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Chairwoman Gross, Vice Chair, Ranking Member, and members of the Committee:

Thank you for the opportunity to address you today. My name is Sonya Horton, and | am writing about
our daughter, Emma, who has Down Syndrome and a slew of medical complications. | am here today to
express my urgent and unequivocal opposition to Section (M) within Substitute House Bill 795. This
amendment, which restricts Medicaid payments for family caregivers, will have a catastrophic impact on
Ohio’s most vulnerable families.

My 12-year-old daughter, Emma, has literally fought for her life, time and again. Following an
emergency driveway birth, open-heart surgery, a nine-month hospital stay, and a 45-minute cardiac
arrest, we were told she would never walk, talk, or come off a ventilator. Today, Emma has surpassed
every expectation and is thriving—solely because she is cared for at home and integrated into her
community. If we had not been able to bring her home with the support of a Home and Community-
Based Services (HCBS) waiver, there is no doubt she would not be here today.

Based strictly on her complex needs, Emma qualifies for both the Department of Developmental
Disabilities (DODD) waivers and the Ohio Home Care waiver. The reality of complex care is that children
with severe medical and developmental vulnerabilities exist across both programs.

| am here representing other individuals and families on the Ohio Home Care waiver. You are not going
to hear from as many individuals or families on the Ohio Home Care Waiver regarding this house bill. |
could go into the many reasons why, but in the end, that doesn’t matter because children on both
waivers require intensive medical and personal care assistance. Children on the Ohio Home Care waiver
deserve the exact same equity, safety, respect, and continuity of care that any other child receives.

To understand why this bill is so devastating, you must understand what daily life looks like for a child on
the Ohio Home Care waiver. Our days are fractured into two types of essential care, both of which are
currently failing Ohio families:

e Complex Private Duty Nursing (PDN): Emma requires skilled, specialized nursing care to manage her
complex medical needs. It is life-sustaining medical intervention.

e General Personal Care: Alongside this, she requires intensive, continuous personal care assistance—
hygiene, eating, safety monitoring, and managing the behavioral and physical manifestations of her
disabilities.

On paper, the state “authorizes” a mix of nursing hours and personal care hours. But authorization does
not mean service delivery. The care provider shortage in Ohio is a catastrophic crisis. We are routinely
left with unfilled hours, leaving huge gaping holes. We are left with a provider that shows up one day
and leaves the next. When authorized hours go unfilled, the care does not disappear. We instead
provide 24 hours a day, 7 days a week, around-the-clock care when our daughter is awake AND when
she is sleeping because her care needs don’t stop at night. Paid family caregiving is not a loophole; it is
the fragile safety net keeping children alive when the home care infrastructure collapses.



| want this committee to understand that the provider shortage affects all individuals with disabilities,
not just those on DODD waivers. On the Ohio Home Care waiver, we have absolutely no safety net. The
staffing infrastructure on the Home Care side has collapsed, leaving families entirely isolated.

Keeping Emma safe has come at a staggering cost. In 2018, Emma was abused by a paid care provider.
Just this past January, she was mistreated again by several more providers. We can no longer watch our
child be pushed, pulled, threatened, neglected, and abused by the very people paid to protect her. One
time is horrific; two, three, four times is a systemic failure. For five months, we have asked simple
questions about how the agency plans to prevent this from happening again, asking about education,
training, and provider monitoring. We have received zero answers in those 5 months, after
mistreatment and neglect was caught on camera.

Under Sub. HB 795, we are being told to blindly accept the next stranger who walks through our front
door, while the rules strip away the one option that guarantees Emma’s safety, respect, and freedom
from trauma: her family. Emma already suffers from extreme medical trauma and anxiety due to what
she has endured. A revolving door of inconsistent care providers continually forces her back into this
trauma cycle.

For parents of children requiring 24/7 care, exiting the workforce is not a choice—it is a necessity. | am
highly educated; | hold a master’s degree and deeply love my career as an occupational therapist serving
inner-city children. Unfortunately, sustaining employment is no longer an option because safe, reliable,
consistent providers simply do not exist to allow me to do so. | have been forced to a turning point
where | must choose my child’s safety over my career and my entire professional income. That is a gut-
wrenching financial decision no parent should ever have to make, but it is the reality for many families in
Ohio.

Family members become paid family providers out of sheer necessity because:
e Agency staffing systems have collapsed, leaving families completely stranded.
¢ Abuse and neglect occurred in prior professional placements.

¢ Exhaustive searches yield no other safe, stable options.

The small stipend family caregivers receive does not replace a professional salary, nor is family care the
root cause of Medicaid fraud. Restricting it will not solve systemic issues; it will simply force immediate
caregiver shortages, risk catastrophic medical regressions, and push vulnerable Ohioans into costly,
traumatic institutionalization.

The newest substitute bill (I_136_3280-2) prohibits specific family relations from receiving Medicaid
payment for providing personal care services. On paper, this will likely reduce state costs because fewer
service providers will submit claims for payment. But let’s look at the human cost of that math: it results
in fewer service providers available to serve those who desperately need care. The system is creating a
reality where we have authorized services on paper, but absolutely nobody to deliver them. This bill is
designed to save money at the direct expense of our children’s safety and survival. Ohio has a duty to
ensure services are provided, not merely authorized.

| strongly oppose the ban on paid family caregivers, and | strongly oppose limiting the family caregiver
exclusion only to DODD waivers.



The newest substitute bill also requires the Ohio Department of Medicaid to mandate prior
authorization for all personal care services, except for those administered by DODD. This policy is
explicitly discriminatory based entirely on the “type” of waiver a child is assigned to, completely
ignoring individual clinical need. Why must critical daily services require burdensome pre-authorization
hurdles for a child on the Home Care waiver when a child on a DODD waiver does not?

Forcing us into a system of prior authorization for care that state-approved agencies cannot even
deliver, while simultaneously trying to ban the only family members who do deliver it, is a cruel irony.
This amendment flies in the face of the Americans with Disabilities Act, the Olmstead decision, and the
federal RAISE Family Caregivers framework. At a time when direct-care staffing is in a nationwide state
of collapse, Ohio should not be dismantling the very caregiving structures keeping children like Emma
safe.

In closing, | urge this committee to pivot the conversation toward actual safety and continuity of care.
This committee speaks at length about high-risk providers, electronic verifications, and fraud. What you
are not discussing is the physical safety of these vulnerable individuals on these waivers, the reality of
abuse, neglect, significant inconsistent care, and the massive chasm between authorized hours and
“delivered services.”

There are already significant differences between services and supports offered between the Ohio
Homecare waiver and developmental disability waivers, not based on need but solely based on the
waiver type you’re placed on. This is already failing children like Emma who has both medical needs and
but also significant developmental support needs. We cannot continue to make this gap wider by adding
more exclusions solely based on waiver type. We instead need to close the gap to ensure individuals
with medical needs, in combination with developmental needs, also receive the support and safe care
they deserve. It is time for the discrimination between Medicaid waivers to stop, instead of adding
further discrimination.

| respectfully urge the Committee to protect Ohio’s families, recognize Emma’s right to safe care, and
immediately reject Section (M) of Substitute House Bill 795.

Thank you, and | am open to any questions you may have.

Sincerely,

Sonya Horton
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