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Introduction

A substantial part of the care for people with dementia is provided
by family caregivers.! Family caregivers of people with dementia,
on average, provide care for more years than caregivers of care
recipients with other diseases, and continue to assist the person
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Aim: To compare the Positive Experiences Scale (PES), Gain in Alzheimer Care INstrument
(GAIN) and Positive Aspects of Caregiving (PAC) in assessing positive caregiving experiences
among caregivers of nursing home residents with dementia, and to explore which caregiver
and care recipient characteristics relate to positive caregiving experiences.

Methods: A total of 63 caregivers (mean age 59.2 years; SD 11.8) of nursing home residents
with dementia from four Dutch nursing homes participated in this cross-sectional observa-
tional study. Internal consistency, convergent validity and user-friendliness (i.e. perception of
item relevance and comprehensibility, ease of use, missing items, and user preference) were
examined using Cronbach’s alpha’s, correlation coefficients and descriptive statistics,
respectively.

Results: The Cronbach’s alpha for the GAIN, PAC and PES was 0.90, 0.94 and 0.68,
respectively. The sum score of the PES showed a ceiling effect. Convergent validity was con-
firmed for all three instruments. The PES had the least missing data (mean number of missing
items 0.2, SD 0.5) and was preferred by 40% of the caregivers, followed by the GAIN (mean
number of missing items 0.6, SD 1.7, preferred by 11%). Positive caregiving experiences were
negatively associated with educational level (range —0.28 to —0.35). Only the PES correlated
positively with caregiver age (r = 0.25).

Conclusions: All three questionnaires can be used to assess positive caregiving experiences,
but the GAIN might be the most suitable questionnaire for caregivers of nursing home resi-
dents with dementia. Further research is necessary to examine generalizability of the findings.
Geriatr Gerontol Int 2021; 21: 636-643.

Keywords: caregivers, dementia, internal consistency, nursing homes, positive caregiving
experiences.

with dementia after nursing home admission.> Caregiver burden
does not necessarily decrease after nursing home admission.’
However, caregivers also report positive aspects of caregiving, such
as deriving a sense of personal accomplishment and gratification,
experiencing personal growth, improved relationships, and gaining a
renewed perspective in life.*® Positive caregiving experiences
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Positive caregiving experiences

(e.g. perceived benefits and gains) can increase caregivers’ well-being,”
and relate to lower caregiver burden and better mental health.*'°
Understanding factors associated with positive caregiving experiences
can help optimize interventions for caregivers.

To this end, a user-friendly, valid and reliable instrument to
assess positive caregiving experiences is essential. However, psy-
chometric properties and user-friendliness of the available instru-
ments are scarcely reported.”!! Also, the instruments have been
used primarily among caregivers of community-dwelling people
with dementia,'®12714

Most caregivers want to continue an active role in the care for
their relative after nursing home admission.'> As caregiving expe-
riences and responsibilities might differ in the nursing home
where family can visit and help to provide care, but are not the
primary care providers, it is important to also examine positive
caregiving experiences in the nursing home setting.

The present study examined whether the Positive Experiences
Scale (PES),'* Gain in Alzheimer Care INstrument (GAIN)! and
Positive Aspects of Caregiving measure (PAC)'? can be used to
measure positive caregiving experiences among family caregivers
of nursing home residents with dementia. The primary aim was
to compare the internal consistency, convergent validity and user-
friendliness (i.e. perception of item relevance and comprehensibil-
ity, ease of use, missing items, and user preference) of the ques-
tionnaires. A secondary aim was to explore if caregiver and care
recipient characteristics related to positive caregiving experiences.

Methods

In the present cross-sectional observational study, data were col-
lected in four Dutch nursing homes between June and August
2015. The study was reviewed by the Medical Ethics Review Com-
mittee of the VU University Medical Center as part of the
Namaste study (trial registration: NTRS5570)'® and deemed
exempt from the Medical Research Involving Human Subjects Act
(protocol number: 2015.191). The Namaste study'® consists of
three substudies: (i) the current study; (i) a cluster randomized
controlled trial to examine the effects of the Namaste Care Family
program on quality of life of nursing home residents with demen-
tia and on caregiving experiences; and (iii) a pilot study to examine
the feasibility of the program for community-dwelling people with
dementia. There is no duplication between the data reported in
the present study and data reported in the cluster randomized
controlled trial or community pilot study.

Written permission to reproduce the items was obtained from
the first authors of the PES'® and GAIN.' For the PAC,'? pre-
approved permission was received from Sage Publishing; they
allow republishing of no more than a total of 200 words or 10%
of the article, whichever is less, from a single journal article within
a new publication.”

Participants

A convenience sample of nursing homes with a psychogeriatric
long-stay department for dementia was recruited from the
researchers’ network. Dutch nursing homes provide 24-h over-
sight by multidisciplinary teams in addition to room and board,
for persons who require assistance with activities of daily living
and who often have complex health needs.'® In the Netherlands,
the team is led by certified elderly care physicians.

The inclusion criterion for caregivers was having a relative
diagnosed with dementia living in a long-stay psychogeriatric unit.
The nursing homes sent eligible caregivers an invitation to
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participate in the study, a participant information letter, a consent
form and a booklet with questionnaires. Interested caregivers were
asked to fill in the consent form and the booklet, and return these
to the researchers.

Instruments

The forward-backward translation technique was used to translate
the GAIN and PAC."? First, two researchers independently trans-
lated the English items into Dutch. Second, they compared their
translations and came to a consensus. Third, the back-translation
was carried out by a professional, independent translator. Finally,
the translation was reviewed by the researchers who had translated
into Dutch and discussed with the principal investigator. The pro-
fessional translator and original authors were consulted for any
remaining questions.

The Dutch PES measures positive aspects of caregiving for
persons with any chronic disease.'* Eight items are scored on a
3-point Likert scale from “agree” (3) to “disagree” (1). Summed
scores range from 8 to 24, with higher scores indicating more pos-
itive caregiving experiences. Previous work in the Netherlands
showed psychometric properties were satisfactory.'* Although de
Boer et al. advised using the six-item version for caregivers of peo-
ple with dementia (exclude items “I get a lot of appreciation for
the help I provide” and “Helping has made my relationship with
my family and friends closer”), we used the eight-item version to
asses if these items were also less suitable in the case of caring for
people with dementia in long-term care.'*

The GAIN assesses caregivers’ gains in dementia caregiving,'®
The 10 items are scored on a 5-point Likert scale from “disagree a
lot” (0) to “agree a lot” (4). Summed scores range from 0 to 40, with
higher scores indicating more caregiving gains. The GAIN was found
to be psychometrically reliable and valid among caregivers of
community-dwelling people with dementia from Singapore.'*"

The PAC is a nine-item questionnaire, rated on a S-point
Likert scale ranging from 1 (disagree a lot) to 5 (agree a lot)."? It
measures positive aspects of caregiving. The items comprise two
dimensions: (i) self-affirmation; and (ii) outlook on life. Items are
summed to create a sum score ranging from 1 to 45, with higher
scores indicating more positive caregiving experiences. The PAC
was found psychometrically sound in a sample of caregivers living
with the person with dementia.'?

The visual analog scale (VAS) is a single item that we used to
assess self-rated positive caregiving experiences. A common
approach for measuring convergent validity is the computation of
the correlation between the single-item measure (VAS) and its
multi-item counterpart (PES, GAIN, PAC).2° The caregiver was
asked to indicate to what extent they experienced positive caregiv-
ing experiences, with 0 anchored at “no positive caregiving experi-
ences” and 10 “only positive caregiving experiences”.

The Family Visit Scale for Dementia (FAVS-D) measures the
quality of family visits.?! Caregivers rate 14 items about the last
visit to the resident on a 5-point scale. To assess convergent valid-
ity, an adapted connection and experiences score (@ = 0.73) was
created based on the items that related to the connection between
the caregiver and resident or the experience of the visit more gen-
erally (items 1-4, 7, 14). The possible range is —12 to 12, with
higher scores indicating a better connection and experience. We
excluded the other items that evaluated staff or facility.

The caregivers reported age, sex, educational level of them-
selves and the care recipient, relationship to the care recipient and
how long the care recipient resided in the nursing home. The
severity of the dementia was measured with the seven-item Bed-
ford Alzheimer Nursing Severity-Scale (BANS-S) that was
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completed by nursing home staff.*? Total scores range from 7 to
28, with 217 indicating severe dementia.?® In the present sample,
Cronbach’s a was 0.82.

Procedure

Participants filled in a paper booklet, consisting of two parts. The
first part started with general questions to assess caregiver and care
recipient characteristics, followed by the PES, GAIN, PAC and VAS.
Next, caregivers were instructed to indicate which items of the ques-
tionnaires they thought of as “not relevant” and “unclear” by check-
ing the corresponding boxes after each item. They were asked to
comment in open text fields about whether they missed items or had
additional comments about the questionnaires, and to choose which
questionnaire they preferred. No preference was also a valid response
option. Plus, they completed the FAVS-D, which was included in
the second part of the booklet. This second part contained newly
translated instruments that had been validated elsewhere. We report
on the first part in the present study.

Statistical analysis

Internal consistency was calculated using Cronbach’s «. Cronbach’s
a-values ranging from 0.70 to 0.95 are generally considered accept-
able.** The missing completely at random test was used to investigate
whether the missing were at random. Missing values on individual
items of (sub)scales were imputed by the participant mean for all cases
with a minimum of 75% complete data.?® Ceiling or floor effects are
defined as >15% of respondents rating the highest or lowest possible
score, respectively.”®

Convergent validity was assessed using correlation coefficients
between the PES, GAIN, PAC, VAS, and FAVS-D connection
and experiences score. Strong correlations (>0.70) were expected
among the PES, GAIN and PAC, and between the three question-
naires and VAS, and moderate correlations (0.40-0.70) with the
FAVS-D connection and experiences score.

Descriptive statistics were given for the PES, GAIN and PAC
to assess the user-friendliness. Correlation coefficients were calcu-
lated between positive caregiving experiences and caregiver and
care recipient characteristics.

A minimum sample size of 50 is required for adequate power
for validity and reliability studies based on correlational types of
analyses.?® All analyses were carried out with spss version 22 for
Windows (SPSS, Chicago, IL, USA).

Results

Sample characteristics

The sampling flow chart is presented in Figure 1. The initial sam-
ple included 68 persons of the 220 invited caregivers (overall
response rate 31%, range 22-35%). Only participants who com-
pleted at least one of the three questionnaires were included
(n = 63). Of the 63 participants, one participant did not fill in the
GAIN, and four participants did not fill in the PAC. Table 1 shows
the sample descriptives and sum scores of the questionnaires.

The missing completely at random test for the sum score of
the PES, GAIN, PAC, and FAVS-D connection and experiences
score was not significant (P = 0.280). Missing data on individual
items were imputed for all cases with a minimum of 75% com-
plete data. The percentages of cases with imputed data were: PES
10%, GAIN 10%, PAC 5%, and FAVS-D connection and experi-
ences score 11%.
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Assessed for eligibility (n =220)

Excluded (n =152):

e No response (n =137)

e Declined; no reason mentioned (n = 13)

e Declined; relative did not meet inclusion
criteria (n = 1)

e Declined; hospitalization of relative (n = 1)

Included in the study (n = 68)

Excluded from analysis:
—— | ¢ Did not complete at least one of the three
questionnaires assessing positive
caregiving experiences (n=15)

v

Included in the analyses (n = 63)

Figure 1 Sampling flow chart.

Descriptives of the items of each questionnaire are presented
in Table 2. The majority of our sample were female caregivers
(71%) with an average age of 59.2years (SD 11.8 years), who
cared for their parent (59%). The scores clustered toward the high
end of the PES, with 18% of the participants receiving the highest
possible sum score. For the GAIN and PAC, this was 3% and 4%
respectively. No floor effects were observed.

Internal consistency

Cronbach’s a-values obtained for the sum scores of the PES, GAIN
and PAC were 0.68, 0.90 and 0.94, respectively. Cronbach’s a-values
for the PAC dimensions self-affirmation and outlook on life were
0.91 for both dimensions. Deleting single items from any of the three
questionnaires would not result in higher a-coefficients.

Convergent validity

A strong correlation was observed between the PAC dimensions
(r = 0.91). Correlations between the PES, GAIN and PAC sum
score, and the FAVS-D connection and experiences score and
VAS are presented in Table 3. The PES correlated moderately
with the PAC and GAIN. The GAIN correlated strongly with the
PAC. The VAS correlated moderately with the PES, GAIN and
PAC. The FAVS-D connection and experiences score correlated
moderately with the PAC, and weakly with the PES and GAIN.

User-friendliness

Overall, 40% of caregivers preferred the PES, 11% the GAIN, 5%
the PAC and 33% did not have any preference. None of the care-
givers commented on why they preferred a certain questionnaire.

Of the participants, 18% indicated that they had asked for help
of a second person to fill in the questionnaires. The mean number
of missing items for the PES was 0.2 (SD 0.5), with 3% missing
one item and 6% missing two items. For the GAIN, it was 0.6
(SD 1.7), with 6% missing one item, 2% missing two items and
8% missing three to five items. The mean number of missing
items for the PAC was 0.9 (SD 2.5), with 5% missing one item
and 5% missing five to eight items. Table 2 shows which items
caregivers marked as not relevant and unclear.

The qualitative data showed why caregivers rated items of the
PES as not relevant; the care recipient was unable to speak and
caring for a relative was thought of as “something you must do
whether or not you receive appreciation”. Some caregivers found
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Positive caregiving experiences

Table 1 Sample characteristics and descriptives for the questionnaires measuring positive caregiving experiences

n %/Mean (SD) Range

Age of caregiver (years) 63 59.2 (11.8) 25-99
Sex of caregiver 63

Women 45 71%

Men 18 29%

Relationship with person with dementia 63

Spouse/partner 11 18%

Son or daughter 37 59%

Son- or daughter-in-law 6 9%

Brother or sister 2 3%

Guardian or mentor 2 3%

Other S 8%

Highest educational level caregiver 62

No formal education 1 2%

Primary school 3%

Secondary school 29 46%

Higher education 30 48%

Years in nursing home 63 1(2.9) 0.2-17.0
Dementia severity" 49 16 6 (4.6) 7-28
Positive Experiences Scale (PES) 63 20.3 (3.1) 10-24
Gain in Alzheimer’s Care Instrument (GAIN) 58 25.9 (8.6) 0-40
Positive Aspects of Caregiving measure (PAC) 56 29 4 (9.0) 9-45
VAS 57 9 (1.8) 1-10
FAVS-D connection and experiences score 57 3.5 (4.1) -11-10

"Measured with the Bedford Alzheimer Nursing Severity-Scale by nursing staff, possible range 7-28, and Family Visit Scale for Dementia connec-
tion and experiences score (FAVS-D; sum-score items 1-4, 7, 14) possible range —12 to 12.
T Positive Experiences Scale possible range 8-24; Gain in Alzheimer Care INstrument possible range 0-40; Positive Aspects of Caregiving measure

possible range 1-45.

SD, standard deviation; VAS, visual analog scale for self-rated positive caregiving experiences, possible range 0-10.

the item about “appreciation” unclear (“Appreciation from whom?
My relative? Staff?”). Several caregivers mentioned they did not
like the PAC items suggesting that they should feel better due to
their caregiving tasks: “Providing care for my mother is something
I do for her. There is no added value for myself in doing that and
what others think of it is completely irrelevant to me”. Three care-
givers mentioned that the GAIN item “increased my knowledge
and skills in dementia care and more” was less relevant for them
due to their profession as healthcare professional (“I already know
most things because I work as a nurse”). A few caregivers men-
tioned that caring for someone can also be burdensome and diffi-
cult; it is not only positive.

Factors related to positive caregiving experiences

The PES, GAIN and PAC were not associated with sex, the
relationship with the care recipient, years the care recipient
resided in the nursing home and severity of dementia (Table 3).
The PES weakly correlated with age (r = 0.25), indicating that
older caregivers had more positive caregiving experiences. A
weak negative association with education level was found for

the PES (r; = —0.35), GAIN (r;, = —0.29) and PAC (r; = —0.28).
Higher educated caregivers had less positive caregiving
experiences.

Discussion

The present study compared the internal consistency, convergent
validity and user-friendliness of the PES, GAIN and PAC among
caregivers of nursing home residents with dementia in the

© 2021 The Authors. Geriatrics & Gerontology International

Netherlands. The questionnaires had acceptable convergent valid-
ity. The GAIN and PAC were internally consistent, the PES
almost. A ceiling effect for the PES was observed. The PES was
preferred by most caregivers. Lower educated caregivers had more
positive caregiving experiences. Although all three questionnaires
can be used to assess positive caregiving experiences, the GAIN
might be the most suitable for caregivers of nursing home resi-
dents with dementia.

The convergent validity of the PES, GAIN and PAC was
acceptable. This indicates that all three instruments can be used
to assess positive caregiving experiences among caregivers of nurs-
ing home residents with dementia. The correlation between the
GAIN and PAC was comparable to the correlation found among
caregivers of community-dwelling persons with dementia
(r = 0.68)."° In line with previous research in the community set-
ting, we found a strong correlation between the two PAC
dimensions.*”

The GAIN and PAC had acceptable internal consistency, the
PES was close to reach the threshold for acceptable consistency.
This might be because the PES was not specifically designed for
caregivers of people with dementia.'* Internal consistency of the
GAIN and PAC in the present study was comparable to those
reported in the community setting (GAIN: 0.88-0.89, PAC:
0.87-0.89).1%122729 When using the PES in dementia caregivers,
the developers suggested to use the six-item version.'* Excluding
these two items did not increase the internal consistency. How-
ever, the item “appreciation” was most often seen as not relevant
according to the caregivers in our sample. Based on the findings,
we advise a conservative approach regarding removing items
when using the PES with caregivers of nursing home residents
with dementia.
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Table 3 Correlations among the questionnaires measuring positive caregiving experiences, and with family caregiver and care recipient

characteristics

Positive caregiving experiences PES GAIN PAC
PES
GAIN 0.507%3:*
PAC 0577 0.76%*
VAS 0.53 % 0.46%* 0.51 %k
FAVS-D connection and experiences score 0.34* 0.31% 0.48%#*

Caregiver and care recipient characteristics PES GAIN PAC
Age 0.25* 0.07 0.11
Education’ —0.35%* —0.29% —0.28*
Sex —0.18 —0.07 —0.02
Relationship with care recipient’ —0.00 0.02 0.01
Dementia severity* 0.03 -0.18 0.10
Years in nursing home —0.10 0.03 —0.12

*P < 0.0S.
#*P < 0.00S.
##*P < 0.001.

fSpearman’s rho.

*Measured with Bedford Alzheimer Nursing Severity-Scale by nursing staff.

FAVS-D, Family Visit Scale for Dementia, we created a connections and experiences score by summing items 1-4, 7 and 14; GAIN, Gain in
Alzheimer Care INstrument; PAC, Positive Aspects of Caregiving measure; PES, Positive Experiences Scale; VAS, visual analog scale for perceived

positive caregiving experiences.

The PES performed best on user-friendliness, with the least
missing data and being preferred by most caregivers, followed by
the GAIN. Previously suggested disadvantages of the GAIN are
that some items contain concepts that might be difficult to under-
stand for caregivers, and that certain items ask about more than
one gain simultaneously, which might cause confusion.*® None of
the caregivers reported confusion about GAIN items that ask
about more than one gain simultaneously, and the concepts in the
items seemed clear to the caregivers. The number of unclear items
in the GAIN was comparable to the PES and PAC. Nevertheless,
the PAC was least often preferred by caregivers and had that most
items that caregivers deemed not relevant.

In the present study, positive caregiving experiences were not
associated with caregiver sex, relationship with care recipient,
years the care recipient resided in a nursing home or the severity
of dementia. However, higher educated caregivers experienced less
positive caregiving experiences. This negative association has also
been found in previous research.?#??3! Kramer suggested that
higher educated caregivers might perceive a more prominent sta-
tus disparity between their role as a professional and their role as
caregiver.’! Highly educated caregivers might be used to being
engaged in more intellectually stimulating activities, which can
make it difficult to perceive the caregiving tasks as rewarding.
These results suggest that interventions should specifically target
highly educated caregivers to help them identify positive caregiv-
ing experiences. Only for the PES, older caregivers experienced
more positive caregiving experiences. More research is required,
as these were only explorative analyses.

The present study had several limitations. The convenience
sample of nursing homes and low response rate might limit the
generalizability of the results. The present sample consisted of
self-selecting caregivers, who were able to complete the ques-
tionnaires independently or were able to ask someone to assist
them. It could be that more severely distressed caregivers did
not participate in the present study. The order of the
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questionnaires was not randomized. Also, we examined a few
psychometric qualities of three questionnaires. Future studies
should compare more questionnaires measuring positive care-
giving experiences and compare them on other psychometric
qualities for a more detailed picture.

Despite its limitations, the present study is the first examin-
ing both psychometric qualities and user-friendliness of three
questionnaires assessing positive caregiving experiences, and
compared them for the use among caregivers of nursing home
residents with dementia. Our study solicited for evaluation and
comparison of the questionnaires directly in the target popula-
tion of family caregivers. All three questionnaires can be used
to assess positive caregiving experiences among caregivers of
nursing home residents with dementia. However, the GAIN
might be more suitable for this population, based on its perfor-
mance on internal consistency and convergent validity, and its
user-friendliness despite not being caregivers’ preferred ques-
tionnaire. A review about positive psychology measures scored
the GAIN the highest on the quality assessment criteria.'’ The
GAIN is an easily administered questionnaire that can be used
to evaluate positive caregiving experiences among caregivers of
people with dementia in long-term care. Positive caregiving
experiences might buffer to ameliorate the stress of caregiving.
Insights into positive caregiving experiences and associated fac-
tors can help to optimize interventions for family caregivers and
to learn about adaptation to chronically stressful circumstances
to improve their well-being.
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