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Many believe genetics may help us to personalize medicine 
and prevent negative health outcomes through earlier 
detection and prophylactic treatment. Advances in genetic 
technology have reduced the cost of genetic testing and 
Canadians are rapidly gaining greater access to their genetic 
information. However, as genetic testing becomes more 
prevalent, so does the call for specific policy to regulate the 
use of genetic data. In particular, the debate in Canada has 
centred on the use of genetic information by life insurance 
companies and has led some to ask:is genetic information 
exceptional? And should it be treated differently than other 
medical information?1

The case study below illustrates both the potential benefit 
and harm of genetic testing:

A young man with no symptoms underwent genetic testing 
for hemochromatosis, a disorder that causes the body to 
absorb too much iron. His result was positive but through 
early detection and prophylactic treatment he prevented 
the iron overload that can cause life threatening organ 
damage. Despite his good health and testimony from his 
doctor, he was denied life insurance. “Even though I have 
proven that I prevented health problems…they condemn 
me to the same category as a lost cause.”2

Genetic discrimination (GD) is defined as discrimination 
arising from “the real or perceived genetic status of that 
individual.”2 Fifty-two percent of Canadians fear their 
genetic information will be misused by third-parties3, 
including discrimination by insurers to increase premiums 
or deny coverage4. Seventy-one percent of those expressing 
significant concerns said their concerns “would likely effect 
their willingness to get genetic testing done.”3 In Ontario, 
39% of participants from the general population (n = 7173) 
agreed with the statement “Genetic testing is not a good 
idea because you might have trouble getting or keeping 
your insurance.”4

Policymakers in many countries have been compelled by 
their constituents to enact laws that limit or ban the use 
of genetic information by third parties5,6. These laws serve 
two purposes6:

1) To protect individuals from misuse of their genetic 
information.

2) To benefit society by promoting use of genetic testing in 
healthcare and research.

Currently, Canada is the only G7 country that does not have 
laws in place to protect citizens from misuse of their genetic 
information. In 2008, the United States (U.S.) enacted 
Genetic Information Nondiscrimination Act (GINA) to 
protect individuals from GD by health insurance companies 
and employers5. While it may be tempting to follow the 
example set by U.S. legislation, GINA does not address life 
insurance or barriers to research participation5,7. Canadians 
require legislation that is tailored to our own healthcare 
system and insurance products. 

Life insurance applicants are not required to undergo 
genetic testing in Canada8. However, insurance companies 
may “request that existing genetic test results be made 
available”, including results that are disclosed to research 
participants8. An insurance policy is a contract made 
between an insurance company and the insured8 with 
the purpose of providing financial security to surviving 
family members in the event of an unexpected death7. The 
Canadian Life and Health Insurance Association believes 
an insurance contract must be made in “good faith” and 
requires both parties to enter the agreement with equal 
knowledge8. Insurers feel that genetic information should 
be treated the same as other medical information (family 
history, lifestyle factors, health conditions) used for 
underwriting, which refers to assigning an individual to a 
risk group9.
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The process of underwriting is inherently discriminative; 
for example, men often pay higher premiums than 
women. Since individuals with higher risk usually pay a 
higher premium, it is not uncommon for applicants to try 
to hide information and purchase larger policies7. This 
can lead to the insurance company charging the insured 
less for the policy and paying out more when the insured 
dies: a situation known as adverse selection that can 
lead insurance companies to become unsustainable or to 
increase premiums. Recent studies have suggested that 
Canadian insurance companies are not likely to experience 
significant negative impact if genetic information use was 
banned9,10. However, it is recommended that policymakers 
reassess the economic impact of any laws enacted to ensure 
that insurance remains affordable for all Canadians9,10.  

Although from a legal perspective genetic information 
may not be truly exceptional, Canadians feel their genetic 
information should be treated differently. The perceived 
risk of GD affects health choices and deters participation 
in research that may improve healthcare for the future. 
This suggests laws are needed to relieve the “fear” of GD. 
Ideally, Canadian legislation should aim to reduce fear of 
GD, promote the use of genetics, and prevent significant 
adverse selection.  This might be achieved by only granting 
insurers access to genetic information for policies over a 
threshold value. ¾
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