
When Raife started showing symptoms of depression late in his twelfth year, 

his parents, Matt and Heather, assumed this was a reaction to the recent loss of 

Raife’s grandfather whom he described as his “best friend.”  Through the next 

couple of years, Raife continued to withdraw, and his school grades slipped 

lower and lower. He was examined by his pediatrician numerous times and his 

behavior was attributed to “normal” growing pains and teenage hormones. 

He suggested that Raife was showing possible signs of an attention deficit 

disorder and recommended taking him to a therapist for further evaluation.  

Raife spent the next two years with multiple therapists, a psychiatrist and was 

sent to a mental health facility for a week where he continued to be diagnosed 

with ADHD and Bipolar Disorder.  Medications were prescribed but never 

showed signs of working.  In Raife’s 15th year, the school resource officer 

reached out to Matt to let him know that he was observing Raife and noticed 

he was walking through the halls as if he was “drunk.” When questioned, Raife 

said his bookbag was very heavy and it made him unbalanced sometimes.  

In March of 2020, schools and Heather’s workplace closed. During the 

following weeks at home, Heather observed Raife having difficulties problem-

solving, following multi-step directions, forgetting information and uneven 

walking, often up on his toes.  Once school resumed, Raife’s grades continued 

to slip.  He truly believed he was accomplishing tasks and homework, but he 

wasn’t, or he wasn’t fully completing tasks assigned to him. 

A lover of classic cars, Raife was gifted his “dream car” for his 16th birthday. 

He was very excited and so appreciative but, the driving lessons didn’t go 

well. Heather made the decision to change doctors and insist on a referral to a 

neurologist. After an MRI and several tests, Matt and Heather received the MLD 

diagnosis over the phone.  At the second visit with the neurologist, Matt and 

Heather were told Raife would most likely be wheelchair bound by the time he 

was 21.  

Raife lost the ability to walk before his 18th birthday. Before he turned 19, he 

had lost the ability to speak and all motor skills and was declining so quickly, 

Matt and Heather made the decision to enter Raife into Hospice care where he 

was meticulously cared for and made as comfortable as possible. Raife passed 

away at the age of 19 on October 10, 2022.

Matt and Heather still have Raife’s dream car. Rather than parting with it, Matt 

decided to focus on restoring it himself and turning it into an MLD Awareness 

car. Although Raife was never able to see the finished design, Matt and 

Heather are hoping to show it to others while spreading knowledge and 

awareness to those, like them, who have never heard of this devastating 

disease and the impact newborn screening could have had on Raife’s life. To 

Matt and Heather, MLD newborn screening could have meant they could have 

done something different.

Left untreated, many of the conditions eligible for NBS can result in severe 

illness, disability, and often, premature death. Some of the conditions are 

neurodegenerative and rapidly progressing, so time is critical. If a child is not 

screened at birth, diagnosis is often delayed to the point where the child’s 

condition may have rapidly progressed. 

When an intervention is available, we ask that Tennessee add MLD to the 

screening panel through the authority of the NBS advisory committee or through 

legislation.

Timely NBS could ensure that every baby born in the state will be screened for 

this devastating condition – giving residents of the state an opportunity for a 

diagnosis and medical guidance. 

MLD is a very rare, fatal genetic disorder. The incidence of MLD is 

estimated to be 1 in 100,000 births in the U.S. or approximately 30 – 

40 births per year.4 In its most severe and common form, this rapidly 

progressing neurodegenerative disease causes young children to lose 

the ability to walk, talk and interact with the world around them. Sadly, 

about 50% of children with the most severe form of MLD will die within 5 

years of disease onset with palliative care often their only option.

Every year, between the time a 
condition is nominated to RUSP 
and added to the state panel, 

approximately 

78,000
babies born in Tennessee miss the 
opportunity for screening.
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What is MLD?

Saving Children’s Lives in Tennessee through Timely, Equitable Access to 
Newborn Screening 

Newborn screening (NBS) can save lives, but 
only if Tennessee includes all devastating but 
addressable conditions on its state screening 
panel in a timely manner. 

NBS is a simple blood test performed 24 to 48 hours after birth to screen for 

certain rare, genetic, hormone-related, and metabolic conditions that can cause 

serious injury or death but have an approved therapeutic option or viable 

intervention.1 These conditions are not always visible or easily diagnosed. 

The process for adding new conditions to federal and state screening panels 

can be lengthy. Through the Recommended Uniform Screening Panel (RUSP), 

the U.S. Secretary for Health and Human Services (HHS) puts forward a national 

recommendation for conditions that all newborns should be screened for at 

birth. However, each state has the authority to determine what conditions to 

include in their local NBS program. 

On average, it takes 6 years for a condition to move through the federal 

nomination process and, if approved, be included on the RUSP.2 Tennessee 

passed legislation in 2022 that will ensure the list of conditions screened on the 

state panel are identical those on the RUSP beginning in November of 2024, 

which is an important step forward in supporting children and families with 

rare diseases. However, during the years between RUSP nomination and state 

adoption, the more than 47,000 babies born in Tennessee each year miss the 

opportunity for screening, limiting their chances to receive early diagnosis with a 

condition, and in some cases, access to potentially life-saving therapies.3 
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State Resources

• CDC offers funding and assistance through the Newborn Screening Quality Assurance Program (NSQAP). 

• Baby’s First Test provides funding opportunities through grants.  

• American Public Health Laboratories NewSTEPS program provides data, technical assistance, and training. 
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