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By Andrew Shelden

Pennsylvania is home to over 400,000 residents aged 65 and older who
are living with Alzheimer’s disease and related dementias (ADRD). As
the Baby Boomer generation continues to age, an additional 130,000
in the state are projected to be living with ADRD by 2040. Yet the
total number of licensed skilled nursing homes and assisted living
residences has declined in the last twenty years; currently there are
fewer than 150,000 total beds available in these facilities statewide.

A 2024 report by the Center for Rural Pennsylvania concluded that
the Commonwealth is “ill-equipped to address the needs of individuals
with Alzheimer’s disease with its current network of long-term care
facilities.” However, in early 2026, the Pennsylvania Department of
Human Services reported that 150,000 older persons were receiving
care through Home and Community-Based Services. About 42,000
were residents of long-term care facilities.

Rural communities have fewer long-term
and personal care facilities, geriatric
care specialists, and other qualified care
workers to staff these facilities. Distance
to care, telehealth availability, and the
lack of public transportation limit the
options available to many dementia-care
recipients. Most who receive an ADRD
diagnosis, regardless of geographic
location, wish to remain in their
homes for as long as possible and their
care needs usually fall first to family
members and loved ones who take on
the task without pay. Dementia
caregivers often face hefty
physical, emotional, and
financial burdens as

they struggle to adapt

to the new realities

that come with caring

between health care providers, non-profit
entities, and supportive communities.
More recently, Pennsylvania Governor
Josh Shapiro signed Act 111 of 2024,
which established the first ADRD

Office in the state’s history, housed in
the Pennsylvania Department of Aging
(PDA). The office’s founding director,
Meaghan Abbott, understands the
challenges that lie ahead and is excited to
help coordinate action across that wide
network of aging advocates.

“The creation of our office is so important
in the recognition that dementia touches
everyone,” Abbott says, “that it is a
community issue, and that it requires
focused, coordinated leadership.”

Abbott and her team are preparing a
new Pennsylvania State Plan for ADRD
which will be released by the end of
2026. “We're setting goals, but we're
also putting action behind it,” she

says. “We’re moving intentionally in the

right direction. The [previous]

plan from 2014 was

for someone with an

ADRD diagnosis.

Pennsylvania has

developed a robust aging
advocacy network, with

partnerships

well intentioned but lacked the necessary
infrastructure, in part, because there were
not dedicated funds, a dedicated office,
dedicated staff, and dedicated leadership

to the work.”

Abbott coordinates the efforts of the
many dementia-care stakeholders, who
are working hard to reach, support, and
empower patients, their caregivers, and
the community at large. “We are at a
critical moment now.” Abbott says. “It
requires us to be honest about the scale
and the responsiveness to the need. We
have the challenge of older adults, of
younger onset dementia, and of course, we
have the challenge of reducing risk overall.
We have a really strong foundation in

our aging network, and Pennsylvania

has world-class health care options. But
[caring for people with ADRD] is also a
community issue. It affects families and
workplaces. We're trying to plan so were
more prepared to meet the moment.”

“Every sector within a community plays
a role,” says Stacie Bonenberger, program



manager at the Pittsburgh, PA-based
Jewish Healthcare Foundation, who
also serves as a statewide coordinator
for Dementia Friends PA and Dementia
Friendly PA. “Whether a person living
with dementia is your customer, neighbor
or friend, we help people understand
what they can look for if they encounter
someone living with dementia, and how
to become more dementia-friendly to
accommodate that person. Anyone may
be a care partner in their personal life.”

Dementia Friends PA and Dementia
Friendly PA are two related but separate
initiatives that are vital to raising
awareness and helping people and
communities become more responsive
to the challenges that people living with
dementia and those who care for them
face every day.

“Dementia Friends makes change at the
individual level,” Bonenberger says. “As
an individual, T am trying to change the
way I think, act, and talk about dementia
based on increasing my knowledge and
awareness [of the disease].” Dementia
Friendly Communities are collaborative
partnerships where people come together
to make the community safe and
inclusive for people living with dementia,
their care partners, family, and those who
are important to them. It is not a one-
person role to be a care partner; it really
takes a community to support someone
with dementia.”

Dementia Friendly PA, which began in
2022, has cighteen active communities
in the state. Dementia Friendly
communities are primarily located in

more urban counties; a few are in rural
Indiana and Monroe counties and in

the Susquehanna Valley. “Dementia
Friendly Communities in rural areas

tend to be the most active and successful,”
Bonenberger adds. “They tend to be
closer knit, people there connect more
with their neighbors, and there’s more
gathering and supporting.”

Sara Murphy, vice president of
programs and services at the Greater
Pennsylvania Chapter of the Alzheimer’s
Association, says that they also rely

on the combination of volunteers and
organizational partnerships to help
patients and caregivers. “We’re trying
to arm all sectors of the community
with the information they need and to
reach as many people as possible.” She
adds, “When we think about dementia,
we picture that eighty-five-year-old
sitting at home. And while that’s true,
the bigger question is, who is taking on

that burden? And the answer is that it’s
that entire family unit, especially that
sandwich generation. And then it also
impacts the entire community, as well.
That’s why we need to build a better
infrastructure, build communities that
can handle dementia.”

“Dementia care in a rural community is
rooted in the community itself,” Abbott
adds. “We're not necessarily talking about
specialized care. Care often happens at
home, from primary care providers, local
service agencies, and family caregivers.
There are workforce shortages in geriatric
care, and that shortage is felt acutely in
rural communities. That all reinforces
why we need a flexible, community-
based approach.”

While agencies and advocates are focused
on building community awareness to
accommodate and improve the quality
of life for dementia patients and their
caregivers, another critical area of
Alzheimer’s and dementia advocacy is
socializing and normalizing the idea

of brain health more generally across

the population.

“We want everyone to have the healthiest
brain possible,” Murphy says. “We do
know that there are ways that we can
slow down cognitive decline. We want
to empower people to understand what’s
normal, age-related memory loss versus
something more serious like dementia.
And to help people ask questions of their
providers like, what should I be doing
now to potentially lower my risk of
dementia?” We're looking to address that
public health issue for people of all ages.”



“This is a public health issue that crosses
someone’s whole lifespan,” Abbott
agrees. “It’s important to know you
can modify your behavior as a younger
person to reduce your dementia risk.

Resources are available from these
organizations for anyone interested in
or needing to become an Alzheimer’s
care partner, or to learn more about
ADRD. PDA offers a PA CareKit to
new caregivers and those who may

be struggling to adapt to the daily
challenges of supporting a loved

one with ADRD. The Alzheimer’s
Association operates a 24/7 helpline

at 1-800-272-3900, which provides
information, support or crisis assistance
for those living with dementia and for
caregivers, families, and the public.
Dementia Friends PA routinely offers
training sessions where they provide
people with information needed to better
understand dementia themselves and to
make a difference for people living with
dementia in their communities.

RESOURCES:

“People can still live and thrive with

dementia, especially when they’re Alzheimer’s Association:
diagnosed earlier,” Murphy says. “We » alz.org/help-support/resources
are working to increase programs and

opportunities in our communities to Dementia Friends:

allow people who are diagnosed to live a » dementiafriendspa.org

wonderful, meaningful life.”

Guide for Building a Dementia-Friendly Community:
“Every part of the community can play a

role,” Bonenberger adds. “If we have the
right services and support, we can build
that understanding in the community Pennsylvania CareKit:

that someone living with dementia » pa.gov/agencies/aging/pa-carekit
is doing the best they can with what
they have.”

» dementiafriendlypa.org/dementia-friendly-communities/build-your-
dementia-friendly-community
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