Last updated: May 2021

CHARLOTTE

L@®ZIER

INSTITUTE

Stories of Premature Birth and Fetal Anomalies
Involving Fetal Surgery, Perinatal Hospice

The following is a compilation of public stories shared by families who have been affected
by a prenatal diagnosis of fetal anomaly or very premature birth. View sorted by diagnosis.

Fetal Surgery

Wisconsin, 2021: At her 20-week ultrasound, Mallorie DeRuyter and her husband
Chris found out that their son, Max, had spina bifida. After meeting with specialists
at the Fetal Health Institute at Lurie Children’s Hospital in Chicago, Mallorie and
Chris agreed to the fetoscopic option for the surgery, becoming the first to undergo
fetoscopic spina bifida repair at Lurie Children’s Hospital. After a delicate six-hour
surgery, the ultrasound revealed that it went smoothly. Max was delivered in
February and loves to kick and move his toes.!

Dubai, 2019: Doaa and Ali Ghaib learned their daughter had a heart defect at their
20-week ultrasound. They traveled more than 22 hours to Cleveland’s Rainbow
Babies and Children’s Hospital, where doctors inserted a needle through Doaa’s
abdomen and into baby Nadine’s heart, by which they were able to inflate a small
balloon to open a closed heart valve. In March 2021, Nadine turned two years old.
She is now a happy toddler at the family home in Montreal, Quebec.?

Ohio, 2018: Heather Catanese learned at her 22-week ultrasound that the blood in
her son’s heart was flowing in the wrong direction and doctors confirmed a
diagnosis of hypoplastic left heart syndrome (HLHS). Left untreated, children born
with this condition have about a 10 percent chance of surviving six months after
birth. The Catanese family decided to try fetal surgery. At 24 weeks gestational
age, doctors inserted a needle through Heather’s abdomen and into baby
Lorenzo’s heart. A small balloon was inflated to expand the aortic valve, to aid
development of the left side of his heart. Heather gave birth to Lorenzo just shy of
39 weeks, and he went home with the family four days after birth. He is now a
thriving two-year-old.3

Canada, 2017: Kristine Barry and husband Christopher Havill received the prenatal
diagnosis of a severe complete transposition of the great arteries at their 20-week
ultrasound. Kristine chose fetal surgery, and a balloon atrial septoplasty was
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performed. This was the first time this kind of surgery was performed on an unborn
baby with a congenital heart defect where the two main arteries are reversed. Five
days later, baby Sebastian was delivered naturally, and one week after birth, had
open heart surgery. He went home a healthy baby with mom and dad.*

Texas, 2016: Margaret Boemer received the prenatal diagnosis of sacrococcygeal
teratoma at her 16-week ultrasound. While some doctors advised abortion, she
chose fetal surgery at 23 weeks in which baby LynLee Hope was taken out of the
uterus to remove the tumor nearly her size. After the surgery, LynLee spent 12
more weeks in utero to be “born again” full term, and in 2017 she turned one year
old.>

Maryland, 2013: At their 19-week ultrasound, Jackie and Gideon Oberio received
the prenatal diagnosis of the most severe form of spina bifida, myelomeningocele.
Jackie and baby Audrey underwent fetal surgery, and 12 weeks later, Audrey was
born. As of 2018, Audrey is a happy five-year-old who attends school, enjoys
dancing, and loves life.®

Vermont, 2013: Katie Rice was given the prenatal diagnosis at her 20-week
ultrasound of a rare tumor on her baby’s heart called intrapericardial teratoma.
Doctors told Katie that her health was at risk, and she may need to terminate her
pregnancy. Instead, Katie chose fetal surgery and baby Tucker was operated on at
24 weeks gestational age. This was to be the first prenatal heart surgery which
removed a life-threatening tumor. Tucker, healthy at three years old in 2016, likes
sandboxes, monster trucks, water parks, and riding his bike.’

Pennsylvania, 2012: Rachael and Govind Vinjamuri were given the life-threatening
prenatal diagnosis of twin-twin transfusion syndrome at their 17-week ultrasound.
Rachael chose fetal surgery and days later underwent fetoscopic selective laser
ablation. At 37 weeks, she gave birth to two healthy baby boys. In 2016, Aiden and
Dillon turned four years old.®

Wisconsin, 2012: April Leffingwell received the prenatal diagnosis at 20 weeks
that her son had a rare and possibly life-threatening condition called congenital
cystic adenomatoid malformation (CCAM), and that he had a large tumor in his
lung. At 25 weeks in utero, doctors removed the tumor during fetal surgery. Eight
weeks later, Elijah was born. In 2014, he turned two years old.®

Kentucky, 2006: Colleen and Blake received a prenatal diagnosis at 20 weeks that
their son had a life-threatening case of hydrocephalus and spina bifida. Skilled
surgeons performed fetal surgery on baby Nate at 23 weeks in utero and then he
received intensive care upon birth. In 2015, Nate finished 3rd grade and was on
to 4th.1°




Last updated: May 2021

Georgia, 1999: Julie and Alex Armas were given the prenatal diagnosis at 15
weeks that their son had permanent nerve damage from an opening in his spine
due to spina bifida. Doctors said half of babies with spina bifida are aborted, but
they refused. At 21 weeks post-fertilization, Samuel was operated on in utero,
and in 2016 he was a healthy 16-year-old high school student and basketball
player.!

Florida, 1995: Felicia and Roberto Rodriguez were given the prenatal diagnosis
congenital cystic adenomatoid malformation (CCAM), a large mass growing in
their baby’s left lung. The Rodriguez family choose to undergo an operation to
remove the lesion at 22 weeks gestational age and were the first to undergo fetal
surgery at Children’s Hospital of Philadelphia. Roberto Jr. was born 13 weeks later
with a healthy set of lungs. In 2017, he celebrated his 22nd birthday.!?

Life-threatening Fetal Anomalies with Survival or Perinatal Hospice!3

Ohio, 2016: Lyndsay and Matthew Brentlinger received the prenatal diagnosis of a
severe congenital heart defect in one of their unborn twins. Their doctor predicted
he would likely be stillborn, but baby William beat the odds and was born with his
sister Reagan. The family moved home with hospice care for William, and 11 days
after birth, William passed away. Lyndsay said that her family felt blessed to be
able to have the time they did to get to know William.*

Virginia, 2016: A few weeks after Allison Seabolt’s 20-week ultrasound for her
daughter Penelope, she received a prenatal diagnosis of Down syndrome and
complete atrioventricular canal defect. Because of this rare heart condition,
Penelope would need open heart surgery shortly after birth. When she was two
months old, Penelope underwent surgery at Children’s National Hospital, after
experiencing symptoms that warned the heart condition was affecting her growth
and ability to eat. The surgery and recovery went smoothly. Today, Penelope loves
to spend time with her older sisters.?®

Puerto Rico, 2016: Grammy winner Wisin and his wife Yomaira Ortiz were given
the prenatal diagnosis at 20 weeks that their daughter had trisomy 13. Being
advised to terminate the pregnancy, the couple instead welcomed their daughter’s
birth and were grateful to spend one month with baby Victoria before she died.
Mrs. Ortiz has since spoken out against choosing abortion even if advised by one’s
physician.'®

Alabama, 2015: Talia Gates, an OB-GYN, and her husband, Josh, received the
prenatal diagnosis of thanatophoric dysplasia, a rare skeletal disorder, at the 20-
week ultrasound of their daughter. Their doctor advised them to carry her to term,
as she was “happy as a lark in there.” They did, and Talia gave birth to baby Aubrey
at 36 weeks. As Aubrey would not survive long outside of the womb, the family
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chose “comfort care” and were able to hold their baby for nearly an hour. They
heard her voice and gazed back into her eyes as she looked at her parents and big
brother. Talia remembered, “at that moment, all | felt was peace . . . It was the
most beautiful 49 minutes of my life.”!’

Rhode Island, 2014: Sonia and Rony Morales were given a prenatal diagnosis that
their daughter had anencephaly and was missing parts of her brain and skull.
Doctors said baby Angela was “incompatible with life” and suggested abortion.
Sonia and Rony refused, and Angela underwent a successful brain surgery in May
of 2014. She defied expectations, bringing joy to her family for more than two-
and-a-half years.'®

Virginia, 2013: At a 19-week scan, baby Isaac’s parents learned his brain was not
developing normally. They were told they “had five weeks to decide.” With the
assistance of perinatal hospice, Isaac was born on August 14, 2013 with no
complications except an apricot-sized encephalocele, which was removed the
following day. In 2018, Isaac completed two years of special education preschool.
He loves to play outside.*®

Florida, 2013: Lindsey and Kevin Dennis were given a prenatal diagnosis at 20
weeks that their daughter had anencephaly. Doctors offered abortion, but instead
Lindsey and Kevin welcomed Sophie, who lived for 10 hours surrounded by the
love of family and friends.?°

Pennsylvania, 2008: Senator Rick Santorum and wife Karen were given a prenatal
diagnosis that their daughter had life-threatening trisomy 18. Bella survived with
medical care, and in 2020 she turned 12 years old.?*

Washington, 2005: Jeanne and Steve Deibert received a prenatal diagnosis that
their son had trisomy 18, a chromosomal anomaly that causes heart and kidney
problems so severe that less than 10 percent of babies survive the first year.
Deciding against abortion, Jeanne gave birth to baby Robbie who lived for 29 days,
during which time perinatal hospice care was provided. Family, friends, and their
priest visited them, and because of the support Jeanne described the experience
as serene.??

Kentucky, 2002: Before his birth, the West family knew their son Braden’s brain
was not developing normally. They chose life and Cheri West gave birth to Braden,
who was diagnosed with Pfeiffer syndrome. Doctors predicted he would live no
more than 18 months; but in 2020, he graduated from high school and volunteers
as an airman with the Civil Air Patrol.?

Pennsylvania, 2000: Retired Philadelphia Eagles player Vaughn Hebron and wife
Kim were given a prenatal diagnosis at five months of twin-twin transfusion
syndrome, a life-threatening condition. They decided to continue with the
pregnancy, though doctors said there was a 70 percent chance one or both twins
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would die. Son Savaughn received intensive care, and now he and his brother are
healthy teenagers.?*

New Jersey, 1998: Wanda and Michael Fisher received the prenatal diagnosis of a
congenital diaphragmatic hernia at their 17-week ultrasound. With less than one
percent chance of survival, the physician recommended abortion. The Fishers
chose to continue the pregnancy, and Michael Jr. was born at 36 weeks. After two
surgeries and 40 days in N/IICU, he was able to move home. In 2015, Michael Jr.
was in his high school’s marching band and planned on becoming an electrical
engineer.?

Very Premature Birth

Florida, 2020: Jomary and Federico were expecting their first child when Jomary
was placed on bed rest so their baby could remain in utero until at least 22 weeks
gestational age. Mom gave birth in May 2020 to Diana, who weighed only 12
ounces. Doctors believe initial estimates may have been incorrect, and that Diana
may have been younger than 22 weeks gestational age at birth. After spending
time in NICU, baby Diana is now at home with mom and dad.?®

Minnesota, 2019: Yanling Chan was diagnosed with gestational diabetes and began
bleeding soon after her 20-week ultrasound. She was put on bed rest and delivered
baby Yishan by emergency C-section at 23 weeks gestational age. The baby
weighed only 520 grams at birth. In September 2020, he turned one year old and
is meeting all the usual milestones.?’

England, 2018: Twin brothers Jenson and Ruben Powell were born on August 17,
2018 at just 22 weeks and six days gestational age, after their mother, Jennie,
went to the hospital due to pain. Jenson, weighing 18.8 ounces was given a zero
percent chance of survival in the first 48 hours, while Ruben, weighing 20.8 ounces,
was given a 20-30 percent of survival. After receiving blood transfusions and eye
surgery, among other operations, the twins beat the odds and celebrated their first
birthday in August 2019.%8

California, 2018: Baby Saybie was born prematurely at 23 weeks gestational age
due to mom’s pre-eclampsia. She weighed only 8.6 ounces. She went home with
her family after six months in NICU, without any need for oxygen or a feeding tube,
weighing five pounds, six ounces.?*

England, 2018: Kym Brown was diagnosed with pre-eclampsia and gave birth to
baby Isabella at 24 weeks gestational age. Weighing only about 12 ounces and
having been given only a five percent chance of survival, Isabella was a fighter.
After several surgeries, Britain’s smallest baby is doing well at home with mom and
dad, Ryan Evans.*
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Ohio, 2017: Dakota Harris was born on January 22, 2017 at 21 weeks gestational
age. Weighing one pound, little Dakota beat all odds and left the hospital that May
at a healthy seven pounds, five ounces. Her parents, former Cleveland Cavaliers
guard J.R. Smith and his wife, Jewel, have been public about their family’s journey,
hoping to show others they are not alone.3!

Israel, 2016: Baby Aharon was born at 22 weeks gestational age. After spending
almost five months in the hospital, he was able to leave in good health.3?

England, 2014: Bella Davison was born at 23 weeks gestational age, weighing one
pound. Doctors said she would not live through the night, but she did, and after six
months of medical care, she was healthy enough to go home, where she continues
to thrive.33

Texas, 2014: Lyla Stensrud was born at 21 weeks gestational age. In 2018, she was
a healthy four-year-old and was attending preschool.3*

New Jersey, 2013: Faith Massey was born prematurely at 23 weeks gestational age
due to a placenta infection. Weighing only 15 ounces, she received months of
intensive care and was finally able to go home healthy.®

lowa, 2012: Micah Pickering was born at 22 weeks gestational age on July 25,
2012. He underwent heart surgery and spent four months in the neonatal intensive
care unit before his parents, Danielle and Clayton, were finally able to bring him
home. Micah is now a healthy elementary school student.3®

Germany, 2010: Frieda Mangold was born at 21 weeks and five days gestational
age after her mother suffered complications. After receiving intensive care, she
was able to go home with “no indication that she will not be healthy,” according
to her doctor. She is Europe’s youngest premature baby known to survive.?’
Virginia, 2008: Charlotte Ryun was born at 23 weeks gestational age due to a
placenta complication and major bleeding in her mother. Charlotte underwent
intensive care, and in 2015 she turned seven years old and was in good health.3®
Florida, 2006: Amillia Taylor was delivered by emergency C-section when she was
21 weeks and six days gestational age. She received medical care and survived. As
of 2007, she showed no signs of long-term effects of prematurity.3°

Canada, 1987: James Gill was born at 21 weeks and five days gestational age and
weighed just over one pound. His mother suffered complications, so before his
birth, doctors prepared for a stillborn. Guinness World Records identifies James as
the most premature baby to survive; he is now in his 30s with no seeming severe
health condition.*°
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