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Abstract

Background and Objectives: Greater everyday decision-making involvement by persons living with dementia (PLWD) and
congruent appraisal between PLWDs and their caregivers have been associated with a better quality of life (QOL) for both
members of the dyad. However, no study has examined the association between the appraisals of everyday decision-making
involvement of PLWDs and their QOL among African Americans.

Research Design and Methods: A secondary analysis of cross-sectional data from 62 African American dementia dyads was
conducted. Multilevel and latent class mixture modeling was used to characterize dyadic appraisal of the decision-making
involvement of African American PLWDs and identify distinct patterns thereof.

Results: Three distinct patterns were observed. “Incongruent, PLWD Low Involvement” labeled 19.4% of the sample,
53.2% were labeled “Incongruent, PLWD Moderate Involvement,” and 27.4% were labeled “Congruent, PLWD High
Involvement.” The Congruent, PLWD High Involvement pattern consisted of PLWDs who were significantly younger
and had significantly less cognitive impairment than PLWDs in the other patterns. In the Incongruent, PLWD Moderate
Involvement pattern, PLWDs had significantly better QOL than PLWDs in the Incongruent, PLWD Low Involvement
pattern, but QOL did not significantly differ from PLWDs in the Congruent, PLWD High Involvement pattern.
Discussion and Implications: There is a need to tailor strategies to optimize QOL in African American dementia dyads.
While increasing everyday decision-making involvement for PLWDs in the Incongruent, PLWD Low Involvement pattern
is an important goal, other strategies may be needed to improve the QOL of PLWDs in the remaining patterns.

Keywords: Alzheimer’s disease, Informal caregiving, Quality of life

In the United States, African American older adults are twice older adults also are diagnosed at later stages of dementia,
as likely to develop Alzheimer’s disease and other dementias ~ resulting in greater morbidity (Chin et al., 2011). Despite
compared to non-Hispanic white older adults (Alzheimer’s  the disproportionately high risk of developing dementia in
Association, 2020; Ortman et al., 2014). African American African American older adults, little is known about how
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African American dementia dyads (i.e., African American
persons living with dementia [PLWD] and their African
American caregivers) manage everyday decision making or
the influence this decision making has on their quality of
life (QOL). Many everyday decisions are made by PLWDs
or on their behalf, such as what to eat and what clothes to
wear (Fetherstonhaugh et al., 2013; Menne & Whitlatch,
2007; Menne et al., 2008). Understanding how involved
PLWDs are in these everyday decisions and the level of (in)
congruence regarding this involvement within the dyads
can provide greater insight into dementia caregiving.

For more than a decade, dementia research has increas-
ingly focused on the dementia dyad—moving away from
sole reliance on proxy reports of caregivers alone (Lyons
et al.,, 2002; Martire et al., 2010). Expanding research
efforts to include the PLWD acknowledges the dual na-
ture of both members of the dyad in the caregiving pro-
cess (Kitwood, 1997). A family-centered approach is
important as African American decision making is often
family-based (Potter et al., 2017). While African Americans
may be viewed as a single racial group, there is heteroge-
neity in their family structure and practices (Billingsley,
1988), which may influence everyday decision making.
Dilworth-Anderson et al. (1999) identified caregiver types
and structures within African American families. Primary
caregivers were characterized as either providing care alone
or with the help of other family members and were most
involved with decision making (Dilworth-Anderson et al.,
1999). Yet decision-making involvement (e.g., verbal and
nonverbal communication) has been minimally studied
within African American dementia dyads of primary
caregivers and PLWDs (Bonds et al., 2020).

To date, we know that PLWDs desire greater involve-
ment in everyday activities (Clark et al., 2008) and treat-
ment decision making (Hirschman et al., 2005) but have
been prematurely removed from involvement in both types
of decisions often related to the concerns of their deci-
sion-making capacity (Miller et al., 2016). Moving beyond
decision-making capacity to decision-making involvement
may prove beneficial for both members of dementia dyads,
particularly as it is a more strength-based approach and
aligns strongly with person-centered care. Indeed, greater
perceived decision-making involvement by PLWDs has
been associated with better QOL for PLWDs (Menne et al.,
2009) and their caregivers (Menne et al., 2008), although
Menne et al. (2009) also found that PLWDs who self-
identified as African American experienced worse QOL.

Research suggests when members of care dyads are “on
the same page” or have congruent appraisals they are more
likely to work together as a team to meet the needs of both
members of the dyad and thereby improve the well-being
of the dyad (Lyons & Lee, 2018; Merz et al., 2011; Moon
etal.,2017). However, incongruent appraisal of phenomena
within dyads—either dementia dyads or couples—has been
negatively associated with the well-being and self-man-
agement of the members of dyads (Lyons & Lee, 2018).

Moon et al. (2017) found when dementia dyad members
had incongruent appraisal regarding the care values of
PLWDs both PLWDs and their caregivers experienced sig-
nificantly worse QOL. When spouses/partners of persons
with prostate cancer had an incongruent appraisal of the
characteristics of prostate cancer, this incongruence was
significantly associated with worse health-related QOL for
those couples (Merz et al., 2011).

The current study is informed by the Negro Family as
a Social System conceptual framework (Billingsley, 1988)
to optimize QOL for both members of African American
dementia dyads. According to this conceptual framework,
better outcomes and well-being are associated with in-
terpersonal factors of the family (Billingsley, 1988) or a
smaller unit of the family—the dyad (Bonds et al., 2020).
These factors include family structure, instrumental role
functions, and expressive role functions. Family structure
consists of dyadic relationships of members of the family
(e.g., mother—daughter, father—son), in this case, the type of
relationship of members of the dementia dyads (i.e., spouse
dyads or nonspouse dyads). Instrumental role functions
are described by managing the family affairs through
obtaining education, decision making, economic resources,
and health management (i.e., caregiver’s educational status
and PLWD cognitive status are proxies of instrumental
role functions). Expressive role functions include a sense
of belonging, emotional support, and feelings (i.e., dyadic
relationship quality). The quality of the family structure
and the extent to which needs are met based on the in-
strumental and expressive role functions can influence the
outcomes (i.e., QOL) of African American dementia dyads
differently (Billingsley, 1988; Bonds et al., 2020).

Pattern identification across dyads has been identified in
PLWDs (Miller et al., 2018) and other chronic conditions
such as persons diagnosed with heart failure (Lee et al.,
2015, 2017) and lung cancer (Lee & Lyons, 2019).
Identifying patterns of African American dementia dyads
with different PLWD decision-making involvement can
lead to the creation of tailored interventions to improve
health outcomes and foster family-centered care. Given the
importance of decision-making involvement of PLWDs and
the interdependent nature of African American families,
understanding patterns at greater risk for worse QOL can
highlight strategies to improve decision making for care
planning while caregiving.

The purpose of this study was to (a) identify and
characterize patterns of dyadic appraisal regarding de-
cision-making involvement by PLWDs within African
American dementia dyads and (b) determine whether
membership in the observed patterns was associated with
the PLWD and caregiver QOL. Our hypotheses were as
follows: (a) at least two distinct patterns of appraisal of
African American PLWDs decision-making involvement
would be identified, (b) dyads in a pattern with a higher dy-
adic appraisal of African American PLWD decision-making
involvement would have better QOL for both members,
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and (c¢) dyads with more congruent appraisal would have
better QOL for both members.

Design and Methods

A secondary data analysis of 62 African American dementia
dyads was conducted using cross-sectional data from a prior
study collected between 1998 and 2004 examining 202
caregiving dementia dyads—71 African American dyads
and 131 non-Hispanic white dyads (Powers & Whitlatch,
2016). Dyads were recruited from Cleveland, OH and San
Francisco Bay area, CA. Dyads in the original study were
eligible for participation if (a) both members lived in the
community, (b) caregivers were primary caregivers for the
PLWDs, and (c) PLWDs had a formal diagnosis of dementia
or scored 13-26 on the Mini-Mental State Examination.
More in-depth recruitment details are presented elsewhere
(Feinberg & Whitlatch, 2001). In the current study, PLWDs
and their caregivers were required to self-identify as African
American and have no missing data on the outcome meas-
ures and other study variables. Informed consent was
obtained by each member of the dyad in the original study.
The current study was approved by the Oregon Health &
Science University’s institutional review board.

Outcome Measures

Decision-making involvement

Decision-making involvement of the PLWD was meas-
ured using the Decision-Making Involvement Scale devel-
oped for persons with mild to moderate dementia (Menne
et al., 2008). The Decision-Making Involvement Scale is a
15-item scale, scored using a four-point Likert scale of 0
(Not Involved at All) to 3 (Very Involved). The caregiver
version ascertains the caregiver’s appraisal of the PLWD’s
involvement in decision making. A sample item is “How
involved are you in decisions about what to spend your
money on?” (PLWD version) or “How involved is your rel-
ative in decisions about what to spend his/her money on?”
(Caregiver version). Responses are averaged resulting in a
mean score between 0 and 3, with higher scores indicating
greater decision-making involvement. The measure had
strong interitem reliability using Cronbach’s alpha in the
current sample (PLWD a = 0.86; Caregiver o = 0.94).

Quality of life

QOL of PLWDs and their caregivers was measured using
the Quality of Life—Alzheimer’s Disease Scale developed
for persons with mild to moderate dementia (Logsdon
et al., 1999). The Quality of Life-Alzheimer’s Disease Scale
is a 13-item, four-point Likert scale. Both PLWDs and
caregivers rated the perception of their own QOL (Logsdon
etal.,2002; Moon et al., 2017). A sample question is “How
do you feel about your energy level?” Responses are from
1 (Poor) to 4 (Excellent). Responses are summed resulting

in a total score between 13 and 52, with higher scores
indicating better QOL. The measure demonstrated strong
inter-item reliability in the current sample (PLWD o = 0.82;
Caregiver a = 0.89).

Independent Variables

Demographic characteristics

The characteristics that were available in the original study
and fit within the conceptual framework are age, gender,
marital status, educational level, annual household income,
and formal diagnosis of dementia (yes/no). These variables
provided a way to characterize the patterns.

Cognitive impairment

Cognitive impairment of the PLWD was measured using
the Mini-Mental State Examination. The Mini-Mental
State Examination is an 11l-item cognitive examination
used to evaluate cognitive impairment spanning aspects of
working memory, orientation, language, and delayed re-
call (Folstein et al., 1975). The total score ranges from 0
to 30, with a lower score signifying greater cognitive im-
pairment. The scale demonstrated fair inter-item reliability
in our sample (a0 = 0.54). With a cutoff score of 24, the
Mini-Mental State Examination has a sensitivity of 70%
and specificity of 93% in older adults (Baker et al., 1993).

Family structure

Family structure was examined based on the self-report
of caregivers. The type of relationship of caregivers was
identified as spouses or nonspouses.

Expressive role functions

Expressive role functions were examined using the Dyadic
Relationship Scale (Sebern & Whitlatch, 2007), which was
created to provide insight from both patient and caregiver
(Sebern & Whitlatch, 2007). The Dyadic Relationship Scale
has two subscales—Dyadic Strain and Positive Interaction.
The Dyadic Strain subscale is a four-item measure for the
PLWD and a five-item measure for the caregiver. An ex-
ample item is “Because of my memory problems, I felt de-
pressed when I had problems with my relationship with
my caregiver” (PLWD version) or “Because of helping the
PLWD, I felt depressed because of my relationship with her/
him” (Caregiver version). The responses are rated from 0
(Strongly Disagree) to 3 (Strongly Agree). Responses are
averaged resulting in a mean score between 0 and 3, with
higher scores indicating greater strain within the dyad. The
subscale demonstrated good interitem reliability in our
sample (PLWD, a = 0.70; Caregiver, o = 0.78).

The six-item positive interaction subscale of the Dyadic
Relationship Scale (Sebern & Whitlatch, 2007) was used to
measure the positive interaction of the dyadic relationship
quality by both PLWDs and caregivers. An example item
is “Because of my memory problems, I felt closer to her/
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him than I have in a while” (PLWD version) or “Because
of helping the PLWD, I felt closer to her/him than I have in
a while” (Caregiver version). The responses are rated from
0 (Strongly Disagree) to 3 (Strongly Agree). Responses are
averaged resulting in a mean score between 0 and 3, with
higher scores indicating greater positive interaction. The
subscale demonstrated good interitem reliability in our
sample (PLWD, a. = 0.68; Caregiver, o = 0.84).

Analytic Approach

Multilevel modeling
Dyadic data were analyzed using multilevel modeling
resulting in empirical Bayes estimates of incongruence
(i.e., gap between dyad members’ appraisal of PLWD de-
cision-making involvement) and dyadic averages (i.e.,
average appraisal within the dyad) using the software pro-
gram Hierarchical Linear Modeling, version 7 (Raudenbush
et al., 2011). Multilevel modeling is a comprehensive ap-
proach used to examine incongruence and dyadic averages
while controlling for measurement error and the interde-
pendence within the dyads and has been used to examine
incongruence between the PLWD and their caregiver in pre-
vious studies (Lyons et al., 2002; Miller et al., 2017; Moon
et al., 2017; Reamy et al., 2011).

An unconditional Level 2 model, Y, =By + B, (Dyadxf.)
+ 7,, was used in the multilevel modeling analysis. Y,
represents decision-making involvement of PLWDs i in
dyad j. We coded the African American PLWD as -0.5 and
the African American caregiver as 0.5 in the dyad (Dyad,).
B, is the intercept and represents the dyadic average of
PLWDs’ decision-making involvement plus measurement
error (r,). B, is the slope and represents the incongruence
between dyadic appraisals by PLWDs and caregivers re-
garding the decision-making involvement of PLWDs. The
Hierarchical Linear Modeling program generated empir-
ical Bayes estimates of the appraisal of decision-making
involvement of PLWDs for each dyad that were used to
identify potential patterns.

Latent class mixture modeling

Distinct and naturally occurring patterns were identified
using latent class mixture modeling in Mplus, ver-
sion 8 (Los Angeles, CA). Latent class mixture mod-
eling uncovers unidentified heterogeneity among dyads,
resulting in patterns. Empirical Bayes estimates of incon-
gruence and dyadic average in the appraisal of PLWD
decision-making involvement were included in our anal-
ysis (Lee et al., 2015). Model convergence (entropy near
1.0), size of observed classifications (5% or greater of the
sample), average posterior probabilities (near 1.0), and
significance of the parametric bootstrap likelihood ratio
test and Lo—Mendell-Rubin adjusted likelihood ratio test
(Lo et al., 2001) were used to examine the performance
of other classifications (e.g., two classes vs. three; Ram &
Grimm, 2009). Observed patterns were named based on

the two results of multilevel modeling: incongruence (i.e.,
congruent or incongruent) and dyadic averages (i.e., low,
moderate, or high).

Descriptive and comparative statistics were conducted
using the software package StatalC, version 14 (StataCorp,
20135) to describe the overall participant characteristics. We
compared observed patterns using analysis of variance and
%2 and calculated effect size comparisons using Hedge’s g
and Cramer’s V, respectively.

Results

African American PLWDs in the study were on average
77 = 8 years old, with the majority widowed (48%), fe-
male (68%), having received a dementia diagnosis from a
provider (76 %), an Mini-Mental State Examination score
of 21 = 4 (reflecting mild dementia symptoms), and about
one fourth had greater than a high school education (23%).
African American caregivers were 15 years younger on av-
erage, were predominantly female (81%), married (60%),
mostly nonspouse caregivers (69%), with greater than high
school education (56%), and a half (50%) had annual
household incomes of greater than or equal to $30,000.
Table 1 displays additional sample characteristics.

Dyadic Appraisal of Decision-Making
Involvement

There was significant variability in the amount of incon-
gruence (x> = 489.48, p < .001) and the dyadic averages
(x?=1152.98,p <.001) across African American dementia
dyads regarding decision-making involvement of PLWDs.
On average, PLWDs rated their decision-making involve-
ment higher than their caregivers. The multilevel modeling
analysis confirmed the heterogeneity within the data. The
data could be better understood by examining whether
subgroups of dyads belong to distinct patterns.

Patterns of Decision-Making Involvement of
African American PLWDs

Three distinct patterns of dyadic appraisal of deci-
sion-making involvement of PLWDs were identified,
supporting our first hypothesis. The model convergence
(entropy = 0.954), size of observed patterns (greater than
5% of sample), posterior probabilities (>.980), parametric
bootstrap likelihood ratio test (-135.683, p < .001), and
Lo-Mendell-Rubin adjusted likelihood ratio test (16.95,
p = .031) all represented good model fit. Table 2 provides
the differences in dyadic appraisal by patterns; Figure 1 vis-
ually illustrates the differences.

Patterns were labeled based on the dominant character-
istics of incongruence and dyadic averages. Dyads were la-
beled as “Incongruent, PLWD Low Involvement” (19.4%)
because PLWDs and their caregivers reported significant
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Table 1. African American Dementia Dyad Characteristics and Differences Among Patterns (ANOVA, y?)
Incongruent, Incongruent, Congruent,
PLWD Low PLWD Moderate PLWD High

Characteristics Overall sample  Involvement Involvement Involvement Effect
(%= SD or %) (N = 62) (n=12) (n = 33) (n=17) p Value size
PLWD age in years 76.55 = 7.84 78.75 = 8.082 77.85 = 6.81° 71.93 = 8.43%> .0672,.042> 0.39
CG age in years 60.50 = 13.35 56.83 = 8.72%¢ 62.79 = 12.823° 58.64 = 16.57"¢ .5702,.902%, 1.00¢ 0.33
PLWD female 42 (68%) 9(75%) 19 (58%) 14 (82%) .190 0.24
CG female 50 (81%) 11 (92%) 27 (82%) 12 (71%) 426 0.18
PLWD married/ 21 (34%) 1(8%) 17 (52%) 3(18%) .029 0.29

partnered
CG married/ 37 (60%) 3(25%) 26 (79%) 8 (47%) .004 0.37

partnered
PLWD living with CG 40 (65%) 8 (67%) 25 (75%) 7 (41%) <001 0.50
Family structure
Type of CG, spouse/ 19 (31%) 1(8%) 14 (42%) 4 (24%) 078 0.30

partner?
Instrumental role

functions
PLWD greater than HS 14 (23%) 1(8%) 9 (27%) 4 (24%) 458 0.16
CG greater than HS 35(56%) 5 (42%) 21 (64%) 9(53%) 431 0.17
PLWD MMSE score 21.08 = 3.94 18.33 = 3.212 20.65 = 3.74° 23.86 = 3.16%" <.001%,.010> 0.13
Income,® 2$30K/year 31 (50%) 4(33%) 21 (64%) 6 (35%) .029 0.36
Expressive role

functions
PLWD dyadic strain 0.84 = 0.57 0.92 £ 0.46 0.84 =+ 0.65 0.79 £ 0.51 1.00 0.02
CG dyadic strain 1.01 = 0.47 1.15 = 0.39+> 1.04 = 0.55 0.87 = 0.33b¢ 1.00%, .366", .733¢ 0.06
PLWD POS interaction 2.14 £ 0.52 2.06 = 0.62 2.17 £ 0.56 2.15+0.40 1.00 0.13
CG POS interaction 1.88 = 0.54 1.71 + 0.38*> 1.95 = 0.62%¢ 1.88 + 0.49"¢ .608%, 1.000¢ 0.30
Outcome
PLWD QOL 34.34 = 5.80 31.25 £4.71° 35.94 + 6.33° 33.41 +4.42 0472 0.60
CG QOL 37.41 = 6.34 35.33 + 6.88% 38.73 = 6.17b*¢ 36.25 = 6.04"¢ .3422,1.00b, .601¢ 0.46

Note: ANOVA = analysis of variance; CG = caregiver; HS = high school; MMSE = Mini-Mental State Examination; PLWD = person living with dementia;
POS = positive; QOL = quality of life; SD = standard deviation. p Value = ANOVA with Bonferroni correction and chi-square with Fischer’s exact test. Effect
size = Hedge’s g (small = 0.2, medium = 0.5, and large = 0.8) and Cramer’s V (small = 0.1, medium = 0.3, and large = 0.5). Bold values indicate p values <.05.

ab<Within a row, difference between means without a common superscript.

dSpouse is the referent.
‘Household income.

Table 2. Differences of Patterns Appraisal of Decision-Making Involvement by the African American PLWD

Incongruent, PLWD

Incongruent, PLWD

Congruent, PLWD

Low Involvement Moderate Involvement High Involvement p Value Effect size
(n=12) x+ SD (n=33)=SD (n=17) X+ SD (¢ test) (Hedge’s g)
Decision-making
involvement
Incongruence -0.75 £ 0.31 -0.77 £ 0.15 -0.03 £0.10 .008 0.51
Dyadic average 0.98 = 0.07 1.87 = 0.04 2.81 =0.05 <.001 0.23

Notes: PLWD = person living with dementia; SD = standard deviation. Incongruence and average scores are empirical Bayes estimates from multilevel modeling

which controls for the interdependent nature of the data and corrects measurement error. Negative incongruence scores signify PLWDs rated their decision-making

involvement higher than their caregivers. Positive incongruence scores signify PLWDs rated their decision-making involvement lower than their caregivers. A score

of 0 indicates congruence or no incongruence. Incongruent, PLWD Moderate Involvement pattern is a referent for Hedge’s g.

incongruence and lower dyadic averages of decision making caregivers reported significant incongruence and midlevel
by PLWDs. Dyads were labeled as “Incongruent, PLWD

Moderate Involvement” (53.2%) because PLWDs and their

dyadic averages. Lastly, dyads were labeled as “ Congruent,
PLWD High Involvement” (27.4%) because of statistically
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Decision-Making Involvement

00
African American PLWD

African American Caregiver

Congruent, PLWD High Involvement

PLWD Moderate

Figure 1. Distinct patterns of dyadic appraisal of decision-making in-
volvement by African American PLWDs.The level illustrates the average
decision-making involvement (range 0-3) of PLWDs by PLWDs and
their caregivers. The incongruence or slope of each line illustrates the
differences of the appraisals of decision-making involvement between
both members of African American dementia dyads. PLWD = person
living with dementia.

nonsignificant incongruence and significantly higher dy-
adic averages. Unadjusted characteristics based on family
structure, instrumental role functions, and expressive
role functions are provided by each observed pattern and
presented in Table 1.

Group membership was significantly associated (p <
.05) with the age of PLWDs, whether the PLWD lived with
their caregiver, the Mini-Mental State Examination score of
PLWDs, the household income of caregivers, and the marital
status of both PLWDs and their caregivers. Older PLWDs
were significantly more likely to be in the Incongruent,
PLWD Low Involvement or Incongruent, PLWD Moderate
Involvement patterns. In the Congruent, PLWD High
Involvement pattern, PLWDs were more likely to live alone
and to have higher Mini-Mental State Examination scores.
In the Incongruent, PLWD Moderate Involvement pattern,
PLWDs and caregivers were significantly more likely to
be married/partnered and caregivers were more likely to
have higher household incomes. Additionally, there was a
small effect size for the age of PLWDs, the Mini-Mental
State Examination score of PLWDs, the household in-
come of caregivers, and the marital status of both PLWDs
and caregivers. There was a large effect size for the living
arrangements of PLWDs.

There was a significant difference and a moderate effect
size for the QOL experienced by PLWDs. In the Incongruent,
PLWD Moderate Involvement pattern, PLWDs experienced
significantly better QOL compared to the PLWDs in the
Incongruent, PLWD Low Involvement pattern, which par-
tially supported our second hypothesis. In the Congruent,
PLWD High Involvement pattern, PLWDs did not signifi-
cantly differ from PLWDs in either the Incongruent, PLWD
Moderate Involvement pattern or the Incongruent, PLWD
Low Involvement pattern, which did not support our third
hypothesis. Although there was no significant difference

experienced in QOL of caregivers by group membership,
there was a moderate effect size.

Discussion

This study examined dyadic appraisal of decision-making
involvement of PLWDs in 62 African American dementia
dyads. To the best of our knowledge, this is the first study
to identify patterns of dyadic appraisal of decision-making
involvement among African American dementia dyads and
examine the association between these distinct patterns of
dyadic appraisal with other variables. Dementia research
has acknowledged the importance of heterogeneity be-
tween cultures when examining health outcomes among
different racial/ethnic groups (Chin et al., 2011). However,
one area of heterogeneity that has been examined less is
the variability of culture within African American families.
The identification of three patterns based on PLWDs’ de-
cision-making involvement begins to elucidate the hetero-
geneity within family culture. Billingsley (1988) describes
African American families as groups of people with a
shared history who are often characterized as one mono-
lithic group despite variability in conditions, personalities,
and behaviors. Thus, we view African American families
as members of one racial group with multiple dyads and
family-based preferences and customs. Understanding the
heterogeneity within and across these dementia dyads may
hold promise for developing tailored interventions in clin-
ical and research settings. Nurses in inpatient and outpa-
tient settings spend a considerable amount of time with
patients and may benefit from understanding that heter-
ogeneity exists within African American dementia dyads
regarding the PLWD’s decision-making involvement. Our
findings highlight both similarities and differences from
previous research. African American caregivers in the three
patterns did not experience significantly different QOL.
Moon et al. (2017) found incongruence in decision-making
involvement was not significantly associated with QOL in
caregivers or PLWDs. In contrast, while our findings for
African American caregivers are similar, the findings are
divergent for African American PLWDs. Lindauer et al.
(2016) found African American caregivers worked to keep
African American PLWDs present in activities. This present
focus by African American caregivers could be an attempt
to encourage African American PLWDs to be involved
in everyday decision making. As a result, when African
American caregivers are unable to uphold the involvement
in decision making of African American PLWDs, African
American PLWDs” QOL is negatively affected.

Over half of the sample was described as the Incongruent,
PLWD Moderate Involvement pattern in which dyads
tended to include PLWDs with midlevel Mini-Mental State
Examination scores and significantly better QOL than
PLWDs in the Incongruent, PLWD Low Involvement pattern.
Yet within the two incongruent patterns, dyadic appraisal
of decision-making involvement of PLWDs plays a greater
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role in predicting QOL. Because dyadic appraisal of the
PLWD’s decision-making involvement was similar between
these two groups, QOL did not differ between PLWDs in the
Incongruent, PLWD Moderate Involvement pattern and the
Congruent, PLWD High Involvement pattern. In contrast,
QOL did not differ between PLWDs in the Congruent, PLWD
High Involvement pattern and the Incongruent, PLWD Low
Involvement pattern because their QOL may be similar
given their respective stages of Alzheimer’s disease and re-
lated dementias. Based on the tenet of the Negro Family as a
Social System that African American communities consist of
a racial/ethnic subsociety with much variability, we speculate
the reason for these findings are related to the family struc-
ture, instrumental and/or expressive role functions within the
dyads in these three patterns.

Better QOL has been associated with higher Mini-Mental
State Examination scores (Miller et al., 2016, 2017) and
greater decision-making involvement by PLWDs (Bonds et al.,
2020; Menne et al., 2008). In addition, Bonds et al. (2020)
found that in African American dementia dyads having a
spouse caregiver was associated with better QOL for PLWDs.
In the Congruent, PLWD High Involvement pattern, PLWDs
had Mini-Mental State Examination scores reflecting on av-
erage mild dementia symptoms and congruent dyadic ap-
praisal of the decision-making involvement of PLWDs.
Compared to the other PLWDs, PLWDs in the Congruent,
PLWD High Involvement pattern still lived alone. Persons
with mild dementia symptoms can often still function at home
alone where they are the primary decision maker. The ma-
jority of PLWDs in the other two patterns were already living
with their caregivers.

In this study and in previous research (Menne et al.,
2008), the incongruence within the dyads was a result of
caregivers underestimating the level of decision-making in-
volvement of PLWDs or PLWDs overestimating their deci-
sion-making involvement. We prefer to focus on how they
disagree, how much they disagree, and the implications as-
sociated with the disagreement. This focus is less on valuing
the perception of one member of the dyad over the other
and more about focusing on the dyad as a unit.

Many of the decisions examined on the Decision-
Making Involvement Scale are decisions that many African
American older adults have been involved in for years with
minimal or no input from other members of the household.
Yet as the disease trajectory continues these dyads will have
to determine ways to support decision-making involvement
in PLWDs. Piiparinen and Whitlatch (2011) described ex-
istential loss in relation to how caregivers navigate care-
giving for PLWDs. Given the role many African American
older adults have in the family prior to a dementia di-
agnosis, there may be more existential loss experienced
by African American PLWDs in the mild-to-moderate
stages. This loss may be why their QOL and not the QOL
of African American caregivers was significant in our
findings. The authors recommend that caregivers view the
PLWD in a humanistic way considering their personhood

and not the losses experienced during the dementia tra-
jectory (Piiparinen & Whitlatch, 2011). This approach is
demonstrated in a qualitative study of African American
caregivers, which found these caregivers described the
African American PLWDs as “changed, but still here”
(Lindauer et al.,2016). African American caregivers decided
to focus on the characteristics that were still present instead
of focusing on what was lost during the dementia trajectory
(Lindauer et al., 2016). Because the change in family roles
and decision making is inevitable as the dementia trajectory
continues, strategies to support the dyad to a larger degree
during the mild-to-moderate stages are necessary. One way
to support African American dementia dyads and begin to
tailor interventions to optimize their QOL is to support
decision-making involvement of PLWDs. Fetherstonhaugh
et al. (2013) found the “essence of decision making”
through interviews of PLWDs, which may be helpful now
for PLWDs in the Incongruent, PLWD Low Involvement
pattern and for future care planning with PLWDs in the
Congruent, PLWD High Involvement pattern. The essence
of decision making is described by three conflicting char-
acteristics between PLWDs and their caregivers—“subtle
support versus taking over,” “hanging on versus letting go,”
and “being central versus being marginalized or excluded”
(Fetherstonhaugh et al.,2013). Subtle support was described
by PLWDs as feeling comfortable and involved in deci-
sion making with their caregiver providing backup when
needed (Fetherstonhaugh et al., 2013). PLWDs described
hanging on as the awareness that they would have to re-
linquish some decision-making involvement in one area
(e.g., driving) but could still make decisions in another area
(e.g., cleaning; Fetherstonhaugh et al., 2013). Being central
to decision making meant PLWDs were consulted and not
insignificant (Fetherstonhaugh et al., 2013). For example, if
an African American PLWD was the primary homemaker
for her/his family, decisions around what to eat may be a
way to incorporate the essence of decision making. The
goal is to tailor decision-making involvement to the African
American PLWDs’ specific needs to optimize their QOL.

Limitations

There are limitations to note in this study. First, the sample
size is relatively small. Although our sample size is comparable
to another study in which latent class mixture modeling was
conducted (Lee et al., 2017), these results should be interpreted
with caution. Although we detected several differences be-
tween the patterns, future work is needed to understand the
mechanisms underlying these observed differences. Second,
the study used a cross-sectional design limiting our ability to
see if group memberships change over time and how group
memberships will influence outcomes over time. Larger and
more diverse longitudinal studies are warranted to improve
our analysis. Third, we only examined one outcome associated
with group membership. There are other variables beyond
QOL that are critical to understanding dementia caregiving.
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Fourth, the Mini-Mental State Examination, which was used
as a screening tool and not diagnostic, had relatively low relia-
bility. Studies have identified concerns with the specificity and
sensitivity of the Mini-Mental State Examination in screening
African American older adults (Baker et al., 1993; Mast et al.,
2001). Lastly, while the Decision-Making Involvement Scale
and Dyadic Relationship Scale have been used in multiracial/
ethnic samples, the measures have not been validated in en-
tirely African American samples, which could influence in-
ternal consistency and content validity.

Strengths

There are several strengths noted in this study. This
study is the first to examine the dyadic appraisal of deci-
sion-making involvement in African American dementia
dyads. The analysis is novel in its emphasis on identifying
patterns of dyadic appraisal of decision-making involve-
ment of African American PLWDs and associating the
patterns with QOL. Our results could be used to im-
prove clinical interactions and support caregiving dyads.
Caregiving is at least a dyadic process (Lyons et al., 2002),
if not a family process within the African American pop-
ulation (Epps et al., 2019) in which including at least two
perspectives is necessary.

Although decision making within African American families
tends to be a shared experience (Potter et al., 2017), our study
only highlights the significance of decision-making involve-
ment by African American PLWDs. Future research should focus
on the shared decision-making involvement, including African
American PLWDs, their African American caregivers, and other
family members when necessary. Decision-making involvement is
modifiable and may provide a strategy for intervening to improve
health outcomes for both members of African American dementia
dyads. For example, the Support, Health, Activities, Resources,
and Education is a counseling-based program that includes both
PLWDs and their caregivers to help with care planning decision
making, which focuses on the values and preferences of the PLWD
(Whitlatch et al., 2006). Understanding different patterns that exist
in African American dementia dyads could facilitate the tailoring
of interventions based on the dyads” appraisal of decision-making
involvement of African American PLWDs.
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