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X Prowdlng care fora famlly member or
friend is challenging, but being a Black
caregiver adds an additional layer of
challenges and concerns.

(Abramsohn et al., 2019)
+»» Health and socioeconomic disparities,
+» Due to the disadvantaged social history as well as systemic racism, are factors
of Black Americans, several unique that not only contribute to an increase
stressors, vulnerabilities, and in dementia risk in Black Americans,
resources inform and affect Black but also serve as barriers to optimal
dementia caregivers' experiences and health care access and navigation for
well-being. caregivers.
(Crewe & Chipungu, 2006) \ (Alexander et al., 2022; Crewe & Chipungu, 2006)

% Less access to support services and
primary care and more unmet needs

for their person living with dementia.
(Abramsohn et al., 2019)

+»» Support systems are made up of family,
church, and community with

limited financial resources.
(Dilworth-Anderson et al., 2012; Abramsohn et al., 2019)

¢+ Engage in more hours of intense
caregiving and delegate more of their

monthly income to caregiving .
(National Alliance for Caregiving &AARP 2021)

+¢ Indicate being disregarded by primary
care clinicians which contributes to

caregiver burden.
(Alzheimer's Association, 2021)

Community and culture help Black caregivers cope with the challenges of caregiving.
(Dilworth-Anderson, Pierre & Hillard, 2012)




Informing an KEducation
Program
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e April 2021
* 19 Black American caregivers from 4 states
* 2 virtual focus group sessions

Focus Groups with Black

* Discussion topics:

Dementia Ca regiVerS + COVID-19 Pandemic & the impact on caregiving

experience
* Navigating the U.S. Health Care System
* Experiences of discrimination in health care




Concerns of Black Dementia Caregivers

"Gaps in the health systems lead to people falling between the cracks & prevents
access to the care, services, and resources one needs"

Forced Poor Provider Payor Source e fefl Broken Health
Advocacy Interaction Dictates Care Pl e System
- “We used four - “Every time | - “The - “You get a - "l believe the
words: That is need to go insurance different healthcare
not to a doctor that you have, experience- system in
acceptable.” I’'m given a sometimes even if you America... it is
different story will dictate are a person broken.”
about what the type of of color.”
he needs and services you
who to call.” get.”

Concerns of Black Dementia Caregivers

Social Isolation

Decreased Well
Being

The Good and
Bad of Tele-
Health

Challenges
Fulfilling
Healthcare Needs

- “The [pandemic]

does get
overwhelming.
It's depressing
and just being in
COVID, during
that isolation, you
need that human
interaction."

- “You have...so

many decisions
to make...for
yourself as well as
for the person for
whom you're
caring...all this
stuff gets in your
head."

- “It's time to look

at him [care
recipient]; it's
time to touch
him. It's time to
know what's
going on with
him."

- “One of my
biggest fears
during COVID,
was that if my
[care recipient]
got sick..[in the
hospital]...| would
not be able to
look after him...or
speak for him."
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Abstract

Dementia caregivers are responsible for the daily care and management of individuals whe are among
the most vulnerable 1o the serious consequences of COVID-19. This qualitative study explores the
experience of Black dementia caregivers during the COVID-19 pandemic in the United States. Nineteen
Black dementia caregivers were recruited to participate in semi-structured focus groups held in April
2021, Four overarching themes were consiructed during analysis: social isolation, decreased well-
being, the good and bad of telehealth, and challenges fulfilling health care needs. The results indicate
the experience of Black dementia caregivers overlaps with existing literature on the experiences of
dementia caregivers of other races during COVID-19. These results can assist in addressing the specific
needs and improving the experiences of dementia caregivers in current and future public health crises.

Keywords
«care partners, public health crisis, Alzheimer's disease, African American, telemedicine
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Caregiver Recommendations for
Course Topics

Palliative care Dealing with
& hospice grief

Life Caregiver
planning/POA support

How to get an
advocate

Managing day
to day life

Distance
caregiving

12

Combating

Self-care isolation

Preparing to
visit the
hospital

Resources

Financial
scams

Navigating
insurance

Document
tracking




Pilot Course

Course Overview

Asynchronous psychoeducation course to address
caregiving needs through a cultural lens

Focus on key competencies needed to
succeed during a pandemic and crisis

Co-produced by Black caregivers, PLWDs, and
healthcare professionals..."For Us, By Us'

Delivered on Canvas platform with the ability to
monitor caregivers’ course progress

8-10 hours of content in 37 short
interactive segments

* Linked text and video instructional materials

N\
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Module 1

Now let's hear from

Key Section Topic Within Sections Lessons Dr. Zanthia Wiley as
: : she speaks more
Welcome How to Navigate this
Course about COVID-19 and

its impact on the

The Purpose

African American
Dementia in the Black

Course Introduction Community
Introduction to the

Course

community

Dementia and Risk
for COVID-19

Public Health Crisis:
COVID-19

W\
ZANTHIA WILEY, MD \'{ oy
INFECTIOUS DISEASES PHYS (ihele 130
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Introduction

THE HEALTHCARE SYSTEM
IN WHICH CARE IS

Health Literacy ic
BEING PROVIDED

Introduction
Effective Communication in
Healthcare Setting

Talk Like Members of Your
Healthcare Team

NAVIGATING SYSTEMS or CARE

Navigating Your Next Doctor's ror YOUR PERSON

Appointment

Entering the Healthcare
System

Pathways of the Healthcare

Navigating the Healthcare Navigating the Hospital System
System

A
HOSPICE CARE

s exoscrancy of
vt 4 L1

Safe Use of the Emergency
Department

A & EuTom MaNGEvENT
"Facuats on ComoRT

Who are the Key Players

Insurance and HIPPA

Understanding Insurance Having a Good Plan of Care

Coverage
Care Coordination Engaging and Simple to Read

Hospice and Palliative Care Home Care vs Home he Graphics to Convey Complex Content

Discharge Planning

Palliative Care vs Hospice
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Module 3

Key Sect Topic Within Sections m
Introduction Introduction

The Clinical Role of a

Caregiver

Caregivers as Health
Providers
Guiding your Person's
Day

The Challenges of
Disease Progression

Planning your Person's
Day

Reliable Information,
Fake News, and Scams

Accessing Resources

Medication
Mangement

Safe at Home
Life Planning

Crisis Planning

Managing Home Life
Identifying, Assessing
and Using Resources

Developing Plans of

Care Your Emergency Grab

and Go Kit

MATTHEW JOHNSON

Answer the following questions as you
assess the safety of your home:

Trip Mazards

’ Coltgungy
\'/w.w luct”

CAREGIVER
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Topic Within Sections “

COVID-19 and Caregiving

Assessing for and Combating
Isolation

Assessing Your Feelings

Implementing Self-Care

Introduction

Mental Well Being

Caregiver Self-Care
Deeper Dive Self-Care

Strategies

What Does "Respite Care"
Mean?

Religiosity and Spirituality Feeding Your Spirit

Dealing with Your Person's
Death

Respite Care

Dealing with Death and Grief

The community Resilience Model is another
strategy that can be used to regulate your
emotions.

Watch the video below to learn more

JORDAN MURPHY
'COMMUNITY RESILIENCY MODEL TEACHER

" AR

Depending on what you find in the
process of assessment, your self-care
plan might involve actively seeking help
or it might entail more mindfully caring
for yourself. Or both,
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DR. DEL

BOARD CERTIFIED PHARMACIST| PharmD, BCGP | CEO, GeriatRx Inc.

Example of an Expert Video

V,

oN CANTERBURY \'(%fi%

A =
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Additional

Resources

&

Study Plan:
CaREgiving While Black

1. Week 1 Goals

Study Plan: Provides time management
strategies for caregivers to guide course
completion

* Workbook: Compiles all worksheets and
activities mentioned throughout the course

Glossary of terms used in course
Resources available to compliment lessons

Black/African American
Mental Health resources

CaREgiving While Black
WORKBOOK
g v e hcrae g s s
Calofo, Ty
\/‘fpu/w‘ /

kg o my Gepsof careghng

(b Bt

Tel. (410) 338-2642

20
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https://vimeo.com/616332942/d8466e07a8

Pilot Study

No-control longitudinal study to test prototype
course

Study Duration for individual caregivers: 24 weeks

Key study outcomes: measures of caregiver
psychological well-being & confidence in their
ability to provide effective care to the PLWD

Caregivers engage in baseline, midpoint, & end of
study data collection interviews

Honorarium provided after each interview

Optional post-course completion interview
(qualitative)

BLACK DEMENTIA
CAREGIVERS NEEDED

For a 6-week Culturally-Appropriate
Caregiver Training & Education Course

What will you learn? i
« Managing Home Life with ? ?
Dementia .

« Health Care Navigation
« Caregiver Self-Care WM 6M”
Are you eligible? An Online Education Course
» Identify as Black/African American

* Caring for a person living with dementia

+ Have a way to access the course online

care.course@emory.edu
404-251-0078

Scan the QR Code

for More Information

Funding Sponsor: RRF Foundation for Aging
) EMORY | St oign @ NOBa (D) ..

NURSING

Preliminary Findings

11



Caregiver
Participants

|* 75 Black caregivers enrolled in
pilot study
o 64 attempted the course

o 33 completed the course
within 10-week time frame

* Caregivers withdrew due to:
o personal illness
o death of care recipient
o too busy
O No response

* 33 caregivers completed the
course

* Average age: 54 years
Ca regivers WhO * 94% attended college
* 81% female

* 78% cared for a parent

Completed the

COU rse * 6-30 hours spent on the
course (12 hrs average)

12



Results

Ability to

T-test comparing pre- and post-course data revealed significant
(p =.009), (p=.034), and (p = .029) within

30 days of course completion.

Caregiver mastery from baseline to course completion increased on average by 0.42 points
with an effect size of 0.26 (Cohen’s d).

In-depth interviews about caregivers’ experience taking the course revealed they
appreciated the and had feelings of

* Similar demographics to those
who completed the course

Caregivers Who Did . |
* Reasons cited for not completing:

Not Complete the oLack of motivation

Course oWanted more guidance
oDesired face-to-face interaction

*Preference for face-to-face interaction was
echoed by several Black faith communities
when pilot results were shared with them




Caregiver Testimonies

"l no longer felt alone,
| saw | Rave a whole

community-careqgivers,

medical professionals-
who all care’

*All of the speakers

looked like me. | could

relate to them, the

were discussing redl

life experiences hat |

could relate to, that
was valuable’

*Overall, | this felt
course was very
Ipful omd verx
Thorou h. 1 had o \y
done one other
caregiving course, but
This particular course
was very helpful
because it was cremed
7 Black peo le for
Black peop aTs
empowermg

14



| engoxed hearing the
ersonal testimonies

om other caregivers,
like the one who cared
| heard Careg\vmg

for his mother.
While Black'and Hearing his story as
chuckled a little, but well as the other
when | started diving videos made me feel
into it a bit, and

less alone as | care for
reading the
information on health

my mother”
disparities, dementia
my’rh busters, etfc. |
got serious, because |
rsalife;i hoth
important it is to have
fris course which This course was
addresses these harsh saver and beina able ‘
realities faced by + g
many in our 0 reach out to You all
comraunity” and someone called
me right back, that
was a lifesaver

15



Next Steps

* Use to direct the revision of the Caregiving while
Black course

* Conduct a in which 140 Black caregivers will be randomly
assigned to participate in Caregiving while Black or receive the program
after a wait of 3 months.

of Caregiving while Black in enhancing caregivers’ sense
of caregiving mastery (primary outcome), perceived ability to manage care
recipients’ behavioral and psychological symptoms and improving their
quality of life, health literacy, and emotional well-being (secondary
outcomes).




* Employ an iterative user-centered design approach to
reconfigure Caregiving while Black and expand it into
adding a synchronous facilitator-guided cohort-structured
component to the original self-paced asynchronous curriculum material.

* Conducta of the course to assess its preliminary efficacy
and its usability, acceptability, and feasibility.

17
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Contact Us

Phone: 678-723-8188
care.course@emory.edu

fepps@emory.edu
404-727-6936 (office)
u @QOL4olderadults

faithvillage@emory.edu
Faith Village Researchn

D @village_faith
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