The Ohio House of Representatives
Medicaid Committee

RE: HB 795

Dear Medicaid Committee members,

My name is Debra Rowland and | am mother and caregiver to my 25-year-old daughter,
Natalie, who was born with a developmental disability called Rett Syndrome. Thisis a
devasting neurological disorder that renders Natalie nonverbal and with significant gross
and fine motor deficits which affect all aspects of her life so that she requires 24/7 care for
all activities of daily living. | only became Natalie’s paid caregiver through her Medicaid 1/0
waiver in the past year. My husband and | have always been able to accommodate our work
schedules, even though it was very difficult at times, to provide the best care for Natalie
when she was younger and throughout school years. She received her first waiver at the
age of 11 and we were able to have paid caregivers come into the home to help us provide
care so that we both could continue to work. It was difficult to find trustworthy caregivers
that would provide the same or similar care as we would ourselves. We did have a few
good caregivers over the years, but eventually they would leave to find better jobs with
benefits. We have also had some very bad caregivers, one so much, that she neglected
Natalie for hours and mistreated her, which led to her firing, an MUl and the police
contacting me to see if | wanted to press charges. Not only was it extremely difficult to
trust strangers coming into our home after that, but the Covid pandemic also made it
impossible to find anyone that would even be willing or qualified. Natalie requires
caregivers to be trained in giving medications and G-tube care, as she is on a feeding tube.
Then my daughter became extremely ill in 2023, and progressively became worse, so much
so that | had to take a leave of absence from my job as a physical therapist for 10 months.
She now has chronic liver issues, as well as some other issues they have not fully
diagnosed yet, but she lives with pain daily on top of the difficulties of Rett syndrome. | had
to make the decision to give up my full-time position permanently from my job so that | can
care for her myself at home. This was when Natalie’s SSA encouraged me to become an
independent provider for Natalie. | receive Share Living wages, which is a fixed daily
amount, since Natalie lives in our home. | am not required to use EVV, as this is a fixed
daily wage. This is not where fraud is happening. Our family and families like us provide the
best care for our loved ones, especially now, when there is such a shortage of qualified
caregivers. And to think that it would be less expensive to just put these individuals into



long-term care is ridiculous, not to mention, just plain evil, that they would be better off in a
facility than with their family at home.

| became aware of House Bill 795 last week. | am in support of preventing fraud and misuse
of Medicaid funds. But these families that care for their loved ones are not the culprits.

From what | have been reading, after the last committee session, some amendments may

have been added to the bill already.

I want to be clear in that | am asking this committee to PLEASE:

1.

REMOVE THE PROVISION THAT WOULD PROHIBIT FAMILY MEMBERS FROM BEING
PAID WITH MEDICAID WAIVER FUNDS. THIS INCLUDES ALL DISABLED WAIVER
RECIPIENTS AND ALL FAMILY CAREGIVERS. MANY DISABLED WAIVER RECIPIENTS
RECIEVE CARE FROM FAMILY MEMBERS THROUGH VARIOUS WAIVERS, NOT JUST
DODD, BUT ALSO THROUGH ODM AND ODA. NOT ALL DISABLED INDIVIDUALS
WERE BORN WITH A DISABILITY WHICH DODD WAIVERS REQUIRE. INSTEAD,
SOME DISABLED INDIVIDUALS BECAME DISABLED LATER ON IN LIFE WHICH
MAKES THEN ELIGIBLE FOR OTHER WAIVERS ADMINISTERED BY ODM OR ODA. WE
BELIEVE THAT ALL DISABLED INDIVIDUALS SHOULD BE REPRESENTED BY THESE
AMENDMENTS, AND THEY OR THEIR FAMILY CAREGIVERS SHOULD NOT BE
DISCRIMINATED AGAINST, SOLELY BASED ON WHICH WAIVER THEY ARE ELIGIBLE
FOR.

CONTINUE TO EXEMPT LIVE-IN SERVICE PROVIDERS FROM A MANDATE TO USE
EVV (ELECTRONIC VISIT VERIFICATION)

CONTINUE TO EXEMPT DD WAIVER SERVICES PAID AT A DAILY RATE SUCH AS
SHARED LIVING AND ADULT DAY SERVICES FROM A MANDATE TO USE EVV.

| appreciate your time in reading my testimony on this very important subject that will affect

thousands of Ohioans. Please do the right thing and continue to support your very most

vulnerable Ohio constituents.

Thank you,

Debra Rowland

Mom and caregiver to Natalie



