6/6/2026
Dear Jennifer Gross and The Ohio House Medicaid Committee,

We are aware that HB795 as it is currently written prevents families from being paid with Waiver funds.
Our son, Tyler Frey, has been a Medicaid recipient for 28 years. He has been receiving the DODD 1/0O
Waiver since he was 18 and his father, Jimmy Frey, has been Tyler’s primary care provider since that
time. Tyler has many medical challenges and Medicaid, the Ohio Homecare Waiver and most recently,
The DODD I/O Waiver have allowed us to keep Tyler in his home. Most importantly, DODD’s Shared
Living program has allowed Tyler’s father to be paid to provide his extensive care in our home while |
work a full-time job at Genesis Healthcare Systems. The money earned through OSL is spent keeping
Tyler is his accessible home. My full-time job provides health insurance for my husband and me.
Employment outside the home for both parents is not possible while providing Tyler with a nursing
home level of care - 24 hours per day. Even if skilled nursing could be provided in the home, there are
still call-offs, sick days, vacations, career changes and Tyler’s multiple medical appointments at tertiary
care centers which an employer cannot accommodate. For this reason, the DODD I/O Waiver is the best
option to keep Tyler happy and healthy in his home, reducing hospitalizations and costly in-home skilled
nursing services. Loss of Ohio Shared Living wages would be catastrophic for our family. We would
certainly lose our handicapped accessible home. Please defend families with disabled children and
reinstate the Ohio Shared Living Program to its original format, which is a lifeline for Tyler and many
others like him. There would be no longevity for Tyler if he had to be institutionalized. We would like to
invite you to our home to better understand the importance of Medicaid DODD OSL and how it affects
our lives.

While discussing this with the retired COO of the hospital where | work, this hospital executive stated,
“This is a horrible idea. There are ways to identify, detect and prevent fraud versus just throwing your
hands up and hitting the delete button. The ultimate cost, but more importantly, the quality of care
these precious and vulnerable people receive will suffer, if indeed, HB795 passes.”

People with disabilities deserve to live safely in their homes, with caregivers they trust, surrounded by
people who love and care for them. They should not be forced into institutions or group homes due to
the rushed implementation of a policy that treats every family caregiver as a potential fraud case.

Respectfully,
Shayne Ann Barnes-Frey and Jimmy Frey

Parents of Tyler James Frey - Ohio Shared Living Independent Provider
890 Orchard Hill Rd Zanesville, Ohio 43701 (740) 704-3301 ShayneAnn@aol.com



Summary

Tyler, a 28-year-old male with severe medical
conditions, who has been under intensive care since
birth, requiring constant medical support provided
by his parents and most recently, a very limited
amount of skilled nursing.

e  Tyler's Medical Background: Tyler suffers from
hypoxic ischemic encephalopathy, epilepsy, spastic
guadriplegic cerebral palsy, Diabetes 3C,
pancreatitis, chronic infections, and other severe
conditions, relying entirely on others for care.

e  Changes in Care Programs: Tyler has been
covered by Medicaid since December 1998. Soon
after he qualified for the Ohio Homecare Waiver.
After turning 18, Tyler transitioned to DODD I/O
Waiver, which allowed his father to be reimbursed
for his care and transportation.

. Recent Health Challenges: In late 2022,
Tyler was hospitalized multiple times for
pancreatitis and underwent a splenectomy and
distal pancreatectomy, leading to a prolonged
ICU stay and subsequent palliative care. During
this time, our long-term homecare nurse took a
hospital-based job. We went from having skilled
nursing services 40 hours per week to 16 hours
per week, primarily due to the nursing shortage.
o Comprehensive Medical Follow-ups:
Tyler regularly follows up with various
specialists, including his PCP, complex care
doctors, palliative care, neurology, hematology,
otolaryngology, plastic surgery, endocrinology,
PM&R, CP Clinic, and several other departments
for his numerous medical needs.

o Daily Care Routine: Tyler's daily routine
involves administering medications via G-J tube
17 times per day, insulin injections, wound, care,
wound vac, bowel and bladder program, daily
shower and shave, ordering medications,

: managing medical supplies, communication at
least weekly with multiple specialists, and providing extensive personal care, including using
specialized equipment for mobility and hygiene.



e Quality of Life: Despite his medical issues, Tyler enjoys spending time with family, participating
in activities like watching cartoons, sports, auto racing, being in his front yard while neighbors
and those passing by honk, wave or stop to chat and adaptive baseball, which brings joy to his
life.

The proposed changes in HB 795 are not merely “fraud prevention.” They pose a direct threat to
individuals with disabilities, their families, and the caregivers who ensure their safety, stability, and
independence in their own homes.

While fraud prevention is important, and no honest provider opposes accountability, the current
approach goes far beyond mere fraud prevention. It completely disregards the human aspect of this
issue. People with disabilities are treated as mere case numbers, claims, and potential fraud risks, rather
than as individuals with unique needs, routines, fears, preferences, families, and dignity.

Many individuals with disabilities rely on family members for care because it provides the necessary
safety and support. This is not an easy task, nor is it driven by a desire to “take advantage” of the
system. Instead, it stems from the fact that the current provider system is already strained,
understaffed, and many individuals cannot simply be transferred to strangers without significant
consequences.



If family caregivers
are removed or
financially burdened,
countless individuals
may be forced into
group homes,
institutional settings,
or unsafe care
situations. This is not
dignified care,
person-centered care,
or protection for
vulnerable
individuals.

The consequences of
these changes could
be catastrophic.
Thousands of
individuals with
disabilities could lose
the caregivers who
know them best.
Those who are
nonverbal, medically
fragile, autistic,
intellectually disabled,
physically disabled, or
unable to advocate for
themselves may be
particularly
vulnerable. These are individuals with weaker voices in a political system that is moving too quickly and
not listening closely enough. This is not just a provider issue; it is a disability rights issue.




People with disabilities deserve to live safely in their homes, with caregivers they trust, surrounded by
people who love and care for them. They should not be forced into institutions or group homes due to
the rushed implementation of a policy that treats every family caregiver as a potential fraud case.






