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Article

Measuring the quality of life
and well-being of people with
dementia: A review of
observational measures

Katherine Algar, Robert T Woods and Gill Windle
Dementia Services Development Centre (DSDC), Bangor University, Wales, UK

Abstract

The dynamic nature of psychosocial interventions implies that trying to measure their effects

using standardised clinical trial measures may not capture their full effects. Rich and valuable data

during the sessions may be missed by using standard quality of life questionnaires. This paper

compares observational measures in the context of recording the well-being of a person with

dementia during and outside of a visual arts intervention. A literature search was conducted using

systematic principles of searching, screening and retrieval to identify peer-reviewed English

language evaluations of research projects using observational measures with people with

dementia. Psychometric properties, strengths and weaknesses of 11 observational tools are

reviewed in order to identify the most appropriate one for evaluating a visual art intervention

for people with dementia. This review supports the Greater Cincinnati Chapter Well-Being

Observation Tool as an appropriate measure to evaluate a visual art programme for people

with dementia. The results of this review will help researchers plan projects to show the full

range of effects for people with dementia for taking part in art sessions.

Keywords

dementia, observation, well-being, intervention, review

Introduction

Estimates anticipate a doubling in the number of people with a dementia in the next
generation (Alzheimer’s Disease International, 2009). As there are no curative treatments
as yet for the dementias, it is important to promote well-being and quality of life (QoL) to
improve the lives of those living with the condition now. In recognition of this, there has
been an increase over the last decade of studies where QoL is viewed as the primary outcome
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(Ettema, Dröes, de Lange, Mellenbergh, & Ribbe, 2005). The World Health Organisation
(WHO) defines QoL as

The product of the interplay between social, health, economic and environmental conditions
which affect human and social development. It is a broad-ranging concept, incorporating a
person’s physical health, psychological state, level of independence, social relationships,

personal beliefs and relationship to salient features in the environment. As people age, their
quality of life is largely determined by their ability to access needed resources and maintain
autonomy, independence, and social relationships. (World Health Organization, 2004, p.48)

This definition highlights that QoL is a multifaceted construct. Non-pharmacological
interventions can increase QoL of people with dementia (Olazarán et al., 2010) but
measuring such a multi-factorial construct presents many challenges. A number of
measures have been developed which measure QoL. Some are generic, meaning that the
same measure can be used to measure QoL in people with a variety of different conditions as
well as in healthy individuals. For example, the Health Utilities Index (HUI�; Feeny,
Furlong, Boyle, & Torrance, 1995) which gives a measure of both health status and
health-related QoL. Other QoL measures are disease-specific and are designed to be
relevant to a certain condition. A Dutch review of QoL measures found six dementia
specific QoL measures, three dementia-specific measures related to QoL and nine generic
QoL instruments used in dementia research since 1990 (Ettema et al., 2005). They conclude,
however, that the generic QoL measures would only be useful when comparing health-
related QoL in different populations, and that the dementia-specific measures should be
preferred when the research concerns people with dementia primarily.

Of these six dementia-specific measures, one was observational, (Dementia Care Mapping
(DCM); Kitwood & Bredin, 1992), one was through self-report, Dementia Quality of Life
instrument (DQoL; Brod, Stewart, Sands, & Walton, 1999), two were through a proxy
report from the caregiver, Alzheimer’s Disease Related Quality of Life (ADRQL; Rabins,
Kasper, Kleinman, Black, & Patrick, 1999) and Quality of Life for Dementia (QOL-D;
Terada et al., 2002), and two were from an interview with both the patient and caregiver,
Quality of Life in Alzheimer’s Disease (QOL-AD; Logsdon, Gibbons, McCurry, & Teri,
1999) and The Cornell-Brown Scale for Quality of Life in Dementia (Ready, Ott, Grace, &
Fernandez, 2002). All six measures provide quantitative data.

A more recent systematic review searched for non-pharmacological interventions to
improve QoL of people with dementia and found 20 relevant studies (Cooper et al.,
2012). All but one used validated QoL measures, including the QoL-AD, ADRQL and
D-QOL, as well as the Quality of Life Assessment, (WHOQOL: World Health
Organization, 1995), health-related quality of life for people with dementia – DEMQOL
(Banerjee, Smith, Lamping, Foley, Smith, & Murray, 2004) and the Health Utilities Index
Mark 3 (Feeny et al., 2002). All of these measures use self-reported or a proxy report of QoL.
Three studies did not use these measures, but instead used observer-rated measures such as
DCM and the Quality of Life in Late-Stage Dementia Scale (QUALID; Weiner et al., 2000).
Although the QUALID is classified as observer rated by the authors, it seems more
appropriately classified as proxy rated QoL as it consists of an interview with an
informant about the last 7 days of the person with dementia.

Given the growing number of QoL measures for people with dementia, researchers and
clinicians may encounter difficulties in selecting which one might best capture outcomes of
interest. To address this, in 2008, a review of outcome measures for psychosocial

2 Dementia 0(0)
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interventions was undertaken by INTERDEM, early detection and timely INTERvention
for DEMentia; a pan-European research group on early, timely and quality psychosocial
interventions in dementia (Moniz-Cook et al., 2008). They suggest that the QoL-AD is the
measure of choice for evaluating QoL in people with dementia, as it is short, has been shown
to be sensitive to change in an intervention study, can be used internationally as it has been
translated into many different languages, and has been shown to correlate with health utility
measures.

Most of these self-report and proxy report QoL measures already mentioned have been
validated, and shown to be sufficiently sensitive to change in order to evaluate interventions
(Cooper et al., 2012); however, there are methodological issues worth consideration.
Although it is increasingly recognised that people at all stages of dementia can give their
own views on what effects their quality of life (Alzheimer’s Society, 2010; Harris, 2002;
Keady, 1996; Sabat, 2001; Sterin, 2002), using a self-reported measure could limit the
group of people able to be evaluated as a number of measures use exclusion criteria
according to cognitive or communication abilities. Therefore, some self-reported QoL
measures are not viable for use beyond a certain severity of dementia. If measuring over
several time points, disease progression and changes in cognitive function could result in
missing data (Fossey, Lee, & Ballard, 2002). It has also been shown that caregiver’s proxy
reports underestimate ratings of QoL, especially when the participant is more cognitively
impaired, and has a poor affect state (Magaziner, Simonsick, Kasher, & Hebel, 1988).

As an alternative, observation is a way of uniquely representing the experience of the
person with dementia within the intervention and quantifying it for statistical analysis.
Observation presents opportunities to examine real processes and outcomes of specific
research interest (Aspland & Gardner, 2003), regardless of cognitive abilities. This is not
to say, however, that people with dementia cannot give an account of their own feelings of
quality of life, just that perhaps they might struggle with a formal self-report measure.

Clinical anti-dementia drug trials are often derived from a theoretical framework and
have a clear aim of improving cognitive abilities, and thus this has typically been the primary
outcome (Moniz-Cook et al., 2008), although changes in functional ability are now
increasingly required by regulatory authorities. Psychosocial interventions, however, are
more complex and often come from theories from different disciplines and constructs,
with several aspects to be measured. The dynamic nature of psychosocial interventions
implies that trying to measure their effects using standardised quantitative self-report
clinical trial measures and approaches may not capture their full effect. Findings such as
‘you do it for the moment’ (MacPherson, Bird, Anderson, Davis, & Blair, 2009), an
evaluation of the National Gallery of Australia’s art viewing programme for people with
dementia (PwD), which used systematic observation as one of the methodological
approaches, suggest that rich and valuable data during the sessions may be missed by
using standard QoL questionnaires, especially with more severe levels of dementia. Fifteen
participants with dementia attended the gallery access programme from the community and
eight from residential care. Observations during the programme showed that while in the
gallery, levels of engagement, animation and confidence increased, and that participants
engaged in discussions about the artwork. The authors report that these effects did not
last, so perhaps these positive effects would have been missed if the researchers had
chosen to use one of the standardised QoL measures already discussed.

There is a growing interest in the use of art, such as the National Gallery of Australia
programme, as a psychosocial intervention for people with dementia. Care providers are
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increasingly looking for novel ways to improve health and well-being, and deliver quality
services across the community. In doing this, they have begun to consider innovative
approaches such as involvement in the creative arts, as the recent report ‘Creative Homes’
(Baring Foundation, 2011) suggests.

In a review of creative therapies for people with dementia (including music, art, drama and
dance therapy) 13 studies were identified (Salisbury, Algar, & Windle, 2011). Many positive
effects were found from participation, such as the improvement of interaction skills and people
coming to terms and coping better with dementia. However, overall, the studies were of poor
quality in that the art interventions needed further clarification and methods of evaluation
needed development and validation. This has been further supported by a systematic review of
art therapies and dementia (Beard, 2011) which concludes that the existing evidence lacks
adequate study design, with measurement tools (if any) unspecified, emphasising clinical
outcomes rather than investigating quality of life, and lacks adequate analysis of the data.

Therefore, to add to the evidence base, research examining the creative arts with people
with dementia should measure more than clinical outcomes and look at QoL. In addition,
rather than rely on self-report of QoL, observational methods could capture the unique effects
the arts might have on the person, such as increasing engagement, activity and social
interaction. This may provide additional, rich data beyond self-reported outcome measures.
Observation therefore offers another way of evaluating psychosocial interventions rather than
QoL questionnaires pre- and post-intervention. It gives an opportunity for evaluation of QoL
within the intervention, as well as pre and post if required.

In dementia care research, observational measures have been used for some time to assess
the quality of care the person is receiving. However, as demonstrated by MacPherson et al.
(2009), systematic observation also has the capacity to be applied in other settings. An earlier
review of observational studies (Brooker, 1995) identifies a number of approaches that could
potentially be applied in an intervention study. This early review focussed on observing the
quality of institutional care and highlights important behaviours to capture, such as
engagement, activity and social interaction. It also introduces DCM, which at the time
was a new approach to capturing a wide range of behavioural categories based on
Kitwood’s social psychological theory of person-hood in dementia.

Despite this early contribution, researchers, practitioners or clinicians often have limited
literature to consult and inform their choice of the most appropriate observational method
and measure that could be applied in a psychosocial intervention setting, especially one
involving creative activities. This paper aims to address this need for information. It will
review observational approaches that could be applied to psychosocial intervention studies
involving creative activities. This will update and augment the evidence provided in the early
review by Brooker (1995). Specifically it aims to:

(1) Identify and compare the strengths, weaknesses and appropriateness of observational
measures for recording the well-being of a person with dementia.

(2) Develop research and practice implications and recommendations.

Method

A literature search was conducted using systematic principles of searching, screening and
retrieval to identify peer-reviewed English language evaluations of intervention studies using

4 Dementia 0(0)
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observational measures with people with dementia. The academic databases PsycINFO,
Web of Science, CINAHL and ASSIA were searched on 7 July 2012 and again on 22
May 2013. Combinations of the following terms were used as thesaurus terms or
keywords: ‘dementia’, ‘Alzheimer’s’, ‘well being’, ‘quality of life’, ‘intervention’ and
‘observation’. Reference lists were scanned for relevant papers. Discussions were also held
with experts in observational methods, websites of known researchers/research centres
searched and where necessary, email correspondence with researchers exchanged. A search
of internet search engines was also conducted. Papers were excluded if they were not in the
English language, were not relevant, or were not using observational measures in a research
capacity for measuring well-being or quality of life (i.e. were about pain assessment).

Results

A total of 2574 papers were identified using the search terms described above. Removing
duplicates and screening titles and abstracts left 43 potential papers. Full text was obtained
and a further 15 papers rejected as they did not meet the inclusion criteria. This left
28 eligible papers. In total, 11 observational measures were included for appraisal and
seventeen supporting papers included.

Table 1 gives an overview and summary of the 11 observational measures found in the
search. The authors were unable to obtain the original development papers for two of the
measures (INTERACT and QUIS); therefore, the supporting papers are used for review
purposes. Table 2 gives a summary of the psychometric properties of each measure in terms
of inter-rater reliability, test–retest reliability and validity. The following also discusses other
important factors to consider when choosing a measure, such as training requirements,
sensitivity to change and practical considerations.

Inter-rater reliability

Inter-rater reliability can be defined as the reproducibility of the scores between multiple
raters (Kline, 1979). Cohen’s kappa is most commonly used to report inter-rater reliability
and refers to the proportion of responses that both raters agree (Streiner & Norman, 2003).
Altman (1991) suggests the following guidelines by which the value of kappa indicates the
strength of agreement (p. 404): Poor <0.20; Fair, 0.21–0.40; Moderate, 0.41–0.60; Good,
0.61–0.80; Very good, 0.81–1.00. All but one of the identified measures (Bradford Well-Being
Profile) reports inter-rater reliability statistics. Five of the remaining 10 measures
(AwareCare, DCM, Greater Cincinnati Chapter Well-Being Observation Tool, OERS, &
QUIS) report Cohen’s kappa coefficient, ranging from 0.54 to 0.89, which according to
Altman, indicates that they all show moderate to very good inter-rater reliability.

As shown in Table 2, the highest inter-rater reliability was demonstrated in the OERS,
which indicated good to very good agreement.

The QUIS and AwareCare are both reported to have a Cohen’s kappa of 0.75 or above,
showing good inter-rater reliability. In AwareCare, inter-rater reliability was calculated by
both researchers observing 12 participants, three from each participating home, at the same
time on five occasions (Clare et al., 2012).

In the Greater Cincinnati Chapter Well-Being Observation Tool, inter-rater reliability
was measured by having two trainers observe the same five participants during three
Memories in the Making� sessions and three other activities sessions. Despite the fact,
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Table 2. Summary of the psychometric properties of the observational measures.

Inter rater reliability Test–retest reliability Validity

AwareCare Inter-rater reliability

consistently high

(mean> 0.6) for

majority of responses

Response to spontaneous

stimuli – Cohen’s kappa

0.75.

Introduced stimuli –

complete agreement

that given stimulus

occurred.

Data were examined but

no kappa value

reported

Face validity: Focus groups

were held with care

staff, family members

and care home

managers

Construct validity:

Assessed using

correlational analysis in

terms of the

association with

dementia severity,

cognitive ability and

functional behaviour as

the theoretical

framework of

awareness predicts that

a greater severity of

dementia would mean

fewer signs of

awareness. Results

showed that

participants showing

more signs of

awareness showed less

indications of

impairment on the

other measures.

Concurrent validity:

Positive correlations

between PRS and

AwareCare scores

indicated that

participants giving

more positive

responses on the PRS

also showed more

responsiveness on

AwareCare.

Behaviour

Observation

Kendall’s tau-b¼ 0.72

(p< 0.01)

Not reported Not reported

Bradford Well-

being Profile

Not reported Not reported Not reported

CEAA Kappa values ranged from

0.20 to 0.75.

For agreement of total

score:

Not reported Not reported

(continued)
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Table 2. Continued.

Inter rater reliability Test–retest reliability Validity

Cramer’s V score¼ 0.825

Contingency

coefficient¼ 0.975

DCM Fossey et al. (2002): A

minimum kappa value

of <0.8 was established

Sloane et al. (2007): An

overall agreement for

Behavioural Category

Codes of 62% with a

kappa of 0.54 (p< 0.01)

Considerable well-being:

r¼ 0.58, p< 0.0001

Activities: r¼ 0.40,

p¼ 0.003

Social withdrawal:

r¼ 0.33, p¼ 0.007

Concurrent validity:

Fossey et al. (2002):

Well-ill being score was

strongly correlated

with QoL derived from

Blau scale (r¼ 0.73,

p< 0.0001).

Sloane et al. (2007):

Question the

concurrent validity

when they found a

higher correlation with

proxy than direct QoL

assessments.

Greater Cincinnati

Chapter Well-

being

Observation

Tool

Kappa coefficient could

not be generated for

50% of observations

because of perfect

agreement or only one

discrepancy. Kappa

coefficient for the

remaining observations

was 0.65

Not reported but

discussion of why not

attempted.

Not reported

INTERACT Mean Pearson’s r¼ 0.83 Not reported Not reported

MPES 90% agreement over 25

observation windows

Not reported Face validity: Extensive

discussions were held

with activities and

nursing staff along with

long observations of

residents to choose the

categories.

OERS Kappa coefficient ranging

from 0.76 to 0.89 in all

six affect states

Not reported Concurrent validity:

Shown by comparing

scores with ratings of

QoL by staff and family

members.

PRS Mean of 80% agreement Not reported Face validity: Recognised

by how closely the

measure is linked to the

phenomena being

investigated

Construct validity: Said to

be shown by the

(continued)
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a kappa coefficient could not be generated for 50% of the observations because of perfect
agreement, or only one discrepancy, a good inter-rater reliability was found for the
remaining observations (Kinney & Rentz, 2005).

Various inter-rater reliability scores were found for DCM. In a paper establishing the
psychometric properties of DCM (Fossey et al., 2002), in Cohort A, a good to very good
inter-rater reliability was established between individual raters during pilot mapping
sessions. However, in discussing DCM as a research tool, a moderate inter-rater reliability
was reported (Sloane et al., 2007). When validating DCM8, Brooker and Surr (2006) report
that an inter-rater reliability concordance of 70% was established between the mappers in
their study.

Inter-rater reliability is reported in the remaining five measures in a number of ways. The
Behaviour Observation in MacPherson et al. (2009) reports acceptable inter-rater reliability
as using Kendall’s tau-b. The CEAA reports kappa values ranging from poor to moderate
inter-rater reliability but also boasts good agreement on total scores using Cramer’s V score
and contingency coefficient (Gottlieb-Tanaka, Lee, & Graf, 2008a). The INTERACT scale
reports good inter-rater reliability found when two observers were blinded to the group
(control or intervention), and watched the videos twice before scoring (van Weert, van
Dulmen, Spreeuwenberg, Ribbe, & Bensing, 2005).

The remaining two measures, the MPES and the PRS, report inter-rater reliability as a
percentage. Ninety percent agreement over 25 observation windows was reported in the
MPES (Judge, Camp, & Orsulic-Jeras, 2000), and consistent average inter-rater reliability

Table 2. Continued.

Inter rater reliability Test–retest reliability Validity

theories that the

measure is rooted in-

engagement theory in 7

items, and theory of

non-verbal expression

of emotion in three

items.

Concurrent validity:

Acknowledged but lack

of measures to

compare with

QUIS Observation and coding

consistently produce

Kappa coefficients of

above 0.75

Not reported Concurrent validity:

Ratings of increased

quality and quantity of

interactions were

associated with

‘improvements in

ratings of residents’

cognitive impairment,

observed depression

and functional

capacities’ (p. 824).
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of 80% was shown in the development of the PRS (Perrin, 1997). However, Hadley, Brown
and Smith (1999) achieved inter-rater reliability of at least 99%.

Despite the inconsistency in the way it is reported, all of the measures reporting inter-rater
reliability show good agreement.

Test–retest reliability

Test–retest reliability can be defined as the reliability of a measure when used or
administered on two occasions separated by a short interval of time. The recommended
interval of time is dependent on the type of measure, but between two and 14 days is
suggested (Streiner & Norman, 2003).

Test–retest presents challenges when applied to people with dementia, as the behaviour of
a person with dementia can vary greatly from hour to hour, day to day. Even if two
observations are done at exactly the same time on the same day of the week, a week
apart, there are many other factors that could affect behaviour, which presents difficulties
in interpreting these statistics. Discussing why they did not attempt to measure test–retest
reliability, Kinney and Rentz (2005) note it was due to ‘the inherent variability in the
behaviour of individuals with dementia’ (p. 222). As such, test–retest reliability is only
reported for two of the measures (AwareCare and DCM).

Clare et al. (2012) examined test–retest reliability during the development of the
AwareCare tool, comparing two observations. The fifth observation was carried out at
the same time of day, a week later than the fourth observation, so that a direct
comparison could be made. Data from all 40 of the participants were examined as to the
number of times each stimulus was present at each time point, and the number of times that
the stimulus elicited the same response in both sessions. They found considerable variability
and do not report a Cohen’s kappa value. Echoing Kinney and Rentz’s (2005) view, the
authors comment that the test–retest was affected by the naturally occurring variation across
different observations despite being held at the same time of day.

Test–retest reliability is also reported for DCM (Fossey et al., 2002). They measure the
test–retest reliability by determining the correlations between the key DCM indices using
Spearman’s r. They report a good level of test–retest agreement for considerable well-being
and a more moderate correlation for Activities and Social withdrawal.

Although considered a good indicator of reliability for quantitative measures, test–retest
reliability may be less useful in assessing the quality of an observational measure, especially
with people with dementia.

Validity

Validity refers to how accurately a measure or test measures what it actually aims to measure
(Kline, 1979). There are several types of validity and some are discussed below. The extent to
which the measures are validated varies. The Bradford Well-being Profile is not validated.

Face validity is addressed in three of the measures – AwareCare, MPES and the PRS.
This is a measure of whether the test seems to measure what it is intended to. Both
AwareCare and MPES address face validity by involving care staff in the development of
the measure. In AwareCare, the authors recognise that some of the items with lower kappa
values were kept due to the importance placed by staff in the focus groups (Clare et al.,
2012).
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Construct validity refers to what extent items of a measure represent the construct it
claims to measure and relates to other measures in a manner that is consistent with
theoretically derived hypotheses (Terwee et al., 2007). It is addressed in two measures –
AwareCare and the PRS.

Content validity refers to the extent to which a measure represents all facets of the
construct it is designed to cover (Terwee et al., 2007). Although not expressly addressed,
content validity is evident in three of the measures (DCM, Greater Cincinnati Chapter Well-
Being Observation Tool) due to their strong correlation with theoretical constructs. DCM
was grounded in Kitwood’s theory of personhood and person-centred care and the Greater
Cincinnati Chapter Well-Being Observation Tool was developed using Lawton’s (1991)
domains of QoL. Lawton’s own measure, OERS is rooted in Lawton’s (1983) dual-
channel hypothesis. This suggests that positive affect is related to engagement in an
external event such as a recreational activity, whereas negative affect is related to internal
phenomena such as a memory or thought. In developing the OERS, Lawton was trying to
test his hypothesis that affect is a result of antecedent events.

Concurrent validity shows the extent to which scores accurately estimate an individual’s
current state and can be measured by comparing scores with similar measures. This is
addressed in five of the measures – AwareCare, DCM, OERS, PRS and QUIS.

During the development of the PRS, Perrin suggests that there is no way to establish
concurrent validity due to the lack of measures to compare with as the PRS was developed in
recognition that the DCM was not sensitive enough to pick up subtle changes shown in
people with severe dementia. The PRS was, however, a good measure to compare with
AwareCare when it was developed.

Although not stated as concurrent validity, authors suggest that evidence of validity of the
QUIS can be shown by comparison with other outcome measures (Dean, Proudfoot, &
Lindesay, 1993).

An inspection of the extent to which the measures are validated demonstrates that
AwareCare is the only measure to address face, construct and concurrent validity.

Performance of observation measures in previous intervention studies/sensitivity
to change

AwareCare. Although this tool has proved successful in showing changes in behavioural
responses by people with severe dementia, it was developed to aid the training of staff to
observe responses from residents rather than as a tool for data collection. The authors state
it has potential as a research tool, but as yet this has not been tested.

Behaviour Observation. The Behaviour Observation was used when evaluating the effects of
taking PwD around the National Gallery of Australia (NGA) to discuss artworks
(MacPherson et al., 2009). There were 15 PwD from the community, and eight from
residential care in the group. The group sessions were videoed and week 1 and week 5
rated by two independent observers to show changes over time. The two raters coded
participant behaviour separately and then arrived at a consensus of definitions for the
range of behaviours indicating affect. The results showed a high engagement from the
beginning. In week 1, 84% of the observations fell into the engaged or highly engaged
category. There was a significant increase in the number of highly engaged observations
among the participants in residential care between week 1and week 5. It was also used live in
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real time, as opposed to making observations from a video, to investigate the effectiveness of
a Snoezelen room in residential care. Although no significant difference was shown between
the Snoezelen room and the other condition (being in the garden), there are many possible
reasons given for this, and does not seem to reflect on the sensitivity of the measure
(Anderson, Bird, MacPherson, McDonough, & Davis, 2011).

Bradford Well-being Profile. Despite a suggestion that the tool could be used to evaluate the
impact of interventions (Bruce, 2000) it was not found in any peer-reviewed research articles.

CEAA. The user guide suggests that the tool is useful for researchers to answer questions such
as effectiveness of one creative activity compared to another in increasing expressive abilities
and QoL, the most effective intensity of a programme, and whether a programme is suitable
for people with different stages of dementia. However, the searches for this paper found no
peer-reviewed journal article using the CEAA.

DCM. Although originally developed as a way of assessing the quality of care, DCM has
increasingly become a tool used in research, including for the evaluation of an intervention.
In a review of published DCM literature, 10 articles were found using DCM to evaluate the
impact of different interventions on the person with dementia (Brooker, 2005). Brooker and
Duce (2000) use the WIB value to compare the well-being of 25 PwD in three different
activities – group reminiscence therapy, structured goal-directed group activity and
unstructured time. Researchers used the WIB value as indicators of well-being in each
activity. A significant difference was shown between the activities with higher levels of
well-being shown in the reminiscence therapy. The authors conclude that DCM was
sensitive enough to discriminate between the different activities and suggest that DCM
could be used in ‘assessing the impact of therapeutic activity with this client group’
(Brooker & Duce, 2000, p. 358). Brooker (2005) also concludes her review of DCM in
research saying that the measure is suited to smaller studies of within-subjects evaluations
of comparisons of group interventions, as it has demonstrated the ability to discriminate
between various interventions.

The Greater Cincinnati Chapter Well-Being Observation Tool. This tool was developed and piloted
to evaluate ‘Memories in the Making� (MIM), an arts programme for PwD led by an artist
facilitator to encourage self-expressions through the visual arts (Rentz, 2002). A significantly
higher proportion was shown in five of the seven well-being domains in the art session
compared to the other activity. These domains were interest, sustained attention, pleasure,
self-esteem and normalcy. The study showed that the tool was suitable to assess the well-
being of PwD, and that it showed differences in well-being within and between the two types
of activities in which the participants were observed (Kinney & Rentz, 2005). Another recent
study used the Greater Cincinnati Chapter Well-Being Observation Tool to evaluate whether
well-being was affected beyond the MIM sessions (Gross, Danilova, Vandehey, & Diekoff,
2013). Seventy-six residents from four long-term care facilities took part in a 12-week MIM
programme. Interns rated participants within the sessions in weeks one, six and twelve, and
staff from the long term care facility rated participants outside of the session ‘on or about
each of the same days as the interns . . . at times that were convenient to them’ (Gross et al.,
2013, p. 8). Despite questioning the psychometric properties of the tool itself, they found that
participants showed significant improvements over time within the sessions in the same
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domains as reported in the previous evaluation by Kinney and Rentz (2005). They did not
find any significant changes on any of the domains on ratings made outside of the MIM
sessions. However, methodological flaws such as not having the same rater inside and
outside of sessions, as well as ratings outside of sessions being made at inconsistent times,
could put these results into question.

INTERACT. A study investigating the effect Snoezelen, or Multi Sensory Stimulation (MSS),
integrated into 24-hour care, had on mood and behaviour of PwD living in a residential
setting used video recordings of morning care and analysed them using the INTERACT
scale (van Weert et al., 2005). Results demonstrated that the group receiving the intervention
showed

More happiness and enjoyment, related better to the CNA [Certified Nursing Assistants], were

more responsive to speaking, and talked more frequently with normal length sentences than the
control group. They were also in a better mood and showed less sadness, bored and inactive
behaviour, negativism, and reluctance. (van Weert et al., 2005, p.30)

MPES. The MPES was developed to evaluate the effects on engagement during Montessori-
based activities for people with dementia in adult day care compared with regular activities
(Judge et al., 2000). A significant increase of Constructive Engagement was found during
Montessori-based activities compared with regular activities. Low numbers of observations
in the domains of Self-Engagement and Non-Engagement meant that they were not formally
analysed. However, it was noted that there were no instances of these two categories at all
during the Montessori based activities. The MPES was also used in a similar study
comparing Montessori based activities with regular activities (Jarrott, Gozali, & Gigliotti,
2008). Again, participants showed more Constructive Engagement in the Montessori based
activities, demonstrating the sensitivity of the measure between different activities.

OERS. The OERS is a well-used observational tool. It is one of the outcome measures used in
an evaluation of TimeSlips, a storytelling programme for PwD (Phillips, Reid-Arndt, & Pak,
2010). The intervention group were observed during the programme and the control group
during mealtime. Analysis showed that people in the intervention group had significantly
higher pleasure than the control group. However, the authors note that four of the
categories, anxiety, sadness, anger and general alertness, were not analysed due to extreme
sparseness in distribution as not many people showed these features. This suggests that
perhaps the categories are not sensitive enough or too broad.

PRS. Hadley et al. (1999) evaluated individualised interventions for people with severe
dementia using the PRS. As the PRS is relatively labour intensive, they undertook two
case studies to determine whether the results from the tool could justify using it in a
larger scale study. They conclude that the PRS showed more behaviours than DCM.
However, they do comment that they found difficulty in differentiating between some of
the categories, for example between ‘deliberate head movement’ and ‘looks at environment’.

QUIS. The QUIS was used in an evaluation of two residential units for older people with
dementia (Dean, Briggs, & Lindesay, 1993). Observations were made at baseline while the
participants were in long stay dementia wards, and at 3, 6 and 12 months once they had
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moved to a domus unit. An increase of positive interactions was shown from 49.3% on the
long stay ward to 99.2% in the domus unit 12 months later. This demonstrates the tool is
sensitive enough to show the changes from poor to good care. However, at such a high level
in the domus unit, the tool would no longer be able to show any improvements due to a
ceiling effect.

Training requirements

Training requirements vary from measure to measure. For five of the measures (Behaviour
Observation, INTERACT, MPES, PRS & QUIS) there is no formal training, but all
mention the importance of inter-rater reliability, so it would be assumed that anyone
intending to use the measure should practice until they achieve good inter-rater reliability.

A discussion of training is not mentioned in the development of the AwareCare tool, but
they do state that the next stage of the project would include training sessions for care staff.
The tool is freely available on the internet (http://reach.bangor.ac.uk/AwareCare.pdf) with
guidelines on how to use it.

No formal training was found for the Bradford Well-being Profile, but the measure comes
with guidelines and instructions of how to use it, and it is suggested that training is given to
anyone using it.

The CEAA is copyrighted and can be purchased from a website (http://www.dementia-
activities.com/CEAA/product_dementia_assessment_tool.html). The tool comes with a user
guide and two training DVDs.

To be able to use the DCM, training from a Bradford Dementia Group approved trainer
is essential. The Bradford Dementia Group provide an intensive four day course which ends
in a formal exam where a pass mark of over 60% is required to be able to go on to use DCM
in practice. They also offer a one-day update for those who do not use the tool regularly and
need refreshing. Costs and availability can be found on their website.

The Greater Cincinnati Chapter Well-Being Observation Tool can be requested from the
second author, Clarissa Rentz. The authors note that although there are detailed operational
definitions for each indicator of well-being that were easily interpreted, quite a lot of training
was needed for observers to be able to accurately estimate the extent to which participants
showed each indicator. In other words, training was needed in deciding between the different
categories on the five-point Likert scale (Kinney & Rentz, 2005).

In the development of the OERS, a month of training was provided to the observers,
including a discussion of emotions and how they manifest, and watching a video showing
facial expressions. Informal rating sessions then took place with a formal test of inter-rater
reliability before study data began. Although the scale is now freely available online (from
www.abramsoncenter.org/PRI), by the request of Lawton himself, it is suggested those
wishing to use the scale watch a training video developed by the Philadelphia Geriatric
Center (Lawton et al., 1999).

Practical considerations

There are some practical issues worth considering when deciding which observational
measure is most suited for an intervention. In particular, the number of people that can
be observed in one sitting will determine how long is needed to capture data for every
participant, and also how many raters are needed. Not all of the measures report this. Of
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those that do, DCM reports that between five and eight people can be observed at once, the
CEAA suggests up to four participants, and the Greater Cincinnati Chapter Well-Being
Observation Tool suggests up to three participants are observed at once. This needs to be
considered along with the suggested observation window. For example, DCM is continuous
observation for six hours, whereas the MPES and OERS are done in 10-minute
observations. Another consideration is whether the observations will be done in vivo or
from a video. The Behaviour Observation and INTERACT measures both report that the
observations were made from a video. This has the advantage that inter-rater reliability can
be more easily determined as it can be assumed that raters are watching exactly the same
footage at the exact time. However, relying solely on video footage could lead to data being
missed due to technical problems, or even simple things such as someone sitting in front of
the camera and blocking the view of other participants.

Discussion

This review responds to the apparent gap in resources for researchers wishing to choose a
suitable measure to record the well-being of people with dementia during a psychosocial
intervention. Eleven observational measures were identified. A review of psychometric
properties, as well as sensitivity to change, training requirements and practical
considerations has revealed strengths and weaknesses for each measure. Out of all of the
measures discussed, the AwareCare tool is the only measure to have reported all aspects of
validity and reliability, but has yet to have been used in a peer-reviewed intervention study
due to being relatively new.

Two of the measures have been developed to be most suited for use with people with
severe dementia. The PRS has been reported to be effective in showing the effects of
interventions for people with severe dementia. However, it does seem that a lot of the
engagement items depend on the physical abilities of the participant, which could affect
results. This leads to the AwareCare tool that has already shown to have good inter-rater
reliability and validity. Although it was developed to give care staff a tool to aid the
identification of behavioural signs of awareness in people with severe dementia, the
authors suggest it could be used as a research tool. Although it is measuring awareness,
and not engagement, perhaps the responses could be useful in indicating engagement in
people with severe dementia, and it may be useful in an intervention setting.

When considering a psychosocial intervention for people with dementia, these two
measures would probably be most suited in a one-to-one setting with people with severe
dementia, or if in a group setting, it should only have people with severe dementia. If used in
a group setting with participants with mixed abilities, a ceiling effect could be shown for
some of the more able participants. Although appropriate for people with severe dementia,
neither tool seems to cover as many aspects of QoL for evaluating a visual art programme as
some of the other measures.

Of the remaining measures, the QUIS is less suited for evaluating a psychosocial
intervention. The QUIS has been adapted by David Sheard (2008) and published by the
Alzheimer’s Society as an evaluation tool to ‘capture through observation the lived
experience of PwD living or spending time in a care setting’ (p. 2). The time sampling
method has been changed to every five minutes for a minimum of 2 hours. On top of this, a
‘script’ is written to record any quotes or notes of experiences that fall outside of the coding.
This version of the QUIS seems to give a less labour intensive alternative to DCM.
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Although the QUIS has been shown as a good tool for assessing the care people are
receiving in a residential setting, and an alternative to DCM, it seems less suited to assessing
an intervention. It could be argued that the interactions recorded could be with the
facilitator, rather than with care staff, but work to adapt the scale would be needed to
make it more suitable for an intervention, and in turn for any creative activities. For
example, the definitions of positive care and negative protective items might need to be
changed to relate to the intervention rather than the care they are receiving.

DCM was the method of observation most commonly adopted in the papers identified in
the searches. It should however be noted that caution is needed when reporting reliability
and validity scores of DCM, as DCM 8 replaced the 7th version in 2005, and the majority of
studies reporting these figures are likely to have used DCM 7. However, Brooker and Surr
(2006) compared concurrent validity between DCM 7 and DCM8 and a Pearson correlation
coefficient of 0.97 (p< 0.0001) was calculated between the individual WIB scores on DCM 7
and 8. They concluded that it could be assumed that the validation of DM8 against other
measures of quality of life and quality of care would be similar. They state that this would
however need to be empirically tested, along with tests of inter-rater reliability, test–retest
reliability and internal consistency.

DCM gives a wealth of data and has been shown to be sensitive to changes in QoL within
as well as between different activities. It has the advantage that five to eight participants can
be observed at a time, compared with other measures where only one participant is observed
at a time. However, it is the most time consuming and most expensive measure to train in. A
shorter version developed for use in research might make it more suitable in a psychosocial
intervention.

The Bradford Well-Being Profile was developed, as it was felt that something was needed
that did not require such an extensive input of time and resources as the DCM and that could
provide an indication of the well-being of care home residents. However, although
psychometric testing of the well-being indicators in a previous version did meet validity
criteria, the authors advise caution in interpreting them. They state that ‘the tests of validity
conventionally useddependonmakingmathematical assumptions thatmaywell be unfounded
whenmeasuring psychological attributes like well-being’ (BradfordDementia Group, 2008, p.
24). They also state that as a psychological attribute, well-being is not something that can be
accurately measured meaning issues of inter-rater reliability challenge the validity (Bradford
Dementia Group, 2008). For this reason, they removed the scoring system. This means that
the newest version of the profile is more of a qualitative tool (Bradford Dementia Group,
2008). The guidelines state that the profile is not suited to be used as an outcome
measure for changes in affect during an intervention. Therefore, unless the earlier version
was used, this tool is no longer a suitable option for use in a psychosocial intervention.

Behavioural Observation, INTERACT, MPES and OERS have all been used in
evaluations of psychosocial interventions previously, suggesting that they are suitable. The
Behavioural Observation was used during an art gallery visit for people with dementia,
INTERACT in evaluating Snoezelen, the MPES in evaluating Montessori-based activities
and the OERS for the evaluation of TimeSlips.

The Behavioural Observation was done from video after the event. This provides an easy
way to measure inter-rater reliability as each independent rater can be shown exactly the
same clip. However, it is more time consuming to rate after the event and relies on the video.
Technical issues could mean a loss of data, which may not be detected until after the
observational period. However, the same measure was used for live observations to
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evaluate Snoezelen rooms and no critique was given to suggest that this caused any
problems.

It was noted that the categories in the Behaviour Observation were similar to those of the
MPES, although they were conceived independently. The MPES has been shown to be
sensitive enough to discriminate between activities, and could translate well to a visual
arts intervention.

The INTERACT measure also is rated from video. The authors noted that they would
change the scoring system of the INTERACT for future studies as a sum score is not given,
and they felt that item-by-item analysis could increase the risk of false positive results (van
Weert et al., 2005). They propose a scale consisting of ‘multi-item subscales measuring the
same domains’ (van Weert et al., 2005, p. 32). This same critique is also mentioned in
another study using the INTERACT scale to investigate the physiological and
behavioural effects of Snoezelen (van Diepen et al., 2002). Despite this, the INTERACT
scale seems suitable to be used to evaluate an intervention. Using video recordings means
that a more in depth observation can be made. The only reservation one might have is that
by analysing the video content after the sessions, it is doubling the time needed. At 22 items,
the scale seems too detailed to be able to be used in live observation, if more than one
resident is being observed at one time.

Asalready suggested, the categories in theOERSmaynotbe sensitive enoughorare toobroad
as four of the six affect states were not often present. Nevertheless, it is a well-used tool. Another
limitation of the scale compared to others is the fact that observations are only made of affect,
which may be too limiting, a feeling echoed by Fossey et al. (2002) when compared to DCM.

The CEAA was developed with a creative activity in mind and seems simpler to use than
some of the other measures. It seems suitable to evaluate the QoL of people with dementia
during a psychosocial intervention. However, the measure only gives a broad over-view of
the session, rather than time-sampling, for example, so some of the detail might be lost.

The Greater Cincinnati Chapter Well-Being Observation Tool also has the advantage that
it was specifically developed for a visual arts programme, but could be used for any
psychosocial intervention as shown by it being sensitive to changes within and between
different activities.

A recent study critiques the psychometric properties of the Greater Cincinnati Chapter
Well-Being Observation Tool (Gross et al., 2013), and perhaps rightly so as it is the first peer-
reviewed study to use the tool since development. However, it should be noted that the study
itself seems to show some methodological flaws itself. Only one overall rating is made by
interns within the MIM session, rather than several ratings made in 10-minute observation
windows as intended in the development of the tool. It is unclear whether those making the
ratings were the same interns who were facilitating the sessions, meaning that they could be
preoccupied by running the session rather than observing the participants. Ratings were then
made by staff at the long-term residential facility outside of the sessions ‘on or about about
each of the same days as the interns . . . at times that were convenient to them’ (Gross, et al.,
2013, p. 8) implying an inconsistency of time of day that the ratings are made.

A change in the scoring system of the Greater Cincinnati Chapter Well-Being
Observation Tool could combat the limitation mentioned in the discussion of training
requirements. As the operational definitions are clear, but the extent to which people
display each item is more difficult to rate, a change to time sampling whereby each
participant is measured for a minute every 8 minutes could simplify it and make the
measure more user-friendly.
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This tool has the advantage in that it was specifically developed for a visual art
intervention. It also seems to give a detailed picture of how the person with dementia
experiences the art sessions.

Each observational tool has its own strengths as has been demonstrated in the above
review. Most have been shown to have good inter-rater reliability, be rooted in theory and
are able to show differences in behaviours within and outside of interventions. None are
more detailed than DCM, which seems to have set the standard. However, it is also the most
labour intensive and most expensive for training. The PRS and AwareCare tools are
sensitive when used for people with severe dementia, but might not be so suitable for a
group of mixed ability. The QUIS seems more suited for evaluation of care practices, rather
than in evaluating an intervention.

The OERS is a well-used measure but the categories seem a little limited for the rich data
that are expected in an evaluation of art sessions. Video recording seems a good option as it
means that the data can be analysed without the restriction of predetermined categories,
although the resulting Behaviour Observation was noted to be very similar to the already
existing MPES. However, using video also doubles the time needed as coding is done at a
later date rather than being done in the session. It also opens up the possibility to data being
lost without realising until after the session.

The CEAA and Greater Cincinnati Chapter Well-being Observation Tool were developed
with a visual art session in mind and the Greater Cincinnati Chapter Well-Being Observation
Tool has been shown to be sensitive enough to show differences within sessions and between
activities. However, whereas the CEAA gives more of an overview of the session, the Greater
Cincinnati Chapter Well-Being Observation Tool gives more detail. It is likely to be a good
choice for an arts based evaluation.

It would also seem that a combination of observation in real time coupled with a video
recording would be the best solution. This way, the video recordings can be a backup if any
data is missed within a session, and inter-rater reliability can be assessed without the need of a
second rater within the session, and without the entire onus being on analysis after the event.

Conclusion

No observational measure will capture all of the rich data demonstrated within a visual art
intervention. Brooker (2008) suggests that qualitative interviews and observational measures
used together complement each other. Therefore, as well as using observational tools to
provide quantitative data, it is also advisable to include qualitative interviews with
participants, care staff and practitioners/those delivering the intervention to gain a
detailed understanding through complimentary methodological perspectives.

This review indicates that based on current research to date, the Greater Cincinnati
Chapter Well-Being Observation Tool may be the most appropriate measure to evaluate a
psychosocial intervention, and in particular, a visual art programme. Videoing the sessions
would add to best practice to help achieve the best assessment of well-being of people with
dementia in an art session.
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