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KRABBE DISEASE IN ILLINOIS

LEUKODYSTROPHY & NEWBORN
SCREENING AWARENESS MONTH

MEET GRAHAM CANNON NBS IN ILLINOIS

"Newborn Screening is vital.
There is no other option
than to give every family
the information early on,

which allowed us to seek and
then execute a life-saving

treatment for our beautiful
child, Graham.”

X WHY SCREEN FOR KRABBE?
Elisa Cannon

Graham's Mother

Elisa and Derek were delighted to welcome Graham into their family in 2018.
Not long after he was born, they received a call from his pediatrician about his
Newborn Screening results. The pediatrician said that Graham was positive for
Krabbe disease. Their new bundle of joy was scheduled an appointment with a
geneticist that same week. Because Graham was born in lllinois, he was
screened for Krabbe disease at birth - most states are not yet screening for it.
There was some uncertainty from the geneticist as to what the next steps would
be, so Elisa and Derek learned as much as they could on their own while they
waited for the genetic confirmation and prepared to head to Pittsburgh for an WHAT IS KRABBE DISEASE?
evaluation with Dr. Maria Escolar. They were relieved to be under her care as
she made the unknown aspects of the disease a little clearer.

Graham received a life-saving stem-cell transplant at the Children’s Hospital of
Pittsburgh and now loves playing outside, swimming, driving his jeep, making
cookies, going to school, and playing with his brother. He loves going to school
and enjoys his therapies (physical, occupational, and speech). When it's nice
outside, Graham loves going to local parks where he can swing, go down slides,
climb rock walls, and tries to avoid falling in “hot lava.”

Their journey continues to be difficult even though Graham has done amazing
every step of the way. Elisa and Derek believe that Newborn Screening for
Krabbe disease is vital: “There is no other option than to give every family the
information early on which allowed us to seek and then execute a life-saving
treatment for our beautiful child, Graham.”

In 2020, there were : Number :

1 33,298 of conditions

live births in Illinois screened for in lllinois
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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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