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Overview

This thesis focused on the quantitative measurement of positive psychology constructs
in family carers of people living with dementia. The literature review (Part 1) had
several aims. Firstly, it sought to identify positive psychology outcome measures
currently in use with family carers. It identified 25 instruments across three positive
psychology constructs. These instruments were then subjected to a psychometric
appraisal using an established quality assessment tool. The most robust instrument
measuring each of the three constructs were then explicitly recommended.

The empirical paper (Part 2) describes the process in which the Positive
Psychology Outcome Measure (PPOM) was validated with family carers of people with
dementia. The procedure involved recruiting carers using online methods to complete
the PPOM amongst a battery of other measures. The PPOM possesses two subscales
measuring hope and resilience. Whilst analysing the psychometric properties of the
PPOM, two items were deleted to create the PPOM-C. The PPOM-C is a measure that
is specific to family carers and possesses good psychometric properties. This empirical
paper was completed jointly with another trainee clinical psychologist. This trainee
validated an instrument measuring perceived social support and assisted in the design
and recruitment stages of the study.

The critical appraisal (Part 3) reflected on the process of conducting the
literature review and empirical paper. The nature of quantitative positive psychology
measurement was discussed in addition to how challenges were negotiated during the

completion of both papers.



Impact

There are approximately 700,000 family carers of people living with dementia in the
UK. Research with this population is inundated with examples measuring the degree to
which carers experience stress, burden and depression.

However, caring can also be associated with positive feelings and experiences.
Family carers have spoken about how they have found meaning through the caring
relationship or become closer to the person they provided care for. Others have
experienced personal growth through caring.

Many research interventions with family carers seek to illustrate a reduction in
instruments measuring constructs like depression or burden. When this occurs, such
studies will designate the results as effective or successful. Interventions like this often
disregard the pre-existing strengths and resources of family carers through not
measuring them. By including robust instruments measuring positive psychology
constructs, it is hoped interventions can develop which can augment them.

There are fewer robust positive psychology outcome measures compared to their
negative counterparts. This thesis aimed to address this deficit using two approaches.
Firstly, a systematic review was carried out to identify and evaluate positive psychology
measures in use with family carers. Twenty-five positive measures were identified
representing positive aspects to caregiving, resilience and self-efficacy. The measures
were then subject to evaluation. Recommendations were then made with respect to
which measures were the most psychometrically sound for each of the three categories.
Secondly, the empirical paper validated the Positive Psychology Outcome Measure
(PPOM) in a sample of 267 family carers. The PPOM was originally developed for
people with dementia and measured levels of hope and resilience. After analysis of the

results, the PPOM was modified to become the PPOM-C (Positive Psychology



Outcome Measure for Carers of People with Dementia). The PPOM-C is a 14-item
measure which is ready for further research in interventions with family carers. This
would test whether it is able to detect clinically significant changes in participants
following an intervention. Previous research suggests that similar measures are able to

do this, and thus, the PPOM-C is also expected to demonstrate this quality.
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A psychometric appraisal of positive psychology outcome measures in use

with carers of people living with dementia: A systematic review
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Abstract

Background: Positive psychology outcome measures developed for other populations
are often adopted for use with family carers. However, the reliability and validity of
many such measures are unknown. Therefore, the aim of this review was twofold; (i) To
identify all positive psychology measures in use with family carers and (ii) to appraise
their psychometric properties. Method: A systematic review of positive psychology
outcome measures in use with family carers was completed. Searches were made in
Ovid MEDLINE, PsychINFO and Web of Science. The development and validation
papers for each instrument were then subject to a quality appraisal. Results: Twenty-
five instruments representing the positive psychology constructs of positive aspects to
caregiving, resilience and self-efficacy were found. The Gain in Alzheimer Care
Instrument (Yap et al., 2010), the Resilience Scale (Wagnild & Young, 1993) and the
Caregiver Efficacy Scale (Crellin et al., 2014) were found to be the highest scoring
measures within their respective constructs. Conclusions: Although some robust
instruments were identified, there were numerous examples of important psychometric
properties being unevidenced in development or validation papers. Future researchers
and clinicians should administer measures with robust psychometric properties
representing positive and negative constructs to obtain a comprehensive picture of a

person’s wellbeing.
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Introduction

Many people living with dementia reside in community settings and are often cared for
by family members. In the UK, there are approximately 700,000 such carers (Lewis et
al., 2014) caring for an estimated 850,000 people (Prince et al., 2014).

Research with family carers frequently employ instruments measuring concepts
such as depression, stress and burden (Teahan et al., 2020). This approach is consistent
with constructs described in the stress coping model (Lazarus & Folkman, 1984). This
model conceptualises stress as a response to demands on an individual exceeding their
perceived or actual resources. These frameworks have been critiqued for solely focusing
on the negative aspects of caring and thus, providing an incomplete picture of a carer’s
wellbeing (Kramer, 1997).

Assessing carers’ strengths or positive emotions are areas of research that some
feel have been neglected (Tarlow et al., 2004). Qualitative research has evidenced that
carers have described positive experiences such as personal growth and a closer
relationship with the person they care for (Sanders, 2005). Further, family carers have
recommended clinician’s ask about positive aspects of caring in addition to the negative
facets (Lloyd et al., 2016). This is an important and under-researched area as positive
experiences can safeguard carers against burden (Koerner et al., 2009; Pope et al.,
2018).

The positive psychology approach refers to how positive emotions, assets,
strengths and capabilities can contribute to an individual flourishing (Seligman, 2002).
Such strengths or capabilities include but are not limited to instances of growth,
mastery, drive and building one’s character (Seligman, 1998). There are numerous
qualitative positive psychology accounts of the caring experience (Cohen et al., 2002),

but fewer quantitative studies. Such quantitative efforts have been praised for their
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intent but often critiqued for not using psychometrically robust outcome measures
(Stoner, 2019).

The psychometric properties of such outcome measures should be an important
consideration for researchers (Dow et al., 2018; Seligman et al., 2005). If a measure’s
psychometric properties lack validity or reliability, then the quality of data collected
with it are uncertain. The authors of such measures typically conclude that their
measure possesses adequate psychometric properties. Related literature reviews that
evaluated these measures demonstrate they vary from low to medium quality however
(Stansfeld et al., 2017; Stoner et al., 2015). Many development and validation papers
failed to evidence the responsiveness or sensitivity to change of their respective
measure. This is important as the aim of interventional research is to demonstrate
significant differences using the measure across time. If responsiveness has not been
suitably evidenced, then significant differences found using the measure could be due to
other factors.

A recent literature review (Stansfeld et al., 2017) evaluated twelve positive
psychology outcome measures that were developed or validated specifically with family
carers. However, there are many such measures currently in use that were not developed
or validated with family carers. As such, these measures were not included within the
Stansfeld et al. (2017) review. This review also did not include information pertaining
to the responsiveness of each measure.

The aim of this paper was to extend the Stansfeld et al. (2017) review by
identifying all positive psychology outcome measures in use with family carers over the
last twenty years. The intention was then to evaluate these measures using an
established quality appraisal tool. In addition, data regarding measures’ responsiveness

was included. This extends the previous review as measures were not excluded if
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originally developed or validated with a population other than family carers and data on

responsiveness was purposefully sought.

Method

Design

The systematic search adhered to the principles set by the PRISMA group (Moher et al.,
2009) with respect to searching, screening and appraising the texts. In line with
PRISMA recommendations, consideration was made to the population, interventions,
comparisons and outcomes (PICQO). The population was family carers of people living
with dementia. The intervention referred to finding research papers making use of
positive psychology instruments. After these instruments were identified, searches were
conducted to identify the associated development or validation paper. The comparison
component utilised a quality appraisal criteria tool to evaluate all the measures. The

outcome of which included recommending the most robust instruments for further use.

Search Strategy

Searches were conducted within the Ovid MEDLINE, PsychINFO and Web of Science
databases on the 19" August 2019. Searches used the following headings from which
search terms were derived. “Dementia” AND “carer” AND “positive psychology” AND
“intervention”. Positive psychology search terms were influenced by Seligman’s (1998)
definition of positive psychology and incorporated a variety of positive qualities which
contribute to flourishing (Seligman et al., 2005). It was also influenced by related
literature reviews (Stansfeld et al., 2017; Stoner et al., 2017). The heading ‘intervention’

was chosen with the intent to locate interventional research using outcome measures.
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Synonyms and their associated truncations (where appropriate) of the below headings
were used as follows.

Search terms for dementia included: “Dementia” or “cognitive impairment” or
“Alzheimer” or “senile”. Search terms for carer included: “Caregiver” or “family carer”
or “relative” or “family” or “friend” or “spouse” or “informal carer” or “carer” or

“supporter” or “supportive other”. Search terms for positive psychology included:

“positive psychology” or “self-efficacy” or “gain” or “satisfaction” or “hope” or
“resilience” or “wisdom” or “growth” or “development” or “outlook” or “coherence” or
“autonomy” or “pleasure” or “uplift” or “self-realization” or “agency” or “gratitude” or
“happiness” or “optimism” or “meaning” or “transcendence” or “affability” or
“positivity” or “self-concept” or “humour” or “creativity” or “spirituality” or “love” or
“compassion” or “mindfulness” or “acceptance” or “wellbeing” or “independence”.
Search terms for intervention included: “intervention” or “therapy” or “treatment” or
“group” or “group psychotherapy” or “support” or “support groups” or “education” or
“psychoeducation” or “cognitive behaviour therapy or “psychotherapy” or “online
therapy” or “computer assisted therapy”.

Language was phrased to account for both British English and American English
spelling. All texts were imported into Mendeley reference management software.
Duplicates were removed and the remaining papers were vetted against the review’s

inclusion and exclusion criteria.

Inclusion Criteria.

1. A positive psychology outcome measure, as denoted by search terms, was
employed.

2. The measure was used with family carers of people living with dementia.
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3. The development or validation paper of the measure was published in a peer-
reviewed journal.

4. The research paper citing the measure was published in a peer-reviewed
journal.

5. The study using the measure was published between 1999-2019.

6. Available in English.
Exclusion Criteria.

1. The development or validation paper of the measure was not freely available.

2. Instruments related to external factors (e.g. social support) were excluded to

limit the scope of this review to internal positive qualities.

Screening Process

Throughout screening, if the title, abstract or methodology were vague, they were
included in the next phase of the process until certainty was provided. Research
involving carers and those they cared for as a dyad were included throughout.

Firstly, 51009 titles were screened to determine if family carers were the target
population. The abstracts of 907 papers were then assessed to determine whether a
suitable methodology was employed. This led to a retrieval of 512 full texts where each
method section was examined to identify positive psychology outcome measures. This
yielded 130 measures suitable for appraisal.

Throughout screening, the most frequent reasons for exclusion were the
omission of positive measures, the use of a qualitative methodology or a population

other than family carers (Figure 1).
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Refinement of Inclusion Criteria

Due to a large number of results and to ensure this review was manageable, two
additional criteria were subsequently added. Firstly, constructs not deemed to be
accurate reflections of positive psychology were excluded. Examples of this were
‘wellbeing’ (n=14 measures) and coping (n= 10 measures; Figure 1). Coping for
instance, implies the presence of a negative or stressful event to be managed, rather than
a positive emotion or trait as outlined in positive psychology approaches. Secondly,
from the remaining constructs, the three most prevalent assessed by the frequency of
associated outcome measures, were selected for appraisal.

This resulted in self-efficacy (n=16 measures), resilience (n=10 measures) and
positive aspects to caregiving (n=10 measures) being selected. When the corresponding
development texts for these measures were searched for, a proportion of them did not
meet the inclusion or exclusion criteria. Therefore, a quality appraisal of positive
aspects to caregiving (n=8; Table 1), resilience (n=6; Table 2) and self-efficacy (n=11,;

Table 3) was carried out.

Quality Appraisal Tool

Assessment of the psychometric properties of these measures were conducted using a
quality appraisal tool designed to determine properties of health status questionnaires
(Terwee et al., 2007). This has been used successfully in related research (Stansfeld et
al., 2017; Stoner, et al., 2017) and evaluates measure development on nine criteria. Each
criterion produces a score between zero and two indicating how well it had been
evidenced within the text. A score of two indicates satisfactory reporting of the relevant

statistics or an acceptable description of the design. A criterion scoring one indicated
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some methodological deficits or design flaws. Zero was awarded if the criterion had
serious methodological problems or no evidence was provided.

The assessed criteria include; content validity, internal consistency, criterion
validity, construct validity, agreement, reliability, responsiveness, floor and ceiling
effects and interpretability. Content validity assesses how well the construct is
represented by items in the questionnaire. It also stipulates adequate consultation with
the target population and experts. Internal consistency is appraised by satisfactory
Cronbach’s alpha and factor analyses. Criterion validity measures the extent to which
the measure correlates with the gold standard. Construct validity is achieved through
suitable correlations with theoretically related constructs. Agreement measures the
absolute measurement error. Reliability measures temporal stability using an Intraclass
Correlation Coefficient (ICC) or weighted kappa (> 0.70). Responsiveness evaluates the
ability to identify clinically important changes over time. Floor and ceiling effects are
considered absent if less than fifteen percent of respondents score the minimum or
maximum score of the measure. Interpretability is assessed through the application of
meaningful qualitative labels to quantitative scores.

The total possible score was 0-18. To increase the interpretability of the total
score, descriptive labels were given. Scores from 0—4 were ‘poor’, 5-9 were ‘moderate’,
10-14 were ‘good’, and 15-18 were described as ‘very good’. This quality appraisal
was independently undertaken with my research partner. After, we met to discuss and

resolve differences in scoring.
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Figure 1. Systematic review screening process

Excluded outcome
measures
(n=93)

Analysed three most frequent
constructs. Excluded:

Wellbeing (14), Religiosity &
Spirituality (12), Coping (10),
Miscellaneous instruments with
both positive and negative sub-
scales (7), Satisfaction (7),
Mindfulness (5), Mastery (4),
Compassion (3), Meaning (3),
Values (3), Gratitude (2), Growth
(2), Happiness (2), Hope (2),
Pleasant events (2), Self-esteem
(2), Coherence (1), Empathy (1),
Empowerment (1), Fortitude (1),
Generativity (1), Mood
questionnaire (1), Optimism (1),
Preparedness (1), Psychological
flexibility (1), Resourcefulness
(2), self-care (1), Self-concept (1)
& Self-transcendence (1)
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Interventional & Cross-Sectional Research using the Measures

The search strategy yielded 113 papers which collectively cited the selected twenty-five
measures. This information was used to determine both the responsiveness and the
frequency with which each measure was employed. Of the 113 texts, 30 were
interventions and determined whether there were any statistically significant changes
whilst using the measure. The remaining citations used the measures within a cross-
sectional design. The number of citations each measure received was recorded (Table 4)
to provide information regarding acceptability by researchers. This was not a factor in

determining the overall score of a measure.

Results

After the screening process, 25 outcome measures representing three constructs were
subjected to quality appraisal. These constructs included positive aspects to caregiving,
resilience and self-efficacy. The Gain in Alzheimer Care Instrument (GAIN; Yap et al.,
2010) was found to be the highest scoring measure across all constructs. The Resilience
Scale (RS; Wagnild & Young, 1993) was the highest scoring measure for resilience.
Finally, the Caregiver Efficacy Scale (CES; Crellin et al., 2014) was the highest scoring
self-efficacy measure. The Revised Scale for Caregiving Self-Efficacy (RSSE; Steffen
et al., 2002) possessed the highest number of citations evidencing significant differences

following an intervention using the measure.

Quality Appraisal
Each construct incorporated measures not originally developed or validated for carers of
people with dementia but nevertheless had been used in research. For clarity, measures

developed for other populations were identified as such within the appraisal. Each
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measure’s score on the Terwee et al. (2007) quality appraisal criteria are presented in
Tables 1-3. The relevant statistics contributing to each measure’s score have been

presented in Table 4.

(1) Positive Aspects to Caregiving
For the purposes of this review, positive aspects to caregiving included positive
appraisals, gains or rewards linked to being a family carer. Five measures were
developed for family carers; Positive Aspects of Caregiving (PAC; Tarlow et al., 2004),
Perceived Caregiver Rewards Scale (PCRS; Picot et al., 1997), GAIN (Yap et al.,
2010), Gains Associated with Caregiving Scale (GAC; Faba et al., 2017) and the
Positive Aspects of Caregiving Questionnaire (PACQ; Abdollahpour et al., 2017).
Three measures were developed for other populations: the Scale for Positive Aspects of
Caregiving Experience (SPACE; Kate et al., 2012; people with severe mental illnesses),
Positive Appraisal of Care Instrument (PCI; Yamamoto-Mitani et al., 2001; carers of
older Japanese people), and the Gain Through Group Involvement Scale (GIS, Kaye,

1996; older women).

Measures Developed or Validated with Family Carers (PAC, PCRS, GAIN,
GAC & PACQ). The GAIN obtained the highest total with a good score (10/18). The
remaining measures all obtained moderate scores. Although all measures obtained full
marks for content validity, the GAC comprehensively evidenced this through in-depth
qualitative and quantitative engagement with a multitude of family carers.

Internal consistency was reported via Cronbach’s a in all five papers. Four of the
measures ranged from acceptable (PACQ; a = 0.76) to good (PAC, PCRS, GAIN; a =
0.88-0.89). The GAC'’s internal consistency was o = 0.95 which indicated
multicollinearity. Test-retest reliability was reported for three of the measures (GAIN,
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PCRS, & PACQ). Only the GAIN however, evidenced a methodologically sufficient
retest to fully satisfy the reliability criterion.

Convergent validity was presented for all measures with all reported results
being significant. The PAC had small correlations with burden (r = 0.23) and wellbeing
(r =0.15). The GAIN had a large correlation with the PAC (r = .68) and a small
correlation with burden (r = -.15). The GAC possessed small correlations with life
satisfaction (r = .26) and depression (r = .24). The PACQ moderately correlated with
self-rated health (r = .34) and had a small correlation with burden (r = -.29). The PCRS
obtained moderate correlations with depression (r = -.30) and burden (r = -.35; Table 4).

The PAC scored one point on the interpretability criterion through providing
means and standard deviations of four different samples of participants. As it did not
provide a minimally important change (MIC) score, it could not receive full credit for
this criterion. The GAIN was the only measure to report an absence of floor and ceiling

effects within this construct.

Measures Developed or Validated with Other Populations (SPACE, PCI &
GIS). All three measures scored poorly. The SPACE however, demonstrated good
content validity through detailed consultations with its target population.

All cited internal consistency using Cronbach’s a which varied from acceptable
to excellent. The SPACE and PCI shared the highest score (a = 0.92). The SPACE did
not conduct its factor analysis with enough participants, limiting its internal consistency
score. No measures demonstrated criterion or convergent validity. The SPACE was the
only measure to demonstrate test-retest reliability but did so with less than fifty

participants indicating a methodological limitation.
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Table 1

Quality appraisal scores for positive aspects to caregiving measures

Outcome measure

Content Internal Criterion  Construct Reproducibility Responsiveness lf:lgitl)irn? Interpretability ~ Total score
validity  consistency  Validity validity Agreement Reliability offects

Positive Aspects
to Caregiving
(Tarlow et al.,
2004)

Perceived
Caregiver
Rewards Scale
(Picot et al.,
1997)

Gain in
Alzheimer Care
Instrument (Yap
etal., 2010)

Gains Associated
with Caregiving
(Fabaet al., 2017)

Positive aspects
of caregiving
guestionnaire
(Abdollahpour et
al., 2017)
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Table 1

Quality appraisal scores for positive aspects to caregiving measures

Outcome measure

Reproducibility

consistency

Agreement

Reliability

Floor &
Responsiveness  ceiling  Interpretability  Total score
effects

Scale for Positive
Aspects of
Caregiving
Experience (Kate
etal.,, 2012)

Positive Appraisal
of Care
Instrument
(YYamamoto-
Mitani et al.,
2001)

Gain Through
Group
Involvement
Scale (Kaye,
1996)
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Table 2
Quality appraisal scores for resilience measures

Content Internal Criterion

Outcome measure validity  consistency  Validity

Construct
validity

Reproducibility

Agreement

Reliability

Responsiveness

Floor &
ceiling
effects

Interpretability ~ Total score

Shortened resilience
scale (Wilks, 2008)

Resilience Scale
(Wagnild & Young, 2 2 0
1993)

Connor Davidson -
Resilience Scale
(Connor &
Davidson, 2003)

Dispositional
Resilience Scale 0 0 0
(Bartone et al., 1989)

Brief Resilience
Scale (Smith et al., 1 2 1
2008)

Brief Resilient
Coping Scale
(Sinclair & Wallston,
2004)
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Table 3
Quality appraisal scores for self-efficacy measures

Content Internal Criterion

Outcome measure validity  consistency  Validity

Construct
validity

Reproducibility

Agreement

Reliability

Responsiveness

Floor &
ceiling
effects

Interpretability  Total score

Revised Scale for
Caregiving self-
efficacy (Steffen et
al., 2002)

Scales for Caregiving
Self-Efficacy (Zeiss 1 1 0
et al., 1999)

RIS Eldercare SE
Scale (Gottlieb & 0 2 0
Rooney, 2003)

The Family
Caregiver’s Self-
Efficacy for
Managing Dementia
Scale (Fortinsky et
al., 2002)

Self-Efficacy Scale
(Kuhn & Fulton, 0 0 0
2004)
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Table 3
Quality appraisal scores for self-efficacy measures

Content Internal Criterion

Outcome measure validity  consistency  Validity

Construct
validity

Reproducibility

Agreement

Reliability

Responsiveness

Floor &
ceiling
effects

Interpretability  Total score

Caregiver Efficacy
Scale (Crellin et al., 0 2 1
2014)

Self-Efficacy

Questionnaire for

Chinese Family 2 1 0
Caregivers (Zhang et

al., 2012, 2013)

Short Sense of

Competence

Questionnaire 0 1 0
(Vernooij-Dassen et

al., 1999)

Exercise Self
Efficacy Scale
(Garcia & King,
1991)

Coping Self-Efficacy
Scale (Chesney et al., 2 2 0
2006)
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Table 3
Quality appraisal scores for self-efficacy measures

Content Internal Criterion  Construct Reproducibility Floor &

validity consistency  Validity validity Agreoment_Reliability Responsiveness Z(;(I;Cntg Interpretability  Total score

Outcome measure

Overall Exercise
Self-Efficacy 0 1 0 0 0 0 0 0 0 1
(McAuley, 1993)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
Significant responsiveness
a=0.89 demonstrated:
9-items with 2 Exploratory Factor Analysis (EFA): Czajaetal. (2018; n=
Positive Carers of people with subscales; (i) self- Two components with variable 146);
Aspects to dementia (n = 1229; mean age . ! i loadings of > 0.45 Cheung et al. (2015; n =
. - affirmation & (ii) i
Caregiving =62.2) - 201); 25
outlook on life. . . L
(Tarlow et al., Scored on a 5-point Convergent: Czajaetal. (2013; n=
2004) (USA) Likert scale P Satisfaction of support (r =.15,p<  110);
' 0.05) Beauchamp et al. (2005; n
Burden (r = -.23, p < 0.05) = 299).
Study 1: Female carers of 0= 0.88
. people W'tf dementia (n = 83; Test-retest reliability: o= 0.75 (n=
Perceived mean age = 58.9)
. 4 20)
Caregiver Study 2: Carers of non- 95.item measure
Rewards Scale institutionalized elders with ' ) N/A 0
. . . L Scored from 0-4 Convergent:
(Picot et al., anytime of illness/ disability. _
1997) (n = 256: mean age = 53.1) Burden (r = -35, p < 0.0001)
’ ' Depression (r =-.30, p < 0.0001)
(USA)
o=0.89
Gain in Carers of people living with 10-item measure Test-retest reliability: o = 0.79
Alzheimer Care dementia (h=321; mean age = scored on 5-point
Instrument 50.1) Likert scale. Higher Convergent: N/A 1
(Yapetal., scores reflect PAC (r = .68, p < 0.0001)
2010) (Singapore) greater gains Burden (r =-.15, p = 0.02)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
Gains =095
. Carers of people living with
Associated - ! ) . )
with dementia (n = 152; mean age 29-item measure Criterion/ Convergent:
Caregivin = 65) scored from 0-3 GAIN (r=.75, p < 0.001) N/A 0
(Fabg ot a? ' Depression (r = -.24, p < 0.01)
2017) N (Spain) Life Satisfaction (r = .26, p < 0.001
Excellent content validity
a=0.76
Test-retest reliability: o= 0.91 (n=
Positive aspects Carers of people with E(I):)A'
of caregiving dementia 'f Iran. (n =132, 10-item measure. 2 factors accounted for 47% of the
questionnaire mean age = 51.5) . . N/A 0
Scored from 0-4 variance in PAC
(Abdollahpour
etal., 2017) (Iran) Convergent:
Burden (r = -.29, p < 0.001)
Self-rated health (r = .34, p < 0.01)
50-item measure a=0.92
Scale for with a 5-point Test-retest reliability (n = 37):
Positive Primary carers of patients Likert scale. 4- Each subscale: (i) a = 0.98, (ii) a =
with severe mental illness factors including (i) 0.95, (iii) = 0.99 & (iv) a = 0.90
Aspects of T ; . o e
L (SMI; n = 203; mean age = caregiving personal  Factor analysis: not enough
Caregiving R - N/A 1
Expori 47) gains, (ii) participants needed to complete
xperience R AR ’
motivation for factor analysis (minimum =7 * no.
(Kate et al., Indi A le_(iii £ .
2012) (India) caregiving role, (iii) of measure questions)

caregiver
satisfaction and (iv)

Convergent:
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
self-esteem and None identified
social aspects of
caring
21-item measure
Positive with 4 domains: (i) w=092
Appraisal of Carers o_f glderly J_alpangse rele_atlons_hlp B Test-retest reliability: o.= 0.64 (n =
Care care recipients (n = 337; mean satisfaction, (ii) 80)
Instrument age = 60.4) role confidence, N/A 0
(‘Yamamoto- (iii) consequential Converaent:
Mitani et al., (Japan) gain and (iv) None gent.
2001) normative
fulfilment
. 15-item measure
g?cIJTJ Through ‘Older women’ (n = 225; scored on a 15- a=0.79
P mean age = 76.1 years) point scale
Involvement Lo ] N/A 1
Social, intellectual ~ Convergent:
Scale (Kaye, . .
(USA) and emotional gain  None
1996)
measured
Alzheimer’s carers (n = 229). —0.96
Sample 1 (n = 115; mean age . . e=v
Shortened _ _ _ 15-item instrument.
- =44.9); Sample 2 (n = 114, A .
resilience scale mean age = 44.6) 7-point Likert Convergent: N/A 0
(Wilks, 2008) ge =as. scale. Stress (r = -.60, p < 0.01)
(USA) Social support (r = .34, p <0.01)
- i F . a=0.89 (study 1); a=0.91 (study  Significant responsiveness
Resilience Study 1: Development paper  25-item instrument. 2) demonstrated: MacCourt et 6

Scale (Wagnild  with women who had adapted

7-point Likert scale

Test-retest reliability: o= 0.67-0.84

al.,, (2017; n=123)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
& Young, successfully following a Factor analysis:
1993) major life event (n = 24). Yielded two factors, (i) personal
Study 2: Psychometric competence & (ii) acceptance of
properties explored within self and life. Accounted for 44% of
older adults (n = 810; mean the variance
age =71.1)
Convergent:
(USA) Life satisfaction (r = .30, p < 0.001)
Depression (r = -.37, p < 0.001)
Content Validity:
Comprehensive methodology to
establish instrument
No specific targeted
population (General a=0.89
Connor population, n = 577; Primary Test-retest reliability: o= 0.87
Davidson - care outpatients, n = 139; . .
- L - _ 25-item instrument. .
Resilience Psychiatric outpatients, n = 5-point Likert Convergent: N/A 3
Scale (Connor  43; subjects in a GAD trial, n scale Hardiness (r = .83, p < 0.0001)
& Davidson, = 25; subjects in a PTSD trial, ' Stress (r =-.76, p < 0.001)
2003) n = 22; total, n = 806)
(USA)
Dispositional Sqrv.ivor assistance oﬁigers 45-item_ instrument. o = 0.85. DPS subscales: o = 0.62-
- within the Army followinga 3 domains: 0.82
Resilience It ;
plane crash (n = 131) commitment, N/A 1
Scale (Bartone challenge and Convergent:
etal., 1989) ’

(USA)

control

Hardiness (r = .93, p < 0.05)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
a=0.80-0.91
Test-retest reliability: o = 0.62 (n=
61; cardiac rehab sample) and 0.69
American population (n = (n = 48; undergraduate sample)
354). Included undergraduates Criterion/ converaent:
Brief (n = 192), cardiac rehab _ gent.
. - - Lo CD-RISC (r=.59, p<0.01)
Resilience patients (h=112), women 6-item instrument. o _
. - / _ o Optimism (r = .45 - .69, p <0.01) N/A 1
Scale (Smith et  with fibromyalgia (n = 20) 5-point Likert scale Depression (r = - 41 - -0.66, p <
al., 2008) and healthy controls (n = 30) 0 Ori) o 00, P
Predictive:
(USA) BRS predicted outcomes in stress,
depression, anxiety, physical
symptoms and positive affect (p <
0.01)
a=0.69
2 samples of individuals with Test-retest correlation: r = 0.71
Brief Resilient  rheumatoid arthritis (sample ggar?s:;ﬁ;)o 5/6 weeks) and r = 0.68
Coping Scale 1, n =90, mean age = 46; . . '
. . _ 4-item instrument.
(Sinclair & sample 2, n = 140, mean age S . N/A 1
_ 5-point Likert scale  Convergent:
Wallston, =57.8) Each | lated q
2004) ach sample correlated as expecte
(USA) with measures of coping, pain

coping and psychological wellbeing
(overall scales not reported)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
Sensitivity to change:
Significant effects across the 4
measurement periods (F = 7.78; df
(1,81) p<0.01)
Paired t-tests confirmed increase in
mean from pre-post intervention (t
=2.12; df. 89; p < 0.01)
Significant responsiveness
demonstrated: Easom et al.,
(2018; n = 123); Czaja et
al. (2018; n = 146); Steffen
& Gant (2016; n = 74);
The RSSE (15 B Lorig et al. (2012; n = 60);
items) measures o= 0.82 - 0.86 across subscales Marziali & Garcia (2011: n
three subscales; (i)  Test-retest reliability: ~01): Ducharme et al ;
Revised Scale  Female carers of people with  obtaining respite a=0.70 - 0.76 across 3 subscales (2011’_ n=62): Au et él
for Caregiving  dementia. (n = 145; mean age (i) responding to (20101 = 13)j Gluecka{uf
self-efficacy =77.3 years) disruptive patient Convergent: ; ’ 33

(Steffen et al.,
2002)

(USA)

behaviours and (iii)
controlling
upsetting thoughts.
Scored on a Likert
scale (0-100).

Depression (r =-.38, p < 0.001)
Anger (r =-0.45, p < 0.001)
Social support (r = .47, p < 0.001)
Good content validity

et al. (2007; n = 14); Gant
etal., (2007; n = 32);
Waelde et al., (2004; ; n =
12)

No responsiveness
demonstrated: Cristancho-
Lacroix et al. (2015; n =
25); Williams et al. (2010; ;
n =59)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
SCSE consisted of
two subscales: (i) _ )
Scales for Carers of frail or cognitively ~ problem solving (4 0= 0.76 - 0.83 (2 subscales) Sianificant responsiveness
Caregiving impaired elders (n =217 items) and (ii) self- Converaent: der?mnstrated' goon et al 2
Self-Efficacy mean age = 59.5) care (10 items). Vergent. _ RN B
(Zeiss et al Scored between O- Social support (r =.30, p <0.0001) (2003; n = 169)
1999)  (USA) 100. Higher scores OS¢ Of coping strategies (r =19, p

reflect higher self-
efficacy

<0.05)

RIS Eldercare
SE Scale
(Gottlieb &
Rooney, 2003)

Carers of people with
dementia (n = 146; mean age
=61)

(Canada)

10-item instrument
(3 subscales): (i)
relational self-
efficacy, (ii)
instrumental self-
efficacy and (iii)
self-soothing self-
efficacy. Scored on
a 5-point Likert
scale. Higher scores
reflect higher self-
efficacy

a=0.72-0.79

Test-retest reliability:
r=0.48-0.69 (p <0.0001; n=
105)

Convergent:
Optimism (r = .41, p < 0.001)
Anger (r = .35, p<0.001)

N/A 3

The Family
Caregiver’s
Self-Efficacy
for Managing
Dementia Scale

Carers of people with
dementia (n = 197; mean age
= 56)

(USA)

10-item instrument
with 2 subscales. (i)
Symptom
management (ii)
community support
service use

a=0.77-0.78

Convergent:
Competence (r = .49, p < 0.01).

Significant responsiveness
demonstrated: Boots et al.,
(2018; n =41); Lewisetal., 11
(2015; n =51)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
(Fortinsky et High scores on self-efficacy Non-significant
al., 2002) associated with fewer depressive responsiveness: Stockwell-
symptoms (B =-.17, p < 0.05) Smith et al., (2018; n = 88);
Content validity: Fortinsky et al. (2014; n =
No description of item selection 19)
given
Demonstrated significant
responsiveness: Ducharme
Family carers of people with w=090 etal. (2011; n = 62)
Self-Efficacy dementia (n = 45; mean age = 15-item instrument '
Scale (Kuhn &  74.3) 5-point Likert scalé Convergent: Demonstrated no
Fulton, 2004) None ’ responsiveness:
(USA) Wawrziczny et al. (2019;n 2
=51)
a=0.79
Factor analysis:
Items depended on ﬁ factors_: (.i) Mmoo d andh .
. Family carers of people with  how participant yperactivity, (if) psychosis ﬁ’_‘d
Caregiver q . night-time disturbance and (iii)
Efficacy Scale ementia (n = 245; mean age  responded on th_e euphoria. These factors accounted
cy = 66) Neuropsychiatric P . N/A
(Crellin et al., | for 49.85% of the variance 0
2014) nventory

(UK)

(Cummings et al.,
1994)

Criterion/ convergent:

RSSE subscales; SE for obtaining
respite (r =-.27, p < 0.001),
responding to disruptive behaviour
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
(r=-.39, p<0.001) and controlling
upsetting thoughts (r =-.39, p <
0.001)
Depression (r = .36, p < 0.001)
Anxiety (r = .38, p <0.001)
27-item a=0.94
questionnaire with  Test-retest reliability: o = 0.74 (n=  Demonstrated significant
Self-Efficacy Study 1: Family carers (n = 5 domains: (i) 24) responsiveness: Hou et al.
Questionnaire 10) ' gathering (2014; n=70; caregivers of
for Chinese Stud 2 Eamily carers of information (ii) Convergent: people with chronic
Family c0 )I/e I.ivin V\yith dementia obtaining support Neuropsychiatric symptoms conditions); Kwok et al.
Caregivers ?n _pl%_ mgan age = 63 (iii) responding to negatively associated with ability to  (2013; n = 18) 8
(Zhang et al., stu;j 2) ’ ge =0, behavioural manage distress (B =-.30, p <
2012, 2013) y disturbances (iv) 0.001) Demonstrated no
(China) managing Social support significantly responsiveness: Kwok et al.
household and care influenced the SEQ after (2014; n = 36)
(v) managing controlling for neuropsychiatric
distress symptoms ( =-.42, p <0.001
Demonstrated significant
_ responsiveness: van
(S:r;?;t Stee r;sseof Carers of people with S.It'est?}zgest reliability: Knippenberg et al. (2018; n
petence dementia (n = 141; Meanage .. . o y: = 76)
Questionnaire _ 7-item instrument. o =0.68-0.87
. =63) T o ) 7
(Vernooij- 5-point Likert scale  Criterion/ Convergent:
_ Demonstrated no
Dassen et al., Sense of Competence (r = .88, no X ) .
(The Netherlands) responsiveness: Hattink et
1999) reported p value)

al. (2015; n = 142)
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Table 4

Description of statistics for included instruments

Measure Sample population Description Reliability & Validity Responsiveness studies Number
of
(country of origin) citations
a=0.90
Exercise Self Not stated Test-retest reliability: Demonstrated significant
Efficacy Scale 14-items. (0-100%  r =0.67 (n=62) responsiveness: Connell & 1
(Garcia & (USA) confidence scoring) Janevic (2009; n = 74)
King, 1991) Convergent:
None
e iome” a=os-0m
. Test-retest reliability: r =0.49 - r =
. . _ scale). 3 sub-scales:
Coping Self- HIV-seropositive men (n = (i) problem focused 0.80
Efficacy Scale  348; mean age = 40.5) P ..
coping, (ii) stop . N/A 5
(Chesney et al., unpleasant Convergent:
2006) (USA) pie Anxiety (r = -.27, p < 0.0001)
emotions and i, .
Positive morale (r =.23,p <
thoughts and (iii)
. 0.0001)
getting support
An exercise
specific self-
efficacy scale and a
Overall ‘Middle-aged adults’ (n = 65;  Scn-efficacy scale — _ o4
Exercise Self- mean age = 55 measuring
Efficacy ge = continued exercise . N/A 1
c Convergent:
(McAuley, (USA) participation were None
1993) combined to create

the OESE. No
further details were
provided
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Use in Carer Research. The PAC was the only measure to demonstrate
responsiveness in interventions (n = 4; Table 4). All other texts citing positive aspects to
caregiving measures had utilised them in cross-sectional research (PAC; n = 21; GAIN,

n=1; SPACE,n=1; GIS,n=1).

Positive Aspects to Caregiving Summary and Recommendation. The GAC
was the only measure that attempted to obtain criterion validity through a large positive
significant relationship with the GAIN. The PAC was the only positive aspects to
caregiving measure to demonstrate sensitivity to change within interventions. Owing to
its comprehensive development, it is recommended that the GAIN be used to measure
positive aspects to caregiving. It fully satisfied the content validity, construct validity,

reliability and the floor and ceiling effects criteria.

(i) Resilience
The Resilience Scale 15 (RS15; Wilks, 2008) was the only measure found to have been
developed or validated with family carers. Five instruments measuring resilience were
found to have been developed or validated for populations other than family carers; the
Resilience Scale (RS; Wagnild & Young, 1993; women who adapted after a serious life
event), the Connor-Davidson Resilience Scale (CD-RISC; Connor & Davidson, 2003;
different American populations), the Dispositional Resilience Scale (DRS; Bartone et
al., 1989; survivor assistance officers in the army), the Brief Resilience Scale (BRS;
Smith et al., 2008; different American populations) and the Brief Resilient Coping Scale

(BRCS; Sinclair & Wallston, 2004; people with rheumatoid arthritus).
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Measures Developed or Validated with Family Carers (RS15): The RS15
(Wilks, 2008) scored poorly. It did not evidence content validity sufficiently and no
points were given for internal consistency as the reported Cronbach’s o indicated
multicollinearity. Convergent validity was achieved via a large significant correlation
with perceived stress (r = -.60) and a moderate significant correlation with social

support (r = .34; Table 4).

Measures Developed or Validated with Other Populations (RS, CD-RISC,

DRS, BRS & BRCS). The RS was the highest scoring measure (8/18) within the
resilience construct. The remaining measures varied from poor to moderate. The RS
was the only instrument to involve the target population sufficiently to satisfactorily
illustrate content validity. The RS, CD-RISC and BRS were the only measures to report
acceptable Cronbach’s a scores (o =0.81 —0.91). The RS and CD-RISC reported test-
retest reliability but did not obtain the full score for methodological reasons.

Convergent validity was present for all measures with all reported results being
significant. The RS obtained moderate correlations with life satisfaction (r = .30) and
depression (r = -.37). The CD-RISC possessed large correlations with hardiness (r =
.83) and perceived stress (r = -.76). The DPS had a large correlation with hardiness (r =
.93). The BRS attained moderate correlations with depression (r = -.41) and optimism (r
= .45; Table 4). The BCRS obtained a small negative correlation with depression and a

small positive correlation with life satisfaction (not reported by authors).

Use in Carer Research. The RS was the only resilience measure to demonstrate
sensitivity to change with 123 family carers (MacCourt et al., 2017). It found a

significant increase in resilience following a grief intervention. All other texts citing
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resilience measures used them within cross-sectional research (RS, n =5; CD-RISC, n =

3; DRS,n=1; BRS, n=1; BRCS, n=1; Table 4).

Resilience Summary and Recommendation. No resilience measures
evidenced the absence of floor and ceiling effects or provided information on minimally
important change (MIC) to aid their interpretability score. Despite this measure not
being developed for family carers, the RS is the recommended instrument to measure
resilience. It possessed acceptable content validity, internal consistency, construct
validity in addition to partially satisfying the reliability and interpretability criteria. It
was the highest scoring resilience measure and some research has demonstrated it is

responsive to intervention with family carers.

(iii) Self-Efficacy
There were eight measures developed for family carers; the Revised Scale for
Caregiving Self-Efficacy (RSSE; Steffen et al., 2002), the Scales for Caregiving Self-
Efficacy (SCSE; Zeiss et al., 1999), the RIS Eldercare Self-Efficacy Scale (RIS;
Gottlieb & Rooney, 2003), Caregivers’ Self-Efficacy for Managing Dementia Scale
(MDS; Fortinsky et al., 2002), the Self-Efficacy Scale (SES; Kuhn & Fulton, 2004), the
Caregiver Efficacy Scale (CES; Crellin et al., 2014), the Self-Efficacy Questionnaire for
Chinese Family Caregivers (SEQ; Zhang et al., 2013) and the Short Sense of
Competence Questionnaire (SSCQ: Vernooij-Dassen et al., 1999). Three measures were
found which were developed for other populations; the Exercise Self-Efficacy Scale
(ESES; Garcia & King, 1991; population not specified), the Coping Self-Efficacy Scale
(CSES; Chesney et al., 2006; men with Human Immunodeficiency Virus) and the

Overall Exercise Self-Efficacy instrument (OESE; McAuley, 1993; middle aged adults).
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Measures Developed or Validated with Family Carers (RSSE, SCSE, RIS,
MDS, SES, CES, SEQ, SSCQ). The scores varied from poor (SES; 1/18) to moderate
(CES; 8/18). The RSSE and SEQ were the only measures to evidence content validity
effectively. The other instruments failed to involve the target population or experts in
their respective development phase.

Every measure cited Cronbach’s o, varying from acceptable to excellent. The
SEQ obtained the highest score for internal consistency (o = 0.94) and the RIS obtained
the lowest (o= 0.72 -0.79). The absence of factor analyses limited the internal
consistency score for the SCSE and SES. The SEQ completed a factor analysis with too
few respondents to adequately satisfy the internal consistency criterion. Test-retest
reliability was not suitably demonstrated for a single measure. Those that attempted to
measure test-retest reliability were marred by methodological shortcomings such as a
small sample size.

Convergent validity was evidenced for all measures (excepting the SES and
SSCQ) with all reported results being significant. The RSSE obtained moderate
correlations with depression (r = -.38) and social support (r = .47). The SCSE attained
small correlations with social support (r = .30) and logical analysis (r = .19). The RIS
possessed moderate correlations with optimism (r = .41) and anger expression (r = -
.35). The MDS had a moderate correlation with sense of competence (r =.49). The CES
obtained moderate sized correlations with depression (r = -.36) and anxiety (r = -.38;
Table 4). The SEQ found social support significantly affected all of its subscales whilst
controlling for the care recipient’s neuropsychiatric symptoms. Multiple regression
confirmed care recipients’ neuropsychiatric symptoms were negatively associated with

the caregivers’ ability to manage distress. The SSCQ inferred convergent validity
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through a large positive significant correlation with its longer version counterpart; the

Sense of Competence Questionnaire (SCQ; Vernooij-Dassen, 1993; r = 0.88).

Measures Developed with Other Populations (ESES, CSES, OESE). All
three measures scored poorly. Both exercise instruments obtained a point for reporting
on the Cronbach’s a score which were acceptable. The CSES demonstrated good
content validity, internal consistency and factor structure. However, the measures did
not evidence any other psychometric properties contributing to their collective poor

Scores.

Use in Carer Research. The RSSE had nine citing texts indicating
responsiveness to an intervention, and two papers indicating an effect had not been
found. On the balance of probabilities, the RSSE is likely to be responsive to change.
Other measures with citing texts indicating responsiveness were the SCSE (n = 1), MDS
(n=2), SES (n=1), SSCQ (n = 1), ESES (n = 1) and the SEQ (n = 2). There were a
variety of texts citing these measures that used them within cross-sectional research
(RSSE, n=24; MDS, n=7; CSES, n=5; SEQ, n=5; SSCQ, n=5; RIS, n = 3; SCSE,

n=1; OESE, n=1; Table 4).

Self-Efficacy Summary and Recommendation. Both the exercise self-efficacy
scales and the SES were the lowest scoring instruments within this construct (1/18). No
measures evidenced agreement or interpretability. The CES obtained the highest score
(8/18). It was the only measure to evidence a lack of floor and ceiling effects and
possessed good internal consistency and construct validity. It also partially satisfied the
criterion validity and interpretability criteria. Owing to how the CES is linked with the

Neuropsychiatric Inventory (NP1, Cummings et al, 1993), the CES is recommended for
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use when measuring carers’ self-efficacy ratings in managing behavioural and
psychological symptoms of dementia (BPSD). As carers were not involved in the
development of the CES, it could not score a point in the content validity criterion.
However, that is not to suggest there is no content validity within the measure. Its
development was informed by relevant self-efficacy literature (Bandura, 2006).

If self-efficacy in managing BPSD is not the focus of interest, then the RSSE
would be recommended as the next highest scoring self-efficacy measure (7/18). The
RSSE comprehensively demonstrated its content validity through a robust process of
item selection and factor analysis. It evidenced good construct validity and could have
scored higher on its reliability criterion had it used an ICC statistic for the test-retest.
Additionally, it was the most frequently cited self-efficacy measure and many studies
demonstrated its responsiveness (n=10). This is important as it suggests that if an
intervention does lead to a significant increase in self-efficacy, then the RSSE is likely

to detect it.

Discussion

Twenty-five positive psychology outcome measures were identified as having been
developed, validated or in use with family carers of people living with dementia. These
measures represented the constructs of positive aspects to caregiving, resilience and
self-efficacy. This review extends previous research in several ways. It identified,
examined and recommended one measure for each examined construct. It is also the
first review that includes data regarding each measure’s responsiveness. This is an
often-overlooked psychometric property that has important implications for

interventional research.
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All measures except the GAIN obtained a ‘poor’ or ‘moderate’ score in the
quality appraisal. No measure satisfactorily evidenced criterion validity, agreement,
responsiveness or interpretability. Many measures adequately evidenced content
validity which has been suggested to be the most valuable criterion (Terwee et al.,
2007). The highest overall scoring measure was the GAIN (Yap et al., 2010) mirroring
the finding of a related review (Stansfeld et al., 2017). The GAIN measured positive
aspects to caregiving. The highest scoring resilience measure was the RS (Wagnild and
Young, 1993). The highest scoring self-efficacy instrument was the CES (Crellin et al.,
2014).

Clinicians or researchers employing a positive psychology outcome measure
may choose to utilize the recommended measures from this review. The choice of
measure may also depend on the instrument required. There is ample variability with
respect to how instruments measured their corresponding construct. For example, the
positive aspects to caregiving construct includes instruments measuring rewards

(PCRS), gains in caregiving (GAC, GAIN) and positive appraisals in caregiving (PCI).

Limitations

This review had initially identified 130 positive psychology outcome measures suitable
for a quality appraisal. As this was beyond the scope of a single review, the additional
criteria to exclude certain constructs and select the three most prevalent were added. An
alternate method could have selected the twenty most frequently cited measures. This
would not have resulted in a single recommended measure per construct, however.
Through choosing the three most frequent constructs, it was hoped that the review

captured the most prevalent and thus, the most important.
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It is possible that instruments not originally developed for family carers included
in this review had been validated for family carers elsewhere. It was beyond the scope
of this review to make additional searches for these measures to determine this. This,
however, could be the focus of a future systematic review.

The review’s search strategy used the key search term ‘intervention’. The
intention was to locate measures within interventional research to provide information
on responsiveness. Many of the papers however were cross-sectional in nature. The
wide-ranging search terms used may have contributed to this. Given the vast number of
instruments found, it was assumed that an appropriate number of measures had been
accumulated and no further refinements were made. It is possible that this assumption
was incorrect and subsequently, other positive measures could have been missed.

This review was influenced by Seligman’s definition (1998) of positive
psychology. It is conceivable that other positive psychology frameworks such as Ryff’s
Scales of Psychological Wellbeing (1989) could have yielded other results.

The GAIN was found to be the highest scoring measure but had only one
citation within the search results. Several explanations could account for this. It is
possible that as the measure was developed in Singapore, research citing it could be
published in another language. Conversely, it is conceivable that researchers are not
using the GAIN, or English translations of it do not exist.

This review was somewhat limited by the quality appraisal criteria. The content
validity criterion for example had many measures scoring the maximum score. As this
is a crucial criterion to assess, this could be scored on a scale from 0-3 as opposed to 0-
2. This would enable instruments to be differentiated from each other with respect to
how they satisfied this criterion. The GAIN and the GAC for instance both satisfied the

content validity criterion fully, and yet, the GAC possessed more content validity than
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the GAIN. The GAIN made use of a focus group of twelve Singaporean carers to
inform the items on the measure. In contrast, the GAC made use of over 150 carers to
obtain quantitative approval ratings for 62 potential questions. Having a wider range of
scoring could distinguish between measures on criteria where scores are predominantly
homogeneous.

A further limitation involved not including data measuring responsiveness for
each instrument in the quality appraisal. This was omitted for several reasons. Firstly,
the quality appraisal criteria infer that this responsiveness data should be collected
within the development paper. Secondly, few papers citing the measures in this review
demonstrated significant differences using the smallest detectable difference or
minimally important change equations (Terwee et al., 2007). Thus, it was beyond the
scope of this review to contact the authors of such papers to request the necessary data
to calculate them. This would however be a valuable piece of work for a future review.

This paper collated and evaluated positive measures in use with family carers
regardless of whether they had been developed with that population. This decision was
made with the aim to determine the quality of all measures in use. Ideally however, all
measures used with family carers should have been developed or validated with this
population. This is to ensure that each measure possesses adequate content validity. The
measures representing self-efficacy (CES) and positive aspects of caregiving (GAIN)
were developed specifically for family carers. However, the highest scoring resilience

measure (RS) did not.

Future Research
The screening process elicited 130 eligible instruments for appraisal. The additional

criterion of analysing the three most cited constructs left 93 unanalysed measures. Such
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constructs included ‘coping’, ‘wellbeing’ and ‘satisfaction” and could undergo a similar
quality appraisal process.

As this review highlighted a lack of focus on responsiveness across all
instruments, future reviewers could complete a multi-lingual review. This would focus
on finding interventions where instruments have been used in languages other than
English to bring together a cohesive global account of measures.

It was noted that many measures could have increased their quality appraisal
score through evidencing additional psychometric properties. For example, only two of
twenty-five measures provided data detailing an absence of floor and ceiling effects. It
Is possible that many more instruments lacked floor or ceiling effects, but due to a lack
of evidence, could not satisfy this criterion. Therefore, future authors could design
instruments fulfilling criteria on established quality appraisal tools (e.g.Terwee et al.,
2007) when developing measures. This can serve as a checklist to ensure all criterion
have the potential to be evidenced.

Future research could also involve a validation study of the RS with a family
carer sample. Although the author of the RS15 (Wilks, 2008) attempted to do this, the
psychometric properties were not sufficient, so further work is needed.

The recommended measure for self-efficacy was the CES, with the RSSE
(Steffen et al., 2002) falling just behind. A major difference between the two
instruments being that the RSSE was the most cited measure within the review. The
RSSE possessed ten citations where significant differences in self-efficacy were present
in an intervention. The CES had no citations at all. If future researchers were to utilize
the CES within research settings, this could determine whether it has suitable

responsiveness properties. Due to the nature of the CES, this could look like an
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intervention seeking to increase the self-efficacy of carers managing behaviour that

challenges in those that they care for.

Implications for practice
Psychosocial research with family carers often include instruments measuring burden,
stress or depression. Measuring these constructs can be an important part of a clinician’s
assessment. This could also have the unintended consequence of reinforcing the
narrative that caring is inevitably linked with depression, feeling burdened and burned
out. This emphasis may be incompatible with those carers who subscribe to a different
narrative. For example, carers who experience personal growth in looking after their
loved ones (Wong et al., 2009), or who still harbour hopes and dreams about the future.

When planning interventions with family carers, it is beneficial to use of a
variety of instruments, reflecting a range of different constructs. This reflects the
complexity of the human experience and the capacity to experience a full range of
emotions. This could give researchers and carers opportunities to reflect on both
positive and negative emotions in relation to any given intervention.

The adoption of less robust measures will have important clinical implications.
These will vary in accordance with each unevidenced criterion. For instance, measures
that did not adequately evidence convergent validity cannot be assumed to hold
construct validity. Also, clinicians who find changes using a measure across time that
has not had its minimally important change score evidenced sufficiently would face
complexities in analysing these differences. The differences could be due to the

intervention or to error found within the measure.
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Conclusions

This review demonstrates that there are some positive psychology outcome
measures with desirable psychometric properties in use for family carers. There were
also many measures with methodological flaws. The most psychometrically sound
positive aspects to caregiving measure was the GAIN (Yap et al., 2010). The highest
scoring resilience measure was the RS (Wagnild and Young, 1993). The highest scoring
self-efficacy measure was the CES (Crellin et al., 2014). Of these three recommended
measures, only the RS demonstrated responsiveness in a single study (MacCourt et al.,
2017). Thus, adopting all three measures in future interventions for further evaluation
will give valuable information pertaining to their responsiveness. Through targeting an
increase in such positive domains, it is hoped specific interventions will be developed to
specifically strengthen them and thus, increase quality of life.

Positive psychology advocates have appealed for the development of behaviour-
based domain specific measures (Seligman et al., 2005) but research using such
measures can lack rigorous methodology or use instruments that are not robust (Stoner,
2019). This highlights the importance of both measure development and the need to be

selective when choosing measures for clinical or research use.
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Abstract

Background: Positive psychology is an area of interest when considering
the experiences of family carers of people living with dementia. The
research is replete with studies measuring burden, stress or depression;
with comparatively fewer quantifying positive emotions. Robust
Instruments that can measure positive states in family carers are important
for reliability, validity and for comparisons amongst studies. Methods:
This study utilised online methods to administer the Positive Psychology
Outcome Measure (PPOM), a measure of hope and resilience (originally
developed for people with dementia), to 267 family carers of people living
with dementia. In addition, respondents completed the HADS-Depression
subscale, the MSPSS and the SF-12 quality of life measure to establish the
PPOM’s convergent validity. Results: Two items were deleted on the
PPOM to improve its internal consistency and factor structure. The newly
formed PPOM-C is a 14-item measure validated for carers of people with
dementia. It possesses excellent internal consistency, good convergent
validity, adequate factor structure and excellent test-retest reliability.
Conclusions: These robust psychometric properties suggest that it is ready
for further use in research and practice. Future research could evaluate its

responsiveness to change following intervention.
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Introduction

Background

There are an estimated 850,000 people living with dementia in the UK (Prince et al.,
2014). This figure is estimated to rise to over one million by 2025 and to two million by
2050. Many people with dementia live in community settings cared for by unpaid
carers comprising of friends and family. Throughout this paper, these carers will be
referred to as ‘family carers’. There are approximately 700,000 such carers in the UK
(Lewis et al., 2014).

Family carers have been estimated to save the UK economy 11 billion pounds per
year (Prince et al., 2014). However, depression has been shown to affect one in three
carers (Shoenmakers et al., 2010) and is often associated with a plethora of negative
consequences. Given the exceptional contributions family carers offer, it follows that
their wellbeing should be a ‘national and international policy priority’ (Farina et al.,
2017, p.2).

Many interventions with family carers evaluate their efficacy based on the
reduction of negative emotions or states as measured by outcome measures. Frequently,
these include burden, depression and stress (Teahan et al., 2020). It is often implied that
lessening the degree of these states contribute to increasing one’s quality of life.
Although quality of life instruments offer a valuable insight into the lives of carers, they
do not tell the whole story.

What is missing from many interventions are robust instruments measuring
positive psychological emotions or states. This is important as if intervention aims only
to alleviate negative emotional states, an opportunity to design interventions intended to

facilitate meaningful positive changes to people’s lives is missed (Seligman, 1998).
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Positive Psychology

An alternative method to designing and appraising interventions derives from the
positive psychology approach (Seligman, 1998). Positive psychology researchers seek
to determine which positive states or emotions are assisting the individual (Seligman et
al., 2005). For example, a sense of fulfilment has been shown to lessen the sense of
burden in family carers (Grant & Nolan, 1993).

A recent systematic review sought to identify and evaluate positive measures
developed or validated for family carers (Stansfeld et al., 2017). The search criteria used
positive psychology nomenclature including strengths, virtues and positive emotions
(Seligman et al., 2005). Twelve instruments were found and represented positive
constructs such as self-efficacy, spirituality, rewards, meaning and resilience.

A newly established positive measure in use for people living with dementia is
the Positive Psychology Outcome Measure (PPOM; Stoner et al., 2017). It was
developed following a systematic review of the positive psychology literature and
interviews with people with dementia and their carers. The PPOM includes two

subscales measuring hope and resilience.

Hope

Hope has been defined as ‘a confident yet uncertain expectation of achieving future
good, which to the hoping person is realistically possible and personally significant’
(Dufault & Martocchio, 1985, p. 380). This seems relevant to the caring context, and
indeed, is a key resource for family carers (Snyder et al., 2000). Qualitative interviews
with carers suggest an important coping mechanism involves renewing their sense of
hope on a daily basis. This process has been speculated to include acceptance, looking

for the positives and seeing possibilities for the future (Duggleby et al., 2009). Despite
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hope being viewed by family carers as valuable, it has been used infrequently in

research with this population (Duggleby et al., 2013).

Resilience

Resilience is a multi-faceted construct with differing definitions (Windle, 2011). The
Oxford Online Dictionary (“Resilience”, 2020) describes resilience as the ability of a
person to recover quickly after an unpleasant event. Other definitions embed resilience
within social and cultural contexts in addition to resources and assets possessed by the
individual (Windle & Bennett, 2011). Resilience is a relevant factor for family carers as
the stressors for this population have been well documented (Pinquart & Sorenson,
2003). Despite resilience serving to mitigate stressors faced by carers, it is not routinely

measured (Gaugler et al., 2007).

Importance of Psychometric Properties

There has been a lack of consensus in outcome measurement in dementia care, making
comparisons amongst interventions problematic (Moniz-Cook et al., 2008). In addition,
Moniz-Cook et al. noted a scarcity of robust positive measures available for family
carers. This study aimed to fill this gap by administering the PPOM to a sample of
family carers to conduct a psychometric analysis. It is necessary to analyse factors such
as reliability, floor and ceiling effects, convergent validity and sensitivity to change
(Rothrock et al., 2011). These data provide meaningful information to researchers about
the validity of the measure and can be helpful when inferring change has occurred
within interventions. In this context, validity refers to ‘building a case that an instrument
functions effectively in a particular population for a specific purpose’ (Rothrock et al.,

2011, p. 3).
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There are a variety of different methods to determine the validity and reliability
of health status measurement instruments. Many researchers have differing ideas on
what constitutes acceptable psychometric properties for a measure (Stansfeld et al.,
2017). This validation paper therefore made use of the COnsensus-based Standards for
the selection of health status Measurement INstruments (COSMIN; Mokkink et al.,
2010) to guide which analyses would be conducted. The COSMIN study consulted with
57 experts to determine which analyses would be the most appropriate for each

psychometric property.

The Positive Psychology Outcome Measure

The validity and reliability of the PPOM was analysed with 225 people with dementia
(Stoner et al., 2018). An exploratory factor analysis and subsequent confirmatory factor
analysis (CFA) yielded a two-factor structure with acceptable fit indices. Each factor
contained eight items and were labelled hope and resilience. The PPOM achieved good
temporal stability in a test-retest sample of forty-eight people and excellent internal
consistency (o = 0.94). Construct validity was achieved through statistically significant
correlations with the Control, Autonomy, Self-realisation and Pleasure scale (Hyde et
al., 2003), Geriatric Depression Scale short form (Yesavage et al., 1983) and the Quality

of Life in Alzheimer’s Disease Scale (QoL-AD; Logsden et al., 1999).

Aims

The purpose of this study was to complete a series of psychometric analyses
assessing the validity and reliability of the PPOM in family carers. This analysis
included a CFA to determine if the sixteen-item, two-factor model previously found
(Stoner et al., 2018) remained consistent in a sample of family carers. It was
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hypothesised that as the PPOM has previously demonstrated good factor structure,
excellent internal consistency and ‘good’ test-retest reliability (Stoner et al., 2018), that
these results would be replicated here.

Construct validity was determined by convergent validity testing with
theoretically linked constructs, a binary logistic regression, and testing whether the
means of subgroups on the PPOM significantly differed according to depression
severity. It was hypothesised the PPOM and its subscales would possess large
significant negative correlations with the HADS-D given previous findings (Stoner et
al., 2018). In addition, it was hypothesised that the PPOM and its subscales would
obtain large positive significant correlations with both subscales of the SF-12 based on
previous research (Stoner et al., 2018). Finally, it was predicted that the PPOM would
obtain significant small to medium positive correlations with the MSPSS based on
research measuring the same constructs (Hatami et al., 2019). It was hypothesised that
the MSPSS, SF-12 and HADS-D categories would combine to accurately predict
whether a person would obtain a high or low score on the PPOM. It was also predicted
that those who obtained ‘normal’ HADS-D scores would possess significantly higher
means on the PPOM than the ‘borderline’ or ‘clinical caseness’ HADS-D groups.

No hypotheses were made with respect to the direction of any relationships
between scores on the PPOM with sex, age and whether or not the carer lived with the

person they provided care for.

Method

Design
A cross-sectional online study was conducted with family carers. Ethical approval was

obtained from the University College London Research Ethics Committee (Ref:
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15139/001; Appendix A). This study consisted of a battery of measures for respondents
to complete at baseline and a retest for a subsample four weeks later. All measures were
self-completed online by participants using Qualtrics. All questions were deemed
required (i.e. non skippable) by Qualtrics to prevent incomplete data.

This was a joint project with another University College London trainee
(Cartwright, 2020). See Appendix B for an explanation of the contributions by each

trainee to this project.

Participants
Participants were recruited from the Join Dementia Research (JDR) register

(www.joindementiaresearch.nihr.ac.uk) and two UK charities (Age UK and the

Alzheimer’s Society). The JDR is a joint venture between the National Institute for
Health Research and several Alzheimer’s research organisations. It promotes dementia
research with affected persons and their carers. To participate, respondents must have
met the criteria below.
Inclusion Criteria

- UK residents

- Self- identified as an unpaid family carer for a person living with dementia

- Over eighteen years old

- Able to communicate in English

Exclusion Criteria

Paid carers (e.g. in care homes)

Procedure
The inclusion criteria were applied to the JDR database and a list of eligible volunteers

was obtained. Volunteers were contacted via email inviting them to participate. Within
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the advert was a link directing them to the battery of measures hosted on Qualtrics. This
advert was also circulated to other organisations including Age UK and the Alzheimer’s
Society. These organisations independently disseminated the link to its members.

After respondents answered questions relating to the inclusion criteria, they were
presented with information regarding the General Data Protection Regulation (GDPR,
2018) and the Data Protection Act (2018). All participants had summary sheets
(Appendix C) relating to these policies appear on screen and multiple opportunities to
download them. Participants were also given the contact details of the research team
and encouraged to ask questions if needed prior to giving consent. Following this,
participants were asked to provide their consent (Appendix D) to participate. The
battery of outcome measures were then presented in a counterbalanced fashion to
control for order effects. Each question was mandatory with the participant
automatically alerted to complete any incomplete question. Following completion of the
battery, participants were thanked for their time and were shown a selection of online

resources suitable for family carers (Appendix E).

Outcome Measures

Respondent Demographics

Data were collected with respect to the respondent’s age, gender, ethnicity, marital
status, employment, education, kinship, and the length of time they had supported the
person with dementia. Information about the person with dementia was also collected.
Respondents stated what dementia diagnosis they had in addition to how long they had
lived with dementia for. Respondents were asked whether they lived with the person
they provided care for and if they identified as the primary carer. The primary carer was

defined as the main person who provided care to the person with dementia.
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The Positive Psychology Outcome Measure (PPOM)

The PPOM (Appendix F) is a measure of hope and resilience and was developed for
people with dementia. It was established using qualitative and quantitative methods
involving people with dementia, their carers, healthcare professionals and experts in the
field (Stoner et al., 2017). It has excellent internal consistency a = 0.94 (Stoner et al.,
2018). It demonstrated significant positive correlations with the Quality of Life
Alzheimer’s Disease scale (QoL-AD; Logsdon et al., 1999; r = 0.627) and significant
negative correlations with the Geriatric Depression Scale (GDS; Yesavage et al., 1983;
r =-0.699). Test-retest reliability showed a ‘good’ Intraclass Correlation Coefficient
(ICC) for the PPOM (ICC = 0.88, 95%CI = 0.79, 0.93), and the hope subscale (ICC =
0.78, 95%CI = 0.63, 0.88). The resilience subscale displayed excellent test-retest
reliability (ICC =0.91, 95%CI = 0.83, 0.95). Items are scored on a five-point Likert
scale (0-4) and are based on the last month. A sample item from the hope subscale is ‘I
have a positive outlook on life’. A sample item from the resilience subscale is ‘I can
bounce back’. A score of ‘0’ indicates this is ‘not true at all’ whilst a score of 4 implies

this is ‘true nearly all of the time’.

Hospital Anxiety and Depression Scale (HADS; Zigmond & Snaith, 1983)

The HADS is a 14-item instrument measuring anxiety and depression. In a recent
psychometric analysis article, the anxiety subscale was found to not be appropriate for
family carers (Stott et al., 2017). Thus, only the depression subscale was used in this
study. The HADS depression (HADS-D) subscale is a self-report measure consisting of
seven items. It has good internal consistency (o = 0.85; Stott et al., 2017). Each item is

scored from 0-3 with several questions negatively scored. Scores between 0 and 7 are
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labelled ‘normal’ whilst scores between 8 and 10 are considered ‘borderline’. A score of

11 or over indicates ‘clinical caseness’ for depression.

The Short Form Health Survey (SF-12; Ware et al., 1996)

Given the lack of a gold standard quality of life measure in use with family carers, the
SF-12 was selected as it has been used extensively with this population (Farina et al.,
2017). The SF-12 is the short form questionnaire of the SF-36 (Ware & Sherbourne,
1992). The SF-12 is a health-related quality of life scale measuring eight concepts in
health questionnaires; physical functioning, role functioning, physical pain, general
health, vitality, social functioning, emotional and mental health. It consists of two
subscales; the physical component score and the mental component score. The physical
(ICC =0.86) and mental component scores (ICC =0.77) have displayed good test-retest

reliability (Ware et al., 1996).

The Multidimensional Scale of Perceived Social Support (MSPSS; Zimet et al.,
1988)

The MSPSS is designed to measure perceived social support. There are 12 items which
are scored on a 7-point Likert scale ranging from 1 (very strongly disagree) to 7 (very
strongly agree). These scores are summed with higher scores indicating greater
perceived levels of social support. The MSPSS was developed using a sample of
undergraduates (Zimet et al., 1988) but has been used with family carers (Charlesworth
et al., 2008). It possesses good internal consistency (o = 0.88), and good test-retest

reliability (r = 0.85; Zimet et al., 1988).
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Statistical Power

There are no recommendations with respect to the number of respondents required to
validate an outcome measure. Power calculations can give researchers an estimate of
how many participants are needed to find statistically significant results for a given
effect size. As this study made use of Pearson’s r correlations to ascertain convergent
validity, G*Power 3.1 (Faul et al., 2007) was used to calculate that a minimum 193
respondents would be required to detect a small effect size (r = 0.2). This sample size
provides 80% power with a corresponding alpha level of 0.05. When conducting factor
analyses, Terwee et al. (2007) recommend multiplying the number of items in the
measure by seven (n = 112) to obtain the necessary sample size required. These sample
sizes were therefore considered the minimum number of participants required for this

study.

Test-retest Procedure

Emails were sent to participants who had completed the initial battery to fill out a subset
of the measures four weeks later. Invitations were sent until 50 responses had been
collected. A four-week timeframe was selected to reduce the chance of practice effects

and new life stressors interfering with scores at the second timepoint.

Statistical Analyses

All analyses were computed using SPSS version 26. If respondents terminated their
participation before completing the battery, this was assumed to be a withdrawal of
consent and all data for the participant was deleted. The rationale for selected analyses
was influenced by the COSMIN criteria (Mokkink et al., 2010) and a quality appraisal

tool for evaluating patient reported outcome measures (Terwee et al., 2007).
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The COSMIN checklist includes ten criteria to be satisfied when evaluating
measurements of health status. They include sufficient measurements of internal
consistency, reliability, measurement error, content validity, structural validity,
hypothesis testing, cross-cultural validity, criterion validity, responsiveness and
interpretability. The planned analyses met all of these criteria excluding content
validity, cross-cultural validity, criterion validity and responsiveness. Content validity
had been established with a related population (Stoner et al., 2018). As this measure was
not being translated, cross-cultural validity was unnecessary. Criterion validity could
not be evaluated due to the lack of a gold standard instrument in this area. Finally, due
to the study not including an intervention component, responsiveness could not be

analysed.

Descriptive Statistics

Descriptive and frequency statistics including means and standard deviations were
obtained for all demographic information and scores on the outcome measures. Scores
on the PPOM were analysed for any possible skew or kurtosis within the distribution.
Floor and ceiling effects were evaluated by analysing the percentages of the lowest and
highest scores on the PPOM and its subscales. Floor and ceiling effects were considered
absent if less than 15% of participants scored the minimum or maximum score possible
(Terwee et al., 2007).

Means and standard deviations for a selection of subgroups within the sample
were also calculated in an effort to establish the PPOM’s interpretability. Terwee et al.
(2007) recommend a minimum of four subgroups to satisfy this criterion. The means
and standard deviations for men and women were presented. The means and standard

deviations of the PPOM were also calculated for the three different categories of the
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HADS-D (‘normal’, ‘borderline’ and ‘clinical caseness’ for depression). Finally, the
means and standard deviations for carers who both lived and did not live with the

person they provided care for were calculated.

Reliability

Internal Consistency. The PPOM and its subscales were assessed for their
internal consistency using Cronbach’s alpha. Internal consistency would be deemed
excellent (a=0.90 < 0.95), good (a. = 0.80 — 0.89), acceptable (o= 0.70 — 0.79) or poor

(a0 < 0.70) (George & Mallery, 2003).

Temporal Stability. To assess temporal stability, an Intraclass Correlation
Coefficient (ICC) was used to assess test-retest reliability over a four-week period. ICC
scores would be deemed excellent (> 0.90), good (0.75 — 0.90), moderate (0.50 — 0.75)

or poor (< 0.50) (Koo & Li, 2016).

Measurement Error

The standard error of measurement (SEM) was used to evaluate the variability of error
within the PPOM. A person’s observed score on any measure equals their true score in
addition to the SEM (Leong & Huang, 2010). The SEM was calculated using the
following equation: SEM = ¢ (/1 — a). Where o is the standard deviation of the
PPOM and a is its Cronbach’s alpha reliability statistic. 95% confidence intervals were

then calculated using, 95%CI = Score + (1.96*SEM).
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Smallest Detectable Change (SDC)
The SEM can be used to determine the SDCing and SDCgyroup . The SDCing refers to the
smallest within-person change occurring that can be attributed to a treatment or

intervention with the p value set at .05 (Beckerman et al., 2001). The SDCing IS

calculated using the following equation: SDC = 1.96 * V2 * SEM). The SDCgyroup refers

to the smallest within-group change that could be attributed to a treatment or

intervention with the p value set at .05. The SDCqyroup is calculated through, SDCing / Vn.

Validity

Structural Validity. Structural validity was established using a CFA. The
PPOM has previously undergone exploratory factor analysis and CFA in its
development (Stoner et al., 2018). Therefore, another CFA was deemed appropriate for
this dataset. CFA analysis used SPSS Amos version 25. Model of fit indices attained
included the (i) chi-square and p value (low chi-square and p > .05 indicate good fit),
(ii) standardised root mean square error of approximation (RMSEA; RMSEA < 0.08
indicates good fit), (iii) comparative fit index (CFI; > 0.90 indicates good fit), (iv)
standardised root mean square residual (SRMR; SRMR > 0.08 indicate good fit) and (v)
Average Value Explained (AVE; > 0.50 indicates acceptable amount of variance

explained by factor/s) (Hooper et al., 2008; O’Rourke et al., 2013).

Convergent Validity. Pearson’s r correlations were used to assess convergent
validity of the PPOM. Convergent validity refers to the magnitude in which
theoretically linked constructs are observed to be correlated through instruments of
these constructs. To control for type 1 error, Bonferonni corrections were used

throughout all convergent validity testing.
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A binary logistic regression was conducted to augment the PPOM’s convergent
validity. Binary logistic regressions transform continuous variables (such as scores on
the PPOM, HADS-D, MSPSS and SF-12) into categorical ‘high’ and ‘low’ scoring
groups using the median of each variable. It then uses binary logistic regression to
predict whether scoring low or high in one would group would successfully predict
whether a person would score low or high on another.

Finally, a one-way analysis of variance (ANOVA) was conducted to determine
if there were any significant differences between the means of the PPOM grouped by
the HADS-D categories (‘normal’, ‘borderline’ and ‘clinical caseness’ for depression).

Post-hoc testing using a Bonferroni correction was used to control for type 1 error.

The Relationship Between the PPOM and Respondent Characteristics

Pearson’s r correlations and independent samples t-tests were used to explore the
relationships between the PPOM and its subscales alongside age, sex and whether or not
the person lived with the person they provided care for. Bonferroni corrections were

utilised to control for type 1 error.

Results

Results were assessed against the COSMIN checklist (Mokkink et al., 2010) designed to
evaluate the methodological quality of studies on measurement properties. See

Appendix G for the completed version of this checklist.

Participants
Two hundred and sixty-seven carers (174 female, 93 male; Table 1) agreed to

participate in the study. The average age of participants was 60.51 years of age (SD =
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14.37). The participants were mostly white British (92.1%) and married (69.7%).
Daughters of those with dementia were the most frequent responders (40.4%; Table 2).
The most frequently reported length of time being a carer was three to four years
(31.5%). Approximately half the carers lived with the person they cared for. The
respondents were also highly educated with 57.7% having completed an undergraduate
degree or postgraduate study. Four weeks after the initial battery was completed, 52
carers completed the retest. There were no significant differences between the
subsample who completed time two and those who only completed at time one (Tables

1-2).

Initial Internal Consistency of the PPOM

The internal consistency of the PPOM indicated multicollinearity with o= 0.951. The
hope and resilience subscales demonstrated excellent internal consistency however,
with scores of a.= 0.915 and o = 0.927 respectively. The analysis demonstrated that
deleting any item would have brought its internal consistency to an acceptable score of
less than a = 0.95 (Terwee et al., 2007). As such, further analysis in the form of a CFA

was needed to identify the most suitable items to be deleted.
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Table 1
Carer Demographics

Total sample (n = 267) Retest sample (n = 52)

Gender n (%)

Female 174 (65.2%) 67.3 (67.3%)

Male 93 (34.8%) 17 (32.7%)
Age M (SD) Range 60.51 (14.37) 20 - 92 62.63 (11.08) 41 -91
Marital status n (%)

Married 186 (69.7%) 40 (76.9%)

Single 33 (12.4%) 4 (7.7%)

In a relationship 30 (11.2%) 2 (3.8%)

Divorced 9 (3.4%) 3 (5.8%)

Widowed 3(1.1%) 1 (1.9%)

Separated 3 (1.1%) -

Other 3(1.1%) 2 (3.8%)
Ethnicity n (%)

White (British) 246 (92.1%) 48 (92.3%)

White (other) 8 (3%) 2 (3.8%)

White (lrish) 4 (1.5%) -

Mixed ethnic 4 (1.5%) -

Black 2 (0.7%) 1 (1.9%)

Asian 2 (0.7%) -

Other ethnic group 1 (0.4%) 1(1.9%)
Highest Level of Education

Undergraduate degree 83 (31.1%) 16 (30.8%)

Postgraduate degree 71 (26.6%) 12 (23.1%)

Higher education 42 (15.7%) 9 (17.3%)

A-Level (or equivalent) 28 (10.5%) 4 (7.7%)

GCSE’s (or equivalent) 23 (8.6%) 6 (11.5%)

Other qualifications 9 (3.4%) 3 (5.8%)
Table 2
Carer Characteristics

Total sample (n=  Retest sample (n =
267) 52)

Relation to Person with Dementia n (%)
Daughter 108 (40.4%) 21 (40.4%)



Husband 58 (21.7%) 10 (19.2%)
Wife 43 (16.1%) 9 (17.3%)
Son 26 (9.7%) 6 (11.5%)
Granddaughter 10 (3.7%) -
Other 11 (4.1%) 4 (7.7%)
Daughter-in-law 5 (1.9%) 2 (3.8%)
Son-in-law 5 (1.9%) -
Grandson 1 (0.4%) -
Dementia Diagnosis
Alzheimer’s disease 127 (47.6%) 28 (53.8%)
Dementia of mixed aetiology 60 (22.5%) 10 (19.2%)
Vascular dementia 31 (11.6%) 3 (5.8%)
Frontotemporal dementia 15 (5.6%) 3 (5.8%)
Other 10 (3.7%) 2 (3.8%)
Dementia with Lewy bodies 6 (2.2%) 1(1.9%)
Posterior Cortical Atrophy 5 (1.9%) -
Parkinson’s dementia 4 (1.5%) 2 (3.8%)
Length of time as a carer n (%)
0-12 months 15 (5.6%) 6 (11.6%)
1-2 years 40 (15%) 4 (7.7%)
3-4 years 84 (31.5%) 19 (36.5%)
5-6 years 53 (19.9%) 9 (17.3%)
7-8 years 23 (8.6%) 1(1.9%)
9-10 years 19 (7.1%) 4 (7.7%)
10 years + 33 (12.4%) 9 (17.3%)
Does the carer live with the person they
provide care for? n (%)
Yes 133 (49.8%) 24 (46.2%)
No 132 (49.4%) 28 (53.8%)
Other 2 (0.7%)

Confirmatory Factor Analysis (CFA)

Initial goodness of fit indices on the PPOM had room for improvement (Table 3). To
improve the fit and the PPOM’s Cronbach’s alpha statistic, an item from each subscale
was omitted to ensure they were evenly weighted. A variety of different strategies were
employed to identify which deleted items benefited the fit indices the most. All of these
different permutations with their associated fit indices can be found in Appendix H.
There is justification for omitting items when they increase the parsimony and fit

indices of the model (Frohlich, 2002; Voss et al., 2003).
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The most effective method found to improve the model fit was to delete the
items possessing the lowest regression weight onto their respective factor (Hope Q5 and
Resilience Q2). After deleting the items, the CFA was rerun (Figure 1). Hope question
five was ‘I can give and receive care/ love’ and resilience question two was ‘I am able
to deal with whatever happens’.

This resulted in a 14-item PPOM designated the PPOM-C (The Positive
Psychology Outcome Measure for Carers of People with Dementia; Table 3). Factor
loadings indicated all items loaded onto their respective factors successfully (Figure 1).
The CFA also demonstrated that hope and resilience shared some variance. The CFl,
SRMR and AVE statistics all fell within acceptable ranges (Table 3). The RMSEA and
chi-square statistics however indicated poor model fit. Factor loadings varied from
0.755 to 1.408. The average value explained by each factor was R? = 0.61 for hope and
R? = 0.62 for resilience. Model fit for the PPOM-C was considered adequate and all

subsequent analyses were conducted on this 14-item version.

Internal Consistency of the PPOM-C

The internal consistency of the PPOM-C was excellent (.= 0.948). The hope and
resilience subscales also had excellent internal consistency with scores of o =0.912 and
a = 0.918 respectively (Table 3). No deleted items would have improved the internal

consistency Score.
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Figure 1. CFA Factor Loadings
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Table 3
Variations in fit indices on two forms of the PPOM

PPOM (16- PPOM-C (14-
items) items)
Internal Consistency  Full measure 0.951 .948
(o) Hope subscale 915 912
Resilience Subscale 927 918
Chi square and significance 430.55, p<.001 340.95, p <.001
CFlI .896 .904
SRMR .06 .057
RMSEA .109 114
AVE Hope subscale (R?) 58 61
Resilience subscale .62 .62

(R%)

Descriptive Statistics

The possible score of the PPOM-C ranged from 0 to 56. The observed range varied
from 2-56, with a mean of 38.65 and standard deviation of 10.98. The distribution of the
PPOM (Figure 2), showed the skewness of the data to be approximately symmetric (-
.455), with the kurtosis value being -0.014. No respondents (0%) scored the lowest
possible score, and 13 participants (4.9%) attained the highest score. Floor and ceiling
effects were therefore absent in the PPOM-C.

The possible scores of each subscale ranged from 0 to 28. The hope subscale had
one respondent (0.4%) score the minimum score and twenty-six (9.7%) obtain the
maximum. The resilience subscale had one respondent (0.4%) score the minimum score
and sixteen (6%) obtain the maximum. Thus, floor and ceiling effects were not present
within the subscales. The mean score of the hope subscale was 19.41 with a standard
deviation of 5.90. The resilience subscale had a mean score of 19.24 and a standard
deviation of 5.68.

Means and standard deviations of the PPOM-C were provided for a range of subgroups

found within the sample (Table 4).
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Figure 2: Distribution of the PPOM-C

Table 4

Means and standard deviations of subgroups on the PPOM-C

Subgroup

Mean (SD) of PPOM-C

Full sample (n = 267)

Men (n = 93)

Women (n = 174)

‘Normal’ scorers on HADS=D (n = 162)

‘Borderline’ scorers on HADS-D (n = 55)

‘Clinical caseness for depression’ scorers on HADS-D (n =
50)

Carers who lived with the person they cared for (n =_133)

Carers who did not live with the person they cared for (n =

131)

38.65 (10.98)
40.57 (11.19)
37.62 (10.75)
43.46 (8.29)

33.71 (9.38)

28.48 (11.04)

39.13 (10.81)

38.05 (11.26)
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Test-retest Reliability

There were 52 respondents who completed the test-retest. The total amount of days
taken to complete the retest ranged from 28-43. The majority of the respondents (75%)
had completed the retest 29 days after time 1. Reliability for the PPOM-C across the
four-week period was found to be ‘excellent’ (ICC = 0.91, 95%CI = 0.85, 0.95).
Reliability was ‘good’ for both the hope subscale (ICC = 0.89, 95%CI = 0.82, 0.94) and

the resilience subscale (ICC = 0.87, 95%CI = 0.79, 0.93).

Convergent Validity

Pearson’s r correlations were employed with an adjusted p-value of .004 (.05/12),
calculated using the Bonferroni correction. The PPOM-C was negatively correlated with
HADS-D (r = -.66, p < .001), in addition to the hope and resilience subscales (r = -.67,
p <.001; r=-.58, p <.001). The hope and resilience subscales were positively
correlated with the SF-12 mental component score (r = .62, p <.001; r = .57, p <.001)
in addition to the PPOM-C (r = .63, p < .001).The PPOM-C, and its hope and resilience
subscales were positively correlated with the SF-12 physical component score (r = .19,
p=.002; r=.17,p=.004; r =.19, p =.002). Lastly, the MSPSS was significantly
correlated with the PPOM-C (r = .39, p <.001), the hope (r = 0.45, p <.001) and
resilience (r = 0.29, p <.001) subscales.

To conduct the binary logistic regressions, the PPOM-C, HADS-D, MSPSS and
the physical and mental health component scores (SF-12) were split into low and high
scoring categories using their respective medians. The PPOM-C (Median = 39) had 135
‘low’ and 132 ‘high’ scorers. The HADS-D (Median = 6) had 123 ‘low’ and 144 ‘high’

scorers. The MSPSS (Median = 58) had 137 ‘low’ and 130 ‘high’ scorers. The physical
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component score (Median = 50.62) had 133 ‘low’ and 134 ‘high’ scorers. Finally, the
mental component score (Median = 38.98) had 133 ‘low’ scorers and 134 ‘high’
scorers. The HADS-D, MSPSS, and the mental and physical component scores (SF-12)
were then used as variables in a binary logistic regression model to predict the PPOM-C
category. The model was significant with y2(4) = 98.39, p <.001. The model was
correct in predicting 76.4% of cases on the PPOM-C and accounted for 41.1% of the
variance. The HADS-D (Wald = 12.62, p <.001), MSPSS (Wald = 4.72, p = .03) and
the mental component score (Wald = 30.44, p <.001) were significant variables within
the model. The physical component score (SF-12) was not a significant variable (Wald
=3.62, p =.057).

A one-way ANOVA was calculated to determine whether there were significant
differences in the PPOM-C grouped HADS-D categories. This analysis was significant,
F (2, 264) = 62.21, p < .001. Post-hoc Bonferroni comparisons were carried out. The
mean score for ‘normal’ scorers on the HADS-D (M = 43.46, SD = 8.29) was
significantly higher than the ‘borderline’ (M = 33.71, SD = 9.38) and ‘clinically
depressed’ (M = 28.48, SD = 11.04) groups (p <.001). ‘Borderline’ scorers were also

found to be significantly higher than “clinically depressed’ cases (p = .011).

Measurement Error

The standard error of measurement (SEM) was calculated to be 2.53 (SEM =

10.98 (/1 — 0.948)). The SEM can determine confidence levels of scores obtained
using the PPOM-C. The 95% confidence interval for the PPOM-C is thus, 95%CI =
[PPOM-C Score] + 4.96. Applying this to the PPOM-C’s mean score (38.65) yields the

following 95% confidence interval, 38.659s0,c1 = [33.75, 43.55].
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PPOM-C Total

Smallest Detectable Change (SDC)

The SDCing = 1.96 * /2 * 2.53 = 6.99. This indicates there would need to be a
minimum difference of 7 points on an individual level for the change to have been
considered a result of a treatment or intervention. The equation to determine the average

level of change within a group would be, SDCgroup = 6.99 / V/n.

The Relationship Between the PPOM-C and Respondent Characteristics

Age and the PPOM-C

A scatter plot (Figure 3) between the PPOM-C and age indicated there may be a small
relationship between these variables. A Pearson’s r correlation coefficient confirmed
this small, yet significant relationship (r = 0.23, p <.001). This suggests older carers are

associated with slightly higher levels of hope and resilience.
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Figure 3: A scatter plot showing the relationship between age and the PPOM-C
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Gender and the PPOM-C

A series of independent samples t-tests were carried out between men and women’s
scores on the PPOM-C and its subscales. The level of alpha was adjusted to .017 (.05/3)
using a Bonferroni correction. There were no significant differences found on the
PPOM-C (p = .036) or on the hope subscale (p =.127). There was however, a
significant difference found in the resilience between men (M = 20.41, SD =5.70) and

women (M =18.61, SD = 5.59), t(265) = 2.48, p = .014.

The PPOM-C and the carer’s living arrangements

An independent samples t-test was carried out to determine if scores on the PPOM-C
were significantly different between carers who lived with the person they cared for (M
= 39.13) versus those who did not (M = 38.05). There were no significant differences

found (p = .43).

Discussion

The newly developed 14-item PPOM-C possesses desired psychometric properties and
is ready for use in further research with family carers. Two items from the PPOM were
dropped to improve both the internal consistency and the goodness of fit indices.
Internal consistency of the PPOM-C and its subscales were excellent. It also possessed
excellent test-retest reliability over a four-week period. This suggests that over a period
of four weeks, family carers’ levels of hope and resilience remained stable.

All correlation coefficients were statistically significant and in the expected

direction whilst using a Bonferroni correction to control for type 1 error. The correlation
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coefficient between the PPOM-C and the depression construct was similar to previous
findings (Stoner et al., 2018). It was noted the PPOM-C held larger correlations with the
mental component score of the SF-12 than the physical component score. This suggests
hope and resilience have more in common with a person’s mental health quality of life
than physical health quality of life. Correlations between the PPOM-C, the HADS-D
and the mental component score were all in excess of r = 0.60 and therefore, considered
strong (Evans, 1996). The PPOM-C and MSPSS also obtained a moderate strength
correlation which fit with the stated hypothesis.

The binary logistic regression also contributed to the convergent validity of the
PPOM-C. The overall model containing the HADS-D, MSPSS, physical component
score and mental component score categories as variables was significant in predicting
the PPOM-C category a carer obtained. Whilst the HADS-D, MSPSS and mental
component score were significant variables within this model, the physical component
score was not. It follows that hope and resilience may be more accurately predicted by
instruments designed to measure mental health constructs and social support as opposed
to a physical health measure. As the use of positive psychology measures is sparse in
the literature, it is not clear whether this is generally true in family carers of people with
dementia or not.

The one-way ANOVA demonstrated significant differences between the mean
scores on the PPOM-C based on the three categories of the HADS-D. This was an
expected finding given that depression includes feelings of hopelessness (Kroenke et al.,
2001) and the established negative relationship between depression and resilience
(Komiti et al., 2003).

The PPOM-C demonstrated acceptable structural validity. The comparative fit

index (CFI), standardised root mean square residual (SRMR) and the average value
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explained (AVE) by each factor each indicated good model fit. In addition, all items
loaded significantly onto their respective factors. Only the chi-square and standardised
root mean square error of approximation (RMSEA) statistics suggested poor model fit.
The significant chi-square test (indicating poor model fit) is a common phenomenon
within CFA as it is influenced by sample size (Kline, 2011). Some structural equation
theorists have proposed models should be evaluated according to the theory underlying
the measures in addition to using fit indices as a guide (Hooper et al., 2008). The PPOM
has previously demonstrated satisfactory evidence of its items being developed by
theories underpinning hope and resilience (Stoner et al., 2017). Thus, on the balance of
the evidence collated in this study, the two-factor model proposed for the PPOM-C was
concluded to be adequate.

Two items were deleted from the PPOM to create the PPOM-C to improve the
internal consistency and goodness of fit indices. These items were ‘I can give and
receive care/ love’ (item from the hope subscale) and ‘I am able to deal with whatever
happens’ (item from the resilience subscale). These items clearly possess face validity
with respect to a carer’s responsibilities. There are several explanations as to why these
items were identified by the CFA as items to be deleted. Firstly, the PPOM was a
measure originally developed for people living with dementia. It is feasible that giving
this measure to a different population led the items to be interpreted differently. For
instance, confidence in being ‘able to deal with whatever happens’ may elicit different
realities of difficulty for a person with dementia compared to their carer. This in turn,
may influence how these questions are answered differently by different populations.
Secondly, it is possible that these two items were tapping into an undiscovered third
factor that may be specifically relevant for caregivers as opposed to people living with

dementia. Future researchers could explore this through administering the PPOM to
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carers and conducting an exploratory factor analysis to determine how many factors fit

the data.

Implications for Practice

This paper is to the author’s knowledge the first time an instrument measuring two
positive psychology constructs has been validated in family carers. Given that few
positive measures are available for family carers (Stansfeld et al., 2017), the arrival of
an instrument capable of measuring two constructs is timely. Due to a lack of robust
alternate measures, adopting the PPOM-C in practice could aid in comparing outcomes
across interventions (Moniz-Cook et al., 2008).

The PPOM-C represents a prompt method of assessing family carers who may
be low in hope or resilience. This information could be vital for auxiliary services to
mobilise around such carers and offer intervention or support. Conversely, it offers an
opportunity to learn more from carers with high levels of hope or resilience. Qualitative
approaches could shed further light on which psychosocial resources and assets lead to
differing levels of hope and resilience. On some occasions, the PPOM-C could measure
high levels of hope or resilience that may not reflect a carer’s reality. For example, this
could look like a carer who arguably has an unrealistic view of an optimistic future
given the circumstances that they, and the person they provide care for are in. This
could subsequently lead to this carer potentially feeling overwhelmed if this hopeful
future were to not materialise. This highlights the importance of viewing the PPOM-C
as one piece of a jigsaw in an assessment with a carer. This could fit alongside other
jigsaw pieces such as a clinician’s clinical interview and other assessment measures.

There were significant correlations between the HADS-D, MSPSS, the mental

component score of the SF-12 and the PPOM-C subscales indicating good convergent
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validity. The binary logistic regression model and one-way ANOVA added further
evidence to this claim. This indicates that hope and resilience are linked to the
wellbeing of family carers. This suggests interventions targeting such positive
constructs may also bring about positive changes in quality of life, perceived social
support and depression. The literature comprehensively supports this given that hope is
a key psychosocial factor in being a family carer (Snyder et al., 2000), managing
dementia (Moniz-Cook et al., 2009), acquired immune deficiency syndrome (Moon &
Snyder, 2000) and cancer (Magaletta & Oliver, 1999. Resilience has also been shown to
be useful for family carers (Gaugler et al., 2007), safeguarding against post-traumatic
stress disorder (Waysman et al., 2001) and preventing developmental psychopathology
(Masten et al., 1990).

A series of independent samples t-tests exhibited no significant differences
between the sexes on the PPOM-C or hope. A small yet significant difference suggested
that men possessed higher levels of resilience than women, however. Very little
research has been conducted in measuring resilience between the genders. One study
conducted in Sweden and Thailand with older adults found no such differences

(Choowattanapakorn et al., 2010).

Future Research

This study was unable to establish responsiveness within the PPOM-C. Responsiveness
Is an important psychometric property that determines whether an outcome measure can
detect clinically important changes following intervention (Terwee et al., 2007).
Including the PPOM-C in research-based interventions would ascertain if this criterion
is present. Future researchers will benefit from using the included standard error of

measurement (SEM) to ascertain confidence levels of scores on the PPOM-C. In

98



addition, the smallest detectable change (SDC) has been calculated to aid researchers.
The SDC can be used to establish whether change following intervention can be
associated to chance or treatment conditions using the SDCgyroup equation. For a
treatment condition of 20 patients, the SDCgroup mean would need to change by 1.55
points on the PPOM-C to illustrate a significant change.

The PPOM is currently being used in the promoting independence in dementia
‘PRIDE’ research programme (Shafayat et al., 2019). This may indicate whether the
PPOM has adequate responsiveness in people living with dementia. Research has found
hope and resilience are responsive to intervention in family carers (Duggleby et al.,
2018; MacCourt et al., 2017). Thus, the PPOM-C is also expected to demonstrate this
quality.

One therapeutic approach aligned with positive psychology is Acceptance and
Commitment Therapy (ACT; Hayes & Strosahl, 2004). ACT is a third wave cognitive
behavioural therapy (CBT) approach. It teaches the individual to defuse from
unpleasant thoughts and feelings through its cognitive defusion techniques. Having
learned this, the person is encouraged to first consider and then act on their values in
their life. It has promising results in family carers (Losada et al., 2015), outperforming
traditional CBT in a randomised controlled trial. Given the values-based principles of
ACT, including such measures as the PPOM-C in interventions could yield valuable
information about hope, resilience and traditional psychopathology measures.

The small, yet significant correlation coefficient between age and the PPOM-C
suggests older carers may possess more hope and resilience than their younger
counterparts. Future studies could examine this relationship further. Using the PPOM-C
longitudinally in a sample of family carers would yield more information with respect to

whether hope or resilience are qualities that are acquired, learned or develop naturally in
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this group of people. Pairing this research with a qualitative component would give
more information on this topic. This research could also provide more data on whether

hope or resilience differs between the sexes in family carers.

Methodological Problems and Limitations

The respondents within this survey aligned with what Henrich et al. (2010) classified as
WEIRD (White, Educated, and lived in Industrialised, Rich, and Democratic countries).
The demographics of the sample did not reflect the United Kingdom diversity with
respect to race or education levels (Office for National Statistics, 2016). For example,
96.6% of this sample were white compared to 86% of the UK population. In an attempt
to counteract this, invitations were sent to all black and minority ethnic carers listed on
the JDR database midway through the study.

The recruited sample stayed in education for longer compared to UK census data
(Office for National Statistics, 2016) with 57.7% educated to degree level or higher.
This figure contrasts sharply to 27% of the UK population having completed a similar
level of education. It is therefore not known how generalisable these findings are to
other populations within the UK.

The sample also indicated that approximately half of the participants did not live
with the person they provided care for. This is important, as it could be reasonably
considered that the experiences of carers who live with the person they care for versus
those that don’t would be different. The independent samples t-test however
demonstrated no significant differences between these two groups on the PPOM-C.
Given the aforementioned points regarding how this sample was recruited, it is
unknown whether this finding would be generalisable to the general family carer

population in the UK.
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This study did not satisfy the content validity criterion of the COSMIN criteria
(Mokkink et al., 2010). Previous research (Stoner et al., 2017) had evidenced this for
people living with dementia. Thus, future research could assess the PPOM-C for its
content validity with family carers. This could involve assessing whether the items on it
represent relevant questions for carers. In addition, the PPOM-C could be circulated to
experts in the field to ascertain feedback on whether the remaining items are relevant
for this population.

To fulfil the convergent validity criterion, the HADS-D was administered
without its anxiety subscale counterpart. The HADS-D was chosen based on research
suggesting the anxiety subscale was not appropriate for family carers (Stott et al., 2017).
In only administering the depression subscale, it is possible that this represented a threat
to its validity as a sole measure of depression. It may have been more beneficial to use
the PHQ-9 (Kroenke et al., 2001), which is a well validated measure for a wide range of

different populations and ages.

The criterion validity criterion could have also been fulfilled through
administering the PPOM-C with established gold standard measures of hope and
resilience. Examining the resulting correlation coefficients would have given data
regarding how the PPOM-C compares to established measures. As including more
measures would have increased the time burden on participants in the study, I decided

against this.”

Conclusions
The PPOM-C is a short self-report measure that gives insights into the degree of hope
and resilience of family carers. It possesses excellent internal consistency, excellent

temporal stability, good convergent validity and adequate structural validity. The
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PPOM-C illustrated significant correlations with quality of life, perceived social support
and depression indicating that hope and resilience play a role in the wellbeing of family
carers. Utilising the PPOM-C in interventions will give data regarding its
responsiveness. It is hoped that adopting the PPOM-C will influence future

interventions to be more strengths focused in their approach.
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Introduction

The following is a critical appraisal of both the literature review and empirical paper
undertaken as a part of my doctorate in clinical psychology. The appraisal begins
through outlining what it was about this project which appealed to me. After, I will
detail the specific challenges faced whilst completing both papers. | will also consider
the broader implications of quantitative measurement within the positive psychology

context, before reflecting on the process.

Interest in the Project
Before obtaining a place on the doctorate, | had worked in the Improving Access to
Psychological Therapies (IAPT; Layard et al., 2008) initiative for eight years. IAPT is
the largest national initiative in history to offer a range of therapeutic interventions
within primary care. There is a heavy emphasis on data collection using the IAPT
minimum data set. This minimum data set is comprised of the Patient Health
Questionnaire-9 (PHQ-9; Kroenke et al., 2001), the Generalised Anxiety Disorder-7
questionnaire (GAD-7; Spitzer et al., 2006) and the Work and Social Adjustment Scale
(WSAS; Mundt et al., 2002). | was interested in how IAPT both defined and measured
‘caseness’ using the minimum data set in addition to what made a patient meet
‘recovery’. Caseness refers to whether a person’s difficulties measured by the minimum
data set warrants an assessment by an IAPT service. Typically, this refers to a PHQ-9
score of above 9 and a GAD-7 score in excess of 7. Being in recovery refers to when
someone who initially met caseness then has a PHQ-9 score of less than 9 and a GAD-7
score less than 7.

Something I had noticed whilst working in this context as a cognitive

behavioural therapist was the principal focus on the negative aspects of wellbeing. In
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this case, measures of depression, generalised anxiety and a measure of how much the
person’s difficulties were affecting work, home or education. I lamented the fact that
instruments measuring constructs such as quality of life, wellbeing, improvement,
coping, hope or resilience were not also administered. If the addition of these
instruments were adopted at a national level, it struck me that much could be learned
about the relationship between those in primary care therapy settings, the minimum data
set and positive measures of wellbeing.

Of interest to me being a therapist trained in Acceptance and Commitment
Therapy (ACT; Hayes & Strosahl, 2004), was anecdotal evidence that ACT was more
effective in increasing resilience over the long term when compared to CBT. This
anecdotal evidence is often offered by ACT trainers. Their rationale frames ACT as a
transdiagnostic approach that can apply to virtually any distress-causing difficulty.
Learning to defuse from distressing thoughts and feelings whilst living a values-led life
are the key components of ACT. If recipients of ACT learn these principles, it follows
that benefits would be experienced over the short and longer term. One study (Losada et
al., 2015) has found this to be the case with family carers when comparing ACT to
CBT, but more research would be welcome. Administering a measure of resilience at
assessment, the midpoint, the end of sessions and at follow up would give more
information on this hypothesis.

I was also interested in the wellbeing of carers of people with dementia given
the remarkable efforts they undertake to care for their loved ones. As this project
involved the evaluation of measurements that could ultimately lead to the enhancement

of family carers’ wellbeing, it certainly held appeal for me.
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Systematic Review Challenges

The Research Question

The systematic review aims were broad and pertained to the evaluation of positive
psychology outcome measures in use with family carers of people living with dementia.
This question was influenced by a related review (Stansfeld et al., 2017) who had
evaluated positive measures specifically developed or validated for family carers.
Stansfield et al. (2017) recommended an additional review be conducted to evaluate all
positive measures in use with carers. This included measures that had not been
specifically developed or validated with family carers. This was suggested because
researchers often use measures not specifically developed for their target population
because those measures are perceived as robust, useful or convenient.

The aim of this review was therefore to evaluate how many positive measures
were in use with family carers and evaluate their psychometric properties. The search
culminated in finding 130 suitable measures. This was an unforeseen finding as | was
not expecting so many positive measures to be in use. This presented a dilemma with

respect to which instruments to include.

Selecting Instruments to Evaluate

As there was not enough time or space in the paper to subject 130 measures for quality
appraisal, decisions had to be made with respect to which to exclude. These decisions
subsequently shaped and refined the nature of the review. There were many ways in
which the measures could have been included or excluded. For instance, the top twenty
instruments with the most citations within my search could have been evaluated. The
rationale for this approach could have been that they are the most used and therefore the

most significant. An alternate method could have been to simply choose the constructs |

115



wanted to evaluate. In consultation with a supervisor, | opted to include measures linked
to the three most frequently cited constructs. The justification for this was that
comparisons of instruments found within these constructs could be compared against
each other to determine which was the most robust.

Closer inspection of the measures revealed that not all constructs were
exemplars of positive psychology as defined by Seligman (Seligman, 1998; Seligman et
al., 2005). Examples of this included ‘coping’ and ‘wellbeing’. Though ‘coping’ and
‘wellbeing’ can be useful constructs to measure, they did not seem as relevant to
positive psychology as resilience or positive aspects to caregiving. Excluding constructs
such as these was a difficult and subjective decision to make. This exclusion process
leaves this study open to criticism given the innumerable ways in which the measures
could have been chosen for evaluation. However, it is my hope that I or other colleagues
in the future will come back to the excluded constructs, which could be evaluated

through further systematic reviews.

Evaluating the Instruments

Evaluation of the 25 instruments made use of a quality appraisal framework for health-
related outcome measures (Terwee et al., 2007). | noted whilst using this tool how at
times it utilised rigid rules in conjunction with subjective judgements. With respect to
the rigidity, the guidelines for scoring the Cronbach’s alpha internal consistency score
best exemplifies this. A score between o = 0.70 and a = 0.949 would indicate acceptable
internal consistency. On one occasion, a measure (Faba et al., 2017) cited a Cronbach’s
alpha of o = 0.95 and therefore did not achieve any score for internal consistency. Had
the internal consistency score been 0.01 lower, this measure would have scored full

marks for the reliability criterion.
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Despite the rigid criteria, using this framework has produced different results
measuring several overlapping instruments with the Stansfeld et al. (2017) review. This
indicates that some criteria are more subjective with respect to whether the appraiser is
convinced that the development paper has satisfied construct validity (where 75% of
stated hypotheses need to be correct), content validity (where a clear description of the
measure aim, target population, concepts being measured, item selection and
consultation with the target population alongside experts were adequately described)
along with criterion validity (where convincing arguments are given that a gold standard

is in fact the gold standard).

Reflections on the Appraisal Process

Throughout the evaluation process, | was surprised at the differing ways in which
authors attempted to evidence the reliability and validity of their instruments. Not one
development paper cited a framework such as Terwee et al. (2007) that influenced the
design or analysis of their measure. In addition, most texts concluded that the
instrument’s psychometric properties were adequate, when in fact, many properties
were missing. This is evidenced by the fact that not one measure fully demonstrated
criterion validity, agreement, responsiveness or interpretability criteria throughout this
review.

This could reflect that for many development papers, quality appraisal tools such
as Terwee et al.’s (2007) and the COnsensus-based Standards for the selection of health
status Measurement INstruments (COSMIN; Mokkink et al., 2010) were not yet
developed. Such guidelines serve to collate and disseminate existing knowledge on
psychometric measurement theory in a user-friendly manner. This is important as often

the source texts for such topics can be difficult to interpret. These guidelines can also be
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contradicted by other texts advising different statistics or thresholds to meet reliability
or validity criteria. It is therefore possible that researchers had access to a myriad of
information on measure development and potentially used different ideas on how to
develop and validate them.

Even within such quality appraisal framework guidelines however, there are
incongruences with respect to the language used to describe psychometric properties.
For example, factor analyses are scored within ‘reliability’ in one framework (Terwee et
al., 2007) and considered ‘structural validity’ in the other (Mokkink et al., 2010). A
further example of this is highlighted by the development of the COSMIN criteria.
Many experts in psychometrics were invited to participate in a Delphi consensus study
to form the COSMIN guidelines (Mokkink et al., 2010). What | found interesting and
enlightening is that even amongst experts in the field, there were still numerous
disagreements with respect to how analyses should be conducted.

It is my view that unless a framework such as the COSMIN criteria are followed
and integrated within the design and planning stages of measure development, there will
continue to be variability in the quality of instruments. This is particularly important for
positive psychology measures given their recent emergence into the field. If such
measures can be developed or validated to a high standard, it would make incorporating
them and analysing their data easier for future researchers.

Whilst completing this review | learned about the importance of narrowing
down my research question. | had underestimated the number of positive measures in
use for family carers. If | had the chance to recomplete this, 1 would set out from the
beginning to locate measures only related to specific constructs. This approach would

have negated the need to filter out certain constructs post-searching.
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Empirical Paper Critical Appraisal

Hope & Resilience in the Caregiving Context
My first thoughts when reflecting on the prospect of validating the Positive Psychology
Outcome Measure (PPOM; Stoner et al., 2017) in a sample of family carers were mixed.
Regretfully, I had not considered the degree to which hope and resilience could be
present in caregivers given the deteriorating nature of dementia in the person they
supported. | wondered whether this is an attitude shared by others. This is evident
through negative measures thoroughly outweighing positive instruments in the literature
with this population.

| was also aware of not wanting to invalidate carers’ difficult experiences
through disseminating a measure asking questions that perhaps carers are rarely asked
(e.g. I believe each day has potential, PPOM question 7). Conversely, | was aware of
the buffering effect of constructs such as hope and resilience against psychopathology. |
also believe there are opportunities to learn from those carers who remain hopeful and

resilient in the face of stressors.

The PPOM-C and its Epistemological Position

The definitions of hope and resilience are multi-faceted. As such, researchers often use
a variety of definitions for each construct. Wolverson et al. (2009) in a literature search
on hope noted 18 differing definitions with 13 associated instruments. Such definitions

included:;

Hoping for a better future (Obayuwana & Carter, 1982).
Hope being activated when triggered by stressful situations such as an illness (Fryback,

1991).
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Hope relating to domains of life that are valued by the individual (Averill et al., 1990).
Hope linked to specific, measurable and achievable goals (Dufault & Martocchio,
1985).

Hope linked to desiring a life worth living (Farran et al., 1995).

Hope propelling people towards their valued actions (Snyder et al., 1991).

Hope being linked to relationships with others and occurring in systems around and

between people (Miller, 1986).

Similarly, Windle (2011) set out to define the resilience construct following a

literature search and summarised resilience as follows:

‘Resilience is the process of effectively negotiating, adapting to, or managing
significant sources of stress or trauma. Assets and resources within the individual, their
life and environment facilitate this capacity for adaptation and ‘bouncing back’ in the
face of adversity. Across the life course, the experience of resilience will vary’.

(Windle, 2011, p. 163).

| found the above multi-faceted definitions thought-provoking, given that
corresponding measures do not always map onto them precisely. A limitation of the
PPOM-C and perhaps hope and resilience measures in general is the assumption of
where hope and resilience are located. Do the items on the measure indicate the
construct resides within an individual, the system, their environment, or a combination?
Frequently, such instruments locate the construct within an individual. Perhaps this is

because it is harder to quantitatively measure hope and resilience within the system or
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environment. Nevertheless, a valid criticism of the PPOM-C would be its lack of

questionnaire items addressing contextual factors around the individual.

Study Sample

It was apparent that the sample were not representative of the UK population. Efforts
were made to ensure a variety of ethnic backgrounds, age and gender were fairly
represented in the study. This was able to happen due to the check on the data that was
conducted once 50 respondents had completed the study. The participant characteristics
revealed the main responders were older white British women. To obtain a more
representative sample, efforts were made to recruit younger carers, male carers and
carers from black and minority ethnic backgrounds. Additional younger carers and men
ultimately completed the survey. However, the final percentages of the sample revealed
that the proportion of white British participants was higher than the last census (Office
for National Statistics, 2016). This is a common phenomenon in research (Henrich et
al., 2010). It suggests the convenience sampling method using the Join Dementia
Research organisation had inherently biased the study towards white socio-
economically privileged people. This hinders the generalisability of the findings of this

measure, and is a limitation of the PPOM-C.

The Inception of the PPOM-C

The internal consistency of the PPOM indicated multicollinearity. This presented a
methodological dilemma to negotiate. One option included acknowledging that there
was multicollinearity but falling back on the fact that it had previously fallen within an

acceptable range (Stoner et al., 2018). Another perspective is that in this target

121



population, perhaps fewer items would reliably measure the construct. | decided on the
latter and omitted one item per subscale to ensure they were evenly weighted.

Wieland et al. (2017) described several procedures through which to omit items
following a review into the literature. They justify deleting items if it improves the
reliability, validity or parsimony of the measure. Within reliability, items are
recommended to be deleted if the individual item reliability, the average variance
extracted, the item-total correlation or the Cronbach’s alpha are too low. Within
validity, items should be deleted if correlations amongst items are too low within the
same construct or if convergent validity testing fails to obtain high enough correlations
with theoretically related constructs. In addition, items should be deleted if they have
been shown not to represent the linked construct in a CFA. The parsimony criteria
suggest omitting an item if the inter-item correlations are too high or if the number of
items per construct is too high. Finally, the parsimony criteria suggest deleting an item
if it results in increasing the goodness of fit indices (Frohlich, 2002; Voss et al., 2003).

As | am not experienced in factor analysis, deciding which route to take was
fraught with difficulties. There were positives and negatives across the range of
different approaches. Eventually, I opted for Frohlich (2002) and Voss et al.’s (2003)
approach in using a variety of criteria to delete one item for each subscale. Doing this
enabled me to test out a comprehensive range of strategies to ascertain which increased
the goodness of fit indices the most (Appendix H).

Eventually, this led me to delete hope, question 5 and resilience, question 2 from
the PPOM. These items were chosen as they possessed the lowest regression weights
onto their respective constructs. Deleting these items had the greatest benefit on
goodness of fit indices. Whenever items are omitted from a measure, there is a risk that

its validity has been compromised somewhat. Given the other satisfactory analyses the
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PPOM-C achieved, my hope is that its validity remains intact. Other researchers may
have adopted a different method in undertaking this. One such approach could have
utilised item response theory (IRT).

IRT could have been an effective way in which to identify redundant items
within the measure. However, large sample sizes in excess of 500 are recommended
(Zanon et al., 2016). IRT models typically compare whether observed scores conform to
what the IRT model predicts. Fit indices can then be improved by taking several
different approaches to deleting redundant items if necessary. Firstly, fit could be
assessed through evaluating whether standardised residuals approximately fit a normal
distribution pattern. Secondly, items with standardised residuals falling between -2 and
2 indicate poor fit and would warrant removal. The application of IRT practices such as
Rasch models are typically filled with complexity and in some cases produce similar

results as CFA classical test theory (Prieto et al., 2003).

CFA Goodness of Fit Indices

The goodness of fit indices of the PPOM-C were adequate. Only the chi-square and
standardised root mean square error of approximation (RMSEA) indicated poor model
fit. Part of the difficulty for a newcomer to factor analysis are the sheer number of fit
indices available. Debate within the field points to occasions where fit indices claim a
well-fitting model when in fact, sections of the model may be poor (Reisinger &
Mavondo, 2006; Tomarken & Waller, 2003). This is further complicated by
contradictory guidance as to what constitutes an acceptable level of fit. For example, the
RMSEA has previously been recommended to vary between 0.5 and .10 (MacCallum et

al., 1996), but this guidance now fluctuates between 0.06 — 0.08 (Steiger, 2007).
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Some researchers advocate covarying error terms within the CFA to improve fit.
This route can be taken only if there are good justifications for doing so. Whilst
analysing my own CFA, | found that I could dramatically improve goodness of fit
through covarying error terms with high modification indices. | opted against this as it
felt like a shortcut to better outcomes with little justification. Others have cautioned

against using this strategy (Gerbing & Anderson, 1984) for similar reasons.

Reflections on Quantitative Measurement

I recognise that quantitative measurement instruments are a useful research and clinical
tool. They can inform both researcher and client of any clinically significant changes in
addition to assisting in diagnosis. More generally, measures are useful in informing
researchers about the effectiveness of interventions in research settings. Conversely, I'm
aware that such a measure can reduce a person’s state or trait to what is essentially a
number.

This number cannot replace the rich conversations with people about what their
strengths and resources are in addition to their difficulties and problems. Pragmatically,
this qualitative information could be very useful for the individual therapist. This
therapist could additionally use measures to instigate conversations around meaningful
changes for the client. For example, if a significant change in the level of hope or
resilience was noted, a conversation could be had about what changes led to this
difference. In research intervention settings, obtaining such qualitative information for a
large sample size may be impractical. Thus, a robust measure could capture useful

information pertaining to pre and post changes for a larger number of people.
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Conclusions

The use of outcome measures for research and clinical purposes is useful for many
different reasons. It can be used with a practice-based evidence ethos to ensure
improvements and setbacks can be talked about collaboratively.

Measuring negative states or emotions has become the norm for many different
research and therapeutic settings within the UK. In some cases, this has helped advance
the evidence base and the reputation of certain therapeutic orientations such as CBT.

This thesis has focused on positive psychology outcome measures in the family
caregiving context. Predominantly, the measures in use at present with family carers
focus on the measurement of negative states or emotions. | hope this thesis can facilitate
further research around positive measures used when working with this population.
Measures such as the PPOM-C can highlight the hopefulness or resilience of carers.
Adopting measures such as this could be paired with designing new interventions trying
to help make meaningful positive changes to people’s lives (Seligman, 1998).

The process of validating and shortening a measure has taught me that despite
frameworks guiding researchers, there are still a myriad of subjective decisions to be
made. This will encourage me to be critical when examining the results of such
measures in the future. It is possible to have a reliable measure that lacks validity and
vice versa. All of these psychometric properties interlink to reliably measure the
construct they set out to measure.

Future researchers using the PPOM-C should consider its limitations in its use.
Whilst, it measures a person’s hope and resilience, it arguably does this through
assuming they reside in the individual as opposed to their network and environment.
Researchers may wish to supplement the PPOM-C with a measure of social support to

better understand their social capital and resources.
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The empirical paper of this thesis was completed jointly with another trainee clinical

psychologist from University College London.

Systematic Review

The systematic reviews were independently conducted. However, in an effort to
increase the quality of the analysis, my research partner and | collaborated in analysing
each other’s results. Therefore, my research partner assisted this review via
independently completing psychometric evaluations of the 25 measures selected for
appraisal. We met to discuss and agree upon differences in scoring using the quality

appraisal criteria.

Empirical Paper

The main way in which my research partner and | collaborated on this paper was in the
design and recruitment of the study. We searched the literature to locate instruments
that would be appropriate for the convergent validity testing aspect of the study. Our
studies were then designed to validate a different measure in a sample of family carers
of people with dementia. My research partner aimed to validate a measure of perceived
social support (the MSPSS) whilst | aimed to validate the PPOM. We then worked
together in recruiting for the study. As mentioned in the methods section, we utilised the
Join Dementia Research organisation to contact volunteers who might be interested in
participating. At the end of recruitment, we worked together to obtain a joint data set.

Subsequently, all analyses and write up were completed separately.
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RESEARCH DEPARTMENT OF CLINICAL,
EDUCATIONAL AND HEALTH PSYCHOLOGY

UNIVERSITY COLLEGE LONDON
1-19 TORRINGTON PLACE
LONDON

WCI1E 6BT

Participant Information Sheet for family carers of people with dementia
UCL Research Ethics Committee Approval ID Number: 15139/001

Title of Study: Online validation of the Multidimensional Scale of Perceived Social Support (M5SP55)
and Positive Psychology Outcome Measure (PPOM) for family carers of people with dementia
Department: Research Department of Clinical, Educational and Health Psychology.

Name and Contact Details of the Researcher(s): Anna Cartwright (a.cartwright.17@ucl.ac.uk);

Richard Pione (r.pione.17@ucl.ac.uk)
Name and Contact Details of the Principal Researcher: Professor Aimee Spector
a.spector@ucl.ac.uk)

1. Invitation to participate
You are being invited to take part in a research study. Before you decide, it is important for you
to understand why the research is being done and what it will invalve. Please take time to read
the following information and discuss it with others if you wish. Feel free to contact us if
anything is not clear or if you would like more information. Thank you for reading this
information sheet.

2. What is the project’s purpose?
This study is aiming to determine the reliability and validity of two questionnaires that are used
in research with carers of people with dementia and to increase understanding of the roles that
social support, hope and resilience play in caring for a person living with dementia. We aim to
better understand how these factors may be related to mood and guality of life.

3. Why have | been chosen?
You have been invited to take'part in this research, as you have had contact with a service ar
website that supports dementia-related research. To complete these questionnaires, you must
identify as an adult (age 18+) unpaid family carer of a person with dementia, have access to
the internet to complete questionnaires online and be able to understand written English.

4. Dol have to take part?
It is up to you to decide whether or not to take part. If you do decide to take part, you will be
asked to agree to a consent form on the next page. You are free to withdraw at any time without
giving a reason. If you decide to withdraw, you can contact the researchers to request for your
data to be deleted.
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10.

11.

What will happen to me if | take part?

You will be asked to provide some information about yourself, such as your age, gender,
ethnicity and marital status and to complete four questionnaires online. The gquestionnaires
include questions relating to hope and resilience, social support, mood and quality of life. This
should take approximately 25-35 minutes to complete. We will also ask you to provide an email
address, so that we can send an email invitation to some participants approximately four weeks
later, asking you to complete two of the questionnaires again. This second set should take
approximately 10 minutes to complete.

What are the possible disadvantages and risks of taking part?
We do not consider that taking part will involve any disadvantages or specific risks or that it
would cause you any harm.

What are the possible benefits of taking part?

If you do decide to take part in this project, you will be making a valuable contribution in
helping us improve understanding of how personal strengths and social support are related to
mood and quality of life in carers of people living with dementia.

What if something goes wrong?

If you are unhappy or dissatisfied with any aspect of your participation, we would ask you firstly
to speak to one of the researchers, so that we can try to address your concerns and find a
solution. Alternatively, you can speak to the project supervisor; Professor Aimee Spector (see
contact details below). Should you feel that a complaint has not been handled to your
satisfaction, then you can contact the Chair of the UCL Research Ethics Committee at:

ethics@ucl.ac.uk

Will my taking part in this project be kept confidential?

All the information that we collect about you will be kept strictly confidential. Any personal
details (i.e. your email address) are kept securely on an encrypted device and stored separately
from the information collected during the study. All other data will be pseudoanonymised: a
unigue code will be linked to your data, from which you will not be identifiable. You will not be
identified in any reports or publications.

We will also ask your permission for us to store, in anonymised form, the information that we
collect from you for long-term use, in data archives provided by University College London. This
would mean that information could be shared with accredited researchers in future so that they
might understand more and learn from the information we collect. No one would be able to
identify you from this archived information.

Limits to confidentiality
Confidentiality will be respected subject to legal constraints and professional guidelines.

What will happen to the results of the research project?

The results of this study will be presented within Doctorate theses and published in scientific
journals. Participants can be kept informed of the progress of the project and results, should
they express a desire to receive further information.
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12. Data Protection Privacy Notice
Motice:
The controller for this project will be University College London (UCL). The UCL Data Protection
Officer provides oversight of UCL activities involving the processing of personal data, and can be
contacted at data-protection@ucl.ac.uk

This ‘local’ privacy notice sets out the information that applies to this particular study. Further
information on how UCL uses participant information can be found in our ‘general’ privacy
notice:

If you would like to find out more about this privacy notice, please click here.

The information that is required to be provided to participants under data protection legislation
(GDPR and DPA 2018) is provided across both the “local’ and ‘general’ privacy notices.

The categories of personal data used will be as follows: email address

Your personal data will be processed for the purposes outlined in this notice. It will be collected
and stored using the Qualtrics questionnaire programme. Qualtrics are compliant with all GDPR
regulations. You can find out more about how Qualtrics store data at:

https:/ /www.qualtrics.com/uk/platform/gdpr/

The legal basis that would be used to process your personal data will be performance of a task in
the public interest.

The lawful basis used to process special category personal data will be for scientific and
historical research or statistical purposes.

Your personal data will be processed so long as it is required for the research project. If we are
able to anonymise or pseudonymise the personal data you provide we will undertake this and
will endeavour to minimise the processing of personal data wherever possible.

If you are concerned about how your personal data is being processed, please contact UCL in the
first instance at data-protection@ucl.ac.uk. If you remain unsatisfied, you may wish to contact
the Information Commissioner's Office (ICO). Contact details, and details of data subject rights,
are available on the ICO website at: https:/fico.org.uk/for-organisations/data-protection-
reform/overview-of-the-gd pr/individuals-rights/

13. Who is organising and funding the research?
The study is being organised by Anna Cartwright and Richard Pione; trainee clinical psychologists
at University College London (UCL). The research is being funded by the Department for Clinical,

Educational and Health Psychology, University College London.

14. Contact for further information
For more information about this research, please contact:

FAD Anna Cartwright / Richard Pione, Trainee Clinical Psychologist
Research Department of Clinical, Educational and Health Psychology
University College London

1-19 Tarrington Place

139



WC1E 7HB
Tel: 020 7679 4466
Email: a.cartwright. 17@ucl.ac.uk; r.pione. 17 @ucl.ac.uk

If you have any concerns or complaints about anything to do with this study, please contact:

Prof. Aimee Spector

Research Department of Clinical, Educational and Health Psychology
University College London

1-19 Torrington Place

Landon

WC1E 7HB

Tel: 020 7679 1844

Email: a.spector@ucl.ac.uk

Thank you for taking the time to consider taking part in this research study.
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RESEARCH DEPARTMENT OF CLINICAL,
EDUCATIONAL AND HEALTH PSYCHOLOGY
UNIVERSITY COLLEGE LONDON

1-19 TORRINGTON PLACE

LONDON

i
G|

CONSENT FORM FOR FAMILY CARERS FOR PEOPLE WITH DEMENTIA IN RESEARCH STUDIES
Please complete this form after you have read the Information Sheet.

Title of Study: Online validation of the Multidimensional Scale of Perceived Social Support (MSPSS) and
Positive Psychology Outcome Measure (PPOM) for family carers of people with dementia

Department: Department of Clinical, Educational and Health Psychology

Mame and Contact Details of the Researcher(s): Anna Cartwright {a.cartwright. 17 @ucl.ac.uk) and Rich Pione
(r.pione. 17@ucl.ac.uk).

MName and Contact Details of the Principal Researcher: Aimee Spector (a.spectorf@ucl.ac.uk)

Mame and Contact Details of the UCL Data Protection Officer: Lee Shailer (| shailer@ucl.ac.uk)

This study has been approved by the UCL Research Ethics Committee: Project |D number: 15139/001

Thank you for considering taking part in this research. The person organising the research must explain the

project to you before you agree to take part. If you have any questions arising from the Information Sheet or

explanation already given to you, please ask the researcher before you decide whether to join in. You will be
given a copy of this Consent Form to keep and refer to at any time.

I confirm that | understand that by ticking each box below | am consenting to this element of the study.

| understand that it will be assumed that unticked boxes means that | DO NOT consent to that part of the
study. | understand that by not giving consent for any one element that | may be deemed ineligible for
the study.

Tick
Box

1. | | confirm that | have read and understood the Information Sheet for the above study. |
have had an opportunity to consider the information and what will be expected of me. |
have also had the opportunity to ask questions which have been answered to my
satisfaction and would like to take part in the onling guestionnaires.

2. | | consent to participate in the study. | understand that my personal information (i.e. my
email address) will be used for the purposes explained to me. | understand that
according to data protection legislation, ‘public task’ will be the lawful basis for
processing.

3. | | understand that my participation is completely voluntary and that | am free to withdraw
at any time, without giving reason. | understand that withdrawing will not affect my
healthcare or legal rights. | understand that if | withdraw from the study, | can contact the
researchers to request that they delete any data already provided.

4. | Use of the information for this project only

| understand that all personal information will remain confidential and that my email
address will be stored securely and separately from the data collected during the study.
All other data will be pseudoanonymised and stored securely. All efforts will be made to
ensure | cannot be identified from the data. It will not be possible to identify me in any
publications.

5. | | understand that my information may be subject to review by responsible individuals
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from the University for monitoring and audit purposes.

6. | | understand that no promise of guarantee of benefits have been made to encourage me
to participants.

7. | 1 understand that the data will not be made available to any commercial organisations
but is solely the responsibility of the researchers undertaking this study.

8. | | understand that | will not benefit financially from this study or from any possible
outcome it may result in in the future.

g | | agree that my anonymised research data may be used by others for future ressarch.
[Mo one will be able to identify you when this data is shared ]

10.| | understand that the information | have submitted will be published as a report and that |
can contact the researchers to request further information and the progress and findings
of the project.

11.| | hereby confirm that | understand the inclusion criteria as detailed in the Information
Sheet and confirm that | fall under these inclusion criteria.

12.| | am aware of who | should contact if | wish to log a complaint.

13.| Use of information for this project and beyond
| would be happy for the data | provide to be archived, in anonymous form, at University
College London (UCL) and understand that other authenticated researchers will have
gccess to my anonymised data.

14.| | voluntarily agree to participate in this study
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The end of survey message to carers
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UCL Psychology and Language Sciences

Thank you for taking the time to complete our questionairre! Your responses and time spent
completing these are very much appreciated

You can download the participant information sheet > and the consent form here if you would
like to do so

We have included some links below that we thought could be useful for carers of people living
with dementia
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The Positive Psychology Outcome Measure (PPOM)
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The Positive Psychology Outcome Measure (PPOM)
Instructions

We would like to know how you have been feeling over the past month. Please answer the below
questions by circling one number (0, 1, 2, 3 or 4) that most closely reflects how you have felt for
each question. Please answer all the questions. If you are unsure, circle the number that is your best
guess.

PPOM

Not true Rarely Sometimes Often True nearly

at all true true true all the time

1. I have a positive outlook on 0 1 2 3 4
life
2. | can see positive things in 0 1 2 3 4
difficult situations
3. I can recall happy/ joyful 0 1 2 3 4
times
4. | have inner strength 0 1 2 3 4
5. I can give and receive care/ 0 1 2 3 4
love
6. | have a sense of direction in 0 1 2 3 4
life
7. | believe that each day has 0 1 2 3 4
potential
8. My life has value and worth 0 1 2 3 4
9. I am able to adapt to things 0 1 2 3 4
10. I am able to deal with 0 1 2 3 4
whatever happens
11. I am able to see the 0 1 2 3 4
humorous side
12. | can cope with stress well 0 1 2 3 4
13. | can bounce back 0 1 2 3 4

0 1 2 3 4

14. |1 can stay focused
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15. 1 am an emotionally strong 0 1 2 3 4

person
16. | can handle unpleasant 0 1 2

feelings
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The COSMIN Checklist
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For all checklists below, green indicates ‘yes’, red indicates ‘no’ and black indicates not
applicable’

Box A. Internal Consistency

Criterion Yes/ No/
N/A

Does the scale consist of effect indicators, i.e. is it based on a reflective model?

Design Requirements
Was the percentage of missing items given?
Was there a description of how missing items were handled?

Was the sample size included in the internal consistency analysis adequate?

Was the unidimensionality of the scale checked? i.e. was factor analysis or IRT model
applied?
Was the sample size in the unidimensionality analysis adequate?

Was an internal consistency statistic calculated for each (unidimensional) sub (scale)
separately?
Were there any important flaws in the design or methods of the study?

Statistical methods
For classical test theory (CTT), was Cronbach’s alpha calculated?

For dichotomous scores: was Cronbach’s alpha or KR-20 calculated?

For IRT: Was a goodness of fit statistic at a global level calculated?

Box B. Reliability

Criterion Yes/ No/
N/A

Design Requirements
Was the percentage of missing items given?
Was there a description of how missing items were handled?

Was the sample size included in the analysis adequate?

Were at least two measurements available?

Were the administrations independent?

Was the time interval stated?

Were patients stable in the interim period on the construct to be measured?

Was the time interval appropriate?

Were the test conditions similar for both measurements? E.g. type of administration,
environment, instructions.

Were there any important flaws in the design or methods of the study?
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Statistical methods
For continuous scores: Was an intraclass correlation coefficient (ICC) calculated?

For dichotomous/ nominal/ ordinal scores: was kappa calculated?
For ordinal scores: was a weighted kappa calculated?

For ordinal scores: was the weighing scheme described? E.g. linear, quadratic.

Box C. Measurement error: absolute measures

Criterion Yes/ No/
N/A

Design Requirements

Was the percentage of missing items given?

Was there a description of how missing items were handled?

Was the sample size included in the analysis adequate?

Were at least two measurements available?

Were the administrations independent?

Was the time interval stated?

Were patients stable in the interim period on the construct to be measured?

Was the time interval appropriate
Were the test conditions similar for both measurements? E.g. type of administration,
environment, instructions.

Were there any important flaws in the design or methods of the study?

Statistical methods
For (CTT): Was the Standard Error of Measurement (SEM), Smallest Detectable Change
(SDC) or Limits of Agreement (LoA) calculated?

Box D. Content Validity

Criterion Yes/ No/
N/A

General requirements

Was there an assessment of whether all items refer to the relevant aspects of the construct

to be measured?

Was there an assessment of whether all items are relevant for the study population? (e.g.
age, gender, disease characteristics, country, setting).

Was there an assessment of whether all items are relevant for the purpose of the

measurement instrument? (discriminative, evaluative, and/ or predictive).

Was there an assessment of whether all items together comprehensively reflect the
construct to be measured?
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Were there any important flaws in the design or methods of the study?

Box E. Structural validity
Criterion Yes/ No/

Does the scale consist of effect indicators, i.e. is it based on a reflective model?
Design Requirements

Was the percentage of missing items given?

Was there a description of how missing items were handled?

Was the sample size included in the analysis adequate?
Were there any important flaws in the design or methods of the study

Statistical methods
For (CTT): Was exploratory or confirmatory factor analysis performed?

For IRT: were IRT tests for determining the (uni) dimensionality of the items performed?

Box F. Hypothesis testing

Criterion Yes/ No/
N/A

Design Requirements

Was the percentage of missing items given?

Was there a description of how missing items were handled?

Was the sample size included in the analysis adequate?

Were hypotheses regarding correlations or mean differences formulated a priori (i.e. before
data collection)?

Was the expected direction of correlations or mean differences included in the hypotheses?
Was the expected or relative magnitude of correlations or mean differences included in the
hypotheses?

For convergent validity: was an adequate description provided of the comparator
instruments?

For convergent validity: were the measurement properties of the comparator instruments
adequately described?

Were there any important flaws in the design or methods of the study

Statistical methods

Were design and statistical methods adequate for the hypotheses to be tested?

Box G. Cross-cultural validity

Not included due to measure not being validated cross-culturally.

Box H. Criterion validity
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Criterion Yes/ No/
N/A

Design Requirements
Was the percentage of missing items given?
Was there a description of how missing items were handled?

Was the sample size included in the analysis adequate?
Can the criterion used or employed be considered as a reasonable gold standard?
Were there any important flaws in the design or methods of the study

Statistical methods
For continuous scores: were correlations, or the area under the receiving operating curve
calculated?

For dichotomous scores: were sensitivity and specificity determined?

N.B. This study did not make use of a gold standard measure within this study to ensure a brief
time for respondents to complete the battery.

Box I. Responsiveness

Not included due to measure not being used within in intervention in the current study.

Box J. Interpretability

Criterion Yes/ No/
N/A

Was the percentage of missing items given?

Was there a description of how missing items were handled?

Was the sample size included in the analysis adequate?
Was the distribution of the (total) scores in the study sample described?
Was the percentage of the respondents who had the lowest possible (total) score described?

Was the percentage of the respondents who had the highest possible (total) score
described?

Were scores and change scores (i.e. means and SD) presented for relevant (sub) groups? E.g.
for normative groups, subgroups of patients, or the general population?

Was the minimal important change (MIC) or the minimal important difference (MID)
determined?
Were there any important flaws in the design or methods of the study
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Permutations of different assorted model fits
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ChiS & AVE (R?, h
Strategy employed Items deleted i >quare CFI SRMR RMSEA . .( » NOpe,
significance resilience)
Lowest regression
weight against
their respective  10P€ > 340.95,p<.001 .904 057 114 61, .62
resilience Q2
factors deleted
(PPOM-C)
Original 16-item
PPOM None 430.55, p < .001 .896 .060 .109 .58, .62
Highest regression
weight against Hope Q6 & 368.89, p<.001  .889 056 120 61, .57
their respective resilience Q4
factor deleted
Lowest squared
multiple Hope Q5 & 350.67, p<.001  .902 056 117 61, .64
correlations items  resilience Q3
deleted
Highest squared
multiple Hope Q1 & 333.55,p<.001 .897 .060 113 56, .61

correlations items
deleted

resilience Q5
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Lowest
standardized
regression weight
items deleted

Highest
standardized
regression weight
items deleted

Lowest implied
covariance items
with factor
deleted

Highest implied
covariance items
with factor
deleted

Iltem correlating
the lowest with
respective factor
deleted

Iltem correlating
the highest with
respective factor
deleted

Hope Q5 &
resilience Q3

Hope Q1 &
resilience Q5

Hope Q5 &
resilience Q1

Hope Q6 &
resilience Q4

Hope Q5 &
resilience Q3

Hope Q1 &
resilience Q5

350.67, p < .001

333.55, p<.001

338.10, p < .001

368.89, p <.001

350.67, p <.001

333.55, p < .001

.902

.897

.903

.889

.902

.897

.056

.060

.058

.056

.056

.060

117

113

114

120

117

113

.61, .64

.56, .61

.61, .63

.57, .61

.61, .64

.56, .61
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