Opponent Testimony Regarding Restrictions on Paid Family Caregivers
Chair Gross and Members of the House Medicaid Committee,

My name is Lucky, and | am the parent and caregiver of a child who has a complex medical
diagnosis. He was born in 2016 with seven heart defects , and hetrotazy where his organs
mirror each-other . | was a single mother at the time unable to work due to his hospitalizations
and needing to be present to talk with on call cardiologists , Gl doctors, liver specialists etc
because his condition does not just effect his heart. It takes a hit on all other organs .

Over his first four years of life we spent a significant amount of time doing follow up’s ,
managing weight so he could be ready for the next operation . Watching him wear a 24 hour
holter monitor and he could not go to daycare while wearing the monitor . Monitoring his
symptoms and watching as he began to go into heart failure because it was time for the next
open heart surgery .

The biggest open heart surgery was the last one where he currently has a whole new
circulation . There is no pump in his body that is pushing blood into his lungs , he is relying on
all of his energy in his body to move the blood so it can circulate. Over time the pressures from
the circulation can cause back up in other areas like the kidneys, liver, making them not work
resulting in the need for dialysis. His current circulation is only temporary and over the course
of time he will need a new heart. We don’t know what our future holds as congenital heart
disease is spontaneous .

During my sons last open heart surgery which was during covid Prior to the Fontan , he had to
have coils placed in his collateral vessels to assist in the blood flow of the Fontan. Due to a
previous experience of my son clotting in his main portal vein ,after his first open heart surgery
at only 10 days old ; i had to give my son heparin injections to prevent clotting . There was no
nurses that were available to give them to him and we live in a rural area in pickaway county
where there is not a-lot of services to rely on . | had to learn and be trained by the hospital staff
on his injections before discharge.

After the Fontan circulation we had to come back to the hospital multiple times a week to have
his chest tube drained . This went on for a few months due to excessive amounts of fluid on his
lungs . | could not work or have him in daycare due to the chest tube being in his chest .

My son started kindergarten the following year and that was rough. | was getting calls to pick
him up from school for disruptive behavior . | was working with adults with disabilities during
the time he was starting kindergarten , and had to leave my job to be there for my son . | had
him enrolled in our local before and after school program through the ymca and it got to the
point that he was terminated from the program during the process of his psych evaluation and
final diagnosis of autism and combined add/adhd with both expressive and receptive language
delays.

| fought for help from our local board of development disabilities only to be met with reasons
they couldn’t help in providing a one on one aid for my son. | even looked at having him
evaluated for a different waiver and it was denied because his needs were not extraordinary .

We went through so many DSP providers in the course of two years . Providers that would call
off, or leave after a month and go on to other clients with more hours because my son is a
minor and during school theres not many hours needed for care or activities you can do after
school with a child . The revolving door of providers left my son with gaps in services , and
meeting new faces that it was hard for him to build a relationship of trust with someone.



| am asking you to protect and expand access to paid family caregiving services. For many
families, these programs are not a convenience. They are the difference between stability and
crisis.

Parents of children with significant medical, developmental, and behavioral needs often provide
care that would otherwise be performed by trained direct support professionals. We administer
medications, manage therapies, provide constant supervision, respond to behavioral and
medical emergencies, and coordinate services around the clock.

Ohio continues to face a shortage of direct support professionals and caregivers. Families are
routinely told there are no staff available. Yet some policymakers are questioning whether
parents should be compensated when they are performing the exact services the state cannot
find workers to provide. That makes no sense.

| know firsthand what happens when supports are unavailable. Families are expected to fill the
gaps, regardless of the financial, emotional, and physical cost. When providers cannot be
found, parents don’t get to clock out. We become the backup plan every single time.
Eliminating or restricting paid family caregiving does not eliminate the need for care. It simply
shifts the financial burden onto families who are already stretched to their limits.

No other workforce is expected to provide skilled labor for free simply because they love the

person receiving the care. Parents are told they should sacrifice careers, retirement savings,
income, and financial stability because they are parents. That is the Parent Penalty.

Families should not be forced to choose between caring for their child and paying their bills.
Paid family caregiver programs help keep individuals safely at home, reduce costly institutional
placements, and recognize the reality that families are often providing highly skilled care every
day.

| urge you to support policies that value caregivers, strengthen home and community-based
services, and end the Parent Penalty.

Thank you for your time and consideration.
Respectfully,

Lucky a live-in caregiver



