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Purpose of the Study: We explore discrepancies 
in perceptions of values and care preferences 
between individuals with dementia (IWDs) and their 
family caregivers. Design and Methods: We 
interviewed 266 dyads consisting of an individual 
with mild to moderate dementia and his or her family 
caregiver to determine IWDs’ beliefs for 5 values 
related to care (autonomy, burden, control, family, 
and safety). We used multilevel modeling to investi-
gate if there are dyadic level discrepancies in beliefs 
and what factors are associated with such discrepan-
cies. Results: Caregivers consistently underesti-
mated the IWD’s values for all five values. 
Discrepancies were associated primarily with care-
givers’ beliefs about the IWD’s involvement in deci-
sion making. Race was also associated with the 
discrepancies for control and safety, whereas cogni-
tive functioning of the IWD was associated with the 
discrepancy for burden. Implications: Many 
caregivers do not have an accurate depiction of the 
IWD’s values, yet, caregivers will become the surro-
gate decision makers for IWDs as dementia pro-
gresses. These findings indicate the need for 
assessments of values and preferences in care and to 
develop programs that assess values, consider the 
caregiver’s beliefs about care, and improve commu-
nication within the dyad in the early stages of 
dementia.

Key Words: Caregiving, Decision making, Care 
preferences

Research on family caregiving has generally 
focused on understanding caregiver burden and 
stress (i.e., Crespo, López, & Zarit, 2005). Fewer 
studies, however, have examined the perspectives 
of the caregiver and the care receiver as a unit 
(Lyons, Zarit, Sayer, & Whitlatch, 2002; Martire 
et al., 2008; Meyler, Stimpson, & Peek, 2007; 
Zweibel & Lydens, 1990) and focus instead on 
either the older person or the caregiver as indepen-
dent entities (Schreiner, Morimoto, Arai, & Zarit, 
2006; Zarit, Femia, Kim, & Whitlatch, 2010). Yet, 
understanding the dyadic perspective in caregiving 
is fundamental. Dyadic coping theory, a variant of 
systems theory, posits that dyads have a mutual 
and interdependent response to shared stressors 
such that they negotiate emotions elicited from 
shared experiences and participate in joint prob-
lem solving (Berg & Upchurch, 2007; Bodenmann, 
1995). Each person’s actions affect and are affected 
by the other individual. Ledermann and colleagues 
(2010) discuss four forms of dyadic coping: sup-
portive (one helps the other), delegated (one takes 
responsibility to reduce partner’s stress), negative 
(hostile, ambivalent, or superficial coping), and 
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joint (equal participation). These forms become 
particularly relevant when considering situations 
where caregivers must become substitute decision 
makers for their care receivers. As individuals with 
dementia (IWDs) gradually lose cognitive and 
functional ability, their caregivers predictably slide 
into a role of progressive surrogacy, making more 
decisions of greater significance on behalf of the 
IWD (Elliott, Gessert, & Peden-McAlpine, 2009). 
As this happens, there is likely to be a shift to more 
negative or delegated coping strategies, whereby 
the decisions may reflect the caregiver’s perspec-
tives and lose the dyadic focus.

From an ethical standpoint, it is essential to 
include IWDs in their own care decision making, to 
the extent possible, in order to support their auton-
omy and act in their best interests as they decline 
(Zarit & Braungart, 2007). Perspectives drawn from 
theories of person-centered care (Downs, Small, & 
Froggatt, 2006; Kitwood, 1997) and narrative eth-
ics (e.g., Baldwin, 2005; Elliott et al., 2009) posit 
that the person’s story should be the central source 
of meaning in care. IWDs’ views, however, are gen-
erally not taken into consideration, even when 
dementia is still mild (Menne & Whitlatch, 2007). 
This lack of involvement may lead to increased 
dependence and depression (Zarit & Braungart, 
2007). Caregivers, in turn, may not know the IWDs’ 
preferences for important care issues and may be 
reluctant to make decisions (i.e., use respite care) 
that the IWD might actually support. Thus, for ethi-
cal and pragmatic reasons, there is a need to improve 
dyadic communication and consider IWDs’ perspec-
tives when making care decisions.

Although dementia poses a major challenge to 
autonomy, growing evidence indicates that individ-
uals with mild to moderate dementia can consis-
tently and accurately report on their own preferences 
and values in care (i.e., psychosocial preferences in 
long-term care decision making such as self-identity, 
relationships, or health; Clark, Tucke, & Whitlatch, 
2008; Feinberg & Whitlatch, 2001; Karel, Moye, 
Bank, & Azar, 2007; Whitlatch, Feinberg, & 
Tucke, 2005a, 2005b; Whitlatch, Piiparinen, & 
Feinberg, 2009). These findings support the need to 
understand self-reported values of IWDs to inform 
care decision making. As suggested by dyadic  
coping theory, the IWD’s preferences need to be 
placed in the context of the caregiving dyad, where 
caregivers can draw upon this understanding to 
facilitate more effective coping and planning for 
care, especially when the IWD’s own decision mak-
ing ability becomes impaired.

Although evidence supports the reliability of 
IWDs’ reports of values and preferences and the-
ory validates the inclusion of such values in care 
decisions, less is known about whether family 
caregivers understand these values. Literature 
addressing the use of advance directives suggests 
that surrogate decision makers identify patient 
preferences correctly less often than would be pre-
dicted by chance alone (Fagerlin, Ditto, Hawkins, 
Schnieder, & Smucker, 2002). Studies looking at 
more general values report that discrepancies 
between care receivers’ values and caregivers’ 
understanding of values are common for both 
individuals with (Whitlatch et al., 2009) and with-
out dementia (Carpenter, Lee, Ruckdeschel, van 
Haitsma, & Feldman, 2006; McCullough, Wilson, 
Teasdale, Kolpakchi, & Skelly, 1993). Whitlatch 
and colleagues (2009) found that caregivers 
underestimated the importance of many values 
for IWDs, whereas Carpenter et al. reported that 
child caregivers underestimate their parents’ 
desire for enrichment and personal growth while 
overestimating their desire for self-dominion, 
diversionary activities, and enlisting others in 
care. Although describing such discrepancies, 
prior research has not explored possible factors 
associated with these discrepancies for IWDs. 
Dyadic coping theory would predict that discrep-
ancies could be related to factors that affect a 
shared vision of the challenges posed by dementia 
care (Berg & Upchurch, 2007). These factors 
could be demographic (e.g., race, education), rela-
tional (e.g., type of relationship of the caregiver to 
the IWD—spouse or child, dyadic strain), and/or 
individual characteristics (e.g., caregivers’ beliefs 
or IWD’s cognitive ability). Investigation of fac-
tors associated with incongruence in values could 
better inform our understanding of dyadic deci-
sion making in care and how to intervene socially 
and medically to improve communication for an 
IWD.

The aim of this study is to determine if there are 
discrepancies between IWDs and caregivers in per-
ceptions of the IWD’s care values and to under-
stand what factors are associated with such 
discrepancies. Consistent with previous findings, 
we hypothesize that there will be a discrepancy in 
report between IWDs and caregivers on IWD’s 
values. We believe that IWDs can report in a reli-
able way on their beliefs, even though experienc-
ing some cognitive impairment. In contrast, the 
task for caregivers of reporting on the IWD’s val-
ues involves balancing their own needs and the 
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concerns of their relative. Thus, caregivers’ views 
and beliefs about care may enter into their reports. 
Therefore, second, we hypothesize that given care-
giver stress related to making decisions in care for 
an IWD, caregiver beliefs about care will be sig-
nificantly associated with this discrepancy.

Methods

Participants

The sample consisted of 266 caregiving dyads 
of an individual with mild to moderate dementia 
(IWD) and his or her family caregiver. The sample 
combined participants from three complimentary 
studies that investigated dyadic relations between 
caregivers and IWDs. Participants were recruited 
from research and direct service organizations in 
the San Francisco Bay area and Cleveland, Ohio. 
To be eligible, caregivers had to be the primary 
family caregiver of the IWD, and the IWD had to 
be living at home, and either have a confirmed 
diagnosis of dementia from a physician or have 
symptoms of progressive memory problems. 
Respondents typically had scores between 13 and 
27 on the Mini-Mental State Examination 
(MMSE; Folstein, Folstein, & McHugh, 1975). 
Inclusion, however, was not based solely on 
MMSE scores and took into account other indica-
tors of functioning and education. Some individu-
als with high MMSE scores (27 or more; n = 44) 
were included because they had a confirmed diag-
nosis of dementia. Conversely, some individuals 
with low MMSE scores (below 13; n = 4) were 
included. These individuals had low levels of for-
mal education, their overall functioning was more 
typical of mild to moderate dementia, and they 
could complete the research interview. For more 
information about recruitment, see Whitlatch and 
colleagues (2009).

Caregivers were predominantly women (77.1%, 
n = 205), ranging from 29 to more than 90 years of 
age (M = 64.94 years, SD = 13.78; at the request of 
the institutional review board ages above 90 were 
recoded to 90, to minimize the possibility of iden-
tifying any individual based on age). Caregivers 
were primarily spouses (54.5%, n = 145) or chil-
dren (36.5%, n = 97) of the IWD. One third of the 
caregiver sample (n = 88) was African American. 
About half of the IWDs were women (51.5%, n = 
137) and 31.1% (n = 82) were African American. 
IWDs ranged between 39 and more than 90 years 
of age (M = 76.34 years, SD = 9.24; see Table 1)

Table 1. Characteristics of Caregivers and IWDs

M SD Range

Caregiver’s
 Age 64.94 13.78 29–90+
 Education 4.21 1.21 1–6
 Income 5.14 2.10 1–8
 Female (yes = 1) 0.77 0.42 0–1
 African American (yes = 1) 0.33 0.47 0–1
 Spouse (yes = 1) 0.55 0.50 0–1
 Child (yes = 1) 0.36 0.48 0–1
 Employed (yes = 1) 0.40 0.49 0–1
 Coresidence (yes = 1) 0.63 0.48 0–1
 Best interests 2.81 0.20 2–3
 Decision involvement of IWD 2.20 0.92 0.06–4
 Dyadic strain 1.45 0.39 0–2.45
IWD’s
 Age 76.20 9.01 39–90+
 Female (yes = 1) 0.52 0.50 0–1
 African American (yes = 1) 0.31 0.46 0–1
 MMSE score 22.24 4.52 9–30
 Dyadic strain 1.57 0.44 0–3

Notes: Dyad N = 266. IWD = individual with dementia; 
MMSE = Mini-Mental State Examination.

Procedure

Each member of the dyad was interviewed sepa-
rately in his or her own home. Visual aids for 
response choices were used for both IWDs and 
caregivers to minimize burden on memory. 
Although the content of the interviews differed 
slightly across the three merged samples, complete 
data were available on values and preferences of 
the IWD in care (from both the caregiver’s and the 
IWD’s points of view) and for the other measures 
used in these analyses.

Measures

Demographics .—Sociodemographic character-
istics were obtained for each individual, including 
age, gender, race, highest level of education, 
employment status, coresidence, and annual 
income (an 8-point scale ranging from 1 being less 
than $8,000 to 8 being $60,000 or more). Race 
was coded 1 for African American and 0 for oth-
ers. Education ranged from 1 (less than high 
school) to 6 (postgraduate degree). As the sample 
mean for IWDs’ level of education was significantly 
lower than caregivers’ education, t(247) = 7.05, 
p < .001, only caregiver education was used in our 
analyses to account for higher levels of education 
within dyads. Kin relationship between IWD and 
caregiver was categorized into three groups: child, 
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spouse, or other. Gender, age, employment status, 
and coresidence were excluded from analyses as 
they were all highly confounded with kin relation-
ship (e.g., almost all male caregivers were spouses). 
Income was excluded due to nonrandom missing 
data.

Dependent Measures .—The Values and Prefer-
ences Scale (Whitlatch et al., 2005b) consists of 37 
items that assess the IWD’s values and preferences 
in care. In line with dyadic perspectives, both care-
givers and IWDs rated the importance of IWD’s 
values and preferences in care. Items were rated on 
a 3-point scale ranging from 1 (not at all impor-
tant) to 3 (very important). An exploratory factor 
analysis was performed to determine naturally 
occurring scales. In accordance with a person- 
centered perspective, we used the IWD’s reports in 
this analysis. Thirteen items were dropped because 
they had little variance (i.e., over 80% of respon-
dents endorsed one answer choice) or had factor 
loadings <.40. The analysis yielded seven factors: 
autonomy, burden, control, continuity, family, 
safety, and quality of care. Comparable scales were 
then constructed with caregiver reports, and the 
internal reliabilities were examined using Cron-
bach’s alpha. The scales for continuity and quality 
of care had alphas that were too low to be consid-
ered reliable (.44 and .46 for caregiver and IWD 
report, respectively, on continuity and .24 and .46 
for quality of care) and were dropped from analy-
ses. The remaining factors had marginal to ade-
quate alphas (between .59 and .74 for the IWD 
reports and .53 and .81 for the caregiver reports). 
Reliabilities were fairly consistent across scales for 
IWDs and caregivers.

Table 2. Value Scales Items and Cronbach Alphas

Items (“The importance . . .”) a for caregiver report a for IWD report

Autonomy To come and go as one pleases To organize one’s own daily  
 routines To spend one’s money the way he/she wants

.76 .69

Burden To avoid being a physical burden on one’s family To avoid  
 being an emotional burden on one’s family To avoid being  
 a financial burden on one’s family For the caregiver not  
 to put life on hold for the IWD

.81 .74

Control To avoid family conflict To choose a specific individual to  
 help To exclude a specific individual from helping To  
 have money to leave for one’s family

.53 .59

Family To have something to do To be with family or friends  
 To be a part of family celebrations

.60 .61

Safety To be safe from crime To feel safe in one’s own home  
 To be in touch with someone in an emergency

.79 .70

Notes: Dyad N = 214–266. IWD = individual with dementia.

Table 3. Caregivers’ and IWDs’ Report of Care Values  
of the IWD, M (SD)

Caregiver IWD t

Autonomy 7.07 (1.89) 7.54 (1.62) 3.66***
Burden 10.04 (2.32) 10.87 (1.88) 4.89***
Control 9.19 (1.98) 9.51 (2.08) 1.92†
Family 10.15 (1.75) 10.51 (1.58) 2.82**
Safety 7.85 (1.66) 8.39 (1.16) 5.39***

Notes: Dyad N = 214–266; paired sample t test. IWD = 
individual with dementia.

†p < .10; **p < .01; ***p < .001.

Next, we performed a group equivalence test in 
LISREL to determine if the factor structure was sim-
ilar for caregivers. Model fit statistics were used to 
compare two models: Model 1 in which factor load-
ings were freely estimated for both groups and Model 
2 where the factor loadings were fixed commonly 
between groups. Although change in the chi-square 
was significant between Model 1 and Model 2 
(Dc2 = 48.221 [Ddf = 13], p < .001), tests of practical 
fit indicate that the difference between the fit of the 
two models was trivial (change in root-mean-square 
error of approximation [RMSEA] = 0.000, change in 
comparative fit index [CFI] = 0.001). These results 
suggest that the model for caregivers was equivalent 
to that for IWDs (a table illustrating the model fit is 
available upon request). Table 2 shows the items for 
each scale and alphas. Table 3 presents means and 
differences in scores for caregivers and IWDs.

Independent Measures.—Drawing on dyadic 
coping theory (e.g., Berg & Upchurch, 2007), 
independent measures included factors that could 
affect perspectives within a caregiving relation-
ship. In addition to demographic characteristics, 
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the measures included are described below (see 
Table 1 for means and range of scores).

IWD’s Cognitive Functioning.—To assess global 
cognitive functioning, IWDs completed the MMSE 
(Folstein et al., 1975). The mean score in this sam-
ple was 22.24 (SD = 4.52; a = .78).

Caregiver’s Beliefs About Care.—Best 
Interests. Seven items developed by Whitlatch and 
Feinberg (2003) measured the importance for the 
caregiver to consider the IWD’s best interests in 
care. Responses were coded on a scale of 1 (not at 
all important) to 3 (very important). A mean item 
response was computed (a = .57). Higher scores 
indicated greater importance for considering the 
IWD’s best interests in care decisions.

Decision-Making Involvement of the IWD. Care-
givers and IWDs completed a 15-item scale that as-
sessed how involved the IWD is in decision making 
around daily activities; however, only the caregiver 
report was used in the primary analyses (Menne, 
Tucke, Whitlatch, & Feinberg, 2008; Menne & 
Whitlatch, 2007). Examples of items included deci-
sions about visiting with friends, when to go to bed, 
and what to do in his/her spare time. Responses 
were coded on a 5-point scale: 0 (not involved at 
all) to 4 (very involved). Mean item scores were cal-
culated (a = .93). Higher scores indicate greater per-
ceived involvement of the IWD in making decisions.

Dyadic Strain.—Caregivers and IWDs 
responded to questions regarding their current 
relationship on the 11-item Dyadic Relationship 
Scale (Bass, Tausig, & Noelker, 1989; Sebern & 
Whitlatch, 2007). One item was judged inappro-
priate for IWDs (“I felt that s/he made requests 
over and above what s/he needed”) and was omit-
ted from their interview. Items were scored 0 
(strongly disagree) to 3 (strongly agree). Scores 
were reversed for the positive items. A mean item 
score was calculated with higher scores indicating 
greater perceived strain (a = .69 for caregivers and 
a = .65 for IWDs).

Data Analysis

To analyze the data at the level of the dyad, we 
used multilevel modeling (SAS PROC MIXED; 
Littell, Milliken, Stroup, & Wolfinger, 1996), 

which accounts for the interdependence of indi-
viduals within each dyad. This technique allows 
for prediction at both the level of the outcome and 
the level and direction of differences in reports of 
the outcome within pairs (Maguire, 1999). In the 
multilevel model, individual observations of care-
givers and IWDs were nested within the dyad (the 
unit of analysis) and analyzed at two levels. At 
Level 1, observations from each dyad member 
were fit to a regression line on an indicator vari-
able (caregiver or IWD). This regression model 
was summarized by two parameters: an intercept, 
representing the mean level of importance of the 
value reported for each matched pair, and a slope, 
which captures the discrepancy in level of impor-
tance of the value between the dyad members. We 
modeled the individual value score (Yij) for ith 
member in the jth dyad as

β β0 1 (Relation ) ,ij j j ij ijY e= + +

which is a function of an intercept (boj, the mean 
score across dyads), a slope (b1j, the degree of dis-
crepancy between the dyad members), and indi-
vidual-level errors of prediction (eij; The indicator 
variable, “Relation” was coded −0.5 for caregiver 
and 0.5 for IWD. Therefore, a negative coefficient 
for discrepancy indicates that caregivers reported 
higher levels of importance on the specific value 
than IWDs; a positive coefficient for discrepancy 
indicates that IWDs reported higher levels of 
importance of the value than caregivers.). We 
used an unstructured covariance matrix to specify 
the random effects. At Level 1, if the dyadic dis-
crepancy (slope) and mean (intercept) have sig-
nificant variance components (random effects), it 
is appropriate to proceed with a Level 2 model in 
which other variables can be included to explain 
the variation in these parameters (Bryk & Rauden-
bush, 1992).

To address Hypothesis 1, which states there will 
be a discrepancy in report between caregivers and 
IWDs on IWD’s values, we tested if the slope in the 
Level 1 models was significant. To address Hypoth-
esis 2, that caregiver beliefs will be significantly 
associated with this discrepancy at the level of the 
dyad, we included two groups of factors at Level 
2: caregiver characteristics (spouse/child, race, 
education, best interests, decision-making involve-
ment of the IWD, and dyadic strain) and IWD 
characteristics (MMSE and dyadic strain). In order 
to interpret the factors associated with the discrep-
ancy, both the intercept (mean score of dyadic 
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reports) and the slope (discrepancy between dyadic 
reports) were outcome variables modeled at Level 2,

β γ γ0 00 01 0 ,j j qj jW U= + +

β γ γ1 10 11 1 ,j j qj jW U= + +

where Wqj are characteristics used as predictors of 
the effect of bpj, and gpqj is the corresponding coef-
ficient representing the direction and strength of 
association between characteristic Wqj and bpj. 
The error term (Upj) contains the effect of unmea-
sured characteristics that do not vary across dyad 
members.

Results

The first hypothesis predicted a discrepancy in 
report between caregivers and IWDs on IWDs’ 
values. Level 1 of the multilevel models indicates 
that all five discrepancy coefficients were signifi-
cant and positive (see Table 4). IWDs reported a 
higher level of importance for all five values than 
the caregivers. The Level 1 models also showed 
that there were significant random effects (vari-
ability between dyads) in both level and slope 
across all five values.

To test the second hypothesis that caregiver 
beliefs are significantly associated with the discrep-
ancy in caregiver and IWD report, we entered pos-
sible factors that could be associated with 
discrepancies at Level 2 of the multilevel model 
(see Table 5). The caregiver’s report of how 
involved the IWD is in decision making about his/
her daily care was significantly associated with the 

discrepancy scores for all five values. As shown in 
Figure 1, when caregivers report their relative is 
more involved in decision making, then caregivers 
are more likely to give a higher importance to that 
specified value than IWDs. Conversely, when care-
givers believe that the IWD has less involvement in 
care decision making, then they report less impor-
tance for values than IWDs. Inclusion of the IWD’s 
self-report of decision-making involvement in the 
model did not alter these findings and was not sig-
nificantly related to discrepancies in values.

Among the other variables tested, only cogni-
tive impairment and race were significantly associ-
ated with discrepancies in value reports. Cognitive 
impairment is significantly associated with the dis-
crepancy in report of burden, such that, when 
IWDs score higher on the MMSE (i.e., higher cog-
nitive ability), they are more likely to report higher 
scores for value of burden (avoiding being a bur-
den) than caregivers. For the values of control and 
safety, African American caregivers are more likely 
to report higher scores than the IWDs. Neither 
caregivers’ ratings of the importance of taking the 
IWD’s best interests into account nor dyadic strain 
was associated with discrepancies. As a follow-up 
analysis, we tested for an interaction of race and 
MMSE. The interaction term was significant only 
for discrepancies in autonomy. For dyads with a 
non–African American caregiver, IWDs with 
higher MMSE scores were less likely to place 
importance on the value of autonomy as compared 
with their caregivers, whereas there is no significant 
association for dyads with an African American 
caregiver.

Table 4. Baseline Model: Dyadic Means and Discrepancies of Caregiver’s and IWD’s Reports on Care Values

Autonomy Burden Control Family Safety

Parameter B SE B SE B SE B SE B SE

Fixed effects
 Intercept (mean) 7.32*** 0.09 10.47*** 0.10 9.34*** 0.09 10.33*** 0.08 8.12*** 0.07
 Slope (discrepancy) a 0.47*** 0.13 0.84*** 0.17 0.34* 0.17 0.36** 0.13 0.55*** 0.10
Random effects
 Variance (mean) 1.63*** 0.17 2.16*** 0.22 1.89*** 0.20 1.36*** 0.15 0.83*** 0.12
 Variance (discrepancy) 2.91*** 0.38 5.98*** 0.67 5.72*** 0.64 2.78*** 0.37 0.38* 0.23
 Covariance  
  (mean and discrepancy)

−0.46* 0.18 −0.93*** 0.28 0.19 0.25 −0.27 0.17 −0.72*** 0.13

 −2 log likelihood 2,059.9 2,251.4 2,230.2 2,012.6 1,790.8

Notes: Dyad N = 214–266. Observations N = 523–526. IWD = individual with dementia.
aNegative discrepancy scores indicate that the caregiver is reporting more importance than the IWD is reporting; positive 

discrepancy scores indicate that the IWD is reporting more importance than the caregiver is reporting.
†p < .10; *p < .05; **p < .01; ***p < .001.

D
ow

nloaded from
 https://academ

ic.oup.com
/gerontologist/article/51/4/473/597169 by guest on 21 August 2022



Vol. 51, No. 4, 2011 479

Discussion

The results of this study demonstrate that there 
are systematic discrepancies in perceived values of 
the IWD between IWDs’ self-reports and caregiver 
reports and that these discrepancies can be 
explained in part by caregivers’ beliefs about the 
IWD’s involvement in care decision making.

In response to the first hypothesis, we found 
that, as compared with IWD self-report, caregivers 
consistently attributed less importance to all five of 
the IWD’s values in care (autonomy, burden, control, 

family, and safety). These results confirm previous 
research (Carpenter et al., 2006; McCullough et 
al., 1993), which demonstrated similar discrepan-
cies in caregiver and care receiver reports. The 
present analysis, however, extends these previous 
findings by indicating that the discrepancy is in the 
same direction across a set of five values.

In response to the second hypothesis, the find-
ings highlight that caregiver beliefs are significantly 
associated with discrepancy in report between 
caregivers and IWDs. The discrepancies on all  
five values are significantly associated with the 

Table 5. Factors Associated With Caregiver–IWD Discrepancies in Reporting IWDs’ Values and Preferences in Care

Autonomy Burden Control Family Safety

B SE B SE B SE B SE B SE

Intercept (mean) 7.39*** 0.35 10.75*** 0.41 9.09*** 0.38 10.12*** 0.34 8.31*** 0.32
Slope (discrepancy)a 1.07* 0.52 0.97 0.77 0.61 0.72 1.10† 0.57 1.27** 0.45
Predictors of mean
 Caregiver’s characteristics
  Spouse −0.26 0.36 −0.50 0.42 0.24 0.39 0.23 0.35 −0.49 0.33
  Child −0.00 0.35 0.04 0.41 0.14 0.38 0.36 0.34 −0.40 0.32
  Race −0.09 0.22 −0.46† 0.26 −0.41† 0.24 −0.49* 0.21 0.30 0.20
  Education −0.04 0.08 0.05 0.10 0.01 0.09 0.02 0.08 −0.04 0.07
  Best interests 0.81† 0.44 0.28 0.53 0.82* 0.49 0.67 0.43 0.70† 0.40
  Decision involvement  
   of IWD

0.78*** 0.13 0.57** 0.15 0.47** 0.14 0.32* 0.13 0.26* 0.12

  Dyadic strain 0.29 0.24 −0.30 0.29 −0.08 0.27 −0.35 0.24 −0.31 0.22
  Race × MMSE 0.07 0.05 — — — — — — — —
 IWD’s characteristics
  MMSE 0.03 0.02 0.04* 0.03 0.01 0.02 −0.01 0.02 −0.03 0.02
  Dyadic strain −0.10 0.21 0.17 0.25 0.35 0.23 0.04 0.21 0.24 0.19
Predictors of discrepancy
 Caregiver’s characteristics
  Spouse −0.35 0.54 0.19 0.79 0.40 0.63 −0.70 0.29 −0.59 0.46
  Child −0.29 0.52 −0.45 0.77 0.11 0.62 −0.97 0.57 0.19 0.45
  Race −0.52 0.33 0.06 0.48 −1.07* 0.40 0.16 0.36 −0.67* 0.28
  Education −0.01 0.12 −0.12 0.18 −0.04 0.15 −0.06 0.13 −0.07 0.11
  Best interests −0.59 0.66 −1.51 0.99 −1.78† 0.86 −0.96 0.73 −0.76 0.57
  Decision involvement  
   of IWD

−1.16*** 0.20 −0.73** 0.28 −0.64* 0.23 −0.62** 0.22 −0.56*** 0.17

  Dyadic strain −0.22 0.36 0.10 0.53 0.59 0.46 0.10 0.40 0.01 0.28
  Race × MMSE 0.20** 0.07 — — — — — — — —
IWD’s characteristics
  MMSE −0.06† 0.03 0.12** 0.05 0.07 0.04 −0.01 0.04 0.05† 0.03
  Dyadic strain 0.12 0.31 0.19 0.47 0.17 0.44 −0.06 0.35 0.49† 0.28
Random effects
 Variance (mean) 1.23*** 0.16 1.85*** 0.23 1.58*** 0.20 1.20*** 0.16 0.96*** 0.14
 Variance (discrepancy) 2.21*** 0.37 6.18*** 0.80 5.40*** 0.72 3.07*** 0.46 1.06*** 0.28
 Covariance (mean and  
   discrepancy)

0.07 0.17 −0.66** 0.31 0.55* 0.27 −0.20 0.19 −0.70*** 0.15

 −2 log likelihood 1,498.5 1,690.1 1,653.4 1,513.8 1,387.4

Notes: Dyad N = 266. Observations N = 397–400. IWD = individual with dementia; MMSE = Mini-Mental State Examination.
aNegative discrepancy scores indicate that the caregiver is reporting more importance than IWD is reporting; Positive discrep-

ancy scores indicate that the IWD is reporting more importance than the caregiver is reporting.
†p < .10; *p < .05; **p < .01; ***p < .001.
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caregiver’s interpretation of how involved the IWD 
is in making decisions about his/her own care and 
routine. When the caregiver reports greater behav-
ioral involvement of the IWD in making decisions 
about care and routines (e.g., how to spend his/her 
own money or his/her own time and with whom), 
the caregiver also reports higher perceived impor-
tance of care values than held by the IWD. How-
ever, caregivers who see the IWD as less involved 
in making such decisions are more likely to report 
less perceived importance of the IWD’s values than 
held by the IWD. The construct of decision involve-
ment may arguably be a reflection of autonomy or 
values in general. However, it is distinct in asking 
for caregivers’ observations about their relative’s 
decision-making behavior in daily activities rather 
than the importance of specific values. Thus, what 
the caregiver believes to be true about the IWD’s 
behaviors is associated with the discrepancy 
between his/her judgment of the IWD’s values and 
the IWD’s own report of his/her values. This find-
ing may reflect the fact that IWDs who exercise 
more involvement in everyday decisions are more 
forthright in stating their values so that caregivers 

Figure 1. Discrepancy score as a function of caregiver report 
of perceived involvement of individual with dementia (IWD) 
in decision making. Negative discrepancy scores indicate that 
the caregiver is reporting more importance than the IWD is 
reporting, whereas positive discrepancy scores indicate that 
the IWD is reporting more importance than the caregiver is 
reporting. When caregivers report that their relative is more 
involved in decision making (higher score for perceived 
involvement of the IWD), then caregivers are more likely to 
have reported higher importance for that specified value than 
IWDs. When caregivers are reporting lower levels of involve-
ment of the IWD in care decision making, then IWDs are 
more likely to report higher importance for the value than 
caregivers.

have a better recognition of these values. It may 
also be that caregivers who support IWDs in mak-
ing everyday decisions are more attuned to the 
IWD’s values. By contrast, caregivers who view 
the IWD as less able to make everyday decisions 
may see that person as having greater impairment 
overall and thus attend less to the IWD’s prefer-
ences. These findings of the relation of discrepan-
cies to perceived involvement are consistent with 
dyadic coping theory. A breakdown in mutuality 
resulting in more apparent delegated coping strate-
gies, reflected in this case by the caregiver’s beliefs 
about the IWD’s decision-making behaviors, may 
lead to misperceptions of the IWD’s values and 
needs (Ledermann et al., 2010).

We cannot rule out the possibility that discrep-
ancies in perceived values might be due in some 
ways to the IWD’s cognitive difficulties. In response 
to rather than as a result of cognitive decline, IWDs 
may be reporting different values than they held in 
the past, but caregivers are not aware of this shift. 
Prior research, however, has found that IWD’s 
statements about values and preferences are rela-
tively stable, even as cognition declines (Feinberg 
& Whitlatch, 2001; Piiparinen, Tucke, & Whitlatch, 
2008). Furthermore, discrepancies in the present 
study were not associated with cognitive function-
ing except in two instances. First, for the value of 
burden, IWDs with higher MMSE scores were 
more likely to place more importance on avoiding 
being a burden than their caregiver thought they 
did. Second, as noted, for dyads with a non– 
African American caregiver, IWDs with higher 
MMSE scores were less likely to place importance 
on the value of autonomy as compared with  
their caregivers, whereas there was no significant 
association for dyads with an African American 
caregiver. Taken together, these findings suggest 
no consistent effects of cognitive impairment on 
discrepancies.

Additionally, we found that caregiver race is sig-
nificantly associated with discrepancy in report on 
the values of control and safety. In both instances, 
African American caregivers are more likely to 
report greater perceived importance of the value 
for IWDs than the IWD’s self-report. This higher 
report by African American caregivers may reflect 
a cultural difference in interpreting values and pref-
erences in care. There is some evidence that African 
American caregivers experience lower levels of 
emotional distress than White caregivers (e.g., 
Roth, Haley, Owen, Clay, & Goode, 2001), which 
may affect how these individuals perceive their care 
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receiver’s values. This finding may also reflect dif-
fering importance placed on control and safety in 
care, or in the way various racial and ethnic groups 
respond to end-of-life decision making, as found by 
Schmid, Allen, Haley, and DeCoster (2010).

Surprisingly, neither caregivers’ ratings of the 
importance of taking the IWD’s best interests into 
account nor dyadic strain was related to discrep-
ancies. Caregivers’ responses on the best interests 
scale may reflect widely held social norms that they 
should take the IWD’s interests into account, and 
they may fully intend to do so. Nonetheless, with-
out fully understanding the IWD’s values, they 
may not be able to make choices that reflect the 
IWD’s preferences. The lack of association of dis-
crepancies and dyadic strain underscores that 
understanding the other person’s values is distinct 
from the amount of tension or conflict in a rela-
tionship. These findings suggest that dyadic strain 
should not be viewed as the sole indicator of a 
caregiver’s ability to serve as a substitute decision 
maker.

Even though values and preferences may remain 
stable with advancing dementia, IWDs are likely 
to become less involved in decision making over 
time (Menne & Whitlatch, 2007). As a result, 
caregivers may become increasingly incongruent in 
recognizing the IWD’s values and preferences. 
They may discount the IWD’s preferences because 
of his/her cognitive impairment or stop listening to 
the IWD as they become overburdened and over-
stressed. By contrast, interventions early in the dis-
ease process could help caregivers gain a firmer 
understanding of the IWD’s wishes that is less 
amenable to perceptions of daily involvement in 
care. These interventions could also empower 
caregivers to make difficult decisions later on in 
the disease, such as using respite care, placement in 
a nursing home, or end-of-life decisions, because 
they know it is what the IWD would want.

State and federal policies have increasingly 
encouraged family members of older people to 
take on the role of health care proxy in the event of 
reduced decisional capacity. A New York State 
program, Medical Orders for Life Sustaining 
Treatment, goes beyond typical advance directives 
by outlining in detail for surrogates a patient’s 
preferences for end-of-life care (New York State 
Department of Health, 2010). A similar approach 
in the early stages of dementia could encourage 
assessment of IWD’s values and preferences for 
daily care decision making and guide professionals 
and families who take on the role of surrogate 

decision maker. A combination of assessment and 
interventions with families, or other potential sur-
rogates, may be helpful in improving understand-
ing of an older person’s values. It should be noted, 
however, that brief discussions might not be 
enough to improve understanding of care prefer-
ences (Ditto et al., 2001). Rather, values appear to 
be complex, and to understand a person’s values, 
it may require an in-depth culturally sensitive tech-
nique that assesses values and preferences, consid-
ers the caregiver’s beliefs about care, and seeks to 
improve communication within the dyad in the 
early stages of dementia. These interventions could 
institute a person-centered approach to care as 
well as lower caregiver stress and guilt in the  
decision-making process.

The current study has some limitations. First,  
although the sample was strengthened by its racial 
diversity, we used a sample of convenience, and 
findings may not be generalizable to all IWDs and 
caregivers. Second, findings may not extend to 
individuals with more severe dementia. As demen-
tia progresses, IWDs will be less able to indicate in 
a clear way their preferences about care (Elliott 
et al., 2009). This finding, however, underscores 
the importance of early interventions. Third, the 
factors associated with discrepancies in values in 
this study only account for a portion of the vari-
ance to be explained. Other factors, not considered 
in these analyses (e.g., intensity of care provided,  
activity of daily living or instrumental activity of 
daily living functional impairment, and IWD level 
of education) may be more salient indicators of 
discrepancies. Fourth, this study focused only on 
discrepancies in values, yet much could be learned 
by examining discordance in the dyad on other 
issues (e.g., engaging in social or other activities). 
Fifth, discordance in values may be a time-sensi-
tive construct. In the present study, we are not 
able to determine if discrepancies arose in response 
to cognitive impairment or were long standing. 
Sixth, the results are limited by the model fit of 
the factor structures for caregivers and IWDs as 
analyses only demonstrated adequate fit. Lastly, 
the findings are cross-sectional, and we cannot 
make assumptions about which came first, the 
discrepancies or the caregivers’ beliefs. Longitudi-
nal examination of these values would give a 
clearer depiction of preceding factors to the dis-
crepancy as well as consequential outcomes of 
such discrepancies.

Despite such limitations, this study is one of few 
to consider the caregiving relationship as a dyadic 
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process and to investigate factors associated with 
discrepant views of IWDs’ values and preferences 
in care. A next research step is determining the 
consequences or risks of discrepancies for quality 
of life or well-being. A next practical step is to 
develop and evaluate protocols for improving 
assessment and communication within dyads to 
ensure that medical and social decisions are made 
in such a way that they reflect the IWD’s actual 
values. These interventions, if conducted early in 
the IWD’s illness, could provide a foundation that 
helps family members, and other care providers, 
more effectively meet the challenges that lie ahead 
and maximize the quality of life for both the IWD 
and caregiver.
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