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he concept of genetic screen-

ing is often viewed with much
confusion, as some sort of esoteric
topic that people are aware of, but
do not fully understand the scope
of its complexity and significance.
As such, there is often much con-
. fusion around what premarital
| genetic screening entails, why con-
| fidentiality is such an important
| factor and what it actually means
to be a carrier.

HOW PREMARITAL GENETIC
SCREENING WORKS

When a young adult entering the
age before shidduchim goes through
the genetic screening process, a
small blood sample is drawn. This
specimen is sent to a lab, where it
undergoes screening for the various
genetic diseases being tested for. At
that point, those who were tested
can learn if they are compatible
with a potential marriage partner

WHEN KNOWING WILL HELP

The organization Dor Yeshorim is unique in that it is the only genetic
screening organization that keeps its results completely confidential - not
revealing carrier status to those who are tested. This helps avoid the heart-
ache and stigma associated with knowing one is a carrier.

Yet, in some cases, it’s beneficial to inform individuals of the specific ge-
netic mutation they carry. When a couple is incompatible, Dor Yeshorim
will let them know which genetic disease they carry and inform them about
the nature of the particular disease involved, to make sure that they fully
understand the risks they would be taking if they do marry. The couple can
then receive proper genetic guidance and counseling, if necessary.
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or whether they are carriers of cer-
tain genetic diseases.

Through Dor Yeshorims pro-
grams, however, the carrier status
of each individual is not revealed,
not even to the individual himself.
Rather, when a shidduch is pro-
posed, both parties exchange ID
numbers and call the organization
to obtain compatibility results.
(Checking compatibility through
Dor Yeshorim before a couple
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meets is free of charge and should
not be considered a commitment.)

In this manner, families are pro-
tected from having children born
with genetic disease, while at the
same time avoiding the fear, stigma
and many complications involved
when carrier status is known.

WHY CONFIDENTIAL?

Confidential genetic screening is
a unique concept not only for what
it tells people, but also for what it
doesn’t say! The responsibility of a
prevention program is to alert po-
tential spouses to the risk of genetic
disease in their offspring - and not
to unnecessarily expand an indi-
vidual's medical knowledge. This
concept of a confidential premarital
genetic screening program allows
for just that.

Explains Rabbi Ekstein, the
founder of Dor Yeshorim, “While
everyone talks about the ‘right to
know (one’s carrier status), equal
attention should be paid to giving
people ‘the right NOT to know:”

Yes, in some cases, individuals
opt to screen with organizations
that don't keep results confidential.
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Yet, when one knows their carrier
status, they often are left to deal
with the results and ramifications
alone. They themselves must in-
form each potential match that they
are a carrier and often must deal
with genetic counselors so that they
do not risk having children born
with genetic disease.

THE STATUS OF CARRIER

Research has proven that almost
everyone is a carrier of genetic
disease. Yet, just because one is a
carrier doesn’t mean their children
will be affected. Only when both
parents are carriers for the same
recessive genetic disease can their
children possibly be born with
that disease.

One of the main jobs of a genet-
ic screening program is to inform
prospective couples if both carry
the same genetic disease, and are
thus are incompatible. If an individ-
ual is a carrier for a certain disease
but his or her partner isn’t, theres
no reason to know what their car-
rier status is.

Since not everyone has a com-
plete understanding of genetics,
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non-carriers would, by nature,
seek only non-carriers as poten-
tial marriage partners. They would
unjustifiably reason, “Why look for
potential trouble and spend time
assessing compatibility?” Though
confidential systems, such as Dor
Yeshorim’s, carriers and non-car-
riers are all considered the same
when it comes to shidduchim.
THE DANGER IN HIDING
CARRIER STATUS

Imagine you test through a
non-confidential program and dis-
cover you carry a genetic disease.
You now have a responsibility to
inform a prospective marriage
partner of your status. The question
now arises: “When to do so?”

On the first date? You risk jeop-
ardizing the shidduch due to fear of
stigmatization and uncertainty.

Before getting engaged? If both
partners are carriers, the relation-
ship will either be painfully bro-
ken, or the couple may face difficult
medical choices.

The knowledge that one is a car-
rier can act as a stigma both for the
carrier and for his or her family.
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Even the most upright individuals

will find it difficult not to hide their

results in the face of this challenge.
THE PSYCHOLOGICAL
IMPACT OF KNOWING

Medical experts and psycholo-
gists agree that knowing one’s car-
rier status often leads to unjustified
anxieties and fears. Research shows
this knowledge can cause feelings
of inadequacy, embarrassment,
hopelessness and depression.

According to a report in the Wall
Street Journal, people who know
they are carriers often live in fear,
constantly thinking about its im-
plications on their children’s lives
and futures.

Even the most highly-educated
individuals find it difficult to use
their intellect to dominate over
their emotions, which is why so
many leading medical experts and
halachic authorities advise and hold
that premarital genetic screening
programs should be done in a con-
fidential manner, without unneces-
sarily revealing carrier status. ¢

Meira Bauman is a freelance writer.
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