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Mission Moment

e all look forward to the longer and warmer days of spring and summer, which bring a
renewal of sorts to us following the dreariness and darkness of winter. Yet this spring, our
community experienced an unthinkable tragedy of the darkest kind. As the trauma center
serving our community, our teams became intimately connected to the Covenant School
tragedy on that March day, as they sprang into action to care for our community’s children. With the stark
realization that medical aid wouldn't help, they offered a different kind of healing for the families.

This is what we do every day at Monroe Carell Jr. Children’s Hospital at Vanderbilt: support our
community with compassion, hope and healing through our actions — whether direct patient care,
exemplary teamwork across disciplines, continuous learning together, or in our search for novel approaches.

In this issue of Hope, we share with you a few examples of this work with the theme of teamwork
and the goal of personalized care — all told through patient stories. Over the last decade plus, we have
built a world-class pediatric cancer program with numerous services available in our state only at Monroe
Carell. We share several of these programs, highlighting how your generosity helps us deliver improved
outcomes.

Another program that brings discovery to the bedside is our Vanderbilt Undiagnosed Diseases
Program, managed by our genetics division in Monroe Carell. This program serves infants to adults, with
the ability to make a significantly larger impact possible through the Potocsnak Center for Undiagnosed
and Rare Disorders at Vanderbilt University Medical Center.

Through our Comprehensive Epilepsy Program, our team individualizes care for children and
adolescents with epilepsy to find the right treatments — from nutrition to medications to surgery — in
hopes of eliminating or controlling seizure activity and to maximize a child’s quality of life.

The common thread through our work is passion for advancing the care of children and
collaboration. The supporting teams behind our clinical teams are also essential to the unique work we do.
These include but are not limited to our music therapy program; our pharmacy, nutrition and social work
teams; and our environmental services and transport teams, each bringing their own expertise to ensure
personalized care.

We could not do what we do every day without the support of our community. You stand by us and
help make our visions become reality, and for that we are so very grateful. Your incredible support translates
to optimism which in turn allows us to offer hope and healing every single day to those we serve.

Sincerely,

Meg Rush, MD, MMHC
President

Steven Webber, MBChB, MRCP
Pediatrician-in-Chief, Chair of the Department of Pediatrics and James C. Overall Professor

Jeffrey Upperman, MD
Surgeon-in-Chief and Chair of the Department of Pediatric Surgery

John W. Brock III, MD
Senior Vice President of Pediatric Surgical Services, Monroe Carell Jt. Professor, Surgeon-in-Chief Emeritus

Go to
Give VanderbiltHealth.org/childrens
to find out how you can make
a difference.

CHILDREN'S
HOSPITALS

» s
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@VUMCchildren

Facebook.com/ChildrensHospital
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Clip In 4 the Cure, a relay-style, team cycling event held at First Horizon Park on March 25, saw more
than 300 riders. This year's event also featured on-field yoga, food trucks, a VIP tent for top fundraisers
and sponsors, a Kids Corner with child-sized spin bikes, and other family-friendly activities. Proceeds
support cancer initiatives at Vanderbilt-Ingram Cancer Center and Monroe Carell Jr. Children’s Hospital
at Vanderbilt. we
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Monroe Carell
named a Leapfrog
Top Hospital

Monroe Carell Jr. Chil-
dren’s Hospital at Vanderbilt
was named a Leapfrog Top
Hospital for 2022, earning
the designation among a se-
lect group of children’s hos-
pitals across the nation.

Monroe Carell was one of
only 12 children’s hospitals in
the nation and the only one in
Tennessee to receive a spot
on the 2022 Top Hospital list
released in December 2022.

Founded in 2000, The
Leapfrog Group is a coalition
of public and private pur-
chasers of employee health
coverage that works to en-
courage health care safety,
quality and affordability.
Leapfrog members provide
health benefits to more than
37 million Americans who live
in all 50 states.

This is the sixth time that
Monroe Carell has made the
Top Children’s Hospitals list.
Leapfrog has published these
unranked lists since 2006.

The breakdown of this
year's list of 115 Top Hospitals
is 12 Top Children's Hospitals;
32 Top General Hospitals; 13
Top Rural Hospitals; and 58
Top Teaching Hospitals.

Children’s hospitals se-
lected as a Leapfrog Top
Hospital must meet rigorous
quality and safety stan-
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Family's gift will
support pediatric
cancer research

ily Hensiek’s cancer diag-
L nosis in 2008 has inspired

three generations of her
family to devote time and finan-
cial support to research and train-
ing in pediatric cancer. The family
recently made a new $1 million
commitment to endow the Lily’s
Garden Discovery Researcher
Fund at Vanderbilt University
Medical Center.

The latest gift from Lily’s
family — Larisa and Phillip Feath-
erstone and Carol and Ron John-
ston — supports fellows and early
career investigators in pediatric
cancer. The family lives in
Franklin, Tennessee, and owns a
workplace safety consulting firm,
Johnston & Associates.

Support for fellows helps to

set trainees on a course for a ca-
reer of discovery and caring for
young people with cancer. Early-
career investigators often need in-
terim funding to get to the next
level on their research path.

“We are very grateful to the
Featherstone and Johnston family
for their unwavering generosity,”
said Debra Friedman, MD, MS, di-
rector of the Division of Hema-
tology and Oncology and E.
Bronson Ingram Chair in Pedi-
atric Oncology.

“This support helps ensure
senior fellows and other early-ca-
reer investigators have the re-
sources they need to conduct
studies on emerging treatment op-
tions for young cancer patients.”

The gift from the family in
honor of Lily, now 22 and a recent

graduate of the University of
South Carolina, is a continuation
of their past giving to Monroe
Carell Jr. Children’s Hospital at
Vanderbilt, which totals $3 mil-
lion. Lily was diagnosed with pre-
B cell acute lymphoblastic
leukemia when she was in second
grade.

Larisa, who chairs the Mon-
roe Carell Advisory Board, said
the family’s most recent gift helps
fill a need not currently being met
to support doctors working on in-
novative ideas.

“I truly believe that these

fresh, bright minds that are so pas-

sionate are taking cancer research
to the next level. We are giving
them that initial seed money to
help take their ideas even fur-
ther,” she said. W

On hand for a celebration of Lily's Garden initiatives were Debra Fried-
man, MD, MS, left, and Brianna Smith, MD, MS, (holding the plaque)
and, from right, Larisa and Phillip Featherstone with their daughters
Lily, Sophie and Sophia, and Carol and Ron Johnston.

More than 1in 4, about 29%, of Tennessee parents are concerned their child has un-
diagnosed anxiety or depression, according to the 2023 Vanderbilt Child Health Poll.
The poll, fielded in the fall of 2022 by researchers at the Vanderbilt Center for Child
Health Policy, also found more than 30% of parents polled said their child had been
diagnosed with attention deficit hyperactivity disorder, anxiety or depression, a 7%
increase since the question was first asked in the annual poll in 2019. The Vanderbilt
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Child Health Poll is conducted annually to gauge parents’ concerns about a wide
range of topics. W
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Dominic Gamez, 8
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Expandable prosthesis gives young patient more mobility

In January 2022, Dominic
Gamez, an active 7-year-old boy
who loved playing travel soccer,
was diagnosed with an 8-inch
tumor involving two-thirds of his
femur, extending from the bottom
of the femur near the growth plate
(at his knee) to the femur shaft.

A biopsy at Monroe Carell Jr.
Children’s Hospital at Vanderbilt re-
vealed he had osteosarcoma, cancer
that originates in the bone-forming
cells. Treatment requires a combina-
tion of chemotherapy and surgery.

“Osteosarcoma is the most
common bone cancer seen in chil-
dren and is highly malignant,” said
Scott Borinstein, MD, PhD, profes-
sor of Pediatrics in the Division of
Pediatric Hematology and Oncol-
ogy at Vanderbilt University Med-
ical Center and director of the
Pediatric Sarcoma Program at
Monroe Carell. “Eighty percent of
all osteosarcomas occur around the
knee, like Dominic’s did,” he said.

Growth plates are the biologic
machines that make new bone so
that we can grow. In addition to re-
moving the cancerous bone, neces-
sary for a cure, often surgery to

remove osteosarcoma involves the
removal of growth plates.

His family was given three
choices: amputate; replace the re-
sected femur with a cadaver bone
(allograft); or implant a magnetic
expandable prosthesis that can be

manipulated to grow incrementally

as the child grows.

“Amputation was out of the
question,” said Dominic’s mother,
Lessley Gamez. They also ruled out
an allograft which must be replaced
as the child grows, is more unstable
and is more apt to fracture with ac-

tivity. The family chose the magnetic

expandable prosthesis for Dominic,
which has been used 17 times at
Monroe Carell over the past decade.
It requires one surgery to remove
the tumor, check the tumor’s mar-
gins and insert the implant.

“Of all the options, this gives
him the best chance to be active, to
be Dominic,” said Dominic’s sur-
geon, Jennifer Halpern, MD, assis-
tant professor of Orthopaedic
Surgery. “The expandable femur
replacement/ knee replacement is
durable, reliable, and it grows with
the child.”

After a seven-hour surgery in
April 2022 to remove his knee and
femur, the prosthesis was im-
planted. A few weeks later he con-
tinued his chemotherapy regimen.

For patients who choose the
magnetic expandable prosthesis, ad-
vanced imaging helps to plan and
build their custom implants. MRI
scans help to determine the size of
the tumor that needs to be re-
moved. CT scans are used to build
custom implants that match the pa-
tient’s anatomy. The size of the im-
plant also impacts the growth
potential of the device. The larger
the replacement, the more the im-
plant can be “grown.”

Halpern said the magnetic ex-
pandable prosthesis is ideal for Do-
minic because his femur would
normally grow more than 4.4
inches over the next eight years.

Within hours of surgery, Do-
minic took a few steps with his
walker, and with the help of physi-
cal therapy, he was walking with a
walker by the end of June 2022.
Dominic, now 8, is doing well and
hopes to join a swim team. W

Rush elected
to Children’s Hospital
Association Board

Meg Rush, MD, MMHC,
President of Monroe Carell Jr.
Children’s Hospital at Van-
derbilt, has been elected to
the Children’s Hospital Asso-
ciation Board of Trustees.

The Children’s Hospital
Association is a member or-
ganization representing
more than 220 children’s
hospitals nationwide. Serv-
ing as a voice for its mem-
bers and champions of
children’s health, CHA's mis-
sion is to advance child
health through innovation in
the quality, cost and delivery
of care in children’s hospitals
and health systems nation-
wide.

A member of the Board
of Trustees embodies this
mission individually as a
leader and representative of
their respective organization
and collectively as fiduciary
leaders and stewards of
CHA's strategic priorities, ini-
tiatives and organizations.

“I am truly honored to be
asked to serve in this way
and excited to join a very tal-
ented group of leaders to
advance children's health in
our country. The Board of
Trustees is an active group of
individuals who bring diverse
vantage points from their in-
dividual hospitals, systems
and states but with a shared
vision of working together to
advance causes important to

i the health and well-being of
i ouryouth,” Rush said. W
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The Trauma Injury Prevention Program at Monroe Carell Jr. Children's
Hospital at Vanderbilt strives to reduce unintentional injuries among

children and promote safe behaviors in the community. One area of focus,

the Stay Seat Smart Program, funded by General Motors, aims to improve
knowledge and correct usage of child safety seats. In Tennessee, an esti-
mated 82% of car seats are improperly installed. From 2019 to 2022, the

Trauma Program at Monroe Carell assessed and treated 1,005 children

(all age groups) for motor vehicle crash injuries. About 36% of those chil-
dren were unrestrained or improperly restrained.

Types of safety systems

— . = ¢

Rear-facing infant/ Forward-facing 5-point Booster seats Safety Belts

convertible car seat harness seats Ages 4-8 and less than 4'9" Ages 9+ and greater than
Birth - until child reaches Ages 1-3 and greater than 20 tall, in rear seat 4'9" in rear seat. All children
highest weight/height the pounds, in rear seat * under age 13 should ride in
seat allows, in rear seat * the back seat.

*Note: Rear-facing is recommended for as long as possible. Children should stay in harness seats until top height or weight
limit for car seat before moving to booster.

Did you know?

Since 2011, booster seat In the age group of 4-8, about Car seat use reduces the risk
usage for children ages 4-7 47% of trauma patients seen at for injury in a crash by 71% for
has decreased by 10%. Monroe Carell following a motor infants and by 54% for toddlers.
vehicle crash were unrestrained
or improperly restrained.

Resources for parents

A certified child safety technician can check your installation and answer questions. To find a technician or inspection sta-
tion near you, visit tntrafficsafety.org/cps-fitting-stations. Free virtual Child Passenger Safety Classes are also available at
Monroe Carell at vumc.org/injuryprevention/car-seat-classes.




Get Well network
empowers patients
and families

Monroe Carell Jr. Children’s
Hospital at Vanderbilt has launched
a new digital patient engagement
system to interact with patients
and families during their stay in
the hospital as well as provide staff
easy-to-use tools to advance the
patient experience.

Get Well is a digital technol-
ogy connecting patients with per-
sonalized information and
education they need to navigate
their health care journey as well as
serve as an entertainment outlet.

“We chose this program be-
cause it has so many functionali-
ties,” said Janet Cross, MEd, CCLS,
CPXP, senior director, Patient and
Family-Centered Care at Monroe
Carell. “We will be able to provide
patient education elements as well
as entertainment options for TV
and movies. The system has the
ability to expand as our needs grow;,
which will allow us to add addi-
tional functions as the need arises.

good to know
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“The system is being rolled
out in stages. So far, we have had
incredible feedback from patients,
families and staff. It’s always excit-
ing when we can introduce an-
other tool that will increase our
patient and family engagement.”

The Emergency Department
was the first area to pilot the new
system, followed by the 10th and
11th floors. It will subsequently be
available to floors 5, 6, 7 and 8
with plans to bring the platform to
rooms without TVs (4th floor
NICU).

Cross hopes the installation
will be complete for the entire hos-
pital by this fall.

In addition to providing infor-
mation, education and teaching
tailored to each patient’s health
condition, users will be able to ac-
cess a daily plan and routine page,
medications list and review dis-
charge planning and instructions.

A calendar of daily events and
relaxation videos will also be avail-
able through the platform, which

will also have more than 100 TV
stations, internet access, music,
games and a wide variety of age-
appropriate movies.

“The concierge style of this
system really places a lot of con-
trol in the hands of the patients
and families,” added Cross. “They
will be more integrated into their
care through the interactive pro-
gramming, which will provide a
better patient experience.”

Upon admission to the hospi-
tal, patients and families will go
through an orientation to familiar-
ize them with both the hospital
and the new digital system. A Get
Well welcome video will help walk
each user through the system’s fea-
tures, prompting access with the
entire network.

Available in English, Spanish
and Arabic, the online tool will be
specific to each individual patient.
Each room will be outfitted with
equipment to use the digital sys-
tem. W

Filicia McEuen, 11, interacts with the new Get Well Network at Monroe
Carell Jr. Children’s Hospital at Vanderbilt.
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Operating rooms get
makeover

The operating rooms at
Monroe Carell Jr. Children's
Hospital at Vanderbilt are
getting their first major reno-
vations since the hospital
opened 19 years ago.

The first phase of reno-
vations will overhaul 10 of
the hospital’s 18 ORs, focus-
ing on two surgical suites at
a time. The first two rooms,
recently completed, were the
cardiac room and a multiuse
room used primarily for ro-
botic surgery cases.

Renovations will re-
design some of the rooms
and enhance the physical
plant structure, including
everything from the number
of outlets to the capacity of
the ceiling to hold new med-
ical booms, monitors and en-
hanced technology.

“Our mission is to take
care of children and their
families — infants, children,
adolescents — across the
whole spectrum of pediatric
care, and these renovations
will allow us to provide that
same quality, compassionate
care at a higher and more ef-
ficient level for years to
come,” said Barb Shultz,
MSN, RN, NEA-BC, associate
chief nursing officer for Pedi-
atric Surgical Services.

Monroe Carell, a Level 1
trauma center, performs sur-
gery on more than 18,000
children each year.

Three more state-of-the-
art ORs plus a Gl procedure
room also serve patients at
the Monroe Carell Jr. Chil-
dren’s Hospital Vanderbilt
Surgery and Clinics Murfrees-
boro campus. W
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Benefits of ketamine
in children with TBI
explored
o000 O0GO

A common anesthesia
drug could be beneficial in
reducing pressure inside the
skull of children with trau-
matic brain injuries (TBI), ac-
cording to a study published
in Critical Care Medicine.

Ketamine, a drug used
for anesthesia since the
1970s, has traditionally been
avoided for patients with TBI
due to early studies suggest-
ing that it could raise the
pressure inside of the skull,
known as intracranial pres-
sure (ICP).

More recent studies sug-
gest otherwise, said lead au-
thor Michael Wolf, MD,
assistant professor of Pedi-
atrics and Neurological Sur-
gery and director of Neuro-
critical Care at Monroe Carell
Jr. Children’s Hospital at
Vanderbilt.

Wolf and his co-authors
reexamined the effects of ke-
tamine on ICP in children ad-
mitted to the pediatric
intensive care unit with se-
vere TBI, analyzing data from
33 patients ages 1 month to
16 years, 22 of whom re-
ceived ketamine as part of a
treatment protocol informed
by evidence-based guide-
lines.

Eighteen ketamine doses
were given during ICP crises
in 11 patients, and an overall
decrease in ICP was ob-
served.

Wolf said the results are
“exciting,” and he hopes a
larger study repeats the find-
ings. ™
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Family and community
guide hospital’'s new
CNO

ersonal experiences and a

desire to serve her com-

munity led Gretchen K.
D. McCullough, MSN, RN, NEA-
BC, into a nursing career.

As a child, McCullough saw
her parents navigate the com-
plexities of health care systems
as they searched for a diagnosis
for her younger brother’s chronic
illness. Ultimately, at age 12, her
brother, Thaddeus Yeiser, was di-
agnosed with cystic fibrosis. She
recalls the many hours she spent
as a teen with her brother in the
hospital.

“I think that experience has
really touched the way that I
look at health care in terms of
thinking of the whole family,”
McCullough said. “It really is a

family sport to get a child with
chronic illness through child-
hood whole and well.”

Her life experiences and her
nursing journey continue to
guide McCullough as she begins
anew role in her career: chief
nursing officer for Monroe Carell
Jr. Children’s Hospital at Vander-
bilt.

She joined Monroe Carell
March 6, following a nationwide
search. She succeeds Kathie
Krause, MSN, RN, NNP-BC,
NEA, who retired in March.

Previously, McCullough
served as associate chief nursing
officer for Women’s and Chil-
dren’s Services at OHSU Health:
Doernbecher Children’s Hospital
in Portland, Oregon. She believes
in impacting a child’s health as
early in life as possible.

“The way that a child and a
family interact with a health care
system can determine so much

about that child’s future interac-
tion as an adult in health care
systems,” she said. “It’s a real op-
portunity to impact the way that
a human will trust the health
care system across their life
span.”

Health care in rural commu-
nities is equally important to Mc-
Cullough, who lived in the
Appalachian Mountains of Mary-
land as a child, watching her
aunt, a nurse, serve families who
had few care options.

“One of the things that is
critical to me in any job that I
consider is that part of the work
has to be the ability to impact
care in rural communities, and
Monroe Carell has a really solid
outreach arm,” she said.

A native of Oakland, Mary-
land, and raised in Saxonburg,
Pennsylvania, McCullough com-
pleted an initial course of under-
graduate study at Edinboro
University of Pennsylvania. She
went on to get an associate de-
gree of nursing from Harrisburg
Area Community College and a
Master of Science in Nursing,
Administration.

McCullough has worked in
various capacities across diverse
health care environments in
Pennsylvania including aca-
demic, hospital and ambulatory
settings. Among her many roles,
she served as senior director of
Ambulatory Operations: Chil-
dren’s Services, Women'’s Serv-
ices, and Dermatology Services
for Penn State Health and Penn
State Hershey Medical Center.

McCullough moved to
Nashville with her husband,
Mac, an attorney and stay-at-
home dad, along with their two
children, Charlotte, 11, and Jack,
7. As a family, they love theater
and the arts, and paddleboarding,
and they’re excited to explore the
Nashville Zoo at Grassmere and
the Frist Art Museum. W



Daphne Hardison, MSN, RN,
CNML, is the manager of the
Monroe Carell Jr. Children’s
Hospital at Vanderbilt ECMO
Program, Continuous Renal
Replacement Therapy, Vascular
Access Team and Wound
Ostomy Care.

PHOTO BY ERIN O. SMITH

conversations

INTERVIEW WITH DAPHNE HARDISON, MSN, RN, CNML

ECMO, or extracorporeal
membrane oxygenation, is a life-
sustaining mechanical system that
temporarily takes over for the
heart and lungs of critically ill pa-
tients, allowing their organs to
rest and recover by removing car-
bon dioxide from the blood, re-
placing it with lifesaving oxygen,
and returning it to the patient’s
circulatory system.

There are two types of this
highly specialized treatment —
ECMO VA (venoarterial) is used
for both the heart and lungs, and
ECMO VV (venovenous) is used
to support only the lungs when
the heart is functioning well.

Nationally, the first adult pa-
tient was placed on ECMO in
1971, followed by the first pedi-
atric patient in 1975. The tech-
nology was first introduced at
Monroe Carell in 1989, making it
the first ECMO program in Ten-
nessee and propelling it to one of
the largest and most successful
programs in the world.

Initially used only in the
Neonatal Intensive Care Unit at
Monroe Carell for neonates in
respiratory distress, the program
expanded to the congenital heart
patient population in 1992, and
subsequently, it was used
throughout the hospital’s inten-
sive care units for heart and lung
support.

During the first 10 years, the
program treated about 300 pa-
tients. In the nearly two decades
since it began, the patient popu-
lation has tripled. And the num-
bers continue to rise.

ECMO can help children suf-
fering from a variety of respira-
tory distress conditions including
congenital diaphragmatic hernia,
pulmonary hypertension and
meconium aspiration syndrome.
It is also used as a bridge to ei-
ther having a ventricular assist
device implanted or used while
the patient is awaiting a trans-
plant.

ECMO supports patients for
days or weeks while medical
teams treat the underlying ill-
ness. The longest time a pediatric
patient at Monroe Carell has
been on ECMO is 96 days.

The hospital currently has
eight ECMO pumps. There are a
host of medical professionals on
a patient’s team. Among the
most visible will be the nurse and
ECMO specialist who stay at the
bedside to monitor the patient
around the clock.

When the program first
began at Monroe Carell, there

were 11 members of the team.
Today, there are 27.

Patients are much more com-
plex and sicker today than when
the technology was first intro-
duced. As medicine has pro-
gressed, we are able to place
more patients on ECMO who
would have never been consid-
ered 30 years ago. The technol-
ogy has come a long way.

The quality of life for pa-
tients on ECMO has improved
over the years as well. A patient
on ECMO can be awake, sit up,
get out of bed and eat, which is a
large part of the recovery
process. If a patient can tolerate
movement, that is our goal. It
takes an entire team to safely
move a patient. We encourage
movement as tolerated to help
prevent deconditioning.

At Monroe Carell, we just
began our ECMO Transport
Team, which allows us to trans-
port pediatric patients on ECMO
to our hospital. Advancements
have allowed for smaller, trans-
portable pumps that are compati-
ble with an ambulance. The
team of six consists of two
ECMO specialists, a neonatal
transport nurse, respiratory ther-
apist, an advanced EMT and a
physician.

Monroe Carell is the largest
pediatric transplant center in the
area and a regional referral cen-
ter. We are continually learning
and advancing the technology.

=
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spotlight

MUSIC THERAPY

Ramsey Crawford, 2, gains strength while having fun through the Music Therapy Program.

STORY BY NANCY HUMPHREY
PHOTOS BY DONN JONES

wo-year-old Ramsey Crawford holds the hand of her physical therapist in the hallway
outside her room at Monroe Carell Jr. Children’s Hospital at Vanderbilt as they work
to strengthen the toddler’s wobbly legs.

Ahead of pony-tailed Ramsey, scooting backward on her knees, is Jess Knoble, MT-BC, one
of Monroe Carell’s three board-certified music therapists. She’s strumming a guitar and singing
to the beat of Ramsey’s steps, “The ants go marching one by one, hurrah, hurrah.” When Ram-
sey changes her tempo, so does Knoble, modifying the words from the Disney song “Let it go” to
“Ramsey, go, Ramsey, go.”

On Christmas Day 2022, when Ramsey’s parents were unable to awaken her, they rushed her
to the hospital in their hometown of Bowling Green, Kentucky. She was diagnosed with ADEM
(acute disseminated encephalomyelitis), a rare neurological disorder in which the immune system
causes an intense attack on the brain, and sometimes the spinal cord and optic nerve. It often re-
sults in loss of vision in one or both eyes due to inflammation of the optic nerve; weakness that
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can be severe; and difficulty coordinating in-
tended movement, such as walking.

“We didn’t think she’d ever be OK,” said
her father, Benjamin Crawford. “She’s truly a
miracle. We were prepared for the worst but
are praying for the best. She’s come a long way,”
he said, watching Ramsey working with Kno-
ble. “Music therapy is the highlight of her day.”

Music therapists work with children and
their families across inpatient areas at Monroe
Carell, using music in unique ways with each
child to help with chronic pain, physical reha-
bilitation, psychiatric symptoms, end of life,
procedural support and coping with hospital-
ization and disease. They are part of the med-
ical team supporting the whole patient, using
evidence-based music interventions to provide
individualized care for each patient’s medical
diagnosis, course of treatment and discharge
timeline.

Knoble sits on the floor with Ramsey,
maneuvering a flat electronic drum pad so
that Ramsey is encouraged to use her weak
side to play. After she tires of the drums, she
blows into a slide whistle that is used to im-
prove her respiratory strength. Everything is
with a specific goal in mind — to help Ramsey
gain strength.

“We're not just playing and having fun.
We are (having fun), but with our clinical train-
ing, we're using things we have in our toolbox
to make it a fun environment where kids want
to engage,” said Knoble, who has additional
training in neurologic music therapy.

“What I'm doing (while Ramsey walks) is
called rhythmic auditory stimulation,” Knoble
explains. “Everybody has a natural rhythm
within themselves; it’s called entrainment. We
naturally want to latch on to an external beat.
It’s why we tap our foot to a song, why we
bob our head to a beat. Our body wants to
latch on to this external factor.”

Established in 2005 by Tom and Maria
Fouce through the Julian T. Fouce Fund,
Monroe Carell’s music therapy program was
developed in memory of their son, Julian, a
great lover of music who died that year.

“They saw the impact and the benefit.
They have been really passionate about
watching the program grow, and we’ve been
fortunate that they’ve continued to stay in-
volved,” said Dana Kim, MT-BC, a board-cer-
tified music therapist at Monroe Carell.
“We're grateful for all they have done.”



Music therapy techniques are backed by
research showing how they can best assist
children during hospitalization.

The hospital’s music therapists have
bachelor’s and master’s degrees in music ther-
apy, over 1,200 clinical hours, and have passed
a national exam administered by the certifica-
tion board for music therapists.

“The music therapy program has become
a staple in our menu of care for children and
families at Monroe Carell,” said Janet Cross,
MEd, CCLS, CPXP, senior director, Patient-
and Family-Centered Care. “The Fouce family
had a wonderful vision in 2005, and we are
able to continue to grow the program to meet
that vision with their support. The role that
the music therapists play in the care for hospi-
talized children is so very important. They are
able to connect in even the most stressful situ-
ations and provide excellent support for chil-
dren and families.”

Anyone on a child’s care team can place
an order for music therapy, or it can be re-
quested by the family. It starts with a look at
the medical record, then the therapists per-

Ryan Neighbors, 13, right, loves singing with
music therapist Dana Kim to help her through
long hospital stays.

spotlight

MUSIC THERAPY

form an assessment to see how the patient
and family respond. There’s a strong focus on
building a relationship with the patient.

“Everything we're doing, we're trying to
do as equals on a playing field,” Knoble said.
“Rather than just coming in and playing the
guitar, maybe we're talking to the patient and
seeing if they're having difficulty with being
able to relax. We discuss and figure out what
music they listen to. We assess if playing the
guitar live will be helpful. Rather than us just
determining what music might be best, we
figure out with them what’s going to work
well for them.”

Music therapy might not be the right fit
for every child, says Kim.

“It’s very individualized. That’s why we
work so closely with our other colleagues.
Perhaps spiritual care is really what this family
needs or something else our child life col-
leagues have to offer. That’s why the assess-
ment is so important. Kids and families can
always tell us no and empower that choice
making. Maybe it’s not right for this hospital-
ization, but it might be on down the road,”
Kim said.

To participate in music therapy, patients
don’t have to be musically inclined.

“Sometimes children and families who
don’t have that experience and have never uti-
lized music in that way are the ones that can
benefit the most,” Kim said.

Ryan Neighbors, 13, from Louisville,
Kentucky, has spina bifida and was at Monroe
Carell in February for an extended stay as she
recovered from traction surgery and a spinal
fusion for her scoliosis.

Ryan, who is outgoing, loves music and
missed her friends, met often with Kim, as
they worked on developmental goals and self-
expression, including songwriting.

With Kim'’s help, Ryan wrote a song
about the excitement she’s feeling about fi-
nally getting a golden retriever service dog.
She has waited several years for her canine
companion and hopes to get it this year.

After talking for a few minutes during a
visit, Kim played guitar while Ryan used a be-
jeweled microphone to sing one of her fa-
vorite songs, “Shake It Off.” Then, she
practiced singing the song about her dog.

Ryan’s mom, Shelly King, said music
therapy has helped her daughter cope during
the long hospital stay. “Music therapy has
helped her learn how to meditate and calm
down when she’s anxious. It helps her get cre-
ative and take her mind off things going on
medically.”

Kim said teenagers in the hospital can
have a rough time being isolated from their
friends and may withdraw during their time in
the hospital.

“Music in the hospital is so important for
them. It’s an important outlet for expression,
for identity and for coping throughout the
hospitalization,” she said. “It can also help
build confidence and empower adolescents to
actively participate in their health care.” W
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“The role that the music
therapists play in the care for
hospitalized children is so very
important. They are able to
connect in even the most
stressful situations and provide
excellent support for children

and families.”
- JANET CROSS, MED, CCLS, CPXP
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Unlacked

The genetics team expands ability to find answers
for patients with undiagnosed and rare disorders

Before Blake Kirby was born 10
years ago, his mom, Kara Davis, knew
from ultrasounds that he was very small
and had clubfoot, an abnormality in
which one or both feet are twisted out of
shape or position.

“Other than that, we thought he
was going to be OK,” she said.

When Blake stopped growing alto-
gether, Davis was induced on March 16,
2013, at 36 weeks gestation. His heart
rate dropped during labor, and when he
was delivered at 4 pounds, 15 ounces, he
was taken to the neonatal intensive care
unit for observation. Physicians were also
concerned about his appearance, and he
failed a newborn hearing screening.

For the Mt. Juliet, Tennessee, family
it was the beginning of a four-year diag-
nostic odyssey that at one point involved
16 specialists at Monroe Carell Jr. Chil-
dren’s Hospital at Vanderbilt. It culmi-
nated in August 2017 with a diagnosis
from the Vanderbilt arm of the National
Institutes of Health’s Undiagnosed Dis-
eases Network (UDN), which brings to-
gether clinical and research experts from
across Vanderbilt to help solve medical
mysteries for patients with complicated
conditions and diseases.

VUMC is an original member of the
NIH’s UDN, established in 2014. In 2021,
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the Vanderbilt Undiagnosed Diseases
Program was launched to operate along-
side the UDN to expand services to
many more patients living with the con-
sequences of an undiagnosed disease.

Blake is one of only 23 known peo-
ple in the world to have Saul-Wilson syn-
drome, a very rare disorder first
identified in 1990.

The disorder is characterized by
skeletal abnormalities, short stature
(dwarfism) and growth abnormalities
that begin in the womb and continue
after birth. The average adult with Saul-
Wilson is 3 feet, 6 inches tall.

People with the condition usually
have smaller than normal heads —
known as microcephaly — and some-
times larger than normal heads —
macrocephaly, a pronounced forehead
and eyes that appear larger due to shal-
low eye sockets. The disease can also
cause clubfoot, cataracts in the eyes, loss
of night and peripheral vision, low levels
of white blood cells (neutropenia), heart
issues, delayed early speech and motor
skills and hearing loss.

Four patients with Saul-Wilson syn-
drome were reported between 1982 and
1994, but the mutation that causes it was-
n’t discovered until Blake’s diagnosis.
Now, of the 23, the oldest is 30 and the

youngest is 1. There is no known treat-
ment for the disorder.

“I know finding out a name (of the
syndrome) doesn’t change the outcome.
There’s still no treatment. But just know-
ing the name meant the world. Before,
everything was unknown,” Davis said.

Leaders in cutting-edge
genetics

While most children are born
healthy, about 6% are born with genetic
and metabolic disorders. Figuring out
how those defects originated and what
medical treatments might help can some-
times be a complicated and emotional
process for families — a mystery that
needs to be unlocked.

The Division of Medical Genetics
and Genomic Medicine within the De-
partment of Pediatrics at Monroe Carell
helps diagnose, counsel and treat patients
with a wide range of genetic disorders,
birth defects and developmental con-
cerns. The team also can help families
determine if their children’s conditions
are hereditary and offer genetic testing to
family members who may be at risk for
having children with similar problems.

Genes contain the biologic instruc-
tions for life — DNA. They make us who
we are and contribute to aspects of our



Blake Kirby, 10, with his dog, Buddy
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health. Everyone has a unique genetic code, and some-
times changes in genes can result in birth defects or dis-
abilities that require lifelong medical care.

The growing division at Monroe Carell has some
of the most highly trained geneticists in the country.
They’re a local, state and national leader in providing
cutting-edge genetics services to patients.

The division leads Vanderbilt University Medical
Center and Monroe Carell in the integration of genet-
ics and genomics into medicine and health care with
the single goal of improving patients’ lives. (Your com-
plete set of DNA is called your genome.)

“Thanks to new genomic approaches, we are now
in a position to make remarkable new insights into
human health and encounter new opportunities for
prevention, diagnosis and treatment of both common
and rare conditions,” said Rizwan Hamid, MD, PhD,
Dorothy O. Wells Professor of Pediatrics and director
of the division since 2018.

Recently, a transformative gift from the Potocsnak
family established the Potocsnak Center for Undiag-
nosed and Rare Disorders at VUMC. Hamid is the new
center’s director, serving children and adults in a collab-
orative effort that crosses many disciplines.

The center will allow VUMC to accelerate re-
search and serve more patients looking for answers and
cures for diseases that, in some cases, have been undi-
agnosed for decades. There are an estimated 30 million
people in the United States with rare diseases, many of
whom do not have a diagnosis.

The Potocsnak Center for Undiagnosed and Rare
Disorders makes a significantly larger impact possible
for patients everywhere well into the future through the
development of a robust program empbhasizing collabo-
ration, patient—centered care, innovation and training.

Over the years, John Potocsnak, through the Po-
tocsnak Family Foundation, has supported countless
nonprofit initiatives. The family’s involvement with
VUMC, from philanthropy to advocacy, is led by a
commitment to others and their own patient experi-
ence. In addition, John’s daughter, Liz Potocsnak, is a
longtime member and now chair of the Vanderbilt Eye
Institute Advisory Board.

“We wanted to do something for people who may
otherwise be forgotten, and it was clear that VUMC
has both the passion and ability to do so,” said Liz Po-
tocsnak. “It’s our privilege to be part of the solution as
the center furthers this wholehearted investment for as
many patients as possible both in Tennessee and across
the world through information sharing.”

The center will use a multipronged approach to
grow the current undiagnosed diseases program. Plans
include expanding the team dedicated to this cause, in-
creasing the capacity for clinical analysis of genomic
data, introducing new higher-resolution genome decod-
ing technologies, and working to improve patient access.

“It’s an amazing gift that has the potential to help
a group of patients with rare and undiagnosed disor-
ders who have no other recourse or no other source for
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help,” Hamid said. “These undiagnosed patients don’t
have a champion because they don’t have a diagnosis,
but they can come to Vanderbilt and get help. The gen-
erosity of this family, and their decision to use their
philanthropy to help this group of patients, is unparal-
leled and so very appreciated.”

While most
children are born
healthy, about 6%

are born with
genetic and
metabolic
disorders.

Growing to serve more children

Over the past seven years, patient visits within the
Division of Medical Genetics and Genomic Medicine
have increased from 2,900 a year to more than 5,000,
Hamid said. In 2018 there were three physician
providers; now there are seven. Genetic counselors
have increased from four to seven; nurse practitioners,
from four to six.

“Clinically we have grown, and we are seeing sig-
nificantly more patients both in the outpatient and in-
patient setting,” Hamid said, adding that the division
provides clinical care to patients throughout Tennessee,
and into western North and South Carolina, all of Ala-
bama, northern Georgia, all of Mississippi, northern
Louisiana, and southern Indiana, Illinois and Missouri.

Regionally, the division has expanded its outreach,
seeing patients where they work and live in Murfrees-
boro, Cookeville, Hendersonville and Clarksville. In ad-
dition, the division helps manage patients with genetic
conditions at Niswonger Children’s Hospital in Johnson
City, Tennessee.

The division also helps patients with unique needs
and specific diagnoses.

Angela Grochowsky, MD, a provider within the di-
vision who treats both pediatric and adult patients, is
working to expand Monroe Carell’s Down Syndrome
Clinic for patients older than 18.

“Dr. Grochowsky's interest in helping patients
with Down syndrome transition from childhood to
adulthood is fantastic,” Hamid said. “These families
now have a geneticist who understands the nuances of
young adults with Down syndrome.”

Liz and John Potocsnak, second and third from left, with Jeff Balser, MD, PhD, left,
Rizwan Hamid, MD, PhD, and Jennifer Pietenpol, PhD. A transformative gift from the Po-
tocsnak family established the Potocsnak Center for Undiagnosed and Rare Disorders
at Vanderbilt University Medical Center.

fa)
I
>
o
o
a
<
m
By



The division also has a collaboration with the state
of Tennessee’s newborn screening program.

All babies born in Tennessee have a heel prick with
about two to three drops of blood taken on day two of
life to test for 67 rare genetic disorders that have treat-
ment options. If tests are abnormal, the division is noti-
fied, the baby can be brought to Monroe Carell for tests
confirming the condition, and early treatment, if war-
ranted, can begin. Monroe Carell has established clinics
for children with genetic disorders that are found on
newborn screening, including adrenoleukodystrophy,
Fabry disease, Krabbe disease and others.

Additionally, the division has a strong research
focus. Joy Cogan, PhD, leads a project of gene discov-
ery in idiopathic pulmonary fibrosis, a lethal lung dis-
order. Hamid, in collaboration with Eric Austin, MD, is
working to discover genes responsible for pediatric pul-
monary hypertension. John Phillips, MD, has a large
translational research program in finding treatments
for rare genetic disorders.

And providers within the division are actively in-
volved in teaching as well. The division is responsible
for teaching genetics to the next generation of medical
students, genetics counselors and nurse practitioners.

“There aren’t enough genetics and genomics
providers out there. We're a small division of about 30
folks altogether, but you can see how much we do. Our
reach is vast,” Hamid said.

Diagnostic Journey

Several months after he was born, Blake Kirby
wasn't meeting developmental milestones. He was see-
ing 16 specialists at Monroe Carell, including a geneticist.

“All these different doctors were looking into what
they could figure out and were treating the symptoms.
We were going to Monroe Carell every week and visited
doctors on almost every floor of the Doctors” Office
Tower. We practically lived at Vanderbilt,” Davis said.

His geneticist recommended whole exome sequenc-
ing, but their insurance wouldn’t pay for the expensive
testing. That’s when the family was recommended to
Vanderbilt’s UDN, which took on his case.

After the team performed whole exome sequencing
with a blood sample from Blake, a type of genetic se-
quencing to find out what is causing symptoms or a dis-
ease, they had a strong suspicion that they had an answer.

They worked collaboratively with the NIH and the
Pacific Northwest UDN site to find more clues and
confirm the diagnosis and found that Blake had a muta-
tion in the COG4 gene, one piece of a group of pro-
teins known as the conserved oligomeric Golgi (COG)
complex. Since he was the first patient diagnosed with
this mutation, a detailed search by several other collab-
orative teams (some from outside the U.S.) found more
undiagnosed or misdiagnosed patients with many of
the same symptoms. VUMC'’s team was critical in solv-
ing this mystery due to some unique capabilities only
available at Vanderbilt.

The families are now linked through a Facebook
group, and now that the underlying cause of the condi-
tion is known, researchers are working to better under-
stand the mechanisms of the disease, in hopes that a
treatment will someday become available. The Facebook
group is run by the two oldest patients with Saul-Wilson.

Davis, who has four other children, ages 31, 26, 13
and 12, said connecting with the group of patients and
families through Facebook has been invaluable, allow-
ing individuals with the disease and their families to
share successes and hurdles.

“Since we’'ve been able to put a name to it, we
have been able to research as much as we possibly can.
Knowing other people who have this and being able to
ask, “We went to the doctor and found this out. Does it
affect you?” and "What have you gone through?” has
brought this community together and made a family of
all of us,” she said.

“It seems like everyone’s experience has been that
they didn’t know their baby was going to live. We've all
had those doctors who have said, “Your baby probably
isn’t going to make it.” We've all walked through that.
Then, as they get older, they stabilize and kind of catch
up with milestones.”

Because of parents they have connected with, they
knew that Blake would need cataract surgery. And they
know that a hip replacement may be in his future.

Davis has been able to share Blake’s success taking
growth hormone after several of the patients in the
group were told that taking growth hormone doesn’t
work.

“I've been able to show them Blake’s medical
records and show that although it’s working slowly, it’s
working,” Davis said. “The majority of us in the group
are parents of children with Saul-Wilson. We’ve been
able to come together and talk about our experiences
and our struggles. We're bonded because of that
group. We've become a real family.”

Although he struggled to meet early milestones,
Davis said Blake is “thriving” and in third grade, which
he attends virtually. He is reading at a fourth-grade
level and his math skills were at a third/fourth-grade
level last year.

“Having a diagnosis doesn’t change who Blake is.
He’s still the funny little firecracker who loves to tell
jokes, who is determined and who doesn’t let anything
slow him down. He finds ways to adapt if he’s having
any difficulty. He may be small, but he’ll find a way,”
she said.

“But having a diagnosis has given us a community
that understands and helps us prepare for the road
ahead. It’s also given us hope. Before, we didn’t know if
there would be a future for Blake, but now we know he
has a huge, bright future ahead of him, and he is capa-
ble of doing anything he sets his mind to. He’s already
defied what so many doctors thought he would ever be

able to do.”
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THE ERA OF

PRECISION
ONCOLOGY

Targeted therapies offer hope for
improved outcomes

-/
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,ORE THAN A YEAR AGO, Ysa Engel was close
to needing brain surgery. Ysa, 18, has a rare genetic disorder called
von Hippel-Lindau (VHL) disease, which causes tumors, both benign
and cancerous, and cysts to grow in multiple parts of the body. In
Ysa’s case, a brain stem tumor — a benign hemangioblastoma — was
beginning to cause vomiting and impact her swallowing and some
sensory functions. Although surgical removal was a potential treat-
ment, the area of the tumor was risky.

A new targeted therapeutic, belzutifan, had recently been ap-
proved for the treatment of VHL-associated tumors in adults ages 18
and older, and Ysa’s doctor, Debra Friedman, MD, MS, was able to
get approval to treat her with the medication.

Within the first two months of belzutifan therapy, her brain stem
tumor stabilized and even shrunk a bit.

STORY BY LEIGH MACMILLAN
PHOTO BY DONN JONES
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“Then the tumor stayed stable for a year, which
was great because it wasn't impacting me anymore,”
Ysa says. A recent scan suggested that the tumor may
be growing slowly again, but Ysa is confident she can
face surgery if it’s in her future (see page 21 to read
more about VHL and Ysa).

“I was terrified of having brain surgery,” says Ysa,
who recently graduated from high school in Canton,
Georgia. “Belzutifan gave me room to have a normal life
and not have to worry about surgery.”

Belzutifan is one of a growing number of targeted
cancer therapies — treatments that target molecular
properties that are unique to a cancer, aiming to kill
tumor cells without harming healthy tissues.

Monroe Carell Jr. Children’s Hospital at Vanderbilt
is a leader in offering targeted cancer therapies to pa-
tients, often in clinical trials that are testing whether
these therapies can improve outcomes and reduce
harm from traditional chemotherapy treatments.

“The molecular findings coming out of laboratories
over the last 10 years have been voluminous,” says Fried-
man, director of the Division of Pediatric Hematology
and Oncology. “Month by month we learn more and
more about the biologic pathways underlying cancers,
and new targeted therapies are developed. We are now
really getting to the era of true precision oncology.”

Changing the treatment landscape

Targeted therapies are the latest advance in what
has been steady, measured progress in treating children
with cancer.

“We cure children today that we didn’t cure when
I started treating patients,” says Friedman, who holds
the E. Bronson Ingram Chair in Pediatric Oncology.
Friedman completed her residency and fellowship
training in the early 1990s and joined the Vanderbilt
faculty in 2008.

Traditional chemotherapy and radiation, while po-
tentially curative, can have long-term adverse effects
that make the “cured patients of today the chronic dis-
ease patients of tomorrow,” Friedman says. The hope
for precision oncology, she says, “is that we’ll be able to
cure children in a more targeted and gentle fashion.”

But bringing targeted therapeutics into pediatric
cancer care can be tricky, says Daniel Benedetti, MD,
assistant professor of Pediatrics in the Division of
Hematology and Oncology at Monroe Carell.

“We've had far more limited uses of targeted ther-
apies in pediatric cancer than our colleagues in adult
oncology, which reflects the fact that we are very suc-
cessful at curing childhood cancer,” Benedetti says.
“We cure about 85% of all kids who are diagnosed with
cancer, and that’s almost exclusively with traditional
chemotherapy, radiation and surgery. How do we jus-
tify not giving them the standard treatment to give
them a targeted therapy that might be as effective, but
we haven’t proven that yet?”
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To test the effectiveness of new targeted treat-
ments, clinical trials usually try them first in patients
who have no further curative options. If the treatments
are effective for these patients, then they might be used
in a trial of initial relapse, or perhaps as an addition to
the standard treatment, Benedetti says.

“It takes a stepwise, iterative process, and because
childhood cancer is rare, it can take five years to run a
trial and another five to get results. So, we're moving at
slow paces because we have to figure out how to justify
using these new drugs when other treatments are so ef-
fective,” he says.

For some diagnoses, though, targeted therapies
have already changed the treatment landscape,
Benedetti says.

One is infantile fibrosarcoma, a fast-growing can-
cer of connective tissue that occurs in infants and
young children. The cancer cells usually have a genetic
change that is shared by other adult cancers — a chro-
mosomal rearrangement that activates a certain signal-
ing protein. An inhibitor of this activated protein,
called larotrectinib, was effective in treating multiple
types of cancer with the chromosomal rearrangement.

“This drug has really changed the treatment of in-
fantile fibrosarcoma and any cancer with that genetic
change,” Benedetti says. “It’s a small group of patients,
but it’s a huge impact. And hopefully, over time, we’ll
be able to figure out other places where similar stories
can occur.”

Personalized care for patients
with neuroblastoma

Benedetti hopes a cancer that will benefit from tar-
geted treatments is neuroblastoma, which develops
from immature nerve cells called neuroblasts. It often
starts in the adrenal glands but can form in other areas
of the abdomen, chest or neck.

Usually diagnosed in children younger than 5, neu-
roblastoma is the most common solid tumor in chil-
dren, other than brain tumors as a group. It makes up
about 8% of childhood cancer, but accounts for a dis-
proportionate percent of deaths from cancer, about
15%, Benedetti says.

Neuroblastoma is a very heterogeneous disease.
Some children need no treatment, and the tumor will
regress on its own, while others require only surgery or
some chemotherapy. But about half of patients with
neuroblastoma have high-risk disease that may have al-
ready spread throughout the body. And even with
about 18 months of intensive treatment that includes
chemotherapy, surgery, autologous stem cell transplant
(cells from the patient), radiation therapy and im-
munotherapy, only half of these patients will be cured.

“Sometimes I sit down with families and say, “Your
child has a cancer called neuroblastoma, and we don’t
need to do anything about it,” and other times I have to
say, "Your child has a cancer called neuroblastoma;

Five-year
survival rates
for childhood

cancer

5

1950s
10% survival

1970s
58% survival
(ages 1-14 years)

68% survival
(ages 15-19 years)

Late 1990s
80% (ages 1-19 years)

Present
85% survival

Sources: National Institutes of
Health; National Cancer Institute
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we're going to throw the kitchen sink of every possible
cancer treatment at it, and we still may not be able to
make it go away,” Benedetti says. “It’s an important set

of conversations with families around the idea that can-

cer can mean a lot of different things.”
Over the last 30 years, clinical trials have made it
possible to determine risk categories and personalize

care for patients with neuroblastoma based on factors
including their age, the stage of the cancer and the can-
cer’s biology and genetics. Current trials are testing tar-
geted treatments in patients with high-risk
neuroblastoma.

“Our outcomes for neuroblastoma are not as good
as most pediatric cancers, and so it’s a disease where
we're trying to bring new therapies in as early as we
can, once there’s scientific rationale for doing so, and
hoping that it will allow us to catch up with other dis-
eases,” Benedetti says.

Two targeted treatments being tested are ALK in-
hibitors (the ALK gene is mutated in about 15% of neu-
roblastoma tumors) and a highly radioactive form of the
molecule MIBG. Because of its chemical structure, MIBG
is absorbed by most neuroblastoma cells, and a less ra-
dioactive form of MIBG is used in diagnostic imaging for

Cora Devar, 4
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neuroblastoma. Both ALK inhibitors and radioactive
MIBG have been used in patients with recurrent neuro-
blastoma and no other treatment options.

“This cancer is even more challenging to treat if it
comes back, so we need to try and figure out if these
treatments make a difference if we give them earlier,”
Benedetti says.

'There is hope’

Cora Devar is a curly-haired 4-year-old who likes
to snuggle her family’s pets, help plant flowers and play
basketball with her older brother at their Kingston
Springs, Tennessee, home.

Her mother, Chelsea Devar, recounts the grueling
treatment Cora had for aggressive neuroblastoma that
started in the summer of 2020. Cora seemed to be con-
stantly sick with fevers, and then her parents noticed a
swollen lymph node in her neck.

“Her pediatrician sent us to Monroe Carell, and it
wasn’t long before all the scans and a biopsy confirmed
that it was neuroblastoma,” Devar says. Cora started
treatment just before her second birthday in July 2020.
She suffered septic shock after the fourth and fifth
rounds of chemotherapy and had to be resuscitated
after having a cardiac arrest in the emergency room.
Fortunately, she did not have any neurological damage,
Devar says.

Genetic testing of Cora’s tumor revealed that it
had a mutation in the ALK gene, and her parents did
not hesitate to enroll her in the clinical trial that added
the ALK inhibitor crizotinib to her treatment.

“We were willing to do anything, and we trusted
the doctors,” Devar said. “Our feeling was that we
were already facing the worst thing with her diagnosis
and that we would try anything that might help.”

Benedetti says, “If the tumor cells are driven by a
genetic change in ALK, we hope that an ALK inhibitor
will improve the sensitivity to chemotherapy and the
overall response. It will take us another five years or
more to learn and prove whether it makes a difference,
but in my patients so far, we've at least seen some en-
couraging responses.”

Patients whose tumors do not have the ALK gene
mutation — but whose tumors do take up MIBG —
may enroll in a trial of radioactive MIBG as a treatment
option, with half of the patients who enroll being ran-
domized to receive the therapy in addition to the stan-
dard treatments. Radioactive MIBG delivers radiation
directly to the neuroblastoma tumor cells.

Monroe Carell is one of about 20 centers — and
the only children’s hospital in Tennessee — with a spe-
cial lead-lined treatment room where radioactive MIBG
can be used.

Connor Stamey, 4, received radioactive MIBG as
part of his treatment for high-risk neuroblastoma that
was diagnosed in August 2020, when he was one
month shy of turning 2. Connor ran a low-grade fever
for almost two weeks that summer, and his mother,
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Connor Stamey, 4
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“We were thankful with Connor’s disease that he

Heather, repeatedly took him to the family’s pediatric
practice in Kingsport, Tennessee.

“I knew something wasn’t right with Connor,” she
says, remembering that he had stopped walking and
wouldn’t let her put him down.

Ultimately, he was admitted to a regional chil-
dren’s hospital, where he was diagnosed with juvenile
idiopathic arthritis — a diagnosis that brought the fam-
ily to Monroe Carell for an appointment with a pedi-
atric rheumatologist.

“The rheumatologist examined Connor, looked at
me, and said, T don’t think this is JIA. Do you mind if I
admit him to the hospital?”” Stamey recalls. “That was
a Monday, and by the end of the week he’d had a
tumor biopsy and bone marrow biopsy and was start-

These advances in
pediatric cancer
research and treatment
options at Monroe Carell
are possible thanks to
many generous families,
individuals and
businesses within our
community of support.
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ing treatment. We felt like maybe he was misdiagnosed
for a reason, that God had led us to Monroe Carell.”

For the radioactive MIBG therapy, Connor was se-
dated and treated in the lead-lined room, with his par-
ents in a room next door, connected by video and
audio and with very limited access to Connor during
the four-day treatment.

“Connor did really great; it was much harder on us
than on him,” Stamey says. “It was honestly one of the
easiest treatments that he went through, with almost
no side effects. We were thankful with Connor’s dis-
ease that he was randomized to get that additional
therapy to hopefully knock it out for good.”

An MIBG scan after the treatment showed that
Connor had little or no disease before he completed
stem cell transplants, radiation, and finally, im-
munotherapy.

“MIBG may have been the kicker that got him into
remission,” Stamey says.

Both Devar and Stamey praised the nurses and
care their children received at Monroe Carell.

“The nurses would sit and play with Cora and kind
of tell us to take a break,” Devar says. “They took really
good care of her, and the doctors were great. It was
easy to try to stay positive with the team that we had.”

Stamey agrees. “We couldn’t have done it without
the nurses on the sixth floor,” she says. “They were so
supportive, and when Connor felt like it, they would
play, play, play with him.

“When we started fighting this nasty disease, we
wondered if we’d ever make it to the end, or what the
end would look like. Connor is out in the yard playing
right now, running around and having fun. There is

hope.” W

Comprehensive care for

patients with VHL

Von Hippel-Lindau (VHL) syndrome
is a rare genetic disorder that causes
tumors and cysts and predisposes pa-
tients to developing kidney and pancre-
atic cancer.

"Although it's rare to see VHL-asso-
ciated cancer in children, it's important
to be monitoring them and to pick up
cancer at the earliest possible stage,’
says Debra Friedman, MD, MS, director
of the Division of Pediatric Hematology
and Oncology at Monroe Carell Jr. Chil-
dren’s Hospital at Vanderbilt and holder
of the E. Bronson Ingram Chair in Pedi-
atric Oncology. “Children are at risk for
a variety of nonmalignant tumors, which
can have very serious consequences,
particularly if they go undiagnosed”

Benign tumors of the adrenal gland
can cause life-threatening high blood
pressure and stroke; tumors of the brain
and spinal cord can impact function;
and tumors in the eye can cause blind-
ness, she notes.

Ysa Engel was a freshman in high
school in the fall of 2019 when a rou-
tine eye exam revealed a tiny spot in
her eye — possibly a birthmark, the eye
doctor said. Further evaluation by a
retina specialist and then multiple imag-
ing studies showed that Ysa had several
tumors in her eye, a brain stem tumor
and pancreatic cysts. Genetic testing
confirmed that Ysa has a genetic muta-

tion that causes VHL; her parents and
younger brother are not affected. About
20% of patients who have VHL have a
de novo (spontaneous) gene mutation.

The Engel family lived in Las Vegas
at the time, and Ysa saw the only pedi-
atric neurosurgeon in the area, who told
them that he didn't know how to handle
the brain stem tumor and wouldn't op-
erate.

“We were like, 'Really? So, | have a
brain tumor and there's nobody in this
city who can help me! That was hard to
hear says Ysa, now 18.

The family connected with the VHL
Alliance, an advocacy organization that
promotes research, education and sup-
port for those with VHL, which helped
them locate a treatment center in
Scottsdale, Arizona. Ysa received care
there, including the successful removal
of her eye tumors, until the family moved
to Canton, Georgia, in 2021, both to be
part of a family business and to come to
Monroe Carell for Ysa's care.

Vanderbilt University Medical Cen-
ter is the only VHL Alliance-designated
Comprehensive Clinical Care Centerin
Tennessee, offering care to both pedi-
atric and adult patients with VHL.

“Now | have a team of doctors who
all talk to each other about my specific
case and also work with all the other
VHL patients,” Ysa says.

Ysa has been taking a targeted
therapy for the brain stem tumor, but if
she needs surgery, she feels confident in
the care of pediatric neurosurgeon
Michael Dewan, MD.

“He has operated on patients with
VHL with the same type of tumor, and
that gives me a lot of comfort,” she says.

Ysa's family is working to promote
awareness of VHL and be an example
that “many people are fighting a silent
battle that we know nothing about or
cannot see,” says her mother, Amanda.
Her father, William, is serving on the
VHL Alliance board of directors and
hopes to increase screening for VHL.

“Ysa's condition was caughtin a
routine eye exam; this is something that
ophthalmologists and optometrists
should be aware of” he says.

For her part, Ysa exercises every
day, creates art, works with the family
business, and graduated from high
school with high honors, credits from
dual enrollment and an academic schol-
arship for college.

‘I have VHL; it doesn't have me,” Ysa
says. “It has taught me to see things
through a different lens, to be more em-
pathetic. | wake up and try to enjoy
every day and appreciate the body that
| have, even if it's really good at making
tumors”
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Chords
of Hope

Personalized care for children and
adolescents with seizures

STORY BY JILL CLENDENING
PHOTOS BY ERIN O. SMITH

Anna Grace Stephents, 18, calls the instant
she met epilepsy specialist Shilpa Reddy, MD,
MMHC, a “miracle moment.”

“The doctors at Vanderbilt got my
seizures to stop when they had been uncon-
trolled for days,” said Anna Grace. “Then [ was
admitted to the EMU [Epilepsy Monitoring
Unit] for the first time so they could start figur-
ing out where my seizures were coming from.”

Reddy, assistant professor of Pediatrics,
is director of the Pediatric Epilepsy Monitor-
ing Unit at Monroe Carell Jr. Children’s Hos-
pital at Vanderbilt.

“I remember when Dr. Reddy walked
into the hospital room and asked if she could
help us,” said her mother, Leigh Ann Stephens.
“I tear up every time I think about it.”

When Reddy met the Stephens family,
Anna Grace had been transported by ambu-
lance from another hospital after she had
been unsuccessfully treated for seizures that
continued for three days.

Anna Grace needed a higher level of
care, and the Pediatric Epilepsy Program at
Monroe Carell is accredited by the National
Association of Epilepsy Centers (NAEC) as a
level 4 epilepsy center, which means it offers
the professional expertise and facilities to
provide the highest level of medical and sur-
gical evaluation and treatment for patients
with complex epilepsy, including inpatient
video-EEG monitoring to evaluate children
for epilepsy.

U.S. News & World Report consistently
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ranks Monroe Carell as a top provider of pe-
diatric neurology care.

“As part of our pediatric epilepsy pro-
gram, we treat patients who need evaluation
for possible seizures and patients with
known seizures, whether it be new onset
epilepsy or difficult-to-treat genetic epilepsy
syndromes,” said Reddy. “We see patients
with epilepsy who may be good candidates
for different therapies and treatments, in-
cluding new medications, the ketogenic diet
and surgery. We're a full-service, compre-
hensive program.”

Epilepsy, which affects about 6 in 1,000
children, is a neurological disorder defined as
recurrent, unprovoked seizures. During an
epileptic seizure, many neurons in the brain
fire or signal at the same time and much faster
than normal. This surge of excessive electrical
activity causes involuntary movements, sensa-
tions, emotions and behaviors, and the distur-
bance of normal neuronal activity can cause
loss of awareness or responsiveness.

Members of the pediatric epilepsy team
at Monroe Carell also have specialization in
treating other disorders often associated with
epilepsy. For example, patients with genetic
disorders, such as tuberous sclerosis, Rett syn-
drome and Angelman syndrome, are at high
risk of developing epilepsy, and epileptologists
run multidisciplinary clinics for each of these
disorders. The team even meets with expec-
tant mothers at The Reed Family Maternal
Fetal Clinic at Vanderbilt if their unborn chil-

dren have been diagnosed with a brain mal-
formation, which can result in epilepsy.

“Ilet the family lead a lot of conversa-
tions, and my style of practicing medicine is
very team based,” Reddy said. “My No. 1
question — whether we’re treating a child’s
epilepsy with medication or diet or doing sur-
gery — is, ‘What is important to your child
and your family? How do we optimize your
child’s quality of life without compromising
other things?’ That’s going to look different
for every single patient, depending on their
age, their development, the reason for their
epilepsy and, of course, the family’s situation.
There’s never one right way to do things, and
I like to always give families options and ac-
cess to my thought process.”

When Anna Grace arrived at Monroe



Carell, she was in a debilitating medical state
known as status epilepticus, in which a per-
son experiences a continuous, unremitting
seizure or rapidly recurring seizures. If unre-

solved, it can be life threatening, with an esti-

mated mortality of about 20%.

Before this crisis, Anna Grace had expe-
rienced epileptic seizures for two years. Her
mother said from the moment of her daugh-
ter’s first seizure, their family was trans-
formed forever.

“She fell down and started convulsing,”
she said. “We took her to the emergency
room at our local hospital. She was having
an EEG and had another seizure while being
monitored. She was diagnosed with epilepsy
that day. I knew nothing about epilepsy at
that point.”

Seizures are divided into four big cate-
gories: focal, generalized, focal and general-
ized combined, and unknown. More than 30
types of seizures within these categories have
been identified by epilepsy specialists. Focal
seizures originate in one part of the brain,
and about 60% of people with epilepsy have
these type of seizures. Generalized seizures
occur when abnormal neuronal activity hap-
pens on both sides of the brain at the same
time. Some people have seizures that begin as
focal but then spread throughout the brain.

Anna Grace’s first recognized epilepsy
eventatage 11 wasa tonic-clonic seizure, once
called a grand mal seizure. These seizures
cause a combination of symptoms, including
stiffening of the body, rthythmic jerking of the
limbs, and loss of consciousness.

Better-contr
Grace Step
she loves like p

“We see patients with
epilepsy who may be
good candidates for
different therapies and
treatments, including
new medications, the
ketogenic diet and sur-
gery. We're a full-ser-
vice, comprehensive
program.”
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Though she’d always excelled in academics, her
seizures and the intense fatigue that followed them
caused Anna Grace to begin struggling in sixth grade.
Anti-seizure medications, prescribed one after another,
weren't working well and often had extreme side ef-
fects. One medication caused her to rage and scream
uncontrollably at others with no warning. Another
caused continual hunger, while one caused significant
cognitive issues.

“With all the drug side effects, my quality of life was-
n’t even worth it,” Anna Grace said. “It was either seizures
or no quality of life. There was no middle ground.”

Leigh Ann Stephens was earning a bachelor’s de-
gree in psychology and a master’s degree in social work
when they began traveling three hours from East Ten-
nessee to Nashville for Anna Grace’s care. The death of
Leigh Ann'’s father during this time made life even
more sad and stressful. Leigh Ann’s mother, Susan
Conners, is a registered nurse, and she chose to retire
so she could stay with Anna Grace. School lessons were
soon being done at home.

After a high-fat, low-carbohydrate, modified-Atkins
diet proved unsuccessful, the Stephens family met an-
other member of the pediatric epilepsy team, Robert
Naftel, MD, a pediatric neurosurgeon. With surgery, the
area of the brain where seizures begin can be removed
or the seizure communication pathway can be disrupted
to limit the spread of seizures to other areas of the brain.

For Anna Grace, an invasive diagnostic procedure,
stereoelectroencephalography (SEEG), was needed to
plan the surgery. With SEEG, electrodes were im-
planted directly into Anna Grace’s brain so the medical
team could create a detailed map of where the seizure
starts and spreads. After the seizure focus was identi-
fied, the epileptologists methodically tested that area to
make sure it did not control any important functions
such as movement, talking or vision.

The SEEG revealed a large portion of Anna
Grace’s right frontal lobe was the origin of her
seizures, and surgery was scheduled in March 2017.

“Ileaned into my faith, and I relied on prayer,”
Leigh Ann Stephens said. “We felt confident in the
medical team, and we all had a kind of peace about it.”

Anna Grace was understandably conflicted. She
wanted relief from the seizures, but she also feared los-
ing facets of her life that gave her great joy. A very rare
potential complication, based on the area of brain that
was targeted for removal, was weakness or paralysis on
her left side.

“I'm a music kid,” Anna Grace said. “T've been
playing the piano since second grade. I thought, “You
might take that away from me? Excuse me?””

The surgery was successful, revealing a structural
brain abnormality (focal cortical dysplasia, a group of
disorganized neurons) as the cause for her epilepsy. For
the next two years, Anna Grace had physical therapy
and speech therapy sessions to rebuild her strength and
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function. And she had no seizures for three years. Then,
in June 2020, her seizures made an unwelcome return.

“Out of nowhere, I fell, hit my head on the brick
hearth and was bleeding everywhere,” Anna Grace
said. “I was on the floor, and I thought, “Wow, I haven't
done this in a hot minute!™”

The family returned to Monroe Carell to find out
why the seizures were happening again.

“Over time, because her epilepsy had been long-
standing, her brain created new networks or there were
existing networks that were unmasked over time,”
Reddy said. “So, she had a recurrence of her seizures.”

The team then recommended implantation of a
device called a vagus nerve stimulator, which sends
electrical impulses up the vagus nerve into the brain to
alter brain activity. The device proved to be only mod-
erately successful.

“Epilepsy is hard and unpredictable, and through it
all, it is important to focus on quality of life and what
will best help the patient and their family live their best
life,” Reddy said. “Working together by trying new
medications, considering new procedures, and forming
relationships is a vital part of treating epilepsy.”

The Stephenses have decided to hold off on any
other procedures, hoping to wait until Anna Grace’s

Top: Anne Grace Stephens’
service dog, Sully, is trained
to detect when she is having
a seizure.

Bottom: Anna Grace and her
mom, Leigh Ann, left, travel
from Knoxville, Tennessee, to
Nashuville for epilepsy care.




brain fully matures at age 25 to see what her new nor-
mal looks like then. In the meantime, she takes anti-
seizure medication and is under the watchful eye of a
new member of the family, her seizure-response serv-
ice dog, a 50-pound Pyradoodle named Sully.

When Sully spots behavior that signals a seizure,
he barks frantically and loudly to alert others. During a
seizure, and as it subsides, Sully comforts Anna Grace
and often licks her to help her return to awareness. The
family credits Sully for saving her life on more than one
occasion.

Anna Grace’s seizures have been less frequent than
before she had surgery, when she was experiencing up
to multiple seizures a day. She currently has “small”

seizures which cause her to stare blankly into space for
short periods as well as tonic-clonic seizures that usu-
ally occur about three to six months apart. In recent
months, she’s had a tonic-clonic seizure once a month,
which Leigh Ann attributes to some added stress.

The family still walks on eggshells, dreading the
next seizure. But many days are also filled with plan-
ning for exciting, future milestones.

Anna Grace plans to attend college near her home,
with the goal of earning a PhD in English and becom-
ing a college professor. She also wants to write a book,
possibly about her experiences with epilepsy.

“I mean, I'm 18, and I could probably write a
pretty large autobiography at this point,” she said. W

MONROE CARELL’S EPILEPSY MONITORING UNIT
CHARTS THE WAY FORWARD FOR PATIENTS
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There’s a button in the
Epilepsy Monitoring Unit (EMU)
at Monroe Carell Jr. Children’s
Hospital at Vanderbilt that’s far
more important than the room’s
television remote. It’s called the
event button.

Pediatric patients as young
as infants with known or sus-
pected seizures come to the six-
bed specialized unit on the
seventh floor of the hospital.
There, their brain activity and
seizures are monitored 24 hours
a day by electroencephalogram
(EEG), a recording of the brain’s
electrical activity, and by video
and audio captured in the room.

Monroe Carell is the only
facility in Middle Tennessee
with video-EEG monitoring for
the evaluation of children for
epilepsy.

Tiffany Porter, CNCT, su-
pervisor of the Pediatric Neuro-
diagnostic Lab at Monroe
Carell, is the first person fami-
lies talk to when they're re-
ferred to the EMU. Ina
pre-EMU-visit meeting, she
talks them through the moni-
toring process, answers ques-
tions and tries to calm any
anxiety they might have.

In the first quarter of 2023,
around 150 patients had been

admitted to the EMU, and typi-
cally 650 patients are seen
there annually, so it’s a busy
space.

“I reassure them that we
have some of the best physi-
cians in the world who will be
taking care of their children,
and that they have great techs
to make sure the monitoring is
very precise,” Porter said. “Our
nurses on the unit are awe-
some, and we get help from a
child life specialist who talks to
the family to see if there’s any-
thing they can do to help make
the visits nicer for the patient.”

Patients have electrodes
placed on their heads and don’t
leave their private room during
their stay, which can be just 24
hours or a week or more, de-
pending on the complexity and
frequency of their seizures. If
patients have been taking anti-
seizure medication at home, the
medication is decreased or
stopped to allow seizures in the
safe setting of the EMU.

Child life specialist Mered-
ith George, MEd, CCLS, works
with the EMU team to create in-
formational packets for families
to have in the room, and she’s
at the ready to supply games,
toys, and support that will help

children of all developmental
ages and behavioral needs get
through the process of EEG
placement.

A parent or guardian is
required to be their constant
companion, and meals and a
sleeping space are provided.
They keep a watchful eye on the
child, and if behavior that sig-
nals a typical event begins, they
push the event button. This sets
off a well-rehearsed response.

Neurodiagnostic techni-
cians who monitor around the
clock are already watching the
child’s EEG record remotely,
and they mark concerning pa-
tient movements as they occur.
These technicians also ensure
the patient’s movements are
clearly visible on video. The
adult caregiver has instructions
to uncover the child if they’re in
bed and to step back so the
camera view is unobstructed.

Should a seizure occur, a
nurse experienced in caring for
children experiencing seizures
responds quickly, checks their
vital signs and asks the child, if
they are verbal, questions, such
as “What is your name?” and
“Do you know where you are?”

The EEG detects abnormal
electrical discharges in the

brain such as sharp or spike
waves, typically seen in people
with epilepsy. The EEG data,
along with the video and audio
of the event, help diagnose or
rule out epilepsy and determine
the next steps of treatment.
Recording seizures on EEG al-
lows neurologists to better clas-
sify seizures and pinpoint their
origin in the brain.

The multidisciplinary pedi-
atric epilepsy team at Monroe
Carell, which includes epilepsy
specialists (epileptologists), a
neurosurgeon, neuropsycholo-
gists, neuroradiologists and an
imaging phuysicist, review the
data from the EEG and other
testing to determine a custom
care plan for the child. That plan
might include additional testing,
a recommendation for surgery, a
change in medication or even
diet therapy.

Patient Anna Grace
Stephens has had several stays
at the EMU, beginning in 2016.
One of Stephens’ visits coin-
cided with her birthday, so her
mother and grandmother deco-
rated the room in a Paris theme,
and a nonstop parade of Ameri-
can Girl dolls and accessories
helped ease her stay.

- by Jill Clendening
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faces of hope

MEET THE PEOPLE WHO BRING HOPE TO FAMILIES EVERY DAY

Monroe Carell Jr. Children’s Hospital at Vanderbilt
delivers high-quality care, creates a welcoming environment
for parents and children, and serves as a resource for the
surrounding community. None of these things would be possible
without the people who make up Monroe Carell — from the
physicians and nurses who provide care for sick children to child
life specialists, social workers, pharmacists and more.

This wide array of expertise means Monroe Carell is equipped
to handle any issue a child may face — no matter how complex.
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STORIES BY DANNY BONVISSUTO

Dontal Johnson, MD

COMMUNITY PEDIATRICIAN

D ontal Johnson, MD, assistant
professor of Pediatrics at
Meharry Medical College and pe-
diatrician at the Meharry Pedi-
atrics Clinic, gives the same
answer to everyone who asks how
he’s doing.

“I'm just living the dream.”

“Every day I go to work and
do exactly what I'm supposed to
be doing,” he said. "And every day
I go home feeling like I made a dif-
ference, whether it’s big or small;
whether I saw one patient or 10;
whether I taught one medical stu-
dent or 120 medical students or
someone who wishes they were a
medical student.”

A self-proclaimed “Okie from
Muskogee,” Johnson moved from
Oklahoma to Dallas at a young
age and considers Texas home. He
met his wife, Erica, during his un-
dergrad years at Texas Tech Uni-
versity, got his medical degree at
Meharry, did his pediatric resi-
dency at Vanderbilt, and inter-
viewed at Meharry before
graduation, even though he knew
the one open position in pediatrics
had been filled.

“My mentor, Dr. (Xylina) D.
Bean, said, T can’t hire you, but I'll
interview you,”” Johnson said. “A
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month went by and she called me:
The other candidate had fallen
through, and I got the position.”

Johnson’s love of children was
born in the church where his
mother oversaw the children’s
ministry, and it grew in high
school when he had the opportu-
nity to shadow a family medicine
physician.

“My favorite parts were the
visits with kids,” he said. “I real-
ized I could go to work and play
with kids for a living. Be there
when they’re born. See them grow:.
I could not imagine a better job.”

When he was a third-year
medical student, Johnson got a
first-hand look at pediatrics from a
parent perspective.

The oldest of his four daugh-
ters had bronchiolitis, a respira-
tory infection, and was admitted
to Monroe Carell Jr. Children’s
Hospital at Vanderbilt.

“It got really scary. She was in
the emergency department, and
they were going to intubate her,
but thankfully she went to the
PICU to get oxygen instead,”
Johnson said. “I got to be a parent
and understand what happens
when you are completely and to-
tally at the mercy of the pediatri-
cians and specialists. They were on
our side, battling for our daughter

i and also putting up with our crazi-
i ness — because you get a little

crazy when your child’s life is on
the line.”

Johnson has been “living the
dream” for six years. The people
who trained him are now his col-
leagues and he sees himself in the
students he teaches.

“I feel like I'm stealing money
most days,” Johnson jokes. “I
work hard — I do. But I'd do it for
alot less or just enough to get by. I
get the privilege of being a pedia-
trician and professor every day.
And I get to do it with patients
and students who look like me
and come from similar back-

i grounds.”
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“I realized | could
go to work and
play with kids for
a living. Be there
when they’re born.
See them grow.
| could not imagine

a better job.”
- DONTAL JOHNSON, MD
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“I hope with the skills
I’ve learned through
my master’s and the
way | interact with
families | can con-
tinue to push the
needle more toward
doing what’s right
for the patient.”

- LYNDY WILCOX, MD, MMHC

faces of hope

MEET THE PEOPLE WHO BRING HOPE TO FAMILIES EVERY DAY

Lyndy Wilcox MD,
MMHC

ASSISTANT PROFESSOR
OF PEDIATRIC
OTOLARYNGOLOGY-HEAD
AND NECK SURGERY/
PEDIATRIC
OTOLARYNGOLOGIST

fter four years at Furman Uni-

versity, medical school and
residency training at Eastern Vir-
ginia, fellowship work at Cincinnati
Children’s Hospital, and three years
at Monroe Carell Jr. Children’s Hos-
pital at Vanderbilt as a pediatric oto-
laryngologist and assistant
professor, Lyndy Wilcox, MD, went
back to school.

“The patient care is exactly

what I wanted it to be, but the way
we do it could be better,” said
Wilcox, who finished the 13-month
Master of Management in Health
Care program at Vanderbilt Univer-
sity’s Owen Graduate School of
Management in fall 2022. “Just
coming into my practice, I had
ideas to make a difference for my-
self, my partners and patients, but
to really effect change, I had to be
able to speak the language that
other health care workers and ad-
ministration could understand. We
really don’t get any of that training
in medical school.

“T hope with the skills I've
learned through my master’s and
the way I interact with families I
can continue to push the needle
more toward doing what’s right for
the patient.”

Born and raised in Virginia
Beach, Virginia, Wilcox chose oto-

————

laryngology for its intricate and in-
teresting anatomy, mix of medical
and surgical management, and the
profound effect it has on children
and their families.

“There are so many things you
can do within otolaryngology,” said
Wilcox, whose areas of expertise in-
clude breathing and voice disorders,
thyroid surgery, and pediatric air-
way reconstruction. “It’s a lot of
quality-of-life improvement that im-
pacts how they breathe, how they
talk, and how they interact with the
world. It can change the trajectory
of their lives.”

When she’s not in the hospital
or the classroom, Wilcox spends
time in the pool with her husband
and dogs, Yeti, a Labrador retriever,
and Vesper, a golden retriever, and
takes group exercise classes at the
YMCA with colleagues. A softball
player from childhood through col-
lege, she’s trying to build a depart-
mental team but hasn’t had any
takers yet. Wilcox will make it hap-
pen eventually: People tend to lead
where she follows.

As a first-generation college
graduate and the first doctor in her
family, Wilcox is also inspiring a fu-
ture generation of doctors.

“T'had one patient with papil-
lary thyroid carcinoma, a thyroid
cancer. She needed a total thy-
roidectomy and bilateral neck re-
sections. It’s a big surgery, with an
incision that went from ear to ear,”
said Wilcox, who sees patients at
Monroe Carell’s main campus and
the Murfreesboro and Spring Hill
locations. “She was so resilient.
Children bounce back from things
and don’t ask, "‘Why me?” Her mom
told me that, at home, she played
with her brother and pretended to
be Dr. Wilcox. That said so much
about how she views health care
and how she views me.” ™
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Work with purpose

Caring for the hospital’s environment where children
heal mentally and physically

STORY BY RAY VAUGHNS JR.
PHOTO BY ERIN O. SMITH

t's been 10 years since I began working at Monroe Carell Jr. Children’s Hospital at
Vanderbilt. I remember vividly my first day of work as an environmental services technician,
unaware of all that the job would entail. I recall standing in the front of the hospital, a huge
building next to large red paper dolls, and thinking it is such a beautiful place. I admired the
statue in the front of the building of children playing “Ring around the Rosie.”

Ilearned quickly that inside was just as beautiful with so many bright shapes and colors.
More importantly, I learned how many people at Monroe Carell play vital roles in taking care
of children. It takes a village. We are all part of the health care team.

The people here are all amazing. My heart goes out to all the little patients who would
rather be home playing than in the hospital, but I know the staft does its very best to make the
stay bearable.

Through my work over the years, I've met so many children who serve as reminders that
our work in the Environmental Services Department is important. Every day, staff from the
102-member team spread out across the hospital with one goal: to keep clean the environment
where children need to heal mentally and physically and to keep infection rates down. We are a
unified team all dressed in the same maroon uniform with the same purpose. I love what I do.
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Environmental Services handles all
cleaning of every patient hospital room, an-
cillary, staffing and public areas and is respon-
sible for deep cleaning the clinic floors in the
Doctors’ Office Tower. We handle one-on-
one communication with the patients’ family
members to facilitate room cleanings. We
also have floor technicians that perform the
deep cleaning and maintenance of tile, rub-
ber and carpet floors. There are many steps,
procedures and processes I follow to keep in-
fection rates down.

I carry out these tasks because I know
they help patients like Sara, the sweetest little
girl. I met Sara in my first year of work on
the pediatric cancer unit. A 3-year-old cancer
patient, she was so proud of her bald head.
She captured my heart, always perking up
when I entered her room, eager to tell me
about all the bows she would wear when her
hair grows back. She spent several months in
the hospital, and I got to know her well. Her
mom told me all the time how much she ap-
preciated what I do and how keeping Sara’s
room clean helped ensure she didn’t catch an
infection. That always made me feel good.

One of the last times Sara was in the
hospital, she wrote me a note. It reads,
“Thank you for keeping my room clean, and
most of all, for being my friend. You are the
best. Love, Sara.”

Sara has since passed away, but I keep
her note in my locker. I see it every day. And
each day, I'm once again reminded that it
takes all of us in health care and the commu-
nity to take care of children. I do all I can to
keep every single one of them healthy by
doing my part. We can all do our part.

A\

“Every day, staff from the 102-
member team spread out across
the hospital with one goal: to
keep clean the environment
where children need to heal

mentally and physically and to

keep infection rates down.”
- RAY VAUGHNS JR.
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When Will Terry suffered a scooter accident during a family vacation,

he was diagnosed with a brain bleed and needed surgery. His parents ﬂ

were told he wasn’t expected to live through the night. Upon arrival

back in Nashville, Will was transferred to Monroe Carell Jr. Children’s Monroe Carell Jr. .

.
Hospital at Vanderbilt, where he underwent two additional surgeries. C\'\\deeﬂ‘s Holgp‘tdl
After recovering in the hospital, he was ready for the next step of his at Vanderbilt

healing journey - rehabilitation.

Today, Will is back at home and continues to improve through outpatient therapy. He communicates
through sign language, body language and typing on his tablet, and he loves dinosaurs, elephants

and playing soccer with his friends.

[EIRAEl Help patients like Will today. Visit Give.VanderbiltHealth.org/childrens
iEl or scan the QR code.
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Trusted by parents
throughout the country.

And that’s not something we take lightly.
Bonded by our love of children and medicine,
we are doctors, scientists, nurses and care team
members who partner together to help children
of all ages become authors of powerful stories.

I We make health care personal, and
¢ our story is best told through theirs.
§ Watch them unfold.

Making CL’\MV’@W‘} HCﬂH'lfl Care Personal.
ChildrensHospitalVanderbilt.org




