The Gerontologist

Yol. 45, Special lssue |, 27-36

Wu/f»c 22 CT2 Liwe

Copyright 2005 by The Geronlological Sociely of America

A Comparison of Three Methods
of Measuring Dementia-Specific Quality
of Life: Perspectives of Residents,

Staff, and Observers

.Perry Edelman, PhD,' Bradley R. Fulton, PhD,*
Daniel Kuhn, MSW,! and Chih-Hung Chang, PhD?

Purpose: This exploratory study compared three
methods of assessing dementia specific quality of
life, corresponding to the perspectives of residents,
staff members, and trained observers. Design and
Methods: We collected data on 172 residents with
dementia in four special care nursing facilities and
three assisted living facilities. Analyses assessed the
relationship of each quality-oHife method or perspec-
tive to the others and to resident characteristics such
as cognitive and functional status. Results: The
relationship of staff quality-oflife measures to resident
characteristics varied by care seffing while no
significant relationships were found for resident
quality-oflife measures. Staff and  observational
measures were moderately, correlaied in both set
tings. Moderate correlations of resident measures
with staff and observational measures were found in
the assisted living sample. Implications: Each per-
spective is relatively independent and somewhat
unique. Measures that focus on specific aspects of
quality of life may be more appropriate to use with
assisted living residents than with residents of special
care facilifies.
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Whirehouse and Rabins (1992) argue that the
quality of life of persons with dementia is “not an
isolated concept to be included as one of many
measurements of the benefits of our care, but rather
that it is the central goal of our professional activity”
(p. 136). Although good care may be a necessary
condition for good quality of life, it is possible to
provide good care without residents experiencing
good quality of life. Thus, assessment of residents” -
guality of life should be a high priority in order to
address unmet needs. In American nursing homes,
information is routinely collected on quality-of-care
indicators through the Minimum Data Set, but no
data are collected related ro quality of life. A major
reason is the lack of knowledge about how to best
measure the quality of life of persons with dementia,
who constitute the majority of nursing home
residents and a large and growing minority in
assisted living facilities.

Assessment of dementia-specific quality of life in
residential care facilities could have many benefits.
The very act of inquiring about the quality of life of
persons with dementia recognizes them as individu-
als rather than merely as care recipients. Staff also
could use quality-of-life measures to identify the
impact of interventions on tesidents. Relatives of
individuals with dementia could better understand
the status of their loved ones beyond the physical
health indicators that are the basis of most care
plans. Regulators could use quality-of-life measures
to make their assessments more relevant in terms
that make a difference in the lives of residents.

A number of dementia-specific measures have been
developed over the past decade that attempt to assess




quality of life from three different perspectives. First,
structured interviews have been developed that en-
able persons with mild to moderate dementia to self-
report their quality of life (Brod, Stewart, Sands, &
Walton, 1999; Kane et al., 2003; Logsdon, Gibbons,
MeCurry, & Teri, 2000, 2002). Second, questionnaires
completed by family members and professionals have
been developed to assess the quality of life of persons
with dementia who are too impaired to communicate
on their own behalf {Albert et al., 1996; Logsdon et al.,
2000; 2002; Rabins, Kasper, Kleinman, Black, &
Patrick, 1999), Third, measures of direct observation
have been developed in which trained observers assess
the quality of life of persons with dementia in congre-
gate care settings (Bradford Dementia Group, 1997;
Kitwood & Bredin, 1992; Lawton, Van Haitsma, &
Klapper, 1996).

Despite progress in developing measures from
these three perspectives, there has been little effort to
simultaneously compare these perspectives and re-
lated measures. A quality-of-life study by Thorgrim-
sen and colleagues (2003} of 60 persons with
dementia living in care facilities or attending day
hospitals in the London area showed significant
correlation between two self-report measures (r =
.69, p < .001) and borderline correlation between
a self-report measure and an observational measure
(r =.39, p = .051). A study by Edelman, Fulton, and
Kuhn {(2004) of 54 individuals with dementia
participating in adult day centers in the Chicago
area found that the same two self-report measures
used in the above study were significantly correlated -
(r =.56, p < .0005) but were not correlated with two
staff proxy measures or an observational measure.

Given the absence of a “gold standard” for

. assessing quality of life among persons with de-
mentia, a comparison of quality-of-life methods to
one another can be informative. Patterns of differ-
ences and similarities in how methods “perform” can
indicate the usefulness of various methods for
different individuals in different care settings. This
article reports findings of an exploratory study of
three methods of measuring dementia-specific qualiry
of life representing three different perspectives in two
types of residential care settings. In order to identify
appropriate revisions to the measures based on the
study sample, we first analyzed the distribution and
factor structure of the items and the psychometric
properties of the measures. We then examined the
relationship between dementia-specific quality-of-life
measures and four measures of cognitive and func-
tional impairment. Finally, we assessed the relation-
ships among the quality-of-life measures.

Methods
Participants

We recruited a convenience sample of seven sites
in a metropolitan area of the United States. Sites
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included four special care facilities that are de-
mentia-specific nursing homes and three assisted
living facilities with dementia-specific programs and
staff trained in dementia care. We obtained informed
consent from a key family member or legal
representative of each study participant. Informed
consent also was obrained directly from individuals
with a Mini-Mental State Examination (MMSE;
Folstein, Folstein, & McHugh, 1975) score of 10 or
greater. We obtained complete quality-of-life data
from 172 people including 117 residents of special
care facilities and 55 residents of assisted living
facilities (91.5% of those for whom family member
or legal representative consent was obtained).

Quality of life Measures

We used three types of measures to assess
dementia-specific quality of life: two direct inter-
views (with residents whose MMSE scores were 10
or higher), two questionnaires completed at each site
by a staff person, and observations of residents by -
trained observers. Higher scores indicated a higher
quality of life.

Direct interviews.—The Quality of Life-Alzhei-
mer’s Disease (Resident QOL-AD; Logsdon et al.,
2000) 1s a 13-irem structured interview to assess issues
such as one’s relationship with friends and family,
physical condition, and mood. It was originally
developed and tested for use 4mong community-
dwelling individuals with dementia and their primary
family caregivers. Based on unpublished work by
Edelman and Fulton, the QOL-AD was adapted for
people in residential settings by dropping two items
{money and marriage), and adding four items {people
who work here, ability to take care of oneself, abiliry
to live with others, and ability to make choices in
one’s life). The wording of three items was changed
(“self as a whole” was changed to “self overall,”
“ability to do chores” was changed to “ability to
keep busy,” and “life as a whole™ was changed to
“life overall”). The adapted 15-item scale (used in the
current study) was rated by residents using the
original 4-point scale (poor, fair, good, excellent).
We examined the internal consistency of the adapted
scale (o0 = .92). Scale scores were computed as the
mean of nonmissing items. If more than 20% of the
items of any case were missing, we excluded the case
from the analyses.

The Dementia Quality of Life instrument (DQolL;
Brod et al., 1999) is a 30-item interview consisting of
five subsca]es The internal consistency (range of o =
.67 to .89) and test—retest reliability (range of r = .64
to .90) of these subscales were reported. Items are
rated on one of two 5-point scales {ranging from
not at all to a lot, and never to very often). We
excluded an optional single item thar assesses overall
dementia-specific quality of life from the analyses.
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Scale scores were computed as the mean of nonmissing
items. If more than 25% of the items of any case
were missing, we excluded the case from the analyses.

Staff proxy reports.—The Staff QOL-AD (Logs-
don et al., 2000) is the staff questionnaire version of
the Resident QOL-AD interview. The internal
consistency for the present study was .88. The

Alzheimer’s Disease-Related Quality of Life instru-

ment (ADRQL; Rabins et al., 1999; Black, Rabins, 8
Kasper, 2000} is a 47-item measure consisting of five
subscales (range of o0 = .77 to .85). The dichotomous
response option is agree/disagree. Scale scores were
computed as the mean of nonmissing items. If more
than 25% of the items of any case were missing, we
excluded the case from the analyses.

Observation. —Dementia Care Mapping (DCM;
Bradford Dementia Group, 1997) involves making
detailed observations of up to eight persons at 5-
minute intervals for up to 6 continuous hours in
public areas only. DCM data collection (“mapping™)
involves recording a “behavior category code”
(BCC), which defines the type of behavior or
interaction that is being observed, and a well-
being/ill-being {WIB) value, which indicates the level
of well-being or ill-being observed (possible values =
~5, =3, =1, +1, 43, +5). For each participant, we
calculated the mean of all WIB values, which will
hereafter be referred to as a “WIB score.” Beavis,
Simpson, and Graham (2002} reviewed the method-
ological literature related to dementia care mapping
and conchided that DCM has good face validity and
reliability, and based on other aspects of validity,
DCM should be regarded as a moderately valid
instrument. A full description of DCM appears in
this issue (Broolker, 2005).

Independent variables.—We collected informa-
tion related to age, gender, ethnicity, length of stay,
dementia severity, function, depression, and comor-
bidity. The MMSE employs a 30-point scale to assess
dementia severity. We used the 6-item Activities of
Daily Living scale (ADL; Katz, Ford, Moskowitz,
Jackson, & Jaffe, 1963} to measure residenis’ func-
tional impairment {e.g., toileting, bathing, dressing,
ctc). Scale scores, which we computed as a count of the
total number of dependent ADLs, range from 0 to 6.

The Cornell Scale for Depression in Dementia
(CSDD; Alexopoulos, Abrams, Young, & Shamoian,
1988) contains 19 items indicative of depressive
symptoms (o, = .86). Possible responses on a 3-point
scale were: 0 = absent, 1 = mild or intermittent, and
2 = severe or chronic. (The descriptor “chronic” was
added for this study.) We computed the sum of all 19
items to determine prevalence of depression. De-
pression was operationalized as a score > 7 points,
based on a cutoff score adopted by other researchers
(Teresi, Lawton, Holmes, & Ory, 1997; Watson,
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Garrett, Sloane, Gruber-Baldini, & Zimmerman,
2003). In addition, we computed the mean of the
items for use as a covariate in the analyses.

We assessed comorbid medical conditions using the
11-item Cumulative Illness Rating Scale—Geriatrics
(Miller et al., 1992). We assessed severity of comorbid
conditions using a 5-point scale ranging from none to
extremely severe. We computed the scale as the
number of conditions rated with at least a mild degree
of impairment.

Procedure

An experienced nurse at each site collected data
on age, gender, race, length of stay, ADLs, de-
pression, and comorbidity. Information was derived
from medical charts, administrative records, clinical
judgment, and personal knowledge about residents.
Staff questionnaires were completed for all residents
by a staff member at each site who was most familiar
with residents. A research assistant assessed each
resident’s dementia severity using the MMSE and
conducted interviews using both the QOL-AD and
DQoL if the MMSE score was > 10 (n = 65). Two
highly trained and experienced mappers conducted
observations of all residents using DCM. Interrater
reliability for these mappers was examined (> 85%
exact agreement for BCCs and WIB values). We
observed each of the residents continuously on
a weekday, typically between 9:00 a.m. and 3:00
p.m., for an average 6.1 hr or 73.3 5-min time
frames. Per DCM scoring guidelines, we did not
make observations when a resident was situated in
a private area such as a bedroom or bathroom. Thus,
the average number of usable observations per
resident was 4.7 hr or 56.8 time frames.

Analyses

We examined demographic and other characrer-
istics for the toral sample and for the subsample of
residents who provided direct interviews; differences
between residents in special care facilities and
assisted living facilities were analyzed. To explore
the possibility that Resident and Staff QOL-AD
subscales existed, or that existing subscales (DQoL
subscales and ADRQL subscales) could be combined
into general quality-of-life scales, we conducted -
exploratory factor analyses. Unless otherwise in-
dicated, we extracted factors using maximum likeli-
hood estimation and rotated using direct oblimin
(an oblique rotation) with & = 0. We examined
eigenvalues and scree plots to determine the number
of factors to retain. For all analyses, factor loadings
of 0.3 or higher were considered salient. We assessed
the internal consistency of these scales by computing
Cronbach’s coefficient alpha and by examining
inter-itern and item-total correlations. To ensure
adequate power, factor analyses and internal con-




Table 1. Resident Characteristics

Tortal Sample MMSE = 10+
All Srudy All Srudy
Participants SCF ALF Participants SCF ALF

Variable (N =172) (N = 117) (N = 55V (N = 65} (N = 38) (N=27
Age 85.8 (6.4) 86.0 (6.8) 853 (5.4) 85.6 (5.8) 85.3 (6.2) 86.1 (5.1)
Female (%) 83.7 85.5 80.0 81.5 36.8 74.1
White {%) 97.0 96,5 98.1 100 100 100
Length of stay (in days) 729.9 (S81.1)  748.5 (593.3) 6955 (S61.7)  607.3 {543.4)  671.8 (618.9)  $18.1 (412.5)
MMSE 9.0 (6.9) 7.9 (6.8)** 11.1 (6.8)%* 15.6 (3.8} 15.1 (4.0) 16.5 (3.5)
Count of dependent ADLs 3.4 (2.2) 3.8 (2.2)* 2.5 (2.0p* 1.9 (1.9) 2.1 (2.2) 1.6 (1.3)
Depression 0.3 (0.3) 0.3 (0.2) 0.3 (0.4) 0.2 (0.3) 0.2 (0.2) 0.2 (0.3)
Prevalence 26.2% 21.4% 36.4% 18.5% 18.4% 18.5%
Count of mild to

severe comorbidities 3.1 (1.7) 2.8 (1.5 3.6 2.00% 3.4 (1.9) 2.8 (1.5)* 4.3 [2.09)*

Notes: SCF = special care facilities; ALF = assisted living facilities; ADLs = acrivities of daily living; MMSE = Mini-Mental
State Exam. For the table, data presented are M (SD) or % of toral.

*p < .08, *p < 01

sistency analyses were not conducted separately for
residents in special care facilities and assisted living
facilities.

To examine individual differences berween the
Resident and Staff QOL-AD, we computed differ-
ence scores by subtracting the Staff QOL-AD scale
scores from the Resident QOL-AD scale scores and
assessed the distribution of these difference scores by
care serting. We computed Pearson correlation
coefficients between the quality-of-life measures
and MMSE, ADLs, depression, and comorbidities.

To examine differences among the more compre-
hensive quality-of-life scales (subscales that focused
on specific components of quality of life were
excluded), we conducted a repeated measures
MANOVA with two factors: care setting (between
subjects; special care and assisted living), and
quality-of-life measure (within-subjects; four levels
representing four measures). We conducred planned
comparisons between the two resident measures and
between the Staff QOL-AD and WIB scores. To
determine differences between the Staff QOL-AD
and WIB scores, we conducted a second multivariare
repeated measures analysis of variance with the
larger sample, not limited to residents who provided
an interview.

To enable comparison and interpretation of
findings using repeated measures multivariate anal-
ysis of variance, we recoded the scales into a common
unit of measure. Because the Staff and Resident
QOL-AD interviews share the same response options
(1 to 4), the other scales were recoded into this
response scale. The procedure used to recode scales
changed the unit and origin of these scales and did
not affect the distribution of the data or the
relationships within the data (McCall, 2001). We
also examined differences by care setting and used
hierarchical multiple linear regression to determine
the extent to which dementia-specific quality-of-life
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measures from each perspective could be predicred
by measures from the other two perspectives.

Results
Resident Characteristics

As shown in Table 1, the sample consisted of 117
special care facility residents and 55 assisted living
residents; data from 65 residents with MMSE scores
of > 10 were used for analysis of the two resident
interviews. Residents were primarily female and
Caucasian. The mean age was 85.8 years, and the
average length of stay was abour 2 years. Dementia
severity, the number of dependent ADLs, depression
severity, and the number of comorbidities are
reported in Table 1. Special care residents were
significantly more cognitively impaired, had more
dependent ADLs, but had fewer comorbidities than
assisted living residents.

ltem Analysis

We found adequate use of the full range of
potential responses, and response variability, as
indicated by standard deviations, for the quality-of-
life measures. The only exception was that some of
the dichotomous items from the ADRQL had limited
variability (up to 97.7% of the respondents chose
one response option). Mean scores and standard
deviations of the quality-of-life scales and subscales
appear in Table 2.

Factor Analysis

DQol.—The 29 items from the DQol were
factor analyzed. Because the rotated factors were

The Gerontologist




Table 2. Means and Standard Deviations of Original Scale Scores

Scale

Total Sample
{N=g%

SCF
(N = 38)

ALF
(N = 27)

Resident QOL-AD {range = 1—4}
DQolL subscales (range = 1-5)
Self esreem
Positive affect
Negative affect
Feelings of belonging
Sense of aesthetics

3.1 {0.5) [1.3-4.0]

3.7 (0.8) [1.34.9]
3.5 (0.7 [1.3-5.0]
2.1 (0.6) [1.0-3.7]
3.4 (0.9) [1.3-5.0]
3.1 (0.9} [1.2-5.0]

(N =172)

2.4 {0.5) [1.3-3.7]

3.1 (0.5) [1.3-4.0]

3.7 {0.7) 11.5-5.0]
3.5 (0.7) [1.3-5.0]
2.0 (0.6) [1.0-3.4]
3.2 (0.9) [1.3-5.0]

0 (1.0) [1.2-5.0]

(N=117)

22 (0.4) [13-3.2]

3.1 (0.4) [1.8-4.0)

3.8 (0.8) [1.3-5.0]
3.6 (0.7) [1.8-5.0]
2.3 {0.7) [1.1-3.7]
3.6 (0.8) [1.3-5.0]
3.3 (0.8) {1.2-4.6]

(N = 55)

2.9 (0.5) [1.5-3.7]

Staff QOL-AD (range = 1-4}
ADRQL subscales {range = (-1}
Social interaction
Awareness of self
Feelings and moed
Enjoyment of activities
‘Response to surroundings

0.8 {0.2) [0-1.0]
0.7 (0.2) [0.1-1.0]
0.9 {0.2) [0.3-1.0]
0.7 {0.3) 10-1.0]

0.8 (0.2) [0.3-1.0]

WIB 1.0 {0.8) [-2.4-2.8]

0.8 (0.2) [0.3-1.0] 0.9 (0.2) [0-1.0]

0.6 {0.2) [0.1-1.0] 0.7 (0.2) [0.3-1.0]

0.9 (0.1) [0.3-1.0] 0.9 (0.2} [0.3-1.0]

0.7 (0.3) [6~1.0] 0.8 (0.2) 10-1.0]

0.8 {0.2) [0.3-1.0] 0.8 (0.1) [0.3~1.0]
)

0.7 {0.8) [-2.4-2.3] 1.5 (0.4) [0.8-2.8]

Notes: 5CF = special care fzcilities; ALF = assisted living facilities; QOL-AD = Quality of Life—Alzheimer’s Disease; DQol =
Dementia Quality of Life; ADRQL = Alzheimer’s Disease-Related Qualiry of Life; WIB = well- or ill-being. For the table, higher
scores indicare better quality of life, except for negative affect for which a higher $core indicates a higher level of negative affect.
Data presented are M (SD); observed ranges are presented in brackets.

uncorrelated (r = —01), we reanalyzed the items
using an orthogenal rotation (varimax). The pattern
of factor loadings clearly identified two factors:
negative affect (comprising all 11 items from the
Negative Affect scale) and general quality of life
(comprising the remaining 18 items). These two
factors accounted for 25.1% and 20.4% of the
variance, respectively. Hereafter, these two factors
will be referred to as Negative Affect and General
DQol..

Resident QOL-AD. —All 15 items from the Res-
ident QOL-AD were factor analyzed. Two factors
were identified and were significantly correlated (r =
.74). The pattern of factor loadings in the structure
matrix reflected this correlation; all items loaded on
both factors. The factor loadings and factor correla-
tions suggest that these two factors are indicarive of
a single factor, therefore all items were reanalyzed
with a one-factor solution prespecified. Items loaded
{range of loadings = .54 to .85) on this single factor
and accounted for 51.8% of the variance.

Staff QOI-AD. — All 15 items from the Staff QOL-
AD were factor analyzed. One factor was retained
and accounted for 41.8% of the variance. Because
four factors had initial eigenvalues greater than 1.0,
we also explored the four-factor solution. The
loadings revealed significant factorial complexity;
10 of the 15 items were loaded on three or four of the
factors. Factor correlations ranged from 7 = .01 to
42. The factor loadings and correlations suggest that
these factors are likely highlighting different dimen-
sions of a single factor.
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ADRQL. —All 47 items from the ADRQL were
facror analyzed. Three factors were identified. The
pattern of factor loadings indicated a fair degree of
complexity; however, there were also some clear
patterns. In addition to other items, all but two of
the items from the Social Interaction subscale loaded
on factor one; all but one of the items from the
Awareness of Self subscale loaded on factor two.
Items from multiple scales loaded on factor three.
Factor one was significantly correlated with factors
two (r = —31) and three (r = .24), while factor two
and three were not correlated {r = .09). These three
factors accounted for 18.0%, 6.8%, and 4.0% of the
variance, respectively,

Infernal Consisfency Refiability

An item was considered inconsistent and removed
from the scale if it had negative interitem or irem-
total correlations, and/or the alpha would improve if
removed. An alpha > .70 is considered adequate.
Table 3 presents internal consistency statistics,
including alpha and interitem and item-total corre-
lations. For the Staff QOL-AD, we observed some
negative correlations, indicating a need to revise this
scale. Examination of these correlations indicated
that one item (family) was not consistent with the
remaining items. This item was removed and the
alpha recomputed; item-total correlations improved.

The item-total correlations, interitemn correlations
and/or internal consistency alpha for the Social Inter-
action, Awareness of Self, and Feelings and Mood
subscale indicated a need to revise these scales. After



Table 3. Internal Consistency

Correlation Ranges

Table 4. Correlations of Qnality of Life Measures
With Cognitive Severity, ADL Severity, Depression,
and Comorbidities

Scale or Subscale . o Interitem Ttem Total
DQoL general scale and subscales
General DQoL (N = 38)* .90  —.09-.60 37-75
Self esteem (N = 38} 70 2746 40-.52
Positive affect (N = 38) 78 17-.52 4459
Negarive affect (N = 58) 95 .37-.80 .58-.84
Feelings of
belonging (N = 58} .61 .32-38 41-.45
Sense of aesthetics (N = 58) 79 27-.60 A7-.66
Resident QOL-AD (N = 65) 94 29-74  53-.82
Staff QOL-AD (N = 168) 80 —12-80 —.05-.84
Revised (N = 170) 91 —07-79  .28-85
ADRQL subscales
Social interaction (N =172) .80  .01-.59 11-.62
Revised {N = 172)° .82 .07-.59 3458
Awareness of self (N = 172) 68 —25-60 —-24-41
Revised (N = 172)4 76 14-60 3066
Feelings and mood (N = 172) .71 —10-.56 —.04-.56
Revised (N = 172)° 74 0156 25-59
Enjoyment of
activities (N = 172) 61 —04-42 .14-55
Response to surroundings
(N =.172) 2% —21-45 —.01-.42

Notes: DQol = Dementia Quality of Living; QOL-AD =
Quality of Living—Alzheimer’s Disease; ADRQL = Alzheimer’s
Disease-Related Quality of Life.

*This scale is comprised of all items from the from the fol-
lowing subscales: self-esteem, positive affect, feelings | of
belonging, and sense of aesthetics.

“The following item was removed: family.

“The following item was removed: He/She pushes, grabs,
or hirts people. :

The following item was removed: He/She becomes upset
by personal limitations such as forgetting, losing things, or get-
ting confused in familiar places.

“The following items were removed: He/She throws, hits,
kicks, or bangs objects; He/She locks or barricades himself/
herself in his/her room/house/apartment; He/She says he/she
wants to die; He/She resists help in different ways such as
with dressing, eating or bathing, or by refusing to move; and
He/She clings to people or follows people around.

we removed inconsistent items, adequate scalar
properties were achieved. The alphas of the Enjoy-
ment of Activities and Response to Surroundings
subscales were not adequate, and revisions did not
substantially improve the alphas. Therefore, we did
not include these subscales in the analyses. Because
there is no generally accepted method of determining
the internal consistency of WIB scores in DCM, we
did not assess the internal consistency of these scores.

Correlations of QOL Measures With Dementia
Severily, ADLs, Depression, and Comorbidities

The relationship of the quality-of-life measures to
dementia severity, ADLs, depression, and comorbid-
ities is shown in Table 4. In the special care
subsample, the Staff QOL-AD and WIB scores were
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Count of
Count Of Mild to
Dependent Severe
Setring N MMSE ADLs DepressionComorbidities
SCF
Staff QOL-AD 117 .59* —.58% -.30* .01
WIB 42 —44* —.24% -0z
Social 38+ =39 18 —14
interaction
Awareness
of self 620 —54* .03 .03
Feelings
and moaod .19 —21% —.30% —.06
Resident
QOL-AD 38 —-17 —.12 .08 17
General
DQoL —17  —18 —01 .19
Negative affect —.28 .11 —16 19
ALF
Staff QOL-AD 355 .22 —.21 —.68" -19
WIB 30 —34¢ —.24 .09
Social
interaction 37 =337 76 .18
Awareness
of self A5 —47* —11 -.01
Feelings
and mood 4% —29% —72% .07
Resident
QOL-AD 27 .0 —-.07 .01 .08
General DQolL .07 —.20 —.05 S 06
Negative Affect .08 —-.06 35 —01

Notes: MMSE = Mini-Mental State Exam; ADLs = activi-
ties of daily living; SCF = special care facility; QOL-AD =
Quality of Living—Alzheimer’s Disease; WIB = well- or
ill-being; DQol. = Dementia Quality of Life; ALF = assisted
living facility.

*Significant at p < .05,

both significantly correlated with MMSE and count
of dependent ADLs. However, in the assisted living
subsample, WIB scores were significantly correlated
with MMSE and count of dependent ADLs, while the
Staff QOL-AD was not significantly correlated with
either of these variables. Although the Social In-
teraction and Awareness of Self subscales demon-
strated significant correlations with MMSE and
ADLs in both subsamples, the Feelings and Mood
subscale was significantly correlated with these
variables in the assisted living subsample and was
either not significantly correlated (MMSE) or not as
strongly correlated in the special care subsample.
Depression was significantly correlated with three of
five staff/observer measures in both subsamples, but
the correlations were considerably stronger in the
assisted living sample. None of the quality-of-life
measures were significantly correlated with the count
of comorbidities. Also, none of the resident measures
were significantly correlated with dementia severity,
ADLs, depression, or comorbid conditions.
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Table 5. Correlations Among Sraff, Observer,
and Resident QOL Measures

Table 6. Means and Standard Deviations
of Recoded Scale Scores

Staff Feelings
QOL-  Social Awareness and
Setting N AD Interaction of Self Mood WIB
SCF
Resident
QOL-AD 38 .10 —p06 —-11 25 —00
General
DQoL 14 -.10 —.16 .08 —03
Negarive
affect -.30 —11 —.04 =25 16
WIB 117 .40% .28 32 29%
ALF
Resident
QOL-AD 27 07 26 15 .09 38
General
DQoL 7 20 .16 18 35
Negative
affect -32 ~ 43 —~.12 ~41*% 37
WIB 55 .31* 22 35" .24 —_

Notes: QOL = quality of life; QOL-AD = Quality of Life—
Alzheimer’s Disease; WIB = well- or ill-being; SCF = special
care facilities; DQol = Dementia Quality of Life; ALF = g5-
sisted living facilities,

*Significant at p < .05,

Comparison of Perspectives

Correlations among siaff. observer, and resident
quality-oHife measures. —Correlations among staff,
observer, and resident quality-of-life measures are
shown in Table 5. Because we focus on similarities
and differences berween perspectives in this article,
correlations of measures from the same perspective
are not reported. In the special care subsample, none
of the resident measures are significantly correlated
with any of the staff measures or WIB scores, In the
assisted living subsample, however, the Resident
QOL-AD is significantly correlated with the WIB;
the Negative Affect subscale is significantly related to
both the Social Interaction subscale and the Feelings
and Mood subscale. In the special care subsample,
the WIB is significantly correlated with the Staff
QOL-AD, and three subscales—Social Interaction,
Awareness of Self, and Feelings and Mood. In the
assisted living subsample, the WIB is significantly
correlated with the Staff QOL-AD and the Aware-
ness of Self subscale. Because the special care
subsample (7 = 117) is much larger than the assisted
living subsample (# = 55), differences between these
settings in the significance of the correlations is, in
part, determined by the difference in sample size.

Individual differences between Resident and
Staff QOL-AD scores. —For this analysis, we re-
tained the item in the Staff QOL-AD scale identified
as inconsistent in the internal consistency reliability
analyses to ensure that the Staff and Resident QOL-
AD scales included equivalent items. Difference
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Subsample
With Resident
Total Sample Interviews
SCF ALF SCF ALF
QOL Measure (N=117) (N=355) (N= 38) (N=27)
Staff QOL-AD 2.20.4) 2.9 (0.5) 2.4 (0.4 2.9 (0.4
WIB 27002y 29(0.1) 28(0.1) 3.0 {0.1)
Resident QOL-AD — — 3.1(0.5) 3.1 (0.9
General DQoL — — 2.8 (0.5) 29 (0.5)

Notes: QOL = quality of life; SCF = special care facility;
ALF = assisted living facility; QOL-AD = Quality of Living—
Alzheimer’s Disease; WIB = well- or ill-being; DQol. = De-
mentia Quality of Life,

scores, computed by subtracring the Staff QOL-AD
from the Resident QOL-AD, ranged from —1.1to 1.6
{M = 0.4, SD = 0.6). Most of the differences scores
(69.2%) were positive, indicating the residents rated
their own quality of life higher than staff rated them.
To determine if these difference scores were related
to dementia severity, we correlated difference scores
with MMSE and found a significant correlation
(r =38, p = .002). |

For the special care and assisted living subsam-
ples, difference scores ranged from —.9 to 1.6 (M =
0.6, 5D = 0.6) and —1.1 10 1.4 M=028D = 0.6},
respectively. These means were significantly differ-
ent; #63) = 3.141, p = .003, d = 0.8. Most difference
scores {81.6% and 51.9%, respectively) were posi-
tive. Difference scores were significantly correlated
with MMSE in the special care subsample (r = — 53,
P = .001) bur not in the assisted living subsample
(r=—07,p = 738).

Differences among the means of quality-ofife
measures. —We conducted a repeated measures
MANOVA to compare each of the two comprehen-
sive resident measures with the Staff QOL-AD and
WIB scores. We also examined differences by care
setting (special care vs assisted living). The omnibus
test indicated multivariate significance, F(3, 61) =
17.829, p << .0005; as well as a significant interaction,
F3, 61) = 5302, p = .003. Planned comparisons
indicated a significant interaction in which Staff
QOL-AD scores were lower than General DQolL
scores for residents of special care facilities but not
for residents of assisted living facilities (p = .013,
n° = -095). Similarly, Staff QOL-AD scores were
lower than Resident QOL-AD scores for special care
residents but not for residents of assisted living
facilities (p = .002, 77 = -140). There was also
a significant difference between the Resident QOL-
AD and WIB scores (p = .002, 1% = .144) bur no
interaction with type-of-care setting. Examination of
the means in Table 6 demonstrared that residents
rated their quality of life higher than staff did in
special care facilities but not assisted living facilities.

e E———— ]




Due to the violation of certain assumptions of
repeated measures MANOVA, we examined differ-
ences berween the Staff QOIL-AD and WIB scores
using the nonparametric Wilcoxon Signed Ranks
rest. We conducted two tests, one for residents of
assisted living facilities and one for residents of
special care facilities. These tests indicated no
significant differences in the assisted living sites
(p = .621) but did indicate significant differences in
the special care sites (p < .0005). Specifically, for 104
special care residents, the mean Staff QOL-AD score
was less than the mean WIB score; for 13 residents
the opposite was true. Means and standard devia-
tions are reported in Table 6.

Predicting quality of fife. —We used hierarchical
multiple linear regression to examine the extent to
which guality-of-life measures from each perspective
could be predicted by measures from the other two
perspectives. The three quality-of-life measures to be
predicted include the Staff and Resident QOL-AD
and WIB scores. We conducted three regressions. For
these regressions, we dummy coded care setting,
which was significantly associated with MMSE and
ADLs (¢ tests, p << .0005), and tested on the first step,
followed by the measures on the second step. We
used forward entry in both steps.

Results of the first regression indicated no
significant predictors of the Resident QOL-AD. In
the second regression, after removing one outlying
case (1 = 64), care setting (B = —435, p = .001) and
the Awareness of Self subscale (B = .247, p = .033)
were both significant predictors of WIB scores. Care
setting (adjusted #* = .15) accounted for much more
of the variance than the Awareness of Self subscale
(adjusted * = .05). However, a normal P-P plot
indicated a potential problem with nonnormality in
the distribution of WIB scores. Transformations of
the data were unsuccessful in correcting this prob-
lem; thus, caution should be used when interpreting
these results.

In the third regression, after removing one
outlying case (7 = 64) whose standardized residual
was —3.5, care setting (B = —.540, p < .0005) and
WIB scores {f = .227, p = .033) were both significant
predictors of the Staff QOL-AD. However, care
setting (adjusted #* = .39) accounted for much more
of the variance than WIB scores (.04). We reran the
second and third regression analyses with all in-
dependent variables tested on the first step; the
results were the same as in the original analyses.

Discussion

This article compared and contrasted three
methods of assessing dementia-specific quality of
life corresponding to the perspectives of residents,
staff, and observers. Qur goal was to identify
similarities and differences that would provide
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a better understanding of the extent to which each
measure estimates quality of life.

We conducted psychometric analyses to identify
the most appropriate scales to use in the sample.
Factor analysis indicated that the DQoL resident
interview (Brod et al., 1999) could be represented by
two subscales: Negative Affect and General DQoL.
We identified a single factor for the Resident and
Staff QOL-AD scales; thus, they were used unaltered
with the exception of dropping one item from the
Staff QOL-AD. The internal consistency reliability
of two of five of the original ADRQL subscales was
unacceprable. Therefore, we included the following
subscales and scores in the analyses: three ADRQL
subscales (Social Interaction, Awareness of Self, and
Feelings and Mood), Negative Affect, General
DQoL, Resident QOL-AD, Staff QOL-AD, and
WIB scores.

Correlations Among Quality-of-life Measures
and With Other Measures

Because there is no “gold standard™ against which
to compare the dementia-specific guality-of-life
scales, we examined the relationships of each scale
to other measures. Correlations of the scales to
measures of dementia severity and ADL impairment
provided insight into the meaning and potential uses
of the quality-of-life scales. In special care facilities,
Staff QOL-AD was more strongly correlated with
MMSE and ADLs than were the staff subscales
Social Interaction and Feelings and Mood. This
finding may reflect the greater challenges faced by
special care staff to engage more impaired residents
and to notice variability in residents’ emotions. By
contrast, in assisted living facilities, higher correla-
tions with MMSE and ADLs were found for Social
Interaction and Feelings and Mood than with Staff
QOL-AD. Assisted living residents, who are typically
less impaired than special care residents, may have
more opportunities for social engagement and
communicating their feelings. Therefore, in contrast
to special care facilities, it is likely that staff members
of assisted living facilities will be more aware of
residents engaging with others and take notice of
their feelings and mood.

The staff measure Awareness of Self was most
highly correlated with dementia severity and ADLs
in both subsamples, suggesting that this scale is
particularly sensitive to impairment level, Given the
strong correlation between MMSE and ADLs (r =
70; p < .0005) and that the items comprising the
Awareness of Self subscale reflect cognitive perfor-
mance, it is likely that the relationship of Awareness
of Self to impairment is driven by dementia severity.

Depression was more strongly correlated with
staff measures in the assisted living subsample than
in the special care subsample. Distinguishing be-
tween symptoms of depression and dementia may
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have been a difficult task for staff in special care
facilities whose residents demonstrated greater de-
mentia severity. On the other hand, depression may
have been more easily recognized in assisted living
residents who were less impaired and had a better
capacity to communicate.

None of the dementia-specific quality-of-life scales
were significantly correlated with the count of co-
morbid conditions. Most of the comorbid condi-
tions were mild in nature; thus, these conditions may
have had little impact on residents’ quality of life.

By contrast to the staff and observer measures,
none of the resident scales were correlated with
dementia severity, ADLs, depression, or comorbid-
ities. A statistical explanation is not likely because
we found the resident measures to have adequate
distributignal properties. As a result, limited vari-
ance in the measures is not an explanation for the
low correlations. In this study, residents’ self-
perceived quality of life was unrelated to their
cognitive and funciional impairment. An explana-
tion for residents’ self-perceptions of quality of life
remains to be determined. -

Our finding that dementia severity and ADLs are
correlated with staff and observer estimates of
quality of life should not be interpreted to mean
that moderately to severely impaired persons are
limited to a poor quality of life. First, the limired
amount of variance (+* = .08 to .22) accounted for by
most of the significant correlations (16 of 23)
suggests that much about residents’ quality of life
is not explained by dementia severity and ADLs.
Secondly, a resident’s perspective of one’s own
quality of life is not necessarily influenced by
dementia severity and ADLs. Clearly, there is much
to be learned about determinants of dementia-
specific quality of life and how residents, staff, and
observers gather and process information about
quality of life.

Difference Between Resident
and Staff/Observer Perspectives

Differential patterns of correlations among
dementia-specific quality-of-life measures suggest
that the perspectives of staff and observers were
more closely aligned with each other than the
perspective of residents in special care nursing
facilities. For instance, we found moderate correla-
tions between staff measures and WIB scores. In
contrast, none of the correlations between resident
measures and staff measures/WIB scores were
significant (see Table 3). In that care setting, the
perspective of residents was quite different than the
perspectives of staff and observers.

Multivariate comparisons among all the quality-
of-life measures revealed significantly lower scores
on the Staff QOL-AD than on the General DQoL or
the Resident QOL-AD, but only in the special care
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subsample. WIB scores were significantly lower than
Resident QOL-AD across both settings. Thus, the
staff and the observer perspective indicated lower
quality of life than did the residents’ perspective,

. especially among the more cognitively impaired

special care sample.

While it is rempting to assume that residents’ with
greater cognitive impairment were less able to make
accurate judgments regarding their quality of life, it
is also possible that staff were unable to make
accurate estimates of residents’ quality of life as they
became less communicative due to dementia. Per-
haps the criteria upon which staff made their quality-
of-life judgments (e.g., engagement and positive
affect) were not appropriate from the perspective
of residents. For example, is the resident who is
sitting quietly experiencing poor quality of life or is
he or she simply meditating? Although this study
cannot answer this question, a study that uses
residents’ physiological state as an outcome measure
could be helpful.

Multiple regression findings indicated that type of
care setting was a better predictor of WIB scores and
Staff QOL-AD than other quality-of-life measures.
This remained true when care setting was tested on
the first step of the analysis followed by the quality-
of-life measures or when all independent variables
were tested together on the first step of the analysis.
Strong associations of care setting with MMSE and
ADLs (significant # tests, p < .0005), suggest that
care setting may serve as a proxy for these variables.
Resident QOL-AD was not predicted by any other
varjable. Thus, each of these three perspectives—
resident, staff, and observer—remain fairly distinct
with only a small proportion of the variance of staff
or observer measures accounted for by the other
quality-of-life measure.

Limitations

We should note several limitations of this study.
The observed range of the WIB scores, the ADRQL
subscale scores, the count of dependent ADLs, and
the depression scores is somewhat limited; this may
be limiting their correlations with other variables.
The sample size was relatively small and confined to
seven sites in a specific region of the United States
and included a limited number of men and persons
of color. These analyses need to be replicated with
a larger, more representative sample. Another
limitation is that the perspectives of those making
quality-of-life judgments are confounded with the
methods. Although the data-collection methods
tested in this study represent the best means
currently available, differences found could reason-
ably be attributed to either the method or the
perspective. For instance, DCM uses trained observ-
ers to estimate quality of life in real time during
a number of hours of observations, staff question-




naires provide judgments of quality of life based on
staff members’ overall estimate over g period of time,
and residents’ may respond in rerms of their status ar
the moment they are interviewed.

Future Considerations

This study demonstrated the relative unigqueness of
each perspective of quality of life. Different measures
assessing the same perspective were not directly
compared. Such a comparison could enable care
providers to select the resident or staff measure that is
most appropriate for regularly assessing quality of
life. Ideally, a profile of quality-of-life scores across
multiple perspectives could provide a complete
picture of residents’ quality of life, or an index could
be developed which combines elements of multiple
perspectives into a single score. To maximize the
usefulness of quality-of-life measures in residential
care settings, a national database of dementia-specific
quality-of-life data should be developed thar would
refine measures in terms of psychometric properties,
benchmark dementia care programs, and provide
normative data. These data would not only be useful
to service providers to bertter understand the impact
of their programs but also would provide informa-
tion for family members and potential residents to
help them make informed choices regarding residen-
tral care options. To accomplish this goal, two
parallel efforts should be undertaken. First, compar-
ison studies, like the one presented in this article,
need to be conducted with larger samples to further
specify the properties of these measures and their
relationship to each other and to quality of life.
Second, service providers must be incentivized to
collect quality-of-life dara using one or more
measures and contribute to a centralized data bank.

Maximizing the quality of life of persons with
dementia should be a high priority for care
providers. Utilization and further development of
measures that account for multiple perspectives is
critical to better understand how to best meet the
needs of persons with dementia. Measuring quality
of life enables care providers to focus on each person
with dementia as a unique individual and provide the
highest Jevel of care in residential care settings,
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