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In a 2013 article written for The New York Times, American
actress Angelina Jolie announced that she had chosen
to undergo a double mastectomy after learning that
she was a carrier of the BRCA1 mutation®. Her story led
to unprecedented media coverage and an increased
public awareness of genetic screening globally. However,
according to a survey of the American general public, while
75 percent of respondents were aware of Angelina’s story,
fewer than 10 percent had an appropriate understanding of
how to interpret her screening results and her relative risk
of cancer?. Recent advances in our knowledge of genetics
and increased media coverage of stories like Angelina’s
have increased public awareness of genetic screening.
Unfortunately, this awareness has not necessarily
translated into an improved understanding of its purpose
and implications.

A direct result of the recent publicity of genetic screening
has been an increased consumer demand for this health
service. Research on the “Angelina Jolie effect” in the UK
has shown that referrals for genetic screening more than
doubled in the months after Angelina’s announcement,
and remained at that level for nearly five additional
months?. While it has historically been physicians and
genetic counselors ordering tests and explaining results
to patients, genetic information is now readily available
at an individual’s fingertips. With the introduction of self-
screening kits into the Canadian market, individuals can
now order a kit from 23andMe Inc. for only $199. With the
provision of a saliva sample, they receive information on
genealogical and health information based on more than
200 genetic markers®.

The problem with these screening kits — and genetic
screening in general — is that they have limited clinical
utility®. Simply taking a test and getting the results does
not guarantee improved health outcomes. Therefore, in
deciding whether or not to undergo genetic screening, one

must carefully evaluate whether the information obtained
from the test is likely to be useful in directing clinical care
and if the value gained from the information outweighs
the costs of obtaining it. This is also true in policy decisions
where it is necessary to evaluate the full clinical utility of
genetic tests when making decisions related to subsidizing
costs in a public healthcare system.

Another problem with the widespread availability of
genetic testing is that the general public may not have an
adequate level of knowledge to interpret their screening
results. For example, a study in 2004 found that while most
respondents had conversational familiarity with genetic
terminology, they became increasingly frustrated and
hesitant when they were asked to specifically define these
terms or to discuss the location of genes in the human
body®. Study responses showed a poor understanding of
basic scientific concepts, a result that has considerable
implications for public health. Another study, which
assessed individual responses to genomic risk information
for Type 2 diabetes mellitus, showed that respondents were
less informed about the social consequences of genetic
testing (e.g., genetic discrimination by health insurers and
employers) than about its medical uses®. Understanding
of genetic concepts appears to be influenced by certain
demographic variables such as race, education level, and
age®®. These variables have been shown to affect both an
individual’s understanding of genetic screens and the level
of determinism with which they interpret their results.

A poor understanding of genetic concepts coupled with
an increased public interest in genetic screening means
that consumers may be opting for genetic screens without
understanding the full emotional, ethical, financial, and
physical implications of doing so. An issue of primary
concern is the confidentiality of results. How should the
information obtained during screening be communicated,
and whom should this information be shared with? For
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