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Chair Gross, Vice Chair Barhorst, Ranking Member Baker, and members of the Medicaid
committee. My name is Matt O’Nesti, I’'m an Ohioan with a disability, and | am a recipient of a
DD waiver. | am here to express my opposition to Sub. H. B. No. 795 on behalf of the disabled
community and all Ohioans who rely on Medicaid-funded home and community-based services.

| have been relying on my Medicaid waiver now for over half of my life and it has been the most
crucial piece in me having any semblance of independence. This is a waiver which pays for
medical equipment, home modifications, and most importantly, for caregivers. The direct
support staff we’ve been able to hire over the years with these funds are what has allowed me
to sometimes live with a type of normalcy that my able-bodied peers get to live with all of the
time. I’'ve been able to do such things as: go visit friends, find open mics which helped me
discover a love of comedy, move 45 minutes from home to pursue the education of my choice,
make films for festivals, and work in my community. None of this is possible without the
caregivers paid for by my waiver because | can’t drive myself, | can’t shower myself, | can’t dress
myself, | can’t set up the ramps at my shows, and | can’t open a bottle of water unless the seal is
loosened. These are not menial tasks and they are not even the full scope of what the rest of
the community can go through.

The new EVV rules that are being proposed would have disrupted my college experience,
potentially putting me living on campus and pursuing the degree of my choice in jeopardy. |
lived in a dorm at Kent State University and almost all of my caregivers were students who also
lived on campus. Because of this, there were many instances where | would be in class, and my
caregivers would change shifts out in the hall. The way these proposed rules are written to
enforce strict clock-ins and outs AT the home along with coinciding GPS tracking, would have
given us zero flexibility and created a set of circumstances where even IF my dorm was
established as a temporary residence for the EVV, my care staff would have had to leave me in
another building for upwards to an hour while they satisfied these new rules for clocking in. This
defeats the purpose of always having someone around in case | need to use the restroom or
leaves me stranded if class lets out early. This rule change directly impacts the independence
and mobility of those on a waiver along with continuing an unfortunate tradition of low
expectations for an entire community.

Another aspect of this bill | want to briefly discuss is the narratives and framing being used to
argue for these changes. First, there was no opportunity for interested party testimony which



makes this circumstance seem like a simple yes or no. Quite frankly | hate being an “opponent”
in a conversation about fraud, waste, and abuse but there was no option for “interested party”
who wants to make the system better. This makes all our jobs harder in trying to have good-faith
discussions. Second, Rep Stewart questioned last week why we should be paying an “able
bodied 30year-old to take care of his grandmother” and assumed it’s a waste of taxpayers
dollars®. I’'m concerned with that sentiment because even in that hypothetical, the grandmother
has a waiver which CANNOT just be gotten with a doctor’s note and also; who is supposed to
care for this hypothetical grandma? We’re still dealing with a caregiver crisis so if her 30-year-
old, able bodied grandson is all that’s left: pay him. He’s probably having to sacrifice other
opportunities to do this type of care work anyway. AARP put out a report which stated family
caregivers provide over S1 trillion in care annually although a majority of that care goes unpaid?.
Last week’s quote by Rep. Stewart shows the fundamental misunderstanding of how these
systems work by the people trying to make decisions about them. My third and final point also
involves a quote by Chair Gross which stated “if it costs more to keep people at home with
home care waivers financially to the taxpayer paying the bill, that if in that case is not equal or
less to stay home, then we need to suggest that people more people go into long term care."!
This quote is horrifying because to so dismissively question whether a human should be allowed
to live in their community versus a facility based entirely off financial reasoning is just awful.
These points, when all brought together, leave your positions built with shallow logic and cruel
assumptions. Leading me to believe these acts are entirely performative or not actually meant
to fix a system which helps so many people.

My asks are very simple when it comes to how we can achieve a positive outcome from this
hearing. Please take more time to think through what you all are actually trying to accomplish
with this bill. The Medicaid and waiver systems are very complex so it seems reckless to try and
build an entirely new infrastructure in a couple weeks. Talk with people with disabilities and the
experts who work with these systems. We want to be a resource to you and also desire to have
a Medicaid system that works for us. When you write these guidelines, focus on keeping
continuity of care intact. That is currently my favorite part of the bill but it is only a few lines3.
The Assembly’s want for continuity of care must be equal if not in more detail than the new
definitions of fraud. Finally, fix the EVV system before adding more burden to it. It is a system
which already struggles to handle its current load so without better software and communities
with better cell services, it will never be able to handle these strict guidelines that are being
proposed which can put an innocent person in line for fraud allegations and potentially leave a
person with disability without care.

In conclusion, please fix the Medicaid waiver system. Make it better and able to serve our
community so we can live the lives we want to live. But please do not use it as a political



football because our lives are on the line. We all talk about the fear of being institutionalized
because it is real and was very real for a major part of disabled history. We refuse to go back.
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