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Abstract: A measure of quality of life (QOL) for nursing home residents has
been developed and tested. Eleven dimensions of QOL were demonstrated. Usable
information could be collected from persons with dementia. The responses of staff
and family proxies did not correlate well with those of residents. Data must be
collected from residents themselves. The domain scores discriminate among nursing
homes (NHs). The data collection system is workable; it is currently being used
systematically in Minnesota as part of a report card and payment system.

Quality of life (QOL) is a central value in nursing home (NH) care, but it
has received far less attention than more traditional measure of quality of
care. (R. A. Kane, 2001) One reason for this neglect is the host of problems
associatedwith measuring it. While quality of care has been assessedusing
mandatory record systemslike the Minimum Data Set(MDS) (Zimmerman
et al., 1995), because quality of life is inherently subjective, it must be
assessedby direct interviews with residents. Only they are in a position to
know how they feel and what is important to them. QOL is widely agreed
to be a multidimensional concept, though theorists vary in the range of
domains they attempt to tap.

Under a contract from the Centers for Medicare and Medicaid Services,
the University of Minnesota developed measuresfor 11 domains of quality
of life suitable for nursing home residents: comfort, autonomy, privacy,
dignity, meaningful activity, relationships, food enjoyment, security,
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functional competence, spiritual well-being, and individuality (R. A. Kane,

2001,2003).The goal was to develop a measure that could be used to assess
quality of life and that would be suitable for other LTC venues as well.

BecauseQOL information must come from residents concerns were raised

about the ability of cognitively impaired residents to report on their well-

being. Moreover, for these QOL measures to be useful they had to

distinguish among NHs. The research then had multiple objectives:

- To create psychometrically sound measures of QOL

- To test the ability of these measures to discriminate among NHs.

- To examine the role proxies might play in gathering such data

METHODS

The sample for these analysesis comprised of the 40 NHs from five states
that participated in the national study to develop QOL measures and
indicators. Fifty residents were randomly selectedfrom eachNH, 50 percent
at the upper half and 50 percent at the lower half in cognitive functioning
basedon a variant of the Cognitive Performance Scalefrom the MDS report
closest to sampling. After excluding residents under age 65 and residents
who were comatose or in a vegetative state, we attempted to interview all
residents who were sampled, regardless of their recorded cognitive levels;
about 60 percent of residents approached could complete the QOL
interview. (R. A. Kane et al., 2003)

A central task in creating facility-level measures of QOL is to adjust
appropriately for differences in casemix acrossfacilities. Case-mix adjusters
should reflect elements that might influence QOL, but they should not
include items that are under the control of the nursing home, lest important
differences in quality are adjusted away.

Conceptually, we had reason to expect that the QOL score on some
domains would be worse for residents with poor cognitive abilities, though
again this might be related to the kind of care and environments and
general milieu ordinarily offered to those with worse cognitive abilities. On
the other hand, for some other domains that require more cognitive
processing, such as privacy, and dignity, we made no specific hypotheses
about the influence of declining cognitive abilities on the QOL scores.

At the same time as the field work with residents was done, we
interviewed an NH direct care staff member for each resident. We also
identified family members currently involved with the resident. Responses
from the family respondent with the greatestcontact with the resident were
used in these analyses.

To characterize a nursing home on any outcome, a sufficient number of

168



33 KANE:33 KANE 17.10.2007 15:17 Page 169 $

RESEARCH AND PRACTICE IN ALZHEIMER® DISEASE VOL 12 ©

residents must be sampled to yield stable estimates (that is, the estimate
should not be subjectto the idiosyncratic outcomes of one or two residents).
Given that data on QOL would need to be collected directly from residents,
a sampling approach seemed practical.

QOL domain scores were calculated using all available resident-level
responses and aggregated by facility to obtain non-adjusted facility-level
average QOL domain scores.Resident-level data were also used to develop
a case-mix adjusted model that regressedindividual QOL domain scoreson
selected resident characteristics obtained from MDS data. These included
ADL, cognition, age, gender, and length of stay Length of stay was
dichotomized into less than three months and three months or more.

We created comparable scales based on matching items for each of the
proxy respondent groups and the residents. (R. L. Kane et al., 2005) The
scales for both staff and family closely approximate the resident scales in
length, being either identical, one question shorter, or (in two instances for
staff and one for family) two questions shorter (but not falling below three
items). Staff and family questionnaires were developed to parallel the
guestions posed to residents; in all cases, the staff or family respondents
were instructed to answer the questions as they thought the residents
would answer them, basing responses on their best guess as to the
residentOsappraisal rather than their own opinion. Becausestaff and family
guestionnaires were fielded along with the resident developmental
guestionnaire, the QOL domains had not yet been established. We
compared the mean values across groups using ANOVA for independent
samples and compared matched samples of each proxy and the
corresponding residents with t tests. To test the correlations we used
Pearson correlation statistics, as well as calculating intraclass correlations
(ICC).

RESULTS

QOL data came from in-person interviews conducted in the participating
facilities by trained data collectors. Individual scale scoreswere created for
each of the domains, using a combination of factor analysis (to create
domain scales)and cluster analysis (to shorten the length of the scales)(R.
A. Kane et al., 2003). Although the primary response mode used a Likert
scale,the questions allowed for dichotomous responsesfrom residents who
could not use the Likert responses. This dual response option was
employed to encourage participation of cognitively impaired respondents.
The two response modes were combined using a z-score adjustment. These
scales were subjected to the usual psychometric tests for reliability and
validity, the details of which are provided elsewhere (R. A. Kane et al.,
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2003).We created short versions of the scales,which consisted of 3to 6 items
per domain. The internal reliability of these scales was tested using
Cronbach@ alpha coefficients, which essentially measure the degree each
item in a putative scale correlates with that total scale score. All but two
alphas were above .60 and four were above .70. The coefficients were
generally comparable for high and low cognition residents with the
exception of food enjoyment and privacy, where the high cognition group
was significantly higher. Confirmatory factor analyses showed that the
presumed factor structure was supported. (R. A. Kane et al., 2003)

Many of those with poor cognitive function could participate; 43% of low
cognitive respondents and 57% of high cognitive respondents completed 9
or more domains.

Facilities differed in their average QOL on these domains. In 23 facilities
two or more domains were consistently positive or negative by at least one
SD. Ten facilities showed a consistently positive pattern and 13 a
consistently negative pattern. (R. L. Kane et al., 2004)

The level of agreement between proxies and respondents was low. Only
one of the Pearson correlation coefficients between resident and staff proxy
ratings for staff exceeded 0.3. Three Pearson correlations between family
proxies and residents were 0.3 or higher.

DISCUSSION

This body of work suggests that it is feasible to collect information on
their QOL directly from NH residents. Many residents with dementia are
capable of providing useful information. QOL is a multidimensional
concept. The data can be used to create 11 domains that capture important
aspectsof NH life. Becausethe information is personal and subjective, proxy
information is not equivalent. These domains can distinguish among NHs.

The dominant mode of quality assessment in NHs relies on measures
derived from the MDS, but critical elements of quality like QOL (and affect)
cannot be inferred from the observations of staff. The effort and costs of
collecting such data reflect one@ commitment to tapping these important
dimensions.

An unresolved challenge is how to address the QOL of those residents
who cannot adequately respond to such a survey if QOL cannot be inferred.
At present, the best recourse seemsto be to rely on those who can report to
reflect the QOL for a NF.

This approach is practical. It is now being used in all NHs in Minnesota as
the basisfor both areport card on NH quality and a quality-based payments
system.
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