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Good morning, my name is Kimberly Place  Our son Freddie was diagnosed with Krabbe disease 28 years ago.  Unfortunately, at the time, there was very little to no effective treatment for Krabbe disease.  
Since his passing we have been involved in research efforts as well as advocates for newborn screening as we have seen successful outcomes over the years.
Freddie spent his life in excruciating pain.  We listened to his cries, relentlessly screaming in pain and it was agonizing that we could not do anything to help him.  Those who have encountered a baby as they become symptomatic with Krabbe Disease are forever haunted by the baby’s high-pitched scream.  It’s unlike any sound that a typical baby would make and indicative of the agony these babies endure.  This is a very painful disease that no child or family need ever have to go through, now that there is a chance at a cure if caught at birth.  
Babies who are diagnosed through newborn screening or a family history can undergo a blood stem cell transplant in the first 30 days of life.  These children’s lives are extended by decades.  They are able to attend school and enjoy life.  As babies, they are not irritable, they are able to gain developmental milestones (social, sitting, standing, communication, etc).  Vision and hearing are improved.   They are able to play, go to school, interact with their families and friends and to enjoy the activities of daily living.  The quality of life for treated children is much better than the alternative. 
The only treatment for Krabbe disease requires early detection at birth in order to prevent further disease progression with irreversible effects followed by death.  100% of babies who are not tested will die without early intervention.
As a parent advocate, I am pleased that MA newborn screening council has taken the very important step to vote to add Krabbe to the MA screening panel.  This is an important step to prevent other families from going through what ours did with Freddie. 
