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is growing. However, it is unclear how R/S affects outcomes and is assessed in persons
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Results: We identified 17 measures for R/S: six were adapted for use with PWDs and
only two were validated for PWDs; most studies reported only measures’ reliability,
with Cronbach’s alpha. The studies’ findings support significant positive associations
between R/S and cognitive function and negative associations between R/S and
depression and behavioral expressions.

Discussion: The two validated scales indicated acceptable validity with overall good
reliability. Nevertheless, diverse samples and rigorous study designs are needed to

improve R/S measures and to examine associations over time for PWDs.
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Highlights

* Few scales for measuring religion and spirituality (R/S) have been validated in
persons with dementia (PWD); additional testing is needed.

* Most R/S measures only reported scale reliability with Cronbach’s alpha.

» Studies supported positive associations between R/S and health yet few studies
exist. conducted.

* Only one spiritual intervention, spiritual reminiscence, was found for PWD.

» More rigorous R/S studies are needed to examine health outcomes in dementia.
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RESEARCH IN CONTEXT

* Systematic Review: The authors searched five databases
for studies using measures for assessing religion and
spirituality (R/S) in persons with dementia (PWDs) and
assessed study quality and health associations using
established tools. Psychometric properties, measures, and
findings were collated and reported narratively.

* Interpretation: Few high-quality studies were identified
due to study design limitations. Some R/S measures were
validated in dementia but most were from the general pop-
ulation with limited adaptation, reporting reliability with
Cronbach’s alpha. Findings indicate positive associations
between R/S and cognitive and mental health and in use
for coping with disease in this population.

* Future Directions: Study quality issues can be addressed
and measures validated in future studies using rigorous
methods. Consistency in reporting R/S dimensions, testing
spiritual interventions, and developing more spiritual tools
are needed.

1 | INTRODUCTION

Dementia is an increasingly prevalent terminal illness that cannot be
prevented or cured. Estimated to reach 152 million people by 2050, it
is a public health priority with huge financial costs—the United States
spent >$800 billion on dementia care globally in 2015, and that num-
ber is expected to rise.! Dementia leaves many people unable to care
for themselves, which affects not only older adults with dementia, but
also dementia caregivers. Persons newly diagnosed with dementia may
experience an array of emotional responses such as shock, distress,
fear, anxiety, depression, anger, and despair.2

When individuals face the uncertainties of advanced, terminal ill-
ness, as they do in the case of dementia, they may turn to religion
or spirituality to cope.® Although definitions vary, spirituality can be
broadly defined as an individual’s focus on a search for meaning,
purpose, and connectedness with respect to the self, the moment, oth-
ers, nature, and God,* whereas religion represents systematic ways in
which people conduct their search, which involve beliefs, rituals, and
practices related to the sacred, often stemming from an established
tradition.® When their religious or spiritual needs are not met, patients
are at greater risk for spiritual distress, which has been associated
with poorer patient outcomes: depression,® diminished quality of life
(QOL),” increased anxiety and greater physical pain,® and decreased
emotional well-being.” However, research on the topic of religion and
spirituality is limited in reference to persons living with dementia.

Because of their diminished cognitive capacity, persons with demen-
tia (PWDs) often rely on others to support their identity (personhood)
and spiritual well-being.’% Managing distress in this population is

important; however, findings indicate an absence (or minimal presence)

of spiritual care in clinical practice guidelines for dementia care!! and
a lack of religious and spiritual support at end of life,1213 such that
PWDs are at risk of not having their religious and spiritual needs met.1*
There is a need for further study of religion and spirituality (R/S) among
PWDs, beginning with the identification of tools to measure R/S that
have been validated specifically for this population. Of the literature
reviews touching on R/S measures, none have assessed these measures
with respect to dementia.

This is an integrative review to identify and critically examine the
literature on measures of R/S in PWDs by answering the follow-
ing questions: (1) “How is R/S measured in PWDs?” (2) “What are
the psychometric properties of R/S measures used in dementia?” (3)
and “What do these measures report about R/S in PWDs?” Although
religion and spirituality are distinguishable, scholars often use these
concepts interchangeably. Formal religiosity is included under religion
(i.e., frequency of church attendance), and it is assumed to represent
anindividual’s level of religious commitment.® Spirituality, on the other
hand, might describe individuals who consider themselves spiritual but
not religious, with beliefs and values apart from those of faith-based
institutions or organizations.'> However, given the overlapping nature
of religion and spirituality in research, we consider these concepts
together as R/S. We also evaluate R/S measures according to (1) the
stage of dementia (mild, moderate, and severe) of PWDs in the studies
that we review; (2) key R/S categories—the centrality of R/S including
religiosity and spirituality, R/S resources, R/S needs and preferences,
R/S coping, and spiritual well-being; and (3) R/S findings reported in the
reviewed studies.

This review is guided by the vulnerability stress model of religios-
ity and spirituality (VSM-RS)'° as a heuristic framework for illustrating
the pathway from R/S to health (see Figure 1). The VSM-RS displays
multiple dimensions of R/S, which inform the five key R/S constructs
that we identified and used in this review. The VSM-RS>-17 framework
is based on two established theories: the psychological diathesis-
stress model81? and the transactional theory of stress and coping.2°
The diathesis-stress model posits that psychological disorders are the
result of a vulnerability that is predispositional (the diathesis can be
genetic, situational, etc.) and stress caused by life experiences (e.g.,
environmental stressors). If the combination of a person’s vulnerabil-
ity and stress exceeds a threshold, the person will develop a disorder.
Lazarus and Folkman’s?® transactional theory of stress and coping
posits that coping involves thoughts and actions with which individuals
attempt to manage internal and external threats/stressors perceived
to exceed their personal resources. The VSM-RS framework posits that
health is the result of an individual’s reactions to diverse stressors,
including advanced illness, with the result depending on the inter-
action of several factors such as predispositions, health resources,
and coping behaviors.!> Within this framework, an individual who
identifies as religious or spiritual uses R/S resources to support the
individual’s beliefs and practices; people with such resources are more
likely to have their spiritual needs fulfilled and may use religious cop-
ing behaviors and strategies to overcome a stressor or in response
to spiritual needs. Positive religious coping can result in well-being;

however, if the individual does not have religious resources and the
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FIGURE 1 The vulnerability-stress model incorporating religiosity/spirituality (VSM-RS).1>

individual’s spiritual needs are not met, distress and decreased well-
being may result.
The VSM-RS framework includes 5 R/S constructs:

* Centrality of R/S: The importance of religiosity or spirituality
in one’s life, devoted participation in organizational worship or
practice, or disposition representing a resource, which includes
general religiosity, spirituality, religious and spiritual beliefs, and
religiousness.'®> R/S centrality represents a predisposition and/or a
health resource.’®

* R/S resources: How individuals use their faith, strong beliefs, and
deeds to deal with stressors or difficult life circumstances. These
resources include individual factors such as a close relationship
with the sacred and social support from a congregation or religious
community.

« Spiritual needs: Religious or spiritual expectations an individual has
to find meaning, purpose, and value in life.2!

* Religious coping: Religious or spiritual ways of understanding and
viewing stressors or difficult life circumstances?? and how individu-
als deal with crises to overcome them, which may include behaviors
and strategies.

* Spiritual well-being (QOL): One’s sense of well-being based on satis-
faction or dissatisfaction with a particular aspect of life that one has
identified as important,2® which may include aspects of faith, peace,
and meaning.2*

2 | METHODS

2.1 | Study design

This is an integrative review,2° including studies with diverse method-
ologies owing to variability in study purposes, designs (qualitative and
quantitative), sample characteristics, and R/S measures. This approach
allows a thorough review of R/S measures in the relatively small
number of studies available (i.e., a total of 14 studies). The Pre-
ferred Reporting Items for Systematic Reviews and Meta-Analyses
guidelines?® inform our analysis and report (Table S1 in supporting

information).

2.2 | Search strategy

The medical and psychological literature was searched for empirical
studies reporting assessment of R/S in PWDs. The databases searched
were ATLA Religion, CINAHL, PsychInfo, PubMed, and SocIndex (Table
S2 in supporting information). Search strategies combined common
terminology of dementia, religion and spirituality, and assessment. The
search period was limited to the last 22 years (2000-2022), to min-
imize inclusion of the narrower interpretation of spirituality?’ more

common in older publications.

2.3 | Inclusion/exclusion criteria

After the initial search, articles were exported into Endnote X9, where
duplicates were removed. The remaining articles were exported into
Rayyan software for screening. Titles and abstracts were vetted for
inclusion and exclusion criteria and independently evaluated by two of
this study’s authors. When an article’s title and abstract were insuf-
ficient to make a decision, the article’s full text was retrieved and
reviewed. Only literature written in English, peer reviewed, focused
on assessment (e.g., tools or measures) of religion or spirituality,
and focused on persons with dementia were included. Articles were
excluded if (1) they were not original empirical research, (2) they were
literature reviews or case studies, (3) participants were nonadults (i.e.,
younger than 18 years of age), (4) participants had psychiatric disor-
ders, (5) the concept of spirituality was not reported discreetly (i.e.,
not embedded in other psychosocial terms), or (6) a measure was lim-
ited to a single item for collecting religion or spirituality in participants.
Discrepancies regarding the inclusion of articles were discussed and

resolved among the authors.

2.4 | Data extraction

Two of the authors (KCB, GA) independently reviewed full-text rele-
vant retrieved articles and extracted key information into a Microsoft
Word file for organization. To guide collection of the studies’ character-

istics, predetermined categories were created to design a standardized
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data extraction form. These included authors and year of publication,
purpose of the study, study setting (e.g., community, long-term care,
assisted living, etc.), sample description (e.g., participants’ N and age
range, and whether they were PWDs, caregivers, or health-care pro-
fessionals), stage of dementia (e.g., early, middle, or late stage, and
how stage was measured); study design (e.g., qualitative, quantitative,
etc.), constructs measured (e.g., distress, spiritual well-being, spiritual
needs, etc.) along with measure used, measure validation information
(e.g., psychometrics), key category of religion and spirituality accord-
ing to the VSM-RS, and major relevant findings. Key R/S categories
were selected and organized based on the VSM-RS® R/S dimensions
identified through empirical research measures: centrality of R/S, R/S
resources, R/S coping, and spiritual well-being. The first author orga-
nized the data into categories, and co-authors examined and assisted

inresolving any discrepancies among decisions.

2.5 | Methodological quality

Using three quality appraisal tools according to study design, the
first author independently evaluated the methodological quality of
all included studies while the second author assessed four randomly
selected studies to ensure reliability in scoring. The Critical Appraisal
Skills Programme (CASP) was used to evaluate qualitative and quan-
titative studies.?8 CASP offers different critical appraisal tools for
different types of studies; for this review, we used the Cohort Study
Checklist, Qualitative Checklist, Randomized Controlled Trial Check-
list, and Case Control Study Checklist, with the checklists’ number
of questions ranging from 10 to 12. Criteria focus on research aim,
methodology, research design, recruitment, data collection, bias, ethi-
cal considerations, data analysis, report of findings, and research value.
The National Institute of Health’s (NIH’s) Quality Assessment Tool
for Observational Cohort and Cross-sectional Studies?? was used for
studies with cross-sectional designs, with 14 questions that provide the
research aim, population, participation rate, participant recruitment,
sample size, variable measurement, time frame, bias, and loss to follow-
up. The Mixed Methods Appraisal Tool (MMAT) was used to evaluate
mixed-methods studies;3C the tool’s five screening questions provide
the study’s design rationale, integration of components, interpreta-
tion of outcomes, consistencies between mixed methods, and design
adherence to traditions of the methods.

We gave each study a percentage score for each quality appraisal
tool (NIH, CASP, MMAT; see Table 1). This percentage was based on
each study’s fulfillment of the tools’ criteria, with studies rated as good,
fair, or poor. If ratings differed, the authors resolved any discrepancies
through discussion. Percentages ranged from good, when a study met
at least 80% of the tool’s criteria, to fair, when a study met from 60%
to 79% of the tool’s criteria, to poor if the study met less than 60% of
the criteria. Studies were not excluded on the basis of quality, owing to
the limited number of studies identified after exclusion/inclusion crite-
ria were applied. The three quality assessment tools helped to quantify
potential bias in studies, identifying threats to internal and external

validity.

3 | SUMMARY OF FINDINGS

The electronic database searches initially yielded 1395 publications
(ATLA Religion, 5; CINAHL, 336; Psychinfo, 523; PubMed, 353; Socln-
dex, 178), after which 352 duplicates were removed (see Figure 2).
After applying inclusion and exclusion criteria, 178 articles were found
relevant and a subsequent hand search identified an additional three
articles. After full-text screening, the final number of acceptable arti-
cles eligible for this integrative review was 14. The five databases
were searched again on May 20, 2022, before publication using origi-
nal search terms; no new articles fitting inclusion and exclusion criteria
were found from publications between 2020 and 2022.

Of the 14 studies, most were quantitative (N = 12); two used mixed
methods. One was an intervention study.3! The studies’ locations var-
ied greatly, with the most conducted in Europe (n = 7); others were
conducted in the United States (n = 3), Taiwan (n = 1), Canada (n =
1), South Korea (n = 1), and Brazil (n = 1). Stage of cognitive impair-
ment and dementia varied as well, with some studies including more
than one stage (i.e., mild cognitive impairment [MCI] and mild demen-
tia) and a majority reporting mild dementia (n = 8). Primary participants
identified in the studies were PWDs (n = 14 studies), followed by family
members/caregivers of PWDs (n = 3 studies). The studies’ mean sam-
ple size was 100, with the majority reporting a higher percentage of
female participants than male participants. The data extracted from
the included studies were analyzed and organized into key categories
from the VSM-RS:1° centrality of R/S, R/S resources, R/S coping, and

spiritual well-being.

3.1 | Thematic domains

3.1.1 | Centrality of religion/spirituality

Centrality of R/S, representing religiosity, spirituality, and religious-
ness, was the most studied R/S dimension, in seven studies32-38
(see Table 1). More than one type of R/S centrality was exam-
ined in two of these studies.3>3® Of the four R/S centrality studies
examining religiosity,3°~38 two included participants with moderate

33-36 and three

dementia,3>3¢ four included those with mild dementia,
studies did not specify dementia stage3237:38 as some studies included
one or more groups. Three of these studies specified participants
with Alzheimer’s disease (AD).3°37:38 Of the 4 R/S centrality stud-

ies that examined spirituality,32-3°

all specified AD participants and
three included participants with mild dementia,33-3° with Coin et al.3°
evaluating mild and moderate dementia; Jolley et al.?2 did not specify
dementia stage.

We identified 17 R/S measures in the 14 reviewed studies. The

35-38 ysed three different instru-

four studies that measured religiosity
ments: a 3-item author-created scale,?® the Duke University Religion
Index (DUREL),%? and the Behavioral Religiosity Scale (BRS).#041
Nagpal et al.3¢ developed one item for each of the organizational,
nonorganizational, and personal aspects of religiosity and measured

total religiosity based on frequency of religious attendance, frequency
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of prayer or meditation, and subjective rating of how religious/spiritual
the person is. Jung et al.3” and Kaufman et al.2 both used the DUREL,
which another study adapted for the Korean population.*? The DUREL
includes five items with three subscales: (1) organizational religious
activity, which measures frequency of religious attendance at meetings
and activities; (2) nonorganizational religious activity, which captures
frequency of private religious activity such as prayer or meditation; and
(3) intrinsic religiosity, which is a subjective assessment of the impor-

tance of religious belief one holds. Coin et al.3>

measured religiosity
with the BRS,*%*1 which examines frequency of religious participa-
tion in four activities: (1) religious service attendance, (2) praying, (3)
reading religious material, and (4) watching/listening to religious pro-
grams on TV/radio. Using the BRS, Coin et al.>> grouped participants as
presenting either low or high religiosity.

Spirituality was measured using the Portuguese version of the
Spiritual and Religious Attitudes in Dealing with lliness (SpREUK)
questionnaire,®#*3 the short Royal Free Interview for Religious
and Spiritual Beliefs,**4> and the Francis Short Scale (FSS).*¢ Two

studies3354

used the Portuguese SpREUK. This questionnaire captures
spiritual attitudes in how individuals deal with chronic conditions and
illness; the instrument’s 15 items are scored on a 5-point Likert scale,
with higher scores indicating greater reliance and use of spirituality in
coping withillness (the scale yields an overall score as well as three sub-
scale scores for support, trust, and reflection). Pereira et al.34 also used
the Portuguese adaptation of the Cognitive and Affective Mindfulness
Scale-Revised (CAMS-R),*” a 9-item questionnaire assessing atten-

tion orientation regulation in the present without using judgement or

conditioning patterns; items are rated on a 4-point Likert scale, with
higher scores indicating greater use of mindfulness strategies. Jolley
et al.32 used the short Royal Free Interview for Religious and Spir-
itual Beliefs,***> a 6-item self-reported questionnaire that captures
the strength of belief of individuals with illness using a 10-point Likert
scale. Coin et al.3> used the FSS, which is a short form of the adult ver-
sion of the Francis Scale of Attitude toward Christianity,*® to measure
an individual’s internal attitude toward Christianity as representing a
reflection of long-term spirituality; the FSS is a 7-item instrument with
items rated on a 5-point Likert scale; higher scores indicate a stronger
positive attitude toward Christianity.

Centrality of R/S was assessed with one measure that combined
religiousness with spirituality,®® using the Overall Self-Ranking sub-
scale from the NIH/Fetzer Brief Multidimensional Measurement of
Religiousness/Spirituality subscales (BMMRS).*® This subscale con-
sists of two items rated on a 4-point Likert scale from 1 (low) to 4
(high; i.e., “To what extent do you see yourself as a spiritual or religious
person?”).

Although the reliability and validity of R/S scales were reported
in these reviewed studies for populations with illnesses other than
dementia, only two of the studies on religiosity and dementia3’-38
reported calculated internal consistency for their respective instru-

ments, with Cronbach’s alpha at 0.80 in Jung et al.,®”

and separately
in Nagpal et al.3¢ for caregivers (0.71) and PWDs (0.66), revealing
how closely related the set of items was as a group.3¢ Nagpal et al.3¢
reported associations among their instrument’s three items as con-

current validity: in caregivers (r = 0.61, r = 0.32, r = 0.39, P < .001)
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and in PWDs (r = 0.62, P < .001; r = 0.30 and r = 0.28, P < .01).
Two studies did not report any reliability or validity in the demen-
tia population,®>3¢ and no studies reported adapting the scale for
dementia. Beyond these indications, no other validation psychometrics
for R/S scales were reported. For reported psychometric properties of
spirituality scales, one validation study examined an existing R/S mea-
sure in mild AD,%> and the authors used this validated scale again in
another study.3® Reliability of this instrument was reported in both
studies, with Cronbach’s alpha ranging from 0.94 to 0.95 for the total
scale, 0.92 to 0.93 for the support subscale, 0.84 to 0.89 for the trust
subscale, and 0.84 to 0.90 for the reflection subscale. Findings from the
Pereira et al. validation study®* showed that the three SpREUK sub-
scales were strongly correlated (r > 0.70), with acceptable model fit
in factorial analysis (see Table 2). Acceptable internal consistency was
reported for the CAMS-R mindfulness scale, with Cronbach’s alpha of
0.83; this measure was reported to be validated in Portuguese in a pre-
vious thesis study but could not be verified as it was not available in
English.? Jolley et al.32 used an R/S measure for the first time among
dementia participants and reported that the measure was easy to use,
but, like Coin et al.,> Jolley et al. did not report any psychometrics for
the scale. Although the Overall Self-Ranking subscale from the BMMRS
was reported valid and reliable in older adults in previous studies, it
has not been validated in dementia specifically. Kaufman et al.%8 did not
report adaptation or psychometrics.

Among persons with mild and moderate dementia, higher levels of
religiosity were associated with slower cognitive decline in most of
the studies’ findings, and with decreased behavioral expressions and
a significant reduction in caregiver burden® and in caregiver per-
ception of lower levels of QOL for PWDs.3¢ Two studies®’:38 found
an association between nonorganized religious activity (i.e., private
religious activities) and slower cognitive decline; but only one of
the two found a significant correlation between organized religious
activity (i.e., religious attendance) and improved cognition,® report-
ing even higher cognitive benefits from organized religious activity
with an additional subdomain, language. In this study, language was
not associated with private religious practice, indicating that social
and physical interactions in organized religious activities may be a
protective factor for language engagement and strengthening for
some. Interestingly, older AD participants had lower intrinsic religiosity
and religious attendance than did younger AD participants.>® Nag-
pal et al.®¢ found that PWDs’ self-perceptions of QOL were different
from their caregivers’ perceptions of PWDs’ QOL, although total reli-
giosity was similar between PWDs and caregivers. Higher levels of
religiosity in caregivers predicted higher self-reported QOL among
PWDs.

Higher levels of spirituality among persons with mild to moderate
dementia were associated with slower cognitive decline, decreased
frequency and severity of behavioral expressions, and decreased
caregiver distress.>> R/S beliefs were found to be similar between
caregivers and PWDs with unspecified dementia stage, indicating that
PWDs maintained spiritual awareness; both groups ranked beliefs
as strong and reported R/S in coping with life stressors as very

important.32 Two studies®33% in the same population reported a nega-

Clinical Interventions

tive relationship between spirituality and QOL, suggesting that in mild
dementia, persons with lower QOL indicate greater use of spiritual-
ity. Similarly, in mild dementia, longer cognitive difficulties indicated
greater use of spirituality.®* In a longitudinal study, Kaufman et al.38
found that higher levels of spirituality predicted slower cognitive
decline in 20 participants, controlling for level of cognition, sex, edu-
cation, and age. However, spirituality was not significantly associated
with QOL. Religiosity was lower in older AD participants than in
younger AD participants.

3.1.2 | Religious/spiritual resources

Three of the 14 studies examined R/S resources®°%°1 and identified
participants with mild AD; one of the studies®! included mild dementia
and MCL.

R/S resources include one’s affiliation with religious communities,
one’s personal relationship or sense of unity with God, engage-
ment in religious practices as a social resource, and personal beliefs
and faith. The studies that examined R/S resources®°%°1 used three
scales: the BMMRS,*8 the Santa Clara Strength of Religious Faith
Questionnaire,”2 and the Systems of Belief Inventory (SBI-15R).>3
Katsuno® and Despoina et al.>! used the SBI-15R, a 15-item question-
naire with a 4-point scale to measure religious beliefs, practices, and
social support, and Despoina et al.”! used the scale’s Greek adapta-
tion. Higher scores on the SBI-15R indicate stronger RS beliefs. McGee
al.>% adapted the Santa Clara Questionnaire’s 10 items using a 4-point
Likert format to assess the role of faith in an individual’s life. These
authors also used 4 of the 12 BMMRS subscales: (1) daily spiritual expe-
riences, with six items for frequency of connection with God (e.g., “I
feel God’s presence”); (2) values and beliefs, with four items for reli-
gious values and beliefs that an individual holds (e.g., “The events of
my life unfold according to a divine plan”); (3) private religious prac-
tices, with five items measuring frequency of individual RS practices
(e.g., Within your religious tradition, how often do you mediate?); and
(4) religious support, with four items assessing the degree to which an
individual believes that he or she has support from a religious com-
munity (e.g., “How often do the people in your congregation make too
many demands on you?”). McGee et al.’° adapted the items on these
subscales to a 3-point Likert scale.

Katsuno® and McGee et al.>® adapted the scales that they used to
measure R/S resources to accommodate dementia participants’ ease
of use and understanding. The scale items were provided in large bold
type, with one question presented at a time verbally and visually. Based
on feedback from a trial with three persons who had mild AD, McGee
et al.>® decreased answer choices to three options for consistency;
the answer choices were coded in color; and participants indicated
their answer choice for each question verbally and physically, with the
procedure administered by a trained examiner. Katsuno® presented
answer choices in the same direction and order for ease (i.e., ascending
order). Despoina et al.>! did not report dementia adaptation of their
scale, only adaptation to the Greek language.”® As for psychometric

properties, internal consistency was reported with Cronbach’s alpha
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TABLE 2 Reported psychometric findings from final selection

Authors, publication
year

Aglietal, 2017

Aglietal., 2018

Coinetal., 2010

Despoina et al., 2018

dos Santos et al,,
2018

Jolley 2010

Jungetal., 2019

R/S category: concepts measured and scales

Spiritual well-being: spirituality

Functional Assessment of Chronic lliness
Therapy-Spiritual Well-being (FACIT-Sp12):
French version with three subscales: Peace,
Meaning, Faith, with 5-point Likert scale for each
subscale and overall

Spiritual well-being: spirituality

FACIT-Sp12 French version with three subscales
(see above) with 11 items; 5-point Likert scale for
each subscale and overall

Centrality of R/S: Religiosity & Spirituality
Behavioral Religiosity Scale (BRS) for frequency of
participation in religious activities of religious
service attendance, praying, reading religious
materials), and watching/listening to religious

programs, with 10-point Likert scale.

Divided into two groups: LR group and HR group
based on BRS score

Francis Short Scale (FSS—- short form of Francis
Scale of Attitude toward Christianity, with seven
items on a 5-point Likert scale for a person’s
internal attitude toward Christianity, reflecting
long-term spirituality

R/S Resources: Religiosity

Systems of Belief Inventory (SBI-15R) Greek
version; 15-item 4-point scale for religious
beliefs and practices and religious social support
subscales.

Spiritual Well-Being: spirituality

Spirituality Self Rating Scale (SSRS) Brazilian
Portuguese Adaptation with three factors: Peace,
Meaning, and Faith, with six items for importance
of spiritual domain and how individuals apply it to
daily life

Centrality of R/S: spirituality

Royal Free Interview for Religious and Spiritual
Beliefs; 6-item self-report questionnaire with
10-point Likert scale for religious and spiritual
beliefs.

Centrality of R/S: religiosity

Duke University Religion Index (DUREL) Korean
version for religiosity with five items on each of
three subscales on a 6-point Likert scale:
organizational religious activity (ORA) for
frequency of religious attendance at
meetings/activities, nonorganizational religious
activity (NORA) for frequency of private religious
activities, and intrinsic religiosity (IR) for
subjective importance of religious belief

Psychometrics

This scale was validated in Agli et al. (2017) with the
cognitively impaired

Greater factorial validity in modified 3-factor
model (CFI =0.952, TLI = 0.935, RMSEA =
0.067) compared to modified 2-factor model (CFI
=0.934,TLI =0.916, RMSEA = 0.077);
modifications made to remove 1 item, totaling 11
items.

Internal consistency reported with Cronbach’s
alpha: Faith (0.79), Peace (0.73), and Meaning
(0.76); overall (0.84)

No significant difference in factorial structure
between participant groups

Validated in older adults with cognitive
impairment—French version (see Agli, 2017
above)

Internal consistency reported with Cronbach’s
alpha: Peace (0.66), Faith (0.77), Meaning (0.59);
overall (0.81)

These scales have not been validated with the
ADRD population. FSS score was correlated with
BRS score and with each BRS item.

No psychometric data based on sample reported.

The scale had not been previously validated with
the ADRD population

No psychometric data based on the sample
reported

This scale has not been validated with the ADRD
population
No psychometric data based on sample reported

This scale has not been validated with the ADRD
population
No psychometric data based on sample reported

This scale has not been validated with the ADRD
population

Internal consistency reported with Cronbach’s
alpha (0.80)

(Continues)
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TABLE 2 (Continued)

Authors, publication
year

Katsuno 2003

Kaufman et al., 2007

Limaetal., 2020

McGee et al., 2013

R/S category: concepts measured and scales

R/S Resources: R/S resources

SBI-15R Alzheimer’s adapted version; 15 item
4-point scale with religious beliefs and spiritual
practices and religious social activity subscales.

Spiritual Well-being: spirituality

Quality of Life Index (QLI) using
psychological/spiritual subscale for satisfaction
and importance of spirituality in one’s life as
perceived QOL; 6-point Likert scale

Centrality of R/S: Religiosity

DUREL for religiosity, with five items on three
subscales with a 6-point Likert scale: ORA for
frequency of religious attendance at
meetings/activities, NORA for frequency of
private religious activities, and IR for subjective,
importance of religious belief

Centrality of R/S: Religiosity and Spirituality

NIH/Fetzer Brief Multidimensional Measure of
Religiousness/Spirituality (NIH/FB) using Overall
Self-Ranking subscale, a 2-item 4-point Likert
scale measuring religiosity and spirituality

Centrality of R/S: spirituality

The Spiritual and Religious Attitudes in Dealing
with lliness (SpREUK) Portuguese version;
15-item self-report with three subscales
(Support, Trust, Reflection) and an overall score
on a 5-point Likert scale for spiritual attitudes in
how individuals deal with chronic illness

Religious coping: religious coping

(1) Brief RCOPE-AD: Alzheimer's adapted version
of Brief RCOPE, with positive or negative
religious coping; 14-item 3-point scale

(2) Religious Problem-Solving Scale—Short Version
adapted for Alzheimer’s (RPSS-AD): 18-item
self-report measure for degree to which an
individual uses three types of religious
problem-solving strategies: collaborative,
deferring, self-directed.

R/S resources: R/S resources

(1) Santa Clara Strength of Religious Faith
Questionnaire-Alzheimer’s version
(SCSRFQ-AD: 10-item self-report measure for
general role of faith in one’s life adapted to
3-point Likert scale

(2) Brief Multidimensional Measure of
Religiousness and Spirituality (BMMRS): Four
subscales adapted to a 3-point Likert scale: (1)
Daily Spiritual Experiences (DSE), six items; (2)
Values and Beliefs (VB), four items; (3) Private
Religious Practices (PRP), five items; (4) Religious
Support (RS), four items.

Clinical Interventions

Psychometrics

Neither scale had been previously validated in the
ADRD population

(SBI-15R) Convergent validity was reported, with
positive association between overall scale and
overall QOL scale (r =0.44, P < .05); Internal
consistency reported with Cronbach’s alpha: R/S
beliefs and practices subscale (0.88), R/S social
support (0.71); overall (.90)

(QOL: psychological/spiritual subscale) overall scale
concurrent validity reported for overall scale and
single item, “life satisfaction” (r = 0.45); Internal
consistency reported with Cronbach’s alpha
(0.87)

These scales have not been validated with the
ADRD population
No psychometric data based on sample reported

This scale was validated in the AD populationin
authors’ previous study (see Pereira below)

Internal consistency reported with Cronbach’s
alpha: Support (0.92) Trust (0.84), Reflection
(0.84), overall (0.94)

None of these scales had been previously validated
with ADRD population.

Internal consistency reported with Cronbach’s
alpha: Brief RCOPE-AD positive religious coping
(0.86), negative religious coping (0.71); RPSS-AD
collaborative (0.91), deferring 90.88), and
self-directed (0.86); SCSRFQ-AD (0.93); BMMRS
[none reported]

(Continues)
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(Continued)

Authors, publication

year

Nagpal et al., 2015

Pereiraet al., 2020

Wu & Koo, 2015

R/S category: concepts measured and scales

Centrality of R/S: religiosityTotal Religiosity with
three individual items:

(1) Organizational religiosity for frequency of
religious service attendance.

(2) Nonorganizational religiosity for frequency of
prayer or meditation,

—both with 6-point Likert scale.

(3) Subjective religiosity for how religious or
spiritual an individual identifies as being

—with 4-point Likert scale.

Centrality of R/S: spirituality

SpREUK Portuguese version: 15-items self-report
measure with three subscales (Support, Trust,
Reflection) and an overall score; 5-point Likert
scale for spiritual attitudes in how individuals
deal with chronicillness

Cognitive and Affective Mindfulness Scale-Revised
(CAMSR): Portuguese adaptation for
Alzheimer’s; nine items on 4-point Likert scale for
openness, attention, and orientation to the
present

Spiritual Well-being: spiritual well-being

Spirituality Index of Well-Being Chinese version;
12-item 5-point Likert scale for impact of
spirituality on well-being, with two subscales:
self-efficacy and life scheme

Psychometrics

Concurrent validity reported between these three
items in:

PWDs: (r=0.62 with P <.001;r=0.30;r=0.28
with P <.01)

Caregivers: (r=0.61;r=0.32;r=0.39 withP <
.001)

Internal consistency reported for total religiosity
with Cronbach’s alpha: PWDs (0.66) and
caregivers (0.71)

SpREUK was validated in this study in the AD
population

3-factor model revealed factorial validity of CFl =
0.961, TLI =0.951, RMSEA = 0.075; convergent
validity was reported by intercorrelation
between subscales (r > 0.70); CAMS was
reported to be validated in authors’ previous
study (Pereira et al., 2015) but could not be
verified (English version unavailable)

Internal consistency was reported with Cronbach’s
alpha. SpREUK subscales: Support (0.93), Trust
(0.89), Reflection (0.90), overall (0.95); CAMS
(0.83)

The scale had not been previously validated with
the AD population

No psychometric data based on the sample
reported

Abbreviations: AD, Alzheimer’s disease; ADRD, Alzheimer’s disease and related dementias; CFl, comparative fit index; HR, high religiosity; LR, low religiosity;

QOL, quality of life; RMSEA, root mean square error of approximation; R/S, religion/spirituality; TLI, Tucker-Lewis index.

for one scale, the Santa Clara measure (0.93). Neither reliability nor
validity was reported for dementia in the other RS scales (BMMRS,
SBI-15R).

For persons with mild dementia or AD dementia, the findings for
R/S resources indicated a positive association between R/S beliefs and
practices with QOL but not social support® and a negative association
with depressive symptoms.>! Those with cognitive impairment, specif-
ically MCI and mild dementia, reported greater use of R/S practices,
beliefs, and support than did a healthy control group.®! Among mild
dementia participants, 90.4% reported practicing daily prayer or prayer
on some days and since diagnosis, 53.6% reported decreased corpo-
rate/organized religious attendance and 33% reported an increase in

RS practices like prayer.”°

3.1.3 | Religious/Spiritual coping

R/S coping was defined as religious or spiritual ways of understanding
and viewing stressors or difficult life circumstances?2 and how individ-
uals deal with a crisis to overcome it, which can include behaviors and
strategies. One study®® examined this domain with two instruments:
the Brief RCOPE®* and the Religious Problem-Solving Scale—Short
Version (RPSS).>> The RCOPE consists of two subscales, positive and

negative religious coping, with 14 items on a 4-point Likert scale mea-
suring the degree to which an individual uses positive or negative
religious coping strategies to view and face stressors. The RPSS uses
three subscales to measure self-reported (1) collaborative, (2) defer-
ring, and (3) self-directed religious problem solving, with items scored
on a 5-point Likert scale. These different styles of solving problems
religiously consist of working in conjunction with God as an active
participant or solving together (collaborative); remaining relatively
inactive, placing the solving responsibility upon God (deferring); and
sole responsibility, with the individual actively addressing a solution
(self-directed).>® McGee et al.”? et al. adapted the R/S measures from
the RPSS for older adults with AD. These measures have not been
validated for those with dementia but have been validated in other
populations. McGee et al.’° reported reliability, specifically internal
consistency, with Cronbach’s alpha of 0.86 and 0.71 for the positive
and negative Brief RCOPE and 0.91,0.88,and 0.86, respectively, for the
RPSS.

Positive religious coping was used more by participants with mild
AD than negative religious coping®® and negative religious coping, also
known as spiritual struggle, was positively associated with anxiety and
behavioral and psychological expression frequency and severity.>° Col-
laborative religious coping was used the most for problem solving,
followed by deferring and self-direction.>®
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3.1.4 | Spiritual well-being

This domain refers to a sense of well-being based on satisfaction or
dissatisfaction with a particular aspect of life that is important to a
person;2 it may include aspects of faith, peace, and meaning.2* Three
studies focused on mild dementia, two on moderate dementia, one
on MCI, one on cognitively impaired older adults with no specified
dementia, and one on dementia with no stage specified.

Five studies®3256-58

examined spiritual well-being using four
scales: the Spirituality Self-Rating Scale (SSRS), Brazilian Portuguese
Adaptation;*? the Spirituality Index of Well-Being?® translated into
Chinese; the Functional Assessment of Chronic lliness Therapy-
Spiritual Well-being Scale (FACIT-Sp12)¢! in French; and the Quality of
Life Index (QLI)23 psychological/spiritual subscale. dos Santos et al.”®
used the SSRS to measure spiritual orientation to life, representing
the importance of this spiritual domain to well-being and how one
may apply it in one’s life. Based on three concepts—faith, peace, and
meaning—the SSRS consists of six items rated on a 5-point Likert-type
scale, with higher scores indicating a higher level of spirituality.”? Wu
and Koo®! used the Spirituality Index of Well-Being, a 12-item instru-
ment measuring the effect of spirituality on subjective well-being,
divided into two subscales for (1) self-efficacy and (2) life scheme. Two
studies®®>” used the French version of the FACIT-Sp12, with three
subscales for faith, meaning, and peace; items are rated on a 5-point
scale with total scores for the instrument’s 11 items representing over-
all spirituality. Higher scores represent greater spirituality. Katsuno®
used the QLI psychological/spiritual subscale to measure importance
and satisfaction in psychological/spiritual aspects of an individual’s life.
Satisfaction responses are adjusted according to the importance indi-
cated and are rated on a 6-point Likert-style scale, with higher scores
indicating greater QOL.

The majority of the five studies that examined spiritual well-being
reported internal consistency with Cronbach’s alpha.®°%>7 Agli et al.”®
tested the psychometric properties of a 3-factor French model of
the 2-factor FACIT-Sp12°? to determine which one reported stronger
validity in cognitively impaired older adults and a control group. Inter-
nal consistency measured with Cronbach’s alpha was satisfactory (faith
=0.79, peace = 0.73, meaning = 0.84), and confirmatory factor analysis
supported the 3-factor version with acceptable model fit (see Table 2).
The model’s results were not significantly different between the cog-
nitively impaired group and control group, supporting validity in the
cognitively impaired group similarly. Agli et al.>” used the same mea-
sure in a later study and reported internal consistency with Cronbach’s
alpha for faith (0.77), peace (0.66), meaning (0.59), and overall (0.81),
indicating limiting to adequate reliability. One study® adapted its R/S
scale to the dementia population by using large bold type for questions,
with answer choices presented in the same order (i.e., ascending) and
direction for ease and deliberately shown while reading one question
at a time, but no other studies reported adapting scales. Two studies
did not report reliability or validity in this population for instrument
use.?138 |n Katsuno,® internal consistency for the QLI psychologi-
cal/spiritual subdomain was reported with Cronbach’s alpha at 0.87.

Concurrent validity of the QLI was reported (r = 0.45) for the over-
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all scale, not specifically for the psychological/spiritual subdomain by
itself.

There were no differences in spiritual well-being for moderate and
general dementia groups®’>® compared to healthy control groups in
the spiritual well-being dimension; Agli et al.°’ also found no dif-
ferences in QOL. Agli et al.>®°7 found a significant difference in
self-esteem between dementia and healthy controls. In Wu and Koo,3?
those with MCI and mild dementia reported lower spiritual well-
being, social support, life satisfaction, positive affect, optimism, and
hope, and higher negative affect, than did healthy controls; and in
mild and moderate dementia, there was a significant increase in spir-
itual well-being, cognitive function, hope, and life satisfaction after
a spiritual reminiscence intervention. Among those with cognitive
impairment and dementia with unspecified stage, positive associa-
tions were reported between meaning and QOL;°¢>’ between peace
and QOL;*® and between peace and self-esteem, sense of aesthetics,
and positive emotions/humor®’ —but no association between faith and
QOL.%® Negative associations were reported between meaning and
depression.’®>7 Findings for importance and satisfaction in the spiri-
tual domain included 90% of those with mild, probable AD dementia
reporting faith in God to be very important; 95%, very or moderately
satisfied with their faith in God; and 90% agreeing that religion was

important in everyday life, with 62% strongly agreeing.>

4 | DISCUSSION

The studies in this review provide an understanding of R/S for PWDs
and demonstrate a need for greater attention to R/S in this population
and further development of validated measures. The studies’ quality
varied, with the majority rated as poor (n = 10) and some fair (n = 4) due
to study design limitations (Table 1). Most studies were cross-sectional
(n = 8), with one of them rated fair; two of the three longitudinal
or randomized controlled trial (RCT) studies were rated fair; and one
mixed-methods study was fair. Only one study indicated effect size or
power needed to detect a true effect in its sample, and most studies
collected data at one point in time. Only a few studies controlled for
covariates in statistical analyses.

Two scales were validated for use with PWDs, six scales were
adapted for use with PWDs, and most studies reported only scales’
reliability, using Cronbach’s alpha. The studies suggest that R/S has
positive associations with cognitive and mental health and more rigor-
ous studies are needed to examine associations over time to evaluate
potential for improving health outcomes. Increased interest in and
attention to the importance of R/S is warranted in future research
in those with cognitive impairment and dementia to promote coping,

finding meaning, and positive psychological strengths.

4.1 | Measurement assessment

Overall, data were collected in person in eight studies, and five studies

did not specify how questionnaires were completed. Only two studies
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reported adapting R/S scales originally designed for the general pop-
ulation to accommodate PWDs, and five studies used validated mea-
sures for the dementia population. These validated measures covered
only two of the five R/S categories in the VSM-RS framework, leaving
a gap for more measures to be validated for R/S resources, R/S coping,
and spiritual needs. Future studies should consider Mini-Mental State
Examination (MMSE) scores and stage of dementia in accommodat-
ing measures. Development and validation of R/S measures for PWDs
should be prioritized.

The reviewed articles used both different and overlapping R/S mea-
sures. Several were adapted to a different language (n = 8) and several
were used without any modifications (n = 7). Five scales were adjusted
to accommodate PWDs in various ways: by decreasing answer choices,
with questions asked both verbally and visually with larger bold type
and one question per page; by providing ample time for answering;
and by providing a short break during interviews. But there was a
lack of R/S scales validated in the dementia population. Only two
measures, the FACIT-Sp12 and SpREUK, were validated for assessing
spiritual well-being and R/S attitudes in dealing with illness in cogni-
tively impaired older adults.333456.57 No measures assessed spiritual

needs.

4.2 | Conceptual and operational definitions of
religion/spirituality

In research, the definitions of R/S and the measures used to assess
them vary. An appropriate measure to accurately capture the specific
R/S construct is needed. Careful examination of the wording of such
scales is warranted to support their purpose and to facilitate compar-
ison across studies.’® Some of the studies reported general religiosity
or spirituality as a measured concept when the scale actually measured
spiritual well-being. For example, in two of the studies, spirituality was
reported as a construct representing faith, meaning, and peace, iden-
tified by the FACIT-Sp12°7 and the SSRS.°® However, developers of
the FACIT-Sp12 have indicated that it represents aspects of religious
faith and spirituality that contribute to QOL in chronic illness, indi-
cating spiritual well-being,! which is more of an outcome'® than a
fundamental element as in other R/S research.>¢2 The concept of spir-
ituality is abstract, and a clear definition with a clear model of R/S
dimensions could further scientific understanding of the connection
between spirituality and health and inform effective interventions. This
has been articulated by Steinhauser et al.?’ in reporting on the state of
science in R/Sresearch and emphasizing the need for models with clear

boundaries in future R/S studies.

4.3 | Religion/Spirituality and health

Research with PWDs in the reviewed studies showed that R/S was
important to them and that they continued to engage in R/S activ-
ities, including prayer and religious attendance. However, as PWDs

age and their capacity and functionality decline, they may not self-

initiate R/S practices and therefore may need R/S assessment and
support so that they can still connect with these activities that may
remain important. Supporting this idea, religious attendance was found
to be lower among older adults with dementia than among younger
adults with dementia,®® and 53% of persons with mild dementia
reported a decrease in organizational religious involvement since their
diagnosis.’° At the same time, Despoina et al.>? reported that individu-
als with MCl and mild dementia had higher levels of religious practices,
beliefs, and support (R/S resource use) than did non-dementia controls
(see Table 1). Agli et al.>” reported that levels of spiritual well-being
were similar between PWDs and controls, yet dos Santos et al.>8 found
lower spiritual well-being among those with MCI and those with mild

dementia compared to controls. Two studies®>!

suggested that indi-
viduals facing uncertainty or terminal illness such as dementia may
use religion as a coping source. dos Santos et al.’s findings® highlight
the struggle of uncertainty as individuals with MCI and mild dementia
work through their peace, meaning, and faith, whereas Despoina et al.’s
study®! suggest that they may use religiosity to find some control or
schema to work through these struggles—possibly working through
ways of spiritually coping. Jolley et al.3? found that PWDs were not
losing their spirituality and that it was important to them in everyday
experiences, and supportive as they worked through life stressors. Per-
haps dos Santos et al.>® captured attributes of individuals’ expectations
about progressing toward unfavorable, incapacitating states in demen-
tia that are overwhelming.%® This aligns with Ismail et al.’s®* findings on
the prevalence of depression in those with MCI.

The findings between R/S and cognitive function support a positive
association, but more studies are needed. Higher levels of spirituality,
private religious practices, and higher religiosity®>® were associ-
ated with slower cognitive decline®® but results varied on organized
religious attendance, which appears to decrease with age. Longer dura-
tion of memory problems was associated with spirituality, suggesting
that the longer duration of cognitive struggle may prompt greater
spirituality.3° It is possible that organizational religiosity may provide
greater cognitive benefits than non-organizational and intrinsic reli-
giosity by prompting PWDs to use language to interact with others
socially, but more studies are needed to further examine these dif-
ferences. Persons with mild dementia (97%) reported no changes in
their spiritual practices, with 33% increasing private practices such
as prayer, which is more accessible to older adults with dementia
who often depend on others for spiritual support. Indeed, spiritual
reminiscence3! improved spiritual well-being, hope, life satisfaction,
and cognitive function in mild and moderate dementia, suggesting R/S
may serve as a protective factor. Spiritual reminiscence may help PWDs
find meaning in life and transcendence as they reconnect to their past,
finding hope for the future.> These findings also align with Kaufman
et al.38 reporting spirituality was associated with slower cognitive
decline.

In the studies in this review, meaning was associated with QOL in
cognitively impaired individuals. Kaufman et al.38 found no significant
correlation between spirituality and QOL, whereas Lima et al.? and
Pereira et al.3* reported that individuals with dementia and lower QOL

used greater levels of spirituality. More studies are needed to further
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examine this association in this vulnerable population; increasing QOL
in those who suffer from dementia is a worthy health-care goal.

In studies focusing on psychological and behavioral health, R/S has
been associated with decreased levels of depression and psychologi-
cal stress.®®% In the reviewed studies, religiosity and religious beliefs
and practices®! and meaning and peace®’ were associated with less
depressive symptoms in those with dementia; similar literature on this
topic suggests religiosity may help facilitate mental health and suc-
cessful aging, reducing the risk of depression in adults with mental
disorders.® Negative religious coping, also known as spiritual strug-
gle, was associated with anxiety and increased severe behavioral and
psychological expressions in AD.°%3> Religiosity and spirituality were
found to be associated with decreased behavioral and psychological
expression frequency and severity in AD, which were also found to
be highly associated with negative religious coping. These findings
suggest that R/S is associated with mental health, specifically neu-
ropsychiatric symptoms. The studies’ findings support the need for
additional research on spiritual support in this population to evaluate
behavioral health outcomes over time, which are common in demen-
tia and can increase caregiver burden and depression.®? Because
dementia caregivers are twice as likely to experience emotional, phys-
ical, and financial difficulties as other caregivers, and because PWDs
have twice as many hospital visits yearly as do older adults without
dementia, creating and testing R/S interventions with the potential to
improve QOL is warranted. Dementia is one of the costliest health
conditions for society, so interventions with the potential to decrease
financial burden and unnecessary health-care use’® are greatly
needed.

In the reviewed studies, no significant difference in religiosity was
found between PWDs (mild to moderate) and caregivers.3¢ It is possi-
ble for individuals co-residing to share similar behaviors and as care-
givers engage in R/S activities themselves, some may include PWDs
in those activities. This was supported by reports that caregivers’
religiosity was associated with PWDs' self-reported QOL. No signif-
icant differences were found for R/S beliefs32 and QOL®7 between
PWDs (mild to moderate) and caregivers or controls. For persons with
greater cognitive impairment, it is possible that anosognosia, which can
include an optimism with responses becoming more positive as demen-
tia progresses, may suppress the disease’s impact on R/S.%8 It is also
possible that spirituality and spiritual well-being are simply strong in
persons with dementia as Bell and Troxel’! and Berry’2 have found
in persons with moderate dementia. In Jolley et al..*2 PWDs with a
mean score of 21 on the MMSE reported strong beliefs, with prac-
tices supporting their beliefs very important, spirituality evident in
everyday experiences, and spirituality as a support in facing disease
stressors.

Of the R/S categories in the VSM-RS, an association was identi-
fied only between individual R/S resources on the beliefs and practices
subscale of the SBI-15R and spiritual well-being on the QLI psycho-
logical/spiritual subscale for QOL.2 No other R/S categories were
examined for associations in our findings for this review. Exactly how
R/S dimensions are associated with each other and how they influence

health and well-being should be examined in future research.

Clinical Interventions

5 | NURSING IMPLICATIONS FOR CLINICAL
PRACTICE AND FUTURE RESEARCH

The findings of this review indicate that PWDs or those with MCI may
have lower spiritual well-being as they face a poor prognosis with an
uncertain future, yet that some PWDs have the same levels of R/S as
do those without dementia. The studies’ ratings indicate a need for
more high-quality research, with longitudinal designs to collect data
at more than one time point, exploration of R/S mediators and mod-
erators between stress and health outcomes in dementia, the use of
blinding when two groups are involved, power analyses with effect
sizes, control for confounders, and RCTs when possible. More research
is needed to explore R/S mediators and moderators between stress in
dementia and health. Perhaps religious coping or R/S resources could
impact that relationship. A PWDs spirituality may change throughout
the course from MCI to mild and then moderate disease. The findings
of the studies reviewed here reveal the need for further examination
of associations over time. Supporting the R/S of PWDs throughout the
stages of their disease needs additional evaluation on QOL, well-being,
behavioral and psychological expressions, and for coping.

PWDs may use R/S as a way to cope and work through their suffer-
ing to find faith, hope, life satisfaction, and meaning in their suffering,
yet PWDs may be more dependent on others to support their R/S
practices. Thus, nurses can assist by determining the religious and spir-
itual needs of persons with dementia. Nurses must reflect on their
own spiritual understanding to be able to attend to others’ spiritual
needs. Referral to spiritual care experts (i.e., chaplains) can be used for
those who have R/S needs beyond the compassion of a nurse’s care
and presence. Nurses could incorporate spiritual histories within social
histories to identify PWDs who may have R/S preferences.”®

This review has revealed a need for further exploration of the inter-
section of religion, spirituality, and dementia using rigorous research
methods. Future research should include prospective and longitudi-
nal studies, as well as more RCTs of persons throughout the stages of
disease, especially at end of life. Studying the progression of the dis-
ease and changes in religion and spirituality over time could be very
useful for exploring spiritual care support in the future. There is a
lack of spiritual interventions for this population, which faces distress
and uncertainty. Research must develop, test, and apply reliable, valid
instruments to measure the various constructs of religion and spiri-
tuality in PWDs, which include religiosity, spirituality, R/S coping, R/S
resources, R/S needs, R/S preferences, and spiritual well-being. Studies
should report religious beliefs and affiliations of samples for compari-
son of findings and transparency. Because racial and ethnic minorities
find religion and spirituality important’4 and have a significantly higher
incidence of dementia,’® it should be a priority to use diverse samples
when studying these constructs to increase our understanding of the
roles of race, ethnicity, and culture among PWDs.

In this review, no studies were identified that measured spiritual
needs or spiritual distress of PWDs, both of which may drive individuals
to find meaning, purpose, and value in their lives,”¢ and no studies were
identified that recorded R/S preferences. Very few scales for measur-

ing R/S in this population have been validated. More R/S measures
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need to be created and validated for dementia and used in longitudi-
nal studies to assess R/S constructs with greater precision, because
PWDs report R/S as being important in their lives for dealing with their
disease. Future measures will contribute greater knowledge of PWDs’
R/S needs, practices, beliefs, and activities to inform future interven-
tions to examine their impact on QOL and well-being in this vulnerable
population.

6 | LIMITATIONS

In this review, the quality of the included studies was evaluated and
found to be fair to good. However, only one study was a RCT. The
multiple definitions of the R/S constructs call for a standard definition
because studies with similar terms yet different definitions make the
interpretation and comparison of findings difficult. Also, R/S may differ
across ethnicities and cultures, which limits generalizability. The evi-

dence available is overwhelmingly dependent on the ability of PWDs

to communicate with research teams.””
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