Good morning and thank you for the opportunity to testify.
In the fall of 2020, newborn screening saved my son’s life.
Through newborn screening (a pilot at the time), my son was diagnosed at birth with x-linked adrenoleukodystrophy, or ALD before symptoms appeared. That early result soon revealed he had adrenal insufficiency, a life-threatening condition that can cause sudden adrenal crisis or death if untreated. Because we knew early, we were able to monitor him closely and begin life-saving medication before an emergency ever occurred. We continue to monitor him for cerebral disease, the deadliest symptom of ALD. If a brain lesion appears, we will know it early and treat him before it is too late.
As the Program Director for the center for rare neurological diseases at Massachusetts General Hospital and a member of the Massachusetts Newborn Screening Advisory Committee, I hear from families whose children were diagnosed too late: after irreversible neurological damage, emergency hospitalizations, or death in many cases. The difference between those outcomes and my son’s is not luck. It is early detection.
Newborn screening also has benefits that extend beyond the individual child. A newborn diagnosis triggers cascade family testing, identifying other at-risk relatives who may be affected but unaware. One screened newborn can prevent multiple medical crises across one family.
I participate in the committee’s rigorous, evidence-based evaluation of proposed conditions, including clinical benefits, risk, feasibility, and system readiness. This is a careful process, and it works.
For that reason, I urge the Legislature to swiftly accept all amendments and newly recommended diseases put forward by this committee and move them to mandated screening. Delay has real consequences, and those consequences are carried by infants who do not get a second chance. 
Newborn screening is one of the most effective public health interventions we have. My son is living proof.
Thank you.
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