To Whom it May Concern,

We are writing to address our concerns related to HB 795 The Shield Act.

Our story began 34 years ago with the birth of our daughter, who was born with a
congenital condition that affects every aspect of her life—including mobility, feeding,
speech, learning, emotional regulation, and behavior. Her arrival launched us into a
lifelong journey of advocacy, caregiving, and navigating complex systems designed to
support individuals with disabilities.

Over the decades, we have coordinated countless therapies, developed and monitored
Individualized Education Plans (IEPs), and learned to navigate an intricate network of
bureaucracies, including Social Security, Medicaid, and the guardianship system. Our goal
has always been the same: to provide the highest quality of care for our daughter while
protecting her well-being and future security, particularly for the day when we are no longer here
to care for her ourselves.

This responsibility requires an extraordinary degree of oversight, documentation, and
vigilance. Every service, intervention, and decision must be tracked, justified, and
documented to ensure compliance with the many agencies involved in her care. Although
we are her parents and legal guardians, our daughter is ultimately considered a ward of the state.
As a result, we are routinely required to prove and document the care we provide, often under
systems that presume scrutiny rather than trust.

We often say that our daughter is not the greatest challenge. The challenge is managing the
maze of bureaucracies that must work together on her behalf. Coordinating these
systems—and ensuring that none of them fail her—has been one of the most demanding
responsibilities of our lives.

We are deeply grateful that our daughter came of age during an era shaped by the
disability rights movement and the deinstitutionalization efforts that emerged in response
to the widespread abuse and neglect that once characterized institutional care. Because of
these hard-won reforms, she has had opportunities to live, learn, work, and participate in
her community with dignity and purpose.

Today, my husband and I are both 64 years old and continue to serve as our daughter's
co-guardians and caregivers. She lives at home with us, where we can best manage her
complex medical and developmental needs. Before the COVID-19 pandemic, we relied on a
network of 23 different service providers who regularly entered our home. Over the years, our
daughter and her siblings learned to adapt to a constant rotation of strangers, each bringing
different levels of experience, competence, personality, and commitment.

Since COVID-19, the availability of qualified providers has declined dramatically. At the same
time, after decades of opening our home to outside caregivers, we have become increasingly
fatigued by the constant turnover and intrusion into our family life. As a result, we have chosen
to provide virtually 100 percent of our daughter's care ourselves whenever she is not attending
her two adult day programs.



This decision has come at a significant personal cost, but it has also yielded important
benefits. Our daughter's health is stable. She is happy, secure, and thriving within a familiar
environment. Most importantly, we have been able to sustain the high level of care she
requires while preserving her quality of life and dignity. As aging parents, however, we are
increasingly aware that the long-term sustainability of this arrangement depends upon
systems that are already stretched thin. The future security and well-being of individuals like
our daughter will require policies and support structures that recognize not only their needs, but
also the lifelong commitment and sacrifices made by the families who care for them.

Given these considerations, we ask for the following amendments to HB 795 (The
Shield Act):

. Protect access to services for people with disabilities and their families by
ensuring program integrity efforts are focused on documented risks and
supported by data.

. Clarify that services legally authorized in a person’s service plan while they
are hospitalized are not automatically treated as fraudulent or used to classify
providers as high-risk. Individuals with developmental disabilities sometimes require staff
support in hospitals to address communication, behavioral support, and transition needs.

. Avoid imposing duplicative audit and reporting requirements on providers that
are already subject to extensive oversight, cost reporting, and payment review
processes.

. Maintain opportunities for family members to provide services. The bill's
current language could prohibit both family caregivers and family members
employed by provider agencies from supporting their loved ones. Such a broad
prohibition would reduce access to services, limit individual choice, and further
strain an already challenged workforce.

. Balance accountability with access, recognizing that solutions should be
proportional to the risks being addressed.

. Preserve a stable provider network at a time of workforce shortages,
increasing service complexity, and growing demand.

. Recognize the extensive safeguards and oversight mechanisms already
present within the developmental disabilities system.

. Support risk-based oversight that targets identified concerns rather than
applying broad requirements across all providers and services.

. Evaluate the state's capacity to effectively monitor, investigate, and enforce new
requirements.

. Avoid unnecessary administrative complexity that diverts resources away
from direct support and services.

. Maintain flexibility and encourage innovation in service delivery.



. Establish clear goals and measurable outcomes so policymakers can
evaluate whether new requirements are producing the intended results.

We have spent 34 years advocating for our daughter and will continue to meet
whatever requirements are necessary to ensure her safety, well-being, and quality of
care. Throughout this journey, we have been fortunate to work alongside extraordinary
physicians, therapists, and service providers whose expertise, compassion, and
partnership have made a profound difference—not only in our daughter's life, but in the
well-being of our entire family. Their willingness to listen, collaborate, and trust families
as valued members of the care team has been invaluable.

As policymakers and administrators consider future requirements and oversight
measures, we respectfully ask that they recognize families as partners rather than
subjects of suspicion. Families caring for loved ones with disabilities already shoulder
immense responsibilities and navigate complex systems every day. Additional layers of
surveillance, documentation, and bureaucracy often divert time and energy away from
what matters most: providing care, fostering independence, and maintaining quality of
life.

We ask that you trust and empower families who have dedicated their lives to
supporting their loved ones. Policies that strengthen collaboration, reduce
unnecessary administrative burdens, and preserve flexibility will help individuals
with disabilities remain healthy, safe, and connected to the people who know and
love them best. Such support not only enhances quality of life but also helps prevent
unnecessary institutionalization, allowing individuals to remain in their homes and
communities where they can thrive with dignity, stability, and the support of those most
committed to their well-being.

Kind regards,

Holly and Richard Robbertz



