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ADRD is a Public Health Issue

* The burden is large
 The impact is major

* There are many
ways to intervene
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Older Adults (65+) iIn Knox County

e 30% of older adults live alone Knox County Population by Age
e 31% of older adults have 2-3
chronic diseases
o 58% have hypertension
e 11% of grandparents raise their
grandchildren
e 9% of older adults live in poverty

15.8%

e 16% of older adults have access to
physical activity

84.1%

065 + Years B Less than 65 years

Figure 2. Knox County Population with Alzheimer’s by
Age Group, 2020

HEALTH DEPARTMENT



Chronic Disease and Health Disparities

 More than 95% of people with dementia have one or more other
chronic conditions

« 11.2% of Knox County adults have diabetes
e 17.2% of Black adults

« 34.9% of Knox County adults have hypertension
e 47.6% of those with less than a high school degree

 31.7% of Knox County adults have obesity
e 52.9% of Black adults
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Alzheimer’s Disease Statistics

% 65+ w/

Alzheimer’s

12%

10%

11%

Rate per

100,000 ca r:g(i)\]:ers Cé:jf :\sl,er cg r':;ci\tzrrs
Pop 65+

11,998 Unknown Unknown Unknown
10,107 444,000 506 million $6.6 b
11,027 16 million 18.5 billion $253 b
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The Workforce:

* More than 25%
reported being “only
sometimes” or
“never” comfortable
answering patient
questions.

Source: https://www.alz.org/alzheimers-dementia/facts-figures

55% of primary care

physicians say there

are not enough
dementia care
specialists in their
communities to meet
patient demands.
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https://www.alz.org/alzheimers-dementia/facts-figures#:~:text=More%20than%206%20million%20Americans%20of%20all%20ages%20have%20Alzheimer's,older%20(10.7%25)%20has%20Alzheimer's
https://www.alz.org/alzheimers-dementia/facts-figures#:~:text=More%20than%206%20million%20Americans%20of%20all%20ages%20have%20Alzheimer's,older%20(10.7%25)%20has%20Alzheimer's
https://www.alz.org/alzheimers-dementia/facts-figures#:~:text=More%20than%206%20million%20Americans%20of%20all%20ages%20have%20Alzheimer's,older%20(10.7%25)%20has%20Alzheimer's
https://www.alz.org/alzheimers-dementia/facts-figures#:~:text=More%20than%206%20million%20Americans%20of%20all%20ages%20have%20Alzheimer's,older%20(10.7%25)%20has%20Alzheimer's
https://www.alz.org/alzheimers-dementia/facts-figures#:~:text=More%20than%206%20million%20Americans%20of%20all%20ages%20have%20Alzheimer's,older%20(10.7%25)%20has%20Alzheimer's

Alzheimer’s Disease and Related Dementias
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Fewer than 1 in 5 Americans are 90% of physicians say it's important to About one-third of people with MCl due
familiar with mild cognitive impairment diagnose MCI due to Alzheimer's, but to Alzheimer's disease develop dementia
(MCI), which can be an early stage of over half say they are not fully within 5 years of diagnosis.
Alzheimer's. comfortable diagnosing it.
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So... We have work to do!
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Our Goal: Promote
early detection and
diagnosis through
workforce
development
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Approach

Community
Assessment

Convene
Workgroup

Conduct Focus
Groups

Provider
Interviews/Surveys
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Healthcare Provider Feedback

 Need more providers

* Providers reported wanting to see patients sooner anda
need for referral options after a diagnosis (geropsychiatry,
specialized therapists, cognitive neurology)

* Recommendations that are given to patients:

Moderate exercise

Manage vascular risk factors
Mind diet

Grow your team of support
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Focus Group Timeline

Feb. 2024
Oct 2023 -
Jan 2024
Three3
Oct. 2023 X presented
Three key themes
May 2023 A conducted
Developed focus groups
Interview
Convened protocols
HBI
workgroup
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Who Participated?

* Knox County Health Department

* First United Methodist Church, Oak Ridge
« St. James Episcopal Church (2)

* Daily Living Center

# of participants with cognitive impairment 21

# of participants who were care partners 18
Total participants 39
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Key Themes

1. Early Observations and Response

2. Acceptance and Open Discussion

3. Caregiver Well-being and

Importance of Support Groups

Early Screening and Diagnosis

Practitioner Comfort in Early

Detection and Diagnosis

Quality Care and Treatment

. Family Support During Diagnosis
and Decision-Making

8. Resources & Sharing of Knowledge
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1. Early Observations
and Response

Many stories were shared about
early observations about
themselves or their loved ones that
alerted them to possible memory
or brain health issues, from shifts
in personalities to behavioral
changes.

“She worked 1 her field for thirty
years, and then she couldn’t pass the
test she used to write. She’d study for
the test for hours at home and then
you’d ask her a question and she’d go
through anger [...] then remorse, then
sorrow. This was before the diagnosis.
We went to the doctor, and he gave her
a pill [for agitation]. It didn’t take
away everything, but I had my wife
again.” — Caregiver”
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1. Early Observations
and Response

Some reported that when they
would raise concerns with
practitioners or people in their
social networks, their concerns
were often dismissed or even met
with fierce denial.

“Early on 1n my experience I was just
chatting with a friend, another Social
Worker, and she was furious that
anyone would suggest that I have a
disease, and early into the morning she
was ranting about it...and you know
what that means, that there’s anxiety
about 1t, that they are anxious about it
themselves. And the sad thing 1s that
she has already died of it.” — Someone
with Early Adult Cognitive Disorder
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2. Acceptance and
Open Discussion

For many participants, grief or even
shame was a common part of their
family’s acceptance of a memory
disorder.

“You have a lot of people who are very
sensitive about 1t. My best friend’s dad
won’t go to the doctor. We found out
late. When my wife found out, our
starting point had passed by years.” —
Caregiver
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3. Caregiver Well-Being
and Importance of
Support Groups

All participants underscored the
importance of having social supports,

in particular from others going through
similar experiences.

“She can come in here and cry. This 1s
what I wish I would have known at
diagnosis: there are people who go
through this that can help her. When
she comes home, she’s at peace. She’s
balanced. She has purpose.” —
Caregiver
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3. Caregiver Well-Being
and Importance of
Support Groups

Several participants reported - and
many others agreed - that humor and
laughter helps offset the emotional toll
and the daily challenges associated
with these diseases.

“This humor takes so much of a burden
off. The world can laugh with me, I
don’t care.” — Someone with Early
Adult Cognitive Disorder
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4. Early Screening
and Diagnosis

Focus group participants expressed the
desire for more information to help
them distinguish between signs of
cognitive impairment or memory
disorders and general forgetfulness.
The uncertainty appeared to cause
some anxiety for both caregivers and
people living with impairment.

“Thinking of every time you forget
something. Every time you forget
something, you think, “is it finally
happening to me?” — Caregiver
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5. Practitioner Comfort
in Early Detection and
Diagnosis

It seemed to many focus group
participants that some practitioners
were hesitant to discuss cognitive
screenings.

Participants expressed frustration and
anxiety with the lack of information and
understanding about what they or their
loved ones are going through while
they wait (sometimes up to a year) to
see a specialist.

“Her original diagnosis came from a
psychiatrist where we lived. The first
diagnosis was amnesia, which 1s my
favorite. He said she has Lewy Body. I
asked what that was. He said look it up
and close the door. After that, she
experienced fear, anger, remorse, hurt.”
— Caregiver
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6. Quality Care and
Treatment

When quality care and treatment was
received, it appeared to make a critical
difference in the overall experience
living with or caring for someone with
cognitive impairment.

“Let’s also talk about what’s good
around here. I really appreciate that
there are doctors around here who know
when to refer you, and they know what
teamwork 1s, and doctors here referred
us to other doctors who they knew who
were really close to us (distance). They
tell you what to watch for, even a
gastrologist is right here 1n town. It’s
remarkable that we have so many
available resources.” — Caregiver
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6. Quality Care and
Treatment

Even when treatment covered the
medical aspects of managing
dementia, some participants shared
that they needed information about
support groups and mental health.

“The doctor gave us a sheet of brain
food and said, “stay as active as
possible,” but there wasn’t anything
said about support groups. If a doctor
encourages something, it’s almost like
listening to God 1n our culture. —
Caregiver
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7. Family Support During  “I remember telling my brother that he

Diagnosis and Decision-  has it, and he asked me to explain, and
Making I told him, and he said, “so I have what
Both caregiver and persons living with )apa had.” I told him 1t was earIYa and

e ot e just cried. But for him to feel safe to
2hdaiﬁ§2g5is and the associated life Cry, I felt 1t was an honor. I was

honored that he felt safe to cry with
me. He didn't want to be on any
medication, but we like to keep him
informed 1n family life and church
helps him. He loves it.” — Caregiver
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8. Resources and
Sharing Knowledge

Importantly, focus group participants
expressed frustration with lack of
available or affordable resources and
lack of communication about
resources, including social supports.

“I’m new to this game. Less than six
months into the process.... My thing is, if
you’re asking about awareness and stuff, I
didn’t know. I didn’t know what dementia
or Alzheimer’s was. When I dealt with
memory 1ssues, I didn’t know I could go
to the doctor, and if I sit down and tell the
doctor my story, they might say I need to
get more sleep. The biggest thing n this
process 1s not getting information out and
when you see someone, they need to
know how to help you.” — Diagnosed
with Alzheimer’s
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8. Resources and
Sharing Knowledge

Some recommendations for structural
supports included better access to day
programs, resources in the evenings,
respite for caregivers, and even legal
support with estate planning.

“It would be helpful if earlier on I
learned about resources for caregivers.
I happened to learn about 1t because of
a brochure 1n the doctor’s office that
was a conference for caregivers. Why
can’t we have a list of resources for the
caregivers? Why couldn’t a doctor or a
nurse or an assistant help you 1n that
way?” — Caregiver
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Summary

* There is a disconnect between existing resources and
knowledge that they are available

 Support groups provided great comfort and sense of
community

* With a shortage of providers, connection to resources are
needed to support people with memory problems during

long appointment wait times (resource hubs, community
health workers, etc.)
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Summary

* There can be much grief associated with a new diagnosis
of Alzheimer’s or related dementia. There may be a need
for further support at the time of a diagnosis.

* Practitioners may be fearful of offending patients by
suggesting cognitive tests. Additional training may help
practitioners feel more comfortable initiating screenings
and making a diagnosis.

r‘ KNOX COUNTY
W TENNESSEE
HEALTH DEPARTMENT



Conducting Focus Groups with
Adults with Memory Loss

Host events during the day

Keep a duration of no more than 2 hours
Consider environment (lighting, smaller room, etc.)
Choose locations that are familiar to participants

See Best Practices for interviewing people with
Alzheimer's or related dementia here
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Group
\ j Discussion
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Alzheimer’s Deaths among Knox County
Adults 65+ (201.5-2019)
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Alzheimer’s Death Rate By Gender per

100,000 among Knox County Adults (65%)
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Alzheimer's/Dementia Per Capita Spending
2012-2017 in Knox County
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