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Abstract

Aim: To investigate variables associated with change in quality of life (QOL),
measured by QUALID scale and three subscales; tension, sadness and wellbeing,
among dementia patients in nursing homes.

Method: A 10 months follow-up study including 198 (female 156, 79%) nursing
home patients, mean age 87 (s.d 7.7) years. Scales applied; quality of life in late
stage dementia (QUALID) scale and three subscales (wellbeing, sadness and
tension), neuropsychiatric inventory questionnaire 10 items (NPI-10-Q), clinical
dementia rating (CDR) scale, physical self-maintenance (PSMS) scale and a scale
of general medical health. Use of psychotropic medication, gender and age was
collected from the patient’s records.

Results: Mean baseline QUALID score: 20.6 (s.d.7.0), follow-up score: 22.9
(s.d.7.4), mean change 2.8 (s.d.7.4). QOL improved in 30.8%, were unchanged in
14.7%, deteriorated in 54.6% of patients. A regression analysis revealed that
change in QUALID score was significantly associated with: QUALID baseline score
(beta -.381, p-value.000), change in NPI score (beta.421, p-value.000), explained
variance 38.1%. Change in score on wellbeing subscale associated with: change in
PSMS score (beta.185, p-value.019), wellbeing baseline score (beta -.370, p-
value.000), change in NPI score (beta.186, p-value.017), explained variance
25.3%. Change in score on tension subscale associated with: change in CDR sum-
of-boxes (beta.214, p-value.003), change in NPI score (beta.270, p-value.000),
tension baseline score (beta -.423, p-value.000), explained variance 34.6%.
Change in score on sadness subscale associated with: change in NPI score
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(beta.404, p-value.000), sadness baseline score (beta -.438, p-value.000),
explained variance 38.8%.

Conclusion: The results imply that a lower baseline score (better QOL) results in a
larger change in QOL (towards worse QOL). Change in QOL is mostly associated
with change in neuropsychiatric symptoms. In almost 50% of patients QOL did not
deteriorate.

Introduction

Nursing home residents‘ quality of life (QOL) is an important outcome measure
in the planning of service provision and as a quality indicator of care in nursing
homes (NH) [1, 2]. As persons with dementia (PWD) often reside for several years
in nursing homes, it is of importance to know which variables affect changes in
quality of life over time [3,4] in order to effectively maintain or improve these

patients’ QOL.

Several cross-sectional NH studies using proxy reported QOL have examined
the relationship between QOL and neuropsychiatric symptoms (NPS). These
studies have shown that NPS, especially depression and anxiety, are associated
with reduced QOL [4, 5]. The association between QOL and apathy is unknown
[6-8]. Proxy reported QOL has also been reported to be associated with cognitive
impairment and activity of daily living (ADL) impairment [9-12]. However,
cross-sectional studies will not necessarily give the same results as longitudinal
studies. Therefore, we cannot draw conclusions whether the variables associated
with a QOL measure in cross-sectional studies can predict the QOL for PWD in
the future to come.

Only a few longitudinal studies have examined how QOL change over time
among PWD [3,13—-15]. In a two year follow-up study of PWD in a long-term
care facility Lyketsos et al. found that QOL decreased, but no association between
change in QOL and behavioral disturbance, activities of daily living (ADL),
cognition or depressive symptoms was found [3]. The only variable significantly
associated with a change in QOL, was the baseline QOL score of the patients. Even
thought Lyketsos and coworkers found a small but significant decreases in QOL,
about half the participants had unchanged or improved QOL after 2 years [3]. Ina
20 month follow-up study of PWD in long-term care facilities, Castro-Monteiro
and colleagues found that QOL decreased in more than 50% of the patients.
Baseline scores of QOL and number of chronic problems were associated with
change in QOL [15]. Selwood and colleagues studied QOL by self-rating in 40
hospitalized persons with dementia in a follow-up study of 13 months. Like
Lyketsos and coworkers they found that the only predictor of QOL at follow-up
was the baseline QOL. In the Selwood-study almost 45% had unchanged QOL at
follow-up and 27% had improved QOL at follow-up [14]. Hoe et al studied PWD
residing in care homes in a 20 weeks follow-up study. They reported a decrease in
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patient-rated QOL in 38.6% of the patients. In this study both patient- and staff-
reported QOL were recorded. For the patient-rated QOL they found that a change
in QOL was significantly associated with the baseline anxiety and baseline QOL
ratings and changes during follow-up in depression, anxiety, cognition, behavior
and dependency. Reduced staff-rated QOL was significantly associated with

increased dependency, cognitive decline and increased behavioral problems [13].

It is difficult to know whether the place of living makes an impact on QOL. A
recent cross-sectional study on QOL in PWD in eight European countries, did not
find any differences in QOL between home-dwelling and institutionalized PWD
[16]. In this review the presence of depressive symptoms was in most studies
associated with lower QOL.

It is difficult to measure the effect of psychotropic drugs on QOL, as
psychotropic drugs usually are prescribed because of NPS, assumed to be
associated with QOL. Few studies have examined the relationship between use of
psychotropic medications and QOL in PWD. One would assume that the use of
psychotropic drugs reducing the NPS, would enhance the QOL of PWD. On the
other hand, use of psychotropic drugs, especially antipsychotics could have side-
effects which can reduce QOL [10, 17].

The four longitudinal studies referred to have used different scales to measure
QOL and different sources to obtain information of QOL. None of them have
used the quality of life in late stage of dementia scale (QUALID). Further, none
have examined the importance of living arrangement in the nursing home. We
wanted to use such information in our analyses to prove the robustness of prior
studies.

Thus, the aim of this study was to test the following hypothesis: a change in
QOL as measured by the QUALID scale and its subscales is associated with the
baseline QOL scores, NPS, use of psychotropic drugs, degree of dementia and
impairment in activities in daily living, but not with gender and age.

Method

Design

This is a 10 months follow-up study of PWD in NH. The data was collected to
conduct a cluster randomized controlled trial (RCT) aiming to evaluate the effect
of two different methods on how to implement person centered care (PCC) in
Norwegian NH [18]. The interventions were implementation of Dementia care
mapping in one group of NH and the VIPS practice model in the other group of
NH. The patients included in the present study were those randomized to the
control group of the RCT, and they received care as usual. In addition, all NH
received a DVD with lectures on dementia. In the control group, 10 of 13 units
did not use the DVD.
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Participants

We included PWD that were permanent residents in NH, had lived there for at
least four weeks and were not terminally ill. All 51 NH in Oslo, Norway with more
than 30 beds were invited to participate. Of them 44 units in 16 nursing homes
with a total of 899 patients accepted the invitation. One nursing home dropped
out before randomization. From this patient sample 721 patients or their next-of-
kin consented to participate, and after assessment of dementia 665 patients were
included; 56 persons without dementia were excluded. Due to missing data in
four cases 661 patients with complete data were included in the analyses of the
study. The 661 included patients were randomized into three groups. The patients
included in the present study were randomized into the control-group of the
study, at baseline a total of 198 patients in five nursing homes. Of them 118
resided in regular nursing home units (RU), whereas 80 lived in special care units
(SCU) for PWD.

Data collection

A standardized interview was used to collect the data. Baseline data was collected
in January 2011 and follow-up data in November/December the same year.
Research assistants, who were trained in a one day course, collected the data. Most
of them had used the instruments of the present study in earlier studies or in daily
clinical practice. They collected data from the patients’ NH records and
interviewed the patients’ primary nurses, who were either registered nurses or
auxiliary nurses. The project leaders of the study were available during the data
collection and could be consulted at any time.

The variables
The following standardized evaluation scales were applied:

To rate quality of life the Norwegian version of the QUALID scale was used.
This is a proxy rated scale used for measuring QOL in persons with moderate and
severe dementia. The scale is developed by Weiner and coworkers [19] and
consists of 11 items, each tapping an observable type of behavior. Each item is
scored between 1 and 5. Thus, the minimum score is 11, which indicates high
QOL and the maximum score is 55, which indicates poor QOL. The scale has a
good inter-rater reliability and has an acceptable level of internal consistency
reliability [19, 20]. It has been validated and tested in Norwegian NH patients and
is found to be reliable in this population [9,21]. According to a principle
component analysis the scale has been found to consist of three factors, which can
be represented by three subscales; fension (the items: physically uncomfortable,
verbalization suggests discomfort, irritable and appears calm, minimum score 4,
maximum score 20), sadness (the items: cries, appears sad and facial expression of
discomfort, minimum score 3, maximum score 15) and wellbeing (the items:
smiles, enjoys eating, enjoys social interaction and enjoys touching/being touched,
minimum score 4, maximum score 20) [20,22].
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The clinical dementia rating scale (CDR) was used to rate severity of dementia
[23]. The scale consist of six items, and can be used as a categorical variable (0=
no dementia, 0.5= possible dementia, 1= mild dementia, 2= moderate dementia,
3= severe dementia) or as a continuous variable by using the sum of boxes, with
scores from 0= no dementia, to 18= severe dementia. The two scoring systems
correlate strongly [24]. The present study used the sum of boxes in the analysis.

The Physical self maintenance scale (PSMS) was used to evaluate the patients’
abilities to perform basic activities in daily living [25]. The scale evaluates six
different areas (ability to go to the toilet, to eat, to dress, to wash, to walk and to
bath), where lower scores indicate better functioning. The scale is a continuous
variable with scores ranging from 6 (best) to 30 (worst) [25]. The scale has been
used in several large Norwegian NH studies [26-28].

The Neuropsychiatric inventory questionnaire with 10 items (NPI-10-Q) was
used to assess the severity of behavioral and neuropsychiatric symptoms common
in dementia [29,30]. Each symptom is rated as not present =0 or present =1. If
the symptom is present, the rater will assess severity of the symptom as 1= mild,
2= moderate and 3= severe. Minimum score is 0 and maximum score is 30. I
higher score denotes more sever NPS.

The patients general medical health was rated with a four-point global scale,
and we used the following ratings: good health =1, fair health =2, poor health
=3, very poor health =4, taking into account each patient’s number of general
medical conditions, the severity of those conditions and the use of medication.
This instrument is reliable used as a continuous scale [31]. In the study by
Lyketsos et al. the ratings were coded the other way around as compared to what
we did.

Gender, age, the use of medications and time of stay in the ward were collected
from the patient s’ records.

Diagnosis of dementia

Two experienced geriatric psychiatrists independently used all information from
the collected data and the patients’ NH records to make a dementia diagnoses
according to ICD-10. The final diagnoses were made in consensus.

Dementia due to Alzheimer’s disease (AD), vascular dementia (VaD), mixed
dementia of AD and VaD, dementia due to Parkinson’s disease and unspecified
dementia (UD) were diagnosed in accordance with the criteria for research of
ICD-10 [32]. To diagnose Frontal lobe dementia (FLD) the Manchester-Lund
criteria was used [33] and for Lewy body dementia (LBD) the revised consensus
criteria was applied [34].

Ethics statement

Written information was given to the patients and their next-of-kin. The
physician and the head nurse of the NH determined whether the patient was
competent to give informed consent. When competent, the patient gave written
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informed consent. For patients lacking ability to give informed consent, the next-
of-kin was given the opportunity to decline participation on behalf of the patient
based on written information, hence next-of-kin did not provide written consent
for participation. The consent procedure was as instructed by the Regional
Committee for medical and health research Ethics in South-East Norway. The
study and the consent procedure were approved by the Regional Committee for
medical and health research Ethics in South-East Norway.

Statistics

Data were analyzed using the SPSS (statistical program for social science) package,
version 19. Distribution of each variable was examined by inspecting histograms,
Q-Q and box plots. The Mann-Whitney U-test or the Kruskal-Wallis test was used
to test for differences between groups (demographics). Paired sample t-test was

used to compare the mean scores on the rating scales between baseline and follow-
up.

We checked for inter correlations between the variables, using Spearman’s rho.
No variables except the QUALID total score and the QUALID subscale scores
correlated above 0.5.

After the preliminary analysis showing the distribution of the data and changes
in QUALID score between baseline and follow-up (10 month follow-up -
baseline), an unadjusted analysis of the associations between changes of QUALID
and various patient variables at baseline were performed. Thereafter, we
constructed four linear regression analyses using the change in scores (the follow-
up score subtracting the baseline score) of the total QUALID score and each of the
three QUALID subscales scores as the dependent variables. As independent
variables we used the items from the unadjusted analyses that were associated with
the four dependent variables with a p-value <0.2. Age, gender and the baseline
total QUALID and subscale scores were included in all analyses.

As a second step we conducted another set of four regression analyses using the
same dependent variables. As independent variables we used the changes of the
scores of the NPI-10-Q, the CDR, the PSMS and use of psychotropic drugs. Age,
gender and the baseline total QUALID and subscale scores were also included in
these four analyses. We applied both the enter and the backward method in the
regression analyses. The results were almost identical and we decided to report the
results of the backward method.

As we have data on two levels we considered to use multilevel analysis when
performing regression analyses. We therefore checked for cluster effect between
the units and calculated the intraclass correlation coefficient (ICC). If the ICC is
5% or higher multilevel analyses should be done to adjust for cluster effect [35].
Otherwise a one-level model can be used. As ICC was only 2.28% we did a one-
level model.
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Results

At baseline we included 198 patients with dementia, mean age of 87 (s.d. 7.7)
years, 156 (79%) were women. At 10 months follow-up 143 patients still resided
in NH. Their mean age was 87.2 (s.d. 7.9) years, 116 (81.7%) were women. Nine
persons had moved from NH and 46 were dead. The 46 patients who died before
follow-up, differed from the baseline patient group as they were older (p-value
0.036), had more severe dementia (p-value 0.002), worse general medical health
(p-value 0.001), being of male gender (p-value 0.002) and more impaired in ADL
(p-value 0.010).

At baseline 49 (24.7%) persons had dementia of mild degree as rated by CDR
(CDR 1), 73 (37%) had dementia of moderate degree (CDR 2), whereas 76 (38%)
had dementia of severe degree (CDR 3). At follow-up 23 (16.1%) persons were in
the CDR 1-group, 57 (39.9%) in CDR 2-group and 63 (44.1%) in the CDR 3-
group. In the SCU a larger proportion of patients had moderate and severe
dementia (85%) compared to those in the RU (68.7%) (chi-square test, p-value
0.022). There were no differences in gender, age, PSMS scores or NPI-10-Q scores
between persons living in RU or SCU.

Table 1 presents the mean total QUALID scores for various baseline variables.
We found statistically significant differences in QUALID scores between the
degrees of dementia, the levels of general physical health, the numbers of
neuropsychiatric symptoms, levels of impairment in activities in daily living and
whether or not the patients used antipsychotic drugs. Table 2 presents the mean
QUALID scores at baseline and follow-up, and in addition the mean changes in
scores. Table 2 also presents the proportion of patients that had improved,
unchanged or worse score on the total QUALID and the three QUALID subscales.
All QUALID scores were significantly higher at follow-up, meaning that qol
worsened. Table 3 presents the mean changes in scores between follow-up and
baseline regarding the same variables as table 1. For the QUALID total score, only
number of NPS and use of anxiolytics were significantly different between follow-
up and baseline. For the wellbeing subscale no variables differed between follow-
up and baseline. For the sadness subscale, only number of neuropsychiatric
symptoms differed between follow-up and baseline. And for the tension subscale,
only degree of dementia and use of anxiolytics differed between follow-up and
baseline. Table 4 presents changes in scores on NPI-10-Q, PSMS and CDR
between baseline and follow-up (follow-up score subtracting the baseline score).

The results of the first four multiple linear regression analyses resulted in few
significant associations and low explained variance.

For change in total QUALID score we included baseline total QUALID score,
age, gender, general physical health, number of NPS and use of anxiolytics. Only
the variable “baseline total QUALID score” was significantly associated with the
change in QUALID score (beta —.447, p-value.000, explained variance 19.4%).
This means a lower baseline score gave a larger change.

For change in the tension subscale score we included baseline tension score, age,
gender, general somatic health, use of anxiolytics and CDR score. The tension
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Table 1. Baseline characteristics of the 198 patients and QUALID scores of various subgroups of the patients.

Baseline characteristics p-value

Gender Men (n=42) 20.1 (6.5) 5922
Women (n=156) 20.8 (7.1)

Age, years <79 (n=30) 23.2 (6.9) 137°
80-84 (n=30) 19.5 (5.4)
85-89 (n=>55) 20.1 (7.1)
90+ (n=83) 20.5 (7.3)

General medical health Good (n=31) 18.6 (6.3) .034°
Fair (n=101) 19.9 (6.2)
Poor (n=53) 22.5 (8.2)
Very poor (n=13) 23.4 (7.0)

Type of dementia Alzheimer's dementia (n= 94) 21.3 (7.4) 2442
Other dementias (n=104) 20.0 (6.5)

CDR score 1 (n=49) 18.6 (6.3) .000°
2 (n=73) 19.0 (6.0)
3(n=76) 23.6 (7.4)

PSMS score 6-13 (n=54) 17.9 (5.1) .000°
14-17 (n=41) 19.1 (5.9)
18-21 (n=53) 21.6 (7.1)
22-30 (n=50) 23.8 (8.1)

NPI-Q-10 number of symptoms 0-1 symptoms (n=69) 16.3 (5.0) .000°
2-3 symptoms (n=71) 20.9 (6.2)
4-9 symptoms (n=58) 25.5 (6.8)

Number of psychotropic drugs on daily basis 0-2 n=185 20.5 (6.9) 5672
3-9n=13 22.2 (8.6)

Sedatives No (n=165) 20.6 (7.0) .856%
Yes (n=33) 20.8 (7.0)

Antipsychotics No (n=169) 20.2 (6.8) .0272
Yes (n=29) 23.4 (7.6)

Anxiolytics No (n=165) 20.3 (6.9) .0592
Yes (n=33) 225 (7.0)

Antidepressants No (n =134) 20.7 (6.8) .608%
Yes (n =64) 20.5 (7.5)

Antidementia No (n=182) 20.8 (7.0) 1307
Yes (n=16) 18.3 (5.9)

Type of ward RU (n =118) 20.3 (7.4) 1407
SCU (n =80) 21.2 (6.3)

Time in ward <=6 months (n=35) 18.5 (5.7) .0592
>6 months (n=163) 211 (7.2)

aMann-Whitney U-test, PKruskal-Wallis test, CDOR= Clinical Dementia Rating, PSMS= Physical Self Maintenance Scale, NPI-Q-10= Neuropsychiatric
Inventory Questionnaire, 10 items, RU= regular unit, SCU= special care unit.

doi:10.1371/journal.pone.0115248.t001
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Table 2. The total QUALID score and the subscale QUALID scores at baseline and 10 months follow-up for the patients with observations at both time

periods (N=143).

Baseline 10 months Mean Improvement 2 points | A change of 0 or 1 | Worsening 2 points or
scores scores change or more point more

QUALID score (s.d.) 20.6 (7.0)

Wellbeing score 7.4 (2.7)
(s.d.)

Sadness score 5.6 (2.8)
(s.d.)

Tension score (s.d) 7.2 (3.5)

22.9 (7.4) 2.8 (7.4) 44 (30.8%) 21 (14.7%) 78 (54.6%)
8.5 (3.0) 0.9(2.9)  .000 31 (21.7%) 48 (33.6%) 64 (44.8%)
6.2 (3.2) 07(33)  .007 28 (19.6%) 62 (43.4%) 53 (37.1%)
8.2(3.8) 11 (4.0)  .001 28 (19.6%) 51 (35.7%) 64 (44.8%)

doi:10.1371/journal.pone.0115248.t002

baseline score (beta —.454, p-value.000) and CDR score (beta —.159, p-value.033)
were significantly associated with the change of the tension score (explained
variance 24.5%) This means a lower baseline tension score and a lower baseline
CDR gave a larger change at 10 months.

For change in the wellbeing subscale score we included baseline wellbeing score,
age, gender and anti-dementia medication. The baseline wellbeing score was the
only significant variable (beta —.445, p-value 0.000, explained variance 19.4%)
This means a lower baseline score gave a larger change.

For change in the sadness subscale score we included baseline sadness score, age
and gender, type of ward, number of NPS and use of anxiolytics. The baseline
sadness score (beta —.486, p-value.000) and type of ward (beta —.125, p-value
0.029) were of significance (explained variance 22.7%). Again, a lower baseline
score gave a larger change, and PWD living in SCU had more deterioration of
QOL as compared to the PWD in RU.

The second set of multiple regression analyses using changes in the scores of the
NPI-10-Q, CDR and PSMS in addition to the baseline scores of the total QUALID
and the baseline subscale scores, use of psychotropic drugs, age and gender as
independent variables, are presented in table 5. Using the changes in scores of the
variables gave a larger explained variance for each of the QUALID scores (both
total and subscales).

Discussion

Our hypothesis was partly confirmed. Both the first and second set of regression
analyses found that changes in QOL after 10 months as measured by the QUALID
scale and its subscales were associated with the baseline scores for the total
QUALID and the three subscales (see text in the results section and table 5). A
lower score at baseline (better QOL) was associated with worsening at 10 months.
Age, gender and general somatic health were not associated with a change in QOL.
The results of both sets of linear regression analysis (referred to in the text and
table 5), shows that the baseline total QUALID score and the subscale scores are
all negatively associated with the changes in scores between baseline and 10
months follow-up. This means that a lower baseline score (indicating better
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Table 3. Changes in mean scores, total, wellbeing, sadness and tension QUALID scores, between baseline and follow-up (follow-up — baseline) for various
patient characteristics.

QUALID total Wellbeing p- Sadness Tension
score score value | score score

Gender Men (n=26) 3.2 (8.0) 4552 0.5 (2.8) 6607 0.6 (2.9) 9222 2.0 (4.6) 0872
Women (n=117) 2.7 (7.3) 1.0 (3.0) 0.8 (3.3) 0.9 (3.8)
Age, years <79 (n=24) 2.2 (8.4) 790°  1.5(3.5) 665° 0.4 (4.0) 899° 0.3 (4.2) .259°
80-84 (n=24) 3.7 (7.5) 1.1 (2.5) 0.8 (3.6) 1.8 (4.5)
85-89 (n=38) 2.3 (7.6) 0.9 (2.8) 1.1 (3.2) 0.4 (3.6)
90+ (n=57) 3.1 (6.9) 0.7 (3.0) 0.7 (2.8) 1.7 (3.6)
General medical health Good (n=25) 14 (6.7) 116° 0.6 (2.7) 653° 0.2 (3.7) 239° 0.6 (3.5) 139°
Fair (n=81) 3.8 (7.5) 1.2 (2.9) 1.1 (3.0) 1.6 (4.2)
Poor (n=31) 0.7 (7.3) 0.7 (3.0) -.1(34) 0.1 (3.6)
Very poor (n=6) 5.5 (8.6) 0.5 (3.6) 2.5(3.7) 2.5 (3.4)
Type of dementia Alzheimer's disease 2.5 (8.2) .8312 1.0 (3.2) .948a 0.8 (3.9) 770 0.7 (3.8) 2512
(n=63)
Other dementia 3.1(6.8) 0.9 (2.7) 0.7 (2.7) 1.5 (4.1)
(n=80)
CDR score 1 (n=40) 3.6 (6.4) 493> 0.7 (2.9) 845° 0.7 (2.4) 810° 22(3.9) .033°
2 (n=57) 3.3 (7.6) 1.2 (2.8) 0.6 (3.5) 1.4 (3.8)
3 (n=46) 1.6 (8.0) 0.8 (3.1) 0.9 (3.7) —-.2(3.9)
PSMS score 6-13 (n=41) 2.5(6.1) 566° 0.7 (2.4) 603> 0.5 (3.1) 921° 1.3 (3.7) .581°
14-17 (n=33) 4.4 (7.8) 1.8 (3.3) 0.7 (3.0) 1.9 (3.6)
18-21 (n=42) 2.4 (7.8) 0.9 (2.9) 0.9 (3.2) 0.6 (4.5)
22-30 (n=27) 2.1 (8.3) 0.4 (3.2) 0.9 (3.9) 0.7 (3.9)
NPI-Q-10 number of 0-1 symptoms 4.9 (6.4) 042> 1.3 (3.1) 384> 17 (25) 009° 1.6 (3.2) .376°
symptoms (n=56)
2-3 symptoms 1.9 (7.7) 0.5 (2.7) 0.6 (3.3) 0.8 (4.5)
(n=48)
4-9 symptoms 1.1 (7.8) 0.9 (2.9) -4 @3.7) 0.5 (4.1)
(n=39)
Number of psychotropic 0-2 (n=136) 2.7 (7.4) 5432 0.9 (2.9) 9922 0.7 (3.3) 4152 1.1 (4.0) 2952
drugs on daily basis
3-9 (n=7) 4.5 (7.1) 0.7 (3.0) 2.3 (3.3) 2.6 (2.9)
Sedatives No (n=122) 2.7 (7.6) 607% 0.9 (3.0) 9477 0.7 (3.2) 720° 1.1 (4.1) 5382
Yes (n=21) 3.7 (6.4) 1.0 (2.4) 1.1 (3.6) 1.6 (3.2)
Antipsychotics No (n=117) 2.9 (7.5) 8942 0.9 (3.0) 9437 0.7 (3.3) 8422 1.2 (3.8) .9962
Yes (n=26) 2.6 (7.3) 0.9 (2.9) 0.8 (3.2) 0.8 (4.5)
Anxiolytics No (n=119) 3.5 (7.6) 0222 1.0 (3.0) .508% 1.0 (3.3) 060 1.5 (4.0) 0192
Yes (n=24) —.33 (5.8) 0.6 (2.5) —.3(3.1) —.5(3.6)
Antidepressants No (n=93) 2.5(6.8) 349° 0.8 (2.8) 6672 0.8 (3.2) 9182  1.0(3.8) .346%
Yes (n=50) 3.4 (8.5) 1.2 (3.1) 0.7 (3.4) 1.4 (4.3)
Antidementia No (n=131) 2.8 (7.5) 9912 1.0 (3.0) 1522 0.7 (3.2) 3587 1.1 (4.0) 8692
Yes (n=12) 2.9 (6.3) 0.0 (1.7) 1.6 (3.6) 1.3 (3.2)
Type of ward RU (n=88) 2.6 (7.4) 484% 0.8 (3.0) 423% 0.5 (3.0) 1897 1.3 (4.1) 8762
SCU (n=55) 3.1 (7.4) 1.1 (2.7) 1.1 (3.7) 0.9 (3.8)

PLOS ONE | DOI:10.1371/journal.pone.0115248 December 18, 2014 10/17



@'PLOS | ONE

Change in Quality of Life in Dementia

Table 3. Cont.
QUALID total p- Wellbeing p- Sadness p- Tension p-
score value | score value | score value | score value
Time in ward <=6 months (n=24) 3.4 (6.9) .957% 0.6 (2.3) .532% 1.3 (3.4) 6717 1.6 (3.3) .8372
>6 months (n=119) 2.7 (7.5) 1.0 (3.0) 0.6 (3.2) 1.1 (4.1)

aMann-Whitney U-test, PKruskal-Wallis test, (N=143).

doi:10.1371/journal.pone.0115248.t003

QOL), results in a larger change of QOL (indicating a worsening of QOL) after 10
months. This is not unexpected and is in line with results from other studies that
have reported a reduction in QOL over time [3, 13, 15,36]. Hoe and colleagues
and Vogel and colleagues also found that a well preserved quality of life at
baseline, would predict reduction in QOL over time [13,36]. However, we
observe in table 2 that almost half of the patients (45.5%) had unchanged or
improved QOL after 10 months. This is also similar to the results of prior
longitudinal studies [3, 14].

The second set of regression analyses (table 5) investigating variables associated
with change in QOL revealed that change in severity of NPI-10-Q score was
significantly associated with change in QOL. The baseline score of the NPI-Q-10
was on the other hand not associated with a change in QOL (first set of analyses).
This indicates that an increase in the severity of neuropsychiatric symptoms will
lead to decreased QOL, but also that we cannot predict the future QOL by
considering the NPI score at baseline. The result is not unexpected, as both
longitudinal studies [13, 17] and cross-sectional studies have found neuropsy-
chiatric symptoms to be associated with reduced QOL [7, 10,12,37]. Worsening
of NPS can be caused by the progression of dementia [38]. However, the
progression of dementia can hardly be the only explanation for the association
between worsening of QOL and worsening of NPS over time, as the CDR score
did not influence the change of the total QUALID score during follow-up. NPS,
maybe especially agitation, might also be understood as communication, and
hence, we should try to understand what it is PWD are trying to communicate, to
increase wellbeing and reduce depression and agitation [18].

As seen in table 5, the independent variables associated with change in the
sadness subscale, change in NPI score (beta .404) and the sadness baseline score
(beta —.438) explained 38.8% of the variance. Again, a lower baseline score gave a
larger change. We have argued elsewhere that the sadness subscale holds signs of

Table 4. Change in scores on Neuropsychiatric Inventory-10 Questionnaire (NPI-Q -10), the Physical Self Maintenance Scale (PSMS) and the Clinical
Dementia Rating scale, sum of boxes (CDR), between baseline and 10 months follow-up (N=143).

NPI-Q-10 score, mean (s.d.) 4.6 (4.6) 6.1 (5.0) 1.4 (5.3)
PSMS score, mean (s.d.) 17.1 (4.9) 19.2 (4.2) 2.1 (3.6) .000
CDR sum, mean (s.d.) 12.2 (3.7) 13.3 (3.7) 1.1 (3.4) .000

doi:10.1371/journal.pone.0115248.t004
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Table 5. Variables associated with a change in QUALID scores (total and subscale scores).

Unadjusted analyses Adjusted analysis
T ——TT— LT e ]

Change in QUALID total score

Change in QUALID Wellbeing

Change in QUALID Sadness

Change in QUALID Tension

QUALID baseline score -.397 —.381

Change in NPI-Q-10 score 532 .000 421 .000
Anxiolytics at baseline -.192 .021 —.082 249
Change in PSMS score 170 .042 101 161
Adjusted R square 38.1%

Change in PSMS score 232 .005 185 .019
Wellbeing baseline score -.370 .000 -.370 .000
Change in NPI-Q-10 score .354 .000 .186 .017
Adjusted R square 25.3%

Change in NPI-Q-10 score 469 .000 404 .000
Sadness baseline score -.379 .000 —.438 .000
Adjusted R square 38.8%

Change in CDR score .239 .004 214 .003
Change in NPI-Q-10 score .391 .000 .270 .000
Tension baseline score —.358 .000 —.423 .000
Anxiolytics at baseline —.196 .019 —.026 .733
Change in PSMS score 73 .023 —.008 .924
Adjusted R square 34.6%

Linear regression analyses (backward method).

doi:10.1371/journal.pone.0115248.t005

depression (crying, appearing sad and facial expression of discomfort) [12]. As
shown in table 2, the sadness score was significantly worse after 10 months. This
was a bit surprising, as we by face validity of its items expected that the QUALID
sadness subscale score should be a measure of depression. Other studies have
found depression to be stable [39,40] or to decrease [38] through the course of
dementia. On the other hand, 63% of the PWD had no change or improved
sadness score at 10 months. This indicates that a smaller group of PWD, in this
case 37% of all, had a larger worsening in the QUALID sadness score. In the first
set of regression analysis, the change in the sadness subscale was associated with
type of ward. Living in a SCU in a NH was associated with a larger change in the
sadness subscale. This was a bit unexpected, because the SCUs are specially
designed for PWD in order to improve QOL of the patients. A possible
explanation of the association may be that PWD living in SCU in the present
study were more cognitively impaired, than those living in RU. The study by
Abrahamson and colleagues also found mood-scores to be lower in SCU than in
regular units [41,42].

A change in the tension subscale score was associated with both the baseline
CDR score (reported in the text) and the changed score of CDR (table 5), and as
already reported, the baseline tension score. Level of cognitive impairment is
found to be associated with QOL in other studies using proxy-based information
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[13,36]. However, the results from other studies are for the total scores of QOL,
and not for subscale scores like the tension subscale.

In the unadjusted analysis we found that impairment in ADL was associated
with the change in the total QUALID score, the tension score and the wellbeing
score. But except for the change in the wellbeing score, this association disappears
in the adjusted analysis. As seen in table 5, change in the wellbeing score was
associated with a change in ADL (beta .185). A lower baseline wellbeing score
(indicating better QOL) and increased dependency in ADL gave a larger change,
meaning worse QOL. This is similar to the results of Barca and colleagues’ cross-
sectional study, which found that impairment in ADL was associated with the
“comfort subscale” [9]. Hoe and colleagues also found increased dependency to
be associated with change in QOL [13]. However, their result is not especially
related to wellbeing.

As can be seen in table 1, presenting baseline results of all 198 patients there is a
significant difference in the total QUALID score between the persons using and
those not using antipsychotics. This difference disappears when we analyzed the
same difference among those who resided in NH after 10 months (table 3),
indicating that the PWD having worse QOL and using antipsychotics were among
those who died during follow-up. However, we found an association between the
use of anxiolytics and a change in total QUALID and tension subscale scores, and
an almost significant association for the change in the sadness scores. In the
unadjusted analysis reported in table 5, the change in the total QUALID score and
the tension subscale score were associated with use of anxiolytics. In an earlier
cross-sectional study we also found that anxiolytics and antipsychotics were
associated with these two scores [12]. However, after controlling for the changes
in NPI-Q-10, CDR and ADL these associations vanished in the adjusted analysis.
Ven-Vakhteeva and colleagues studied the impact of use of psychotropic drugs,
antipsychotics in particular, on QOL [17]. Our results are in line with the results
of that study. After adjusting the analyses for a change of NPS the use of
psychotropic drugs was not significantly associated with QOL [17]. On the other
hand Ven-Vakhteeva and coworkers found an improvement of QOL in the
persons who discontinued the use of anxiolytics [17]. As findings from various
studies are contradictive we will suggest that the relationship between the use of
psychotropic drugs and QOL in PWD is still uncertain, and should be studied
further, because such a relationship could have important clinical implications.

Neither gender nor age was associated with change in QOL. These results are in
line with prior longitudinal studies [3, 17]. The review on QOL by Beerens, also
suggests there are no association between socio-demographics and QOL [4].

General somatic health was not associated with QOL, as measured by QUALID.
A few studies have shown QOL to be related to general physical health [43,44].
Our negative results regarding such an association could indicate that the
QUALID scale is an inadequate tool to measure QOL in physically ill elderly
people, and is a dementia specific scale.

The explained variance in the first set of analyses was about 20%. By including
the change in scores on the various assessment scales the explained variance
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increased, indicating that the associations shown in table 5 between the
independent variables and the outcome variables have a stronger explanatory
power than the regression analyses described in the text. Still, for the wellbeing
subscale the explained variance only increased to 25%, indicating that wellbeing is
not well explained by the variables included in this study. A review by Bjerklef and
colleagues on coping and depression, concludes that coping style and resources of
the person are associated with fewer symptoms of depression [45]. Wellbeing
might also be influenced by coping and life expectation in the PWD, and frailty in
the PWD might direct the staffs attention towards physical care, instead of
focusing on how to increase happiness and wellbeing in PWD through for
instance individualized activities [46].

The baseline QUALID scores had a strong influence on the change in QOL in
the regression analysis. This might be a result of regression to the mean even
though we controlled for other variables.

As many of the PWD included in this study have unchanged or even improved
QOL at 10 months (45.5%), this may reflect on the subjective nature of QOL.
Many people adapt to situations of living with chronic diseases, and this might
even be possible in situations like moving into and living in NH. The subjective
nature of QOL, the use of proxy data and of different evaluation scales might
cause the different results that we see in various studies. As there is no agreement
on what QOL is, how to best measure QOL in PWD and what dimensions should
be included in a measurement [2,47,48], it is difficult to find the exact nature of
and variables associated to QOL.

Limitations and Strengths

A limitation of the study is related to the fact that our data is based on proxy
reports. Hence, we do not know if it truly reflects the QOL of PWD. The staff
evaluation of QOL in PWD might be biased by their own expectations in life and
their view on dementia. Also, the staff might have been biased by watching the
DVD they received. Another limitation is the relatively small number of
participants. A strength of the study is the use of validated scales, the longitudinal
design, and to the best of our knowledge, the first study examining changes in the
QUALID subscales. We claim these results add new information about QOL of
PWD residing in NH.

Conclusion

The results of the study implies that a lower baseline score (indicating better
QOL) as measured with the QUALID scale results in a larger change towards
deterioration in QOL over time. Change in QOL is mostly associated with the
change in NPS. However, in almost 50% of the patients QUALID score did not
deteriorate.
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@'PLOS | ONE

Change in Quality of Life in Dementia

Author Contributions

Conceived and designed the experiments: MM KE MK JR AMR. Performed the
experiments: MM JR AMR. Analyzed the data: MM KE. Contributed reagents/
materials/analysis tools: MM AMR JR KE. Wrote the paper: MM JR AMR MK KE.

References

1.

10.

1.

12.

13.

14.

15.

16.

17.

Moyle W, O’Dwyer S (2012) Quality of life in people living with dementia in nursing homes. Curr Opin
Psychiatry 25: 480-484.

Rabins P, Black B (2007) Measuring quality of life in dementia: purposes, goals, challenges and
progress. Int Psychogeriatr 19: 401-407.

Lyketsos CG, Gonzales-Salvador T, Chin JJ, Baker A, Black B, et al. (2003) A follow-up study of
change in quality of life among persons with dementia residing in a long-term care facility. Int J Geriatr
Psychiatry 18: 275-281.

Beerens HC, Zwakhalen SM, Verbeek H, Ruwaard D, Hamers JP (2013) Factors associated with
quality of life of people with dementia in long-term care facilities: A systematic review. Int J Nurs Stud 50:
1259-1270.

Banerjee S, Samsi K, Petrie CD, Alvir J, Treglia M, et al. (2009) What do we know about quality of life
in dementia? A review of the emerging evidence on the predictive and explanatory value of disease
spesific measures of health related quality of life in people with dementia. Int J Geriatr Psychiatry 25:
15-24.

Gerritsen DL, Jongenelis K, Steverink N, Ooms ME, Ribbe MW (2005) Down and drowsy? Do
apathetic nursing home residents experience low quality of life? Aging Ment Health 9: 135-141.

Nakanishi K, Hanihara T, Mutai H, Nakaaki S (2011) Evaluating the quality of life of people with
dementia in residential care facilities. Dement Geriatr Cogn Disord 32: 39—-44.

Yeager CA, Hyer L (2008) Apathy in dementia: relations with depression, functional competence, and
quality of life. Psychol Rep 102: 718-722.

Barca ML, Engedal K, Laks J, Selbaek G (2011) Quality of Life among Elderly Patients with Dementia
in Institutions. Dement Geriatr Cogn Disord 31: 435-442.

Wetzels RB, Zuidema SU, de Jonghe JF, Verhey FR, Koopmans RT (2010) Determinants of quality of
life in nursing home residents with dementia. Dement Geriatr Cogn Disord 29: 189-197.

Leon-Salas B, Olazaran J, Cruz-Orduna |, Aguera-Ortiz L, Dobato JL, et al. (2013) Quality of life
(QoL) in community-dwelling and institutionalized Alzheimer’s disease (AD) patients. Arch Gerontol
Geriatr 57: 257-262.

Mjorud M, Kirkevold M, Rosvik J, Selbaek G, Engedal K (2014) Variables associated to quality of life
among nursing home patients with dementia. Aging Ment Health: 1-9.

Hoe J, Hancock G, Livingston G, Woods B, Challis D, et al. (2009) Changes in the quality of life of
people with dementia living in care homes. Alzheimer Dis Assoc Disord 23: 285-290.

Selwood A, Thorgrimsen L, Orrell M (2005) Quality of life in dementia—a one-year follow-up study.
Int J Geriatr Psychiatry 20: 232-237.

Castro-Monteiro E, Forjaz MJ, Ayala A, Rodriguez-Blazquez C, Fernandez-Mayoralas G, et al.
(2014) Change and predictors of quality of life in institutionalized older adults with dementia. Qual Life
Res.

Beerens HC, Sutcliffe C, Renom-Guiteras A, Soto ME, Suhonen R, et al. (2014) Quality of life and
quality of care for people with dementia receiving long term institutional care or professional home care:
the European RightTimePlaceCare study. J Am Med Dir Assoc 15: 54-61.

van de Ven-Vakhteeva J, Bor H, Wetzels RB, Koopmans RT, Zuidema SU (2013) The impact of
antipsychotics and neuropsychiatric symptoms on the quality of life of people with dementia living in
nursing homes. Int J Geriatr Psychiatry 28: 530-538.

PLOS ONE | DOI:10.1371/journal.pone.0115248 December 18, 2014 15 /17



@'PLOS | ONE

Change in Quality of Life in Dementia

18.

19.

20.

21.

22,

23.

24,

25,

26.

27.

28.

29,

30.

31.

32,

33.

34.

35.

36.

37.

38.

Rokstad AM, Rosvik J, Kirkevold O, Selbaek G, Saltyte Benth J, et al. (2013) The Effect of Person-
Centred Dementia Care to Prevent Agitation and Other Neuropsychiatric Symptoms and Enhance
Quality of Life in Nursing Home Patients: A 10-Month Randomized Controlled Trial. Dement Geriatr
Cogn Disord 36: 340-353.

Weiner MF, Martin-Cook K, Svetlik DA, Saine K, Foster B, et al. (2000) The Quality of life in Late-
stage dementia (QUALID) scale. J Am Med Dir Assoc: 114-116.

Garre-Olmo J, Planas-Pujol X, Lopez-Pousa S, Weiner MF, Turon-Estrada A, et al. (2010) Cross-
cultural adaptation and psychometric validation of a Spanish version of the Quality of Life in Late-Stage
Dementia Scale. Qual Life Res 19: 445-453.

Raen |, Selbaek G, Lerdal A (2009) The reliability and validity of the Norwegian version of the Quality of
life in Late-stage Dementia (QUALID) scale. International psychogeriatric association. Montreal,
Canada.

Mjorud M, Kirkevold M, Rosvik J, Engedal K (2014) Principal component analysis of the Norwegian
version of the quality of life in late stage dementia (QUALID) scale. Dementia Geriatric Cognitive
disorders 37: 265-275.

Hughes CP, Berg L, Danziger WL, Coben LA, Martin RL (1982) A new clinical scale for the staging of
dementia. Br J Psychiatry 140: 566-572.

O’Bryant SE, Waring SC, Cullum CM, Hall J, Lacritz L, et al. (2008) Staging dementia using Clinical
Dementia Rating Scale Sum of Boxes scores: a Texas Alzheimer’s research consortium study. Arch
Neurol 65: 1091-1095.

Lawton MP, Brody EM (1969) Assessment of older people: self-maintaining and instrumental activities
of daily living. Gerontologist 9: 179-186.

Barca ML, Selbaek G, Laks J, Engedal K (2008) The pattern of depressive symptoms and factor
analysis of the Cornell Scale among patients in Norwegian nursing homes. Int J Geriatr Psychiatry 23:
1058-1065.

Kirkevold @ (2005) Use of restraints in Norwegian nursing homes, focusing on persons with dementia.
Unipub AS: University of Oslo.

Selbaek G, Kirkevold O, Engedal K (2007) The prevalence of psychiatric symptoms and behavioural
disturbances and the use of psychotropic drugs in Norwegian nursing homes. Int J Geriatr Psychiatry
22: 843-849.

Cummings JL, Mega M, Gray K, Rosenberg-Thompson S, Carusi DA, et al. (1994) The
Neuropsychiatric Inventory: comprehensive assessment of psychopathology in dementia. Neurology
44: 2308-2314.

Kaufer DI, Cummings JL, Ketchel P, Smith V, MacMillan A, et al. (2000) Validation of the NPI-Q, a
brief clinical form of the Neuropsychiatric Inventory. J Neuropsychiatry Clin Neurosci 12: 233—-239.

Lyketsos CG, Steele C, Baker L, Galik E, Kopunek S, et al. (1997) Major and minor depression in
Alzheimer’s disease: prevalence and impact. J Neuropsychiatry Clin Neurosci 9: 556-561.

WHO (1993) The ICD-10 Classification of Mental and Behavioural Disorders: diagnostic criteria for
research. (Ed.) WHO, editor.

Neary D, Snowden JS, Gustafson L, Passant U, Stuss D, et al. (1998) Frontotemporal lobar
degeneration: a consensus on clinical diagnostic criteria. Neurology 51: 1546-1554.

McKeith IG, Dickson DW, Lowe J, Emre M, O’Brien JT, et al. (2005) Diagnosis and management of
dementia with Lewy bodies: third report of the DLB Consortium. Neurology 65: 1863—1872.

European social survey education net (Accessed 2014 november 25) http://essedunet.nsd.uib.no/cms/
topics/multilevel/ch3/1.html. http://essedunet.nsd.uib.no.

Vogel A, Bhattacharya S, Waldorff FB, Waldemar G (2012) Proxy-rated quality of life in Alzheimer’s
disease: a three-year longitudinal study. Int Psychogeriatr 24: 82—89.

Beer C, Flicker L, Horner B, Bretland N, Scherer S, et al. (2010) Factors associated with self and
informant ratings of the quality of life of people with dementia living in care facilities: a cross sectional
study. PLoS One 5: e15621.

Selbaek G, Engedal K, Benth JS, Bergh S (2013) The course of neuropsychiatric symptoms in
nursing-home patients with dementia over a 53-month follow-up period. Int Psychogeriatr: 1-11.

PLOS ONE | DOI:10.1371/journal.pone.0115248 December 18, 2014 16 /17


http://essedunet.nsd.uib.no/cms/topics/multilevel/ch3/1.html
http://essedunet.nsd.uib.no/cms/topics/multilevel/ch3/1.html
http://essedunet.nsd.uib.no

@'PLOS | ONE

Change in Quality of Life in Dementia

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

Barca ML, Engedal K, Laks J, Selbaek G (2010) A 12 months follow-up study of depression among
nursing-home patients in Norway. J Affect Disord 120: 141-148.

Verkaik R, Nuyen J, Schellevis F, Francke A (2007) The relationship between severity of Alzheimer’s
disease and prevalence of comorbid depressive symptoms and depression: a systematic review.
Int J Geriatr Psychiatry 22: 1063—1086.

Abrahamson K, Clark D, Perkins A, Arling G (2012) Does cognitive impairment influence quality of life
among nursing home residents? Gerontologist 52: 632—640.

Kok JS, Berg IJ, Scherder EJ (2013) Special Care Units and Traditional Care in Dementia:
Relationship with Behavior, Cognition, Functional Status and Quality of Life - A Review. Dement Geriatr
Cogn Dis Extra 3: 360-375.

Helvik AS, Engedal K, Selbaek G (2010) The quality of life and factors associated with it in the
medically hospitalised elderly. Aging Ment Health 14: 861-869.

Gonzalez-Velez AE, Forjaz MJ, Giraldez-Garcia C, Martin-Garcia S, Martinez-Martin P, et al. (2014)
Quality of life by proxy and mortality in institutionalized older adults with dementia. Geriatr Gerontol Int.

Bjorklof GH, Engedal K, Selbaek G, Kouwenhoven SE, Helvik AS (2013) Coping and depression in
old age: a literature review. Dement Geriatr Cogn Disord 35: 121-154.

Moyle W (2010) Is quality of life being compromised in people with dementia in long-term care?
Int J Older People Nurs 5: 245-252.

Moyle W, Murfield JE (2013) Health-related quality of life in older people with severe dementia:
challenges for measurement and management. Expert Rev Pharmacoecon Outcomes Res 13: 109-122.

Moyle W, Venturto L, Griffiths S, Grimbeek P, McAllister M, et al. (2011) Factors influencing quality of
life for people with dementia: a qualitative perspective. Aging Ment Health 15: 970-977.

PLOS ONE | DOI:10.1371/journal.pone.0115248 December 18, 2014 17 117



	Section_1
	Section_2
	Section_3
	Section_4
	Section_5
	Section_6
	Section_7
	Section_8
	Section_9
	Section_10
	Section_11
	Section_12
	Section_13
	Section_14
	TABLE_1
	Section_15
	TABLE_2
	TABLE_3
	TABLE_4
	TABLE_5
	Section_16
	Section_17
	Section_18
	Reference 1
	Reference 2
	Reference 3
	Reference 4
	Reference 5
	Reference 6
	Reference 7
	Reference 8
	Reference 9
	Reference 10
	Reference 11
	Reference 12
	Reference 13
	Reference 14
	Reference 15
	Reference 16
	Reference 17
	Reference 18
	Reference 19
	Reference 20
	Reference 21
	Reference 22
	Reference 23
	Reference 24
	Reference 25
	Reference 26
	Reference 27
	Reference 28
	Reference 29
	Reference 30
	Reference 31
	Reference 32
	Reference 33
	Reference 34
	Reference 35
	Reference 36
	Reference 37
	Reference 38
	Reference 39
	Reference 40
	Reference 41
	Reference 42
	Reference 43
	Reference 44
	Reference 45
	Reference 46
	Reference 47
	Reference 48

