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Abstract

Introduction: Person-centered care and assessment calls for measurement tools that

help researchers and providers understand people with dementia, their social rela-

tionships, and their experience of the care environment. This paper reviewed available

measures and evaluated their psychometric properties.

Methods: Literature searches of major databases (PsycInfo, PubMed, EBSCO,

CINAHL) for papers examining person-centered constructs in samples of people living

with dementia or mild cognitive impairment. Reliability and validity coefficients were

reviewed and reported.

Results:We identified 26 unique measures that had been tested in samples of people

living with dementia. Twelve measures of hope, well-being, engagement, social rela-

tionships, meaning, resilience, stigma, spiritual beliefs and practices, values and prefer-

ences, and positive psychology constructs had strong psychometric properties in sam-

ples with dementia.

Discussion: A variety of reliability and valid measures were identified for use in

person-centered care and research with people living with dementia. Additional mea-

sure development is needed for key person-centered concepts including dignity and

strengths.
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1 INTRODUCTION

Person-centered care principles are becoming more widely adopted

across care contexts. As a result, there is a growing need for mea-

surement tools that can evaluate intervention programs and help

understand individuals living with dementia in terms of personhood.

Kitwood1 identified interpersonal care that conveys trust, respect,
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and recognition as essential to person-centered care. Values most

often associated with person-centered care in the literature include

holistic, whole-person care, respect and value, choice, dignity, self-

determination, and purposeful living that includes encouragement of

continued social roles. There is an emphasis both on knowing the per-

son andunderstanding their experiences, facilitating enriched relation-

ships, and individualizing care to enhance and support autonomy.2
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In 2018, the Alzheimer’s Association published a special issue of

The Gerontologist focusing on Dementia Care Practice Recommenda-

tions (DCPR), including recommendations forPersonCenteredAssess-

ment and Care Planning.3 Key recommendations included prioritiz-

ing assessment of strengths and domains that support living well

with dementia. In a cohort of persons living with mild-to-moderate

dementia (n = 1547) in the “Improving the Experience of Demen-

tia and Enhancing Active Life (IDEAL) study, self-esteem, optimism

and self-efficacy predicted indices of wellbeing.” To advance the sci-

ence of person-centered care, measures of self-esteem, optimism,

relationships, dignity, and meaningful engagement are needed. Mea-

sures of person–environment relationships are needed to understand

the impact of physical (built and natural), social, spiritual, residen-

tial, and health-care environments on perceived person-centeredness

and overall well-being. The current article responds to the DCPR rec-

ommendations by intentionally seeking and reviewing measures for

supporting well-being and person-centered care. Because living with

dementia is dynamic and situational, and “what matters” to the person

and care partner will change over the course of the disease trajectory,

this article considers instrument reliability, validity, and sensitivity to

change over time.

Cognitive function and neuropsychiatric symptoms provide impor-

tant insights into disabilities that may interfere with daily activities

and quality of life, but a wider range of outcome measures will cap-

ture variations in psychosocial, interpersonal, and experiential aspects

of personhood. Persons living with dementia and their care partners

have highlighted the need for strengths-basedmeasures to balance the

emphasis on deficit, decline, and burden suggested by scales ofmedical

and psychiatric symptomatology.

Adding new measures to those quantifying problem-focused out-

comes will create opportunities for understanding and improving the

daily lives and concerns of people livingwith dementia. Consistentwith

Dementia Care Practice Recommendations (DCPR), we draw upon

person-centered principles,1,4 the notion of whole person demen-

tia assessment,5 and the person’s experience of the home and care

environment.6 Such tools may help researchers and practitioners eval-

uate care practices and recommend changes to better meet the needs

of people and families living with dementia.7

Whole-person dementia assessment is an expression of person-

centered principles applied to assessment and diagnosis that rests on

four principles.5

∙ Person-centered care argues that people are more than a diagno-

sis and that assessment practices should reflect this by measuring

more than cognitive deficits (neuropsychological testing) and func-

tional changes (instrumental activities of daily living [IADL] andbasic

ADL).

∙ Clinicians may be more comfortable assessing cognitive function

than experiential outcomes that reflect the impact of the disease on

selfhood.

∙ Person-centered approaches attempt to understand the person’s

experience and perspective, and take steps to invite their input on

their daily life and care. The whole-person dementia assessment

RESEARCH INCONTEXT

1. Systematic review: The authors reviewed the literature

using traditional sources including PsycInfo, PubMed,

EBSCO, and CINAHL to identify measures of person-

centered constructs that have been evaluated in samples

of people living with dementia. Measures were evaluated

todetermine their psychometric properties including reli-

ability and validity in people living with dementia.

2. Interpretation: The review identified 26 measures of key

constructs and 12 met criteria for good reliability and

validity in samples of people living with dementia.

3. Future directions: This article identifies several areas

where additional measure development is needed and

highlights limitations in existing research, including lim-

ited attention to the role of culture and dementia type.

approach builds upon this principle by emphasizing the importance

of developing and using self-report measures that can be completed

in a reliable andvalidwaybypeople livingwith cognitive impairment.

∙ Finally, the focus of assessment determines intervention and care.

Narrow assessment of cognition and function typically leads to

symptomatic treatment and deficit management. Expanding assess-

ment to include other aspects of the person and experience will cre-

ate opportunities for tailored care planning and psychosocial and

spiritual interventions.

Day-to-day living incorporates not only the social environment, but

also the physical (built and natural) environment, care environment,

and spiritual (meaning-making)milieu. Seamon8 first used the term “at-

homeness” to convey the “usually unnoticed, taken-for-granted situ-

ation of being comfortable in, and familiar with, the everyday world

in which one lives. . . ” (p. 70). Molony6 conducted a qualitative meta-

synthesis to identify key experiences of at-homeness: empowerment

(choice and perceived self-efficacy), refuge (physical, spatial, and onto-

logical security), relationships (social inclusion and connection to peo-

ple, pets, places, cherished possessions, symbols, and values), and

dynamic person–environment interactions that reconcile one’s sense

of self with one’s past, present, and future.9 Persons livingwith demen-

tia may lose the narrative thread connecting self to past or future,

thus magnifying the importance of creating experiences and envi-

ronments in the present that re-establish person–environment con-

nection, restore ontological security, and rebuild at-homeness. Inter-

ventions such as therapeutic reminiscence, pet therapy, music ther-

apy, family presence videos, andmulti-sensory stimulation therapy are

examples of approaches to enhancing at-homeness. These types of

interventions need further testing using holistic, sensitive, valid mea-

sures.

In this article, we outline a range of measurement constructs that

are relevant to assessment and care planning based on these concepts.
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We focused our analysis on measures that help researchers and care

providers better understand the person, their social relationships, and

the care environment. These categories reflect three components of

quality of life (QOL) proposed by Gitlin and Hodgson:10 psychologi-

cal well-being, perceived valuation or appraisal of life (meaning and

personal agency), and the physical and social environment. Behavioral

competencies represent the fourth component (physical health, func-

tion, activities, behavioral and cognitive symptoms) in the Gitlin and

Hodgson model. Other key constructs including cognition, decision-

making capacity, health-related QOL, and functional measures are

beyond the scope of this review and so are not considered here. It

is however important to recognize that they influence the measures

described here. For example, a person’s level of cognitive functioning

anddecision-making capacitymaydetermine their involvement in deci-

sion making; sense of agency; and in turn, psychological well-being. In

this article, we focus on new emerging psychosocial constructs and

measures that help people living with dementia and cognitive impair-

ment to regain their voice and input into their own life and care.

2 METHODS

2.1 Search guidelines

Wesearched PsycInfo, PubMed, EBSCO, CINAHL, and various reviews

of psychosocial interventions to identify measures. The Appendix

includes a list of terms and synonyms. Sample person terms included

hope, resilience, gratitude, happiness, and optimism. Examples of

relationship-focused search terms included loneliness, social isola-

tion, social exclusion, and stigma. Experience of environment search

terms included (for example) at-homeness, person–environment rela-

tionship, and person–environment integration. We limited our search

to samples that had dementia or cognitive impairment. This included

Alzheimer’s disease (AD), other forms of dementia, mild cognitive

impairment (MCI), and cognitively impaired no dementia (CIND). Only

peer-reviewed papers published in English are included in this review.

A recently published scoping review was also reviewed, but no unique

measures were added based upon this review because (1) they did not

fit the search categories, (2) hadnot clearly been tested in sampleswith

dementia, or (3) did not report psychometric properties.11

2.2 Review criteria and evaluation

Tools were evaluated for evidence of reliability (internal consistency

and test–retest for self-report measures, and inter-rater reliability for

observer ratings) and validity. With regard to reliability, tools with

Cronbach’s alpha ≥ 0.80 were considered good and those with coeffi-

cients 0.60 to 0.79 were considered fair. For validity, correlation coef-

ficients ≥ 0.60 were considered good and those 0.40 to 0.59 were fair.

This is consistent with the approach taken by similar reviews12 and the

COSMIN framework.13 Studies on people with dementia were priori-

tized in the review process, but promising measures that have not yet

been used in dementia were also noted when appropriate. Finally, we

recommend a series of measures based upon psychometric properties

and evidence of person-centered focus.

3 RESULTS

Twenty-six unique measures were identified, all of which have been

tested in samples of people living with dementia. The results of this

search are divided into three tables reflecting constructs relevant to

the person and their experience (Table 1), their social relationships

(Table 2), and the care environment (Table 3).

3.1 Person and experience

The database search identified nomeasures of shame, embarrassment,

guilt, hopelessness, or feeling like a burden. These are common themes

in the qualitative literature on the dementia experience, but have not

yet been operationalized into quantitative research measures. On the

other hand, several constructs pertaining to positive psychological per-

spectives were identified and thesemeasures are described below.

3.1.1 Hope, resilience, meaning

More research has been conducted on hope in dementia than any of

the other positive psychology constructs, with the exception of gen-

eral psychological well-being. The Herth Hope Index (HHI)14 was the

onlymeasure of hope that appeared in database searches with demen-

tia as a key term. The HHI was used in persons living with dementia

in a secondary analysis of data from the Pittsburgh Alzheimer’s Dis-

ease Research Center (ADRC).15 The sample included 45 individuals

ranging from 43 to 91 years of age (M = 74.27, SD = 10.15) who had

a diagnosis of MCI or early dementia and a Mini-Mental State Exam-

ination (MMSE) score of 16 or greater. The study found support for

convergent and discriminant validity, good internal consistency, and

a two-factor structure accounting to 51% of the variance. The HHI

conceptualizes hope as a multidimensional, dynamic life force char-

acterized by a confident expectation of achieving good, which is real-

istically possible and personally significant. The HHI domains include

(1) temporality and future, (2) positive readiness and expectancy, and

(3) interconnectedness.14 This conceptualization is consistent with the

person-centered philosophy guiding this article. In a systematic review

of Hope Scales tested in general populations, Redlich-Amirav et al.16

found 18 published instruments. Most had only one psychometric

study. The two scales with the greatest evidence were Snyder et al.’s

Adult Hope Scale (AHS)17 and the HHI. The AHS may prove useful for

measuring hope in this population, as a recent study reported prelim-

inary findings that the AHS is a reliable and valid measure of hope in

recent nursing home residents with cognitive impairment.18

The Positive Psychology Outcome Measure is a 16-item scale

that combines items related to hope and resilience. Reliability and

convergent validity have been reported in one studywith persons with
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dementia but further testing is needed before endorsing this question-

naire. Themeasure demonstrated good reliability and positive correla-

tions with QOL.19–20

A study by McGee et al.21 conducted a psychometric evaluation of

several measures of positive psychological concepts, including grati-

tude, meaning in life, optimism, resilience, and life satisfaction. In a

sample of 36 people with early-stage dementia (Clinical Dementia Rat-

ing = 1), the 14-item Resilience Scale (RS-14) and Steger’s Meaning in

Life Questionnaire (MLQ) demonstrated the highest reliability among

these measures. The MLQ has 10 self-report items with two separate

5-item subscales, one measuring the search for meaning and the other

the presence of meaning. The MLQ and RS-14 correlated positively

with one another and with measures of optimism. Although the Grat-

itude Questionnaire and Life Orientation Test-Revised had low relia-

bility, they showed significant, positive correlationswith other positive

constructs.

3.1.2 Psychological well-being

Three instrumentswere identifiedwithmodest empirical support from

studies conducted with persons living with dementia. The Control,

Autonomy, Self-Realization and Pleasure Scale (CASP-19),20 the Psy-

chological Well-being in Cognitively Impaired Persons Scale (PWB-

CIP),22 and the Quality of Well-being Scale23 each demonstrated

acceptable reliability and/or validity in at least one small single-site

studywith individualswithmild tomoderate dementia. TheCASP-1924

is recommended for further study based upon the range of domains,

the testing in more than one study that included persons living with

dementia, and the clarity of interpretation. The 19-question Likert-

type scale was originally developed as a needs satisfaction measure of

QOL in early old age.24 Although the reliability is good for the instru-

ment as a whole, the autonomy subscale demonstrated poor reliabil-

ity and problematic factor loadings in the only study conducted with

individuals with dementia.20 A shorter scale, the CASP-12, which com-

bined control and autonomy in a single domain, demonstrated stronger

support for factor validity.

The Visual Analog Scale (VAS)25 and the Short Warwick-Edinburgh

Mental Wellbeing Scale (SWEMWB)26 were used in samples with

dementia but did not report psychometric properties.

Dementia Care Mapping (DCM) developed by Kitwood and Bredin

in the early 1990s, is an observational assessment method designed to

assess care processes from the perspective of the person living with

dementia in formal care settings. Using a mixed methods approach,

qualitative observations are gathered focusing on the behaviors of the

person living with dementia, instances when they are ignored or infan-

tilized, andmomentswhen validation or empathic approaches are used

to support the person with dementia. Quantitative data focus on ser-

vice provision and quality of service interactions. Data are shared with

the staff in the form of constructive feedback and can be used to mea-

sure subsequent changes in person-centered service delivery.1,27

DCM is a valid tool formeasuringQOLof persons livingwithdemen-

tia in residential care settings.28 Chenoweth and Jeon29 determined
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through a pilot study that DCM was not a sensitive outcome measure

of well-being as other validated measures of function, behaviors, and

QOL. However, DCM observations revealed ways in which the staff

interacted and attended to the needs of the person living with demen-

tia in amore person-centered approach.

In using DCM as a process improvement tool in long-term care

(LTC), Griffiths et al.30 discovered organization and cultural readi-

ness to change are instrumental factors in determining how success-

ful implementation of DCM and person-centered care approaches

may be. Mansah et al.31 qualitatively assessed the impact of feed-

back from DCM coupled with reflective work practices of nurse’s

aides on care outcomes of persons living with dementia. Results indi-

cate staff felt empowered to create/implement person-centered care

plans and improved interpersonal interactions with persons living with

dementia.

3.1.3 Religion and spirituality

Five measures of religious participation and spirituality were identi-

fied, but only the Systems of Belief Inventory (SBI-15R) had reliability

estimates (alpha = 0.9), and also correlated positively with QOL. QOL

was the most common domain these measures were validated against

and most demonstrated positive and statistically significant correla-

tions. The Duke University Religion Index (DUREL) and NIH/Fetzer

Overall Self-Ranking subscale were the only two that were validated

against other measures of the same construct, as they were positively

correlated with one another in a sample of 70 people with probable

AD.32

3.2 Social relationships

3.2.1 Social isolation

The search revealed two instruments that measure social isolation

including the Social Inclusion Scale (SIS)33 and the Friendship Scale

(FS).34 The SIS has not been tested in populationswith dementia. There

has only been one study using the SIS, and it demonstrated good inter-

nal consistency (reliability0.77). This instrumenthaspotential for older

adults living with dementia but needs further testing. The FSmeasures

perceived social isolation and loneliness.34 It is a5-itemscale andCron-

bach’s alpha was 0.80. The sample of 49 was small and the measure

was tested inMalaysiawith a sample of participants livingwith demen-

tia. Casey et al.35 used the FS in a sample of 94 older adults, some of

whom had dementia. In that study the internal consistency of the FS

was found to be 0.76.

3.2.2 Social networks

There were two instruments found that measure social networks, the

Patient StrainMeasure PSM-436 and the Lubben Social Network Scale

(LSNS-6).37 The LSNS-6 was tested in three specific sites with large

samples (n = 1964, n = 2870, and n = 2598) in older adults without

dementia.37 The internal consistency for the6-itemscalewas0.83. The

LSNS-6 has been used in numerous samples of older adults,35,38–40 but

psychometrics have not been reported in samples with dementia. The

PSM-4 has four items and was used in a sample of 294 veterans living

with dementia, but did not report psychometrics.36

3.2.3 Loneliness

Three instruments that measure loneliness were identified, the UCLA

Loneliness Scale Version 3,41 the Three-Item Loneliness Scale,42 and

the 6- Item De Jong Gierveld Loneliness Scale.43 The UCLA Loneli-

ness Scale Version 341 has 20 items and has been tested with older

adults, but not specifically people livingwith dementia. Internal consis-

tency was demonstrated to be between 0.89 and 0.94, and test–retest

reliability of 0.73. The Three-Item Loneliness Scale,42 which takes its

three items from the UCLA Loneliness Scale Version 3, was tested in

a dementia population.44 Other differences with the UCLA Loneliness

Scale Version 3 is the Three-Item Loneliness scale reduced the number

of response categories from four to three and thewordingwas changed

from first to second person to adapt to telephone interviews.42 The 6-

Item De Jong Gierveld Loneliness Scale43 is a concise 6-item instru-

ment with an internal consistency of 0.70 to 0.76. In total, the study

had a large sample (n = 14,491) of older adults. Additionally, the 6-

Item De Jong Gierveld Loneliness Scale was used in a population that

included older adults living with dementia45 and internal consistency

was reported to be 0.77.

3.2.4 Stigma

Therewasonly one study that appeared in the search termsusedwhich

measures stigma as it relates to social relationships and connections. In

this single study two measures, the Stigma Impact Scale (SIS) and the

Stigma Experience Scale (SES), were evaluated.46 These were tested in

a sample (n = 40) of people living with dementia (26 AD participants

and14Parkinson’s disease). Internal consistency for theSESwasbelow

acceptable levels with a Cronbach’s alpha score of 0.61. The SIS had an

internal consistency of 0.89 and correlatedwith higher depression and

lower self-esteem.

3.3 Care environment and care planning

Two measures were found that assess the climate of the care environ-

ment or residential setting. The Sheltered Care Environment Scale47

was designed to measure social climate. The measure is not an appro-

priate measure to identify individual experiential differences, how-

ever. The authors note that it was developed to maximize differences

between facilities andminimize differences among individuals within a

setting.48
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The Person-Centered Climate Questionnaire–Patient Version49

was designed to identify individual perceptions of the health-care cli-

mate and has been tested in hospital and LTC settings.50 The instru-

ment has good reliability and construct validity, but the cognitive func-

tion of the 189 participants in the LTC psychometric study was not

tested and it is unknownwhether any had a diagnosis of dementia.

One measure was found that focused on the experiential, rather

than physical, environment, as well as the degree of person–

environment integration and fit. Molony et al.51 developed an instru-

ment to measure the experience of home, defined as an existential

experience created by dynamic transactions of physical and psychic

energy that bond person to place. Their Experience of Home (EOH)

Scale demonstrated strong support for reliability and validity in a sam-

ple of 200 older adults (without dementia) and demonstrated the abil-

ity to discriminate between known groups dwelling in the community

versus residential LTC. The instrument demonstrated intra-individual

sensitivity to change over time in one longitudinal study that included

a small sample of cognitively impaired and cognitively healthy nursing

home residents.9 The EOH scores corresponded strongly with concur-

rent qualitative data in this mixed-methods study. Further testing and

development are needed to fully endorse this scale for use as an out-

comemeasure for persons living with dementia.

The Engagement and Independence in Dementia Questionnaire

(EID-Q) has strong support for reliability in moderately sized samples

of persons living with dementia and appears to measure aspects that

are distinct fromQOLasmeasured by theQuality of Life inAlzheimer’s

Disease (QOL-AD).19

The Group Observational Measurement of Engagement (GOME) is

assessment tool developed by Cohen-Mansfield et al.52 to evaluate

individual and group engagement in group activities for people with

dementia. This observationalmeasurewas developed based onCohen-

Mansfield et al.’s52 Comprehensive Process Model of Group Engage-

ment, which posits that environmental, personal, and stimuli attributes

affect group engagement, and that interactions among these con-

structs influence affect and behavior. TheGOMEhas five items regard-

ing individual engagement with the group, and three items regarding

the overall engagement of the group itself; items are rated on a Lik-

ert scale ranging from 0 to 6. The initial psychometric analyses of this

assessment tool show that the measure of individual engagement with

the group has high inter-rater reliability and very good validity.

Four additional assessment tools that contribute potentially valu-

able data for care planning are: the Preferences for Everyday Living

Inventory (PELI), the Values and Preferences Scale (VPS),53 the Pleas-

ant Events Schedule–Alzheimer’s Disease (PES-AD),54 and the Deci-

sion Making Involvement Scale (DMIS).55 The PELI has been tested

in both community and nursing home samples and has demonstrated

good reliability and validity, as well as consistency across levels of cog-

nitive function.56 It is a useful tool to guide person-centered care plan-

ning and evaluate the effect of person-centered interventions. The

VPS was found to have fair to good internal consistency for individu-

als living with dementia and their caregivers (alpha = 0.70–0.82). The

responses to the VPS corresponded in the predicted manner to mea-

sures of depression, QOL, and involvement in decision making. This

toolmaybeparticularly useful for discussions related todaily caredeci-

sions and plans for future care, and may illuminate congruence or dis-

parity between individual and care-partner dyads.53 The PES-AD has

fair to good reliability andvalidity57 but the longer53-itemversionmay

be more valuable than the short form as a tool for activity planning.

Caregiver assistance may be needed to complete the assessment. The

DMIS has demonstrated good reliability (alpha = 0.85) in a sample of

217 people living with dementia.55

4 DISCUSSION

Table 4 provides a list of measures that are recommended because

they demonstrate good reliability and validity in samples with demen-

tia, along with sample items reflecting content consistent with person-

centered principles. These 12 measures cover all three domains and

a range of constructs that can be incorporated into person-centered

research. A review of the individual items contained in the instruments

recommended in this article reveals that many of them correspond

to highly valued constructs for persons experiencing dementia. Hope,

mastery or agency, giving and receiving love and emotional support,

and being in an environment that supports continuity of self and iden-

tify, are addressed in the individual items populating many of these

scales. This review also revealed a number of constructs that have

received attention but need further development.

4.1 Dignity

Dignity is often highlighted as a basic need for people living with

dementia. The search criteria for dignity measures yielded numerous

qualitative research studies, suggesting rich opportunity for additional

instrument development and testing for this construct. Two measures

emerged from this review. The Patient Dignity Inventory focuses on

negative experiences and threats to dignity, and has not been tested

in large enough samples to recommend use for persons living with

dementia at this time. The Jacelon Attributed Dignity Scale58–59 has

good psychometric properties but has not yet been evaluated in per-

sons living with dementia.

4.2 Well-being

The SWEMWB26 is the only well-being scale that demonstrated sen-

sitivity to change over time during pre–post intervention testing. It

contains individual items consistent with valued constructs of person-

centeredness with sample items including “I’ve been feeling useful”

and “I’ve been feeling loved.” The scale is brief, easy to administer,

and provides a potential outcome measure to identify positive seque-

lae of person-centered care. The scale was developed and tested in

a population-based study in Scotland and demonstrated good inter-

nal consistency reliability in five population-based cohort studies60 but

has not yet been specifically evaluated for psychometric performance

in older adults with dementia.
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TABLE 4 Person-centeredmeasures demonstrating good reliability and validity properties in samples with dementia

Measure Construct Person-centered content

Adult Hope Scale Hope Sample items:

“I meet the goals that I set for myself.”

“There are lots of ways around any problem.”

Control, Autonomy, Self-realization

and Pleasure Scale (CASP-19)

Well-being Sample items:

“I can do the things that I want to do.”

“I feel that my life hasmeaning.”

PsychologicalWell-being in

Cognitively Impaired Persons Scale

Well-being Observer report, no self-report version

Positive PsychologyOutcome

Measure

Positive psychology outcomes Sample items:

“I am able to adapt to things.”

“I am able to see the humorous side.”

Engagement and Independence in

Dementia Questionnaire (EID-Q)

Engagement and social

iIndependence

Sample items:

“I have a role in my social circle.”

“I canmake changes tomy life tomatchmy abilities.”

Meaning in Life Questionnaire (MIL-Q) Meaning Sample items:

“My life has a clear sense of purpose.”

“I understandmy life’s meaning.”

14-itemResilience Scale (RS-14) Resilience Sample items:

“I usually manage oneway or another.”“I am determined.”

Systems of Belief Inventory (SBI-15R) Spiritual beliefs, practices, support Sample items:

“I have experienced a sense of hope as a result of my

religious or spiritual beliefs.”

“I pray for help during bad times.”

Friendship Scale (FS) Social support and isolation Sample items:

“I had someone to sharemy feelings with.”“I felt lonely.”

Stigma Impact Scale Stigma Sample items

“Some people act as though I am less competent than usual.”

“I feel others avoidme because of my impairment.”

Preferences for Everyday

Living–Nursing HomeVersion

Preferences Sample items

“How important is it to you to do your favorite hobbies?

[followed by list of hobbies]

Values and Preferences Scale Values and preferences Sample items:

“How important is it for you to:

Be with family or friends?

Come and go as you please?

Feel useful?”

Note: all measures listed demonstrated good psychometric properties in samples with dementia or cognitive impairment.

4.2.1 Thriving, flourishing, inner strength, and
resilience

Thriving is a construct that is highly consistent with a whole-person

framework, but the measures developed to quantify this construct

have not yet been adequately studied in persons living with demen-

tia. Strong conceptual work provides a promising foundation for future

item development, instrument refinement, and testing. Flourishing is

a related concept, but the one measure that has been developed and

tested to measure this outcome thus far has focused on domains rele-

vant to primary care, rather than broader person-centered care con-

texts for persons living with dementia. Measures that warrant fur-

ther study include the Comprehensive Inventory of Thriving (CIT), the

related Brief Inventory of Thriving (BIT), and the Thriving in Long-Term

Care scales. Strong conceptual work provides a promising foundation

for future item development, instrument refinement, and testing. The

onemeasure of flourishing that has been developed and tested thus far

has focused on domains relevant to primary care, rather than broader

person-centered care contexts for persons living with dementia.61–62

Lundman et al.63 tested the Inner Strength Scale (ISS) in an age-diverse

sample of cognitively healthy adults and later tested the Resilience

Scale (RS-25), the Sense of Coherence Scale (SOC), the Purpose in Life

Scale (PIL), and the Self-Transcendence Scale (STS).64 These measures

should be tested in samples living with dementia because these con-

structs are highly valued as indicated by qualitative studies.65

Other positive attributes highlighted in qualitative work that were

not found in the instrument-development literature include growth,

humor, and coping. Post-traumatic growth and coping have been mea-

sured in a small study of stroke survivors but people with cogni-

tive impairment were excluded.66 Pleasure and enjoyment were not
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found within research measures, but were included in questionnaires

intended to improve person-centered care planning (e.g., PES-AD).

4.3 Excess disability

Although there exists a multitude of assessments designed to mea-

sure disability and dependency in people with dementia, no formal

measures were found when using “excess disability” as a search term.

Excess disability can arise due to environmental, social, psychologi-

cal, and pharmacological factors that prevent an individual from func-

tioning at the level at which they are capable.67–68 While studies

have been published examining excess disability in people with demen-

tia, none have used a formal measure of the construct; instead, they

have relied on coding schemes and comparing observed function-

ing to predictors of disability like the Charleston Comorbidity Index

and the Global Deterioration Scale.67–68 Inherent in assessing excess

disability is consideration of factors that lie outside the traditional

biomedical model of dementia. In fact, a person-centered approach is

necessary to identify and remediate social, environmental, psychologi-

cal, or pharmacological factors that increase disability and dependency

in a person with dementia. The creation of a standard assessment of

this construct may facilitate development of interventions that target

this concept.

4.4 Strengths

It has become quite common for person-centered care to focus on

integrating a person’s strengths, yet no formal measure of strengths

could be found. Many scholars have written about maintenance of

the self and personhood throughout the course of dementia, and

recently researchers have been expanding their study of people with

dementia to include positive psychology constructs such as hope and

resilience.1,19,69 There is a need for the conceptualization of demen-

tia as a process that does not strip an individual of their personhood,

which includes their strengths and virtues.70–71 Peterson and Selig-

man published Character Strengths and Virtues72 to systematically clas-

sify strengths and virtues that may be targeted for research and inter-

vention to improve well-being in the general population. Yet, empirical

research on people with dementia does not typically focus on identi-

fying or targeting an individual’s strengths, and indeed we could find

no formal assessment of strengths of people with dementia. A bridging

of positive psychology constructs, models of personhood, and care for

people with dementia represents an emerging line of research that has

the potential to improve the experiences of people with dementia and

their caregivers, and society’s perception of dementia.

4.5 Belonging

Two measures of belonging were identified: the Social Connectedness

Scale (SCS) and the Social Assurance Scale (SAS). Although these tools

have excellent psychometrics among college students,73 they have

not been tested among older adults or people living with dementia.

The person- centered approach for these scales is good, as they both

attempt to seek input about the experience from the participant.

4.6 Successful aging with dementia

In researching the topic of resilience, Harris74 explored the concept

of successful aging while living with a diagnosis of early-stage demen-

tia. Informed by the biopsychosocial-cultural approach to dementia,

Harris74 applied the resilience frameworkmost notably usedwith chil-

drenwho despite their social and psychological experiences, overcome

adversity and have positive outcomes. Using the person-centered

approach, two casenstudies of persons livingwith dementiawere iden-

tified from a larger study which examined living with the diagnosis of

dementia74 thus providing context, laying the groundwork to explore

the observable behaviors of resilience through ethnographic, open-

ended interviews. This study elucidates how a framework of resilience

may be applied to persons living with adversity while demonstrating

behaviors indicative of resilience. Williamson and Paslawski75 con-

ducted a qualitative studywith seven persons livingwith dementia and

five care partners, obtained via purposive sampling. Semi-structured

interviews were conducted to elicit rich descriptions of the concept of

resilience andwhat it means to live with or care partner with someone diag-

nosed with dementia. Thematic analysis was used with interview tran-

scripts to generate themes and subthemes. Triangulation of interviews

was completed with all participants. Three themes emerged related

to resilience: (1) active and purposeful living, (2) perspective, and (3)

resources. Subthemes of factors included: participation, physical activ-

ity, social interaction, attitudes/acceptance, openness, education, sup-

port, and strategies.

4.7 Care planning

The process of care planning is predicated on the data that emerge

from the assessment phase. Just as the ability to appropriately address

pain management relies upon the assessment of location, intensity,

context, meaning, and expression of pain, as well as previous expe-

rience with pain and pain relief, so does the ability to appropriately

provide individualized psychosocial care rely on the assessment of

experiences of social engagement, hope, spiritual connection, pleasure,

resilience, and positive experiences of theperson–environment rela-

tionship. While qualitative research typically sheds light on lived expe-

rience, and quantitative research identifies the correlates and predic-

tors of desired outcomes, a mixed-methods study revealed that qual-

itative comments made while completing the EOH Scale illuminated

values, preferences, and narrative clues to situations that supported

or detracted from at-homeness, as defined by the individual.9 This sug-

gests that mixed-methods studies and new innovative approachesmay

use these measures not only for evaluation of new interventions and
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approaches in a particular population, but also for individualized care

planning.

The need for measures applicable to everyday living has been

emphasized in the call for pragmatic trials.76 The National Institute on

Aging (NIA) IMPACT Collaboratory is a nationwide organization that

promotes the conduct of embedded pragmatic clinical trials (ePCTs)

evaluating non-pharmacological approaches to care for people living

with dementia and their care partners within health-care systems. To

support these trials, robust measures are needed in domains of value

to these stakeholders.

Key assessment questions to inform care planning include “What

brings this person hope? What enables a sense of belonging or at-

homeness? Who provides social support?” The instruments listed

above may provide key insights that enable care planning. Many other

care planning tools were found in the literature that are recommended

for future pragmatic trials including the Alzheimer’s Association Care

Planning Toolkit,77 the Person-Directed Dementia Care Assessment

Tool,78 Goal Attainment Scaling,79 the WeCare Advisor ™,80 and the

Process for Care Planning for Resident Choice Toolkit.81 Zimmerman

et al.12 conducted a comprehensive inventoryof person-centeredmea-

sures and instruments for quality improvement (QI) in assisted living.

Many of these measures would be useful for QI in a range of environ-

ments providing care for persons with dementia.

Future studies need to focus not only on the content of psychoso-

cial measures, but also on response formats, length, and presentation

modality. Castle and Engberg82 noted differences in preference and

response variability using diverse response formats to measure iden-

tical constructs in older adults. Safikhani et al.83 identified differences

in reliability, validity, and responsiveness to change across a variety of

contexts of use for pain scales (e.g., numeric rating scales, visual ana-

log scales, and verbal rating scales). Neither of these studies included

persons with dementia.

This review has two key limitations, both of which related to sam-

pling. First, this analysis did not differentiate between different types

of dementia and their potential impact on person-centered measures.

Even the most common dementias (e.g., AD vs. dementia with Lewy

bodies vs. frontotemporal dementias) have important differences in

the pattern of cognitive and behavioral change that likely impact expe-

riences of livingwith dementia, as should responses on thesemeasures

and their psychometric properties. Second, there has been little analy-

sis of cultural influencesonexperiential andperson-centeredmeasures

in the context of dementia research. Future research should seek to

better understand these key factors.

Gaugler et al.84 proposed a new framework for research about

life with AD. The framework requires methodologies that capture

resilience and “positive milestones across the Alzheimer’s journey” (p.

394). Next steps in responding to the DCPR recommendations for reli-

able and valid measures that support personhood will require collabo-

ration among teams of dementia experts (including persons living with

dementia), psychometricians, and person-centered care researchers

to advance the science by focusing on developing a range of tailored

response formats that optimize measurement for specific subpopula-

tions and contexts.
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Belonging

Belongingness
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Social isolation
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Stigma
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Place identity
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Person centeredOR person-centered
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