LA

‘ DY Communicated article, 5-10-18.indd 2

Unraveling a

By Shoshana Bernstein

Genetic Mystery

Excerpt from message left on
Dor Yeshorim’s voice mail on
March 27, 2018:

Hi Mr. Hirsch. It’s Mrs. Cohen?,
We just wanted to share our good news!!
Boruch Hashem we had a healthy baby
boy, thanks to the help of Dor Yeshorim!
We wanted to personally thank you and
express our hakoras hatov. We want to
spread awareness; people know about
Dor Yeshorim but we want them to
know that they can really get the help
they need.

For the average family, Dor Yeshorim
is perceived as a rite of passage.
Young men and women approaching
marriageable age are tested and receive
an ID number. When the time comes,
compatibility checks are simple and
provide peace of mind regarding the
health of future generations.

Rare genetic disorders bring
heartbreaking consequences and
require exorbitant, highly specialized
research and testing. For these families
Dor Yeshorim plays a pivotal role in
unraveling their genetic mystery.

Fifteen years ago, newlyweds Yishai
and Yocheved Cohen were a glowing
young couple eagerly anticipating the
arrival of their first child. All tests were
normal and their firstborn son arrived
after a quick and easy birth.

“We were so excited to share our
news with both sets of parents and
immediately sent out texts and pictures
of the baby,” shares Mr. Cohen. Joy
turned to alarm when an hour after the
birth, one of the nurses noticed the baby
turning blue.

For the next twenty-four hours no
one could figure out what was wrong.
Numerous irregularities were found
with the baby’s cell counts, heart rate,
breathing and sucking reflex. “From
one second to the next the mood
changed from excitement to panic.

We had to inform family and friends
that something was seriously wrong,’
Mr. Cohen quietly reminisces.

Medical issues kept coming.

The baby was on a respirator and
feeding tube. He was transferred to
a specialized neonatal hospital. Two
months later, despite the doctors’
efforts, the baby passed away.

The Cohens were devastated. “No
one could offer any medical explanation.
My wife and I had both tested with Dor
Yeshorim, and therefore mistakenly
assumed that it was not a genetic issue.
Instead we blamed it on the irreversible
damage our baby must have suffered
when he was turning blue”

They slowly recovered. Six healthy
children followed, and the tragic loss
of their first born was tucked away; an
unexplained heartache. “You never
forget about losing a child, but with each
new healthy baby our nerves settled and
we allowed ourselves to believe that it
was a onetime, unfortunate tragedy’”

And then in the summer of 2014,
another baby died hours after birth.
With six healthy children the Cohens
reluctantly accepted the doctor’s
diagnosis of a random heart condition.
“We took the doctor at face value and
did not pursue the matter. Though in
hindsight of course we should have”

Less than two years later they lost
another baby three days after birth.
Something was definitely wrong; three
babies, perfect pregnancies, standard
births and then rapid deterioration with
no clear answers. All signs pointed to
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something genetic and they knew they
had to undergo testing. They had to figure
out what was going on so their unmarried
siblings, relatives and eventually their six
healthy children would be able to marry
without the concern of potential health
issues for their children.

The Cohens met with Dr. Wendy
Chung, a world-renowned board
certified clinical geneticist and Director
of the clinical genetics program at
Columbia University. She
started by taking blood
from both parents and
their children; and
then testing blood
samples retained
from the babies who had not survived.

Exploratory testing was extremely
cost prohibitive as it was not covered
by insurance so the Cohen’s opted
to proceed as part of a clinical study.
They were told it could take anywhere
from several months to several years to
find answers. Anxious for closure, but
busy raising their young children, the
Cohens waited for months without any
news. Finally, they reached out to Dor
Yeshorim for help.

“We spoke to Mr. Yoel Hirsch, one of
Dor Yeshorim’s genetic experts, thinking
maybe he could help speed up the
process. We had no idea how involved
he would get. He patiently listened
to our story, took down all the details
and even asked to review whatever
documents we had”

Within twenty-four hours, the
Cohens received a FedEx envelope
from Dor Yeshorim’s main
office. Inside was a consent
form for them to sign and
return which would allow
Dor Yeshorim to get further
involved.

“Once we had signed
consent, I reached out to
Dr. Chung,’ explains Mr.

Hirsch. “I discussed the case
in depth and explored all
options. After intense analysis,
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it was decided that
despite the extreme
expense, the best way
to proceed was with Whole
Exome Sequencing which screens the
entire genome. It takes a few weeks to
run the test and then another few weeks
for a group of doctors to analyze the
immense quantity of data. They research
every minute detail as the possible
source of the disease.

“I hung up with Dr. Chung and went
directly to Rabbi Eckstein to discuss
the case. Without hesitation, the
decision was made for Dor Yeshorim to
do whatever it takes to help: we would
cover the cost of the highly specialized
test and be there for the family
throughout. Though we knew this
would mean countless hours of intense

guidance, research,
testing and searching,
not to mention upwards
of several thousand dollars
in expenses, this is what Dor
Yeshorim does”
A few weeks later, the results were
in. They had found a genetic mutation
that matched the symptoms of all the
babies they had lost. Both Mr. and Mrs.
Cohen were carriers for a relatively newly
discovered gene called COQ4, which
causes a mitochondrial disorder that
shuts down the “battery” in each cell.

“We have no words to thank Dor
Yeshorim and Mr. Hirsch,” says Mrs.
Cohen with emotion. “From the moment
he received our first call he took charge
and stepped in. Dor Yeshorim offered
to pay for everything without hesitation
and Mr. Hirsch was there the entire time.
He was always available and patiently
and knowledgeably answered all of our
questions”

Thanks to Dor Yeshorim the Cohen
family recently welcomed a healthy
baby boy. Furthermore, the Cohen
children and the extended families
on both sides can now be tested for
this specific mutation. The Cohens
are filled with tremendous hakoras
hatov, knowing that their children will,
with Siyata d’'Shmaya, be protected

from the horrific losses they
themselves endured. It is
for that reason they are
sharing their story.

*To protect the privacy of
the children, names and
identifying details have
been changed. For more

information, the Cohens*
can be reached through
Mishpacha Magazine at
718.686.9339 or through
the Dor Yeshorim main
office at 718.384.6060.
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