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I am in Favor of this Bill and the Creation of the Position of "Dementia Services Coordinator within the
Department of Public Health and Senior Services. This Coordination, Resource and tracking data is
sorely needed in our State. This is a good start in the right direction.
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Dementia is a huge problem for older Missourians and their caregivers. To have a full time Dementia
Coordinator within the Department of Mental Health just makes sense given the size and scope of this
condition and its impact.
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Over 122,000 citizens of Missouri are currently living with Alzheimer's Disease, at a cost to Medicaid of
1.2 billion dollars annually.  The number is growing each year, so it can be expected that the cost will
also increase.  With this many people and so much money involved, it is necessary for state agencies
to respond in a consistent, coordinated way.

I speak from personal experience.  At first, my mother would forget things, would leave food in the
refrigerator until it started to rot, and didn’t always recognize or remember the names of friends or
family members.  With time, this only got worse.  We didn’t know what was happening or the cause and
we didn’t know what to do - we took her to her primary physician, whose diagnosis was“she’s getting
old”, and who gave us no help.  Finally, after searching for answers, we took her to Washington
University, where they gave a diagnosis of Alzheimer’s disease.  From that point, we were our own - we
didn’t know where to get help, and didn’t even know what to ask for. We didn’t know about the
Alzheimer’s Association or any other place to get help, or even information.  My wife and I became her
primary caregivers, adding responsibility for her care to our full-time jobs and adding the cost of caring
for her to our household budget. Her memory and ability to care for herself worsened - she thought I
was her brother and didn’t know who my wife was.  She didn’t know what time of year it was, where
she was, or how she got there.  Ultimately, my mother died from complications related to Alzheimer’s
Disease in 2019.

As we navigated our way through this disease, there was no one to whom we could turn.  Everything
we learned about the disease came from books, articles, and websites that we located and read.  There
was nobody to help us identify what  help she needed, where to find it, or how to coordinate
everything.  We have since learned that the Alzheimer's Association does those things, but nobody
ever told us that. If there had been a Dementia Services Coordinator, we would have had support
available to us to learn all of those tihings.

No family or caregiver should have to do the work we had to do to learn about and get support for my
mother.  The purpose of the Dementia Services Coordinator would be to coordinate and communicate
among various State agencies to provide individuals with Alzheimer’s and their Caregivers the support
they need to more easily and less stressfully navigate available systems.  People in Missouri who are
touched by Alzheimer’s Disease need it.
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Dear Chairwoman Stinnett and and Members of the Missouri Health and Mental Health Committee,

Thank you for the opportunity to provide testimony on the importance of establishing a Dementia
Services Coordinator position, a full time role within the Department of Health and Senior Services. On
behalf of the Missouri Alzheimer’s Association, I urge you to support HB 2149 in order to strengthen
Missouri’s efforts to become more dementia capable and to better support Missourians living with
dementia and their family caregivers.

Alzheimer’s is a public health crisis in Missouri, affecting nearly 130,000 individuals aged 65 and older,
which is more than 11% percent of this population. Additionally, more than 226,000 Missourians
provide unpaid care for loved ones living with the disease. In 2025, the Medicaid costs of caring for
Missourians living with Alzheimer’s, the most common form of dementia, hit $1.2 billion, a figure that is
projected to rise significantly in the coming decades, as our population continues to age.

Advances in research and care have created opportunities for improved diagnosis, access to disease
modifying treatments and more effective care navigation. These advances allow individuals living with
dementia and their caregivers to maintain a higher quality of life. However, as the disease progresses,
families require increasing levels of support to provide quality care and to help keep their loved ones
at home for as long as possible. In Missouri, available services remain fragmented, inconsistent across
counties, and difficult to access. The Dementia Services Coordinator would play a crucial role in
improving the quality, consistency and accessibility of services across sectors. Specifically, the
Dementia Services Coordinator would evaluate dementia services within Missouri and recommend
strategies to improve coordination of services and resources provided by public and private entities,
streamline state government services to increase efficiency, and improve the quality of care in
residential, home-based, and community-based settings. This role will also identify any duplicated
services, and identify and apply for  grant opportunities to expand the scope of services for persons
living with dementia and their caregivers.

I had the privilege of serving on the 2022 Alzheimer’s State Plan Task Force, as well as on the recent
Missouri Master Plan on Aging, both as an advisory council member and as co-chair of the Family
Caregiving Subcommittee. The Dementia Services Coordinator position is specifically recommended in
the Alzheimer’s State Plan and would contribute significantly to the implementation of many
recommendations within the Missouri Master Plan on Aging. Both documents have been signed by



Governor Kehoe and demonstrate a clear commitment to supporting older Missourians, particularly
those living with dementia.

I want to note that Missouri is a recipient of a grant from the Centers for Disease Control and
Prevention (CDC) through the BOLD Act. While the 5-year grant does fund a BOLD Coordinator with
grant funds, this program focuses solely on strengthening public health infrastructure, leaving out the
many other sectors that touch people impacted by dementia. The role established in HB 2149 would
have a broader scope of responsibility for coordination of the state’s response to this pervasive,
expansive, and complex disease, which would include workforce development, Medicaid services and
social services available through community based organizations, crisis response, and engagement on
issues impacting long-term care. Nearly all of the 32 states and the District of Columbia that have
established a Dementia Service Coordinator also receive a BOLD grant, and thus also have a BOLD
Coordinator. Having separate positions allows the Dementia Service Coordinator to maintain a wide
scope of work while collaborating effectively with the BOLD coordinator.
We respectfully ask for your support of this legislation to help address a growing public health crisis at
the state level. Thank you for your consideration of this important initiative to create a Dementia
Service Coordinator position.

Respectfully submitted,
Sarah Lovegreen, MPH, MCHES
Vice President of Programs
Alzheimer’s Association
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I offer this testimony regarding House Bill 2149 to express constitutional and civil-rights concerns that
must be addressed before enactment.

HB 2149 establishes a Dementia Services Coordinator with broad authority to coordinate services,
streamline programs, and collect data concerning Missourians living with dementia. While the intent of
the bill is commendable, its current language lacks essential safeguards to protect due process,
privacy, and disability rights.

The bill authorizes the collection and monitoring of dementia-related data without defining the scope of
information collected, the use or retention of such data, or the consent mechanisms afforded to
individuals and caregivers. Government collection of health-related data—particularly concerning
cognitively vulnerable populations—implicates significant privacy and due-process interests under
both the United States and Missouri Constitutions.[1]

Additionally, the bill grants expansive discretion to a single coordinator to influence services across
multiple agencies, including law enforcement, without statutory standards or oversight mechanisms.
Without clear limits, coordination risks becoming coercion, and efficiency risks supplanting individual
autonomy—outcomes that disability-rights law explicitly guards against.[2]

HB 2149 would be materially strengthened by:
explicit privacy and consent protections;
limitations on identifiable data collection;
inclusion of individuals with dementia and caregivers in policy development;
and legislative reporting and oversight requirements.

Absent these safeguards, the bill risks unintended harm to the very population it seeks to support.

I respectfully urge the committee to amend House Bill 2149 to incorporate constitutional protections
and disability-rights principles before advancing the legislation.

FOOTNOTES
[1] Whalen v. Roe, 429 U.S. 589 (1977); Mo. Const. art. I, §§10, 15
[2] Olmstead v. L.C., 527 U.S. 581 (1999); Americans with Disabilities Act, 42 U.S.C. §12101 et seq.


