From the Voices of Black Dementia Caregivers:
The Need for Culturally Responsive Education on

Navigating Care

yron Epps, PhD, RN, FGSA, FAAN

Professor | Karen & Ronald Herrmann Distinguished Chair 1

Caregiving Research

UT Health San Antonio School of Nursing

NS vy:\rtHealth \'/wm Bt

ing

~ ol




Program of Research

Promoting quality of life for African American families affected by
, dementia and exploring how religious activities and spiritual
Promoting connectedness can promote meaningful engagement among persons

with dementia.

Creating innovative research programs and testing new models of care to

Creating address the needs of diverse caregiving families.

Placin Placing culturally responsive, evidence-based programs and interventions
& in the hands of those who need them.
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Unique Experiences of Black Dementia
Caregivers
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Unique Experiences of Black Dementia

Caregivers

¢ Providing care for a family member or friend is

challenging, but being a Black caregiver adds an

additional layer of challenges and concerns.
(Abramsohn et al., 2019)

*»* Due to the disadvantaged social history of Black
Americans, several unique stressors,
vulnerabilities, and resources inform and affect
Black dementia caregivers' experiences and well-
being.

(Crewe & Chipungu, 20006)

** Health and socioeconomic disparities, as well as
systemic racism, are factors that serve as
barriers to optimal health care access

and navigation for caregivers.
(Alexander et al., 2022; Crewe & Chipungu, 20006)




Unique Experiences of Black Dementia

Caregivers

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

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

* Less access to support services and
primary care and more unmet needs for

their person living with dementia.
(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)
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Special Issue Article

Experiences of Black American Dementia Caregivers During the
COVID-19 Pandemic
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Abstract

Dementia caregivers are responsible for the daily care and management of individuals who are among
the most vulnerable 10 the serious consequences of COVID-19. This gqualitative study explores the
experience of Black dementia caregivers during the COVID-19 pandemic in the United States. Nineteen
Black dementia caregivers were recriited to participate in semi-structured focus groups held in April
2021. Four overarching themes were constructed during analvsis: 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 curvent and future public health crises.

Keywords
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Problem

Higher levels of
stress compared to
other racial groups

Increased
Vulnerabili’cty due to
systemic failures

Limited culturally
responsive
resources




Develop an education course that is culturally responsive to the
unique experiences of Black dementia caregivers.
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Focus Groups
with Black
Dementia
Caregivers




Themes

Limited Accessible
Opportunities for
Education and Resources

“They really don't
understand our culture.
And because of that, being
a minority, we have to
continue to educate in a
different way.”

“Our resources are

different.”.”

We have our own
Cultural Identity

“We have our own cultural
dynamics, and because of
being Black in a culture that
doesn’t always acknowledge
who we are, makes it very

stressful at times.”

Creates a Space to
Feel Seen

“It allows people

not to feel like

they're in it alone.

A Sense of Empowerment

“It gives the
encouragement to still
continue to do that extra
research and take that
extra step to find out what
it is that you need for your

particular situation.”






Course Overview —

Asynchronous psychoeducation course to P —

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
. o J
monitor careglvers course progress An Online Education Course

8-10 hours of content in 37 short interactive
segments

o Linked text and video instructional materials



Palliative care & hospice

Dealing with griet

Self-care

Combating isloation

Life planning/POA

Course Topics

Caregiver support

Preparing to visit the
hospital

Resources

How to get an advocate

Managing day-to-day life

Financial scams

Navigating Insurance

Distance caregiving

Document tracking

Financial Planning



Watch the video below to learn more
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Understanding the Diversity of a Care Team




* Study Plan: Provides time management strategies

S for caregivers to guide course completion
Ad d It |ONAa I * Workbook: Compiles all worksheets and activities

mentioned throughout the course

R e S O U rce S * Glossary of terms used in course

* Resources available to compliment lessons

f

N DA Black/African American ®
Study Plan: Mental Health resources
CaREgiving While Black

caREgiving While Black * CaREgiving While Black Is a 6-week course that will take approximately Matee Wt eaegs ey s ) e M| FrotTnaltson

7.75 hours to complete. This guide lays oul a suggested plan to Many ra e perfocty rarmal

compiete the course within 6 weeks by dedicating 1.25 hours per week
WORKBOOK 9

* We encourage you to check off each section as you completely them
and celebrate your progress as you move through and achieve the goals
you set for yourself in participating in the course

Assessing Your Feelings

* As you begin this course, take a moment to explore why you want to
participant and for whom you are enrolling, Take a moment to answer

&% Art the following question either on this document or printed out 50 you see
your motivatin every time you come back to this guide: When you think

about yourself as a caregiver, whal inspires you o want (o become a

' bettor caregiver for yoursell and for your person? NAMI
NAMI Focuses On Raising Awareness And Providing
\ / 1. Week 1 Goals

Support And Education To Those In Need,

Course Introduction (~50 mins)
) Welcome
How to Navigate this Course (~1.5 mins)
Introduction 1o the Course
CHYI PUrpoew L8 M) Black Mental Health Alliance
Dementia in the Black Community (~15 mins)
Public Health Crisis: COVID-19 (~22.5 mins) Provides information, resources, and a “Find a
Dementia and Risks for COVID-19 (~2.5 mins) Therapist™ locator 1o connect with a culturally
Managing Home Life (~11.5 mins)
) Introduction (~9.5 mins)
[J Caregivers as Hoalthcare Providers Te'. (410) 338-2642

The Clnical Role of the Caregiver (=2 mins)

competent mental health professional
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* 33 caregivers completed

Ca reglvers WhO the course

CO Im p I EtEd the * Average age: 54 years

* 94% attended college
Course * 81% female

» 78% cared for a parent
* 6-30 hours spent on the

course (12 hrs average)



improve caregivers’ emotional well-being sense of

confidence mastery in their caregiving

improvement observed in caregivers' feelings of

depression burden role strain

Results

cultural recognition

empowerment



Caregivers who
did not
complete the
course

A

\

o Lack of motivation

o Wanted more guidance

o Desired face-to-face

interaction




Caregiver
Testimonies




'l heard Caregiving While
Black and chuckled a
little, but when | started
diving into it a bit, and
reading the information
on health disparities,
dementia myth busters,
etc. | got serious,
because | realized how
important it is to have
this course which
addresses these harsh
realities faced by many in
our community."

“All of the speakers
looked like me. | coul
relate to them, they
were discussing real
life experiences that
could relate to, that
was valuable.”

"Overall, | felt this course
was very helpful and very
thorough. | had only
done one other
caregiving course, but
this particular course was
very helpful because it
was created by Black
people for Black people.
That's empowering."

d




Takeaways for Professionals




Takeaways for Professionals
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Assess the efficacy




Caregiving while Black-LIVE

prototype test
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Phone: 678-723-8188

@QOL4olderadults

Faith Village Research
@village_faith
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Questions

- o
caringkind
360 Lexington Ave, New York, NY
CARINGKINDNYC.ORG

Helpline: 646-744-2900
@caringkindnyc




Next Steps

CEU Information Scan QR CODE for CEU form
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* CEULink will be active for 10 From the Voices of Black Dementia

days ,
Caregivers

e |f you have any questions, '

contact Linda Centeno at 646-

744-2923.




