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Bill

Real People on the
Quest for Health

OF MEDICINE,
MIRACLES &
MINDSETS
A LITTLE BOY WITH
HALF A HEART STEALS
EVERYONE ELSE’S
By Devorie Kreiman

“Think good and it will be good.”

O

n Chanukah 2015, Elie Estrin, the Chabad shliach
on the campus of the University of Washington,
was preparing for a public menorah lighting. His
wife, Chaya Rochel, 30 weeks pregnant with their
sixth child, went to her midwife for a checkup and
then for a standard ultrasound.
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Elie says, “I looked at my son
and thought, ‘C’mon, kid. Show
this doctor that he isn’t G-d!’”
Chaya Rochel says, “During the ultrasound, I knew that something wasn’t right.
I’ve had scans with my other children. The
technician is usually chatty. This one measured, remeasured, took a lot of notes and
said, “A doctor will call you with the results.”
She called her husband from the car. Elie
called the midwife, who told him that the
baby had several serious heart defects and
that she’d made an appointment for Chaya
Rochel with a fetal cardiologist. She had
also transferred her to the care of a highrisk OB/GYN. “Best of luck to you,” she
said, “and I’m sorry.”
There were a hundred students gathered
for the Chanukah program. Elie lit the
six-foot-tall menorah, sang the brachos and
spoke—to himself as much as to the
crowd—about how Chanukah is a reminder that miracles happen.
That night, Elie and Chaya Rochel discussed two foundational beliefs: Hashem
can do anything, and as the Tzemach
Tzedek taught, “Think good and it will be
good,” meaning that positive thoughts
create a conduit for good results.
A week later, after a three-hour in-depth
ultrasound and echocardiogram, the Estrins
met with a team of doctors who told them
that the baby had three major cardiac malformations. He had only half a heart,
50

consisting of a right ventricle; the valve that
pumps blood between the heart and the
lungs was a solid mass, called pulmonary
atresia; and the pulmonary veins that carry
oxygenated blood were in the wrong place,
going through his liver and only then to
his heart.
A baby like this would need three operations: The insertion of a Blalock-Taussig (BT) shunt immediately after birth to
create a temporary system for blood flow,
repair the pulmonary atresia and move the
pulmonary veins to the right place, and two
subsequent open-heart surgeries—the
Glenn procedure at six months, and the
Fontan procedure, the final correction, at
three or four years of age.
Unfortunately, the doctors had also
found defects in the baby’s esophagus and
trachea, and they couldn’t find the stomach
on the ultrasound. Because of this combination of issues, the baby just wasn’t a
candidate for surgery. Again, Elie and
Chaya Rochel were told, “I’m so sorry.”
They drove home in silence. It wasn’t
until they pulled into their driveway that
they sat in the car and talked, first about
how devastated they were, and then about
their commitment to be there for the baby.
In addition to his campus shlichus, Elie
is a chaplain in the United States Air Force

Reserve. He says, “We had a sense of going
into battle.”
The Estrins came up with a dual strategy—medical and spiritual. The Lubavitcher Rebbe had told people in similar situations that medical imaging and/or its
interpretation can be inaccurate, so they
asked for another scan. The second scan
corroborated the diagnosis. They also sent
the scans to Boston Children’s Hospital,
one of the top pediatric heart centers in
the country, for a second opinion. They
were told, “Considering the complexity of
the case, I would agree with the team in
Seattle—surgery would be futile.”
Elie then contacted Dr. Ralph, a Jewish
neonatologist who had been involved in
caring for their oldest son, Yehuda, who
was born prematurely at 26 weeks. Dr.
Ralph explained that the odds were stacked
so high against this baby that there was
nothing to be done. “There is little chance
he’ll survive the operating table. And even
if he does, there is even less of a chance
that he’ll survive much longer, and certainly not with any quality of life.”
Elie argued, “We believe that life has
infinite value—a few minutes, a day, or a
hundred years. We cannot place a value on
the time that body and soul are together.”
A social worker joined the OB/GYN at
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Chaya Rochel’s weekly appointments.
Every week the Estrins were asked, “Did
you make plans for the baby’s funeral?”
They answered, “Judaism is life-obsessed,
not death-obsessed. We don’t want—or
feel it necessary—to focus on the death of
the baby while we’re still waiting for him
to be born!”
The Estrins arranged for their rav, Rav
Mordechai Farkash, to discuss the situation
with Dr. Ralph. The conclusion of their
meeting was that if the baby was born alive,

he would be given prostaglandin to keep
the PDA—the hole between the heart and
the lungs—open, enabling him to survive.
The scans would be repeated after birth,
and the psak was that if they matched the
prenatal scans, it wouldn’t be necessary to
put the baby through surgery, but he had
to receive food and oxygen.
The spiritual warfare then began in
earnest. The Estrins gave tzedakah and said
Tehillim. Elie went to New York to daven
at the ohel of the Lubavitcher Rebbe. They

checked their tefillin and mezuzos. One
mezuzah, on a door that wasn’t required to
have one, contained two ominous mistakes
in the words “l’vavchem” and “bneichem,”
meaning “your heart” and “your son.” They
replaced a number of their mezuzos with
higher-quality ones and rechecked the
placement of all the mezuzos in the house.
For nine weeks the Estrins lived a parallel existence, preparing themselves and
their children for the seriousness of the
baby’s condition, and at the same time not

“We believe that life has infinite value—a few
minutes, a day, or a hundred years. We
cannot place a value on the time that body
and soul are together.”
52
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allowing themselves to sink into despair,
reminding each other constantly that
Hashem can do anything and that they
must “think good.”

“This baby will not
survive to see the
sunset”
On Feb 8, 2016, Chaya Rochel went into
the hospital. Throughout her labor, Elie’s
iPad was nearby, playing chasidishe niggunim. At 12:47 p.m., she gave birth to a
baby boy. The melody that was playing at
the time was “Shamil’s Niggun,” which
represents the journey of the soul into the
body.
The name they’d chosen was Nesanel,
“Hashem gave.” The rabbanim had told
them they could use the name immediately since the bris milah would not be
54

taking place for a long time, if at all.
Nesanel cried right after birth, which was
an encouraging sign. He was stabilized and
injected with prostaglandin, sent for scans
and brought back to his parents.
Elie and Chaya Rochel looked at their
beautiful son and nicknamed him Nissi,
which means “my miracle.” His color was
dusky, but he was breathing well and
needed very little oxygen support.
Chaya Rochel asked the doctor, “How
can everything be so messed up inside? He
looks so normal.”
Dr. Ralph replied, “This baby will not
survive to see the sunset.”
Elie says, “I looked at my son and
thought, C’mon, kid. Show this doctor that
he isn’t G-d!”
They held their baby. He was calm. Every
so often his color deepened, and they massaged him. They said Tehillim. “I wouldn’t
put him down,” Chaya recalls. “I felt a sense
of urgency to make the time we had with

him count. Hashem had placed this neshamah in this body. There was a reason, even
if we couldn’t understand it.”
At sunset, Nissi was sucking vigorously
on a pacifier and his color was better. Elie
asked to speak to a cardiologist. He pointed
out that the baby was strong, and that
although they recognized the severity of
the diagnosis, they wanted it reassessed.
Dr. Ralph repeated that the baby wouldn’t
survive long. “Sometimes these things take
longer than we expect.”
Elie shot back, “Yeah, sometimes 70 or
80 years.”
By contrast, Chaya Rochel, who doesn’t
like confrontation, didn’t argue with the
doctors. “I just held my baby in my arms.”
When Elie asked the nurse about
feeding, she insisted that the baby had
enough reserves for 24 hours and that if
he survived that long, they would review
the situation.
The new day dawned. It was Rosh
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papers.
Chaya Rochel was given a form to fill
out for the baby’s birth certificate. She was
unsure of the spelling of Nesanel, and then
a thought occurred to her: Would it matter?
Would his name just end up on a death
certificate in the near future?
During the last nine weeks of her pregnancy, Chaya Rochel had received offers
to have baby pictures taken by the volunteer
organization Now I Lay Me Down to Sleep,
which photographs stillborn or dying babies
as a keepsake for the parents. Initially she’d
refused, but after Nissi was born and they
asked her again, she said, “The baby is alive,
so if you want to send a photographer, be
my guest.”
Elie was just finishing Shacharis, still
wearing his tallis and tefillin, when the
photographer arrived. Elie joked, “This is
my Jewish security blanket.” Then the
shliach in him kicked in, and he asked the
man if he was Jewish. When he said yes,
Elie jumped at the opportunity and asked
if he would like to put on tefillin.
He did—for the first time since his son’s
bar mitzvah many decades earlier. They said
Shema together, and the photographer asked
for pictures to send to his son.
Nissi held on. He ate. He slept. His
siblings fell in love with him. Chaya Rochel
held him as much as she could. Elie worked
the phone. He called a frum pediatric cardiologist in New York who said, “I believe
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Chodesh Adar, and Nissi was alive. Elie
held him as he sang Hallel, reciting, “I shall
not die for I shall live” as he trembled,
begged and thanked Hashem.
Further tests revealed that the doctors
had been wrong about Nissi’s gastrointestinal issues. He had heterotaxy syndrome,
meaning that his internal organs were
flipped. He had two right sides—and he
had a stomach. He took sugar water eagerly,
and then formula. A feeding consultant
came to see him and pronounced him “a
proficient eater.”
Elie and Chaya Rochel had asked professionals to guide them about how to let
their other children know what was going
on without overwhelming them. After
Nissi was born, Elie told 11-year-old
Yehuda and nine-year-old Shayna the Baal
Shem Tov story about the couple whose
baby died young. The brokenhearted parents
had gone to the Baal Shem Tov, who revealed that their son had a special neshamah
that needed only a short time in this world
to rectify a spiritual defect and that he had
then ascended to a higher spiritual realm.
When Nissi was three days old, he was
discharged from the hospital. His parents
were required to sign him into hospice care,
basically to help him die at home. Elie and
Chaya Rochel resisted such “help,” but in
the end they had no choice. They made it
very clear that they wouldn’t allow the
hospice nurse to do anything but sign
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you’ve been a victim of the Death with
Dignity movement. If the baby is alive,
there is definitely something that can be
done for him.”
On Friday morning, Elie called Seattle
Children’s Hospital and spoke to the pediatric cardiologist who had diagnosed
Nissi in utero. She said, “We heard that you
refused the surgical option.”
Elie was stunned. “We were told that
Seattle Children’s refused his care.”
The doctor made two of the most beautiful statements Elie had ever heard: “Seattle
Children’s Hospital would never turn down
a child. How quickly can you get here?”
The hospital was a mile and a half from
their house. In the elevator a short time
later, a mother pointed to Nissi and said to
her child, “Look at that brand-new baby.
He’s so cute!”
Chaya Rochel thanked her but thought
to herself, Brand-new baby? We’ve already
been through so much!

“And one last word
from Nissi: ‘Giggle’”
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ment. That was the hardest time. I kissed
him not knowing if I would ever see him
again.”
Nissi came through that setback and the
ones that followed. During the months of
his hospitalization, he acquired an international fan club. Tehillim groups sprang
up. Messages of love were posted on social
media. People around the world were
trying to “think good.”
When Nissi was five months old, he
went home from the hospital in a minivan
filled with medical equipment and a schedule for his medications. He needed aroundthe-clock care. Sometimes his ND feeding
tube would slip out, and he’d need an X-ray
to get it positioned properly, only to have
it fall out again. Other times he would pull
it out himself. It was a constant battle.
On his first birthday, Chaya Rochel
wrote, “Here I sit, holding a breathing,
smiling, warm and happy baby. His heart
may be broken and patched, but it’s beating
strong. His heart and being have tightened
our family bond, making us all love deeper
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surgeon agreed with a smile.
The surgery went well, but the recovery
was drawn-out and complicated. There
were good days, such as when he was extubated and placed in his mother’s arms.
Then there was the night when Nissi was
almost a month old and his heart stopped.
Elie and Chaya Rochel, who were at
home, got the call at 3:00 a.m. “Even before
my eyes were open, I was filled from head
to toe with a feeling of dread,” Elie recalls.
The Estrins rushed to the hospital, where
they were led to the Quiet Room, away
from the room where the staff was still
working frantically to save Nissi’s life. After
a few minutes, Chaya Rochel knew she
needed to be closer to her son and went
into the room next to Nissi’s with her
Tehillim.
The medical team had stabilized him,
but that entire week was touch and go, she
says. “Every time we visited the hospital,
there was bad news. His appendix ruptured
and he had to go back into surgery. I
couldn’t hold him because of all the equip-
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Nissi went into surgery on the first
Shabbos of his life. Before he was wheeled
away, his father leaned over him and said
Birkas Habanim. He also asked the surgeon
to stop the team during the pre-op huddle
and ask everyone to take on a personal
resolution as a merit for the baby. The

Nissi greets everyone with a
huge smile. And because
he is genuinely happy, it’s
hard not to be happy
around him.
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and stronger.”
Elie had a sharper message for the first
set of doctors. “We don’t really regret to
inform you that we waived his ‘right to
die.’ And one last word from Nissi:
‘Giggle.’” These doctors were a real-life
example of the adage “Man plans and G-d
laughs.”
When Nissi was almost a year and a half
old, the Estrins moved from Seattle to
North Miami Beach, where the community was larger and there were more opportunities. Their children, who had been
in classes with only a handful of students,
were now in full-size classes in a school
with three or four parallel classes in each
grade. They adjusted well.
Chaya Rochel made doctors’ appointments for Nissi. The first time his new
cardiologist saw him, he said, “He looks
so good! I can’t believe it.” Then he added,
“A child with that history should be a shell
of a human being—no eye contact, little
response to voice stimuli, curled up in a
ball. And look at him! Look at that smile!”
Nissi was scheduled for another openheart surgery, this time in Boston. The
children in his siblings’ schools said Tehillim for him, but his nine-year-old
brother Levi couldn’t understand why.
“Nissi isn’t sick!”
At the hospital, Nissi needed daily blood
draws. Every time a doctor came in, he’d
insist, “Me fine! Me fine!”
Nissi’s upsheren, held in the family’s backyard in Florida, was an opportunity to offer
thanks. The Estrins contacted a local TV
station and invited them to do a “feel-good”
story, and they sent a reporter. During the
interview, the reporter admitted that he was
Jewish and agreed to put on tefillin.
The minhag at an upsheren is to have a
kohen and a Levi take the first two snips.
But the designated Levi texted Elie that
he was running late and that they would
have to start without him. Elie called out

to the crowd, “Do we happen to have a
Levi here?”
The reporter raised his hand. “I’m a Levi!”
And Elie handed him the scissors.
That evening, Nissi’s upsheren was featured on the nightly news.

“There’s only one
direction you can
move: forward.”
Nissi is now five and a half. He has
survived numerous tests and procedures,
including his first open-heart surgery when
he was six days old, an ECMO placement
and an appendectomy at one month, a
second open-heart surgery at three months,
a third open-heart surgery at 20 months,
a G-tube insertion at the same time as his
bris in the operating room at two and a
half, and a fourth open-heart surgery at
three and a half.
An MRI added another diagnosis—cerebral palsy. He also never fully developed
the ability to eat by mouth due to his
lengthy hospitalizations, neurological and
muscle damage, and ongoing reflux. But
his mother says, “Even with all his challenges, he’s the happiest person I know.”
Nissi greets everyone with a huge smile.
If one of his brothers or sisters is on the
verge of a meltdown, he knows how to
prevent it by insisting, “Don’t be sad.” And
because he is genuinely happy, it’s hard not
to be happy around him.
Elie says, “He has half a heart, so he has
to steal everyone else’s,” which he does all
the time.
The terrifying first days of Nissi’s life
and his cardiac arrest still haunt Chaya
Rochel. “When I see a crash cart or I hear,
‘Code blue,’ I get all shaky. But I’m so
grateful.”
When Nissi gets sick, his parents have
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to be extremely vigilant; a cough can mean
a hospitalization. “I have to be ready for
that,” she explains. “We’re as comfortable
in a hospital setting as we are at home. We
know which questions to ask and how the
system works, but it’s scary. When he
struggles to breathe, I need reassurance
from the doctors that he’s going to be okay.”
Nissi receives physical therapy, occupational therapy, feeding therapy, speech
therapy and water therapy. He’s also had
Feldenkrais and equine therapy—and he
is making real progress. Chaya Rochel says,
“As the mother of a child with special
needs, there’s a sense that no matter how
much we do, it’s never enough.”
Nissi’s lack of independence can be
frustrating. He can’t get around without
help, and he sometimes struggles to use his
hands. Still, he rarely cries. And when he
senses that his parents are having a hard
day, he gives them a big hug and says, “I
love you.”
Nissi is currently working on holding
58

himself up in a sitting position. He recently lost his balance and fell on a tiled
floor, emitting a heartbreaking cry and
throwing up all over himself. His mother
held him. A moment later he said to her,
“I’m okay now.” When she asked him if he
wanted to try it again, he said yes. “Sorry
about that,” he added with a smile.
At an outdoor concert organized by Chai
Lifeline, Ishay Ribo saw the little boy in
his wheelchair and came down from the
stage, still singing “Nafshi.” Ishay gave Nissi
the microphone, and the two of them sang
it together.
Nissi loves going to shul on Shabbos with
his father. His “amen” is loud and joyous.
He makes Kiddush. He knows almost all
the words by heart. And he pays attention.
On Sukkos, it was Nissi who reminded the
guests, “You forgot to make the brachah on
the sukkah.”
Nissi’s first school experience was at the
Friendship Circle in Hallandale, where he
went for two hours on Sundays. He’d ask

his mother every day, “Is today Sunday?”
At the end of this year, Chaya Rochel
slogged through the bureaucracy and arranged for a full-assist nurse, and Nissi and
his big smile started school.
The Estrins wrote a book entitled Of
Medicine, Miracles, and Mindsets: One family’s fight for their baby’s life...and the lessons
learned along the way. The book is divided
into two parts. The first tells the story of
Nissi. The second is a practical and inspirational “how to” guide divided into sections: thoughts for medical professionals,
thoughts for families in medical crisis, and
thoughts for friends of families going
through a medical crisis.
At first Chaya Rochel was reluctant to
publish the book. She says, “Everyone has
a story. I just got lucky, baruch Hashem. But
after we wrote the second part, I knew it
was something that could not only inspire
others but actually help them get through
a medical crisis more easily. It’s my way of
giving back and saying thank you to
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Hashem.”
The book opens with a conversation in
1976 between Dr. Mordechai Shani, the
director of Sheba Medical Center at Tel
Hashomer Hospital, and the Lubavitcher
Rebbe. The Rebbe asked Dr. Shani why
they call a hospital a “beit cholim,” a house
for the sick, and suggested that it be called
a “beit refuah,” a house of healing.
When Elie was asked why he didn’t file
a lawsuit, he explained that he wouldn’t
have received any financial settlement. Not
only wasn’t there any damage caused by
negligence, but malpractice suits are based
on the “standard of care,” which in the case
of such a sick child was no care at all.
However, he did push for changes to
ensure that no family would ever have to
go through the same thing. His efforts were
blocked several times; only when he threatened to take the story to the media was he
finally given a list of changes that had been
made in hospital protocols, including
having a specialist present at the birth of a
high-risk baby and not allowing one doctor
to take full control of a case.
“Going through this ordeal has certainly changed us,” he says. “But after
something like this it’s impossible not to
daven with real kavanah.”
As a military personnel liaison at the
Aleph Institute, Elie helps Jews in the
armed forces. He works just down the street
from the Surfside building in Florida that
collapsed. When he went to the site to offer
support, an aunt of one of the children
whose father was missing came up to him
and said, “You’re Nissi’s dad? Please talk to
my niece.”
Elie spent time with the young girl, and
they talked about having a conversation
with Hashem. He says, “I’ve learned that
in the face of the greatest pain, there is only
one direction you can move: forward.”●

"Moms Favorite"
Pump By

Note: All photos are of Nissi Estrin.
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