Chairwoman Gross, Vice Chair Barhorst, Ranking Member Baker, and Members of the House
Medicaid Committee:

My name is Kimberlee Forbes, and I am the mother of a daughter with developmental disabilities
who has been involved in Ohio’s developmental disabilities system for more than fifty years.

I am no longer my daughter’s primary caregiver, but she continues to be cared for within our
family through the waiver system. I spent decades serving as her primary caregiver personally
before age and circumstances required additional support and a transition in caregiving
responsibilities within our family.

Over those fifty years, I have witnessed the evolution of Ohio’s developmental disabilities
system from institutional models to community integration and family-centered care. I have seen
tremendous progress, but I have also witnessed devastating failures.

That is why I felt compelled to submit testimony regarding House Bill 795.

Throughout these hearings, lawmakers and state officials have repeatedly discussed fraud, abuse,
and the need for stronger oversight. No one disputes that fraud should be investigated and
prosecuted. Taxpayer dollars should be protected, and vulnerable individuals deserve safe and
ethical care.

But I am deeply concerned that Ohio is moving toward expanded surveillance and heightened
suspicion of family caregivers without publicly demonstrating that family caregivers are
responsible for the organized fraud patterns repeatedly cited throughout these hearings.

And I say that as someone whose family experienced firsthand what happens when large licensed
systems fail vulnerable people.

The experiences that shaped my family’s concerns about these policies are not recent.

More than a decade ago, our family was already sounding the alarm about failures within Ohio’s
developmental disabilities system.



In the early 2010s, my daughter was living within a large agency-operated group home system
licensed by the State of Ohio. During that time, our family repeatedly reported concerns
involving neglect, abuse, and Major Unusual Incidents involving the treatment and safety of
developmentally disabled individuals within that provider system.

Those warnings were not adequately addressed.

Within approximately three months in 2012, multiple developmentally disabled individuals
connected to that agency died under circumstances involving serious allegations of neglect and
abuse.

The concerns became so significant that they were eventually the subject of investigative news
reporting documenting conditions within the provider system and raising serious public
questions regarding the safety and treatment of vulnerable individuals entrusted to its care.

My daughter was ultimately removed from that environment on an emergency basis because our
family no longer believed she was safe there.

Yet despite repeated warnings, complaints, public reporting, and deaths, the provider continued
operating for years afterward. The State did not revoke the agency’s license until 2016, and the
agency ultimately ceased operations in 2017.

That history matters.

Because it demonstrates something this Committee must carefully consider before imposing
escalating surveillance systems onto family caregiving environments:

Government oversight structures, compliance systems, inspections, and regulatory frameworks
do not automatically protect vulnerable people.

Families often do.



And when systems fail, it is frequently family members who recognize the danger first, report it
first, advocate first, and intervene first.

In 2012, after years of concerns involving neglect, abuse, and repeated Major Unusual Incident
reports connected to that large licensed provider agency, another one of my daughters became an
Independent Medicaid provider and began caring for her sister because we no longer believed
traditional provider systems alone could adequately protect vulnerable individuals like my
daughter.

At that time, our family publicly explained that family-based Medicaid caregiving became
necessary because repeated reports involving neglect and abuse were not adequately addressed
despite ongoing concerns raised by families.

That history is important because it demonstrates that family caregivers did not emerge as a
threat to the system.

Very often, family caregivers emerged because families lost trust in systems that had already
failed vulnerable individuals before.

That experience fundamentally changed how I view proposals like those now being advanced
through House Bill 795.

Because I cannot ignore the contrast between:
» the extraordinary surveillance now being proposed for family caregivers;
and

* the years it took the State to meaningfully intervene against a large licensed provider system
despite repeated reports of neglect, abuse, public concerns, and multiple deaths.

That contrast raises serious legal and policy concerns.

Throughout these hearings, lawmakers have repeatedly described:



» organized provider networks;
* shell companies;

* transportation fraud;
 ownership structures;

« and large-scale billing operations.

Yet the legislative response increasingly reaches directly into private family homes despite no
publicly presented evidence demonstrating that family caregivers are responsible for those
organized fraud patterns.

Public policy should be proportionate to demonstrated risk.

And the State should proceed very carefully before creating systems that effectively presume
suspicion against families caring for disabled loved ones inside their homes without
individualized evidence or demonstrated necessity.

As someone who has spent over fifty years inside Ohio’s developmental disabilities system, I am
also deeply concerned about the broader legal implications these policies may create.

Federal disability law — including the Americans with Disabilities Act and the United States
Supreme Court’s decision in Olmstead v. L.C. — recognizes that individuals with disabilities
have the right to remain integrated within homes and communities whenever possible rather than
unnecessarily institutionalized.

Family caregivers are one of the primary reasons that integration remains possible.

But policies that:

* increase surveillance;

* escalate compliance burdens;
* create payment instability;

* impose institutional-style oversight structures;



» and discourage long-term family caregiving participation

may foreseeably destabilize the very Home and Community-Based Service structures federal
disability law was designed to protect.

That should concern this Committee.

Because once family caregiving systems collapse, institutionalization increases.

And history has already shown Ohio what can happen when vulnerable individuals become
overly dependent on systems that fail to protect them.

I am also troubled by the constitutional implications raised by expanding GPS-linked monitoring
and electronic surveillance into private homes where caregiving naturally occurs alongside
family life.

Family caregiving environments are not corporations.

They are homes.

They are places where families live, gather, worship, sleep, celebrate holidays, and care for
vulnerable loved ones around the clock.

The State should proceed cautiously before normalizing institutional-style surveillance
mechanisms inside constitutionally protected family environments — particularly where no
publicly demonstrated evidentiary basis has been presented connecting those families to the
organized fraud patterns repeatedly described throughout these hearings.

As someone who has spent decades inside Ohio’s developmental disabilities system, I never
imagined that after families fought for years to protect vulnerable loved ones from neglect,
abuse, and institutional failures, Ohio would one day move toward treating those same family
caregivers as presumptively suspicious under expanding fraud-surveillance systems without



publicly demonstrating that family caregivers are responsible for the organized fraud patterns
repeatedly discussed throughout these hearings.

I respectfully urge this Committee to slow this process down and carefully examine:
» whether the policies being proposed are supported by evidence;

 whether they are proportionate to demonstrated risk;

» whether they create unnecessary constitutional and disability-rights concerns;

+ and whether they risk discouraging the very family caregiving structures that keep vulnerable
disabled Ohioans safely integrated within their homes and communities.

For over fifty years, my family has lived the realities of Ohio’s developmental disabilities
system.

We have witnessed what happens when systems fail.

Please do not make the mistake of treating the families who have protected vulnerable loved
ones for decades as though they are the primary threat.

Family caregivers are not the enemy.

Very often, we are the people standing between vulnerable individuals and systems that have
already failed them before.

Thank you for your time and consideration.



