion of the individual’s reasonable expectation of privacy.

Similar language can be found in R. v. Dyment,” a case
dealing with the collection of a blood sample by a physi-
cian who then turned the sample over to the police. In this
decision, the SCC held that a patient has a privacy interest
in his blood sample, an “intimately personal” substance.’*
Nonetheless, this information would only be protected by
s. 8 of the Charter provided there was a reasonable expec-

tation of privacy connected to the information.
In Hunter, the Court stated:

The guarantee of security from unreasonable search
and seizure only protects a reasonable expectation.
This limitation on the right guaranteed by s. 8,

whether it is expressed negatively as freedom from

“unreasonable” search and seizure, or positively as
an entitlement to a “reasonable” expectation of
privacy, indicates that an assessment must be made
as to whether in a particular situation the public’s
interest in being left alone by government must give
way to the government’s interest in intruding on the
individual’s privacy in order to advance its goals,

notably those of law enforcement.”
Finally, in Dyment, the Court held:

[glrounded in man’s physical and moral autonomy,
privacy is essential for the well-being of the individual.
For this reason alone, it is worthy of constitutional
protection, but it also has profound significance for the
public order. The restraints imposed on government to
pry into the lives of citizens go to the essence of the

democratic state.”®

Section 7 of the Charter provides: “[e]veryone has the right
to life, liberty and security of the person and the right not
to be deprived thereof except in accordance with the prin-
ciples of fundamental justice”. Though not the primary
source of privacy protection under the Charter, it does
provide for some residual protection. The SCC has had
the opportunity to discuss this section as it applies to the

protection of privacy on various occasions.
In R. v O’Connor,”” L'Heureux-Dube J. noted:

Although it may appear trite to say so, I underline
that when a private document or record is revealed
and the reasonable expectation of privacy therein is
thereby displaced, the invasion is not with respect to
the particular document or record in question.
Rather, it is an invasion of the dignity and self-worth
of the individual, who enjoys the right to privacy as
an essential aspect of his or her liberty in a free and

democratic society. [emphasis added]”®

9 [1993] 3 S.C.R. 281.

92 Ibid. at 293.

9 [1988] 2 S.CR. 417.

9 Ipid. at 432.

% Hunter, supra note 87 at 159-160.
% Dyment, supra note 93 at 427-428.
9 11995] 4 S.C.R. 411.

B Ibid. at 487.
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The Court’s discussion in R. v. Mills? is also informative:

This Court has most often characterized the values
engaged by privacy in terms of liberty, or the right to
be left alone by the state... This interest in being left
alone by the state includes the ability to control the

dissemination of confidential information...

These privacy concerns are at their strongest where
aspects of one’s individual identity are at stake, such
as in the context of information “about one’s lifestyle,

intimate relations or political or religious opinion.”1%

The jurisprudence to date from the SCC demonstrates that
while there is no explicit stand alone right to privacy under
the Charter, privacy interests may be afforded protection
under ss. 7 and 8. This is more readily the case with s. 8
protection against unreasonable search and seizure. It must
be remembered, however, that the Charter’s protection
extends to the actions of government and not private
actors. Moreover, it must be demonstrated, for the s. 8
rights to be triggered, that the individual had a reasonable
expectation of privacy. In addition, the jurisprudence
discussed above and the corresponding rights articulated
therein have arisen primarily in the criminal context. These
considerations must be born in mind when looking at
whether the protections afforded under the Charter would

apply to genetic information in the non-criminal context.

Privacy Legislation

The collection, use, disclosure and retention of personal
information by governments at the federal and provincial
levels is regulated in Canada through privacy legislation.
At the federal level, the Privacy Act provides the legisla-
tive framework which protects information in the hands
of the federal government.’”! Personal information is
defined under the Act as “information about an identifi-
able individual that is recorded in any form.”12 Examples
of personal information include an individual’s finger-
prints and blood type, as well as their medical history.
The scope of personal information protected by the Act
has been interpreted broadly. In Dagg v. Canada (Minister
of Finance),'% the SCC held:

With these broad principles in mind, I will now

consider whether the information requested by the

appellant constitutes personal information under

s. 3 of the Privacy Act. In its opening paragraph, the
provision states that “personal information” means
“information about an identifiable individual that is
recorded in any form including, without restricting
the generality of the foregoing”. On a plain reading,
this definition is undeniably expansive...the language
of this section is “deliberately broad” and “entirely
consistent with the great pains that have been taken
to safeguard individual identity.” Its intent seems to
be to capture any information about a specific person,

subject only to specific exceptions.1%

The SCC endorsed a broad approach to determine what
constitutes personal information under the federal
privacy legislation.!%> As a result, this approach might

include genetic information.

The Privacy Act contains a Code of fair information prac-
tices that deals with the collection, retention, accuracy,
use and disclosure of personal information by govern-
ment institutions subject to the Act. The Code requires

a government institution to:

e collect only the personal information that relates
directly to an operating program or activity of the

institution (s. 4);

e collect the personal information from the individual
to whom it relates and inform the individual of the
purposes of the information unless doing so might
result in the collection of inaccurate information or
defeat the purpose of prejudice the use for which the

information is to be collected (s. 5);

9 [1999] 3 S.C.R. 668.

100 jpigi. at 721-722.

101 The Privacy Act applies to government institutions listed in the Schedule.

102 Sypra note 24. See s. 3.

103 11997] 2 S.C.R. 403.

104 Jbjd. at para. 68 and 69. While this passage was expressed in the minority
judgement, the majority expressly indicated agreement with this approach to
the interpretation of the Act (at para. 1) .

105 This broad interpretation has since been confirmed by the SCC in Lavigne v.
Canada (Office of Commissioner of Official Languages) (2002) SCC 53 and
in Canada (Information Commissioner) v. Canada (Commissioner of the
RCMP) (2003) SCC 8.
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e retain the personal information that has been used for
an administrative purpose long enough to allow the
individual a reasonable opportunity to obtain access

as specified in the regulations (s. 6);

e ensure the information that is used for an administra-
tive purpose is as accurate, up-to-date and complete

as possible (s. 6);

*  unless the person consents otherwise, use the personal
information for the purpose for which it was obtained,
a consistent use, or for a purpose for which it can be

disclosed under section 8 of the Privacy Act (s. 7);

* ot disclose the personal information without the
individual’s consent unless one of the thirteen author-

ized disclosures under the Privacy Act applies (s. 8).

In addition to the Privacy Act, the federal PIPEDA
establishes a national standard for data protection in all
sectors and the extension of fair information practices to
the private sector in Canada.'% PIPEDA acknowledges
that “health information” is personal information.

As N. Carnadin describes:

Section 2(1) defines “personal health information”
for application in Part 1, the protection of personal
information in the private sector. “Personal health
information” concerns an individual, whether living
or deceased, and includes information about the
following: physical or mental health, the provision of
health services as well as any information collected
during the course of providing such services, the
donation of any body part or bodily substance and
any related information or testing as well as inciden-
tally collected information. While PIPEDA does not
use the term “genetic information” in the definition,
it is clear that the comprehensive definition of
personal health information includes protection for

an individual’s genetic information.10”

PIPEDA requires organizations, unless one of the specific
exceptions applies, to obtain the individual’s consent

when they collect, use or disclose personal information.

The Assisted Human Reproduction Act'%® (“AHR Act”)

contains a privacy scheme to protect personal health

information, including genetic information, collected by
fertility clinics and retained by the future AHR Agency.
The AHR Act regulates the collection, retention, use, and
disclosure of the personal health reporting information of
sperm and ova donors, offspring created with donated
gametes, and persons using donated gametes to create
their families. In addition to the AHR Act, there are other
federal laws that protect the privacy interests of individ-

uals with respect to their genetic information.

In addition, the protection of privacy at the provincial
level is accomplished through freedom of information
and protection of privacy legislation. Each provincial
statute contains a definition of personal information,
although there is no specific reference to “genetic infor-
mation,”1% Despite this, the inclusion of information
about an individual’s blood type, fingerprints or inherit-
able characteristics, as well as information about a
person’s health, indicates that genetic information is

included in the definition of personal information.'1?

Additionally, four provinces have created, through their
provincial privacy legislation, a statutory tort of invasion
of privacy."! The tort allows for an individual to seek
legal redress, without proof of damage, when their
privacy has been violated without their permission.!!?
The tort addresses invasions of privacy committed in the

provincial private sector.!?

5.8 Issues Arising with the “Right” to Know/
Not Know

The idea that an individual has an interest in the results
of her own genetic testing is obvious. Indeed, the very
fact that she has consented to the test implies that she has
the right to learn of the results. Arguably, the same result

106 THiNC Health Inc., supra note 54 at 19. This Act sets out ground rules for
how private-sector organizations may collect, use and disclose personal
information in the course of their commercial activities (see section 4).

107 N. Carnadin, supra note 67 at 22.

108 An Act Respecting Assisted Human Reproduction and Related Research,
Third Session, thirty-seventh Parliament, 52-53 Elizabeth I, 2004. Sections
of the Act were proclaimed in force on April 22, 2004.

109 N, Carnadin, supra note 67 at 28-29.

10 Jpid. at 29.

T British Columbia, Saskatchewan, Manitoba and Newfoundland and Labrador

have created this statutory tort.

2 N. Carnadin, supra note 67 at 34.

3 Ibid. at 39.
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would hold in the case of an individual who was required
to undergo genetic testing, for instance in the case where
it was a pre-requisite for employment. Individuals who
do not wish to know their genetic information should not
be informed of the results. It is likely that requiring or
mandating such testing would violate principles of indi-
vidual autonomy.114 Indeed, article 10 of the UNESCO
International Declaration on Human Genetic Data states
that individuals have the right to decide whether or not to
be informed about the results of tests done for medical or

scientific research purposes.!?

The notion of a “right” to know or not know becomes
more contentious when close family members claim such
a right with respect to the results of one member’s genetic
tests. Does an individual, whose close family member has
been tested and found to have a predisposition to a genetic
condition, have a legal “right” to be informed of that
family member’s test results? Further, does this answer
change if one party is a minor?!'® Should an individual
have a legal right or rather, would it be more appropriate
to recognize, as a matter of public policy, that in certain
instances an individual should be entitled to learn of the

test results of a close family member?

5.8.1 The International Context

The issue of whether individuals should have access to the
test results of close family members has garnered attention
at the international level, and in other jurisdictions.

The World Medical Association, as well as the Human
Genome Organization and World Health Organization
have suggested that a blood relative should only have
access to an individual family member’s genetic informa-
tion under exceptional circumstances.'!” This information
could only be disclosed under exceptional circumstances
if the individual whose genetic information is sought is
deceased.!® Exceptional circumstances would include
when the information could save the life of a relative or
prevent serious harm.'® The World Medical Organization
has articulated this entitlement to be provided the genetic
information of a family member as a “right” though
strictly speaking the right is not legally enforceable.

In this sense, the right articulates a moral imperative.

UNESCO'’s International Declaration on Human Genetic
Data suggests that genetic data of an individual should
not be disclosed or made accessible to third parties.
However, it does recognize exceptions to this position.
Article 14(b) reads:

Human genetic data, human proteomic data and
biological samples linked to an identifiable person
should not be disclosed or made accessible to third
parties, in particular, employers, insurance compa-
nies, educational institutions and the family, except
for an important public interest reason in cases
restrictively provided for by domestic law consistent
with the international law of human rights or where
the prior, free, informed and express consent of the
person concerned has been obtained provided that
such consent is in accordance with domestic law and
the international law of human rights. The privacy of
an individual participating in a study using human
genetic data, human proteomic data or biological
samples should be protected and the data should be

treated as confidential .12

Thus disclosure of genetic data is only permitted if there
has been prior informed consent or if there is an impor-
tant public reason that is provided for by domestic law
and is in accordance with the principles of international
human rights. The Declaration does not create a “right”

per se to the genetic information of close family members.

5.8.2 The Comparative Context

In Australia, the National Health and Medical Research
Council’s National Statement on Ethical Conduct in Research
Involving Humans indicates that consent is required prior
to disclosure of a family member’s genetic information in
all but two situations: (a) where the individual is dead, the

information can be disclosed to the deceased’s spouse or

114 E. Oscapella, supra note 2 at 21.

15 Supra note 33. See article 10.

16 £ Oscapella, supra note 2 at 22.

17 See M. Letendre, C. Sallée et al., supra note 19 at 74-75.

8 World Medical Association Declaration on the Rights of the Patient,
September/October 1981, WMA, 34th World Medical Assembly and
amended by the 47th General Assembly. See article 8.

19 M. Letendre, C. Sallée et al., supra note 19 at 75.

120 Article 14 (b), supra note 29.
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senior next-of-kin; and (b) when family members are at
high risk of a serious disorder.’?! The Australian model
demonstrates an approach to disclosure that is premised

on policy rather than a legal right.

The situation is more restricted in the U.K., where family
access to genetic information about an individual is confi-
dential, subject to the consent of the party whose genetic
information is in question.!?? There is no explicit legisla-
tion providing a “right” to know. The Human Genetics
Commission has indicated that in some instances family
members may have a right to know, thus while there is
no legal right to know there may be, in certain instances,

a moral right.!?3

The U.S. has legislated in this area permitting disclosure
of an individual’s medical information without consent in
limited situations including emergencies, when a provider
is required by law to treat the individual, or when there
are substantial communication barriers.1?* As such, access

to genetic information is not guaranteed as of right.

In India, the Indian Council of Medical Research
considers that family members hold a responsibility to
inform those who are at high risk of disease.1? Thus, in
India the response is framed within a strictly ethical

framework rather than a legal one.

Finally, in France discussion is underway to determine if
it would be appropriate to pass a law to oblige a person

to disclose their genetic information to their family circle
once they have discovered a predisposition for disease.'?°
Of all the jurisdictions discussed, this approach would be

the most intrusive on an individual’s right to privacy.

The international and comparative contexts demonstrate
that there is no legal “right” to know the genetic informa-
tion of a close family member. The approach taken by
some jurisdictions of allowing limited access to genetic
information of close family members appears to have
been based on public policy reasons, rooted in moral
imperatives, rather than legal rights. By and large, the
presumption is that an individual’s genetic information is
to be kept private, with disclosure permitted as an excep-
tion in limited circumstances based public policy reasons,

such as health and safety.

5.8.3 The Canadian Context

Canada does not provide individuals with the right to
obtain the genetic information of a family member that
may disclose a predisposition to illness. The legislative
framework in Canada, which includes privacy legislation
at all levels of government and the Charter, does not
explicitly provide such a right. Similarly, there does

not appear to be any case law addressing this issue.

The AHR Act permits the disclosure of health reporting
information related to a donor of human reproductive
material (or an in vitro embryo) to individuals using the
donor’s genetic material in an assisted human reproduc-
tion procedure, to any offspring conceived using the
donor’s genetic material or to descendants of the person
so conceived. The AHR Act, however, does not permit the
disclosure of the identity of the donor without his or her
written consent.'?” Essentially, this provision creates a
very limited statutory “right” to know for persons using
or conceived with donated reproductive material or an in

vitro embryo.

No Canadian jurisdiction has legislation imposing a legal
obligation on individuals or health professionals to warn
other family members of the results of genetic testing.'?®
Mandating such an approach, strictly speaking, would
not create a right for individuals to know, but rather it
would impose a duty on individuals to disclose. Such a
legal obligation would implicate s. 8 of the Charter and

need to respect its dictates.

Legislation in Canada does not openly provide for a
deontological approach to disclosure of personal informa-

tion, nor does it support a “right” to know. Having said

121 M. Letendre, C. Sallée et al., supra note 19 at 76.

122 bid. at 79.

23 Ipid.

124 Standards for Privacy of Individually Identifiable Health Information,

Code of Federal Regulations, Title 45, CFR 164.506, Washington D.C.,
August 14, 2002, online: http://www.ihs.gov/generalweb/webapps/sitelink/
site.asp?link_hhs=%20; http://www.cms.hhs.gov/hipaa/hipaa2/default.asp.

125\, Letendre & C. Sallée supra note 19 at 82-83.

126 “MCCNE advice on the obligation to inform one’s family of genetic risks”
Génecthique 46 (October 2003) online: http://www.geneethique.org.
Accessed Jan. 2004

127 Supra note 108 at s. 18(3).

128 B M. Knoppers, supra note 71 at 18.
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this, in some instances the legislation allows for disclosure

as a matter of public policy.

For instance, Alberta’s privacy legislation does contem-
plate disclosures of personal information if there are
significant risks to the health and safety of the public, a
particular group or an individual.1? Similarly, Canada’s
Privacy Act permits disclosure when the public interest
clearly outweighs any invasion of privacy that could
result from such disclosure.’® These examples do not
provide for a right per se but rather mandate instances
where, for public health reasons, disclosure of personal

information is justified.

5.8.4 Conclusion

An individual currently has no legal right in Canada

to be provided the genetic information of a close family
member.'3! Further, an individual has no legal right

in Canada to be informed that they may be genetically
predisposed to illness simply because a close family
member has been tested and shows susceptibility. Rather,
it would appear that an individual’s genetic information
would be protected under constitutional and privacy law
in Canada and that any unauthorized disclosure, even if it

is to a close family member, may give rise to legal action.

The approach in other jurisdictions and internationally
varies. The Australian and U.S. models tend to place
the autonomy of the individual over that of the family
members who claim a right to know. The proposed
French approach places the right of family members

to know as primary.

Clearly, human rights are engaged in this issue. At
present, Canadian law has not dealt with the issue of the
“right” to know. It remains to be seen whether this interest

in knowing will develop into a free standing legal right.

5.9 Issues Arising Around Confidentiality

The implications arising from the discussion above are
that, generally speaking, an individual has the right to
have their genetic information kept confidential. No
disclosure to family members is permitted. Charter

jurisprudence concerning the right to privacy and the

interests at stake, notably autonomy, liberty and dignity,
suggests that individuals would have their rights to
privacy and confidentiality protected if these rights are
threatened by government action. Beyond this context,
there are some additional safeguards in Canada to ensure
that genetic information is kept private and confidential.
The protections afforded arise in a variety of contexts
including criminal law, healthcare and the collection or

disclosure of information in the commercial context.

Under the Criminal Code (the “Code”),'>> DNA samples
may be obtained by warrant for a number of designated
offences. However, the Code also mandates that any
DNA information obtained can only be used for the
purposes of forensic DNA analysis.'*® Indeed, it is a crim-
inal offence to use the DNA samples for any purpose

other than those specified under the Code.'3*

In the context of healthcare, there is a common law duty of
confidentiality. In McInerney v. MacDonald,'® the SCC held
that the special relationship between a doctor and his or
her patient gives rise to the duty of the doctor to act with
utmost good faith and loyalty and to hold information
received from or about a patient in confidence.!3¢ This
duty protects individuals from disclosure of their personal
information for any unauthorized purposes, including

genetic information, in all but exceptional circumstances.

There is no similar common law duty in the context of
genetic information held by commercial organizations.

In this respect federal, provincial and territorial legislation
governing the collection, use and disclosure of personal
health information applies. Part 1 of PIPEDA covers

personal information, including personal health information,

129 Alberta supra note 27. See ss. 17(1) and 32(1).

180 Supra note 24. See s. 8(2)(m)().

131 B.M. Knoppers, supra note 71 at 19. Moreover there appears no legal duty
to warn. Knoppers has suggested that at this time “any “duty” to warn at-risk
family members be a matter of professional ethics and not [be] enshrined in
legislation.” She does note, however, that access to data of deceased family
members should be legislated.

182 R.S.C. 1985, ¢. C-46. The provisions dealing with DNA evidence are found at

ss. 487.04- 487.092.

3 Ibid. s. 487.08(1).

4 Ibid. s. 487.08 (4).
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collected, used or disclosed by organizations within the

private sector in the course of a commercial activity.

As of January 1, 2004, and relying on the federal govern-
ment’s trade and commerce power (found in s. 91(2) of
the Constitution Act, 1867), PIPEDA applies to any organi-
zation engaged in the collection, use or disclosure of
personal information, including health information, in the
course of a commercial activity. If, however, the province
has in place substantially similar legislation and it has
been exempted by an Order of the Governor in Council,
the application of PIPEDA to the collection, use, and
disclosure of personal information within that province
would be suspended. To date, only Quebec’s An Act
Respecting the Protection of Personal Information in the
Private Sector has been deemed to be substantially similar
pursuant to such an Order in Council (see Organizations
in the Province of Quebec Exemption Order P.C. 2003-
1842, 19 November, 2003). Therefore, only organizations
within Quebec are exempt from the operation of PIPEDA
as of January 1, 2004.

It should be noted that PIPEDA, while protecting the
confidentiality interest of the individual pertaining to his
or her personal health information, is limited to informa-

tion obtained through “commercial activities.”

5.9.1 Conclusion

In Canada, an individual’s interest in the confidentiality of
her or his personal information, including having one’s
genetic information kept confidential, is afforded protection
under the Charter, the common law and other legislation.
The protection of confidentiality afforded through the law
makes the fulfillment of basic human rights possible,
including the right to be protected from arbitrary interfer-
ence with one’s privacy. The WG has recommended, given
the important role genomics plays in society, that policy
development take place relating to the collection, handling,
storage, use and management of federal government hold-

ings of human genetic information.

5.10 Gaps in the Human Rights Framework

As noted above, the La Forest Report recommended that a
genetic predisposition to a condition be explicitly afforded
protection under Canadian human rights legislation.
While it has been suggested above that recent jurispru-
dence in Canada may be sufficient to protect individuals
from discrimination based on genetic information, there

is no explicit protection against discrimination on the
basis of genetic information. In this regard, a gap possibly
exists in the law’s ability to protect in the area of genetic

information and discrimination.

Within the context of insurance, the use of genetic infor-
mation by insurers to make decisions about providing
insurance may impact on the ability of individuals to
access health resources. Requiring individuals to provide
insurance companies known genetic information may
result in people refusing to undergo genetic testing. This,
in turn, may adversely impact the health of individuals
who might otherwise be able to receive treatment for their
conditions. Genetic information and its use by the insur-
ance industry can engage numerous human rights issues.
As with the area of employment, there currently exists
little jurisprudence dealing with this issue. It will be
important to approach these areas with traditional human
rights principles in mind, such as equality, security of the

person and autonomy.

The potential for discrimination exists in a much broader
sphere than the areas of employment and insurance.
Some of the areas identified above include family, immi-
gration and health law. The fact that so little attention has
been paid to the topic of genetic information and its inter-
play with these areas of law also, by necessity, means that
our understanding of the human rights issues in these
areas remains largely rudimentary. Attention will be

required in these areas in the future.

The issue of whether a close family member has the
“right” to know the genetic information of another family
member who learns that they are genetically predisposed
to a condition has not been clearly articulated in Canadian
law. This issue encompasses human rights concerns
which may be addressed as a matter of public policy, or

alternatively through a rights, or duty based approach.
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5.11 Conclusion

The human rights issues relating to genetic information
domestically and internationally will continue to arise in
accordance with the advancement of our knowledge and
subsequent use of genetic information in society. Clearly,
our understanding of basic human rights such as the
right to privacy, equality and security of the person will
expand in recognition of the greater role that genetic infor-
mation occupies in society. Additionally, other human
rights as reflected in international documents, such as the
right to benefit from scientific knowledge and the right to
health will undoubtedly develop in accordance with our

understanding of genetic information.

In large part, the rights evolution will develop in accor-
dance with how societies choose to respond to the
complex social and ethical issues that advancements in
genomics will bring. At present, human rights discourse
in this area is in its infancy. Yet, as this chapter has
shown, there is recognition that the availability and use of
genetic information does engage equality and privacy
interests of individuals which may serve as useful starting

points in the continuing development of this area.
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