Members of the Ohio House Medicaid Committee:

My name is Melissa Bair, and | am both a mom and a sister to someone with a disability. My
brother Brian is autistic and developmentally disabled, and my 4 year old son lan is autistic,
diagnosed at the OSU Nisonger Center in 2025. | am submitting this testimony in opposition to
the line item of Sub-bill 795 disallowing family members to be paid caregivers.

You have already heard from many families who are caring for their children with disabilities. |
am writing to shine a light on an often overlooked category, that of the sibling caregiver. Siblings
of disabled children are often called “glass children.” Glass children are siblings of those with
disabilities, whose life experience often involves being “seen through” as a piece of glass. So
much attention and care is directed at our siblings, that we are often left to our own devices. We
are made to grow up quickly. And | grew up with the unspoken expectation that | would care for
my brother for the rest of my life. To be clear, | hold no resentment towards my mother, and she
and | were extremely close. This was just the inevitable outcome of having a sibling with such
severe autism.

Brian was diagnosed in 1995. At the time, my parents were told to put him into an institution and
forget about him. There was going to be no hope. He was nonverbal, violent towards himself
and others, and spent much of his time screaming. | am nearly 4 years older than Brian and |
have vivid memories of these early years. My mom refused to accept this prognosis and set
about finding every therapy she could. We lived in a rural area and had to drive close to an hour
to Pittsburgh for the latest autism therapies which are now considered routine. She quit her job
as a hospital lab technician, and was never a paid caregiver for Brian. Losing my mother’s
income devastated our family’s finances and nearly destroyed my parents’ marriage.

My mom’s determination and grit changed the course of Brian’s life. He is now 33 years old, and
an amazing young man. To meet him now, you wouldn’t know what his childhood was like. My
mom devoted her life to helping Brian learn to live in a society that has never truly accepted the
disabled, and she succeeded. However, he is still disabled. Disabled enough that he qualified
for a Medicaid waiver (he has been on the waitlist for over a year.)

My mom lived with the knowledge that she would not outlive her son, after she was diagnosed
with breast cancer in 2013. My mother, who fought valiantly for my brother’s life and well-being,
passed away in July of 2024. She was only 62. And in that moment, | became my brother’s sole
advocate on this earth.

When my mom died, Brian came to live with us immediately. | was 7 months pregnant and our
house was too small. At first we got him an apartment, but he can’t afford to live in an apartment
in our city because the rents are too high, and his only income is from Social Security Disability.
We were bleeding money paying for the apartment, and we thought a better use of spending so
much would be towards a larger home. So we bought a bigger house, quadrupling our mortgage
payment, and changed the finished basement into Brian’s place. He has his own refrigerator,
where he keeps the food he buys himself with his SNAP benefits. But his income and SNAP



benefits are still not enough. He pays us rent, and we need that because of our new higher
mortgage. Our grocery bill has skyrocketed, due to the economy and the fact that we now have
8 people living in our home. | am not able to work a traditional 9-5 job due to both Brian’s needs
and the needs of my children. | teach piano lessons to around 15 students, and this provides
just enough to give my kids some fun activities. But, like so many, we are still struggling.
Receiving payment for the work | do for Brian would not be life-changing, but in this economy,
every dollar matters. Even $100 a month is a little more food on the table. In my case, the
money I'd receive would go directly back to benefiting Brian, because he lives with us. This is
only a win-win for all involved parties.

Here is the work | do for Brian:

e Help with household chores. Brian can be taught to do things, but it requires a lot of
repetition and education.

e Transportation. Brian cannot drive due to his autism and epilepsy. He can’t use the bus
system because of his cognitive disability.

e Planning a meaningful day. If left to his own devices, Brian wouldn’t know how to come
up with meaningful activities to fill his days. | have set him up to volunteer at our local
food pantry, help neighbors with gardening, doing yardwork, and planned outings to our
local MetroParks. He cannot seek these opportunities for himself.

e Cooking. Brian is capable of cooking very simple meals that go in the microwave. In
order to maintain a healthy diet, he requires home cooked meals made by me. Brian has
lost 30 pounds and his bloodwork has improved significantly since coming to live with us,
due to his eating a healthier diet.

If | were an empty nester with grown children, this would not be difficult. But my oldest child is
only 12. | have a 4 year old autistic son who receives 20 hours a week of in-home therapies. |
have a 10 year old daughter who has ADHD, dyslexia, and anxiety. | work afternoons and
evenings as a piano teacher. My plate is already overflowing, and that is without me meeting
Brian’s needs as well.

Perhaps receiving payment for being Brian’s caregiver would not change my budget much at all.
But the reason | am so opposed to this line item is the attitude behind it. What this wording says
to me is that the work | do has no value. It says that the stress and grief I've gone through in the
past 2 years is meaningless. Family members of disabled people are giving more of themselves
than we ever thought possible. And for the state to tell us that we don’t deserve any help, that
our loved ones would be better off in institutions, is insulting and tells me that our Ohio
lawmakers see our families as beneath their notice.

Thank you,

Melissa Bair



