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April 27, 2026
Dear Chair Marty and Committee Members,

My name is Samantha Phillis. I am a pediatric home care nurse and leader of
Minnesota’s Little Lobbyist’s Chapter, the only national organization advocating for all
medically complex and disabled children. Most importantly, I am Mom to Lydia (9),
Nora (7), Rose (5), and Aria (2). We live in Mankato, Minnesota.

I'm writing today to support the full repeal of the Waiver Reimagine legislation in its
entirety (as written in Omnibus budget bill SF4476), as there is no way to change
Waiver Reimagine to serve the people of Minnesota in a way that is legal, safe and
ethical. In particular, we're concerned about the unique and innovative waivers in
Minnesota that support paid family caregiving. Waiver Reimagine would be devastating
for families like ours. Without these waivers, our family wouldn’t be possible.

Three of my children rely on Home and Community Based Services (HCBS) through
Medicaid to thrive and live in our community. Lydia is in the CFSS (Community First
Services and Supports) Program due to Autism; Nora receives the CAC (Community
Alternative Care) waiver; and Aria is a recipient of the CADI (Community Access for
Disability and Inclusion) waiver. Additionally, because of my nursing license, I am able
to give paid care to Nora through the Hardship waiver. My children directly represent
the unique needs of people with disabilities and why the waiver system in Minnesota
was designed the way it was. Each person has needs that are unique and need to be
taken into account when determining a budget for their waiver.

According to the U.S. Supreme Court’s 1990 Olmstead Decision, each person with a
disability has the right by law to choose where they want to live. The Waiver Reimagine
program would completely undermine this. It would discriminate against those who
choose to remain in their homes and significantly funding for the most vulnerable
recipients, those like my daughter Nora, who rely on the CAC waiver and a hospital
level of care for their survival, and will for the rest of their lives.

We lost our oldest daughter in 2016 to the same disorder that Nora and Aria have,
Spinal Muscular Atrophy. Back then, there was no treatment and no hope. We were told
to go home and enjoy our daughter until we had to say goodbye, which we did 3
months and 10 days after she was born. Now, there is treatment, but their disorder
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remains incurable and eventually progressive. Our family spends a great deal of time in
medical offices and occasionally in the hospital. Thankfully, Nora and Aria have been
stable and only needed one hospitalization each in the past year, in part due to the
focused care and attention they get from us and Nora’s nurses.

For seven years we have provided Nora with the 24-hour hands-on care of an in-home
Intensive Care Unit. She has a tracheostomy and a ventilator to breathe, uses a
wheelchair for mobility, and receives nutrition through a feeding tube. Even as a
pediatric home care nurse, I can’t do it alone: We work with nurses that we train
ourselves and must have significant parental involvement. My husband and I access
paid family caregiving benefits that reflect the experience, skill and time involved in
ensuring our children get the level of care they need, at home, where they belong. My
children’s waivers allow my husband and I to do the most important job in the world:
be parents to our children.

Because of this care, Nora is able to participate in her community, something she and
our family greatly values. To move forward with Waiver Reimagine would take away
Nora’s ability to remain home with her three sisters, her built in best friends; two
doting parents who would move the ends of the earth to care for her; and the ability to
go to school with the help of her nurses who provide Nora with the care she needs to
attend school safely. All children belong at home with their families, regardless of
whether they have a disability or not. Without her waiver, we would be forced to send
Nora to an institution, somewhere no child should have to live, and Minnesota currently
doesn’t even have facilities that could meet her needs.

These benefits are essential for parents like us for another reason: It can be very hard
to find and keep a full-time job while also balancing caregiving needs for our children.
We find that after about six months of missed work, short notice for medical
appointments and other conflicts, a job stops understanding. It's also incredibly difficult
to progress in your career when employers pass you over in favor of people without
caregiving obligations. People just don’t get that there is no cure, no end of treatment,
and no alternatives if our nursing support does not come to care for Nora. The need for
flexible scheduling and other accommodations is not temporary, but part of our lives
forever. Benefits we receive through our waivers help our family stay financially stable
and improve our overall wellbeing.
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The waivers give us the invaluable gift of time with our children that we do not ever
take for granted. Don’t take that way from us, or families like ours. To move forward
with Waiver Reimagine would be detrimental not just to our family, but to many
families like ours, and children like Nora. Please repeal Waiver Reimagine and work to
improve the waivers already in place to serve disabled Minnesotans.

Respectfully,

Samantha C. Phillis
Chapter Lead, Minnesota Little Lobbyists

Pictured: Samantha and Nora in her medical stroller with friends Ali and Kinsley walking
the streets of DC last summer during the 60 hour Vigil for Medicaid with Little
Lobbyists.



