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


My name is Emily Lark. I am a full-time family caregiver for my seven 
year old disabled daughter, Annika. 


Like many family care-givers, I had to walk away from my career as 
veteran middle school English teacher of 15 years to be the primary 
caretaker for my medically complex, disabled child full time. Our 
family income was reduced from two teacher salaries to one teacher 
salary, while the cost of medical care, doctor’s visits, hospital stays, 
medical supplies, mobility equipment, and medical devices that allow 
my daughter to survive continued to escalate. Although we qualify for 
nursing care, the shortage of safe, qualified, disability affirming care 
workers has prevented us from receiving any care support. We are 
not privileged enough to have extended family members to lean on to 
help us in any capacity. I care for my daughter 24 hours a day 7 days 
a week. This incudes organizing, preparing, ordering, and 
administering over 13 medications multiple times daily, scheduling 
and coordinating over 250 medical and therapy appointments 
annually, changing and caring for my child’s g-tube button, changing 
diapers daily, while potty training, ordering  and using monthly 
medical supplies, and using multiple medical devices like suction 
machines, feeding pumps, shaky vests, cough assist machines, and 
several orthotics for her legs, knees, back, and feet. I massage and 
stretch my daughters limbs and back multiple times a day to prevent 
scoliosis. We do PT, OT, and Speech exercises both at home and at 
outpatient therapy weekly. I advocate and coordinate care with her 12 
specialists and 3 clinics of doctors that have 4-7 providers, as well as 
her 3 therapists. I create blended meals from fresh protein, 
vegetables, fruit, and grains for my daughter and document each 
meal’s volume and time and each diaper she has daily. I monitor for 
seizures around the clock and administer rescue meds and rush her 
to the hospital when her rescue med fails. I stay with her every 
hospital stay, where I continue her care because the hospital nurses 
are overloaded and have enough time to administer meds and check 
IVs. To be clear, every day in the hospital is completely unpaid care. 
This year alone, we have spent five weeks in the hospital. I travel on 



average anywhere from one hour to three hours one way for doctors’ 
appointments with my daughter’s medical teams. Families like mine 
are not creating fraud. We are barely surviving and barely making 
ends meet with small amount of money we are paid for care that goes 
well above and beyond normal parenting. 


All of this, and we are still having to file for bankruptcy and hope to 
keep our transportation and our house so that in between medical 
appointments and hospital stays, our daughter can go to school, play 
adaptive baseball and perform in her adaptive figure skating troupe, 
take her weekly art classes because art is what she loves, ride 
adaptive bikes, and hike with us, garden and play with her two dogs 
that love her, go to friend’s birthday parties and disability rights 
marches, visit art museums and natural history museums because 
dinosaurs and art are life, go to the Cleveland Orchestra and live 
theater performances of Fraggle Rock and Bluey, roller-skate with her 
gait trainer with her new roller skates and be the amazing seven year 
old girl she is, because while her disability is and will always be part 
of her, she has a life to live with her own interests, thoughts, and 
experiences. She deserves to be in community and her community 
deserves the privilege of having her be a part of it. 


Her nondisabled friends are the next generation nurses, doctors, 
teachers, inventors, entrepreneurs…imagine what an inclusive and 
better world they will create after having a friend who talks with her 
eyes, has wheels for legs, and can eat and play or nap 
simultaneously. Disability is a normal part of the human experience. I 
hope you live long enough to experience disability and I hope 
whoever takes care of you had a friend like Annika that made them 
realize how normal and necessary disabled people are to our 
community. 


I respectfully urge this Committee to pause before advancing any 
legislation or administrative action that expands GPS surveillance, 
breadcrumb tracking, electronic visit verification mandates, or fraud-
enforcement mechanisms into family caregiving environments without 



first addressing the profound legal, constitutional, disability-rights, 
and civil-liberties concerns these policies create.

Throughout these hearings, Ohio officials have repeatedly described 
large-scale fraud involving provider networks, shell companies, 
transportation operations, treatment facilities, and coordinated 
business entities. The testimony presented by the Ohio Attorney 
General’s Medicaid Fraud Control Unit discussed providers “working 
together,” “networking together,” and operating through multiple 
organizations. The Auditor of State discussed improper billing 
structures, organizational controls, provider examinations, and large-
scale payment irregularities.

Yet despite these repeated references to organized provider-network 
fraud, the policy response now being proposed extends directly into 
private family homes and Shared Living environments — despite no 
evidence being presented to this Committee or to the public 
demonstrating that family caregivers or Shared Living providers are 
responsible for the fraud patterns repeatedly cited throughout these 
hearings.

That distinction matters.

Because family-based care is fundamentally different from shift-
based commercial staffing models.

Ohio Administrative Code 5123-9-33, explicitly recognizes this reality. 
The rule states that Shared Living occurs naturally within daily life and 
that segregating these activities into discrete service events is 
“impractical.” The rule recognizes that Shared Living is integrated into 
the natural rhythm of family and community life.

Yet House Bill 795 and related administrative actions attempt to force 
these naturally integrated family environments into a surveillance and 
billing framework designed for commercial operations and 
institutional-style oversight.

This creates a direct legal and structural conflict between Ohio’s 
existing Shared Living framework and the surveillance architecture 
now being proposed.

The constitutional implications are enormous.

Under HB 795 and related EVV expansions, Ohio would require GPS-
based verification, breadcrumb location tracking, timestamp 
monitoring, and ongoing electronic surveillance connected directly to 



private homes where families live, raise children, worship, sleep, and 
care for disabled loved ones around the clock.

This is not merely regulation of a workplace.

This is surveillance of constitutionally protected family environments.

Unlike commercial agencies, Shared Living providers do not “leave 
work.” We live there. Our children live there. Our spouses live there. 
Our family routines, movements, locations, and daily lives become 
intertwined with these surveillance systems.

Minor children never consented to continuous government-linked 
GPS and breadcrumb monitoring attached to their family home 
environment.

That should deeply concern every member of this Committee.

The disability-rights implications are equally serious.

The United States Supreme Court’s decision in Olmstead v. L.C. 
recognized that unnecessary institutionalization violates the ADA. 
Federal disability policy has spent decades moving states toward 
Home and Community-Based Services specifically because people 
with disabilities have the right to live integrated lives within their 
communities rather than institutions whenever possible.

Ohio Medicaid itself testified before this Committee that HCBS exists 
so individuals may remain in their homes and communities rather 
than enter institutional settings.

Yet the cumulative effect of these policies risks destabilizing the very 
family caregiving structures that make community integration 
possible.

When family caregivers are subjected to:

• GPS surveillance;

• breadcrumb tracking;

• heightened fraud presumptions;

• escalating compliance burdens;

• payment denials tied to technology failures;

• claims-validation systems;

• and increasingly institutional-style oversight structures;

many families will simply be unable to continue.

And when family caregiving collapses, institutionalization increases.

That is not speculation. It is the foreseeable consequence of placing 
institutional compliance structures onto family homes that were never 
designed to operate like corporations.




What is perhaps most alarming is that the Ohio Department of 
Medicaid’s own publicly filed Business Impact Analysis admits 
several critical facts:

• Federal law did not require GPS tracking;

• Federal law did not require elimination of the live-in caregiver 
exemption;

• Federal law did not require inclusion of per-diem services;

• “No scientific data was used”;

• Alternative regulatory approaches were not considered;

• These expansions were recommended by “stakeholders.”

Those stakeholders included alternate EVV vendors and organizations 
with direct financial interests in expanding compliance infrastructure.

Meanwhile, Ohio’s Waiver Modernization initiative — underway since 
at least 2023 — is simultaneously redesigning:

• assessment methodologies through interRAI;

• provider reimbursement systems;

• support-level structures;

• payment models;

• and shared-risk funding systems.

Publicly available DODD materials acknowledge that interRAI will 
ultimately influence future support levels, provider reimbursement 
rates, and individual waiver budgets beginning in 2027.

At the same time, Deloitte — a company openly specializing in 
Medicaid transformation, HCBS redesign, reimbursement 
restructuring, cost containment, and budget-neutrality modeling — 
has been paid millions of dollars to help facilitate these redesign 
efforts.

Families are not irrational for being concerned.

Because what we are witnessing is not one isolated policy change.

We are witnessing:

• waiver modernization;

• reimbursement redesign;

• interRAI implementation;

• shared-risk payment restructuring;

• expanded EVV surveillance;

• GPS tracking expansion;

• elimination of live-in exemptions;

• enhanced fraud enforcement;




• provider moratoriums;

• and increasing federal anti-HCBS fraud rhetoric

all occurring simultaneously.

And despite the repeated fraud allegations dominating these 
hearings, no evidence has been presented demonstrating that family-
based Shared Living providers are driving the organized fraud 
patterns repeatedly cited by lawmakers.

Even Ohio Medicaid Director Scott Partika acknowledged before this 
Committee:

“A lot of the times, though, it's just not there. And you can't make the 
fraudulent case.”

That statement is critically important.

Because despite the extraordinary rhetoric surrounding fraud, Ohio is 
now considering policies that could expose the State to:

• ADA litigation;

• Olmstead integration claims;

• constitutional privacy challenges;

• equal protection claims;

• family-rights litigation;

• and disability discrimination allegations

without first establishing that family caregivers are responsible for the 
misconduct being cited.

The public deserves evidence before Ohio subjects entire families to 
GPS surveillance.

The public deserves transparency regarding:

• the financial assumptions behind waiver redesign;

• the reimbursement objectives behind interRAI implementation;

• the role of EVV vendors and consultants;

• the projected impact on family-based HCBS participation;

• and the legal analysis concerning constitutional and disability-rights 
implications.

Most importantly, individuals with disabilities deserve policies that 
preserve — not undermine — their ability to remain safely integrated 
within their homes, families, and communities.

What is perhaps most troubling about this process is the 
extraordinary imbalance between the institutional stakeholders 
shaping these policies and the families who will ultimately bear their 
consequences.




Public records now show that state agencies, consultants, waiver-
modernization stakeholders, EVV vendors, reimbursement designers, 
and institutional policy groups have been discussing these systems, 
redesigns, and implementation strategies for years.

The Waiver Modernization initiative began in 2023.

interRAI implementation discussions have been underway for years.

EVV stakeholder workgroups have been meeting repeatedly.

GPS expansion recommendations were already being discussed long 
before most Ohio families even knew such proposals existed.

Now, public statements from lawmakers indicate that House Bill 795 
has evolved into a broader substitute bill incorporating provisions 
from other legislation, stakeholder recommendations, and additional 
program-integrity measures beyond the original bill language first 
introduced to the public.

That means families are not merely responding to a bill.

We are responding to a moving target.

The very people whose homes, children, caregiving relationships, 
constitutional rights, and daily lives will be directly impacted are still 
struggling to determine what language is currently contained within 
the full substitute bill itself.

Families caring for disabled loved ones around the clock do not have 
teams of attorneys, consultants, lobbyists, compliance officers, 
actuaries, or government affairs representatives.

We are simultaneously:

• caregiving;

• managing medications;

• preventing self-harm and elopement;

• coordinating therapies and medical care;

• protecting vulnerable family members;

• and struggling to survive financially under systems already stretched 
to their limits.

Yet despite those realities, Ohio families are now expected to rapidly 
analyze highly technical and changing legislation involving:

• GPS surveillance;

• electronic verification systems;

• fraud enforcement structures;

• reimbursement redesign;

• waiver modernization;




• interRAI implementation;

• data-sharing systems;

• substitute bill language;

• incorporated provisions from other bills;

• stakeholder recommendations;

• and constitutional privacy implications

while the very stakeholders shaping these policies have had years of 
access, planning, coordination, and institutional involvement.

Families cannot meaningfully consent to, comment on, or defend 
themselves against policies they have not been allowed to fully review 
in finalized form.

That is not meaningful public participation.

That is not informed consent.

And it is not a process that inspires public trust.

Before Ohio fundamentally alters the relationship between disabled 
individuals, family caregivers, and the State itself, this Committee 
must slow this process down and allow the people most affected to 
be fully heard.

Because once these systems are implemented, once constitutional 
privacy lines are crossed, once family caregivers leave the waiver 
system, and once disabled Ohioans lose the support structures 
keeping them safely integrated in their homes and communities, the 
damage will not be easily undone.

This Committee is not merely voting on technology.

It is deciding what kind of relationship the State of Ohio intends to 
have with disabled citizens and the families who care for them.

Will Ohio continue honoring the principles of community integration, 
family preservation, individualized support, and disability rights?

Or will Ohio move toward a system where naturally integrated family 
caregiving is treated as administratively suspicious simply because it 
does not conform to institutional billing and surveillance models?

That question deserves far more scrutiny, transparency, evidence, 
and public participation than this rushed process has allowed.

Before this Committee advances legislation of this magnitude, Ohio 
families deserve clear answers to several fundamental questions that 
still have not been publicly answered during these hearings.

Throughout these proceedings, lawmakers and officials have 
repeatedly cited alarming figures ranging from hundreds of millions to 



billions of dollars in alleged Medicaid fraud, waste, abuse, or 
improper spending. Yet the publicly available records surrounding 
those figures raise serious concerns regarding what those numbers 
actually represent.

For example, the frequently cited estimate of “$800 million to $4.4 
billion” appears to originate not from a dedicated fraud investigation 
involving family caregivers or Shared Living providers, but from 
findings within Ohio’s State Single Audit involving eligibility testing 
samples, payment-control concerns, deceased recipients, duplicate 
enrollment concerns, and extrapolated estimates of “potential 
unallowable costs.”

That distinction matters.

Because “potential unallowable costs” are not the same thing as 
proven fraud.

They are not the same thing as organized criminal activity.

And they are certainly not the same thing as evidence demonstrating 
widespread fraud by family caregivers or Shared Living providers.

Yet despite the extraordinary rhetoric surrounding fraud throughout 
these hearings, this Committee has still not publicly identified:

• What percentage of Ohio Medicaid fraud referrals actually involve 
family caregivers, Shared Living providers, or live-in caregiving 
arrangements;

• What percentage of the widely cited fraud estimates specifically 
involve DODD Shared Living providers, family caregivers, or per-diem 
caregiving environments;

• What evidence specifically demonstrates that GPS breadcrumb 
tracking inside private family homes would prevent the provider-
network fraud patterns repeatedly described throughout these 
hearings;

• What constitutional and privacy analysis has been conducted 
regarding continuous location monitoring connected to homes where 
minor children reside;

• What ADA and Olmstead analysis has been conducted regarding 
the foreseeable impact these policies may have on long-term family 
caregiving participation and community integration;

• What evidence demonstrates that family-based HCBS environments 
require the same surveillance architecture being proposed for 
organized provider networks and commercial entities;




• What financial, reimbursement, or cost-containment objectives are 
simultaneously being pursued through waiver modernization, interRAI 
implementation, EVV expansion, and provider restructuring initiatives;

• And why Ohio families are being asked to accept some of the most 
invasive oversight measures ever proposed for family caregiving 
without first being shown evidence that family caregivers are driving 
the fraud patterns being cited.

These questions deserve clear public answers before Ohio 
fundamentally changes the relationship between disabled individuals, 
family caregivers, and the State itself.

I ask this Committee to stop and truly consider the gravity of what is 
being proposed before rushing this legislation forward.

Because once Ohio crosses the line from regulating services to 
surveilling family homes, there may be no meaningful way to undo the 
damage that follows.

If this bill moves forward as written, Ohio will be sending a chilling 
message to every family caregiver in this state:

That the sacrifice of opening your home, your life, and your family to 
care for a disabled loved one is no longer viewed as an act of 
compassion deserving support and respect — but as an arrangement 
so inherently suspicious that it justifies GPS surveillance, breadcrumb 
tracking, fraud presumptions, and government monitoring inside the 
walls of your private home.

And all of this is being proposed despite no evidence being presented 
that family caregivers or Shared Living providers are responsible for 
the organized fraud patterns repeatedly cited throughout these 
hearings.

Not one.

No statewide data.

No documented fraud trend involving Shared Living families.

No statistical analysis.

No evidentiary record justifying the extraordinary expansion of 
surveillance into family homes.

Instead, Ohio is preparing to impose some of the most invasive 
oversight measures ever proposed for family-based disability 
caregiving based largely on generalized fear, political pressure, 
institutional assumptions, and narratives that even Ohio Medicaid’s 



own Director acknowledged often do not meet the legal standard for 
fraud.

That should alarm every member of this Committee regardless of 
political party.

Because the question before you is larger than Medicaid fraud.

The question before you is whether Ohio will remain committed to the 
fundamental principle that disabled individuals belong in families, 
homes, and communities — not under systems of escalating 
institutional control that slowly make family caregiving impossible to 
sustain.

History will remember the choices made here.

It will remember whether Ohio protected the constitutional rights, 
dignity, privacy, and community integration of disabled citizens and 
their families — or whether fear and political momentum allowed the 
State to quietly normalize surveillance and institutional-style oversight 
inside private homes without sufficient evidence, transparency, or 
public participation.

I urge this Committee not to make a decision of this magnitude in 
haste.

Slow this process down.

Demand evidence.

Demand transparency.

Demand legal analysis.

Demand public accountability.

And most importantly, listen to the families whose lives will be 
permanently altered by these decisions long after this legislative 
session ends.

Because once family caregivers are driven out, once homes collapse 
under impossible compliance burdens, and once disabled Ohioans 
are forced into more restrictive settings, no hearing, no report, and no 
future amendment will fully repair what has been lost.

Family caregivers are not the enemy.

We are the reason many disabled Ohioans are not institutionalized 
today.


Thank you, 


Emily Lark


