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““Cancer in the family” and genetic testing: implications

for life insurance

Elly L Lynch, Rebecca J Doherty, Clara L Gaff, Finlay A Macrae and Geoffrey J Lindeman

ADVANCES IN MOLECULAR BIOLOGY are providing impor-
tant insights into the genetic basis of a number of medical
conditions, including hereditary cancer syndromes. Highly
penetrant heritable (“germline”) mutations may account for
5%—-10% of the common cancers, including breast, colorec-
tal and prostate cancers, and melanoma.! Genetic testing, in
the context of genetic counselling, is offered by familial
cancer services for an increasing number of genes.?
Identifying a genetic mutation in an affected individual
means that other family members can choose to determine
whether they too carry this disease predisposition. For those
who undertake “predictive testing” and are found nor to
carry the mutation, the costly burden of continuous surveil-
lance or medical intervention and anxiety is usually lifted —
for them and their descendants. Those who do carry the
mutation can, where possible, be selected for close monitor-
ing and cancer-risk-reduction strategies (such as intense
surveillance, prophylactic surgery, chemoprevention and
lifestyle changes). Emerging evidence suggests that people
who choose to undergo genetic testing are less likely to be
anxious and depressed than those who prefer not to know.>*
Furthermore, clinic attendance has direct psychosocial ben-
efits arising from risk assessment and genetic counselling.’

Genetic discrimination

Concerns have been raised regarding the potential for
genetic information to result in disadvantage in the work-
place, or in obtaining health, disability or life insurance.
This is commonly labelled as “genetic discrimination” and
has received considerable media coverage, with headlines in
the broadsheet newspapers such as “Genetic testing could
create a new underclass”, “Push to keep life insurers’ noses out of
our genes” and “Beware the genetic ambush”.>® In the context
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ABSTRACT

= The potential for discrimination when applying for insurance
can be of concern for individuals with a family history of
cancer or of a genetic disorder and who are considering
genetic counselling or genetic testing. The actual incidence
of “genetic discrimination”, however, is not known, despite
considerable media coverage of this issue.

= The clinical details required by insurers have received less
attention. We obtained primary application and personal
statement forms used by 21 different underwriters of
voluntary life insurance and found substantial differences
in the information requested about family history and genetic
testing.

= All insurance applications, however, contained a duty of
disclosure that would require revealing the result, if known
by the applicant, of a genetic test in a family member.
Therefore, decisions made by family members can affect
insurance applications, and people considering genetic
testing may also need to consider the implications of the
results for other family members.

= Health practitioners should balance the potential benefits
of appropriate genetic testing against potential restriction
to life and income-protection insurance when advising
people about genetic testing.
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of income protection or life insurance, “genetic discrimina-
tion” should, more correctly, refer to misuse of the result of
a genetic test when there are no reliable actuarial data to
support an underwriter’s decision. Indeed, for many hered-
itary cancer syndromes, there is clinical uncertainty both
about disease penetrance and the precise efficacy of risk-
reduction strategies. This means that correct actuarial
determination of risk for a given individual may currently
only be possible for a few cancer-related (and other) genetic
conditions.’

Does genetic discrimination exist in Australia?

There has been little systematic documentation in Australia
to determine the prevalence of genetic discrimination. Bar-
low-Stewart and Keays described 48 cases of alleged genetic
discrimination, which they defined as adverse treatment
because of a positive result of a genetic test.!’ Most cases
(which were unverified) apparently followed a positive result
of a genetic test for an inherited predisposition to cancer
that affected access to life insurance. The extent to which
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1: Determining what information about familial
cancer and genetic testing is requested in
insurance application forms

Methods

A list of 40 registered life insurance companies was obtained from
the Australian Prudential Regulation Authority (APRA) website'® and
compared with the membership of the Investment and Financial
Services Association (IFSA)' to ascertain the total number of
companies offering life and income-protection insurance in
Australia. Various insurance companies underwrite each other

and use common application forms, but we were able to identify a
sample of 21 independent versions of insurance application forms
in common use. Primary insurance application forms (comprising
the application and a personal statement form) were obtained from
insurance companies by a phone request or from the Internet and
analysed with respect to various categories of required information.
Underwriting practice often follows the primary application, with a
request for information from a doctor (with consent).

Results

Information requested in 21 independent primary Number of
insurance application forms insurers
Personal history of cancer? 21
First-degree relative with cancer? 10*
First- or second-degree relative with cancer? 4*
Cancer in extended family? 6*
Ever attended a doctor? 20
Ever attended another health professional? 9
Ever attended counselling (any type)? 3
Ever had genetic testing? 2
Genetic testing result in a family member 0
Ever had a blood test? 13
Ever been refused an insurance application? 18
Duty of disclosure 21

* Information about first-degree relatives was required on 10 forms, about
both first- and second-degree relatives on another four forms, and about the
extended family on another six forms.

All application forms required details about a personal history of
cancer. Each personal statement also contained a section about the
client's duty of disclosure, which is legislated in the Insurance
Contracts Act 1984 (Cwlth)."® This mandates disclosure, before the
insurance contract is entered into, of all information that (a) could
be relevant to the insurer’s decision to accept the risk, or (b) a
reasonable person in the circumstances could be expected to
know is relevant.

applicants are denied life insurance after a formal applica-
tion is uncertain. A nationwide prospective empirical study
will hopefully provide further objective assessment in this
area.!! It appears that Australian life insurance companies
have to date received very few insurance applications involv-
ing the results of genetic testing. However, submissions to
the Australian Law Reform Commission (ALRC) and the
Australian Health Ethics Committee indicate that a perceived
fear of genetic discrimination in life insurance has caused
individuals to avoid genetic testing.!? Outside Australia,
reports of discrimination have also been largely anecdotal,
leading some to suggest that the anticipated “wave” of
genetic discrimination has so far failed to materialise.!>!*
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The insurance industry

Group life insurance that provides term life cover for groups
of people linked together through employment or superan-
nuation should not place an individual at risk of genetic
discrimination. Similarly, health insurance operates on a
legally binding community loading principle, stating that
“...insurance cannot be denied on the basis of a medical
history and medical risk”.!® In contrast, individual applica-
tions that are subject to risk assessment, such as applications
for voluntary life insurance or income-protection insurance,
are potential targets for genetic discrimination. Little has
been reported on what information insurance companies
actually require from applicants. Therefore, for insurance
companies operating in Australia, we determined what
questions about familial cancer are currently asked on
primary application and personal statement forms for volun-
tary life insurance (Box 1). There were substantial differ-
ences in clinical information required by different insurers.
Most forms (20/21) required some degree of information
about family history, although the depth of information
requested varied. Only two application forms specifically
asked whether the applicant had ever had genetic testing.

Industry policy for life insurance and genetic testing has
been updated by the Investment and Financial Services
Association (IFSA), which is a national, not-for-profit
organisation representing the life insurance industry.!”!°
Under their code of practice, insurers will not require an
individual to undergo a genetic test, but will require results
of any genetic testing previously undertaken by that individ-
ual.!® Insurers have stated that they will not use information
from genetic tests obtained from an applicant to assess
another family member’s risk, and that they will provide
reasons for adjusting premiums or policy conditions. Impor-
tantly, IFSA policy states that, when assessing overall risk,
an insurer will take into account the benefits of special
medical monitoring, early medical treatment, compliance
with treatment and its likelihood of success.

It remains to be determined whether this code of practice
will be stringently adhered to and will alter commonly held
fears about the potential for misuse of genetic information.
So far, there has been one positive sign for insurance
applicants considering genetic testing for haemochromato-
sis.2° An agreement between IFSA and the Murdoch Chil-
dren’s Research Institute means that premiums will not be
raised for individuals homozygous for the common C282Y
haemochromatosis mutation, provided they have normal
iron levels (with or without treatment) and there is no
evidence of organ damage.

Ultimately, third-party use of genetic tests could also fall
under the jurisdiction of a proposed Human Genetics
Commission of Australia (HGCA). The ALRC has recom-
mended that an HGCA, in consultation with peak industry
bodies and regulators, keep a watching brief on develop-
ments in the insurance industry in relation to the use of
human genetic information.?! In the United Kingdom, a
moratorium has been placed on the use of results of genetic
tests by insurance companies for policies up to £500 000 for
life insurance and £300000 for critical illness, long-term
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2: Hypothetical family history of breast and ovarian
cancer (proband “Beth”)

42, 55y 51y

27y Breast cancer
Bilateral breast cancer

Ovarian cancer

BETH / Deceased

Ages given are those at diagnosis.

care and income-protection insurance. Over these limits,
genetic testing must be approved by the Genetics and
Insurance Committee. To date, only the genetic test for
Huntington’s disease has been approved.??

Case vignette — “Beth”

How would our findings on information required by under-
writers (Box 1) affect a hypothetical person, whom we will
call “Beth”, who has a significant maternal family history of
breast and ovarian cancer (Box 2), although she herself has
not been affected by cancer?

Beth’s premium may be modified for some insurance
contracts on the basis of her immediate family history
(regardless of genetic testing issues), which might become
evident in 20 of 21 of the insurance applications we exam-
ined. Her grandmother’s and great-aunt’s diagnoses would
not be evident to those 10 insurers who only required
information about first-degree relatives. Parenthetically, if
Beth’s mother did not have cancer (or if Beth’s familial
cancer risk arose through her father), important information
about her cancer risk could be missed by those 10 insurers
who only sought information on first-degree relatives. On the
other hand, Beth has a duty to disclose any relevant informa-
tion (that she is aware of),?? and her insurer is entitled to use
this information in considering her application. Under the
Insurance Contracts Act 1984 (Cwlth),'® duty of disclosure
refers to a “matter that a reasonable person in the circum-
stances could be expected to know”.

Beth’s insurer must in turn be able to justify (with actuarial
or other data) how it has used this information.?> However,
as mentioned above, there are few genetic conditions in
which the result of a genetic test would have sufficient
actuarial relevance to justify an increase in premium.

Beth’s mother has had a genetic test revealing a BRCA1
mutation. Beth can therefore consider predictive testing to
determine whether she herself is at increased risk. If she tests
“mutation negarive”, her risk of breast cancer reverts to
population risk. If her test is “mutation positive”, she faces a
substantial increase in breast and ovarian cancer risk. How-
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ever, her clinical outcome could be improved by close
surveillance and adoption of risk-reduction strategies. For
example, bilateral oophorectomy at age 40 years would
reduce her subsequent risk of developing breast cancer by
about 50% and her ovarian cancer risk by more than
85%.24%

If Beth had attended a genetic counselling service and
explored the possibility of testing, she would be required to
state that she had “attended a doctor” (20 insurers) or
“other health professional” (9 insurers). Under IFSA policy,
Beth will not be required to undergo genetic testing.
However, if she has already undertaken a predictive genetic
test, this information would be directly requested in two
insurance applications, but expected as a “duty of disclo-
sure” in all applications.

The current IFSA code of conduct states that, even if the
insurer is aware of Beth’s mother’s genetic test result, this
will not be used to assess another family member’s risk.
However, Beth has a duty to disclose to the insurer any
information that may be pertinent. Therefore, if Beth s
aware that her mother carries a BRCAI mutation, she must
reveal this to the insurer, even if she has not attended
counselling or decided to have a genetic test. If Beth does not
know her mother’s BRCA 1 status, the insurer cannot use this
information, even if the insurer has access to it (for example,
if Beth’s mother had a policy with the same insurer).

Conclusions

Beth’s situation illustrates a problem that is commonly faced
by individuals in families in which a gene mutation has been
identified. This is relevant both for people with a family
history of cancer as well as other genetic conditions. Individ-
uals contemplating testing may need to consider the impli-
cations of their decision for other family members. A
decision to be tested made by one family member may affect
an insurance application made by another member of the
same family.

Health professionals and patients should also be aware
that the information required by insurance companies varies
greatly. However, specific information requested by insurers
is perhaps less pertinent given the universal duty of disclo-
sure that continues until a policy has been issued.

The National Health and Medical Research Council
guidelines suggest that:

Before they decide to have a genetic test, individuals should
be acquainted through [“pre-test”] genetic counselling with
the possible implications for themselves and their blood

relatives for insurance and employment of having the test”.2%

Resources are available to assist both patients and health
professionals in this area.!”?”

It is important not to lose sight of the fact that insurance
concerns are one of many issues facing individuals consider-
ing genetic testing. Patients should also be reminded that
these concerns do not extend to health insurance or group
life insurance in Australia. Health professionals can also play
a critical role in ensuring that these concerns are viewed as
part of “the big picture”, particularly when genetic testing
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could lead to improved clinical management options and
better health outcomes.
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