TESTIMONY IN OPPOSITION TO
H.B. 795 | Proposed O.R.C. § 5164.40

Madam Chairwoman Gross, Vice Chair Barhorst, Ranking Member Baker, and
members of the House Medicaid Committee,

My name is Brian Davidson, | am a resident of Mason, Ohio, and for purposes of this
written testimony, the parent of a severely disabled child.

| am asking that you vote YES for an amendment to House Bill 795 to continue to allow
family caregivers to be paid with Medicaid waiver funds. | am all for finding fraud within
the Medicaid system, and would support a bill which limited itself to that, but parents
caring for their disabled children is not where that fraud can be found.

Our disabled child's name is Noah, he's 15, and he's the oldest person we know of who
has all of his conditions. The short version of the impact of his disabilities is: he is blind,
developmentally he will always be about 10 months old, he has seizures, he produces
no hormones and needs around-the-clock medical care with pills, liquids, shots, and
often needs rescue meds. He pees continuously, always processing with his kidneys
with no ability to control it, and the constant diaper changing and clothing needs that
come with it. He has no intestinal motility of his own and requires medication which
makes his bowel movements unpredictable and makes travel of any sort difficult and
risky. He cannot initiate sleep, requiring medication for that, which barely is effective at
safe doses. This leads us to often be up much of the night. He can’t walk and requires a
wheelchair. Again, this is the short list. I've successfully resuscitated him at home twice.
I've held him cold and gray in my arms, and we've spent over a year in total hospitalized
with him. His conditions are so unmanageable that no facility will take him, even for brief
respite much less for long term care. We have tried for years to find trustworthy long
term respite care with an eye toward the future in which we are too old to provide his
care, and we have not been successful.

For ten years we have been unable to fill all of his available 30 hours weekly of in-home
care. He is too complicated, too difficult, and people just won’t help him. He is often
frustrated, unable to communicate, and he bites, scratches and there are times when he
attacks anyone and everything from this frustration. My wife and | are covered in scars
from being near him and helping him during those difficult times. As | write this, | have
several open, fresh scratches and wounds from changing his diaper when he had other
ideas. People are not chomping at the bit for the opportunity to help him, especially not
at the rate that they would be paid. We have one steady caregiver for him who will only
come a few hours a week. We've had other caregivers (not family) who have stolen
from us, committed fraudulent billing (which we reported, but we still lost nearly a year's
services, and there was no way for us to recover those lost hours), and who have left
him unchanged and soiled while waiting for our return. He is incontinent, resulting in
multiple loads of laundry every day, and some people just can't or won't deal with that.

We have tried to take him to respite providers, the institutions that he would be forced
into if we can’t provide his care, and been turned away. They aren’t options for him, they



won’t agree to it. The one time he was allowed in a respite facility, when he was very
young, he was seriously injured by staff, shattering one of his eye sockets and leaving
him severely concussed. | could show you pictures that would make you weep, as we
did, and as | still can just thinking about it. As a result, he lost the small beginnings of
speech he was developing and has been totally nonverbal since then. His face is still
lopsided from that misplaced trust from the one time he was cared for outside the home.

My wife is his paid caregiver, albeit for only a few hours a week. Still, it helps. We
wouldn't survive without it. She can do for him what a random person who would never
stick around or bother to learn all that is needed could ever do. Some day, he will be an
adult, and she will still be the only reason he stays alive. When he is done with school,
she will no longer be able to work, and we will need her to expand her paid care
provider role. Literally nobody else is willing to do it, and history tells us we are the only
ones actually capable of doing it.

For many people, institutional care simply isn't an option. Even if he were accepted into
a facility, the risk would be unthinkable for him in long term care. Nursing facilities have
time windows during which they give medications, but with him a time window doesn't
work. The timing of his medication has to be precise. We set multiple timers daily and
always hit that mark. He has to get exactly the right amount of fluid, with the right
amount of sodium in it, and with medication given within a very narrow time frame or
else he will die. This isn’t being dramatic. We have learned this over time, and as each
new aspect of his needs has arisen, we have often had moments of nearly losing him. If
he misses a morning or evening medication round, he literally would not make it the rest
of the day. The signs of him becoming unwell are subtle, they look like simple tiredness.
Someone else might welcome this, thinking they are getting a break when in reality he
is slipping away.

We need the tiny bit of freedom that the waiver gives him and that my wife working for
him allows him to have. You hear so many people saying this is life or death, and |
promise you that with him, it absolutely is. He may, if he is doing his best, be at the
upcoming hearing on this issue. | hope he is able to be there. | hope you get to see him
and see that he has value, which he does! He smiles, he plays, he has a terribly difficult
life and | can assure you so do we, but he has worth. He has love. He has a soul and is
a real person with the full range of emotions. We did everything right, planned in every
way possible, but this is the challenge the Lord gave us. We accept it, and while we are
those who help themselves, we need help from the community too. There's nobody else
who can do this for him. Please let us keep doing this for him.



