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Session Objectives

Describe a decision-making process employed by
informal Black dementia caregivers

Identify dominant factors that influence decision-
making among informal Black dementia caregivers

Describe different types of decisions made by
informal Black dementia caregivers

Identify promising strategies informal dementia
caregivers utilize to navigate decisional processes
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Dementia is common
among African Americans

High prevalence of dementia
among African Americans,
two times greater risk and
growing demographic
Disparities in disease
management, care, and
caregiving
African American women
shoulder caregiving
responsibilities

- Full-Time Work

- Care Hours

- Care for Multiple Individuals
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Research Gap and Study Focus

African American dementia caregivers’ experiences and
perspectives under-represented

Interest in understanding social processes caregivers
engage in responding to challenges

Original interest in crisis expanded to focus on caregiver
response to challenges that present as new, emergent,
and expected events

Conducted Grounded Dimensional Analysis study to
examine precipitating, mitigating, and modifiable features
of new, emergent, and unexpected events among African
American caregivers to generate framework for future
intervention design and testing
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Grounded Dimensional Analysis
o® Strengths

Je . ... - Places value in evaluating the
° Features .))

@ Py .... L

voices and context of
stakeholders

- Captures complexity of social
phenomenon

- Useful for exploring new

Components Concept points of view

- Research process drives
Nature of « Communication future action by identifying
Connection Patterns social process and how you
History of « Sense of might intervene
Connection Connection K ion: wh i
Role Expectations « Level of Trust - ey ngstlon. what all Is

« Extent of Conflict happening?

Relationship
Dynamics
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Components of a Social Process

e Low e Caregiver e (Caregiver e Caregiver
resource has health learns about takes time
environment challenge formal off

e Caregiver respite care e Caregiver
prioritizes options aware of
self care e Caregiver resources
asks family e Family
member to member
help out helps out
M PUBLIC HEALTH

Data Collection and Analytic Process

* Format: Telephone Interviews

* Average Duration: 50 minutes

+ All interviews audio recorded and transcribed verbatim
« Use of analytic team to guide analysis

« Two members of the analytic team independently
reviewed the first three transcripts (line by line) followed
by review of the full team

« Transcript review informed development of initial
matrices and subsequent interviews focuses on filling in
gaps in the summary matrix

+ Afinal conceptual model was iteratively defined through
member checking
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Analytic Procedures

Selective Coding

Granular
Data

|| Theoretical Sampling | | Dimensionalizing ||

| Constant Comparison | | Member Checking |

Memoing

|

Conceptual
Model
Development

{ Progressive Analytic Approach ]
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Study Results
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Pathways in ding: D ia Caregivers’ Decisi
Caregiver perception of situation g Pt Responding by making a decision when
requiring a response situation available of varying there is full range of choices
: (ongoing) choices degrees of
- ; choice
Conditions _; Responding by making a decision when

Timing and Presentation Complexity of Situation there is limited choice
of Situation * Caregiver
« Time of Day Mindset/Approach Core Process and Actions \
+ Familiarity/Routineness * Goals of Caregiver Going through the what-ifs L ‘ ‘
* Abruptness/Gradualness * Involvement and need to + Does the situation require action? Doing and y
« Level of Anticipation involve multiple people + How challenging is the situation? feeling like ngg ?nd,, Doing
* Sense of urgency * Communication with « How soon is action required? there are feeling like "1 “without
Context of the Situation  others + Who is the decision for? limited have to do it” thinking”
* Dementia Care and * Conflict or competing * What is the decision about? optjons inkingf

Management priorities + Who will the decision impact? ! I
* Health Status * Information and * What are the potential outcomes?
* Quality of Life Knowledge + What can | do? Consequences
« Safety * Family and Other * What should | do?
« Autonomy Relational Dynamics Process Experiences Outcomes
* Self-Care Honoring Preferences + Shame and Guilt * Hospitalization

Degree of Certainty - Pain * Institutionalization

Difficulty of Situation Ability to Influence .

« Feels easy vs. difficulty

Emotionality
Physical Location
Financial Considerations

1t

1

Conditions i

pt of Choice and Making
Meeting Expectations for Helping Out, Constant State of Vigilance

1

Ostracization

Relief

Satisfaction

Sense of cooperation

* Management of difficult
behaviors
« Improved health status

1

Pathways in Responding: Dementia Caregivers’ Making Decisions

Caregiver perception of
requiring a response

ituation | pi
situation available of varying
(ongoing) choices degrees of
choice

Doing and feeling like there are limited options

“Sometimes you have limited options versus a full range of
options. That is definitely, depending on what time of day
it happens, that’s definitely, | can say that whole heartedly.
So, something happens, 2 in the morning, my options are,
you know, I'm just calling 911. I'm not going to be trying to
reach the care team, the nurse manager or whatever by
the phone. I'm not going to send her a. I’'m just calling 911
versus if it was in the daytime. | got a lot of options, and
you know, | have more access to people.”

+*

nd Supports, Care Recipient Being Taken Advantage of,

Responding by making a decision when

there is full range of choices

Responding by making a decision when

there is limited choice

Core Process and Actions

l
|

Dol
le::i":galir:(de Doing and Doiny
there are feeling like *1 ”with:ut
ere have to do it”
limited thinking”
options
Consequences

Process Experiences
+ Feelings, emotions, and + Care-related outcomes
psychological states

Outcomes
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Pathways in Responding: Dementia Caregivers’ Making Decisions

Caregiver perception of situation { > il (> Ppti
requiring a response situation available of varying

(ongoing) choices. degrees of
choice

Doing and feeling like “I have to do it”

“We know that she doesn’t want to be there by herself and
just the same strain of she not wanting to be there by
herself, we don’t want her to be there by herself either
because we need to see and hear what’s going on and what
the care is that they’re giving her. And we know, that if
family’s not there, that they treat the care different. We
know that for a fact because of people that we know that
work in nursing homes, hospitals, we just know that. So, you
know, they’re not going to do our mom like that. So, that’s a,
we have to be there.”

Responding by making a decision when

there s full range of choices

Responding by making a decision when

there is limited choice

Core Process and Actions

\
|

Doing and N
leelingg like Doingand "
hereare feeling like “I B D}’;‘"E
b have to do it” ‘without
limited thinking”
options
Consequences
Process Experiences  Outcomes
« Feelings, emotions, and + Care-related outcomes
psychological states
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Pathways in Responding: Dementia Caregivers’ Making Decisions
valua | Evaluati [ Peree "i;‘ Responding by making a decision when
(5:::;::2) :xz:';‘:'e degrgs og' there s full range of choices
choice
Doing “without thinking” Core Pro‘:ess and Actions %
“Like going to the grocery store when something is getting low. Doing and Doing and ‘
That’s for sure. That’s always something that, you're always, I'm 'f:::f;'r feeling like *I .,“l:i'::,'fm
always gauging. | try to stay on top of all those items that she has limited have todoit” thinking”
to have. So, that could range from medications to toiletries, you options
know shower items. Whatever, you know, runs out. You know,
paper towel, toilet paper. Whatever, those things are just Consequences
automatic. And of course, nothing is, you can’t get it all at the P"::ﬁ‘::‘ﬂ:m':';e: o ?“;::f:‘smd sutcomes
same time because they’re not used at the same time. So you psychological states
always, or I’'m always gauging around what’s needed, what’s not
and you just do that automatically because just an automatic
thing that you do every day.”
16
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Pathways in Responding: Dementia
Caregivers’ Making Decisions

Caregiver perceptiol
requiring a response

> || pti
situation available of varying
(ongoing) choices degrees of
choice

Core Process and Actions

Responding by making a decision when
there s full range of choices

Responding by making a decision when
there is limited choice

\
|

Decision: Stepping Up

Doing and -
ing li Doing and -
'f:::f ;','f feeling like “I  Doing

imi have to do it” ‘without
limited thinking”
options ‘

Consequences
Process Outcomes
Experiences  * Care-related
* Feelings, outcomes
emotions, and
psychological
states

1. Caregiver
perception of
situation requiring a
response

Power of Attorney
(POA) observes Care
Recipient and realizes
that Care Recipient’s
cognitive function has
decreased and is no
longer able to
complete certain tasks

2. Evaluating
situation

(ongoing)

3. Evaluating

—>| available choices

—>

POA did not want
to hurt Care
Recipient

POA wanted to
avoid making
things (the
situation) bad for
Care Recipient
POA recognizes
changes in power
dynamic in the
relationship

* Changing
something is the

4. Perception of
varying degrees of
choice

hardest thing to do
* POA wanted to do
what was best for
the Care Recipient
* POA identifies that
action on their part

can make things
better

POA perceives not
having a choice
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Decision: Stepping Up (continued)

Responding by makinga |—» 6. Consequences
decision when there is
limited choice

Process Experiences

* POA trust that the impact of the decision will
not be negative and does not thinking about

POA doing whatever it decision after it is made

takes to get to the point of * POA moves into a more authoritative role

being able to make a

decision

5. Doing and feeling like
“I have to do it”

POA changes perspective
and stops thinking about
how it hurts Care
Recipient, the new
perspective is focused on
making things better for
Care Recipient

Dominant Factors Influencing Decision-
Making

Availability of Resources and Supports

Care Recipient Being Taken Advantage of

Meeting Expectations for Helping Out

Constant State of Vigilance
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Promising Strategies to Support Decision
Making

\///

Identify Power of Activate Activate Informal
Attorney Professionals Network

Utilize Tools Dementia-
Specific Support
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Summary

* Grounded Dimensional Analysis guided examination
of caregivers perspectives and experiences with
new, emergent, and unexpected events

* Developed conceptual model detailing the social
process of responding

* ldentified dominant factors influencing decision
making for African American dementia caregivers
when responding to challenges

+ Identified different types of decisions and strategies
to support decision making
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Discussion

Implications

» Social process of responding reveals the need for individual and family
supports with interpersonal skill development and the need to address
longstanding relational dynamics

 Caregiver training and formal supports can prepare and support caregivers
for decision making, especially when formal services are accessed

Limitations

* Researcher embeddedness

» Standards for developing categories not well defined
* Volume of data difficult to manage

» Perspectives and experiences of men not addressed
Future Directions

« Examine decision-making among caregiving networks
» Develop and pilot decision support tool
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Questions and Discussion
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