Testimony

I'm writing this testimony in regards to my son who is 14 years old and has a DODD IO Medicaid
waiver. He has a diagnosis of level three severe autism he is nonverbal non-toilet trained
requires family and caregivers to feed him relies on everything in his life for a caregiver to take
care of him and keep him safe and alive 24 hours a day; he has severe injurious behavior
engaging in this thousands of times a day. these behaviors have landed him in the hospital
countless times, but at a much less frequency since we began receiving services and support
through his 10 waiver. Before that on average, he spent more time in the hospital and crisis
management supporting his behaviors than home with his family. After receiving the waiver. He
has only had one crisis management hospitalization stay, which is a very drastic decrease in
hospitalization and a significant decrease in billing for Medicaid!

| oppose Bill HB No. 795. For the reasons | listed above, his caregivers currently are his siblings.
We have done many provider searches and unfortunately have never heard back from those
providers. He has had a Medicaid waiver now for four years and we have never been able to
establish a provider outside of family. Once we put out the information for his needs and the
provider searches, there have been no providers that will pick up services for him because of
how high his needs are. Fortunately, he has been very blessed to have two sisters step up and
provide services. Having his sisters as caregivers has literally saved his life before the services
were implemented as | said he was spending much time in the hospital. His behaviors were even
higher in the hospital because it is an unknown place. Before services and support through the
I0 waiver was given, and his sisters became caregivers He suffered, broken bones, brain
bleeds, lacerations, and countless bruises soft tissue damage, and the list goes on and on. This
was all from self injurous behavior. He self injures for many reasons when he's disregulated,
needing sensory input, anxiety/panic, communication, and most importantly because of pain
not only does he have autism, but he has several other chronic illnesses that causes pain and he
self injures whenever he gets in pain daily; having the support from his sisters has drastically
decreased the injury, although the self injury is still there, they are able to help support and
block and redirect, show social stories, visual schedules, give sensory input, and talk him
through it. On top of that, they are also doing all daily living skills, including feeding, bathing,
changing/hygeine, supporting at doctors appointments and therapies, transportation,
medications, blocking self injurious behavior that list also goes on, and on on a daily.

Without allowing family to be caregivers, he would not have a provider which would go back to
him spending much of his life in a hospital, and increasing the risk of very severe injury that
could lead to death. | have seen the bills from the hospital when he stayed in the hospital. They
are five times more the cost, versus having caregivers in the home. For this reason, | am



begging with you as my 14 year old son’s voice, to decline this bill; | believe it is the least of the
concern for fraud in family members! The family members are the backbones. They are the ones
that are doing the work even more hours than they are being paid for. | see it not only in my
house, but | have built a community of friends who have special needs children and it is the
same scenario. There is a shortage of caregivers. No one wants to take the job for the pay is
what | have been directly told. Alot work through agencies and are being billed out at over $40
an hour; the agency that my daughters work through they pay them $18.50 an hour and are
being billed out through Medicaid at nearly $42 an hour! | would highly suggest reform through
the agencies and capping how much of a percentage they can take. | truly think you would see
more qualified caregivers step back into this position and help these individuals. Thank you so
much for your time.



