April 2010

Reference Document:
CLHIA POSITION STATEMENT ON GENETIC TESTING
General Statement

The industry's policy is that insurers would not require an applicant for insurance to undergo
genetic testing. However, if genetic testing has been done and the information is available to
the applicant for insurance and/or the applicant’s physician, the insurer would request access to
that information just as it would for other aspects of the applicant’s health history.

This policy is based on the general principle that the insurance contract is a “good faith”
agreement and that both parties have an obligation to disclose any information that may be
relevant to the contract so that the contract can be entered into on an “equal information”
footing. That principle is included in the insurance legislation in each province, and the contract
is voidable if any relevant information is withheld or misrepresented. This policy is also based
on the general principle that the insurer needs to have all available material information about
the applicant’s risk, in order to properly assess that risk.

It is extremely important that life and health insurers have access to and be able to utilize all
relevant health information in order for the risk classification and underwriting process to
function correctly.

Information derived from genetic tests is medical information that is

potentially relevant to risk classification.

As with all other information, no genetic information would be used in a risk assessment unless
its validity and relevance had already been clearly established, for example, by scientific
studies. Also, as with all other personal information, genetic information is treated by insurers
with utmost confidence, and will not be disclosed to any other party except with the individual’s
consent or as required by law.
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SPECIFIC ISSUES

Collection of genetic information by insurers

Although insurers do not require genetic tests as a condition to issuance of life or health
insurance, they have used information of a genetic nature in the underwriting process for a long
time. Applications for insurance policies typically seek information relative to family history,
cholesterol, hypertension, coronary heart disease, cancer, diabetes and many other
impairments with a genetic component. Applicants’ medical records, obtained in connection
with some applications for coverage, also may reveal information relative to genetic variations.

Use of genetic information by insurers

Any genetic information, as with all other personal information, would be used only for the
purposes for which it was collected – for risk assessment purposes.

Any genetic information would only be used in conjunction with other health information to
establish a full assessment of the individual’s morbidity and mortality risk. The most likely use
of such information would be to offset or confirm information available from other sources. For
example, a favourable genetic test result that was available on the individual’s file would enable
the insurer to ignore some unfavourable information that was available from the family history.
Genetic information, when received, would be reviewed in the same way and in conjunction with
all other medical information received in order to properly assess the insurance risk.

Consent to provide genetic information

When a person chooses to apply for insurance, then genetic information, as with all other
personal information, would only be collected with the individual’s consent.

Industry commitment to confidentiality of personal information

Any genetic information would be treated with utmost confidence. For example, it would not be
used for any unauthorized purpose or be disclosed to any other party (even a physician), except
with the individual’s consent, or when required by law.

Reference Document:
CLHIA Position Statement on Genetic Testing

2 of 4

The Industry’s Consumer Code of Ethics states the commitment of the industry to the
confidential use of information, including genetic information, namely, “to respect the privacy of
individuals by using personal information only for the purposes authorized and not revealing it to
any unauthorized person.” This principle reflects the industry’s long-standing recognition of the
need to protect the confidentiality of personal information entrusted to an insurer. The life and
health insurance industry was the first to adopt Right to Privacy guidelines on an industry-wide
basis – in 1980 – and was an active participant in the development of the Canadian Standards
Association’s Model Code for the Protection of Personal Information which forms the basis for
current federal private sector privacy legislation and for similar legislation in the provinces.

Legislated confidentiality of personal information

In Canada, legislation is in place to protect personal information in the private sector. On
January 1, 1994 the province of Québec became the first jurisdiction in North America to enact
private sector privacy legislation. Many national insurers then implemented the Québec
standards across Canada. The life and health insurance industry in the rest of Canada became
subject to such legislation on January 1, 2004. On that date, the provinces of Alberta and British
Columbia enacted their private sector privacy legislation. Also, the federal Personal Information
Protection and Electronic Documents Act (PIPEDA) became applicable to the commercial
activities of life and health insurance companies in those provinces that had not adopted
legislation “substantially similar” to PIPEDA (i.e., the remaining seven provinces and the
territories). The requirements in the legislation are similar to the industry guidelines that life and
health insurers had been following since 1980, and complement long-standing industry
practices.

In addition to these laws of general application, life and health insurers also pay attention to
health information protection legislation specific to the health care sector (i.e., health information
custodians such as doctors and hospitals) which is in place in most provinces. In part, these
laws set out the rules that apply when health information custodians disclose personal health
information to non-custodians such as private insurers.
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Publicity about insurers’ use of genetic information in the United States

Concerns sometimes expressed in the United States about the collection and use of genetic
information by insurers have generally not been relevant in Canada. Such concerns relate
primarily to the role of private health care insurance in funding health care services – indeed, in
obtaining access to such services in many instances. The United States' Genetic Information
Nondiscrimination Act of 2008 applies in the case of health insurers and employers using
genetic information but does not apply in the case of, for example, life insurance and disability
insurance.

Industry views on the future of genetic testing

The industry believes that continuing attention to the need for confidentiality is very important
with respect to genetic information.

The industry also will continue to assess emerging

information from genetic research (and other research) on an ongoing basis to ensure that its
knowledge base is complete and current, including the potential benefits of genetic information
on the effectiveness of health care and on longevity.

Such emerging information must be

assessed carefully to ensure that any information used by the industry is sound and relevant to
the purposes for which it may be used. Close attention is essential to ensure that industry
practices remain sound and acceptable, and that any proposals for change (especially for any
limitations) are based on realities, not on assumptions.
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