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LEUKODYSTROPHY & NEWBORN
SCREENING AWARENESS MONTH

MEET EZRA BLACKWELL NBS IN MISSOURI

'Without a transplant, we would
not have heard our son say
“mama,” “dada,” or ask for

“more cheeseburger.”
Ezra excels in school, giggles
with friends, and asks us to
read him his favorite book
about chickens.

We are grateful Missouri

screens for Krabbe disease.'
WHY SCREEN FOR KRABBE?

Ryan and Karlita Blackwell
Ezra's parents

Ezra was born to parents Ryan and Karlita in October 2016. As they were
adjusting to life with a newborn, they received a phone call that would change
everything: Ezra had Krabbe disease. It had been identified through Newborn
Screening. The call was very difficult because the genetic counselor had no
knowledge of Krabbe disease and had no direction to point them toward. It was
a traumatic experience.

While overcome with shock and devastation, Ryan and Karlita were given a

glimpse of hope when they were connected with Dr. Joanne Kurtzberg at Duke WHAT IS KRABBE DISEASE?
University that same evening; she informed them of Ezra's eligibility for

treatment - a stem-cell transplant - because he had been diagnosed early. The

same evening of his diagnosis, they made the decision to travel to Duke for his

life-saving transplant.

Ezra remained at Duke University for the first six months of his life during his
transplant and recovery process. Although he experienced some side effects
from chemotherapy, he thankfully had no major complications. Three of these
months were spent living in the hospital and the remaining three months were
spent as an outpatient. After returning home, they weren't sure what their lives
would look like but knew that Ezra was a fighter. Since then, he has proven that
fact time and time again.

Today, Ezra loves horseback riding, going to the beach, swimming, playing
games, riding his adaptive bike, playing with friends, and his dog, Coco. He loves
attending school and his joy is contagious. He would eat donuts and bacon for
every meal if his parents would allow it. Ezra is thriving.
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In 2020, there were Number

69,285 of conditions

live births in Missouri screened for in Missouri
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https://krabbeconnect.org/glossary/globoid-cell-leukodystrophy/
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RESOURCES

e The Leukodystrophy Newborn Screening Action Network is dedicated to advancing newborn screening for
leukodystrophies and lysosomal storage disorders, supporting newly-diagnosed families, and ensuring
collaboration between all stakeholders. Learn more at https://Idnbs.org/.

e CDC offers funding and assistance through the Newborn Screening Quality Assurance Program (NSQAP). More
information can be found at https://www.cdc.gov/labstandards/nsqap.html.

e Baby's First Test provides funding opportunities through grants. Learn more at
https://www.babysfirsttest.org/newborn-screening/funding-opportunities.

e American Public Health Laboratories NewSTEPS program provides data, technical assistance, and training. Details
at https://www.newsteps.org/.

» KrabbeConnect offers patient support services to help families navigate the burden of Krabbe disease. Learn more
at https://krabbeconnect.org/.

e Hunter's Hope Foundation is a non-profit organization committed to giving hope through education, awareness,
research, and family care for all leukodystrophies. Learn more at https://www.huntershope.org/ .
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https://www.marchofdimes.org/peristats/data?reg=42&top=2&stop=10&slev=4&obj=3&sreg=49&creg

