My name is Kee Johnson, and | am a family caregiver from Euclid, Ohio.
Five years ago, my mother passed away. At the time, both my mother and my adult special
needs sister were living with me because | was taking care of my mother in my home.

My sister had previously lived with both of my parents. My father worked, and my mother was
home with her. After my mother's death, that support system no longer existed. Our dad didn't
know how to care for my sister on his own, he couldn't help with hygiene, or comb her hair or

any other supports my sister needed.

My sister kept asking me, "Can | stay with you, sissy?" Of course | wanted her to stay with me.
But my schedule plus having
my own daughter made it hard, very hard, but we tried it anyway.

What people do not see are the sacrifices that came with that decision. | had to rearrange my
life and my daughter's life to accommodate my sister's needs. As time went on, | realized that a
traditional full-time work schedule no longer fit the reality of our household. My sister depended
on me throughout most of the day. There were appointments, medications, transportation
needs, supervision, and constant communication amongst other things. People who said they
would “be there” “help out” take her for a week/weekend” suddenly were too busy, even our
other siblings.

As | continued reaching out for help, during an isp meeting for my sister, | explained the
struggles & my sister's SA explained that Ohio had supports available to help families keep their
loved ones at home and in their communities. That support made it possible for me to continue
caring for my sister while also helping support our household.

The state recognized that family caregiving is real work. It recognized that families who step up
often have to rearrange their lives, careers, schedules, and finances in order to care for
someone they love.

That is exactly what | did.

The support did not create my commitment to my sister. It allowed me to continue honoring that
commitment. It honors what was told to my sister about her having a choice in who provides her
care. They make sure to ask her who she chooses, and she chooses me.

Now we are being told that because | am her sister, | may no longer be allowed to serve as her
provider. After years of caring for her, rearranging my life for her, and building our household
around her needs, that feels deeply unfair.

We have already lost our mother.

Now | fear we could lose the life we built together.



Ohio is already facing a shortage of direct support professionals and caregivers. If | am no
longer allowed to provide care, my sister's needs don't just disappear, so who will provide care?
How will | if | cant sustain my household and need to work outside my home? We looked for
respite for 3 months then finally gave up....again there is a massive shortage of providers.

My sister has made it clear that she does not want to live in a facility. Yet | fear that taking away
family caregivers could push families like mine toward outcomes our loved ones do not want.

| respectfully ask you to oppose any provision that would eliminate family caregivers as
providers. Ohio families should not be punished for stepping up when their loved ones needed
them most.

Kee J



