Susan Berger
8354 Ellenwoods Drive
Cincinnati, Ohio 45249
513-638-1068
susanberger@cinci.rr.com

Dear Committee Members:

I am writing as the parent of a child with a developmental disability to emphasize the
importance of Medicaid, the Medicaid Waiver program, and the family provider provision.

My son was diagnosed with Limb Girdle Muscular Dystrophy 16 years ago when he was 8
years old. LGMD is a progressive disease which affects the involuntary muscles including
thighs, shoulders, heart, and lungs. He applied for a Medicaid Waiver two years ago but
was denied because his heed was not yet great enough. Unfortunately, over the last two
years, he has lost more of his basic living skills and, finally, was deemed eligible this spring.

My son cannot walk. He cannot transfer to his wheelchair without a lift. In the last year, he
lost the ability to attend to his own personal hygiene. He cannot lift a spoon or a cup to his
mouth. He cannot change activities (computer, books, etc.) without help. He cannot open
doors or roll himself over in bed at night.

I am his primary caregiver. As he has gotten worse, | have needed to stay home more to
help him with his daily living. Medicaid, and especially the Medicaid Waiver program, are
supposed to give families like ours options. | started training to become a shared-living
provider to make up the income I’ve lost because | cannot work outside the home.
Unfortunately, the moratorium on new provider applications has put that plan on hold.
However, the Waiver program also allows me to supplement with outside help if | can find a
suitable provider.

I have heard one of the arguments against family providers is that they get paid to be
companions and don’t really work. For someone like my son, having someone nearby to
help him get food when he’s hungry, get a drink when he’s thirsty, change his book for his
computer, and help with his daily living tasks allows him to live at home. More importantly,
having someone close by contributes to his safety if an emergency arises and he needs to
leave the house or get to a safe location.

As you consider House Bill 795, please keep in mind the importance of Medicaid, the
Medicaid Waiver program, and, especially, the importance of family caregivers for people
with developmental disabilities.

Thank you for your time.

Susan Berger
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