SMA

Dear Oregon Leader:

February 22, 2021

As Oregon residen and supporters of Cure SMA, an organization that advocates for individuals
living with spinal muscular atrophy (SMA), we respectfully ask that you act during the 2021
Legislature to ensure that newborn screening of SMA is implemented by January 1, 2022.
We support House Bill 3107 or the addition of newborn screening funds in Oregon Health
Authority’s (OHA) budget to ensure Oregon newborns are screened for SMA, historically the most
common genetic cause of infant death.

SMA is an inherited neurodegenerative disease that robs individuals of physical strength, taking
away their ability to walk, eat, and breathe. SMA impacts 1 in 11,000 births in the United States. In
Oregon, more than 83,800 residents are SMA carriers, according to Cure SMA estimates. If both
parents are SMA carriers, every child they have together has a 25% chance of being diagnosed
with SMA, regardless of race, ethnicity, and gender.

With three effective U.S. Food and Drug Administration-approved SMA treatments and advances
in SMA care, individuals with SMA are achieving unprecedented milestones and stopping or
slowing the degenerative course of the disease. In addition, data indicates that these motor and
developmental gains are sustained, which could lead to reduced future need for intensive health
care and specialized supports, such as ventilators. However, these dramatic outcomes are only
possible with early diagnosis and access to these life-saving treatments. Newborn screening is the
most effective way for babies with SMA to access timely treatments and available supports.

House Bill 3107, which was introduced by Representative Rob Nosse and supported by
Cure SMA, would ensure that Oregon meets the 2018 federal recommendation to screen
babies born in our state for SMA. Alternatively, newborn screening of SMA could be
accomplished by adding newborn screening funds to the OHA budget. Cure SMA and the
undersigned Oregon residents support whichever action is most likely to win final approval and be
signed into law during the 2021 Legislative Session. As you may know, Oregon's newborn
screening advisory committee of healthcare experts unanimously recommended last February that
SMA be added to the state's list of screened conditions. Immediate action by the 2021 Legislature
would carry out this unanimous recommendation and ensure that newborn screening for SMA is
implemented in Oregon as quickly as possible. Currently, 33 states, including Washington and
Utah, already screen for the disorder, covering nearly 70% of all newborns in this country.

HB 3107 or OHA newborn screening funds for SMA must be finalized during the 2021
Legislative Session so that Oregon newborns are screened for SMA and that their families
can make timely decisions related to available treatments and evidence-based care. Babies
born with SMA Type 1 lose 90% of their motor neurons needed for physical strength by six
months of age. And once these neurons are lost, they cannot be regenerated, making action this
legislative session on newborn screening of SMA so critically important.

Thank you for your consideration.
Sincerely,

Cure SMA Oregon Families and Supporters
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