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March 10, 2026

William Anderson
Office of the General Counsel
Department of Public Health
250 Washington Street, Boston, MA 02108

To Whom It May Concern:

My name is Anna Grantham, and I serve as the Newborn Screening Director at the Hunter’s Hope Foundation.

For nearly 30 years, we have stood beside families whose babies were diagnosed with Krabbe disease after symptoms began. These babies appear healthy at birth but within months, they rapidly lose milestones and experience relentless pain. Those who have heard the piercing, high-pitched cry of a baby with symptomatic Krabbe are forever haunted by it. It reflects the profound neurological suffering these infants endure.

After months of misdiagnoses, parents are told their child will continue to lose every ability — to swallow, cough, speak, smile, and move — and that there is nothing to do but take their baby home and prepare for their funeral. Most untreated children with early-infantile Krabbe disease die before their second birthday, after extraordinary suffering.

This suffering is preventable.

Newborn screening for Krabbe identifies affected babies before symptoms begin, when treatment can still be lifesaving. Children diagnosed and treated early are spared the agony of late diagnosis. They go to school, play with friends and siblings, communicate, and live full and active lives. Newborn screening profoundly improves both survival and quality of life.

In July 2024, the Secretary of Health followed the Advisory Committee on Heritable Disorders in Newborns and Children recommendation to add Krabbe to the RUSP and nineteen states already screen for the disease, with more in progress. These states are successfully identifying affected infants and administering treatment within the first 30 to 40 days of life as recommended and when intervention is most effective. 
Please know, we stand ready to support Massachusetts in any way we can.
We convene the national Krabbe Newborn Screening Council, which has almost 200 members and is open to all state NBS programs and providers. The council is dedicated to sharing best practices for Krabbe screening, follow-up, and treatment. 
No child should endure the agony of Krabbe disease when screening and treatment are available. We urge Massachusetts to begin newborn screening for Krabbe as soon as possible.
Thank you for your time and consideration.
With hope,
Anna Grantham
Newborn Screening Director
Hunter’s Hope Foundation
P.O. Box 643
Orchard Park, NY 14127
anna@huntershope.org 
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