GENETIC TESTING?

ONLY WHEN IT WILL DO NO HARM

Disclaimer: The views and opinions
expressed in this article are those of the
author and do not constitute medical advice.
All facts stated herein are made available
for the reader’s convenience. Dor Yeshorim
strongly recommends individuals consult
their own medical practitioner or related
professional for quidance with their individ-
ual situation and circumstance.

or over 30 years, Dor Yeshorim has

been the forerunner and advocate

for genetic testing in our commu-

nity. With the support of the rab-
banim and leaders of the community, Dor
Yeshorim has been able to utilize genetic
testing to eftectively prevent the occurrence
of several fatal and debilitating genetic
diseases. Much thought was put into the
necessity of these tests, not only the effects
of the outcome, but also the benefits of
their results. In order to ensure that the
tests don’t cause damage, they are con-
ducted in a confidential manner, preventing
individuals and families the unnecessary
stigma and fear of being a carrier. With
every new test for any genetic mutation,
this has been the creed of Dor Yeshorim
for 30 years—to prevent the occurrence of
genetic diseases, if possible, without doing
any harm.

For the past several years, much attention
and credence has been given to the discov-
ery of the mutation of two breast cancer
genes, BRCA1 and BRCA2. Research has
found that women who have mutations in
these genes have a higher tendency to get
breast cancer and ovarian cancer. There is

now a blood test that can identify whether
a woman has these genetic markers and is
potentially at a higher risk of developing
gynecological cancers. Many women in the
community have become staunch and
outspoken advocates for taking the BRCA
test; however, these women are ignorant of
the science behind the BRCA tests and
their limitations.! As a result they are pro-
moting a test that will ultimately cause
more harm than good.

As the community looks to Dor Ye-
shorim for guidance on issues related to
genetics and genetic testing, we felt a re-
sponsibility to inform the community of
the risks associated with the BRCA test.
Dor Yeshorim regularly provides support
to navigate the complexities of the intricate
field of genetics and has analyzed the
BRCA tests as well. Keeping with our
policy of testing only when results are
beneficial with nominal or no damage, Dor
Yeshorim does not support BRCA testing
based on the following facts and analysis:

Doctors and scientists don’t know enough
to predict the chances of a woman getting
a life-threatening tumor. According to the
National Cancer Institute, only five to ten
percent of all breast cancers are caused by
the BRCA mutations.? The BRCA test
results may inform, but they do not dictate
a particular woman’s risk. In other words,
a positive BRCA result does not guarantee
cancer and a negative BRCA result doesn’t
let you off the hook either. Many women
with the BRCA gene will never get breast
cancer, and many women without the BRCA
gene will.

By Rabbi Yosef Eckstein,
founder of Dor Yeshorim

Straight hereditary factors account for
only ten percent of all breast cancers.* And
in families with histories of breast and
ovarian cancer, most do not have BRCA
mutations at all.* The testing results are
often flawed, resulting in the overestimation
of the risk stemming from the BRCA
mutation and the unreliability of the results.
'This begs the question as to the benefits of
taking the BRCA test, since it clearly is not
a predictor of whether one will or will not
get cancer.

On the flip side, testing for BRCA can
have devastating and detrimental conse-
quences for women and their families, far
beyond the positive results and the increased
risk of getting cancer. Knowing that a
woman has the BRCA mutation and an
increased risk of cancer places untold emo-
tional stress and anxiety on both her and
her family. A positive test would lead to
misplaced fear that she is a ticking time
bomb with cancer looming around the
corner waiting to strike at any moment.

Many women cannot live with this fear
and therefore choose to undergo radical
prophylactic surgery for no good reason.
“These are very serious surgeries that
women have to undergo. We're talking
about surgery to remove healthy body parts.
If we give women this message, we may
very well end up doing more harm than
good,” says Fran Visco, president of the
National Breast Cancer Coalition.” The
repercussions of those surgeries are massive
and have an indescribable impact on
tamilies and shalom bayis. Not only is there
the loss of the potential for future children,
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there are significant health impacts to a
forced change of life as well: bone weak-
ening, cardiovascular disease, even de-
mentia.® The quality of a BRCA-positive
woman’s life will be diminished, all from
a test result that cannot predict whether
she would have gotten cancer or not.

Removing these body parts does not
guarantee a cancer-free life either.”
Cancers can grow in nearby tissues and
women who have elected for prophylac-
tic surgeries may not be as vigilant with
mammograms and ultrasounds, thinking
they have circumvented cancer and
eliminated their risk. She may have a false
sense of security and no longer be so
vigilant about her health.

A woman with a clean BRCA test can
also have a damaging false sense of se-
curity. As noted previously, there are
plenty of women at high risk for develop-
ing cancer who do not have the BRCA
mutation. Yet, the lack of the BRCA
mutation gives women the incorrect belief
that they are in the clear and have dodged
the cancer bullet. These women feel they
do not need to take as many precautions
with their health and often forgo non-
invasive preventative care.

Instead of scaring people into undergo-
ing BRCA testing, the community should
be advocating for regular mammograms
and ultrasounds for women over the age

of 35 and for those with a family history
of cancers, irrespective of whether they
are positive or negative for the BRCA
gene. These preventative tests, when
conducted by a reputable radiologist, can
go a long way in catching cancers at an
early stage. Maintaining a proper weight,
eating a healthy diet and exercising
should also be stressed, as these can
reduce the risk of many cancers. These
non-invasive measures would be indi-
cated for anyone whether they have the
BRCA gene or not and should be main-
tained in lieu of the BRCA test.

Genetic testing is only beneficial when
the test results can help cure or treat a
disease one has, when the test results can
prevent a future generation from getting
the disease, or when the test results can
help researchers find a cure. None of these
factors are present with the BRCA test.

It is true that knowledge is power, but
the knowledge of whether a woman has
the BRCA gene is being used to destroy
families. The test only causes fear and
destruction. It wreaks unnecessary havoc
on shalom bayis, on shidduchim prospects
and has the potential to damage one’s
health. This knowledge has the power to
destroy lives, all cloaked in the guise of
trying to save them. It has no place in
our community [
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