Dear Members of the Medicaid Committee,

| am writing to ask you to remove Section 5166.04(M) in HB 795 prohibiting paid family
caregivers under Medicaid HCBS waivers.

I am the mother and caregiver, through an ODM waiver, of an adult daughter with spinal
muscular atrophy. She has been severely disabled since birth and needs constant physical help
in order to survive. She needs to be lifted, bathed, helped when she eats and drinks, turned in
bed, and help with many other tasks throughout the day.

She is very smart and has been working in IT for many years. She pays taxes, contributes to
Ohio's economy, and has spent her adult life working hard to remain independent. But today,
she is only able to continue doing that because | am her caregiver.

For years she attempted to live independently, but finding reliable caregivers became nearly
impossible. We experienced constant turnover, missed shifts, and worse. Like many families
across Ohio, we eventually reached a point where there was no choice but for family members
to step in.

| have personally seen the consequences of the caregiver shortage. The fact is that most
people do not want to work a difficult, physical job for low pay with no benefits, little training, and
even the cost of gas to visit clients not reimbursed. Agencies become desperate to hire aides
and this leaves disabled people to rely on unreliable and dangerous people for their care.

My daughter was robbed by a paid aide. We know people who have been assaulted by paid
aides. We know a woman who was left lying in her own urine and feces for nearly two days
because no caregiver showed up. We know another woman who died from pressure sores after
being unable to find adequate care. These were all young adults served by ODM waiver (not
DODD).

I do not share these examples to be sensational but to help you understand the stark reality
many disabled Ohioans face. The lack of reliable care is why they turn to family caregivers in
the first place. But instead of addressing this workforce shortage, HB 795 would remove one of
the few reliable sources of care that still exists. And what can we expect if family caregivers are
banned? More abuse. More neglect. More death.

Ironically all this cruelty will not save money but will come at a higher price tag for the Ohio tax
payer. Medicaid pays me for six hours of care per day but my daughter does not stop being
disabled when those six hours are over. | provide assistance far and above what the state pays
me for, but if | am prohibited from serving as her paid caregiver, | will need to find other work to
support myself and will no longer be available to provide much of the unpaid care that | currently
provide every day.



As a result, my daughter will likely need more paid care hours than she receives today, and
therefore the state will end up paying more money while providing less reliable care. And that's
assuming we can find aides in the first place and she doesn't end up in a nursing home at an
even greater cost to the tax payer.

I am also troubled by the newest version of the proposal, which creates an exception for
caregivers serving individuals through the Department of Developmental Disabilities. This
seems doubly unfair because not only are you arbitrarily punishing family caregivers as a group,
you're also deciding that some disabled Ohioans are worthy of family care but others aren't.

The exemption appears to acknowledge that family caregivers are necessary because the
existing system cannot meet people's needs. If that is true for people served by DODD, it is
also true for people outside that system. |s a paralyzed person less worthy of family care than
someone with CP? Is the man caring for his elderly mother after a stroke somehow more
fraudulent than the one caring for his autistic brother?

Perhaps this committee is under the impression that DODD clients have more severe disabilities
and are thus less likely to commit fraud but that is simply not true. Developmental disabilities
can be mild and adult onset disabilities such as MS can be severe. If this committee wishes to
cut care based on severity of disability this needs to be done on a case by case basis and not
based on disability category.

Even if the goal was to protect people with developmental disabilities the exception fails
because it doesn't account for the nearly 2000 Ohioans with developmental disabilities that are
on the DODD waiting list and can't receive DODD waiver services. My daughter is one of them.
For those individuals, this exemption provides little or no protection.

Many of us cannot escape the impression that this committee is more willing to protect families

raising cute disabled children than adults with disabilities who have spent years working, paying
taxes, and contributing to their communities. Their lives, independence, and safety are no less

important.

Family caregivers are often the most reliable, most accountable, and most cost-effective
caregivers available. They are the glue that holds Ohio's long term care programs together.
Eliminating them will not solve workforce shortages, reduce costs, or improve care. It will simply
leave more disabled Ohioans without the support they need to remain safely in their homes and
communities.

| respectfully urge you to reject this provision and preserve the ability of qualified family
members to serve as paid caregivers under ALL of Ohio's HCBS waiver programs.

Thank you for your consideration.
Sincerely,
Luba Vitkin



