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ABSTRACT

IMPROVING SELF-REPORT IN QUALITY OF LIFE REPORTING
FOR INDIVIDUALS WITH DEMENTIA

by
Elizabeth Redford

The University of Wisconsin-Milwaukee, 2022
Under the Supervision of Dr. Heuer

People with dementia (PWD) are one of the fastest growing clinical populations for speech-
language pathologists. Self-reported quality of life (QoL) assessments are critical patient-
reported outcome measures that align with person-centered care principles. However, proxy-
report is most often used due to assumptions that PWD cannot provide reliable self-report.
Visual analogue scales (VAS) have been successfully used with people with expressive and
cognitive deficits to measure subjective constructs, such as Qol, mood, and pain. The purpose

of this project is to evaluate the feasibility and reliability of a VAS QoL assessment tool.

Twenty healthy older adults were assessed using the QoL-AD and the QoL-AD in combination
with a VAS. Construct validity, internal consistency, and test-retest reliability of VAS and
traditional QoL-AD were assessed by performing the QoL and VAS assessments twice, 4 weeks
apart. Significant correlations between the overall VAS and the QoL-AD Likert scale ratings,
between most of the QoL-AD and VAS subtests, and between first and second assessment
scores were observed. Results indicated strong construct validity, internal consistency, and test-
retest reliability of the VAS measures for QoL assessments in people without dementia. These
results warrant further research into the development of a dementia-specific, self-reported VAS

Qol scale for PWD.
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INTRODUCTION
Dementia
Dementia is an umbrella term that encompasses a range of degenerative cognitive symptoms
including changes in attention, behavior, problem-solving, memory, and language (Bayles &
Kim, 2003; Bourgeois, Camp, Antenucci, & Fox, 2016; Bryan & Maxim, 2006; Nguyen, Terry,
Phan, Vickers, & Mclnerney, 2019; Perry & Hodges, 1999). Communication deficits affecting
retrieval of vocabulary and comprehension of longer more complex messages are common
(Bayles & Kim, 2003; Bickel, Pantel, Eysenbach, & Schroder, 2000; Small & Gutman, 2002).
Dementia types may be further classified based on the cluster of symptoms, pathology,
etiology, or stage of the disease (Sachdev et al., 2014). The population of individuals with
dementia has been steeply increasing over the last decade and is one of the fastest growing
clinical populations for speech-language pathologists (SLP) nation-wide (Mahendra, Fremont, &
Dionne, 2013). Speech-language pathologists are responsible for addressing the cognitive,
communicative, and swallowing needs of people with dementia across the disease severity

spectrum (Bourgeois, Brush, Douglas, Khayum, & Rogalski, 2016).

The Role of SLPs in Dementia Care

As our medical knowledge about dementia grows, it is possible to diagnose individuals earlier in
the disease process; research advances using biomarkers indicate that soon diagnosis could
occur before cognitive symptoms emerge (Bourgeois et al., 2016). Early or pre-symptomatic
diagnosis allows SLPs to provide preventive strategies that can help individuals prepare for

eventual symptom onset and maintain independent functioning for longer (Bourgeois et al.,



2016). Speech-language pathologists can also provide counseling and education about the
disease progression and treatment opportunities along the disease-continuum to maximize
independence and engagement in meaningful activities (Douglas, Brush, & Bourgeois, 2018).
Bourgeois et al., (2016) showed that family involvement and a highly engaged multidisciplinary
team are key to increasing the effectiveness of early-stage treatment for individuals with mild
cognitive impairment (MCI) or early-stage dementia. More frequent communication between
persons with dementia and their caregivers indicates more positive relationships (Kwak, Park,
Ingersoll-Dayton, & Spencer, 2015), and communication training for caregivers results in more
meaningful engagement with individuals with dementia and a greater awareness of their

perspective (Eggenberger, Heimerl, & Bennett, 2013).

For clients in the middle stages of dementia, SLPs provide evidence-based effective treatments
that focus on maintenance of functional activities of daily life such as the implementation of
memory and communication books (Burgio et al., 2001), spaced retrieval (Hopper et al., 2005)
and environmental modifications that facilitate orientation to space and time (Bourgeois,
Brush, Elliot, & Kelly, 2015). Speech-language pathologists address the needs of clients with
moderate to severe dementia by encouraging the use of spared abilities, modifying the
environment, and providing education and support while encouraging involvement from family
members (Bourgeois et al., 2016). In order to make effective changes, SLPs need to understand
their client’s values and interests and the relationship between their communication ability and

environment (Bourgeois et al., 2016). Environmental modifications should compensate for



deficits while allowing the individual as much independence as possible and ensuring that they

have access to meaningful activities that contribute to their community (Bourgeois et al., 2016).

In summary, SLPs play a critical role by enhancing communication for individuals with dementia
across the disease-continuum through assessment of communication abilities, provision of
evidence-based intervention, training of caregivers and care team members in effective
communication strategies, environmental modification to support deficits and encourage
meaningful activity, advocating for their client’s needs, and participating in research to improve

and support evidence-based practices (Bourgeois et al., 2016; Hallowell, 2017).

Person-Centered Care

Person-centered care (PCC) is the evidence-based recommended care approach for people with
dementia (Fazio, Pace, Maslow, Zimmerman, & Kallmyer, 2018). Fazio et al., (2018) summarized
recommendations to ensure person-centered care which include: a) recognizing that the person
living with dementia is more than their disease and acknowledging the person, b) taking the
perspective of the person living with dementia to understand their reality and promote
opportunities for meaningful and purposeful engagement, c) building a supportive community
where they are valued, and d) regularly evaluating care practices. Person-centered care
considers the individual as a whole and shapes service around their health outcome priorities
while maintaining autonomy and dignity (Douglas, Brush, & Bourgeois, 2018). Structuring an

environment that maximizes independence in the context of memory loss and enabling the



person with dementia to be a part of the decisions surrounding their daily care are key

components of this approach (Douglas, Brush, & Bourgeois, 2018).

Speech-language pathologists have unique opportunities to use evidence-based services in the
context of PCC to meet the complex communication needs of individuals with dementia. For
example, SLPs can facilitate decision-making in PWD through caregiver training in supported
communication strategies about valued daily activities, food, and clothing choices (Bourgeois,
Camp, Antenucci, & Fox, 2016). Speech-language pathologists can also make changes to the
environment to maximize engagement in valued activities by providing visual aids or
compensatory strategies to ensure that the individual is able to participate (Douglas, Brush, &
Bourgeois, 2018). Specifically, the Montessori approach which aligns with PCC principles
provides evidence-based guidelines on how to select and adapt activities and structure the
living environment to maximize participation (Douglas, Brush, & Bourgeois, 2018). Bourgeois et
al., (2015) reported positive outcomes of the Montessori approach in dementia care including
individuals showing increased independence, identifying with meaningful roles, and

contributing to the community which resulted in higher levels of self-esteem.

In summary, SLPs provide a wide variety of evidence-based skilled services that align with PCC
(Bourgeois, Camp, Antenucci, & Fox, 2016). The purpose of PCC is to improve QoL by adapting
treatment to the individual’s priorities while maximizing independence (Fazio, Pace, Flinner, &
Kallmyer, 2018). It is important to evaluate if provided SLP services improve QoL for people

with dementia (Heuer & Willer, 2020), and to evaluate the effectiveness of care practices SLPs



need tools that can clearly define and measure an individual’s satisfaction with different
aspects of their life. Quality of life measures can be integral patient-reported outcomes to
identify and celebrate positive and unique aspects of an individual’s life while also recognizing

areas to optimize care (Ready & Ott, 2003).

Measuring the Impact of SLP Services

The World Health Organization defines quality of life as the way individuals perceive
themselves and their position in life in relation to their culture and values, and how their
standards, goals, concerns, and expectations are influenced (World Health Organization, 2021).
This is a broad, generic definition applicable to people with and without disability across the
age range. While there are a multitude of QoL definitions, many are abstract or underspecified
and the challenges associated with the progressive nature of dementia are not always
addressed (Missotten, Dupuis, & Adam, 2016). To identify these challenges, dementia-specific
QoL definitions have been developed with varying emphasis on different aspects of QoL. For
example, Ettema et al., (2005) focused on the role of environmental factors, highlighting the
importance of a multidimensional assessment of environment through the perception of the
PWD. Another definition discusses QoL as the enjoyment that the individual with dementia has
with daily life, the quality of interactions that they have with their surroundings, and their
overall sense of self (Yanamoto-Mitani et al., 2004). These QoL definitions are based on
domains that have been identified to be most relevant to individuals with dementia including
positive and negative affect, ability to communicate and engage in activities, and relationships

with others (Terada et al,. 2002).



In summary, dementia-specific QoL is concerned with the experiences, personhood, support,
and value that individuals with dementia perceive throughout the disease spectrum (Missotten,

Dupuis, & Adam, 2016).

QoL Instruments

Just as there are generic and disease-specific QoL definitions, there are generic and disease-
specific scales. Generic measures focus on factors such as general health and functional status,
and how each contribute to general life satisfaction (Ettema et al., 2005). Dementia-specific
scales attempt to tailor domains to those most important and relevant to individuals with
dementia, taking the progressive nature of dementia into consideration (Ready & Ott, 2003).
The most common dementia-specific QoL measures include items related to affect, mood,
valued activities, and interactions with others (Ettema et al., 2005; Missotten, Dupuis, & Adam,

2016).

Subjective or Objective

The World Health Organization’s definition emphasizes the individual nature of QoL as a
personal and subjective judgment of the individuals’ circumstances (World Health Organization,
2021). In contrast, there are definitions that attempt to quantify or objectively measure QoL
through observational measures that rely on identifying the presence or absence of specific
behaviors as indicators of QoL (Algar, Woods, & Windle, 2016). For example, Dementia Care

Mapping (DCM) relies solely on observed behaviors, including activity and level of social



withdrawal (Hubbard, Downs, & Tester, 2003). Lawton (1991) described a conceptual
framework for QoL based on a multidimensional framework that includes observable indices of
well-being and the individual’s own subjective perception of their position in life. The model is
comprised of four sectors: a) behavioral competence for social-normative functioning, b)
perceived QoL for self-assessed social-normative functioning, c) objective environment for
physical, economic, and social indicators, and d) psychological well-being for subjective
evaluation of overall experience (Lawton, 1991). Many Qol scales have adapted this framework
but with varying emphasis on subjective and objective content domains (Ettema et al., 2005).
Common observable domains that are used in dementia-specific QoL measures include the
presence or absence of behaviors, level of social interaction, and participation in activities,
while common subjective domains include self-esteem, enjoyment of activities, and affect

(Ettema et al., 2005).

The Quality of Life in Alzheimer’s Disease (QoL-AD) scale assesses QoL related to the domains of
affect, activities, interactions, self-concept, cognition, physical health, independence,
relationships, and living conditions (Missotten, Dupuis, & Adam, 2016). The content domains of
interactions, self-concept, and relationships address psychosocial well-being, and the domains

of independence and living conditions address environmental factors (Heuer & Willer, 2020).

How Qol is Measured
The three most common methods used in dementia-specific QoL scales are self-report, proxy-

report, and observational measures (Heuer & Willer, 2020). Self-report measures enable the



person with dementia to judge their own QoL and are generally recommended where possible
as QoL is a highly subjective and personal concept (Thorgrimsen et al., 2003). The use of self-
report in QoL assessments closely aligns with the PCC principle related to participation of the
individual in care decisions (Heuer & Willer, 2020). According to some authors, individuals
across the dementia severity spectrum are capable of reliably discussing their wants and needs,
and providing meaningful information related to QoL (Moyle, Murfield, Griffiths, & Venturato,
2011; Orrell et al., 2008). However, self-report in individuals with more severe dementia may
be limited due to neurologic deficits, fatigue, language impairments, or medical problems

(Hickey & Bourgeois, 2000).

Proxy-report measures are completed by a proxy-responder on behalf of the PWD and are
usually a family member or caregiver of the individual (Graske, Fischer, Kuhlmey, & Wolf-
Ostermann, 2012). Advantages of proxy-report include reduction of cognitive burden on PWD,
and the ability to provide an estimate of QoL for individuals who are not able to provide self-
report due to the extent of their linguistic or cognitive impairments (Hickey & Bourgeois, 2000).
However, proxy-report has been found to differ from self-report, with providers, caregivers and
family members reporting lower QoL scores than the individual themselves (Carr & Higginson,
2001; Thorgrimsen et al., 2003). It has been suggested that discrepancies in proxy-report vs
self-report may be due to the reporting caregiver focusing on physical aspects and impairments
that influence the degree of care, or QoL assessments being based on the caregiver’s
judgement rather than attempting to substitute the judgement of the individual with dementia

(Moyle, Murfield, Griffiths, & Venturato, 2011). Research has shown that proxy-report



caregivers in care homes correlate QoL with the quality of care that they provide and the stage
of the individual’s dementia, while family members compare QoL to the individual’s past before
they were diagnosed (Griffiths et al., 2019). Additionally, the proxy-responder’s relationship
with the individual can influence their interpretation of QoL, and their perception of their own
Qol can affect the proxy-report on another individual (Hickey & Bourgeois, 2002). Importantly,

the use of proxy-report to assess QoL does not align with PCC principles (Heuer & Willer, 2020).

Observational measures allow for documentation of response in PWD in the moment while an
intervention unfolds, based on observations of apriori defined behaviors (Algar, Woods, &
Windle, 2016). Observational measures can be used to evaluate individuals or groups with a
wide range of dementia severity, minimize exclusion criteria based on level of communication
ability or cognition, and can be used across multiple time points throughout disease
progression (Algar, Woods, & Windle, 2016). Observational scales like the Cohen-Mansfield
Agitation Inventory (CMAI) (Cohen-Mansfield, 1991) assess the frequency and severity of
agitated behaviors over a two-week period and allow care teams to track changes in these
behaviors over time (Griffiths et al., 2020). Other observational measures like the Quality of Life
in Late-Stage Dementia scale (QUALID) (Weiner et al., 2000) quantifies both positive and
negative observable behaviors such as facial expressions, physical movements, and sounds into
a total QoL score for individuals with severe dementia (Benhabib, Lanctot, Eryavec, Li, &
Herrmann, 2013). Observational measures are suitable for people who are not able to provide
self-report and take important environmental factors into consideration as the person’s

immediate response to an activity or intervention is captured (Algar, Woods, & Windle, 2016).



This provides valuable information about environmental context and reflects PCC principles
(Heuer & Willer, 2020). However, observational measures such as the CMAI that focus solely on
the reduction of adverse behaviors do not align with PCC guidelines as they emphasize deficits
rather than competence (Heuer & Willer, 2020). Observational measures require specialized
training and vary in terms of time needed for assessment, number of individuals who can be

observed, and degree of information that can be obtained (Algar, Woods, & Windle, 2016).

In summary, self-report measures are most accurate at capturing the subjective perspective of
an individual’s QoL (Moyle, Murfield, Griffiths, & Venturato, 2011; Orrell et al., 2008), and
adhere to PCC principles by valuing the input of the PWD and centering them as an equal
partner in their health care decisions (Heuer & Willer, 2020). The most significant barriers that
keep self-report measures from being used for PWD are assumed unreliable self-report due to
cognitive deficits, test-fatigue, medical issues, or language impairments (Hickey & Bourgeois,

2000).

Visual Analogue Scales

Visual analogue scales (VAS) are measurement tools that are used either alone or in
conjunction with another assessment to measure subjective information (Wewers & Lowe,
1990). A VAS is a vertical or horizontal line that is typically 100mm in length with descriptors at
each end noting extremes (Heller, Manuguerra, & Chow, 2016). Right-angle brackets on each
end help to define the limits for placing marks while descriptions or anchors being placed on

either side of the limit brackets keep the scale clear for response at any point (Wewers & Lowe,

10



1990). An individual is asked to answer a question by marking their perception at any point
within the extremes (Heller, Manuguerra, & Chow, 2016). Visual analogue scales have been
shown to identify small changes by allowing the respondent to interpret their position on the
scale rather than having pre-set intervals to choose from (Williamson & Hoggart, 2005). Visual
analogue scales are often used in pain assessments where patients are asked to mark their
current level of pain with descriptors like ‘no pain’ and ‘worst pain imaginable’ at either end of

the scale (Heller, Manuguerra, & Chow, 2016).

Speech-language pathologists have utilized VAS in valid and reliable assessments to address
various disorders and domains including the Sydney Swallow Questionnaire (SSQ) to identify
the symptoms and impact of oral-pharyngeal dysphagia (Szczesniak, Maclean, Zhang, Liu, &
Cook, 2014), communication-related QoL using the ASHA Quality of Communication Life Scale
(QCL) (Eadie et al., 2006), and HRQOL in individuals with aphasia due to a stroke using the
Stroke and Aphasia Quality of Life scale (SAQOL-39g) (Hilari & Boreham, 2013). Visual analogue
scales have been used with different populations including people with communication deficits
due to stroke (Korner-Bitensky et al., 2006). One study that compared the ability to report
varying levels of thermal stimuli using a VAS between individuals post-stroke, individuals with
aphasia including a nonverbal subgroup, and a control group found that all participants were
able to report the thermal stimuli using a VAS (Korner-Bitensky et al., 2006); this indicates that
the individuals with severe expressive deficits benefited from the use of a VAS and were able to

successfully report their subjective perception (Korner-Bitensky et al., 2006).

11
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The worst health
you can imagine

Figure 1: EQ-5D VAS

The EuroQol EQ-5D (EQ-5D) is a generic health-related quality of life (HRQOL)
tool that assesses five dimensions including mobility, self-care, activity, pain or
discomfort, and anxiety/depression using a VAS (Orgeta, Tudor Edwards,
Hounsome, Orrell, & Woods, 2014). One study assessed the ability of
individuals with mild to moderate dementia to report on their health-related
quality of life (HRQOL) using the EQ-5D by comparing reports between the
PWD and their caregivers, as well as participant and proxy scores on the
Cornell Scale for Depression in Dementia (CSDD), the Rating of Anxiety in
Dementia Scale (RAID), the Bristol Activities of Daily Living Scale (BADLS), and
the Clinical Dementia Rating scale (CDR) (Orgeta et al., 2014). When
completing the EQ-5D, participants were asked to mark their overall current
health state on a 100-point VAS scale with 0 representing ‘the worst health you
can imagine’, and 100 representing ‘the best health you can imagine’ (Orgeta
et al., 2014). See Figure 1. The participants then wrote the number they

selected on the scale in a box next to the VAS with the PWD completing the

EQ-5D through interview format, and their caregivers completing the proxy-scale (Orgeta et al.,

2014). The mean scores for PWD on the EQ-5D were higher than those reported by their

caregivers but comparison scores between all assessments showed that individuals with mild to

moderate dementia were able to accurately report on their HRQOL (Orgeta et al., 2014). When

compared with dementia-specific scales including the QoL-AD and Dementia Quality of Life

scale (DEMQOL) to assess inter-rater reliability, the EQ-5D performed the same with high

consistency between scores for self- and proxy-report (Aguirre, Kang, Hoare, Tudor Edwards, &

12



Orrell, 2015). Results showed that the EQ-5D has good reliability and psychometric properties
that are appropriate to be used with the dementia population (Aguirre, Kang, Hoare, Tudor

Edwards, & Orrell, 2015).

S The Visual Analogue Mood Scale (VAMS) has been used to report

individuals with Alzheimer’s disease (AD) mood state (Ready, Carvalho,
Green, Gavett, & Stern, 2011). Participants consisted of older adults
who were comprehensively assessed and diagnosed as cognitively
normal, having mild cognitive impairment (MCI) or diagnosed with AD
(Ready et al., 2011). The VAMS consisted of a vertical 100mm line with
a face depicting a neutral expression at the top, and a face depicting

t /i\ ) one of eight emotions including happy, sad, afraid, angry, confused,

EEEEEB energetic, tired, and tense (Ready et al., 2011). See Figure 2.

Participants placed their mark on the line based on their current mood
state for each emotion (Ready et al., 2011). When comparing the affect

Figure 2: VAMS VAS
between participants, the researchers determined that although they

differed in their report of feeling confusion which they felt was attributable to their respective
cognitive states, overall affect was similar across participants (Ready et al., 2011). Repeated
completion of the VAMS indicated high test-retest reliability across participants (Ready et al.,
2011). Convergent validity was demonstrated by significant positive correlations with the
Geriatric Depression Scale (GDS) (Ready et al., 2011). This study showed that individuals with

mild AD can reliably self-report their mood-state (Ready et al., 2011).
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In summary, the use of visual supports in combination with a VAS enabled PWD to participate
in self-report QoL assessments (Thomson & Chatterjee, 2014). The use of VAS minimizes verbal
response requirements and supports self-report in populations who tend to be excluded from
self-report (Arons, Krabbe, Jan van der Wilt, Olde Rikkert, & Adang, 2013). Currently there is no

dementia-specific QoL scale that utilizes a VAS to maximize self-report.

Purpose Statement

Quality of life is often measured in PWD without their input using proxy-report due to concerns
about cognitive and communicative deficits (Hickey & Bourgeois, 2000). This not only leads to
incorrect perceptions of QoL (Carr & Higginson, 2001; Griffiths et al., 2019; Hickey & Bourgeois,
2000; Moyle, Murfield, Griffiths, & Venturato, 2011; Thorgrimsen et al., 2003), and thus
incorrect assessment of satisfaction with delivered interventions, but also excludes PWD as
active participants in their care (Heuer & Willer, 2020). Individuals with a range of dementia
severities have been shown to accurately report on their mood state using VAS (Ready et al.,
2011). The QoL-AD scale has a self-report option and is commonly used in dementia care

(Heuer & Willer, 2020; Missotten, Dupuis, & Adam, 2016).

The purpose of this project is to determine whether performance on the QoL-AD is the same
compared to using a VAS in combination with the QoL-AD in healthy older adults. The results
could inform further research that determines if the use of VAS is suitable in maximizing

reliable self-report in people with and without dementia.
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METHODS
Approval for this research project was granted by the Institutional Review Board at the
University of Wisconsin-Milwaukee. Eligible participants were provided an explanation of all
study procedures including risks and benefits. The researcher answered all questions and then

obtained written consent to participate in the study.

Participants and Recruitment
A total of 24 participants were recruited for this study through posting of research fliers at the
Wauwatosa Public Library and the University of Wisconsin-Milwaukee Communication Sciences
and Disorders department. Fliers were also emailed to senior community centers in Milwaukee
for posting. Eligibility criteria included:

- Age of 60+ years

- The ability to participate in assessment at two time points, four weeks apart

- A score of 26 or higher on the Montreal Cognitive Assessment (MOCA)

- No current diagnosis of dementia or other neurodegenerative condition

- No severe hearing or visual impairments that cannot be resolved with the use of

hearing aids or glasses

Participant’s eligibility was assessed though a formal interview and cognitive screening with the
examiner. Inclusion criteria were assessed through a questionnaire, followed by the completion
of the MOCA. See Appendix A and Appendix B. Four participants were excluded during the

screening because they did not pass the cognitive screening criterion consisting of a MOCA

15



score of 26 or higher. Participant recruitment continued until a sample of 20 participants was
obtained who met all eligibility criteria. All participants denied any current diagnosis of
Alzheimer’s Disease, dementia, or other neurodegenerative condition and attended both

meetings with researchers between 4 and 5 weeks apart.

The study cohort consisted of 10 females and 10 males, aged between 60 Table 1: Breakdown
of Age

and 83. The mean age was 66.35 (4.96) years. See Table 1. Four Age | Frequency

participants reported a high school education or GED equivalent (1 60 1(5%)

61 | 2(10%)

female, 3 male), 1 participant reported an associate degree (1 female), 10 63 2 (10%)

64 | 3(15%)

participants reported a bachelor's degree (7 female, 3 male), 4 65 3 (15%)
67 | 4(20%)
participants reported a master’s degree (1 female, 3 male), and 1 69 2 (10%)
70 1 (5%)
participant reported a doctorate (1 male). See Table 2. All participants 73 1 (5%)
83 1 (5%)

reported normal or corrected vision (10 females, 10 males), 16

participants reported normal or corrected hearing (9 female, 7 male), and 4 participants

reported uncorrected hearing loss (1 female, 3 males). See Table 3. For participants with
uncorrected hearing loss, strategies were implemented

Table 2: Breakdown Of Education

including increased speaking volume from researcher,

Level of Education |Frequency

High School or GED|4 (20%) decreased distance between participant and researcher, and

Associate Degree |1 (5%)

Bachelor’s Degree |10 (50%)
Master’s Degree |4 (20%) face while speaking. Scores on the MOCA ranged from a

ensuring the participant had a clear view of the researchers

[v)
Doctorate 1(5%) 26/30 to 29/30, with the mean score = 27.45. See Table 4.
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Table 4: Breakdown Of MOCA

Scores
Table 3: Breakdown Of Hearing Status MOCA score | Frequency
26 5 (25%)
Hearing Status | Frequency 27 6 (30%)
Normal 16 (80%) 28 4 (20%)
Corrected 4 (20%) 29 5(25%)

Stimuli

The VAS consists of a 100mm horizontal line with brackets on each end. Horizontal lines have
been found to be more reliable than vertical lines, and right-angle brackets on each end define
the response limits (Wewers & Lowe, 1990). A face is located next to the bracket at each pole
depicting happiness or satisfaction on the right side, and unhappiness or dissatisfaction on the

left side. See Figure 3. for example.

Figure 3: VAS Used To Capture Responses Of QoL Assessment.

The QoL-AD scale is a dementia-specific QoL scale with good content validity and high reliability
that assesses domains that are important to PWD (Thorgrimsen et al., 2003). The QoL-AD scale
is commonly used with people across the dementia severity range as a self- or proxy-report
measure (Heuer & Willer, 2020; Missotten, Dupuis, & Adam, 2016). The examiner and the

participant each had a copy of a record sheet which listed each of the thirteen questions along
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with a section to circle or point to poor, fair, good, or excellent (Logsdon, Gibbons, McCurry, &
Teri, 1999). The scale requires ten to fifteen minutes for the interview and self-report (Logsdon,

Gibbons, McCurry, & Teri, 1999; 2002).

Procedure

Participants were assessed with both instruments two times, not less than 4 weeks apart, and
not more than 5 weeks from initial assessment. Presentation sequence of VAS and QolL-AD
response form were randomized for each participant at the first visit with the examiner

recording the order of sequence and reversing the order at the second meeting.

Instructions

For each assessment, the examiner provided participants with a response form and a pen and
read the standardized instructions aloud. When completing the QoL-AD, participants were
asked to mark their response by circling one of four words indicating how they felt about each
guestion. See Appendix C for standardized instructions. When completing the QoL-AD with VAS,
the examiner explained the faces at the poles and brackets, and participants were asked to
indicate their response by placing a mark at any point along the line. See Appendix D for

standardized instructions.

Analysis
The QoL-AD assigns a point value to each of the four response possibilities on the questionnaire

with poor = 1, fair = 2, good = 3, and excellent = 4 (Logsdon, 1996). According to scoring
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procedures, the examiner added the scores for all thirteen questions to generate the
participant’s overall QoL rating with a possible range of 13-52. VAS were scored by measuring
the distance in millimeters between the end of the scale and the respondent’s mark (Heller,
Manuguerra, & Chow, 2016). The total VAS score was computed similar to the overall QoL-AD

score as the sum of all 13 responses with a possible range of 0-1300.

Statistical Analysis

To determine the concurrent validity of the VAS, Spearman's rank order correlation coefficients
between the overall QoL-AD score and the mean VAS score were computed. A high correlation
coefficient would represent high validity of the VAS. Likewise, a low correlation coefficient
would indicate less validity of the VAS. In addition, to compare performance across each item
on the QoL-AD and the VAS, Spearman's rank order correlation coefficients were computed for
each of the 13 items to identify if scores for each question correlate between the QoL-AD and
QolL-AD with VAS. To measure test-retest reliability over time, performance on the VAS and the
QoL-AD were collected two times, 4 weeks apart. Spearman’s rank correlations between the
scores of the first and the second assessment were conducted. Significance level and
correlation coefficients were compared to determine the strength of the correlation between

first and second QoL-AD and VAS assessment.

Research Question and Hypotheses
Research Question: |Is there a difference in results between the QoL-AD self-report and QoL-AD

self-report in combination with a supportive visual aid in healthy older adults?
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H1: Concurrent validity: The overall scores of the QoL-AD will significantly correlate with the

scores obtained from the VAS as indexed through Spearman’s rank correlations

H2: Internal consistency: No significant differences in distribution of ratings for each of the 13
test items will be observed between the QoL ratings and the VAS scores, indexed through

Spearman’s rank correlations analysis for each of the thirteen questions.

H3: Test-retest reliability: Test-retest reliability will be assessed based on the comparison of
Spearman’s rank correlations between the scores of the first and second assessment. The effect

sizes of Spearman’s r (rs) will be compared between the QoL-AD and the VAS correlation.

RESULTS
Concurrent validity was assessed using ranked Spearman correlation analyses between the
overall scores of the QoL-AD the total VAS scores at the first and second assessment.
Correlations were significant for the first assessment rs (18) = .78, p <.001, and the second

assessment rs (18) = .73, p <.001. See Table 5 for descriptive data of VAS and QoL-AD results.

Table 5: Descriptive Statistics for Overall Scores

N Range Minimum | Maximum | Mean SD
VAS Meeting 1 Total Score 20 | 746.00 | 502.00 1248.00 1095.20 | 173.06
VAS Meeting 2 Total Score 20 | 745.00 | 520.00 1265.00 1093.95 | 175.23
QOL-AD Meeting 1 Overall Score | 20 | 22.00 29.00 51.00 44.10 5.58
QOL-AD Meeting2 Overall Score |20 | 21.00 31.00 52.00 44.75 5.27
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Internal consistency was assessed using Spearman's rank order correlation coefficients,
computed for each of the 13 items to identify if scores for each question correlated significantly
between QoL-AD and VAS. See Table 6 for correlation results for each question during the first

and the second assessment.

Table 6: Correlation Results

Questions 1-13 Meeting 1 r; Meeting 2 r;
1: Physical Health .66** T2x*
2: Energy TT7** T1x*
3: Mood 61%* .66**
4: Living Situation .37 .35
5: Memory .69%* T3**
6: Family .69** 40
7: Marriage .69** .35
8: Friends 76** 49*
9: Self as a whole A4 .50*
10: Ability to do things like chores around the house | .78** J9**
11: Ability to do things for fun 58** 51*
12: Money .65** A7*
13: Life as a whole 45* S51*
Key: ** = p <.01, * =p <.05

Test-retest reliability was assessed based on the comparison of Spearman’s rank correlations
between the scores of the first and the second assessment. The correlation for the VAS scale
was significant: (rs (18) = .86, p <.001). The correlation for the QoL-AD was also significant: (rs

(18) = .64, p =.003).
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DISCUSSION
Interpretation of Results
Strong concurrent validity for the VAS was observed, reflected in significant, positive

correlations of overall scores between VAS and QoL-AD at two assessment points.

Internal consistency was overall high. Spearman’s rank order correlations on each of the 13
y

questions revealed the following pattern:

Correlation analyses of VAS and QoL-AD scores at the first meeting revealed 11 out of 13
positive, significant correlations for the questions about physical health, energy level, mood,
memory, relationship with family members, marriage, relationship with friends, ability to do
chores around the house, ability to do things for fun, financial situation, and life as a whole.
Correlation analyses of scores at the second meeting showed 10 out of 13 significant, positive
correlations for the questions about physical health, energy level, mood, memory, relationship
with friends, whole self, ability to do chores around the house, ability to do things for fun,
financial situation, and life as a whole. Across both assessments, analyses of 10 out of 13
guestions revealed positive, significant correlations. For both assessments correlations were
significant for questions about physical health, energy level, mood, memory, relationships with
friends, ability to do chores around the house, ability to do things for fun, financial situation,
and life as a whole. Further, 6 out of 13 questions showed the same level of significance at both

assessment points.
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Question 4 which assesses living situation showed a non-significant but consistent correlation
across both time points. When visually inspecting the scatterplots for question 4, we found a
relatively large spread of VAS ratings corresponding to each of the QoL-AD ratings. For example,
when comparing responses on the QoL-AD and VAS at meeting 1, a rating of 3 on the QoL-AD
corresponded to a range of VAS ratings of 60-93 instead of the expected range of 50-75. See
Figure 4. Similarly, when comparing responses on the QoL-AD and VAS at meeting 2 for
guestion 4, a rating of 3 on the QoL-AD corresponded to a range of VAS ratings of 43-89 instead

of the expected range of 50-75. See Figure 5.
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Figure 4: Comparison of QoL-AD and VAS Responses for Question 4 at Meeting 1
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Figure 5: Comparison of QoL-AD and VAS Responses for Question 4 at Meeting 2

Further, out of the sample of 20 individuals, 12 participants (60%) provided the highest score of
4 on the QoL-AD at meeting 1, and 14 participants (70%) provided the highest score of 4 on the
QoL-AD at meeting 2. This ceiling effect at both timepoints likely contributed to the lack of

consistency found for question 4.

The initial validation study for the QoL-AD utilized a sample of community dwelling older adults
with AD and their caregivers and performed an item analysis with Spearman correlations for
each of the 13 questions (Logsdon, Gibbons, McCurry, & Teri, 1999). Similar to our own study,
Logsdon et al., (1999) found a nonsignificant correlation for question 4 between individuals
with AD and their caregivers. In contrast, another validation study with PWD and their
caregivers found significant correlations for all 13 items between repeat assessments on the

QoL-AD one week apart (Thorgrimsen et al., 2003). The researchers also surveyed PWD,
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medical professionals, and caregivers after completing the QoL-AD and received feedback that
individuals felt the wording of some questions was vague while others thought the wording was
too specific (Thorgrimsen et al., 2003). In this current study, the phrasing of question 4 may
have left room for interpretation as participants may have considered the condition, location,
or occupants of their home when responding to the question. See Appendix C and D for

phrasing of all questions.

Lastly, the test-retest reliability assessment revealed significant, positive correlations between

the two assessments for both measures of QoL-AD and VAS.

Implications of the Study

These findings are in line with existing research on VAS which shows that individuals with mild
to moderate dementia are able to accurately report on their HRQOL (Orgeta et al., 2014), and
individuals with mild AD are able to self-report on their mood-state (Ready et al., 2011). Our
findings have demonstrated that self-reportedly healthy older adults report similar scores when
using VAS as when using a Likert scale in QoL assessments, which supports VAS as a reliable and
valid form of QoL reporting. These results align with Aguirre, Kang, Hoare, Tudor Edwards, and
Orrell’s (2015) findings which show that the EQ-5D VAS had high consistency and reliability
when compared to dementia-specific QoL assessments. Our findings are unique in that this is
the first time that a dementia-specific, as opposed to generic, VAS was implemented. We were
able to show strong validity, internal consistency and test-retest reliability when compared with

an existing dementia-specific assessment. This project is the first step towards development of
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a dementia-specific QoL assessment using a VAS for PWD to enable increased self-report and
more accurate report of QoL; this would ultimately allow clinicians to measure the impact of
person-centered care and intervention on their clients. In the context of existing evidence that
demonstrates VAS can reduce verbal response requirements (Arons, Krabbe, Jan van der Wilt,
Olde Rikkert, & Adang, 2013), and enable PWD to self-report on their own QoL (Thomson &

Chatterjee, 2014), this is a promising finding that warrants further research.

Implications for Future Research

A logical next step would be to conduct this study with people who have mild cognitive
impairment (MCl) and PWD. This future study would further explore the feasibility of using a
VAS in the context of a dementia-specific QoL assessment and would provide important insights
into the ability of people with dementia to self-report. This would also inform if VAS could
reduce response confounds in those participants who exhibit more severe cognitive-linguistic

deficits.

Our study demonstrated strong test-retest reliability over a 4-week time period. This could be
due to the individuals experiencing similar life circumstances throughout the four weeks
indicating no change in QolL, or due to the assessments (QoL-AD and VAS) not capturing change
that did occur. Future research should determine whether VAS are sensitive to change over

time by increasing the time interval between assessments.
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Additionally, VAS could be compared to other standardized QoL measures that share content
domains but are not identical in content such as the DEMQOL (BSMS, n.d.), to identify if change
is reflected in all measures equally, and to determine if the VAS scores correlate with other

measures of QoL.

For the current study, we randomized the presentation of VAS and QoL-AD at the first meeting
and reversed the order at the second meeting. Future studies should explore any possible order
or sequencing effects that could have occurred and assess whether the presentation sequence
of VAS and QoL-AD had any effect on the results. If any order effects were present, a factorial
design could be used including all possible presentation conditions (e.g., 2 assessment tools, x 2

meetings) in future studies.

Finally, future studies could include a post-assessment debrief asking participants if they
preferred one scale over another, if they felt they responded similarly on all scales, and if one
scale was more difficult to complete. This could provide insight from a participant perspective

on ease of use and preference when completing QoL assessments.

Limitations of the Study

Efforts were made to recruit a diverse sample by strategically recruiting in senior centers across
the metropolitan Milwaukee area. The researcher followed best practices to reduce barriers
associated with recruiting a diverse sample including meeting with participants in locations and

at times that were convenient to them in order to reduce barriers associated with travel.
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However, a limited timeline resulted in an unrepresentative sample when compared to the
greater Milwaukee population. While the sample had a well-balanced gender distribution and
range in education levels, participants consisted of 19 White/Non-Hispanic individuals (9
female, 10 male), and 1 biracial, American-Indian and White/Non-Hispanic individual (1
female). See Table 7. Future studies could diversify samples by considering inclusion of non-

native speakers of English and to explore diversity in the context of socio-economic status.

Table 7: Breakdown of Ethnicity

Ethnicity Frequency
White/Non-Hispanic 19 (95%)
Biracial 1 (5%)

As previously mentioned, the 4-week timeline between meetings was determined by
researchers apriori. Four weeks was considered long enough to not recall specific details about
the first assessment, thus decreasing any learning effects. However, the time window was also
chosen for pragmatic reasons related to deadlines and concerns about participant attrition.
Wewers and Lowe (1990) reported in their systematic VAS review generally shorter time
windows for reliability analyses than 4-weeks. However, a greater amount of time between

meetings could influence the amount of change to be observed on a QoL measure.

SUMMARY AND CONCLUSION
We determined that the use of a VAS as a reporting method in healthy older adults produced
very similar results to performance on the QoL-AD. Our results align with findings of VAS in the

literature showing that people with cognitive-linguistic deficits can use VAS to report on a range
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of topics, including QoL. Our study is novel because we were able to demonstrate feasibility of a
dementia-specific QoL assessment tool combined with a VAS. This distinction matters because
it is those dementia-specific tools as opposed to generic Qol tools, that best serve as self-
reported outcome measures of the impact of person-centered care on our clients with

dementia.
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Appendix A: Screening Questions
Screening Questions:
1. Are you 60 years of age or older?

2. Do you have a current diagnosis of dementia, Alzheimer’s disease, or any other

neurodegenerative condition?

3. Areyou able to participate in two meetings, 4 weeks apart?

34



Appendix B: Montreal Cognitive Assessment

NAME :
MONTREAL COGNITIVE ASSESSMENT (MOCA) Educutsion : Date ofD tﬂthg :
. ex : :
Copy Draw CLOCK (Ten past eleven)
cube (3 points) M
End
Begin
[ 1] [T 0[] [ ] [ 1 |_/s
Contour Numbers Hands

_/3
MEMORY Read list of words, subject FACE VELVET | CHURCH DAISY RED
must repeat them. Do 2 trials. - N
i 1st trial o
Do a recall after 5 minutes. .
2nd trial points
ATTENTION Read list of digits (1digit/ sec.). Subject has to repeat them in the forward order [ ] 21854
Subject has to repeat them in the backward order [ ] 742 _/2

Read list of letters. The subject must tap with his hand at each letter A. No points if 2 2 errors
[ ] FBACMNAAJKLBAFAKDEAAAJAMOFAAB _N

Serial 7 subtraction starting at 100 [ 193 [ 186 [ 179 [ 122 [ 165
4 or 5 correct subtractions: 3 pts, 2 or 3 correct: 2 pts, 1 correct: 1 pt, o correct: 0 pt _/ 3

m Repeat : | only know that John is the one to help today. [ ] /9

The cat always hid under the couch when dogs were in the room. [ ]

Fluency / Name maximum number of words in one minute that begin with the letter F [ ] (N 211 words) _/ 1
ABSTRACTION Similarity between e.g. banana - orange = fruit [ ] train-bicycle [ ] watch - ruler _/2
DELAYED RECALL Has to recall words FACE VELVET | CHURCH | DAISY RED Points for /5
UNCUED -
WITH NO CUE [ ] [ ] [ ] [ ] [ ] recall only
Cat

Optional - - eg?wm

Multiple choice cue
OR ATIO [ ] Date [ ]Month [ ]Year [ ] Day [ ] Place [ ]City _ /6
© Z.Nasreddine MD Version November 7, 2004 Normal226/30 | TOTAL __ /30

www.mocatest.org Add 1 point if £ 12 yr edu {
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Appendix B: Montreal Cognitive Assessment

Montreal Cognitive Assessment
(MoCA)

Administration and Scoring Instructions

The Montreal Cognitive Assessment (MoCA) was designed as a rapid screening instrument for mild cognitive
dysfunction. It assesses different cognitive domains: attention and concentration, executive functions,
memory, language, visuoconstructional skills, conceptual thinking, calculations, and orientation. Time to
administer the MoCA is approximately 10 minutes. The total possible score is 30 points; a score of 26 or
above is considered normal.

1. Alternating Trail Making:
Administration: The examiner instructs the subject: "Please draw a line, going from a
number to a letter in ascending order. Begin here [point to (1)] and draw a line from 1 then to A
then to 2 and so on. End here [point to (E)]."

Scoring: Allocate one point if the subject successfully draws the following pattern:
1 —A- 2- B- 3- C- 4- D- 5- E, without drawing any lines that cross. Any error that is not immediately
self-corrected earns a score of 0.

2. Visuoconstructional Skills (Cube):
Administration: The examiner gives the following instructions, pointing to the cube: “Copy
this drawing as accurately as you can, in the space below”.

Scoring: One point is allocated for a correctly executed drawing.
e Drawing must be three-dimensional
e All lines are drawn
e No line is added
e Lines are relatively parallel and their length is similar (rectangular prisms are
accepted)
A point is not assigned if any of the above-criteria are not met.

3. Visuoconstructional Skills (Clock):
Administration: Indicate the right third of the space and give the following instructions:
“Draw a clock. Put in all the numbers and set the time to 10 after 11"

Scoring: One point is allocated for each of the following three criteria:

=  Contour (1 pt.): the clock face must be a circle with only minor distortion
acceptable (e.g., slight imperfection on closing the circle);

= Numbers (1 pt.): all clock numbers must be present with no additional numbers;
numbers must be in the correct order and placed in the approximate quadrants on the
clock face; Roman numerals are acceptable; numbers can be placed outside the
circle contour;

= Hands (1 pt.): there must be two hands jointly indicating the correct time; the hour
hand must be clearly shorter than the minute hand; hands must be centred within the
clock face with their junction close to the clock centre.

A point is not assigned for a given element if any of the above-criteria are not met.

MoCA Version November 12, 2004
© Z. Nasreddine MD
www.mocatest.org
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Appendix B: Montreal Cognitive Assessment

4. Naming:
Administration: Beginning on the left, point to each figure and say: “Tell me the name of
this animal”.

Scoring: One point each is given for the following responses: (1) camel or dromedary, (2)
lion, (3) rhinoceros or rhino.

5. Memory:

Administration: The examiner reads a list of 5 words at a rate of one per second, giving the
following instructions: “This is a memory test. I am going to read a list of words that you will
have to remember now and later on. Listen carefully. When I am through, tell me as many
words as you can remember. It doesn’t matter in what order you say them”. Mark a check
in the allocated space for each word the subject produces on this first trial. When the subject indicates
that (s)he has finished (has recalled all words), or can recall no more words, read the list a second
time with the following instructions: “/ am going to read the same list for a second time. Try to
remember and tell me as many words as you can, including words you said the first time.” Put a
check in the allocated space for each word the subject recalls after the second trial.

At the end of the second trial, inform the subject that (s)he will be asked to recall these words
again by saying, “I will ask you to recall those words again at the end of the test.”

Scoring: No points are given for Trials One and Two.

6. Attention:

Forward Digit Span: Administration: Give the following instruction: “/ am going to say
some numbers and when I am through, repeat them to me exactly as I said them”. Read the five
number sequence at a rate of one digit per second.

Backward Digit Span: Administration: Give the following instruction: “Now I am going to
say some more numbers, but when I am through you must repeat them to me in the backwards
order.” Read the three number sequence at a rate of one digit per second.

Scoring: Allocate one point for each sequence correctly repeated, (N.B.: the correct response
for the backwards trial is 2-4-7).

Vigilance: Administration: The examiner reads the list of letters at a rate of one per second,
after giving the following instruction: “/ am going to read a sequence of letters. Every time I say the
letter A, tap your hand once. If I say a different letter, do not tap your hand”.

Scoring: Give one point if there is zero to one errors (an error is a tap on a wrong letter or a
failure to tap on letter A).

MoCA Version November 12, 2004
© Z. Nasreddine MD
www.mocatest.org
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Appendix B: Montreal Cognitive Assessment

Serial 7s: Administration: The examiner gives the following instruction: “Now, I will ask
you to count by subtracting seven from 100, and then, keep subtracting seven from your answer until
I tell you to stop.”  Give this instruction twice if necessary.

Scoring: This item is scored out of 3 points. Give no (0) points for no correct
subtractions, 1 point for one correction subtraction, 2 points for two-to-three correct subtractions,
and 3 points if the participant successfully makes four or five correct subtractions. Count each
correct subtraction of 7 beginning at 100. Each subtraction is evaluated independently; that is, if
the participant responds with an incorrect number but continues to correctly subtract 7 from it,
give a point for each correct subtraction. For example, a participant may respond “92 — 85 — 78 —
71 — 64” where the “92” is incorrect, but all subsequent numbers are subtracted correctly. This is
one error and the item would be given a score of 3.

7. Sentence repetition:

Administration: The examiner gives the following instructions: “/ am going to read you a
sentence. Repeat it after me, exactly as I say it [pause]: I only know that John is the one to help
today.” Following the response, say: “Now I am going to read you another sentence. Repeat it after
me, exactly as I say it [pause]: The cat always hid under the couch when dogs were in the room.”

Scoring: Allocate 1 point for each sentence correctly repeated. Repetition must be exact. Be
nn

alert for errors that are omissions (e.g., omitting "only", "always") and substitutions/additions (e.g.,
"John is the one who helped today;" substituting "hides" for "hid", altering plurals, etc.).

8. Verbal fluency:

Administration: The examiner gives the following instruction: “Tell me as many words as
you can think of that begin with a certain letter of the alphabet that I will tell you in a moment. You
can say any kind of word you want, except for proper nouns (like Bob or Boston), numbers, or words
that begin with the same sound but have a different suffix, for example, love, lover, loving. I will tell
you to stop after one minute. Are you ready? [Pause] Now, tell me as many words as you can think of
that begin with the letter F. [time for 60 sec]. Stop.”

Scoring: Allocate one point if the subject generates 11 words or more in 60 sec. Record the
subject’s response in the bottom or side margins.

9. Abstraction:

Administration: The examiner asks the subject to explain what each pair of words has in
common, starting with the example: “Tell me how an orange and a banana are alike”. If the subject
answers in a concrete manner, then say only one additional time: “Tell me another way in which
those items are alike”. 1f the subject does not give the appropriate response (fiuit), say, “Yes, and
they are also both fruit.” Do not give any additional instructions or clarification.

After the practice trial, say: “Now, tell me how a train and a bicycle are alike”. Following
the response, administer the second trial, saying: “Now tell me how a ruler and a watch are alike”.
Do not give any additional instructions or prompts.

MoCA Version November 12, 2004
© Z. Nasreddine MD

www.mocatest.org
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10.

11.

Scoring: Only the last two item pairs are scored. Give 1 point to each item pair correctly answered.
The following responses are acceptable:
Train-bicycle = means of transportation, means of travelling, you take trips in both;
Ruler-watch = measuring instruments, used to measure.
The following responses are not acceptable: Train-bicycle = they have wheels; Ruler-watch = they
have numbers.

Delayed recall:
Administration: The examiner gives the following instruction: “ read some words to you

earlier, which I asked you to remember. Tell me as many of those words as you can remember. Make
a check mark (V") for each of the words correctly recalled spontaneously without any cues, in the
allocated space.

Scoring: Allocate 1 point for each word recalled freely without any cues.

Optional:

Following the delayed free recall trial, prompt the subject with the semantic category cue provided
below for any word not recalled. Make a check mark (v") in the allocated space if the subject
remembered the word with the help of a category or multiple-choice cue. Prompt all non-recalled
words in this manner. If the subject does not recall the word after the category cue, give him/her a
multiple choice trial, using the following example instruction, “Which of the following words do you
think it was, NOSE, FACE, or HAND?”

Use the following category and/or multiple-choice cues for each word, when appropriate:

FACE: category cue: part of the body multiple choice: nose, face, hand

VELVET: category cue: type of fabric multiple choice: denim, cotton, velvet
CHURCH: category cue: type of building multiple choice: church, school, hospital

DAISY: category cue: type of flower ~ multiple choice: rose, daisy, tulip
RED: category cue: a colour multiple choice: red, blue, green

Scoring: No points are allocated for words recalled with a cue. A cue is used for clinical
information purposes only and can give the test interpreter additional information about the type of
memory disorder. For memory deficits due to retrieval failures, performance can be improved with a
cue. For memory deficits due to encoding failures, performance does not improve with a cue.

Orientation:

Administration: The examiner gives the following instructions: “Tell me the date today”. If
the subject does not give a complete answer, then prompt accordingly by saying: “Tell me the [year,
month, exact date, and day of the week].” Then say: “Now, tell me the name of this place, and
which city it is in.”

Scoring: Give one point for each item correctly answered. The subject must tell the exact
date and the exact place (name of hospital, clinic, office). No points are allocated if subject makes an
error of one day for the day and date.

TOTAL SCORE: Sum all subscores listed on the right-hand side. Add one point for an individual
who has 12 years or fewer of formal education, for a possible maximum of 30 points. A final total
score of 26 and above is considered normal.

MoCA Version November 12, 2004
© Z. Nasreddine MD
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Appendix C: Quality of Life in Alzheimer’s Disease

Quality of Life in Alzheimer’s Disease QOL-AD

Instructions for Interviewers
The QOL-AD is administered in interview format to individuals with dementia, following the instructions below.

The interview is carried out with the subject and/or an informant.The subject should be interviewed alone.

Hand the form to the participant, so that he or she may look at it as you give the following instructions
(instructions should closely follow the wording given in bold type):

I want to ask you some questions about your quality of life and have you rate different aspects
of your life using one of four words: poor, fair, good, or excellent.

Point to each word (poor, fair, good, and excellent) on the form as you say it.

When you think about your life, there are different aspects, like your physical health, energy,
family, money, and others. I’m going to ask you to rate each of these areas. We want to find out
how you feel about your current situation in each area.

If you’re not sure about what a question means, you can ask me about it. If you have difficulty
rating any item, just give it your best guess.

It is usually apparent whether an individual understands the questions, and most individuals who are able to
communicate and respond to simple questions can understand the measure. If the participant answers all
questions the same, or says something that indicates a lack of understanding, the interviewer is encouraged to
clarify the question. However; under no circumstances should the interviewer suggest a specific response.
Each of the four possible responses should be presented, and the participant should pick one of the four.

If a participant is unable to choose a response to a particular item or items, this should be noted in the
comments. If the participant is unable to comprehend and/or respond to two or more items, the testing may
be discontinued, and this should be noted in the comments.

As you read the items listed below, ask the participant to circle her/his response. If the participant has

difficulty circling the word, you may ask her/him to point to the word or say the word, and you may circle it

for him or her.You should let the participant hold his or her own copy of the measure, and follow along as

you read each item.

|.  First of all, how do you feel about your physical health? Would you say it’s poor, fair, good, or
excellent? Circle whichever word you think best describes your physical health right now.

2. How do you feel about your energy level? Do you think it is poor, fair, good, or excellent? If
the participant says that some days are better than others, ask him or her to rate how she/he has been
feeling most of the time lately.

3. How has your mood been lately? Have your spirits been good, or have you been feeling
down? Would you rate your mood as poor, fair, good, or excellent?

4. How about your living situation? How do you feel about the place you live now? Would you
say it’s poor, fair, good, or excellent?

5. How about your memory? Would you say it is poor, fair, good, or excellent?

6. How about your family and your relationship with family members? Would you describe it as
poor, fair, good, or excellent? If the respondent says they have no family, ask about brothers, sisters,
children, nieces, nephews.

7. How do you feel about your marriage? How is your relationship with (spouse’s name). Do you
feel it’s poor, fair, good, or excellent? Some participants will be single, widowed, or divorced. When
this is the case, ask how they feel about the person with whom they have the closest relationship, whether
it’s a family member or friend. If there is a family caregiver, ask about their relationship with this person. It
there is no one appropriate, or the participant is unsure, score the item as missing.
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Quality of Life in Alzheimer’s Disease contd (1 Jo] Y 1))

How would you describe your current relationship with your friends? Would you say it’s poor,
fair, good, or excellent? If the respondent answers that they have no friends, or all their friends have
died, probe further. Do you have anyone you enjoy being with besides your family? Would you
call that person a friend? If the respondent still says they have no friends, ask how do you feel about
having no friends—poor, fair, good, or excellent?

How do you feel about yourself—when you think of your whole self, and all the different
things about you, would you say it’s poor, fair, good, or excellent?

. How do you feel about your ability to do things like chores around the house or other things

you need to do? Would you say it’s poor, fair, good, or excellent?

. How about your ability to do things for fun, that you enjoy? Would you say it’s poor, fair, good,

or excellent?

. How do you feel about your current situation with money, your financial situation? Do you

feel it’s poor, fair, good, or excellent? If the respondent hesitates, explain that you don’t want to know
what their situation is (as in amount of money), just how they feel about it.

. How would you describe your life as a whole.When you think about your life as a whole,

everything together, how do you feel about your life? Would you say it’s poor, fair, good,
or excellent?

Scoring instructions for QOL-AD:
Points are assigned to each item as follows: poor = |, fair =2, good = 3, excellent=4.
The total score is the sum of all 13 items.

© 1996 R.G. Logsdon. Reproduced with kind permission of Rebecca Logsdon, Department of Psychosocial and Community Health, Box
357263 University of Washington, Seattle, WA 98195-7263. Logsdon@u.washington.edu
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Quality of Life in Alzheimer’s Disease contd

QOL-AD

UWMCI/ADPR/IQOL
Aging and Dementia: Quality of Life in AD
Quality of Life:AD S
(Family Version) core
(for
ID Number Assessment Number Interview Date cIinicia:\’s
(I [ 00 00 Og |wseem
Month Day  Year
Instructions: Please rate your relative’s current situation, as you see it. Circle your responses.
|. Physical health Poor Fair Good Excellent
2 Energy Poor Fair Good Excellent
3. Mood Poor Fair Good Excellent
4. Living situation Poor Fair Good Excellent
5. Memory Poor Fair Good Excellent
6. Family Poor Fair Good Excellent
7. Marriage Poor Fair Good Excellent
8. Friends Poor Fair Good Excellent
9. Self as a whole Poor Fair Good Excellent
10. Ability to do chores around Poor Fair Good Excellent
the house

I'1. Ability to do things for fun Poor Fair Good Excellent
12. Money Poor Fair Good Excellent
13. Life as a whole Poor Fair Good Excellent

Comments: Total
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Quality of Life in Alzheimer’s Disease contd

QOL-AD

UWMC/ADPR/IQOL
Aging and Dementia: Quality of Life in AD
Qualit.).' of Lifg:AD Score
(Participant Version) (for
ID Number Assessment Number Interview Date clinician’s
1 OO0 00 00 00 |see
Month Day  Year
Instructions: Interviewer administer according to standard instructions. Circle your responses.

|. Physical health Poor Fair Good Excellent
2  Energy Poor Fair Good Excellent
3. Mood Poor Fair Good Excellent
4. Living situation Poor Fair Good Excellent
5. Memory Poor Fair Good Excellent
6. Family Poor Fair Good Excellent
7. Marriage Poor Fair Good Excellent
8. Friends Poor Fair Good Excellent
9. Self as a whole Poor Fair Good Excellent
10. Qtjl:z::edo chores around Poor Fair Good Excellent
I'l. Ability to do things for fun Poor Fair Good Excellent
12. Money Poor Fair Good Excellent
13. Life as a whole Poor Fair Good Excellent

Comments: Total
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Quality of Life in Alzheimer’s Disease contd QOL-AD

Score Summary Sheet
Informant’s score of subject’s QOL I:I (maximum 52)

Subject’s own QOL rating D (maximum 52)
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Instructions for Interviewers: QoL-AD with VAS

Hand the form to the participant, so that he or she may look at it as you give the following instructions
(instructions should closely follow the wording given in bold type):

If administering the QoL-AD with VAS first:| want to ask you some questions about your quality of life
and have you rate different aspects of your life using a line scale.

If administering the QoL-AD with VAS after the QoL-AD: | want to ask you the same questions about
your quality of life but have you rate them using a line scale instead of the rating scale we used before.

Point to the VAS and show that a mark can be made anywhere along the continuum. Point to each end
bracket and face while discussing the poles.

When you think about your life, there are different aspects, like your physical health, energy, family,
money, and others. I’'m going to ask you to rate each of these areas. We want to find out how you feel
about your current situation in each area. For each question | want you to make a mark along the line
that shows how you feel about each question. You can place a mark anywhere along this line in between
the brackets on either end. The left side is total dissatisfaction, and the right side is complete
satisfaction.

If you’re not sure about what a question means, you can ask me about it. If you have difficulty rating any
item, just give it your best guess.

It is usually apparent whether an individual understands the questions, and most individuals who are able
to communicate and respond to simple questions can understand the measure. If the participant answers
all questions the same, or says something that indicates a lack of understanding, the interviewer is
encouraged to clarify the question. However, under no circumstances should the interviewer suggest a
specific response. A VAS should be presented for each question and the participant should make a mark
on the line that corresponds to their feelings about the question being discussed.

If a participant is unable to record a response to a particular item or items, this should be noted in the
comments. If the participant is unable to comprehend and/or respond to two or more items, the testing
may be discontinued, and this should be noted in the comments.

As you read the items listed below, ask the participant to place a mark on the VAS that corresponds to
their feelings about each question.

I. First of all, how do you feel about your physical health? Mark on the scale how your health is
today. Point to the sad face saying, this is the worst health you can imagine. Point to the happy
face saying, this is the best health you can imagine.

2. How do you feel about your energy level? Mark on the scale how your energy is today. Point to
the sad face saying, this is the worst energy level you can imagine. Point to the happy face saying,
this is the best energy level you can imagine. If the participant says that some days are better
than others, ask him or her to rate how she/he has been feeling most of the time lately.

3. How has your mood been lately? Have your spirits been good, or have you been feeling down?
Mark on the scale how your mood is today. Point to the sad face saying, this is the worst mood
you can imagine. Point to the happy face saying, this is the best mood you can imagine.
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How about your living situation? How do you feel about the place you live now? Mark on the
scale how you feel about your living situation today. Point to the sad face saying, this is the
worst situation you can imagine. Point to the happy face saying, this is the best situation you can
imagine.

How about your memory? Mark on the scale how your memory is today. Point to the sad face
saying, this is the worst memory you can imagine. Point to the happy face saying, this is the best
memory you can imagine.

How about your family and your relationship with family members? Mark on the scale how your
relationship is today. Point to the sad face saying, this is the worst relationship you can imagine.
Point to the happy face saying, this is the best relationship you can imagine. If the respondent
says they have no family, ask about brothers, sisters, children, nieces, nephews.

How do you feel about your marriage? How is your relationship with (spouse’s name)? Mark on
the scale how you feel about your marriage today. Point to the sad face saying, this is the worst
relationship with your spouse you can imagine. Point to the happy face saying, this is the best
relationship with your spouse you can imagine. Some participants will be single, widowed, or
divorced. When this is the case, ask how they feel about the person with whom they have the
closest relationship, whether it’s a family member or friend. If there is a family caregiver, ask
about their relationship with this person. It there is no one appropriate, or the participant is
unsure, score the item as missing.

How would you describe your current relationship with your friends? Mark on the scale how
your relationships with your friends today. Point to the sad face saying, this is the worst
relationship with your friends you can imagine. Point to the happy face saying, this is the best
relationship with your friends you can imagine. If the respondent answers that they have no
friends, or all their friends have died, probe further. Do you have anyone you enjoy being with
besides your family? Would you call that person a friend? If the respondent still says they have
no friends, ask how do you feel about having no friends—poor, fair, good, or excellent?

How do you feel about yourself—think of your whole self, and all the different things about you.
Mark on the scale how you feel about yourself today. Point to the sad face saying, this is the
worst feeling about yourself you can imagine. Point to the happy face saying, this is the best
feeling about yourself you can imagine.

. How do you feel about your ability to do things like chores around the house or other things

you need to do? Mark on the scale how you feel about your ability today.

. How about your ability to do things for fun, that you enjoy? Mark on the scale how you feel

about your ability today. Point to the sad face saying, this is the worst ability to do things you
can imagine. Point to the happy face saying, this is the best ability to do things you can imagine.

. How do you feel about your current situation with money, your financial situation? Mark on the

scale how you feel about your financial situation today. Point to the sad face saying, this is the
worst financial situation you can imagine. Point to the happy face saying, this is the best financial
situation you can imagine. If the respondent hesitates, explain that you don’t want to know what
their situation is (as in amount of money), just how they feel about it.

. How would you describe your life as a whole. When you think about your life as a whole,

everything together, how do you feel about your life? Mark on the scale how you feel about
your life today. Point to the sad face saying, this is the worst feeling about your life you can
imagine. Point to the happy face saying, this is the best feeling about your life you can imagine.

46



	Improving Self-Report in Quality of Life Reporting for Individuals with Dementia
	Recommended Citation

	Microsoft Word - Redford_Thesis.docx

