H.B. 795 In-Person Testimony

Chair Gross, Vice Chair Barhorst, Ranking Member Baker, and members of the committee,
thank you for the opportunity to come and speak to you today regarding H.B. 795.

My name is Sarah Davies; | am a person who has worked within the IDD for over 24 years. |
started out as a Direct Support Professional at 18 years old and have sense held many
different positions including CEO of a Non-Profit Provider Agency, County Board Employee,
and Director of Relationships for a Financial Management Service. My master’s degree is
focused in Disability Studies.

I know all of that may sound like bragging, but it is important that you know those things
about me, because my most important role within the Developmental Disabilities field is
that of mother. | am the mother of 5 pretty amazing children, ages 13, 11, 9, 7, and 5. My
oldest daughter, Evangeline (Evie) is 13 years old and is profoundly disabled and has many
medical complexities. Evangeline does not speak verbally, but as is typical of most 13 year
old females, she will communicate her feelings on things through facial expressions, eye
rolls, and long suffering sighs.

When Evangeline was 5 years old, | began the process of seeking additional support for her
through the use of a Home and Community Based Servies Waiver. At this point, there was
only one parent at home at a time with Evie and her 2 siblings. She was beginning to exhibit
sensory seeking behavior that could potentially be self-injurious and was diagnosed with
Epilepsy at 4 months old, causing her to be in danger of serious injury to her head.

I’ve heard people say that you only need a Dr’s note to access these services. That is
absolutely false. | like to believe that | am one of the most resilient humans you will ever
encounter but allow me to tell you that the process of getting a waiver for Evie was one that
almost broke me. Countless developmental specialists evaluated her. We went through an
intake process; we met with members of the county board. This was not an easy process.

One of my favorite quotes is by Rabbi Abram Heschel, “Words Create Worlds.” These are
words | live by. What | am saying matters, how | say it matters, | don’t believe itis an
accident that the book of Gensis starts with the spoken words, “Let there be light.” The
words we use in every aspect of life have impact and the ability to give life or take life. The
words that | had to listen to and read when seeking help to assure my daughter the safety
she needed still haunt me.

Being told my daughter, the rest of my children, and myself would have low qualities of life,
that my daughter would never cognitively progress past 3 months old, she would always be



a burden... This is only a portion of the words that have been sent my way. People
questioning why | would need help if | was truly a loving parent.

Now, years later, | still see a lot of words used in the way people speak about my daughter
and other people living with disabilities. | see a lot of words within this piece of legislation
that are harmful.

While Evie utilizes a waiver through the Ohio Department of Developmental Disability, it is
imperative that you understand there are also a significant amount of people with
disabilities on Medicaid Waivers. | am here to advocate not only for my daughter, but for
others who are on the Medicaid Waivers. When we were initially beginning the process, we
were pushed toward the Ohio Home Care Waiver, opposed to the DODD waiver we ended
up with. Itis often times reliant of what the person knows and what the case worker knows
that determines what waiver type you receive.

Fraud is wrong. There is not one person here who doesn’t believe that statement. However,
this bill with the way it is being pushed through, feels like a knee-jerk response to being
thrust into the national political spotlight, and if | have learned anything in my career and
life, it is that we cannot respond emotionally in times like these. We must not allow
ourselves to act rashly when our reactions directly affect real live human beings. Dr. Susan
David says, “Emotions are data, not direction.”

| also want to quickly take a moment to discuss paid family caregivers. | am not a paid
family caregiver, nor do | desire to be one. However, if | did not work in the I/DD field, the
chances of me holding down a job would be slim. We have Dr/Specialist Appointments
monthly, often times having to drive hours away to receive care. | am the person in charge
of managing medications, durable medical equipment and supplies, making
appointments, helping the school navigate their daily challenges, and much more. And
please remember, | am a single mom with 5 kids, all of this is just for Evie, and trust me, the
other kids have needs as well. If it came down to my daughter having to live in a facility-
based home or in her home with her family, then | would do whatever it took to make sure
that my daughter stays where she belongs, including being her paid caregiver. Family
members are not getting rich off of their loved ones with disabilities, they are simply doing
whatever they can to stay afloat while allowing their loved ones to remain in a home and
community setting. Because people with disabilities belong in their homes and
communities.

Thank you for your time and attention to this matter.
Respectfully,

Sarah Davies
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