
Hello Chair Gross,
Vice Chair Barehorst,
Ranking Member Baker,
and all other members,

I am writing regarding my husband, who is enrolled on a Medicaid My Care Waiver and requires
extensive, around-the-clock care due to a severe traumatic brain injury (TBI), dysphagia, immobility,
and complete dependence on others for all activities of daily living. I am his legal guardian and have
received court approval to serve as his caregiver and be compensated as an independent provider.

I respectfully ask that consideration be given to the critical role I play in my husband’s care and the
devastating consequences that could result if I were no longer permitted to provide those services
simply because I am his spouse.

My husband has been bedridden for the past eight years and requires assistance with every aspect
of daily living, including feeding, repositioning, hygiene, toileting, catheter care, medication
management, skin integrity monitoring, and ongoing supervision. He cannot safely care for himself
in any capacity. Although I am authorized to be paid for only a limited number of hours each week,
the reality is that I provide care twenty-four hours a day, seven days a week. Even when nurses or
other caregivers are present, I remain actively involved in his care because his needs do not stop
when scheduled provider hours end.

My husband’s medical history demonstrates why consistent, knowledgeable care is so important.
Following a prolonged hospitalization and life support, he was admitted to a nursing facility. Within a
month, he developed a severe pressure ulcer due to neglect. The wound became so serious that he
required emergency surgery and subsequently developed sepsis, resulting in a return to the
intensive care unit and placing his life at risk. There were multiple occasions when I had to
intervene because of serious concerns regarding his safety and care. These experiences made it
clear that institutional care was not meeting his needs and had devastating consequences for his
health. He repeatedly expressed his desire to come home and often pleaded with me not to leave
him in what he referred to as “jail.”

Once he became medically stable enough to return home, I committed myself to providing the level
of care necessary to keep him safe, healthy, and comfortable. For the past eight years, I have
repositioned him every two hours, assisted with lengthy feedings due to dysphagia, monitored for
skin breakdown, managed his daily care needs, and advocated for him when he could not advocate
for himself.

Over the years, I have also experienced significant challenges with outside caregivers. Some failed
to appear for scheduled shifts, leaving my husband without needed assistance. Others
demonstrated inappropriate behavior or breached professional standards. These experiences
reinforced what I already knew: no one understands my husband’s complex needs, medical history,
communication style, routines, and anxiety triggers the way I do.

Because of his traumatic brain injury, my husband experiences anxiety around unfamiliar
caregivers. Frequent changes in providers cause him significant emotional distress. Stability,
familiarity, and trust are not preferences for him—they are essential components of his care plan.

Additionally, my husband remains at high risk for skin breakdown and infection because of his
history of severe pressure ulcers. Vigilant monitoring, frequent repositioning, and prompt
intervention are necessary to prevent complications that could quickly become life-threatening. A
recurrence of a serious pressure injury could again result in hospitalization, sepsis, emergency
surgery, or worse.

Given his history of developing a life-threatening pressure ulcer that required emergency surgery
while residing in a nursing facility, maintaining continuity of care with a caregiver who knows his
needs intimately is not simply preferable—it is medically necessary.



Removing me from the role of caregiver would not simply create an inconvenience. It would
jeopardize my husband’s physical health, emotional well-being, and quality of life. It would force him
to rely on a revolving door of caregivers despite overwhelming evidence that he thrives under the
care of someone who knows him intimately and is fully committed to his welfare.

The purpose of Medicaid Waiver services is to allow individuals to remain safely in their homes and
communities while receiving the care they need. Denying my ability to continue providing care
solely because I am a spouse undermines that goal. My husband deserves the same opportunity as
any other waiver participant to receive safe, reliable, person-centered care from the individual most
qualified and committed to providing it.

I respectfully request that all factors be considered, including my court-appointed guardianship, my
established role as his caregiver, his extensive medical needs, his documented history of serious
complications in institutional settings, and the significant physical and emotional harm that could
result from disrupting his current care arrangement.

Thank you for your time and consideration.

Sincerely,

Michelle Haggins
Legal Guardian and Medicaid Independent Provider


