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Foreword

We all experience moments of confusion and frustration in our daily lives,
whether it's forgetting where we parked the car or dealing with a technology
glitch on our phone or computer. Now, imagine facing these everyday
challenges while living with dementia. The added confusion and stress can
quickly become overwhelming and exhausting.

Unfortunately, we live in a world where most communities are not designed
with people living with dementia in mind. Compounding this, ageism and the
stigma surrounding cognitive impairment can turn everyday environments into
inhospitable, even hostile, spaces for people living with dementia.

Thankfully, a growing movement across the United States and around the
world is working to change this. The concept of “dementia friendly
communities” is gaining momentum. A dementia friendly community is any
place, whether an organization, business, town, city, county, or even state
that actively takes steps to include and support people living with dementia.

In North Carolina, the Dementia Friendly Communities and Hospitals
Network, spearheaded by the state’s Division of Aging, is leading the charge
to create environments that are inclusive and supportive of individuals living
with dementia and their caregivers.

This toolkit offers information and resources to help communities and
hospitals implement changes that can improve the experiences of Persons
Living with Dementia (PLWD) and their caregivers.

We invite you to explore this toolkit, join the NC Dementia Friendly
Communities and Hospitals Network, and start a local movement toward
inclusivity. Together, we can build a world where everyone, regardless of
cognitive ability, can thrive, navigate daily life with dignity, and remain
engaged members of their communities.
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Start Here

Welcome to the Dementia Friendly Hospitals and Communities
Network Toolkit! We're excited to have you here. Inside, you'll
find key information and resources to help you launch a
dementia-friendly initiative in your hospital or community.

This toolkit offers practical information and resources to help
your community or organization create a dementia-friendly
environment. Explore the table of contents for specific topics,
examples, and steps to get started.

Throughout this toolkit, we use the term "care partner(s)” to
reflect the collaborative effort between the person living with
dementia and those supporting their well-being. In most cases,
this is a spouse or adult child. We will also use the acronym,
“PLWD” which is short for “persons living with dementia.”

This resource is designed to help your hospital or community
launch its own dementia-friendly initiative. Please keep in mind,
though, that using this toolkit does not grant an official Dementia
Friendly designation from the state of North Carolina.

Have additional questions? Reach out to Heather Carter,
Dementia Services Coordinator, North Carolina DHHS, Division
of Aging at heather.carter@dhhs.nc.gov.

This toolkit was created by Cares at the UNC School of Social
Work for the North Carolina Division of Aging.

Back to Table of Contents

02



NC Dementia Friendly Hospitals and Communities Network Toolkit Version Created 09/2024

North Carolina Dementia Friendly
Communities & Hospital Network

Communities across North Carolina are embracing the Dementia
Friendly movement. According to Dementia Friendly America
(DFA), a Dementia Friendly Community is a village, town, city, or
county taking action to ensure people with dementia can live
independently for as long as possible. It is a community where
people with dementia and their caregivers can engage in a
variety of activities and be supported in these activities.
https://www.dfamerica.org/

The NC Dementia Friendly Communities & Hospitals Network,
works to empower people with dementia and their care partners
to live with greater inclusion & wellbeing in their communities.

Each quarter, the NC Dementia Friendly Network meets to share
best practices, generate new ideas and collaborate with similar
programs across the state and country. Contact us to learn more!

For more information on dementia friendly communities and

definitions please reference the NC Dementia Friendly
Communities Standards and Information document here.

Back to Table of Contents
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Section 1:

Understanding Dementia and
Dementia Friendly Initiatives
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What is Dementia”?

Dementia is an umbrella term for conditions caused by
different brain disorders. It refers to a set of symptoms
caused by underlying brain malfunctions. Dementia typically
includes memory loss, language difficulties, impaired
judgment, and challenges with daily activities.

Alzheimer’s Disease is the most common and well-known
cause of dementia. Other types or causes of dementia
include vascular dementia, Lewy Body dementia,
frontotemporal dementias, and dementias such as those
associated with Parkinson’s disease, Huntington’s disease,
traumatic brain injuries, HIV, and alcohol use.

ADRD, which stands for
Alzheimer’s Disease and

.. related dementias, is another
Dementia is an umbrella term

used to describe a range of term for dementia.

symptoms associated with
cognitive impairment.

> & B
= A

Alzheimer’s Vascular Lewy Body Frontotemperal
60%-80% 20%-30% 10%-25% 10%-15%

and other related dementias
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Dementia and Brain Health

Understanding dementia begins with brain health. Brain health
refers to the brain’s overall ability to function properly. Key
indicators of brain health include mental sharpness, emotional
stability, and the prevention of cognitive decline.

As we grow older, even a healthy brain undergoes changes that
can impact its structure and function. However, dementia is not a
normal part of aging. It is caused by diseases and injuries to the
brain.

Changes in cognitive abilities vary among individuals and are
influenced by genetics, lifestyle, and medical history. While these
changes in brain health are normal and expected with aging,
there are many things that we can do to maintain brain health
and potentially slow down the progression of age-related
changes.

To learn more about how brain health can impact your risk of
dementia, check out the NC Dementia and Brain Health
Outreach and Awareness Toolkit.

Back to Table of Contents
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Impact of Dementia
iIn North Carolina

In North Carolina, about 1 in 7 people age 65 and older has
dementia caused by Alzheimer’s Disease. Alzheimer’s
contributes to 60-80% of dementia cases and is the 7th
leading cause of death in the state. Prior to the COVID-19
pandemic it was the 5th leading cause of death.

Both the number of older adults and the number of those with
dementia are increasing in North Carolina. According to the
Alzheimer's Association, by 2050, there will be 320,000
individuals (about half the population of Wyoming) living with
Alzheimer's or other forms of dementia in North Carolina.

However, not all people are affected by dementia equally.
For instance, more than two out of three (68%) of all people
living with Alzheimer's disease in North Carolina are female.

Fast Fact:
1in 12 individuals living in
North Carolina has
dementia.

THR AT AL
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Impact of Dementia
iIn North Carolina

The rate of dementia among African Americans in North
Carolina is almost one third (29%) higher than that of Whites.
Individuals with lower income levels in North Carolina are
more likely to develop dementia than those with higher
income levels. People living in rural areas of North Carolina
are more likely to develop dementia than those living in
urban areas.

These disparities in outcomes are due to a range of factors
including differences in access to healthcare, stress,
environmental factors, and hormones, among others.

The increase in numbers of PLWD also impacts the lives of
care partners. For example, the Alzheimer's Association
estimates that 356,000 North Carolinians provided $7.3
billion dollars in unpaid care for people with dementia in 2021
and the estimated economic impact of lost productivity due to
dementia caregiving was estimated at $1.4 billion dollars.
These costs are expected to increase as the population ages
and the prevalence of dementia continues to rise.

Mﬁltl

Back to Table of Contents
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Importance of Dementia Friendly
Hospitals and Communities

Dementia friendly communities and hospitals offer many
benefits for PLWD, their caregivers, and the broader society.

A bd 4 A H

Improves the quality of life for
PLWD by boosting their
independence, confidence, and
sense of belonging.

-

Supports caregivers, reducing
caregiver stress and increasing
access to support services.

Reduces the need for
expensive institutional care
while boosting community

engagement, benefitting local
businesses and activities.

Improves public health and safety
by raising awareness around
stigma and fostering
compassionate support.

Upholds the rights and dignity of
PLWD by acknowledging their
value in society, empowering
everyone to live fulfilling lives.

Builds resilient communities
through inclusive design and
improves accessibility for all.

Dementia-friendly practices bring major benefits, including improved
quality of life for PLWD, support for care partners, enhanced public
health and safety, economic perks, increased resilience, and the
promotion of human rights.

Back to Table of Contents
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We All Benefit

A dementia-friendly hospital or community beneifts
everyone, not just PLWD, by fostering a more inclusive,
supportive and accessible environment for all.
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Here are four examples of how. ’%
Lg M% .\‘!1;

Dementia-friendly initiatives
promote the use of simple,
straightforward language and
signage, which can help all of
us, especially those who may
have language barriers,
hearing difficulties, or cognitive
challenges not related to
dementia.

—

Dementia-friendly spaces are
designed to reduce confusion,
stress, and overstimulation
through thoughtful layouts,
lighting, and noise reduction.
This can can also create a
more comfortable environment
for people with anxiety, sensory
sensitivities, or other health
challenges.

Dementia-friendly communities
prioritize accessibility, including
easier-to-navigate spaces,
clear signage, and public areas
that are more welcoming for
older adults, people with
disabilities, and families with
young children.

Dementia-friendly programs
often encourage social
interaction and community
support, which can reduce
isolation not only for PLWD but
also older adults, caregivers,
and anyone feeling
disconnected from their
community.

Back to Table of Contents
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A Dementia Friendly Community

People living with dementia often experience stigma from
strangers, friends, and family.

A dementia-friendly community “is one where people
know about dementia; [and] persons living with dementia
and their care partners feel included, involved, and
supported in the community” (Agency for Integrated Care,
Singapore).

A dementia-friendly community reflects the community’s
culture as well as its built environment. '

PLWD and their care partners are the '
heart of a dementia-friendly
community. Their experiences,
perspectives, and needs guide our
efforts to create inclusive and
supportive environments.

Back to Table of Contents

11



NC Dementia Friendly Hospitals and Communities Network Toolkit Version Created 09/2024

Key Goals of
Dementia Friendly Initiatives

Increase awareness and understanding of dementia
and people living with dementia.

Increase awareness and understanding of
brain health and risk reduction.

_‘Q’ Collaborate with public, private, not-for-profit and

o ; health care sectors to better serve people living
with dementia and care partners.

Address the changing needs of people living with
dementia and their care partners.

Create social and cultural environments that are
inclusive of people living with dementia.

and systems so that they are dementia-friendly.

Improve the physical environment in public places %} T

11 11
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Dementia Friends

What is Dementia Friends and how does it differ
from Dementia Friendly?

Dementia Friends provides information to help
community members understand, support, and
reduce stigma for PLWD. Dementia Friends
encourages small actions that contribute to a more
inclusive society. To become a Dementia Friend in
NC contact your local Area Agency on Aging to find
a Dementia Friends Information Session to attend.

Dementia Friendly Communities build on this by
creating supportive environments and systems that
enable PLWD to live well and participate fully in their
communities.

Together, they represent a comprehensive
approach to addressing the challenges
posed by dementia.

To learn more about Dementia
Friends USA, click here.

Back to Table of Contents
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Section 2;

Building a
Dementia Friendly Culture

Back to Table of Contents
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e Guiding Principles for /
\H Dementia Friendly Culture !

©

Creating a dementia-friendly community requires ongoing,
collective effort. Every person, business, organization, and sector

play a crucial role in ensuring that people living with dementia
and their care partners feel supported and included.

Social Inclusion Community Engagement:
People should engage with Accessible and appropriate
social networks and maintain community activities for
meaningful relationships. PLWD to engage in.
Support: Accessibility:

For example, parking lots can
be broken up with greenery and
pedestrian paths to ensure safe

and easy access.

Access to early diagnosis,
post-diagnostic support, and
dementia-friendly strategies.

Legibility: Safety and Comfort:
People should be able to People should feel at ease in
identify where they are and their surrounding and the
need to go. Sights, sounds ability to move around without
and smell help orient PLWD. fear of harm.

Additionally, it's important to create familiar spaces,
provide opportunities for solitude or social interaction,
promote independence and well-being, and support
meaningful tasks and participation in daily activities.

Back to Table of Contents
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Creating a Safe and
Supportive Environment

Safety Measures Accessible Services
Ensure physical Services should be easily
spaces are secure with accessible and tailored for
clear signage, good PLWD, including staff training
lighting, and barriers to in dementia awareness

prevent wandering.

Support Networks

Providing support networks

for individuals living with |
Familiarity and dementia and their care \,
Consistency partners is essential. This

can include support groups,
counseling services, and
respite care options to help
families manage the
demands of caregiving.

Environments should promote
familiarity with consistent layouts,
recognizable landmarks, and
familiar colors or symbols to
reduce confusion and anxiety.

Inclusivity is Community

A dementia-friendly approach enhances the quality of life for people
living with dementia by supporting independence, meaningful
activities, community resilience and cohesions. These initiatives
boost local economies, reduce healthcare costs, and foster mutual

respect between generations. l i

Back to Table of Contents 16
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Benefits to a
Dementia Friendly Approach

Social Inclusion

A dementia-friendly community promotes social inclusion by
encouraging participation in activities and events, helping to
reduce isolation and loneliness for those living with dementia.

Education and Awareness

Educating the community about dementia is key to fostering
inclusivity. Awareness campaigns and training programs help
dispel myths and reduce stigma.

Inclusivity

Inclusivity empowers people with dementia to take part in
decisions affecting their lives, achieved through initiatives
that involve them in planning and decision-making.

Diverse Perspectives

Embracing diversity and acknowledging the unique experiences
of people with dementia enriches the community, fostering
greater understanding and empathy.

Back to Table of Contents
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North Carolina
Minimum Standards

North Carolina has a set of minimum
standards that can help guide the
process of becoming dementia friendly.

If you want to read those standards in
more detail, you can follow the link below
or scroll to the next page.

North Carolina Minimum
Standards

Back to Table of Contents
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NORTH CAROLINA
Dementia Friendly Communities

1) What is a Dementia Friendly Community?

According to Dementia Friendly America (DFA), a
Dementia Friendly Community is a village, town,
city, or county taking action to ensure people with
dementia can live independently for as long as
possible. It isa community where people with
dementia and their care partners will be able to
engage in a variety of activities and be supported
in these activities.

2) What Does a Dementia Friendly Community

Look Like?

Dementia Friendly communities are places where
people with dementia can live as independently
as possible with value and with respect:

‘Where they engage in activities that we all

‘Where they are supported as these daily
activities become difficult

‘Where the changes in the person are noticed,
understood, and accepted

‘Where shops, restaurants, and streets are
evaluated through a dementia lens

3) How do | find out if my community already has a

Dementia-Friendly initiative underway? Call the
NCDHHS Division of Aging at 919-855-3400 or
contact us at Division of Aging's Dementia
Capable NC webpage www.ncdhhs.gov/
dementiacapablenc.

4) In North Carolina, Dementia-Friendly

Communities are expected to adhere to the
following minimum standards:

a.Address the physical, social and environmental
needs of people living with dementia by
utilizing a person-centered approach.

b. Include people living with dementia on their
leadership team or steering committee.
Include caregivers of people living with

dementia on their leadership team or
steering committee.

Back to Table of Contents

d. Work in collaboration with and have
representation from three or more sectors
of the community such as:

i. Banks and Financial Services
ii. Neighbors and Community Members
iii. Legal and Advance Planning Services
iv. Local Government
v. Health Care
Vi. Libraries
vii. Faith Communities
viii. Businesses
ix. Community-based services
x. Residential and Specialty Care
xi. Hospitals

For more information on sectors, visit
Dementia Friendly America Sector Guides

at www.dfamerica.org/sector-guides

e. Prioritize awareness and education for all

members of the community, including but
not limited to the following key messages:

i. Dementia is not a normal part of aging.
Not everyone who grows old will
develop dementia.

ii. Dementia is caused by diseases and/
or disorders of the brain. The most
common is Alzheimer's.

iii. Dementia is not just about having
memory problems. It can affect thinking,
communication and doing everyday tasks.

iv. It is possible to have a good quality of
life with dementia.

v. People with dementia are a valuable
part of the community.

f. Educational outreach to the community is
expected to be ongoing and not a one-time
effort. Commmunities that develop a local
or regional dementia friendly business or
organizational certification or designation
must include criteria for onboarding of new
employees or volunteers, and a plan for
rmonitoring/maintaining this business or
organizational local designation.

19



g. Every part of the community has a unique

role in fostering meaningful access to and
engagement in community life for people living
with dementia and their family and friend care
partners. As each sector of community takes its
own steps to foster support, a community
emerges that is informed, safe and respectful.

If your community wishes to pursue Dementia
Friendly America designation, visit the DFA
website www.dfamerica.org. Then under the
“Communities” tab, click on “Overview and
How to Join.” Dementia Friendly Community
Readiness and Recognition Criteria. Benefits
of this DFA designation include participation
in a national movement, access to webinars
and listservs, technical assistance by DFA staff
team, monthly newsletter, and access

to DFA logo.

The Division of Aging can provide a required
letter of support for this DFA application for
communities that meet these baseline
standards.

#_ Dementia

5) Dementia Friends vs Dementia @s® Friends

Friendly Communities North Carolina %

a. Dementia Friends USA is part of a global
public awareness movement with the goal
of changing the way people think, act, and
talk about dementia. Dementia Friends is
about individual impact.

b.Dementia Friends is an Information Session,
not a training. It is not intended to be used
as a complete dementia friendly business,
dementia friendly hospital, or direct care
worker training for people who provide care
to individuals with dementia.

c. The Dementia Friends Information Sessions
can be part of a much wider/larger
Dementia Friendly Community strategy.

d. Dementia Friends is a licensed program. In
North Carolina, NC4A (the Area Agencies
on Aging) and Division of Aging co-own the
Dementia Friends Sub-License. This means
only these two organizations are permitted
to train Dementia Friends Champions to
offer in-person or live virtual Information
Sessions. NC's license applies to in-person
and live virtual Information Sessions.

e. Anyone can become a Dementia Friend

online through the national Dementia
Friends link. The material varies somewhat
from the live experience.
https:/dementiafriendsusa. org/become-a-
dementia-friend

6) Age Friendly and Dementia Friendly Collaboration

Some communities may choose to incorporate
age friendly and dementia friendly initiatives
simultaneously or work on each effort separately.
For a step-by-step guide to becoming an age- and
dementia friendly community, please visit
https//tinyurl.com/AFDFEguide.

7) Dementia Friendly Hospitals

The overall goal of the Dementia Friendly
Hospitals’ movement is to improve the care

of patients with dementia while they are
hospitalized. Since patients with dementia are
at increased risk for complications, prolonged
stays, falls, and readmissions, dementia friendly
hospitals strive to ensure that hospital staff

are trained to recognize dementia, meet the
unigue and complex needs of patients with
dementia, improve communications, and provide
better care. Additionally, hospitals may make
environmental changes to improve care. In some
cases, individual hospitals undertake efforts to
become dementia friendly; in others, an entire
health care system may work to accomplish that
goal. Currently, numerous dementia friendly
hospital models are available using different
training courses and techniques, and there is
currently no credentialing body or set process
for hospitals to become accredited or officially
designated as being “dementia friendly.”

8) Opportunities to Get Involved with other North

Carolina Communities

a.Join the Dementia Friendly Communities &
Hospitals Network. This is a statewide group
that meets virtually three or four times per
year. Representatives who are in a leadership
position and working to start or grow a
dementia friendly community or hospital
effort are welcome. For more information,
contact Heather Carter at NCDHHS Division
of Aging at heather.carter@dhhs.nc.gov.

NC DEPARTMENT OF
HEALTH AND
HUMAN SERVICES

Division of Aging

Document developed by the
NC Dementia Friendly Community
Baseline Standards Task Force

www.ncdhhs.gov/divisions/division-aging « NCDHHS is an
equal opportunity employer and provider. « 10/2024
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