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Abstract

Limited work has examined how well family proxies understand nursing home residents’
preferences. With 85 dyads of a nursing home resident and relative, we utilize descriptive statistics
and multi-level modeling to examine the concordance in reports of importance ratings of 72
everyday preferences for residents. Results reveal significant mean differences at the o <.001 level
between proxies and residents on 12 of 72 preferences; yet perfect agreement in responses is poor
and only increases when dichotomizing responses into an /mportant versus not important outcome.
Multi-level modeling further indicates that dyads are discrepant on reports of the importance of
growth activities for residents, with residents reporting higher levels of importance than proxies.
This discrepancy is associated with residents’ hearing impairment and proxies’ perception of
resident openness. The findings highlight how proxies may be able to inform care for residents in
nursing homes, but also where further discussions are warranted.
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Recent work has called for the transformation of nursing homes from a medical model of
care to one that honors older adults’ needs and preferences (Koren, 2010). This culture
change movement to provide person-centered care puts the person and his or her values at
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the center and focus of care (Edvardsson & Innes, 2010), encouraging choice, a sense of
purpose, and meaningfulness in life (Koren, 2010). Such care has been theorized to improve
the quality of life and well-being of individuals receiving care (Koren, 2010) and has been
linked to outcomes such as improved food intake, continence, decision-making, and
satisfaction with care (Applebaum, Straker, & Geron, 2000; Simmons & Schnelle, 2004;
Thompson & Smith, 1998; Whitlatch, Judge, Zarit, & Femia, 2006).

In light of these findings, current research has focused on measuring and tracking person-
centered care delivery (de Silva, 2014). Developed tools rely on self-report (Edvardsson &
Innes, 2010; Van Haitsma, Crespy et al., 2014; Van Haitsma et al., 2012), objective activities
and emotions (Brooker, & Surr, 2005; Williams et al., 2012), and staff reports (Chappell,
Reid, & Gish, 2007; Edvardsson, Koch, & Nay, 2010) and track a series of domains such as
self-dominion, autonomy, or communication. A particular emphasis has been placed on the
assessment of preferences in everyday care as a key component to delivering person-
centered care (Housen et al., 2009; Van Haitsma, Crespy et al., 2014). A subset of preference
items are now also included in the Minimum Dataset 3.0 utilized by all Medicaid funded
skilled nursing facilities in the United States as a mechanism for tracking care quality.
However, less addressed in the literature is the possible role family members can play in
reporting on nursing home residents’ person-centered care experiences (Reid, Chappell, &
Gish, 2007) and, more pointedly, their everyday preferences.

As individuals age they increasingly rely on the support of others in their daily lives (Baltes,
Freund, & Li, 2005; Berg & Upchurch, 2007). Family members remain the largest group of
individuals called upon to provide this support (National Alliance for Caregiving, 2009).
Spouses and adult-children commonly step in to provide functional, psychological, social,
and cognitive supports in times of need (Wolff & Kasper, 2006). This support proves vital in
enabling older adults to continue to influence their care and direct their daily lives even as
they transition from the home setting to a higher level of care, such as a nursing home
(Cohen et al., 2014; Gaugler, Anderson, Zarit, & Pearlin, 2004; Gaugler, Zarit, & Pearlin,
2003; Port et al., 2005). Family members remain advocates for supporting the delivery of
individualized care—monitoring care, initiating activities of interest for the older person,
sharing life histories with professional care staff, and serving as spokespersons in care
planning meetings (Rowles & High, 1996). Their involvement is linked to beneficial health
and well-being outcomes (Cohen et al., 2014; Friedemann, Montgomery, Maiberger, &
Smith, 1997; Mitchell & Kemp, 2000; Zimmerman, Gruber-Baldinin, Hebel, Sloane, &
Magaziner, 2002). Yet, little work has empirically examined the role of family in reporting
on nursing home residents’ everyday preferences in care.

While asking family members to report on a nursing home resident’s preferences may be
one step removed from providing truly person centered care (i.e., asking the person directly),
family members may be key respondents to call upon in understanding residents’
preferences, particularly as older adults lose cognitive and functional capabilities (Whitlatch,
Piiparinen, & Feinberg, 2009; Zimmerman et al., 2013). However, recent work documents
that family members do not always fully understand older adults’ preferences for care in the
home and community setting (Carpenter, Lee, Ruckdeschel, Van Haitsma, & Feldman, 2006;
Feinberg & Whitlatch, 2001; Reamy, Kim, Zarit, & Whitlatch, 2011). Evidence suggests that
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proxies are often found to be “right” at rates less than chance alone would predict (Fagerlin,
Ditto, Hawkins, Schnieder, & Smucker, 2002). More specifically, in home care, family
members of individuals with mild to moderate dementia are documented to underestimate
the importance of their older relatives’ values across five domains (i.e., autonomy, safety,
burden, control, and family; Reamy et al., 2011). Other research shows that adult children
underestimate the importance of parents’ continued enrichment and personal growth
(Carpenter et al., 2006). However, work has yet to examine if this discrepancy is also present
between family members and older relatives living in a nursing home. Care planning
processes within nursing homes often include family members in decision making; thus,
work is needed to see if and to what extent family members may be called upon to support
the delivery of preference-based, person-centered care.

Itis likely that family members are able to report accurately on some preferences but not
others (Carpenter et al., 2006). The level of mutual understanding may be affected by
resident related factors, characteristics of the family member, or contextual factors of their
relationship or care. In regard to the resident, understanding may be linked to personal
characteristics of older adults that predispose them to be more expressive about their
preferences and engaged in decision-making or to communication patterns within families
(Flynn & Smith, 2007). Understanding preferences may also be linked to functional,
emotional, cognitive, or sensory capabilities of the resident. As these capabilities decline,
preferences may change for the older adult or relatives may underestimate the continued
importance of preferences when it becomes harder for an older adult to achieve them
(Reamy, Kim, Zarit, & Whitlatch, 2012). Second, understanding may be linked to the
characteristics of the family member, such as the type of relationship the family member and
resident have (e.g., spouse versus child; Carpenter et al., 2006) or factors impacting how
receptive they are to inquiring about preferences and listening when they are expressed. Or,
third, discrepancies in understanding may be linked to contextual factors such as the family
member’s involvement in care; those more invested in care may have a more accurate sense
of their relatives’ preferences, as this may allow for more opportunities to discuss
preferences or “observe” the preferences of interest (Carpenter et al., 2006). An exploratory
approach to understanding concordance and determining the factors linked to possible
discrepancy of nursing home residents’ and family members’ reports of nursing home
residents’ preferences is needed.

This current study took both a group-level and dyadic-level approach to examining how well
relatives of nursing home residents understand residents’ everyday preferences for care. The
following research questions guided our exploratory inquiry:

Q1  (a) How well do family members understand their older relatives’ everyday
preferences in the nursing home? (b) How does understanding vary across
preference domain? We hypothesized that family members would report similar
levels of importance on preferences regarding self-dominion and leisure/
diversionary pursuits but be discrepant on preferences related to personal growth
(as found in home care; Carpenter et al., 2006).

Q2  What resident characteristics, family member characteristics, and/or contextual
factors are related to discrepancies in reports of residents” preference importance
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between relatives and nursing home residents? We hypothesized that
discrepancy would be related to characteristics of the older adult (less openness,
less extraversion, less positive affect, less sensory ability, more functional
limitation), and the caring context (less family involvement in care).

Participants and Procedures

The sample includes 85-dyads of an older adult living in a nursing home and a family
member the resident referred who “knows them well” (see Table 1 for participant
characteristics). Participants were recruited from 20 nursing homes in the greater
Philadelphia, PA region. Nursing homes were drawn from a convenience sample selected
within a 30-mile radius of the parent facility where the research team was located and
recruited on a rolling basis to meet targeted recruitment goals for a larger study (Assessing
preferences for everyaay living in the nursing home: Reliability and concordance issues, Pl:
Blinded for Review; see Table 2 for facility characteristics). Potential nursing home
residents that met eligibility criterion (English speaking, lived in facility for at least one
week and were expected to be there for at least 3 months, medically stable, and judged as
cognitively capable to participate) were identified through social workers at their respective
nursing homes. All referred residents were signed off by either their attending physician or
director of nursing for capacity to consent and medical stability. Social workers asked
residents if they were interested in learning more about participating in the study. Courtesy
calls were made by the facility contact person to the primary family and/or friend contact of
the resident to inform them of their loved one’s interest in participating in the research study.
Recruited participants were then screened for cognitive ability by the research team for
inclusion in the larger study. Residents’ with a mini-mental state exam (MMSE; Folstein,
Folstein, & McHugh, 1975) score of 13 or greater were included in the sample (M = 24.48,
SD = 3.87). The cutoff score of 13 for the MMSE was chosen based on work suggesting that
individuals with mild to moderate dementia can reliably report on their values and
preferences (Clark, Tucke, & Whitlatch, 2008; Feinberg & Whitlatch, 2001; Karel, Moye,
Bank, & Azar, 2007; Whitlatch, Feinberg, & Tucke, 2005a; 2005b; Whitlatch, Piiparinen, &
Feinberg, 2009). While some individuals below 13 may also be able to report on their
preferences, the goal of this study was to avoid participant burden, asking a resident who
lacks higher order processing skills to respond to such cognitive questions.. Upon
completion of an initial in-person interview about their preferences for everyday living,
residents had the opportunity to refer a family member or friend who “knows them well” to
also answer questions about their preferences. Half of the initial sample of A/= 337 provided
a referral, and 89 of the referred individuals agreed to participate in the additional optional
phase of the study. Reasons for not referring a family member or friend included not wanting
to burden a family member or lack of a person to refer. To limit analysis to the use of a
family-based sample, four participants who referred a friend were dropped from these
analyses. The majority of the final sample included adult children or children-in-law
referrals (68%, 1= 58). Referred proxies were either mailed a survey, had the survey left in
the resident’s room, and/or provided with a link to complete the survey on-line, based on
preference. Family members were contacted 1 to 6 times by phone and/or mail to encourage
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them to complete the provided survey. Thirty-six surveys were completed online and 49
were returned by mail.

Dependent Measure

Preference Interview: Nursing home residents and their relatives completed the 72-item
Preferences for Everyday Living Inventory developed for use in a nursing home population
(PELI-NH; Van Haitsma et al., 2012). Participants rated the importance of residents’
everyday preferences on a 4-point scale from 1 (very important) to 4 (not important at all).
Items covered a variety of topics that fell into five domains derived from prior work using
concept-mapping: social contact (a = 0.80; e.g., spending time with family or friends),
growth activities (a. = 0.83; e.g., participate in cultural traditions), /efsure and diversionary
activities (a. = 0.63; e.g., go shopping), se/f-dominion (a = 0.90; e.g., choosing what name
to be called), and enlisting others in care (a. = 0.22; e.g., choosing your medical care
professional; Carpenter, Van Haitsma, Ruckdeschel, & Lawton, 2000). Items were reverse
scored in this study to have a higher score indicate more importance. Mean-item scores were
created for each of the five conceptual domains (Carpenter et al., 2000; see Table 3 for
scales). The scale for enlisting others in care was not used in subsequent analyses however,
due to low inter-item reliability in this sample (a = 0.22).

Independent Measures

Demographics and Chart Data: Skilled nursing facilities that are Medicare or Medicaid
certified routinely provide comprehensive clinical assessments of residents’ demographic
characteristics and capabilities. Chart data on demographic characteristics (age, gender, race,
marital status, and education), vision, hearing, functional impairment, and mood were
extracted from the MDS 3.0 (Saliba & Buchanan, 2009). Gender was coded 0 (/male) or 1
(female), race was coded 0 (non-African American) or 1 (African American), and education
was coded 1 (no schooling) to 8 (graduate degree). Vision and hearing were coded 0 (70
impairment) or 1 (impairment). Functional impairment was measured with a mean-item total
score of 11 items on self-performance ability for activities of daily living such as eating and
mobility that were rated 0 (/independent) to 4 (total dependence) by residents’ facility staff
(o =.91, M=23.48, SD=7.98). Resident depressive mood was measured by 9 items
extracted from the PHQ-9, such as “/ittle interest or pleasure in doing things” rated from 0
(rarely) to 3 (nearly every day) by the resident that were mean scored (o = .57, M=1.62,
SD = 2.55; Kroenke, Spitzer, & Williams, 2001). Family members also self-reported on their
own demographic characteristics (age, gender, race, marital status, and education).

Cognitive Ability: Research staff completed the 30-point mini-mental state examination
(MMSE; Folstein et al., 1975) at the start of each interview to ensure participants had no
more than mild to moderate cognitive impairment (MMSE score greater than 13; M= 24.48,
SD = 3.87).

Affect: The Positive and Negative Affect Scale (PANAS) was asked to residents to self-
report the extent they had felt 20 different emotions in the past two weeks from 1 (very
slightly to not at all) to 5 (extremely, Watson, Clark, & Tellegen, 1988). Two separate mean
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item total scales were created to capture positive affect (a = .83, M=29.42, SD=7.66) and
negative affect (a. = .82, M=17.58, SD = 6.35).

Family Involvement: A facility contact person supervising the care of the residents at each
facility (a social worker or administrator) was asked to rate the family member’s level of
involvement with resident care on a scale of 5 (very high) to 1 (very low) and how many
times per month the family is in contact with staff about non-medical aspects of care for
each resident (Port et al., 2005). Family members also responded to two questions about
their contact with their relative: (1) How often do you have contact (in person or by phone)
with your family member or friend in the nursing home rated on a scale of 8 (daily) to 1
(once a yean), and (2) How would you rate the quality of your relationship with your family
member or friend rated from 1 (poor) to 5 (excellent). The 4-items were z-scored and
summed to create a total score of caregiver involvement in care (a = 0.63, M=0.15, SD=
2.67). Higher scores indicate more involvement (range: -10.35 to 4.10).

Resident Personality: To reduce burden on residents, family members completed a 40-item
personality battery that assessed their relative’s personality traits of conscientiousness (8-
items; a = 0.86, M= 29.39, SD = 6.80), extraversion (8-items; a = 0.80, M=28.54, SD=
6.65), openness (8-items; a. = 0.81, M= 27.06, SD = 6.70), emotional stability/neuroticism
(8-items; a =0.77, M=22.19, SD = 6.21) and agreeableness (8-items; a = 0.92, M=
34.22, 5D = 6.66; Thompson, 2008). Items were rated on a scale 1 (/naccurate) to 5
(accurate) on how well a word described their resident. Mean item total scores were created
for each trait.

Group-level Item analysis—We first utilized a series of descriptive approaches to
examine group-level differences in reports of residents’ preferences. Mean differences
between reports by residents and family members were calculated with paired samples t-
tests to examine overall group differences in levels of perceived importance of the PELI-NH
items. Paired samples t-tests were used in lieu of independent samples t-tests given the
related nature of the two groups (i.e., family members; Szafran, 2012). To account for the
impact of multiple t-tests run on Type 1 error, we only interpret differences at the p<.001
level. Pearson product-moment correlations were run to examine the association between
reports of residents and proxies on each PELI-NH item. Intraclass correlations (ICCs) were
performed to observe the consistency between the ratings of residents and their family
members on the PELI-NH items. Percent agreement scores were calculated to determine the
percentage of perfect agreement between residents and relatives by item (i.e., item was
endorsed as very important by both the resident and the family member) and the percentage
of agreement based on a dichotomized important versus not important scale (i.e., resident
endorsed an item as very or somewhat important and the family member also reported the
item as very or somewhat important or if both parties said the preference was not very or not
important at all this was considered concordant; see Van Haitsma, Abbott et al., 2014).

Dyadic-based Domain Analysis—However, known limitations exist in relying solely
on group level differences when analyzing data of individuals embedded in a shared context,
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such as a family unit (Maguire, 1999). Non-independence of dyad members can result in two
many or two few type 1 errors (Kenny, Kashy, & Cook, 2006). To account for this
dependency in the data that one family may be more apt to respond in a given way because
those individuals are a part of that given family, as compared to another family, we used
multilevel modeling (MLM; SAS PROC MIXED; Littell, Milliken, Stroup, & Wolfinger,
1996) to investigate dyadic level concordance in understanding the importance of residents’
preferences grouped into the four domains (growth activity, leisure/diversionary activity,
self-dominion, and social preferences; Note: enlisting others in care was dropped from
analyses due to low internal reliability in this sample). We then explored what factors were
associated with discrepancy. MLM accounted for the interdependence of individuals within
each dyad. This technique enabled prediction at both the level of the outcome, that is the
importance of preferences within a domain as reported by the dyad overall, and direction of
differences in reports of the outcome within pairs, or concordance between dyad members
(Maguire, 1999). Relation was treated as a fixed effect repeated measures factor with two
levels (resident/family proxy) At Level 1 (within dyad), we used observations from each
individual reporter to implicitly fit a regression with two parameters—intercept and slope—
on the factor, Relation. By scaling Relation as resident = -0.5 or family proxy = 0.5 we
allowed the intercept to capture the mean level of preference importance reported by the
dyad. The slope then captured the degree of discrepancy of reported importance between the
dyad members. A significant negative fixed effect coefficient for discrepancy indicated that,
on the average, residents reported a higher level of importance than family proxies; a
significant positive coefficient for discrepancy indicated that family proxies reported a
higher level of importance than residents. We modeled the individual value score ( Y7)) for jth
member in the th dyad as

Yijzmo—l—wﬂ(Relatz’on)ij—i-sij

Where the intercept (7zg) and the slope (rzz) were the individual regression coefficients. The
residual (7)), represented the deviations of the prediction around each resident’s observed
data.

The Level 2 equations then allowed the variability in the individual intercepts and slopes to
be accounted for by variables of interest. For the variable, W, the Level 2 equations were as
follows:

mo = Boo+BroWio+vio
Bo1+L11 Wi

3
[

where Boo, Bio Boz and B1; were the fixed effect regression coefficients and v;ywas the
random effect for the intercept. We estimated the model using an unstructured covariance
matrix for the random effects and determined whether the variance components were
significant and necessary. We used information criteria (AIC, -2 Log likelihood) to
determine the best error structure model for these data. Additional covariates were added at
either Level 1 or Level 2 (Bryk & Raudenbush, 1992). We included only the individual and
relationship-based variables that showed a significant relationship with the difference or
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average reports of residents and proxies on preference importance (Rovine, von Eye, &
Wood, 1988) and trimmed models to only retain significant variables to take a parsimonious
approach in analyses. Assumptions of normality and the criterion for at least 50 groups to
allow for valid variance and standard error estimates were met (Maas & Hox, 2004).

Results indicated that family members of individuals living in nursing homes were more
accurate in reporting on the importance of some preferences than others for their elder
relative (Table 3). T-tests revealed significant mean differences at the p < .001 level between
proxies and residents at the group level on 12 of the 72 preferences (proxies reported higher
importance for 1 item; residents reported higher importance than proxies on 11 items).
When considering correlations and estimates of consistency, correlations and ICC estimates
were low for all items (range: r = .02 to .66 and ICC = -0.18 to 0.64), indicating that there
was a lack of consistency in the pattern of responses by residents and proxies. Percentage
agreement estimates further indicated an overall low level of congruence in reports between
proxies and residents when conceptualizing congruence as the perfect agreement between
residents and proxies on the report of importance of preferences for the resident (e.g., very
important = very important; /m= 44.25%, sd= 11.28; range: 23.6 - 79.8%). Concordance
increased when dichotomizing responses of both parties into “Important” versus “Not
Important” response scale (e.g., very important or somewhat important = very important or
somewhat important; /m = 73.35%, sd'= 11.71; range: 48.3 - 96.6%).

Multi-level modeling results further revealed that when examining concordance at the level
of the dyad with 4 domains of preferences there was no significant discrepancy in reports of
importance of leisure and diversionary activities (8= 0.002, SE=0.58, p=.99), self-
dominion (8= 1.14, SE=1.33, p=.40) or social contact (8=-0.69, SE=0.74, p=.36) for
residents and proxies. However, there was a significant discrepancy in reports of the
importance of growth activities for residents; residents reporting higher levels of importance
of growth activities than proxies reported (see Table 4). This discrepancy was significantly
related to proxies reports of residents’ personality trait of gpenness (when proxies reported
greater perceived resident openness, proxies reported higher levels of importance of growth
activities than residents self-reported; g =0.52, SE = 0.16) and resident hearing impairment
(hearing impairment was linked to greater reports of importance of growth activities by
residents than by proxies; g =-7.08, SE = 2.35). Reports of the level of importance as rated
by families were further linked to race (higher reports of importance by the dyad for African
American families; 8= 4.14, SE = 1.93), reports of residents’ openness (greater resident
openness, higher reports of importance by the dyad; = 0.17, SE= 0.11), and residents’
positive affect (greater resident positive affect, higher reports of importance by the dyad; g=
0.32, SE=0.09).

Discussion

This study sought to investigate how well family members of individuals living in nursing
homes understand their older relatives’ everyday preferences. Results demonstrate that
family members understand some preferences better than others and that use of a
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dichotomous answer choice (important vs. not important) increases concordance across
reporters. These findings carry important implications for research and practice.

Findings of these exploratory analyses with a nursing home population are consistent with
work by Carpenter et al. (2006) who found that child caregivers underestimate their parents’
desire for enrichment and personal growth activities in the home setting. Clinical practice
may draw on these results in particular by not asking family members to report on the
importance of growth activities, such as keeping up with the news, learning about new
topics, sports, or religious activities, for residents. Instead, it appears critical to ask residents
themselves about the importance of growth activities, or in the case of limited cognitive
ability to use observational methodologies to learn from the resident directly such as
watching and recording indicators of engagement (e.g., smiling, alertness) during activity
participation. It may be that as residents lose capabilities, particularly hearing ability, that
family members see the resident as no longer able to participate in growth activities. This
association may cause family members to perceive growth activities as less important. Or, it
may be that growth activities do not appear to be adaptive to those with hearing impairments
or allow for participant engagement (Solheim, Kvarner, & Falkenberg, 2011), again leading
to a perceived lack of importance by family members. Qualitative research demonstrates that
residents see sensory impairment as both a barrier and situational dependency of preference
fulfillment (Heid et al., 2014). Given the large number of nursing home residents affected by
hearing loss (Garahan, Waller, Houghton, Tisdale, & Runge, 1992), further work is needed
to explore how sensory deficits affect preference importance and what interventions can be
implemented to address the impact of hearing loss on engagement in growth activities
(Pronk et al., 2011). Family members’ perceptions of their relatives’ personality traits may
also influence how they ascribe importance of growth activities to their relatives. For those
residents that are perceived as more open, families may think residents would like to do
more growth activities than they do. It may also be that family members have a biased
perception of their relatives’ personality traits or that this evaluation is based on past
experiences when the resident was more active. Prior work also demonstrates that the family
members’ perceptions are linked to discrepancies (Reamy et al., 2011). Given this finding,
families may benefit from an opportunity for dyad based discussions of residents’
preferences to improve understanding (Whitlatch et al., 2006).

Results further indicate that some families may simply see growth activities as more
important overall. African American families and families where residents are seen as more
open or report more positive affect may value growth activities more. Identifying as African
American may be linked to cultural differences regarding the value placed on growth
activities for an older person. While race and resident affect were not linked to discrepancy,
these family level differences may indicate a need to communicate/discuss values around
growth differently for non-African American families or those where the resident is not
reporting high levels of positive affect.

In regard to social, leisure/diversionary, and self-dominion preferences, results indicate that
family members may be more readily called upon to report on their relatives’ preferences, as
no dyadic level discrepancies in preferences were found. However, prior findings of
discordance (Reamy et al., 2011) and other estimates of mean difference and association in
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this study indicate that we should proceed with caution. Results indicate that the use of a
dichotomous response scale of important versus not important instead of a four choice Likert
scale improves ratings of concordance. Although this may simply represent an arithmetic
exercise with the data, we did not find that the majority of residents reported one side of the
scale (e.g., very or somewhat important) while the relative reported on the other (e.g., not
very or not at all important). Therefore, it may be that families can generally report on the
valence of a preference for a relative (important versus not), but the more nuanced
distinction of the degree of importance is harder to make. In fact, prior work demonstrates
that residents themselves are also more reliable in the short-term with use of a dichotomous
answer choice (Van Haitsma, Abbott, et al., 2014). The lack of ability to track degree of
importance may be due to several interacting factors. Residents’ preferences may change or
be situationally dependent and family members may be thinking of a past version of
residents’ preferences. Work indicates that although values and preferences are relatively
stable over a few weeks (Carpenter, Kissel, & Lee, 2007; Feinberg & Whitlatch, 2001;
Whitlatch et al., 2005a), situational experiences within the person (e.g., functional ability,
personal schedule), facility environment (e.g., facility schedule, facility policy), social
environment (e.g., quality and type of interactions), and g/obal environment (e.g., weather,
current events), can impact the report of importance of a preference at a given point in time
(Heid et al., 2014). Alternately, family members could be allowing their perceptions in care
or sense of well-being to affect how they see residents’ preferences, such as perceptions of
how involved they see their family member in care and/or reports of their own quality of life
as found regarding reports of older adults’ values over time (Reamy et al., 2011; 2012). Or,
families that “get it right” may be engaging in conversation and support that allows for a
better understanding of preferences; measures in this study were limited in scope regarding
assessment of involvement and further understanding may be key.

Future work can explore family members’ understanding of residents’ preferences over time,
ways family members learn about their relatives’ preferences, and the effects of within
family dynamics on preference understanding. It may be that within families there are
unique roles that individuals play in supporting a relative in the nursing home with some
family members having a better understanding of some types of preferences such as self-
dominion, while other family members can be called upon for knowledge on other
preferences such as growth activities. There is also a need to understand temporal contextual
factors associated with family members’ reports of residents’ preferences—are family
members determining the importance of resident preferences based on the past experiences
of the resident or on the resident’s current interests and circumstances?

The study presented here is not without limitations. The generalization of findings is limited
by the use of a small convenience sample of nursing home residents and their relatives that
residents were willing to refer. It may be that referrals collected in this manner bias our
findings to families that have strong family ties and positive relationships—factors that
could not be explored here without a comparative sample or more extensive measure of
family relationships—and that families not referred have a lower level of understanding of
residents’ preferences. Further exploration within a larger more diverse sample may provide
additional insight into family understanding of nursing home residents’ preferences. Second,
reports of residents’ personality traits are proxy reports and the personality traits in the
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analyses can only be interpreted as family members’ perceptions of their relatives’
personality. Researchers have documented differences in self and proxy reports of
personality (Carlson, Vazire, & Oltmanns, 2012; Oltmanns & Turkheimer, 2009); as a result,
further work would benefit from the inclusion of self-reported personality to determine if it
is in fact openness of the resident or the perception of openness by the family proxy that
impacts understanding of preferences. Third, domain construction of preferences was
informed by empirical concept-mapping work in home care (Carpenter et al., 2000);
however, these domains may differ in a nursing home population, particularly in regard to
our understanding of “enlisting others in care” preferences. The low inter-item reliability for
this scale (.22) may be a reflection of the small number of items in this subscale or the need
to reclassify these items in a different domain for a nursing home population. Additional
examination with factor analysis may indicate alternative ways of empirically grouping
preference items and shed further light on understanding of preferences by domain. Fourth,
further development of scales that improve internal reliability estimates on constructs of
depression and family involvement may improve our ability to see their impact on
concordance.

Overall, these findings are strengthened by both their group-based and dyadic-based
examination of family members’ understanding of nursing home residents’ preferences.
Findings support the potential ability to call upon family members in reporting on some
preferences of nursing home residents. However, clinical practice would benefit from further
work that confirms these exploratory findings and garners perspectives on how families learn
of residents’ preferences and what reference point in time they are considering when
reporting. In the end, this work is vital to advancing the mission of person-centered care. As
individuals experience biological declines that may inhibit abilities to report on preferences,
the role of family may prove critical in continuing to honor the person in care.

Acknowledgments

We would like to thank Karen Eshraghi and Christina Duntzee and the research team members who worked
diligently to collect these data, and the older adults and their families who participated in the project.

Funding

The project described was supported by Award Number R21NR011334 from the National Institute of Nursing
Research and The Patrick and Catherine Weldon Donaghue Medical Research Foundation. The content is solely the
responsibility of the authors and does not necessarily represent the official views of the National Institute of
Nursing Research, the National Institutes of Health, or the Donaghue Foundation.

References

Applebaum, R., Straker, J., Geron, S. Assessing Satisfaction in Health and Long-term Care. NY:
Springer; 2000.

Baltes, PB., Freund, AM., Li, S. The psychological science of human aging. In: Johnson, ML., editor.
The Cambridge handbook of age and aging. New York: Cambridge University Press; 2005. p.
47-71.

Berg CA, Upchurch R. A developmental-contextual model of couples coping with chronic illness
across the adult life span. Psychological Bulletin. 2007; 133:920-954. DOI:
10.1037/0033-2909.133.6.920 [PubMed: 17967089]

J Appl Gerontol. Author manuscript; available in PMC 2016 October 28.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Heid et al.

Page 12

Brooker, D., Surr, C. Dementia Care Mapping: Principles and practice. Bradford: Bradford Dementia
Group, University of Bradford; 2005.

Bryk, AS., Raudenbush, SW. Hierarchical linear models. Newbury Park, CA: Sage; 1992.

Carlson EN, Vazire S, Oltmanns TF. Self-other knowledge asymmetries in personality pathology.
Journal of Personality. 2012; 81:155-170. DOI: 10.1111/j.1467-6494.2012.00794.x

Carpenter BD, Van Haitsma K, Ruckdeschel K, Lawton MP. The psychosocial preferences of older
adults: A pilot examination of content and structure. The Gerontologist. 2000; 40:335-348.
[PubMed: 10853528]

Carpenter BD, Kissel EC, Lee MM. Preferences and life evaluations of older adults with and without
dementia: Reliability, stability, and proxy knowledge. Psychology and Aging. 2007; 22:650-655.
DOI: 10.1037/0882-7974.22.3.650 [PubMed: 17874963]

Carpenter BD, Lee M, Ruckdeschel K, van Haitsma KS, Feldman PH. Adult children as informants
about parent’s psychosocial preferences. Family Relations. 2006; 55:552-563.

Chappell NL, Reid RC, Gish JA. Staff-based measures of individualized care for persons with

dementia in long-term care facilities. Dementia. 2007; 6:527-547.

Clark PA, Tucke SS, Whitlatch CJ. Consistency of information from persons with dementia: An
analysis of differences by question type. Dementia. 2008; 7:341-358. DOI:
10.1177/1471301208093288

Cohen LW, Zimmerman S, Reed D, Sloane PD, Beeber AS, Washington T, Gwyther LP, et al.
Dementia in relation to family caregiver involvement and burden in long-term care. Journal of
Applied Gerontology. 2014; 33:522-540. [PubMed: 24652906]

de Silva, D. Helping measure person-centred care: A review of evidence about commonly used
approaches and tools used to help measure person-centred care. The Health Foundation; London,
England: 2014.

Edvardsson D, Innes A. Measuring person centered care: A critical comparative review of published
tools. The Gerontologist. 2010; 50:834-846. DOI: 10.1093/geront/gng047 [PubMed: 20566834]

Edvardsson D, Koch S, Nay R. Psychometric evaluation of the English language person-centered
climate questionnaire—staff version. Journal of Nursing Management. 2010; 18:54-60. [PubMed:
20465729]

Fagerlin A, Ditto PH, Hawkins NA, Schnieder CE, Smucker WD. The use of advance directives in
end-of-life decision making: Problems and possibilities. American Behavioral Scientist. 2002;
46:268-283. DOI: 10.1177/0002764202046002007

Feinberg LF, Whitlatch CJ. Are persons with cognitive impairment able to state consistent choices?
The Gerontologist. 2001; 41:374-382. DOI: 10.1093/geront/41.3.374 [PubMed: 11405435]

Flynn KE, Smith MA. Personality and Health Care Decision-Making Style. The Journals of
Gerontology Series B, Psychological Sciences and Social Sciences. 2007; 62(5):P261-P267.

Folstein MF, Folstein SE, McHugh PR. Mini-mental state: A practical method for grading the
cognitive state of patients for the clinician. Journal of Psychiatric Research. 1975; 12:189-198.
DOI: 10.1016/0022-3956(75)90026-6 [PubMed: 1202204]

Friedemann M-L, Montgomery RJ, Maiberger B, Smith AA. Family involvement in the nursing home:
Family-oriented practices and staff-family relationships. Research in Nursing & Health. 1997;
20:527-537. [PubMed: 9397132]

Garahan M, Waller J, Houghton M, Tisdale W, Runge C. Hearing-loss prevalence and management in
nursing homes. Journal of the American Geriatrics Society. 1992; 40(2):130-134. [PubMed:
1740596]

Gaugler JE, Anderson KA, Zarit SH, Pearlin LI. Family involvement in the nursing home: Effects on
stress and well-being. Aging and Mental Health. 2004; 8:65-75. [PubMed: 14690870]

Gaugler JE, Zarit SH, Pearlin LI. Family involvement following institutionalization: Modeling nursing
home visits over time. International Journal of Aging and Human Development. 2003; 57:91-117.
[PubMed: 15151186]

Heid AR, Eshraghi K, Duntzee C, Abbott K, Curyto K, Van Haitsma K. “It depends”: Reasons why
nursing home residents change their minds about care preferences. The Gerontologist. 2014; doi:
10.1093/geront/gnu040

J Appl Gerontol. Author manuscript; available in PMC 2016 October 28.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Heid et al.

Page 13

Housen P, Shannon GR, Simon B, Edelen MO, Cadogan MP, Jones M, Buchanan J, Saliba D. Why not
just ask the resident? Journal of Gerontological Nursing. 2009; 35:40-49.

Karel MJ, Moye J, Bank A, Azar AR. Three methods of assessing values for advance care planning:
Comparing persons with and without dementia. Journal of Aging and Health. 2007; 19:123-151.
DOI: 10.1177/0898264306296394 [PubMed: 17215205]

Kenny, DA., Kashy, DA., Cook, WL. Dyadic Data Analysis. New York, NY: The Guilford Press; 2006.

Koren MJ. Person-centered care for nursing home residents: the culture-change movement. Health
Affairs. 2010; 29:1-6. DOI: 10.1377/hlthaff.2009.0966

Kroenke K, Spitzer RL, Williams JB. The PHQ-9: Validity of a brief depression severity measure.
Journal of General Internal Medicine. 2001; 16:606—616. [PubMed: 11556941]

Littell, RC., Milliken, GA., Stroup, WW., Wolfinger, RD. SAS system for mixed models. North
Carolina: SAS Institute Inc; 1996.

Maas CJ, Hox JJ. The influence of violations of assumptions on multilevel parameter estimates and
their standard errors. Computational Statistics & Data Analysis. 2004; 46:427-440. DOI: 10.1016/
j.csda.2003.08.006

Maguire MC. Treating the dyad as the unit of analysis: A primer on three analytic approaches. Journal
of Marriage and the Family. 1999; 61:213-223. DOI: 10.2307/353895

Mitchell JM, Kemp BJ. Quality of life in assisted living homes: A multidimensional analysis. Journal
of Gerontology, Series B: Psychological Sciences and Social Sciences. 2000; 55B:117-127.

National Alliance for Caregiving/AARP, Caregiving in the U.S. Executive Summary. 2009

Oltmanns TF, Turkheimer E. Person perception and personality pathology. Current Directions in
Psychological Science. 2009; 18:32-36. DOI: 10.1111/j.1467-8721.2009.01601.x [PubMed:
20539833]

Port CL, Zimmerman S, Williams CS, Dobbs D, Preisser JS, Williams SW. Families filling the gap:
Comparing family involvement for assisted living and nursing home residents with dementia. The
Gerontologist. 2005; 45:87-95. [PubMed: 16230755]

Pronk M, Kramer SE, Davis AC, Stephens D, Smith PA, Thodi C, Grandori F, et al. Interventions
following hearing screening in adults: A systematic descriptive review. 2011; 50:594-609.

Reamy AM, Kim K, Zarit SH, Whitlatch CJ. Individuals” with dementia values and preferences over
time: Perceptions of family caregivers. The Gerontologist. 2012; 53:293-302. [PubMed:
22899426]

Reamy AM, Kim K, Zarit SH, Whitlatch CJ. Understanding discrepancy in perceptions of values:
Individuals with mild to moderate dementia and their family caregivers. The Gerontologist. 2011;
51:473-483. [PubMed: 21383111]

Reid RC, Chappell NL, Gish JA. Measuring family perceived involvement in individualized long-term
care. Dementia. 2007; 6:89-104.

Rovine, MJ., von Eye, A., Wood, P. In: Wegmen, E., editor. The effect of low covariate criterion
correlations on the analysis-of-covariance; Computer science and statistics: Proceedings of the
20th symposium of the interface; Alexandria, VA: American Statistical; 1988. p. 500-504.

Rowles GD, High DM. Individualizing care: Family roles in nursing home decision-making. Journal of
Gerontological Nursing. 1996; 22:20-25.

Saliba D, Buchanan J. Development and validation of a revised nursing home assessment tool: MDS
3.0. Report for Centers for Medicare and Medicaid Services. HHS. 2009 Retrieved from Saliba,
D., & Buchanan, J. (2009). Development and validation of a revised nursing home assessment
tool: MDS 3.0. Report for Centers for Medicare and Medicaid Services on April 26, 2012.

Simmons S, Schnelle J. Individualized feeding assistance care for NH residents: staffing requirements
to implement two interventions. Journal of Gerontology. 2004; 59:M966—-M973. DOI: 10.1093/
gerona/59.9.m966

Solheim J, Kveerner KJ, Falkenberg E-S. Daily life consequences of hearing loss in the elderly.
Disability and Rehabilitation. 2011; 33:2179-2185. DOI: 10.3109/09638288.2011.563815
[PubMed: 22026556]

Szafran, R. Answering Questions with Statistics. Thousand Oaks, CA: SAGE Publications, Inc; 2012.
Chapter 13: Paired- and independent-samples t tests; p. 315-338.

J Appl Gerontol. Author manuscript; available in PMC 2016 October 28.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Heid et al.

Page 14

Thompson ER. Development and validation of an international English big-five mini-markers.
Personality and Individual Differences. 2008; 45:542-548.

Thompson D, Smith D. Continence restoration in the cognitively impaired adult. Geriatric Nursing.
1998; 19:87-90. DOI: 10.1016/s0197-4572(98)90044-1 [PubMed: 9611506]

Van Haitsma K, Curyto K, Spector A, Towsley G, Kleban M, Carpenter B, Koren MJ, et al. The
preferences for everyday living inventory: Scale development and description of psychosocial
preferences responses in community-dwelling elders. The Gerontologist. 2012; doi: 10.1093/
geront/gns102

Van Haitsma K, Abbott K, Heid AR, Carpenter B, Curyto K, Kleban M, Spector A, et al. The
consistency of self-reported preferences for everyday living: Implications for person centered care
delivery. Journal of Gerontological Nursing. 2014; 40:34-46. [PubMed: 25199153]

Van Haitsma K, Crespy S, Humes S, Elliot A, Mihelic A, Scott C, Curyto K, Spector A, Eshraghi K,
Duntzee C, Heid AR, Abbott K. New toolkit to measure quality of person-centered care:
Development and pilot evaluation with nursing home communities. Journal of the American
Medical Association. 2014; doi: 10.1016/j.jamda.2014.02.004

Watson D, Clark LA, Tellegen A. Development and validation of brief measures of positive and
negative affect: The PANAS scales. Journal of Personality and Social Psychology. 1988; 54:1063—
1070. DOI: 10.1037/0022-3514.54.6.1063 [PubMed: 3397865]

Whitlatch CJ, Feinberg LF, Tucke S. Accuracy and consistency of responses from persons with
cognitive impairment. Dementia. 2005a; 4:171-183. DOI: 10.1177/1471301205051091

Whitlatch CJ, Feinberg LF, Tucke SS. Measuring the values and preferences for everyday care of
persons with cognitive impairment and their family caregivers. The Gerontologist. 2005b; 45:370—
380. [PubMed: 15933277]

Whitlatch C, Judge K, Zarit S, Femia E. Dyadic intervention for family caregivers and are receivers in
early-stage dementia. The Gerontologist. 2006; 46:688-694. DOI: 10.1093/geront/46.5.688
[PubMed: 17050761]

Whitlatch CJ, Piiparinen R, Feinberg LF. How well do family caregivers know their relatives’ care
values and preferences? Dementia. 2009; 8:223-243. DOI: 10.1177/1471301209103259

Williams KN, Boyle DK, Herman RE, Coleman CK, Hummert ML. Psychometric analysis of the
emotional tone rating scale: A measure of person-centered communication. Clinical Gerontology.
2012; 35:376-389.

Wolff JL, Kasper JD. Caregivers of Frail Elders: Updating a National Profile. The Gerontologist. 2006;
46(3):344-356. DOI: 10.1093/geront/46.3.344 [PubMed: 16731873]

Zimmerman S, Cohen LW, Reed D, Gwyther LP, Washington T, Cagle JG, Preisser JS, et al. Families
Matter in Long-Term Care: Results of a Group-Randomized Trial. Seniors Housing & Care
Journal. 2013; 21(1):3-20. [PubMed: 25243051]

Zimmerman S, Gruber-Baldini AL, Hebel R, Sloane PD, Magaziner J. Nursing home facility risk
factors for infection and hospitalization: Importance of registered nurse turnover, administration,
and social factors. Journal of the American Geriatrics Society. 2002; 50:1987-1995. [PubMed:
12473010]

J Appl Gerontol. Author manuscript; available in PMC 2016 October 28.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Heid et al.

Demographic characteristics

Table 1

Variable Family ProxyM(SD)  Resident M(SD)
Age 61.33 (11.63) 83.32 (10.47)
Gender (Female = 1) 74% (63) 72% (61)
Race (AA =1) 14% (12) 14% (12)
Marital Status
Never married 9% (8) 17% (14)
Married 69% (59) 24% (20)
Widowed 6% (5) 50% (43)
Separated 5% (4) 1% (1)
Divorced 8% (7) 8% (7)
Education Status
8th grade or less 0% (0) 4% (3)
9th to 11th grade 1% (1) 14% (12)
High School 19% (16) 51% (43)
Technical School 1% (1) 4% (3)
Some College 18% (15) 8% (7)
Bachelor’s Degree 28% (24) 7% (6)
Graduate Degree 31% (26) 8% (7)
Relation (Child = 1) 68% (58) --

Note. N =85 dyads of a resident and family proxy.
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Facility characteristics of recruited residents

Table 2

Facility Residentsin Sample ~ Number of beds &

1
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324
61
92

396
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296
60

150

170

150

180

360
73

120

180

120
96

273

120

Ownership status
Non profit - Corporation
Non profit — Corporation
Non profit - Corporation

For profit - Partnership
For profit - Partnership
Non profit - Corporation
Non profit - Corporation
Non profit - Corporation
For profit - Corporation
For profit - Corporation
For profit - Corporation
For profit - Corporation
Government - County
Non profit - Corporation
Non profit - Corporation
Non profit - Corporation
Non profit - Corporation
Non profit - Corporation
Non profit - Corporation

Non profit - Corporation

Note. N =85 dyads of a resident and family proxy.

aData for number of beds and ownership derived from www.medicare.gov/nursinghomecompare
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