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KRABBE DISEASE IN OHIO

LEUKODYSTROPHY & NEWBORN
SCREENING AWARENESS MONTH

MEET LENNON FOSTER NBS IN OHIO
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> ; “Krabbe disease Newborn

. Screening is an absolute must.
- - I am so incredibly grateful
| “\ ’ ~ Lennon was born in Ohio.
I cannot imagine being a parent
% to achild with Krabbe disease
who did not have access to early
screening. Our family has the

opportunity to enjoy Lennon for
many years when many don't.”

Brandy Foster WHY SCREEN FOR KRABBE?

Lennon's mom

Brandy Foster will never forget the phone call she received when her daughter,
Lennon, was a few days old - a call that changed everything. A genetic counselor
from Nationwide Children’s Hospital called to tell them that Lennon’s Newborn
Screening had come back with an abnormal result and immediate follow-up
testing was needed. She mentioned that there was a possibility that Lennon had
Early Infantile Krabbe disease and advised them to not use the Internet to learn
more about it.

During the call, Brandy learned that Ohio had only begun screening for Krabbe WHAT IS KRABBE DISEASE?
nine months prior and was the fourth state to do so. Just three days later,

Lennon received a confirmed diagnosis of Krabbe disease, and life-saving

decisions had to be made quickly.

Lennon received a stem-cell transplant at Nationwide Children’s Hospital within
the first weeks of her life. Brandy acknowledges that the transplant process was
challenging but that it was worth it. She urges parents in this situation to
educate themselves and make decisions as quickly as possible because every
second matters.

Today, Lennon is growing and learning; she loves taking walks, driving her car
outside, and watching movies.

¥ In 2020, there were Number

4\ e
129,191 , of conditions
live births in Ohio screened for in OH

7
€> KrabbeConnect

A\ CONNECTING PATIENTS & RESEARCH

*All information in this fact sheet is based on data available before 9.9.2022

P

The Legacy of Angels
FOUNDATION

This project was supported o | DNBS wly )
by the following: F@ RGE TP@/FN % J PassageBio

Life-transforming therapies

BIOLOGICS



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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