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Ohio State House Medicaid Committee June 8 Meeting on H.B. 795

On behalf of Ohio residents and families affected by spinal muscular atrophy (SMA), a rare
neuromuscular disease, Cure SMA writes to urge you to remove the prohibition on Medicaid
paid family caregiving from Substitute House Bill 795. This provision will jeopardize the
health, independence, and community participation of Ohio residents with SMA and others
who rely on these essential services.

Cure SMA is the national organization that represents Ohio residents and families with SMA,
a neurodegenerative disease that causes severe muscle weakness and loss of motor
function. Due to SMA symptoms, most individuals with SMA require around-the-clock
specialized assistance for daily and complex tasks such as wheelchair transfers, bathing,
eating and nutrition support, and respiratory care.

In our 2024 National Caregiving Report, Cure SMA found that individuals with SMA in Ohio
and across the country face enormous challenges in finding direct care workers or nurses
who are reliable and trained to handle the specialized needs of individuals with SMA. This
challenge has been worsened by nursing workforce shortages and is especially acute in rural
areas. For many people with SMA, a family member is the only caregiver with the skKill,
availability, and intimate knowledge of their needs to provide safe, consistent care.

Family caregivers can uniquely recognize subtle changes in a person with SMA's condition
— such as a change in breathing — that can help prevent hospitalizations and save both
money and lives. Care for a person with SMA may also require specialized skills such as
throat suctioning to remove excess secretions that the person cannot clear independently
due to muscle weakness or connecting a person to a non-invasive ventilator to support their
breathing during vulnerable times.

Cure SMA is especially concerned by the provision included in Substitute House Bill 795 that
would prohibit family caregivers from being paid for these essential care contributions within
Ohio Medicaid. This prohibition ignores the reality that paid family caregiving is often the only
reliable option for people with SMA, making it possible for them to live safely in the
community, participate in school and work, and avoid far more costly institutional care. An
Ohio parent of two young adult children with SMA took on full-time caregiving duties because
"we have not been able to find nursing” since her children aged out of Cincinnati Children's
home care nursing. She added, "If the option for paid family caregivers goes away, we would
lose all of our help.” An adult with SMA from Ohio asked, "Policymakers, would you like your
life taken away from you? If you developed a disability today, would you like if someone told
you that you have to go live in an institution?"

Ohioans with SMA who currently rely on a paid family caregiver would face a harmful and
unjust choice: go without adequate care, piece together inadequate coverage from an
already strained workforce, or leave their homes for more costly institutional care. The
prohibition in Substitute H.B. 795 would force exactly that outcome. Cure SMA therefore
respectfully asks that the Ohio Legislature remove the prohibition on paid family caregiving
from Substitute H.B. 795.

Thank you for considering the Medicaid needs of children and adults with SMA and their
families in Ohio.



