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Abstract

Adult day care (ADC) is recognizedaasupportive intervention for persons with
dementia (PWD) and family caregivers during the tilag. The primary aim of this study was
to evaluate the effect of the Thai ADC programsR@D on caregiver outcomes (burden,
depression, health status, social support, andtgoélife) between baseline and after using
ADC for one and three months. The second aim o$tihey was to explore the caregivers’
experiences of how ADC has helped the PWD and Yagaitegivers and how their life has
changed. An exploratory prospective study withnglsl group repeated-measures design and
two main open-ended questions was employed.

Sixteen caregivers were recruitedhftavo ADC sites including Somdet Chaophaya
Institute of Psychiatry and Chiangmai Neurologidakpital. Caregiver outcomes were
measured with the Zarit Burden Interview (ZBI), tbenter for Epidemiologic Studies-
Depression Scale (CES-D), the Short form 12-iteailthesurvey (SF-12v2), the Sarason’s
Social Support Questionnaire (SSQ-6), and the WHIL-@REF-THAI. The General
Personal Data Survey and the Caregiver Evaluati¢b&€ (CEADC) were included. Each
participant was interviewed for approximately 45f6hutes after using ADC for 3 months.

The results of the repeated measiiESVA showed that only mean physical
component scores (PCS) of the SF-12v2 and mearncahgemain scores on the WHO
QOL-BREF-THAI were significantly higher than baseliafter using ADC for one and three
months. Interviews with sixteen participants weudia-recorded, transcribed verbatim in
Thai, and back-translated. Seven main categorastherged from content analysis of the

interview data included: “Requiring medical care fjersons with dementia”, “Challenges for



family caregivers”, “Seeking help, access to AD®xpectations for ADC”, “Perception of

benefits and effects of ADC”, and “ADC in the fudur

ADC improved caregiver-reported healtter using ADC. This study verified the
use of Smith’s Model of Caregiving Effectivenessl@mentia care including efficient use of
ADC as an external resource for caregivers. Thdirfigs of this study should be interpreted

with caution due to the limitations of the study.

Key Words:adultday care, dementia, caregiver, burden, depredseatth status,

social support, quality of life
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Chapter One
Introduction
The global population of the elgés increasing in many countries around the

world (U.S. Census Bureau, 2005). In 2006, the [admn aged 60 years old and above in
Thailand was approximately 6.5 million or 11% o tiotal population (Foundation of Thai
Gerontology Research and Development Institute () GR07). Thailand’s national
primary health care policy promotes the concepetitcare and the community-centered
system (Vithayachockitikhun, 2006). Moreover, ttatial Thai culture is steeped in filial
piety and moral obligation. Caring for aging paseistiooked upon as a source of pride
representing gratefulness for parents rather tHaurden (Gadudom, 2004). Families are
the primary source for old age care and suppore uhealth care policy and family
cultures, family caregivers are assumed to be élekbibne of long-term care providing an
essential source of care.

Dementia is a major cause of cognitive impairmermider adults (Gavrilova, Ferri,
Mikhayloval, Sokolova, Banerjee, & Prince, 2008thAugh the prevalence of dementia
varies between developed countries and develomugtdes, the prevalence of dementia
tends to increase in all countries with age (Kalavloestre, Arizaga, Friedland, Galasko,
Hall, Luchsinger, Oqunniyi, Perry, Potoknik, Prin&ewart, Wimo, Zhang, Antuono,
2008). The prevalence of dementia in the UnitedeStevas approximately 14% among
individuals aged 70 and older and strongly coreglatith older age and fewer years of
education (Plassman, Langa, Fisher, Heeringa, \@é&tedal, Burke, Hurd, Potter,
Rodgers, Steffens, Willis, & Wallace, 2007). A poays study in Thailand found that the
prevalence of dementia was 1.8% and strongly aigélwith older age, female gender,

and lower education (Phanthumchinda, Jitapunktthi&8morn, Bannag, & Ebrahim,
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1991). In 2001, the mean age adjusted prevaleniteads for dementia among people
aged 60 years and older living in Thailand was 3(K#aria et al., 2008). The number of
Thai persons with dementia is predicted to incred€®% by the year 2020 and 325% by
2040 whereas in North America dementia will ince2ed8% and 172% for the same time
period (Access Economics, 2006).

Persons diagnosed with dementia (PWD) oftesgmtewith mild to severe short
and long-term memory loss, thinking and judgmeficds, altered sleep patterns,
incontinence, wandering, apathy, agitation, moatudbances, personality changes, and
other problematic behaviors (Papastavrou, KalokeriPapacostas, Tsangari, & Sourtzi,
2007). These problems require care from familgnfds, and other social services. Family
members unavoidably become primary caregivers 8barae responsibility for taking
care of relatives or friends with disabilities aine. Previous studies in western countries
have reported that family caregivers of PWD sufifem physical health decline,
psychological morbidity, and poor quality of lif€gnnell, Janevic, & Gallant, 2001,
Clyburn, Stones, & Hadjistavropoulos, 2000). Communtal health problems include
higher levels of perceived burden, depressionsstranxiety, grief and loss, guilt and
shame, hostility, lower self-esteem, frustratioeawness, and loneliness (Razani, Kakos,
Orieta-Barbarbalace, Wong, Casas, Lu, Alessi, &pgbson, 2007; Smith, Murray,
Banerjee, Foley, Cook, Lamping, Prince, Harwoodjihe& Man, 2005; Bond, Clark, &
Davies, 2003; Gallant & Connell, 1997).

Adult day care (ADC) is currently recognizedasisimportant supportive
intervention for dementia patients and family caregs in the day time. Adult day care
programs complement community-based services siobsaite care, educational

programs, and other psychological supportive progréor family caregivers to relieve



stress and increase their knowledge and copingoddpan dealing with behavioral
problems of PWD. The services include providingessary information and arranging
appropriate care plans in order to promote the dmst for patients. Adult day care
services in Thailand have been administered onlbehgeneral hospitals to provide
special care for particular populations such asges with mental health problems, and
persons with dementia. There are only two publigpitals providing adult day care
programs for PWD in Thailand. Both of them are tedain urban areas and serve a limited
number of PWD. Adult day programs for PWD in Thadaare usually administered by
professional nurses in hospital-based day progthaitsemphasize cognitive training,
medical treatments, therapeutic activities, hemltimitoring, socialization, medical care,
and rehabilitation specific to functional and cdiy@ impairments (TGRI, 2007). Patients
using ADC services receive special interventiomsrfgoroving their cognitive functioning
and psychological well-being. Similarly, caregivefWD who attend day care are
expected to experience reduced stress, to relax\idrile, to get mental support, and to get
essential information to provide the best careaftoved one. Therefore, ADC should
reduce caregiver burden and depression and enhaatigy of life for family caregivers.
Studies that evaluate the effectigsred ADC are necessary as a basis for
determining best practices and to shape healthpdiey. Determining the level of
effectiveness is an essential process that willigeoboth formative and summative
evaluation for stakeholders to know whether the Aid@gram is beneficial and why
(McDavid, & Hawthorn, 2006). The findings will reftt the level of success of the
organizations in improving health outcomes andgidye needed to achieve desired
organizational goals. Most studies reporting evodeof positive effects of ADC programs

have been conducted in North America (Mason, Welgth®pilsbury, Arksey, Golder,
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Adamson, Drummond, & Glendinning, 2007). ADC hasrbeonceptualized as a respite
care model with potential benefits in the improveina client function, caregiver
adaptation, delayed institutionalization, and afftctiveness (Gaugler, & Zarit, 2001,
Zarit, Gaugler, & Jarrott, 1999). Effects were gatig small and no reliable evidence was
found that respite day care can delay entry talesgial care (Mason et al., 2007) whereas
most studies reported high levels of caregivestattion.

The effect of ADC services in Thadamay differ from western countries
because of variations in their administrative systeMost western developed countries
provide specific health services and interventioogpams for patients and their caregivers
in order to decrease mortality rate, reduce casgdurden, and improve quality of life for
the PWD and their family. Choices are nursing haare, respite care, assisted living, and
day care services. Conversely, there are raresimyihomes, day care services, and
special clinics for PWD in many eastern develogiagntries, such as Thailand, India, and
Russia (Graff, Vernooij-Dassen, Thijssen, Dekkevetdagels, & OldeRikkert, 2007).
Variations in service delivery at programmatic amdividual levels also exist. For
example, ADC programs in the United States haveiged various therapeutic programs
for both PWD and their caregivers, while ADC progsain Thailand focuses on cognitive
rehabilitation and social therapeutics for only R&D. The PWD may also choose to
attend only some of the programs offered based®in preference. Lastly, filial piety and
moral obligation in taking care of aging parentsyratiect caregiver outcomes. In fact,
outcomes of ADC programs can be measured as boemp@ WD) outcomes and
caregiver outcomes. Since the effects of ADC ses/for PWD in Thailand on family
caregivers have not been evaluated, this studgaded to assess the impact of the current

ADC based on family caregiver’s perspectives. Tlogeg the main purpose of this study is



to evaluate the effectiveness of adult day progriomBWD on caregiver outcomes
especially in increasing quality of life, reducibgrden, decreasing depression, and
improving general health status and social support.

Caregivers’ quality of life is thenfidly caregiver’s experiences in caring for the
PWD at home. Some studies rely on caregiver buadeindepression as the key indicators
of caregiver’s quality of life (Belle, Burgio, BusnCoon, Czaja, Gallagher-Thompson,
Gitlin, Klinger, Koepke, Lee, Martindale-Adams, Nals, Schulz, Stahl, Stevens, Winter,
& Zhang, 2006). However, quality of life is a mdithensional concept that has been
defined and applied in a variety of ways (Brod w&ted, Sands, & Walton, 1999).
Moreover, quality of life of family caregivers of#D may differ among countries because
quality of life depends on individual perceptioosltural values, and environmental
events. Numerous studies have also reported tfexatites in the perception of
psychological well-being (Losada, Shurgot, Knigligrquez, Montorio, Izal, & Ruiz,

2006; Shurgot & Knight, 2005; Covinsky, NewcomesxFWood, Sands, Dane, & Yaffe,
2003) and social well-being (Shurgot & Knight, 2D0% dementia family caregivers
across ethnic groups. These findings may be dtleetéact that cultural differences affect
an individual’'s ways of thinking, filial obligati@) coping styles, and the concept of
independence (Losada et al., 2006).

Determining the effects of servicedmdividuals is a complex process that
includes many variables. Even though there are musestudies identifying factors that
influence select caregiver outcomes, the findimgsnat consistent. Previous studies in
western countries have reported that family caergiof PWD are at an increased risk for
psychological distress including burden and deprag$apastavrou et al., 2007; Razani et

al., 2007; Shua-Haim, Haim, Shi, Kuo, & Smith, 2pMNevertheless, levels of



psychological distress vary due to ethic backgroii®ath, Ackerman, Okonkwo, &
Burgio, 2008; Losada et al., 2006; Convinsky et2003; Adams, Aranda, Kemp,Takagi,
2002), gender and family income (Campbell, Wrighyebode, Job, Crome, Bentham,
Jones, & Lendon, 2008; Huang, Musil, Zauszniew&Riyykle, 2006; Convinsky et al.,
2003), caregiver-patient relationship (Coen, O'Boyloakley, & Lawlor, 2002), level of
social support (Huang et al., 2008; Hayslip, HarA&erson, 2008), and severity of
dementia (Huang et al. 2008). The levels of buaehdepression also depend on physical
health problems of both the PWD and their caredi8ehulz, & Sherwood, 2008;
Gavrilova et al., 2008; Gallant,& Connell, 1997fararegivers’ perception of overload or
a lack of social support (Hayslip, Han, & Andersa@08; Huang et al. 2008; Kim, Knight,
& Longmire, 2007). A previous study also found thagher caregiver burden was related
to lower level of caregiver quality of life, moréysical and cognitive impairment, more
behavior problems, less adequate informal soc@ban, less time for self, and more
financial constraints (Coen, Boyle, Coakley, & Lawl2002). Behavior problems have
been found to be the strongest source of psychadbdistress for dementia caregivers
(Pinquart, & Sorensen, 2003).

Understanding individual experienceseal situations, their expectations and
unmet needs will bring about significant informatimr process improvement and the
development of best practices by providers. Ibasdifficult to measure overall aspects of
quality of life with some quantitative instrument$erefore, two main open-ended
guestions were added to provide qualitative infaiomato supplement the quantitative
study data. This approach will provide pragmatimpeehensive evidence useful for
providing insights in overall aspects of qualitylitd, unmet needs and expectation in

ADC and other health care services for PWD.



Statement of the Problem

Since most PWD are cared for at hamamy more of those caregivers will face
the unique challenges posed by the dementia af fdreily members. Thai family
caregivers who take care of the elderly with cageitmpairment experience more burden
than those who take care of the elderly with pHgsgiical problems but no cognitive
impairment (Gadudom, 2004). Due to changes in fastilictures and increasing
prevalence of nuclear families, adoption of moddestyles by younger persons, social
pressure, and financial problems, both women anuin@easingly work outside the
home. Family caregivers of PWD suffer with depr@ssiphysical health decline, less
adequate social support, less time for self, armat goality of life (Coen, Boyle, Coakley,
& Lawlor, 2002; Thomas, Lalloue, Preux, Hazif-ThanRariel, Inscale, Belmin, &
Clement, 2006). Therefore, more families rely oppsartive services from communities
for care of family members with dementia to maimtiiem at home.

ADC for PWD should be an effectiw\sce that helps families to reduce burden
and depression, and improve health, social sugpattheir quality of life. ADC programs
in western countries have proven effective in r@ayicaregiver burden and depression
and enhancing quality of life of both clients aadily caregivers (Zarit, Stephens,
Townsend, & Greene, 1998). The effect of ADC sawim Thailand is unknown and may
differ from western countries. Only two public hatare institutions in Thailand have
offered day care services for PWD and there argtuies evaluating their effectiveness

from the perspective of Thai family caregivers.



Purpose of the Study
This was an exploratory prospectivelg with a single group repeated-measures
design and additional qualitative questions. Theg@ry aim of this study was to evaluate
the effect of the current ADC programs for PWD imailand on caregiver outcomes
(burden, depression, health status, social supgadtquality of life). The second aim of
the study was to explore the caregivers’ experie¢dow ADC has helped the clients

and family caregivers and how their life has chahge

Theoretical Framework

This study is guided by the concepfitzanework of Smith's Model of Caregiving
Effectiveness (Smith, 1994), a midrange theory.tBsmmodel of caregiving effectiveness
posits that caregiving effectiveness is the outcofedficient use of resources and is
influenced by caregiving context and adaptatiortexrvariables (Smith, Pace, Kochinda,
Kleinbeck, Koehler, & Popkess-Vawter, 2002). Thaaaptual framework (Figure 1) is
used to guide the study and the evaluation of ABgg@ams on caregiver outcomes of
Thai family caregivers of PWD.

For the proposed study, a caregiweleffined as the family member who is the
primary caregiver responsible for a PWD. The catiagi effectiveness outcome is defined
as positive consequences of effective use of ressyin the original model) or effective
use of ADC in this study that result in optimalegivers' quality of life. Adaptive context
variables are defined as transitional outcomeb®geffective use of ADC services that
include caregiver health status (general healthd@mpidession), family adaptation (social
support), and reaction to caregiving (caregivedbuaj. Caregiving context variables

include ADC use (frequency of service use and rekesite) and caregiver characteristics.



ADC is recognized by stakeholders as a therapeugcvention for PWD at the ADC
center in the day time (Smith, 2008). The effectige of adult day services will reduce
caregiver burden, decrease caregiver depressi@noua caregiver general health status,
increase caregiver social support, and enhancegiearejuality of life. Caregiver social
support is defined as the caregivers’ percepticavaflable social support and caregiver
satisfaction with these support and adult day sergrograms. Caregiver characteristics
(gender, family income, caregiver-patient relattipsand severity of dementia) influence
caregiver health status (caregiver general healthcaregiver depression), family
adaptation (caregiver social support), and reasttorcaregiving (caregiver burden), and

may influence frequency of ADC use (Smith et €02).

Caregiving Context Adaptive Context Caregiving Effectiveness
(Transitional Outcomes) (Effectiveness Outcome)

\ 4

Caregiver Health Status:
-General HealthSF-12v2
-Depression €ES-D

Adult Day Care Uses:

-Frequency of Service Uses

A Family adaptation:

v - Social Support -
SSQ-6 & CEADC

Caregiver Quality of life

\ 4

Caregiving Characteristics: - WHO QOL-BREF
-Gender
-Family income
-Caregiver-Patient Reactions to caregiving:
Relationship - Caregiver Burden ZBI

-Severity of dementia

Figure 1. Model of Caregiving Effectiveness. Adapted fromaf€giving Effectiveness:
Evolution of a Nursing Model for Home Care” by C&nith, K. Pace, C. Kochinda, S.V.M.
Kleinbeck, J. Koehler, & S. Popkess-Vawter, 208@yances in Nursing Science,, p552.

<«—> Proposed reciprocal relatiopsietween concepts,
<----» Inconsistent relationship betweoncepts
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The key concepts in this study aregaer outcomes that include caregiver burden,
caregiver depression, caregiver general healthsstaaregiver social support, and caregiver
quality of life. Caregiver burden will be measuil®dthe Zarit Burden Interview (ZBI) Thai
version. Caregiver depression will be measuredbyEpidemiologic Studies Depression
Scale (CES-D) Thai version. Caregiver general hesttitus will be measured by the Short
form 12-item health survey (SF-12v2) Thai versiGaregiver social support is measured by
the Sarason’s Social Support Questionnaire (SS{éi version and the Caregiver
Evaluation of Adult Day Care (CEADC). Caregiver lijyeof life will be measured by the

WHO QOL-BREF-THAL.

Research Questions
The purpose of this study is to answer the folt@ywiesearch questions:
1. Do caregivers of PWD who attended ADC have loweden, lower depression, better
health, higher social support, and higher qualityfe after one month and three months
compared to baseline?

2. How does ADC affect the caregiver’s life?

Definitions of Terms
The following terms are defined foiststudy:
Careqives defined as the person who is the primary caezgr the person who is
most involved in assisting the PWD with activitefdaily living such as feeding, toileting,
bathing, dressing, transferring, ambulating anthtaknedication at home.

Careqiver burdes defined as the extent to which caregivdrBWD perceive that

their physical health, emotional health, socia,l&nd financial status suffer as a result of
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caring. Caregiver burden can be conceptualizedtlzer essubjective burden or objective
burden. Subjective burden is the perceived hardsipstrain of caregiving that manifests
itself in attitudes and or emotional responsesiéocaregiving role. Objective burden is the
hardship and strain of caregiving that is measerabterms of the time involved in the
physical care of the care recipient, the changatsabcur in other roles due to caregiving, and
the disruption that the caregiving responsibilitasise the caregiver, their family, and their
household (Hoenig & Hamilton, 1966). Caregiver lamrdh this study will be measured by
the Zarit Burden Interview -Thai version (ZBl).

Careqiver depressimndefined as a syndrome of emotional disordess/omptoms

of affected mood and behavioral manifestations é3Haim, Haim, Shi, Kuo, & Smith,

2001) of caregivers of PWD. Depressive symptomkidea state of sadness, inadequacy in
response to stress that consists of feelings plésdness, or decreased self-esteem and
mastery of care (Beck, 1973). Caregiver depresssults from a complex interplay of
mediated factors that includes characteristicdienhts and caregivers and cultural factors
such as ethnicity (Covinsky et al., 2003). Caregdapression will be measured by the Thai
version of Epidemiologic Studies-Depression Sc@IES-D) in this study.

Caregiver general health stasudefined in terms of the perception of caregver

about their physical and mental health. This stwdliyuse the new version of the Medical
Outcome Study Short form 12 item health survey {3%2) Thai version that is a practical,
reliable, and valid generic measure for measumumgtional health and well being
(QualityMetric, 2009).

Caregiver social supp@tdefined as the caregivers’ perception of abélgocial

support and caregiver satisfaction with availablea support and adult day service

programs. The caregivers’ perception of availabldad support and caregiver satisfaction
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with available social support will be assesse&hgason’s Social Support Questionnaire
(SSQ-6; Sarason, Sarason, Shearin, & Pierce, 188Wlated in Thai language and caregiver
satisfaction with adult day service programs is sneed by Caregiver Evaluation of Adult

Day Care (CEADC) in Thai language.

Careqiver quality of lifis defined as the perception and interpretatiotnef

caregiver regarding his/her life toward holisticliaeing, his/her goals, expectations,
standards, and concerns. Caregivers perceivegbsitions regarding physical and
psychological health, social relationships, andremment which directly and formally
incorporate the culture and value systems in whakhe lives. This study will apply WHO
QOL-BREF-THAI for measuring caregiver quality dielibecause the instrument is a national
standardized questionnaire which is useful to assleanges of quality of life scores over
time.

_Genderefers to the biological differences whether theegiver is male or female.

Family incomes defined as total monetary earnings per montthi® whole family

of the caregiver. Family income includes two categgo less than 30,000 baht
(approximately $1,000) and 30,000 baht or higher.

Careqgiver-patient relationshgders to the family and social role relationship

between caregiver and the PWD. For this studygreee patient relationship will be divided
into spouse, children, and others.

Severity of dementim defined as the level of cognitive impairmend &mnctional

disability of PWD. Cognitive impairment will be a&ssed by Mini-Mental State Examination
(MMSE). Functional disability will be reported blye caregiver on the Bristol Activities of

Daily Living Scale (BADLS).
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Frequency of service usealefined as the average number of hours per week

ADC service use. Frequency of service use willdmorted in two categories: 16 hours per

week or less and more than sixteen hours per week.

Assumptions

The following assumptions are heldtfos study and used in data interpretation.
These assumptions are adapted from theoreticaingguns of the Smith's Model of
Caregiving Effectiveness (Smith, Pace, Kochind&jideck, Koehler, & Popkess-Vawter,
2002).
1. Caregiving effectiveness (effectiveness outcQmesilts from efficient use of adult day
services and is influenced by caregiving contextt aaptation context variables.
2. Caregiver characteristics (gender, family incpoaeegiver-patient relationship, and
severity of dementia) influence adaptation contexiables, but may influence frequency of
ADC use or may not.
3. Caregiver burden, caregiver depression, caregaeeral health status, and caregiver
social support are transitional outcomes of ADC use
4. Effectiveness of adult day services use is tgtipe consequences of using adult day
services and caring for the PWD at home that r@suiansitional and optimal caregiver
quality of life (effectiveness outcomes).
5. It is assumed that ADC programs that have bdemrastered at both research sites are
similar in objectives, procedures, costs, qualifamaand a number of health care providers

across time.
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Significance of the Study for Nursing

ADC is an alternative health senirtéhe continuum of long-term care designed
to meet the needs of minimally impaired adults tigroan individualized plan of care and
to help families maintain loved ones in their ho®ABC programs have existed in various
forms in western countries. Generally, ADC prograras be divided into two models that
are social-based day programs and hospital-basedrdgrams. Social-based day
programs emphasize social activities and respite ataelderly care centers in comparison
to hospital-based day programs that emphasize alddé@atments and rehabilitation
specific for the older people with some health peots such as dementia.

In the United States, social aduit deograms are managed by social workers and
nurses while hospital-based day programs are mdrtageurses. Until now there are only
two public institutions that have provided ADC sees for PWD in Thailand and both are
hospital-based day programs. Nurses play an impiortée in providing direct nursing
care, general management, and collaboration witlidraciplinary team in providing
therapeutic programs, personnel training, facitignagement, and other supporting
services in dementia care services. Most programitaes and direct patient care (such as
assistance with activities of daily living (ADLg)ealth assessment, medication
management, and an individualized plan of card@€ services have been administered
and facilitated by nurses. Nurses also monitogerugne, and respond to needs of family
caregivers of PWD who are at risk for negative thealitcomes

Since nurses are responsible to peogifective care and best practices in order to
provide better outcomes, outcome assessment ahchtwa are essential parts of the
nursing process, in nursing practice and nursimgiaidtration. Evaluation of adult day

services for PWD will identify the level of succesfscurrent adult day services within the
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long-term care system. In fact, outcomes of ADQypans can be measured by both
patient outcomes and caregiver outcomes. The seftddDC for PWD in Thailand on
family caregiver’s outcomes have not yet been atalli Thus research is needed to assess
the impact of the current ADC programs in Thailahlkde main purpose of this study is to
evaluate the effects of adult day programs for P¥3elected caregiver outcomes. Such
information will be beneficial for improving qualiperformance, accreditation of current
health care services, and changing policy by doatimg ADC effects in providing
sufficient supportive interventions and increassongial resources for PWD and their
families.

Geriatric clinical nurse specialistarse practitioners and clinical nurse leaders
function in an advanced role in nursing at clinsaitings and communities. As a
profession, nurses should actively participatdnandevelopment of body of knowledge
based on evidence, empirical testing and the atibn of evidence-based practice to
improve health outcomes. Due to the complex sciancesocio-economical changes,
nurses need to collaborate with patients, famihgga&ers, multidisciplinary providers, and
other social resources in the community to impribeehealth care systems and to

maximize quality of life not only for clients bulsa for their caregivers.
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Chapter Two
Literature Review
This chapter provides a review adrkiture. The review includes the experiences
of family caregivers of older adults with dementag-term care and ADC in the United

States, and long-term care and ADC in Thailand.

Experiences of Family Caregivers of Persons with Deentia

Dementia is a major cause of cogeitmpairment in older adults (Gavrilova et
al., 2008). PWDs often present with mild to sewsrert and long-term memory loss,
thinking and judgment deficits, altered sleep patigincontinence, wandering, apathy,
agitation, mood disturbances, personality charaes ,other problematic behaviors.
Family members unavoidably become primary caregiwdro assume more responsibility
for taking care of relatives with disabilities airhe.

An abundance of literature on fantdyegivers of PWD primarily focuses on the
experience of stress, burden, depression, griefaasi and psychological distress.
However, a few studies have examined the conseqaaicaring for PWD at home from
a more holistic perspective. This chapter will esvithe previous studies on the
experiences of family caregivers particularly aoasequence of caring a PWD and the

effect of caregiving on their quality of life.

Concept of Quality of Life
Quality of life has been recognizedigivotal health outcome of health care

services for PWD and their caregivers. However|ityuaf life is a multidimensional
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concept that has been defined and applied in atyast ways (Brod, Steward, Sands, &
Walton, 1999).

The World Health Organization (19€@fines quality of life as the individual's
perception of their physical health, psychologluadlth, level of independence, social
relationships, personal beliefs, and relationship environmental events. This perception
depends on the context of culture and value systeth® individual lives and in relation
to his/her goals, expectations, standards and cesicEhis concept goes beyond the
presence or absence of illness (Thomas et al, 20U6)epresents a global
conceptualization for the general population.

Tang, Aaronson, & Forbes (2004) adytinait quality of life could be
conceptualized in two ways: global quality of l&ad health-related quality of life. Global
quality of life is defined as an individual’s subtfe well-being or life satisfaction on the
main domains of physical, psychological, social aristential well-being. On the other
hand, health-related quality of life is a more feed concept related to the impact of iliness
or specific medical interventions on a person’sgitsl, psychological, and social
functioning. Pain, energy, independence, envirorard spirituality have all also been
included in health-related quality of life (Smithat., 2005).

Brod and her colleague (1999) stéted quality of life should consist of both
subjective and objective domains especially in Pi¢Dause subjective states can be
difficult to measure in dementia patients but canriferred through knowledge of things
about person, external circumstances, observabkvi@s or more objective domains.
The subjective domains consist of sense of weltdpeaesthetics, and overall quality of
life that can be measured directly from a self-regmbquestionnaire such as Dementia

Quality of Life Instrument (DQoL; Brod, Stewart, &, & Walton, 1999). The objective
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domains consist of physical functioning, daily aitkes, mobility, discretionary activities,
social interaction, interaction capacity, and bpgikell-being that can be measured by
available proxy measures. They argue that the gauakzation of quality of life in
dementia should be disease specific so that itrdfanthe impact of dementia related to
cognitive, behavioral, and social changes acconipgrdisease progression. However,
DQol based on a disease specific conceptualizhasrbeen applied for assessing quality
of life in PWD, but not for caregivers.

Thomas and colleague (2006) statatidaregivers’ quality of life is related to
patients’ quality of life. Caregivers of PWDs mag éxposed to their own health problems,
depression, and burden. Quality of life in careggva® PWD is the perception of
caregivers related to the difficulties in dealinghndementia patients at home. It consists
of four main domains that include difficulties geaied by the patient, relationship with
the environment, psychological perception of tiieation, and perception of a possible
distress that can be measured using the caregiyealgy of life scale.

Quiality of life as defined by WHO Hasen widely used in numerous caregiver
studies around the world; though, it was not speadlfy designed for caregivers of PWD.
These studies found that quality of life of famtlgregivers of PWD may differ among
countries because the level of quality of life degseon individual perception, their
cultural values, and environmental factors. Numsrstudies have also reported
differences in the perception of psychological vieing (Losada et al., 2006; Shurgot &
Knight, 2005; Covinsky et al., 2003) and social vibging (Shurgot & Knight, 2005) of
family caregivers of PWD across ethnic groups. Théy be due to the fact that cultural
differences affect individual’'s ways of thinkingymilism norms or filial obligations,

coping styles, and the concept of independenceaflast al., 2006). For example, White
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caregivers listed children as primary emotionapbed more often than African Americans
whereas African Americans listed friends as maiotnal helpers more often than White
persons (Shurgot, & Knight, 2005).

Health care services and other satipports also differ among countries. Most
western developed countries provide specific hesdthiices and intervention programs for
patients and their caregivers to reduce caregivetdn and increase their quality of life.
Choices are nursing home care, respite care, eddiging, and day care services.
Conversely, there are rarely nursing homes, dag/ sanvices, and special clinics for older
adults with Alzheimer’s and related dementia in yndaveloping eastern countries, such
as Thailand, India, and Russia (Graff, Vernooij-&as Thijssen, Dekker, Hoefnagels, &
OldeRikkert, 2007).

The conceptualization of quality ib¢ lvaries based on the operational definition
and specific purposes of the researchers. For deapnd and colleague (2003)
evaluated quality of life of dementia caregiversgamms of health status, psychological
well being and activity participation. Belle andleagues (2006) examined quality of life
of dementia caregivers with respect to caregivedén, self-care, social support, and
PWD problem behaviors. In addition, Perren, Schi&itlyettstein (2006) assessed
caregivers’ subjective well-being by interviewingregivers regarding emotional well-
being and life satisfaction.

Therefore, caregivers’ quality okliias usually measured well-being by using a
self-reported questionnaire or interviewing caregivthat represents positive and negative
consequences of caring a PWD. Another outcome whkichmmonly used to evaluate the
impact of caring for PWD and the effectivenessntéiiventions for the PWD and their

caregiver is “caregiver burden.”
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Differentiation between Caregiver Quality of Life and Caregiver Burden

A common consequence in studies mdgigers’ quality of life has been to assess
their experiences in relation to caregiver burddre conceptual definition of caregiver
burden and caregiver quality of life is differentthat caregiver burden represents
caregiver strain and negative consequences ofwd@eeas quality of life represents
positive and negative global well-being or healificomes. The term caregiver burden is
widely used to refer to a multidimensional negategponse of stress and coping to
physical, psychological, emotional, social, andfiaial stressors of caregivers (Kasuya,
Polgar-Bailey, & Takeuchi, 2000). Burden occurs wharegivers perceive the pressure or
strain due to caring for a person with dementiaw@hédn caregiver’'s coping responses and
supports are inadequate. In fact, some studiegdrdpat caring for PWD may bring about
pride, mastery, or positive affections in caringtfte loved one as well as negative
consequences at the same time.

Some studies included caregiver bumated depression as key indicators of
caregiver’s quality of life (Belle et al., 2006).ady studies found that caregiver quality of
life was affected by caregiver burden, caregiveithe and psychosocial support
(lecovich, 2008, Hsu, 2006, Glozman, 2004, Spurl@€K5). A previous study also
supported that higher caregiver burden was relatémver levels of caregiver quality of
life, more physical and cognitive impairment, mbshavior problems, less adequate
informal social support, less time for self, andrenfinancial constraints (Coen, Boyle,
Coakley, & Lawlor, 2002). Behavior problems of PWiiBve been found to be the
strongest source of psychological distress fodémaentia caregivers (Pinquart, &

Sorensen, 2003).
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Gavrilova and colleague (2008) evaddan education program for family
caregivers. They found that caregiver burden wgisifstantly decreased after the
intervention but that caregiver quality of life wagt significantly increased. Caregiver
burden seemed to be a more sensitive outcome nestlisur quality of life. These findings
may depend on the effect of the intervention ardinktrument applied. The intervention
may be more tractable to assist caregivers in gopith stressors than reducing
psychological morbidity. Otherwise, the measuregudlity of life may be too broad to
capture some deficits.

George and Gwyther (1986) studiednigact of caregiving upon family
caregivers of demented adults. They argued thagoasr burden focuses on the
characteristics of the caregiving situation andrésmurces available to the caregiver,
rather than the conditions of the PWD. They irdibgpl caregiver burden as a dimension of
well-being in order to overcome other confounditrgssors and outcomes which might
not directly relate to caregiving responsibilittas that are affected by the presumed
stressor and its outcomes. The information wasigeovabout the dimension-specific
prevalence of caregiver burden and general pidbrelative well-being. In addition, the
information was comparable with relevant comparssgroups and useful to establish
population norms. However, this well-being measuas not sensitive to illness duration
within all the dimensions of well being.

Therefore, caregiver burden is awiseflicator to identify caregivers’ coping
problems and levels of needs to help support daaptation and achieve their well-being.
However, caregiver quality of life is useful to pide a whole picture of overall well-being
in both positive and negative consequences and hadistic perspective than caregiver

burden.
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Quality of Life of Caregivers of Persons with Demetia
According to the health care literafuguality of life is widely used to reflect the
experiences of caregivers of PWD. Quality of lifecaregivers of PWD will be reviewed

as well as physical health, mental health, socippert, and characteristics of caregivers.

Physical health.

Caregivers of PWD reported greateele of physical burden or physical
disability than caregivers of persons with diabeted caregivers of cognitively intact frail
elderly (Gavrilova et al., 2008). Moreover, caregs/of a family member with PWD are
more likely to experience fair to poor health, &vé high levels of stress hormones,
reduced immune function, slow wound healing, nestvgnosed hypertension, and
coronary heart disease (Alzheimer’'s Associatiol®080

Factors linked to the caregiver'sgitgl health include the care recipient's
behavior problems, physical and cognitive impairtnand functional disabilities, the
caregiver’s age, gender, psychological distresscaee, and duration and amount of care
provided. Caregivers who provide assistance withcoactivities of daily living (ADLS)
may neglect their own health by eating non-hedittwgl and failing to sleep adequately
(Schulz, & Sherwood, 2008). Some caregivers redarter eating, abuse of prescribed
medications and alcohol, increased smoking, arttessssleep (Gallant, & Connell, 1997).

Therefore, caring for PWD is an independent rigitdafor morbidity and mortality.

Mental health.
Many studies report that family cavegs experience increased burden and are at

risk for psychological morbidity. Common mental hlegroblems include higher levels of
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burden, depression, stress, anxiety, grief and tnsk and shame, hostility, lower self-
esteem, frustration, weariness, and lonelinessgiita al., 2007; Smith, et.al., 2005;
Bond, Clark, & Davies, 2003; Gallant & Connell, 199Several studies supported that
caregivers of PWD who were highly burdened alsaletdd depressive symptoms
(Papastavrou et al., 2007). In addition, caregiwérs institutionalized their relative
reported that they experienced depressive sympamagnxiety as high as in-home
caregivers (Schulz, Belle et al., 2004). A quaklastudy reported that some caregivers
had positive feelings such as contentment and happiwith their care of PWD (Smith et
al., 2005).

The level of burden and depressiay Based on many influencing factors such
as health problems of both recipients and caregjiaed perception of overload or a lack of
social support (Hayslop, Han, & Anderson, 200&),3rno, Shea, Femia, Zarit, &
Stephens, 2007; Kim, Knight, & Longmire, 2007) Ady of Alzheimer caregivers found
that patient’s depression status, functional leaet] hallucination status were predictors of
caregiver depression (Shua-Haim, Haim, Shi, & K2@f)1). More severe patient
symptoms and longer duration of disease were ageocwith greater patient and
caregiver depression due to the greater impactmgover schedules and reduced
caregiver social functioning (Kurtz, Kurtz, GivelaGiven, 2004; Glozman, 2004).
Consistently, caregivers of patients who requiregsistance with two or more ADLS, spent
more time for care, and cared for patients withavedral disorders, particularly angry or
aggressive behavior, were also more depressedr{€lgvet al., 2003). Conversely, some
studies found that the amount and duration of gaen did not predict caregivers’

satisfaction (Perren, Schmid, & Wettsten, 2006)tddaoto and colleague (2007)
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suggested that caregiver burden and depressionassoeiated with some symptoms of
dementia but did not always depend on the frequandyseverity of these symptoms.

Apathy, aggressive or threateningavedrs, dangerous behaviors, attachment
behaviors, and depressive symptoms were the maorary and behavior problems of
dementia care recipients that were related to caegurden and depression. Memory
problems and communication problems were relategtegiver burden, but not to
depression (Papastavrou et al., 2007). Functaisability in the PWD may lead to

anxiety and hostility in the caregiver more thapréssion (Razani et al., 2007).

Social support.

Social support has been used asaart determinant of coping capability and
caregivers’ well-being, such as burden and depressimptoms (Perren, Schmid, &
Wettstein, 2006). Caregivers who perceive high-t@aes, inadequate self-capacity to
function in daily life, and a lack of support tetadhave reduced satisfaction and increased
burden and depression compared to those with atkegoeial support (Hayslop, Han, &
Anderson, 2008; Simonetti, & Ferreira, 2008).

Moreover, perceived social suppod social support satisfaction have been
found to mediate caregiver burden and depressemoyich, 2008; Hsu, 2006; Glozman,
2004; Spurlock, 2005). Several reviews and metdysischave shown that intervention
strategies such as caregiver support groups, pssdbcational, and psychotherapeutic
intervention have been successfully implementesuipport PWD caregivers (Perren,
Schmid, & Wettsten, 2006; Etters, Goodall, & Hayns2008; Brodaty, Green, &

Koschera, 2003).
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The relationship between a patiewt lais/her caregiver is also a critical factor
influencing caregiver quality of life. Spouses whtegrated the role of caregiver
positively within the relationship with their sp@ugerceived greater well-being (Lewis,
Hepburnm, Narayan, & Kirk, 2005). RelationshipsiAmn patient and caregivers may
influence the perception of social support, affatsito care, and the satisfaction of
caregiving. Glozman (2004) also supported thatgraees’ quality of life could be
affected by family relationship, coping strategiasd length of marriage.

The concept of relational deprivati@s been used to examine quality of the
relationship between a caregiver and a care retigieough the dementia process (Adams,
McClendon, & Smyth, 2008). A study found that paayeality relationship was directly
related to caregiver depression and role capacawi(ence, Tennstedt & Assman (1998).
Caregivers also felt loss and grief including logsocial interaction, loss of control over
life events, and loss of well-being (Loos, & Bovl®97). A recent study provided evidence
that family members often felt the loss of reciptyof the relationship such as affection,
care, transportation support, household tasksfinadcial responsibilities during disease

progresses from early stage to an advanced stagaiiRet al., 2007).

Characteristics of caregivers.

Caregiver quality of life also be@fated to certain personal characteristics of
caregivers such as gender, age, education, indameéy position, and ethnicity of the
caregiver (Glozman, 2004; Covinsky et.al., 2003n@l et al., 2001). Women caregivers
experienced greater loss of intimate exchange @lecorerload than men. Moreover,
women caregivers tended to have higher burden ighehdepression than men especially

in suffering from relational deprivation burden dadk of social support (Papastavrou et
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al., 2007; Gallicchio, Siddiqi, Langenberg, & Bawsmgen, 2002; Thomson, Lewis,
Murphy, Hale, Blackwell, Acton, Clough, Patrick,Bonner, 2004). Several studies found
that caregivers with PWD had financial problemsd@doyle, Coakley, & Lawlor, 2002)
and tended to have low quality of life particulairyolder caregivers with less education
(Glozman, 2004).

Ethnic identity was a factor influemg differences of coping style and cultural
values. Cultural values shape one’s perceptiofignoilial responsibilities (Etters, &
Harrison, 2008) especially in Asian cultures (Kiahin, Jeong, Gormley, & Yoon, 2002)
and African cultures (McCallum, Longmire, & Knigl&Q07) that possess a greater sense
of responsibility to care for elderly family memi&im et al., 2002).

Spouses were more susceptible tmpalsand interpersonal losses than other
relatives were (Adams, McClendon, & Smyth, 2008ktédy in Ireland found that
daughters had higher burden than other kinshippgrdGoen, O'Boyle, Coakley, &
Lawlor, 2002). However, some studies found no siggmt differences in caregiver burden
between spouses and adult children (Chumbler, Gr@ody, & Beck, 2003). That may be
due to cultural factors that shape individual’'sgegtions of familial responsibilities and
thus also influence the perception of caregivedenr(Etters, Goodall, & Harrison, 2008).
A previous study found that ethnicity was not dikgcelated to familism after controlling
for education (Kim, Knight, & Longmire, 2007). Tledore, education might be a
moderator in the relationship between familism eakgiver outcomes.

The effectiveness of an intervenpooagram may differ among different ethnic
groups. Belle and her colleague (2006) studiecktffeetiveness of an intervention
program (the Resources Enhancing Alzheimer’s Ceeediealth 1I: REACH II) and

found different improvement of quality of life angudifferent ethnic or racial caregiver
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groups. They found no overall clinically signifi¢daaffects for African-American
caregivers, but showed significant improvementualiy of life in Hispanic or Latino and
White or Caucasian caregivers. Other previous studliso supported that African-
American caregivers were less likely to experiemaalen and depression (Janevic, &
Connell, 2001) and poorer physical health than @béregivers because of their use of
avoidant coping strategies (Kim, Knight, & Longmig®07; Covinsky et al., 2003). In
contrast, African-American caregivers who perceigeditive support from others tended
to have lesser burden since perceived positivestippartly mediated the relationship
between ethnicity and burden (Shurgot, & KnighQ20

In summary, quality of life is a gl and national health indicator. Family
caregivers are the main source of care for PWDinGdor a family member with PWD
results in negative outcomes (such as burden, nxied depression) that influence but
are not the same as quality of life. Therefore important to address quality of life as a
distinct outcome for caregivers of PWD.

The conceptualizations of qualitylité vary based on the operational definition
and specific purposes of the researchers. Heathssand functional ability have been
studied as a determinant of quality of life as veslicaregiver burden and other
psychological distress. Social support has beed as& predictor of coping capability and
caregiving outcomes. Spiritual well-being is leemimonly measured in quantitative
studies of caregiving for PWD.

Many studies reported that caregioé@BWD experienced a decrease in several
aspects of well-being especially in psychologicallskeing. Burden and depression
become major mental health problems for caregi@edshave been the most frequently

studied consequences of caregiving. Moreover, yuallilife was affected by other factors
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including increased problematic behaviors of a P\8&¥erity of dementia, duration of
care, caregivers’ health problems, inadequate psgrial support, financial constraints,
relationship to patient, and other personal charestics of caregivers. The study of
caregiver quality of life promotes understandinghaf impact of caring for PWD and
supports the design of appropriate interventiorentvance overall quality of life for PWD

and their families.

Long-Term Care and ADC in the United States

Long-term care is a variety of seegithat includes medical and non-medical care
to people who have a chronic iliness or disabiMyrses play an important role in
providing and managing care and facilities in thragtterm care system within a
multidisciplinary health care team in both commwfiased and institutional facilities. The
long-term care delivery system in the United States Thailand are different in the
development process, health care policies, kindaailties, and service provision. Long-
term care for the elderly in the United States &hdiland were reviewed in order to
understand and compare the development, servioeedeland long-term care policies in
both countries. Long-term care in the United Statesides an example of long-term care
systems in the western countries and serves aslalfoo a comparison with the long-

term care system in Thailand, a developing count§outheast Asia.

Long-Term Care in the United States
Long-term care has improved slowly apdradically over the past 100 years.
Before the 20) century, most of the long-term care homes wereestatblished for profit or

business enterprises. Many long-term homes wenesgped by ethnic community or
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religious organizations, and public service orgatians, such as almshouses, poor houses,
poor farms, and county infirmaries to provide f@oal shelter for the elderly, orphans, and
people who were poor, lonely, frail, mentally deigated or chronically ill.

Efforts to improved custodial care and undesiraaddoons in the almshouses by
nurses started at the beginning of th® 2éntury. The growth in the number of long-term
institutions increased empirically based on incesas the aged population, public policy
and public budget. As a result of the Social Ségurct 1935, many public institutions for
the aged transformed into private institutions.réhgere several names for these private
institutions, their names, provided services, amaifjed residents were not yet clearly
defined although the number of nursing homes irsg@aramatically, the quality of
nursing home widely varied. Services provided imsdong-term care institutions were
entirely unprofessional and obviously unwholesoN public legislation and self-
regulation controlled quality of private nursingrhes until the middle of the Zaentury
(Katz, Kane, & Mezey, 1999).

Due to business competition, govemnnegulation, and professional self-
regulation, the long-term care system transforméal the long-term care industry. Long-
term care administrators required skills, expexerand administrative ability to guide
over-all operations, coordinate several functi@edegate responsibility, act as the liaison
between the board and staff, train staff to prewadre, and solve social and financial
problems of homes (Kaplan, 1959). Administratorseneecessary to collaborate with the
variety of special groups such as physicians, halspipatients and their families, health
departments, fire inspectors, insurance groupsy labions, volunteer, and other
community resources. Most institutions for the digeet out to provide holistically

individual care, appetizing food, pleasant livimgpagements, competent medical care,
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social interaction, and home environment. Goverrnimegulation of and reimbursement
for long-term care services with the enactment eflidare and Medicaid in 1966 resulted
in improved standards of care and accessibilityofder adult (Vladeck, 1999).

The aged population continues toease and have a greater prevalence of
chronic ilinesses requiring more health servicetutting long-term care, both community-
based and institutional services. According toGleasus Bureau, the number of person
aged 65 or older is estimated to be 86.7 millior20$0 (U.S. Census Bureau, 2005). In
1999, approximately 1.6 million older people weagetl for in nursing homes and the
number is projected to increase to 3 million by @Q&dministration on Aging, 1999).
Long-term care institutions were encouraged torb@afe enterprises but most still need
financial support from government funding.

Home-based care and community-based care are thiecoramon care
arrangements for older Americafeople prefer care at home and use community gsrvic
rather than staying in a nursing home (Rantz, Magekwygart-Stauffacher, 2000About
70 to 80% of noninstitutionalized older people reeeare from friends and family (U.S.
Census Bureau, 2005). Medicare-either alone or pvitrate insurance- and Medicaid are
the main financing support for the older and thsabied populations. Medicare is
sponsored by the federal government to providetihealre to older people. For long-term
care, Medicare has generally paid only for medycadicessary skilled nursing facility or
home health care, not for custodial care or supppdaily activities. Some Medicare
Advantage Plans (formerly Medicare plus Choice) widgr limited skilled nursing
facility and home care (skilled care) coveragdd tare is medically necessary. Medicaid
is funded by federal and state governments to geoliealth care to poor or uninsured

people. Another source of government funding istam} health care plans, including
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Comprehensive Health and Medical Plan for UniforrBedvices (CHAMPUS) and
Civilian Health and Medical Program of the Depanitnef Veterans Affairs
(CHAMPVA). Medicaid benefits were shaped by Medicare’s omissand the Medicaid
program covered medical costs of nursing home aagdehome care services when medical
bills exceeded a state-determined percentage ofhtyancome. There are enormous
differences in state policies for nursing home @are some conflicts between the federal

and state government.

ADC in the United States

ADC is considered a comprehensive commupéised program intended to assist
physically and mentally impaired adults and supparegivers in caring their relatives at
home. A variety of adult day programs are offetadugh local hospitals and day care
centers for promoting a continuum of care from jausite hospitalization toward long-
term care services. There is a diversity of cliersiag adult day programs such as adults
with Alzheimer's disease and other dementias, dsfme, Down syndrome, stroke, chronic
diseases, and frail older adults. The growth of ADhe United States occurred during
two periods of time, of the end of the"2€entury and at the beginning of thé"2&entury.

ADC services began in the United &tan the late 1960s. The first adult day
programs were developed in the form of day hospatabn at Cherry hospital in
Goldsboro, North Carolina under the pioneeringdiom of Lionel Cousin (Lamden,
Tynan, & Warnke, 1994). The primary purpose of dase programs was to prepare
patients for discharge by teaching and promotidgpendent living skills. The 1970s
adult day services emerged in various forms inmt@@rovide elder care assistance at the

centers without the need for institutionalizati&arly expansion of ADC was due to the
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efforts of a grass roots movement that pushedefmrgnition and funding (Lamden,
Tynan, & Warnke, 1994). The advent of title XIX a¥¥ reimbursement during the 1960s
allowed small numbers of low-income elderly to ascthe services. A major force
shaping the future adult day services was the dpweént of national standards in 1984 by
the National Institute on Adult Day Care (NIAD). &NIAD, a constituent unit of the
National Council on the Aging, also set forth guilokes for practitioners as an impetus
toward professionalism. Between 1980 and 1990ntimeber of ADC centers rapidly grew
from 1,200 to 3,000 (the National Institute on A[NMOAD), 1991) and changed from a
small unlicensed non-profit organization for prafiganizations, with a small provider
network.

In 1991, there was increasing inteaesl support for developing community-
based, long-term care options throughout the Uriitiadies. ADC centers offered a variety
of health, social, recreational, and related ses/guch as routine daily care, medical care,
group activities, assistance with finances andat@acurity and legal benefits. National
regulations were established by the National latgibn Adult Daycare, local and state
agencies on aging such as the National Councilgingfand the National Adult Day
Services Association (NADSA).

The NIAD (1991) defined ADC as “comnity-based program designed to meet
the needs of functionally impaired adults throughradividualized plan of care during part
of a day but less than 24-hour care.” (Fettig &geie 1998, p. 189). An individual plan of
care is developed under the interdisciplinary assest of nurses, social workers, staff,
and participant's preference. Day care programs haen offered through three alternative
levels of care. In level one, the client needs seawalization, supervision, supportive

services, and minimal assistance with activitiedaily living (ADLS). In level two, the
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client needs a health assessment, oversight ortonioig by a nurse, therapy services at a
functional maintenance level, and moderate assistasith one to three ADLs. Finally,
at level three, the client needs maximum assistaiiteADLs and his or her medical
condition is unstable and requires monitoring veation by a nurse (Brunk, 1996 cited
in Fettig & Riegel, 1998). These options providedogportunity not only for customers to
choose the kind of services and service providesthey need but also for nurses to
become nurse entrepreneurs.

Adult day services can be dividea ititree models based on service delivery: the
medical model, the social model, and the combinedeh The medical model centers on
providing skilled assessment, treatment, and rétatlwn goals. The social model focuses
on socialization and preventive services. The coedimodel has elements of both a
social and medical model depending on individui@ntineeds (van Beveren &
Hetherington, 1998; Dabelko & Zimmerman, 2008).

Day care programs before year 200@wased on the social model of care rather
than a medical model of care. Most of these dagnaras focused on providing daily
activities assistance, promoting social supportesgsand respite to families or caregivers
in providing care for the older adults with mininfredalth problems. Activities provided
include cognitive stimulation, physical exercisaniniscence, and socialization. ADC
clients usually attended day care 2-3 days eack fee@bout 5 hours a day. A survey
study of the Oklahoma State Health Department (L8&8d Travis with his colleague
(2001) reported that Oklahoma centers offered aduts programs using a social model of
care. Most Oklahoma centers were open 7:00 am %00 pm, Monday through Friday.
The number of patients depended on the size aféhters because the license regulations

required a minimum of 40 square feet of activigpace for each patient and patients with
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special needs required more additional space.efitars were required to have a director,
an activity director, and nursing assistants as#téngs and readiness to access health
care coordinators, social workers, case manageérdigtitians for meeting client's needs.
Most patients of Oklahoma day care centers arelée(8a%) and most lived with family
members (87%). Most of them had occasional probleitisincontinence (86%) or
significant cognitive impairments (78%) that nedagsd professional health services on-
site whereas all centers had a part-time or fuletregistered nurse or licensed practical
nurses for providing nursing care.

Moreover, the major reimbursementtfier Oklahoma centers came from the
department of Human Services (40%), and privatd$yB0%). Other sources of funding
were United Way scholarship funds, private donatjdfeterans administration, mental
health services, and local scholarship funds. Dustall centers with limited budgets and
limited staff, it was difficult to offer full sere¢ie day programs for clients with diverse
health and social needs. Although the number eftdiwho need the third level of care
(18%) were less than clients of the first (41%) #relsecond level of care (41%),
approximately a half of clients were dischargeduosing home care. The findings
suggested that the social model of day care haeditaiion in providing long-term care for
the elderly who had active health problems andireqadvanced medical interventions.

As the elderly population increasgdrdaime, a need for community-based, long-
term care options appeared to be high, howevegrteth of ADC centers did not
dramatically increase as much as assisted lividghame health care services did. The
licensure requirements appeared to be an impamndestone for the ADC business
because it created access to federal and stateafchceimbursement. Before 1995, one

half of the United States provided Medicaid waivemnsler Title IIl of the Older American
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Act, but these funds were limited and unreliablBGAprograms were not reimbursed
under Medicare. Most ADC programs relied upon faeskrvice payment and
philanthropic funding to pay their overhead cobstiig, & Riegel, 1998). The fee for
adult day programs is an out of pocket expenseillegmvho received financial support
from foundations often received monies for elderattend only once a week whereas
elders who qualified for the state Medicaid prograere eligible for the Family Care
Program that provides funds for elders to attertd/éen two and five times per week
(Bull & McShane, 2008). Most ADC centers faced emuical problems, human resources
deficits, and difficulty in providing clearly diffentiated programs of care to groups with
special needs. The majority of customers tendddt@ notable cognitive impairment or
physical functioning problems that required moremse medical care from professional
health care providers. These obstacles challergedrowth of adult day services.

ADC is currently recognized as a camity-based program intervention or
therapeutic day programs for adults who need asgistwith activities of daily living to
support their abilities to continue to live at hoarel to reduce caregivers' burden, stress,
and depression in taking care of the elderly. Aenagray of services are usually provided
including activities of daily living, therapeutictavities, social interaction, comprehensive
health assessment and monitoring, nursing servicedication management,
rehabilitation, personal care, meals, and trangport. Respite is an important part of adult
day services which are widely provided throughm@&ebased day program so that
caregivers can take a break or do anything theiyatksutside the home. Generally,
respite services can be delivered in three difftenerys: center-based day program, in-

home or domiciliary respite, and institutional iésr vacation respite. These different
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types of respite suit different caregiver and fgmieds at different points in time
(Gottlieb, & Johnson, 2000).

Today there are more than 4,000 AB@ises and centers in the United States
which usually operate during business hours duhiegveek day. The number of adult day
centers has not increased dramatically that mdgobe the problem of reimbursement.
Medicaid, not Medicare, became a primary fundingrese for the adult day programs. The
administration of ADC in the 21st century still &cthe financial problem of hiring
qualified professionals.

The National Council on the Aging ahd National Adult Day Services
Association (NADSA) is currently developing a cketition program for adult day center
administrators and directors. However, adult dagpams are different across centers
depending on settings, their philosophy of carejise delivery, and funding sources.
Quality and standards of care vary from statedtesiThe medical adult day programs or
day hospitals are generally provided through a deyent in hospitals whereas most of the
social programs are offered in community-basederen®he philosophy of medical adult
day programs focuses on providing an individuakgdan, personal care, rehabilitation
and health maintenance after an acute care hagpitahe other hand, the philosophy of
social adult day programs emphasizes multipurpesgcgs, social interaction and
therapeutic recreation for chronically functioniigabilities. The services of the medical
program are arranged so that they qualify for Madiencluding employing therapists as
consultants under Medicaid and licensing regulatiém contrast, the social adult day
programs were largely funded through the Socialaket the Older Americans Act.

The effectiveness of ADC programsenbgen demonstrated mostly in North

America (Mason et al., 2007). Benefits includeithprovement of client functioning,
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caregiver adaptation, delayed institutionalizatemd cost-effectiveness (Gaugler, & Zarit,
2001; Zarit, Gaugler, & Jarrott, 1999). Effectiveaevidence suggests that the
consequences of respite care upon caregivers aadezapients were generally small and
no reliable evidence was found that respite canededay entry to residential care (Mason
et al., 2007). However, many studies reported heghls of caregiver satisfaction with
ADC services. Even though adult day services pexvichre through medical or social day
care programs, the medical and social models df ddy programs did not significantly
decrease depression, anger, role overload, ang woeer the three-month period (Leitsch,
Zarit, Townsend, & Greene, 2001). In fact, a caregwhose elder relative attended the
medical adult day programs experienced greatenéiahburden because the medical
programs cost more than the social programs. Tightrbe because clients of the medical
programs have more severe health problems, andspeetfic medical services for a
longer period of time (Leitsch, Zarit, TownsendG&eene, 2001).

Moreover, most studies employed gaaperimental designs that may result in
unreliable evidence. The need for experimentalystiesign with better controlled studies
in particular elderly population has been recomneen@lason et al., 2007; Zarit, Gaugler,
& Jarrott, 1999).

Many adults day programs are deslgred developed in order to maximize their
cost-effectiveness and to enhance better clientsinily caregivers’ outcomes. There are
many studies on the impact of services and intétmes designed for adult day programs.
The benefits of adult day services can be organi#edhree outcome areas: improved
caregiver adaptation, improved client functioniagd delayed nursing home placement

(Gaugler & Zarit, 2001). The findings have not beensistently documented.
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Reever, Mathieu, & Dennis, & Gitlia004) proposed a model of adult day
services with care management for primary famikegevers and compared the outcomes
with 2-group quasi-experimental design. The spegdials of the model were to work
collaboratively with family caregivers, assist féyrearegivers to identify areas of
difficulty with caregiving, develop a care planrtonimize these difficulties, and
implement the care plan using counseling, educatefarral, and regular supportive
follow up. This model provided clinically signifioabenefits for families by reducing
burden, increasing confidence in managing problemd,enhancing caregivers' well being
compared with a control group that did not use g services. Caregivers also reported
that providing comprehensive and systemic care genant was very valuable for them
in providing necessary support, education, andddaeki about basic home management
techniques. However, the model of this study fodusethe role of a social worker, not a
professional nurse.

Zarit, Stephens, Townsend, & Gredr®#98) studied the impact of day care
services on clients with dementia and family care. The caregivers reported less
overload and depression after three months of adylpprogram use than caregivers who
did not use ADC. They also reported that clienthwiementia experienced decreased
confusion and agitation as well as improved moibel shtisfaction, engagement in
activities, and well being. The effect of adult dagyvices on improving clients'’
functioning is rarely found from previous studi€ame studies did not find the
improvement in family caregivers well being or degsion (Warren, Kerr, Smith, &
Godkin, 2003; Baumgarten, Lebel, Laprise, LeCl&Quinn, 2002).

ADC also helped caregivers becomesnsomfortable with caregiving

responsibilities due to having more free time tbsgemething done. However, some
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studies showed high dropout rates in the first fiemnths of use due to their distress
(Leitsch, Zarit, Townsend, & Greene, 2001). Mansegavers use day care services for
only a brief period of time. Day programs seemeve as an earlier step to other long-
term options and nursing home placement (Gott8ebohnson, 2000).

Berry, Zarit, & Rabatin (1991) repattthat caregivers spend more of their free
time in preparing relatives to leave the housdabokating in day care activities such as
training, education, and support initiatives armh§portation. The first month of ADC use
is a critical time period that family caregivergexienced stresses.

Bull & McShane (2008) examined reasohhigh drop-out rates during the first
months of ADC services. The findings showed theatgportation problems and lack of
success in matching adult day programs with elit#ey'ests and abilities were factors that
led families to stop using the services. Caregiwdrs care for elders attending adult day
services at least three times a week adjusted @gmetlowith stresses more rapidly. This
finding is congruent with the study of Warren, Kemith, & Godkin (2003) in that time
conflicts and transportation problems brought aluggatisfaction of using day care

services.

Issues & Future Directions

Day care centers have faced sevesaks in administration and providing
services to meet individual and community needs.

1. Day care centers are faced withritial and human resource challenges.
Education and staff training is necessary for gtafhaintain and improve health
outcomes. There is a need for collaborating witmranity and other social networks for

reducing cost, gaining more funding resources @heeging social interaction activities
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for the clients. The Family Caregiver Alliance alaherican Respite Care Association and
health care professionals might advocate increfseting for adult day programs so that
accessibility might be extended beyond the Medipaigulation (Bull & McShane, 2008).
Moreover, working with a marketing expert mightfghdhy centers learn how to tailor their
marketing messages to the specific needs of clerdaregivers.

2. Many day care centers provide paotg which are somewhat general for very
diverse groups of customers. There is heterogeageigng day care programs, clients, and
funding sources. There is a need for an effectayeaire program that fits a specific
population to improve better outcomes for bothntbeand family caregivers. Providing
day care programs for a specific population shbeldbetter but it is higher cost to hire
special health care providers.

3. The heterogeneity of day care potg, participants, and funding sources
creates challenges in defining and measuring healitomes of adult day services.
Additional outcome research requires developmentbdl and reliable measures to
identify the effectiveness and to explore the meguoif desired outcomes, such as quality
of life and service satisfaction, from participargerspectives.

4. Nurses and social workers playngportance role in managing social ADC
programs. The medical adult day service prograrosldibe more appropriate for
impaired or frail elderly regardless of the costisIprovides a better chance for nurses to
develop a significant role in designing day camgpams to meet specific clients’ needs
especially medical treatment and advanced careswiihimizing the medical cost.

5. Improving functioning and psychasbwell being of clients and family
caregivers has becomes an essential part of the rAl3€lon through a variety of day care

services including creating a therapeutic enviramgngocial and recreation activities, and
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respite. However, promoting interpersonal relatips especially in peer group and
patient-family relationships, and spiritual wellibg could also be integrated into the ADC
goals.

6. The quality of adult day prograne®d to be monitored and evaluated by
clients, family caregivers, and staff for the imypement of process and outcomes of
services being provided. Due to caregivers repgteldlems of time conflict and
transportation, these problems would be solveduftaday services were opened a full-day
and arranged transportation services.

7. For providing a continuum ofe&aa holistic approach, and individualized
care approach, creating partnerships and socialonletvith other community services
providers would provide more benefit for centetgnts, and caregivers including
financial and spiritual support.

In summary, ADC program serve ab@ae of post-hospitalization and long-
term care options when family members need conitysarvices to support them in
caring for their elderly family members in theirrhe. Adult day services will be a vital
part of the long-term care continuum which is gatigrconsidered cost effective when
compared with the cost of institutional care.

Day care centers are faced with tioblpms of financial funding and obtaining
adequate human resources. The growth of day careealso requires government and
community support. Creating community partnershipd other social networks are
needed to provide continuum of care, minimize sergosts, and gain supports.

To provide the best practice, itée@ssary for health providers to recognize the
importance of collaborating with interdisciplinasgrvices, listening to client and caregiver

voices, providing well-designed facilities, and mating a holistic approach, especially in
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improving the functioning and psychosocial well+geof clients and family caregivers.
Day care programs in each setting need to be nreditand evaluated for process and
program improvement. An individual care plan afecahould be planned and evaluated
by the client, caregivers, and responsible stathivers to ensure the quality of care
delivery and the improvement of the quality of lite both clients and caregivers. A well-
designed facility is vital in providing and suppog ADC activities including building a
homelike and safe environment which allows forgkegormance of activities of daily
living, the stimulation of sensory and motor funaing, and the promotion of social
interaction.

Evidence-based research is also metedi@vestigate the advantages and
drawbacks of current ADC programs and develop n@grams which meet the needs of
clients and their family. The advantages includerel@sing health care costs, minimizing
out-of- pocket expense, saving caregivers timajcieg the risks and frequency of

hospitalization, and solving problems of care ahbo

Long-Term Care and ADC in Thailand
According to the aging trends of gf@bal population, the number of the elderly
as a percentage of the population of Thailand kas Increasing faster than in many
developed countries. In addition, this trend wdhtinue in the next two decades
(Sokolovsky, 1997; U.S. Census Bureau, 2001). b62¢he population aged 60 and above
in Thailand was approximately 6.5 million or 11%tofal population. The median age of
the Thai population was 33 years old (Foundatiomhai Gerontology Research and

Development Institute (TGRI), 2007). This infornaatireflects that Thailand is becoming
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an aging country; recently the Thai government gacaed the necessity to develop social

welfare policies and health care systems to readihe with the aging population.

Long-Term Care in Thailand

The Foundation of Thai Gerontology Researth Development Institute (TGRI)
began to provide an annual report on the eldetlygon as designated and supported by
the National Commission on the Elderly. Generdllyai elderly are defined as those 60
years old and above. This annual report statedhloat of the elderly (56%) were female
and lived with extended family. Eighty-six percentlderly males lived with their spouse
whereas
65% of female elders lived with a spouse. Howether proportion of older persons living
alone increased from 6.3% in 2002 to 7.9% in 2@Qfroximately half of these elderly
had chronic diseases such as cardiovascular dsseas#ocrine disorders, muscle, tendon
and bone diseases, gastrointestinal diseasesesgpidatory diseases. Moreover, the elderly
frequently have chronic diseases as they beconeg, @dpecially for the elderly aged 70-
74. In 2006, more than half of the elderly (51.4%&d with non-communicable diseases
and 25.4% died with old age diseases. The eldezhgthe highest group (12.7%)
admitted in medical care institutions. Thereforepuld be summarized that most elderly
dwell with family since only 7.8% of total elderiyed alone.

In Thailand, the health care for olddults is paid for by the health security card,
civil servants' medical benefits, private healtburance, social security/compensation
fund, and other health welfare provided by emplsyard other organizations. Basically,
the government issues the health security cardofrebarge for all Thai people aged 60

and above (TGRI, 2007).
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Families have played a significanétio taking care of the elderly. Due to
changes of family structure from extended to nucleatural lifestyle of younger
generation, social pressure and financial problérot) men and women have to work
outside their home. Families tend to require magpsrting services from communities to
take care of their older relatives and relievertberden Nowadays, nursing homes and
day care centers become more significant in pragidupport for older persons. However,
such kind of these services were limited and fourttie private sector (TGRI, 2007). The
health security card does not cover these long-tema services provided by the private
sector. The Thai national policy promotes commub#ged social care network from all
participating sectors (public, private, and muradifjies) and Home-Based Long Term
Care in giving care of the elderly in their comntyniThe future long-term care, pension
policy, and the expansion of the coverage of tkeagje allowance universal for all elderly
become as philosophical and complicated issuesdBwada, 2009).

The concept of “Active Ageing” recorantded by the World Health Organization
(WHO) has been introduced and adopted in the weff@ans including long-term care for
the elderly. Active ageing is the process of opting opportunities for health,
participation, and security in order to enhancdituaf life as people age (Thanakwang,
2006). To achieve “active aging” for the elderlylwequire contributions from the public
and other societal sectors.

Typically in Thailand, long-term caseoffered by government organizations,
non-profit organizations, private entities, and ilgroaregivers. The government
organizations provide care in the forms of homegsHe aged, elderly clinics, home health
care, ADC or respite care, and hospice care. I8 28@otal of twenty homes for the aged

were operated by the Ministry of Social Developmeamd Human Security. The elderly
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who are unable to live with family or have no fayraln apply to be a resident of this
service. This service provides living space, faddthing, medication, physical therapy,
occupational therapy, religious worships, recregtand other social services. Moreover,
the services of some homes for the aged may pragsisted living so that private-pay
residents will have a choice to live in a privatesbared room including meals and
housekeeping services. Generally, homes for the ig€hailand are managed by social
workers. Nurses can provide physical screeningfiastcaid for ill residents. However, the
older adults with more serious illnesses or whalmaere advanced medical care will be
sent to the hospital.

Moreover, non-profit organizationsynudfer care free of charge, but it could be
in a form of charity by temples. On the other hahé,private sector does not provide free
care since it is mainly for-profit. This includesvate hospitals or other private entities
providing individualized care at the institutionssending a provider to care for clients at
home. Therefore, the family caregiver is a majochagmism of elderly care in Thailand.

In fact, the welfare system in thail$ociety is still not fully accessible for older
persons. The mechanisms that drove policy impleatiemt did not work well in driving
policy implementation for the Thai elderly due e tweakness of political component.
Therefore, the elderlgequire both health promotion and medical c@e/ices. Moreover,
long-term care is also limited and does not meesthndards of quality care (Sritanyarat,
2004).

The institutional care for the elgeslich as hospitals and homes for the aged are
insufficient in the number of spaces and fundingspitals provide the medical treatment
and individualized care serving both physical arehtal problems whereas homes for the

aged or residential homes provide the lower le¥eboe and focus on general personal
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care such as supporting daily and recreationalities. Therefore, it is necessary for a
group of older residents requiring higher levelstasce or nursing skills to access nursing
homes and special services. Currently, the resd#rtiomes for the aged tend to require a
higher level of care due to health problems. Howewe2006 there were only 18 private
nursing homes for the elderly and mostly licensgddrious government agencies. Of
those, only eight were registered with the MedRRagjistration Division as medical care
institutions for the chronically diseased. Moregvero of the eighteen homes were
registered with the Ministry of Commerce and thenigliry of Labor respectively, whereas
the others were not registered with any organinat®mply, there are still no rules clearly
prescribing registration of nursing homes (TGRIQ20

The community-based providers playae significant role in providing

necessary services and supporting systems forigearego cope with any level of stress,
handle effective caregiving, maintain the functi@nrole, and fulfill life satisfaction as
much as possible. Basically, temples and commumdyps are major mechanisms of
community-based providers in supporting long-tearecsince temples are centers of
religious and social activities in the community Tai culture. Moreover, temples are
generally appropriate places for older personsdmtain their spiritual needs through
religious morality and gain mental support from k@meighbors, friends, and other
people. In addition, some temples provide altéveahedicine, traditional Thai massage,
education, and other services for society. Moremaveral groups or associations such as
elderly clubs were established through the promabipthe government or the private
sector to encourage community members in providsggstance and social activities for
older people. Therefore, temples and community ggare a key component of

community-based providers in supporting long-tearec Nowadays, the government
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encourages temples and community groups to inegrad the development of the well-
being of people in the community including the elg€¢TGRI, 2007).

There are numerous research studgasding the impact of residential care and
supporting services for the elderly and caregia@s most are published in the Thai
language. Several studies provide interesting siges for improving residential homes
as well as encouraging and supporting family caegiin taking care of older relatives
effectively at home. Panitchob (2001) studied duaif life among residents at home for
the aged and private homes. This study showeddkmtents of private homes had a better
level of quality of life than those living in honfier the aged. The most significant reason
was that the services of homes for the aged regobonly to the physical needs and not
for mental, moreover, other reasons were the iddaii different characteristics such as
age, sex, education level, economic status, hetdths, and relationship with others
(Panitchob, 2001; Jongsatitman & Sintunava, 200@n&wong, 1993)The common
problems with homes for the aged residents werkhhpablems, problems of the
relationship with other members, and lonelinessr(&uwvong, 1993).

Some researchers studied problemsi@eds of homes for the aged residents and
suggested that nurses could play an importantmgbdeoviding medical and individualized
care for the ill or disabled residents who neediomacand high levels of care such as
persons with dementia and stroke. Hishinuma andaglies (2005) mentioned that the
coordinating model and the network model of nurgrectice were suitable for the carfe
elderlypeople in Kenya, Ghana, Sri Lanka, Thailand, Koasal, Finland. Also, they
suggested that people-centered care was the mpsttamt factor of primary health care

and nursing practice.
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Since 2002, the Thailand Researctdrunder the Health Research Network by

Thai National Health Foundation has continuouslypsuted research on the elderly. In
2006, the elderly organizations made the joint tmion of guidelines on operation of
tasks on the elderly. The priority of the task wammake the family and the community
institutions as the foundation of providing sergid¢er the elderly. Based on such
conclusion, it leads to the study of the suitalsnmunity-based model for development of
life quality of the elderly (TGRI, 2007). Accordirig the limitation of institutional care,
the development of ADC is a wise alternative tooemage the community to provide
elderly care and other supporting services for gimggin “active ageing” throughout the

community and country.

ADC in Thailand

Day care programs are usually opdrbjehospitals and some by local elderly
care centers in order to provide social interactind supportive services including daily
activities assistance for the elderly groups. 1@2&dult day services were found in some
public and private hospitals which may be calledliadospital day care. This program
works like an intervention for patients in the sdional period from hospital to
community after the patients passed through aqutetaal illness and for patients with
chronic illness such as dementia, stroke, and idadderly. Generally, both social and
hospital day care programs are designed as a catidnrof hospital, school and social
groups under a multidisciplinary team significarghpmoting social interaction of
patients. Therefore, day care services shouldyrealla solution in supporting the elderly

at home and reducing caregiver's burden as well.
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There are only two public institutsothat provide ADC services for PWD in

Thailand. These are Somdet Chaophaya Institutesyftatry (Bangkok) and Chiangmai
Neurological hospital, (Chiangmai) in Thailand. Baff them are general psychiatric
hospitals that are governed by the Ministry of RuBlealth. The administration of ADC
programs is based on a model of day hospital iha t provide additional medical care,
therapeutic interventions and cognitive rehabibtafor PWD who currently achieve
medical care at their neuro-geriatric outpatiemticl In 2010, each site provides day care
for only 7 to 10 persons per day and most curratiepts are repeated users, with few new
admissions to ADC services. The average admissitenfor new patients is one patient per
month. Most activities are ministered by skilledses and social workers with the
collaboration of multidisciplinary health care pge$ions.

ADC is well known by the name “Memdziinic” that offers holistic care,
therapeutic interventions for the improvement ajritive impairment and the delay of
advanced problematic symptoms. The program a@s/for PWD include the practice of
self-care in daily activities, memory stimulati@meech therapy, and social activities,
aroma therapy, creation groups, recreation, aner @ifoup activities. In addition, the
clinic aims to educate family caregivers about asseand how to care their PWD at home
and reduce caregiver burden. They provide groupathn and emotional support for
family caregiver of PWD who enroll in the day catimic. Day and respite care is another
support service provided during the day time (84apm) except for the weekend and
national holidays.

Only the PWD with stage | or stagefldementia will be recommended by his or
her physician to enroll in the memory clinic. Ind#&tn, their family needs to provide

consent for their PWD to attend the memory climd get an approval that they have no
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financial problem and negligent issue. Prior to a&sion, nurses will inform PWD and
their family about disease and progression of PYDposes and procedures of the
memory clinic, costs, and others.

Individualgvith dementia have been classified as having Alnk€s disease,
fronto-temporal dementia, vascular dementia, ahdradiagnoses. Alzheimer's disease is
the most common etiology of dementia. Main cliniiegtures of dementia are cognitive
impairment and psycho-behavioral disorders. Thenitiwg function declines from an
individual baseline, caused by neither delirium mantal illness (DSM IV, American
Psychiatric Association, 2000). The diagnosis sellaon clinical assessment and
interviews of informants and family members. Afégphysical examination, cognitive
function has usually been evaluated using the Miaital State Examination (MMSE).
The Neuropsychiatric Inventory (NPI) and laboratexamination have also been
examined. The NPl measurfesquency and severity ¢én behavioral and psychological
disturbances occurring in dementia patients: dehssihallucinations, dysphoria, anxiety,
agitation/aggression, euphoria, disinhibition taility/lability, apathy, and aberrant motor
activity (Cummings, Mega, Gray, Rosenberg-Thompson, CaandiGornbein, 1994;
Fletcher, 2009). A laboratory evaluation includeomplete blood cell count, blood
chemistry and determination of thyroid-stimulatingrmone. In addition, functional ability
and behavioral symptoms related to dementia arallysassessed.

Basically, severity of dementia tendivided into three stages based on DSM IV
criteria. These are 1) early stage or mild deme@)ianoderate stage of dementia, and 3)
severe dementia or late-to-end stage (Wayne, &IS20@09).

1) Early stage or mild dementia gstrated with frequent recent memory loss,

particularly of recent conversations and evenfsgeaged questions, and difficulty in
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writing and in using familiar objects. Depressand apathy can occur. Drastic
personality changes may accompany functional declihe early stage is characterized by
the need for reminders in daily life activitiesvaasll as difficulties with sequencing which
impacts the ability to drive. The duration of tetage is approximately 2-4 years.

2) Moderate stage of dementia isattarized by pervasive and persistent
memory loss, rambling speech, faulty reasoningfusion about current events, time, and
place in familiar settings, sleep disturbances,randd and behavioral symptoms. Nearly
80% of patients exhibit emotional and behaviorabpgms which are aggravated by stress
and change. Slowness, rigidity, tremors, and gaiblpms impact mobility and
coordination. At this stage there is a need farcstire, reminders, and assistance with
activities of daily living. The duration of thisagje is approximately 2-10 years.

3) Severe dementia or late-to-endestaglustrated with confusion about past and
present and loss of recognition of familiar pecpte places. Generally, they are
incapacitated with severe to total loss of verkdlssand the inability to care for
themselves. Falling and immobility are likely aslivees difficulties with swallowing,
incontinence, and illness. Extreme problems aredim@ss and behavioral issues in
addition to hallucinations and delirium. At thiagé patients need total support and care
and often die from infections or pneumonia. Theatlan of this stage is approximately
1-3 years.

Severity of dementia usually resuitsognitive impairment and functional
disabilities. Furthermore, previous studies shotied burden and depression of caregivers
of PWD was associated with cognitive impairment daly functional disabilities (Razani
et al., 2007, Shua-Haim, Haim, Shi, Kuo, & Smit@02). This study examined

confounding effect of severity of dementia throwglgnitive impairment and daily
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functional activities. The cognitive impairment wassessed by the MMSE and the daily
functional activities was assessed by the Bristiivies of Daily Living Scale (BADLS).

The MMSE (Folstein, Folstein, & Mcgty 1975) is recognized as a standard
tool to measure memory and cognitive ability. It@enmonly used to assess cognition
change over time (Fletcher, 2009). The scores range0 to 30. According to the ADC
sites, the MMSE score between 16 and 24 is detexras the Stage | or mild dementia.
The MMSE score lower than 16 is the Stage Il or enatk dementia. The duration of
progressive symptoms differs from person to per$be.annual rate of decline on the
MMSE in PWD is 3.3 points annually (Fletcher, 2Q0®)other measure, the BADLS
(Buck, Ashworth, Wilcock, &Siegfried, 1996 commonly used to assess functional
ability both basic and instrumental daily livingiaties. The scale consists of 20 items
and was designed to be brief and sensitive to ahaugr time. This measure can be
reported by the caregivers of PWD. The BADLS scoagges from 0 to 42. A minimum
possible score of 0 means totally independent and>amum score of 60 means totally
dependent. The scores are highly correlated wehMMSE (Buck, Ashworth, Wilcock, &

Siegfried, 1996).

Issues and Future Directions

1. ADC could be an effective choispecially when family members require
community services to enhance care at home for ¢faerly members. Basically,
ADC would be suitable for Thai culture becausehef belief of most Thai people in filial piety.

Therefore, taking care of the elder parents isrg significant responsibility for a family.
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2. There is a need for research ¢wige and distribute information to policy
makers and providers in order to improve sociafavelpolicies and to develop long-term
care programs to enhancing the well-being of Thagréy and their family caregivers.

3. Even though the government recemithe importance of social welfare
reform for the elderly, insufficient funding is dttcal barrier to the revolution of long-
term care in Thailand. Therefore, the collaboratiorong public, private, municipalities in
the national level and international networks waslgport funding, sharing information,
and other resources to improve social welfare sy$te the elderly in Thailand.

Thai health care system for the dydisrabstruse and complex. Although Thai
elderly are offered free security cards, ADC casesnot reimbursed. Given the expected
increase in the elderly population, the extensioimobh quantity and quality of services
and support for the aged should be carefully canei by the public and private sectors in
order to satisfy social needs and improve well-p@hthe Thai elderly. Nurses are able to
extend their roles to provide specialized nursiageavith many kinds of long-term care
for the specific elderly groups such as adult dagmms in hospitals and home care in
other residential settings. Moreover, it would iseful to develop a continuum of long-
term-care system for the elderly with the collaliorabetween institutional and

community-based care to support families for taldace of older relatives at home.

Summary
The reviewed literature supportsdtegement of the problems and purposes of the
proposed study. Family caregivers suffer with ptgishealth decline, psychological
morbidity, and poor quality of life. ADC programeeaviewed as an alternative of

nonpharmacologic approach for PWD and an essenfpgdortive service for family
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caregivers with PWD. ADC for PWD would be an effegtalternative support service that
would help families to improve their quality ofdif Effectiveness studies of ADC are
necessary as a basis for best practices and te gladipy. The effectiveness of ADC
services in Thailand on family caregiver perspediwould be useful for nurse
administrators and policy makers to improve curezhilt day programs and achieved

better outcomes.
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Chapter Three
Method
This chapter details the researcligdesample and settings, instruments,

procedures, and data analyses. The time frameedttiuy is also presented.

Research Design

An exploratory prospective study watlsingle group repeated-measures design
and additional qualitative questions was useddbthe proposed research questions. The
caregiver outcomes (burden, depression, healthsstadcial support, and quality of life)
were measured using questionnaires and surveysanpared between baseline and one
and three months after starting ADC services. Repgeaeasures analysis of variance
(ANOVA) was employed to examine the significancera treatment effects across time
and the differences in patterns of change. Unit@aaalysis of variance is based on the
assumption of normality, homogeneity of variancd hRamogeneity of covariance
(sphericity) between repeated assessments. That effearegiver characteristics (gender,
family income, caregiver-patient relationship, tueqcy of service use, and severity of
dementia) were examined on baseline data with enlggnt t-tests in order to examine
equality of these possible confounding variableslbdependent variables. If significant
differences were found, the repeated measuressasalycovariance (ANCOVA) was
employed.

Caregiver participants were alsemtwed after completing 3 months of ADC
use. The interviews lasted 45 to 60 minutes andded two open-ended questions and
additional probes. The interviews were audio-taged transcribed into Thai language.

Qualitative data from the caregivers of the PWDvpted rich details about their quality of
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life and their experience with ADC services thaswat captured by the quantitative
measures. Observations, field notes, official doents, and related materials were also

integrated into the data analysis.

Advantages of the Repeated-Measures Design

Repeated-measures analysis is aartant tool and widely used to evaluate the
effects of the performance of health care intenomst Repeated-measures designs are also
called within-subjects designs (Maxwell & Delan2904). The repeated-measures design
is especially well suited for studying the devel@mtal outcomes or other changes that
take place over time (Gravetter & Wallnau, 2007%)e Tepeated-measures design uses
multiple measurements of the same individual oreexpental unit at different time points.
The repeated assessments might be measured ufiderrdiexperimental conditions
(Sullivan, 2008). In repeated-measures analys) sabject is considered as a block in
order to reduce within group variability due toiwvidual differences and minimize error
(within group) variance. The variability among setis due to individual differences is
completely removed from the error term (Steven®,7201axwell & Delaney, 2004). Since
subjects serve as their own control, within-sulgeetriation is reduced compared to
between-subject comparisons. Therefore, the coimelamong responses results in a more
precise and powerful statistical analysis than ketwsubjected designs or independent-
measure design (Sullivan, 2008; Stevens, 2007).

In addition, the repeated-measuessgih requires fewer subjects to achieve
statistical power than between-subjected desigrev€8s, 2007; Maxwell & Delaney,
2004; Nimon & Wasiams, 2009). Three or four timénp®in repeated measures are

appropriate to optimize power of the study (Vick@@03). The repeated-measures design
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was selected in this study due to a limited avé&labmple of PWD in ADC. For this study
caregiver outcomes were measured at three timespaihbaseline, 1 month and 3 months
after using adult day services in order to identify short-term effects of the use of ADC

services on established caregiver outcomes adross t

Disadvantages of the Repeated-Measures Design

Three major disadvantages of repkateasures are incidental effects, the
inability to assure the same intervention, andatb&sible violation of the assumptions for
statistical analysis. The incidental effects odmetause participants change as they are
repeatedly tested. For example, participants destabmprove scores due to their own
practice or their scores may deteriorate due ¢altiess or boredom in responding to
repeated measures. The boredom may also resubhppidg out of the study. Maintaining
good relationships with PWD and caregiver partictpanay prevent drop out (Leonard,
Lester, & Rotheram-Borus, 2003). Researchers shasddss practice effect, and minimize
or balance it as much as possible during dataatale (PsychoMetrics, 2009). In this
study the investigator and research assistantsikeéptich with all participants either by
phone or in meetings at the ADC every two weekduhe study.

The other disadvantage of repeategsores is that each participant may not
experience the same intervention effects becausieipants might selectively attend
different amounts of ADC activities. For examplagdWD may attend 5 days per week
while another may only attend once a week. It igartant to consider individual subject
profiles over time. Therefore, the effect of the @Betting, frequency of adult day service

use and severity of the disease were examinedtest@ covariates.



58
In addition, the underlying assuraps for ANOVA (such as normality and
sphericity) were examined in order to select arr@mate statistical analysis (either
univariate analysis or multivariate analysis). Hoem data were not completely
independent due to measurements on the same sufijbd issue was a limitation of the
study.

This study was an exploratory studa limited sample size because of the
limited number of ADC services available in Thadam small sample size can result in
low statistical power that can lead to unstable@mnidivalid inferences (Hollenbeck,
DeRue, & Mannor, 2006). Moreover, the small siz¢éhefsample leads to the drawing of
inferences that are not robust and sensitive tgpbagierror (Hollenbeck, DeRue, &
Mannor, 2006).

Only two institutions provided ADCrgees for PWD in Thailand during the
study. Each site provided ADC for only 7 to 10 jp&s per day and most of the current
patients were repeated users, with few new admmssmADC services. The average
admission rate for new patients was one patientmenth. Therefore, all new participants
were invited to participate in the study in ordeobtain an adequate sample and reduce
selection bias.

Hollenbeck, DeRue, & Mannor (2006hcloided that a small sample size might
be completely acceptable in exploratory studiethabresearchers can search for insights
that can later be replicated with other techniquesg larger samples. A previous study
used a one-group repeated measures design witlnea8eweeks, 16 weeks, and 36-week
follow-up telephone interviews conducted with 2Riah recruited subjects. Even though
only 16 subjects completed the entire interventiba,results showed significant

differences in caregiver outcomes (Bormannen, WaRegalbuto, Glaser, Kelly, Schnack
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& Hinton, 2009). Related studies with small sang#es were found in qualitative studies
in India (Shaji, Smitha, Lal, & Prince, 2003) theted open-ended interviews with 17
caregivers of people with Alzheimer’s disease. Arostudy was conducted in South
Carolina that applied in-depth telephone interviewitt 21 directors of ADC for PWD
(Kelsey, & Laditka, 2005). In addition, there asw@aral studies of psychosocial
interventions for caregivers with PWD that usednals sample size (Cooke, Mcnally,
Mulligan, Harrison, & Newman, 2001). All the studiprovided valuable information to
promote best practices and further studies for PAN@®their family caregivers.

Since the sample size was limitedlitative data was used to supplement the
quantitative measures used in the proposed stuablit§ive data can contribute
substantively to assess meaningful change in caegutcomes and to understand the
effectiveness of ADC services by providing moreiniation about intervention utility
and significance as seen through eyes of the paatits (Sandelowski, 1996; Fogg &
Gross, 2000; Hollenbeck, DeRue, & Mannor, 2006 )al@ative interview questions were
useful to explore the impact of ADC services owaetand to validate the quantitative
data. This combined approach efficiently answehed¢search questions with a relatively

small sample.

Timel: Baseline Time 2: After 1 month Time3: After 3 months

First Data Collection Experimental Second Data Callection Third Data Collection
- Quantitative Approach Group - Quantitative Approach | ——| _ Quantitative Approach

A 4

\ 4

- QualitativeApproach
DAY DAY
CARE CARE

Figure 2. Timeline and data collection.
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Sample and Setting

The goal of the study was to enralbavenience sample of approximately 15-20
caregivers of PWD using ADC services in either Set@haophaya Institute of Psychiatry
(in Bangkok) or Chiangmai Neurological hospital Ghiangmai province), Thailand. Both
of these research sites are part of outpatienatgeerclinics of general hospitals in
Thailand that provide inpatient and outpatient e

Inclusion criteria for caregiver paiggants was 1) being at least 18 years old at the
time of enrollment; 2) being a family caregiverfdVD with stage | or stage Il (mild to
moderate) dementia diagnosed by a physician, 3jging at least 4 hours of supervision
or direct care per day; 4) enrolling their PWD iD@ services at least one day per week;
5) providing informed consent for participationgda) using a dementia clinic at a
research site. Exclusion criteria include 1) berfgred caregiver; and 2) being a family
caregiver of PWD who had previously used ADC s@&wic

Cohen (1992) recommended that a sasipé of 26 subjects was sufficient for
ANOVA to achieve a minimum acceptable power (0&®) large effect size (0.40) at
alpha level of 0.05. However, Cohen'’s effect saesbased on the between-subjects
design with an underlying the assumption that nresseants are uncorrelated.
Barcikowski and Robey (1985) estimated the numbsubjects necessary to achieve 80%
power in the preparation of a single group exptosatepeated measure analysis based on
a modification of a FORTRAN program. The estimatesbased on the assumption of
“‘compound symmetry” in that autocorrelation paraeng¢t) among repeated measures was
constant. They recommended that the effect sizespafated measures design should be
larger than one of Cohen’s effect size for an ANOWi#h K independent levels. The

effect size based on either the univariate ana(f®i®r the multivariate analysié) was
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equal to the effect size divided by the square oboine minus autocorrelatiofiy{1- p).
They recommend that the Cohen’s effect size esmg#te autocorrelation parametgy (
of .50 because in most cases the effect sizes loasad autocorrelation of .50 will slightly
underestimate the actual effect size. A samplersrzessary to achieve large, medium, and
small effect size are 14, 34, and 198 respectif@lyneasurements at three points of time.
For this study, a sample size of 14 was requiratbtect a large effect siz#\(1- p =
0.40N1- 0.5 = 0.56) and to achieve 80% power at an diprel of 0.05. For this study, the
sample size of 16 would be large enough to proaidermal distribution with a visual plot
and large enough to achieve acceptable statigtaér for a large effect size at an alpha

level of .05.

Instrumentation
According to the research questiomdependent variables included the use of
ADC services for one month and three months. Thaysbutcomes or dependent variables
included caregiver burden, caregiver depressiargoger health status, caregiver social
support, and caregiver quality of life. See Tabl&He outcomes of interest also included
experiences, perceptions, and feelings of famirggiaers for PWD regarding their quality
of life during the use of ADC services. Both qutative and qualitative data were used to

address the research questions.

Quantitative Data
Outcomes were measured with fiverimaents with established reliability and
validity and two surveys. (see Table 1) All of mshents had been translated into Thai

language. The five instruments that were complbtedaregiver participants included the
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Zarit Burden Interview (ZBI), the Epidemiologic $lias-Depression Scale (CES-D), the
Short form 12-item health survey (SF-12v2), theaSan’s Social Support Questionnaire
(SSQ-6), and the WHO QOL-BREF. Two additional sys/ehe General Personal Data
Survey and the Caregiver Evaluation of Adult DayeG& EADC), were completed.
Estimation of time required for caregivers to coetplall measures was approximately
45-60 minutes.

1. The Zarit Burden Interview (ZBlp#/selected because it is the most
commonly used measure of burden among family caeegfor demented older adults.
(see Appendix E and F). The ZBI was designed byeBsor Steven Zarit and colleagues
(Zarit, Reever, & Bach-Peterson, 1980) to measaregiver burden for relatives of PWD
who were cared for in a home setting. The ZBI 224atem self-reported questionnaire,
using a 5-point Likert-type scale, measuring thgrele to which caregivers perceive their
responsibilities as having an adverse effect om figysical health, emotional well being,
social life, finances, and interpersonal relatioftse range of possible ZBI scores is 0-88,
with higher totalseflecting greater burden. The cut off points #&ss than 20 non burden
or little burden; 21-40 ‘mild to moderate’ burdéi-60 ‘moderate to severe’ burden and
more than 61 severe burden. Cronbach’s alpha caeftifor use of this scale by dementia
caregivers is high (alpha = .86-.95) (McCallum, gonre, & Knight, 2007; Kim, Knight,

& Longmire, 2007; Papastavrou et al., 2007). Faatalysis identified four factors
including personal strain, role strain, relatiodaprivation and the management of care
(Papastavrou et al., 2007). The ZBI has been atetinto many languages including the
Thai language. Cronbach’s alpha for the Thai versioZBI in 22 caregivers of PWD was

0.89 (Pankong, 2004) and .92 in 610 caregiverddefrly relatives (Gadudom, 2004).
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2. The Center for Epidemiologic SaesiDepression Scale (CES-D; Radloff,
1977) was primarily designed to measure self-regosymptoms associated with
depression experienced in the past week. (see Appénand H). The measure is useful
in the initial screening of symptoms related torggpion or psychological distress in the
general population across age groups in many weatet Asian countries (Leitsch, Zarit,
Townsend, & Greene, 2001; Mackinnon, McCallum, Aaves, & Anderson, 1998). The
CES-D has been widely used in dementia caregiwesgarch (Roth, Ackerman, Okonkwo,
& Burgio, 2008). Therefore, it was appropriate s@ the CES-D for measuring the
presence of depressive symptoms in this study lseddwe family caregivers for Thai
elderly were spouses and younger relatives whaodidhave psychiatric disorders
(Choowattanapakorn, 1999).

The CES-D is a 20-item self-reportedle that measures the major components
of depressive symptomatology, including depressived, feelings of guilt and
worthlessness, psychomotor retardation, loss oétaepand sleep disturbance. Each item
ranges from 0-3 (four-point scale), correspondmthe frequency of each statement
within the last week. The possible scores can réeg\een 0 and 60, with a higher score
indicating the presence of more depressive symptwogy. A score of 16 is considered to
reflect the need for further assessment and evalutdr depression (Radloff & Teri,

1986; Nabkasorn, Miyai, Sootmongkol, 2005). Crofitmealpha coefficient for caregivers
of PWD was high (alpha = .77-.88) (McCallum, Longmi& Knight, 2007; Kim, Knight,
& Longmire, 2007; Mitrani, Vaughan, McCabe, & Feas008; Mitrani, Lewis, Feaster,
Czaja, Eisdorfer, Schulz, & Szapocznik, 2006). Rnev factor analysis studies in

dementia caregivers have consistently identified tonderlying constructs, including
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depressed affect, well-being, interpersonal probleand somatic symptoms (Roth,
Ackerman, Okonkwo, & Burgio, 2008; O’Rourke, 2005).

The Epidemiologic Studies-Depressiaale (CES-D) had been translated into
Thai language in order to assess depressive symsptodiverse Thai populations. The
CES-D was translated into Thai with back transtaaad has shown acceptable internal
consistency in studies in Thailand with Cronbacfsha ranging from .80 to .89 (Ross,
2005).

3. The WHO QOL-BREF-THAI is a standiaed national questionnaire, a short
version of a set of quality of life indicators (WH®OF-100) developed by an expert group
from different countries and the World Health Ongation (WHO). See Appendix | and J.
The questionnaire consists of 26 items on a 5-gokert-Type scale, and scores can range
from 26-130. A score of 26-60 indicates low quatifylife, a score of 61-95 indicates
moderate quality of life, and a score of 96-130dates high quality of life.

The WHO QOL-BREF-THAI assesses seffarted subjective and objective
QOL in four main domains: physical health; psyclgatal well being; social relationships;
and environment. Physical health includes item, 304 15, 16, 17, and 18. Psychological
well being includes item 5, 6, 7, 11, 19, and 2&ci8 relationships include item 20, 21,
and 22. Environment includes item 8, 9, 12, 13,284,24, and 25. The WHO QOL-
BREF-THAI has reported reliability and content dély in various groups of Thai
population. Internal consistency with Cronbachjshal coefficients has been reported at
0.84 (Department of Mental Health, Thai MinistryRudblic Health, 2008.; Mahatnirankul,
1997). A study in Thai population confirmed thastihai version has construct validity
equivalent to the original language scale (Sakth&hommer, Gross, Sakulbumrungsil,

& Prasithsirikul, 2007). This study applied the WHIDL-BREF-THAI for measuring
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caregiver quality of life because the instrumerat andardized questionnaire. For this
study, Cronbach’s alpha coefficient of the WHO QBREF-THAI-Thai version was .94
at three points of time which indicates a high lexfenternal consistency.

4.The Short Form 12 item health syrf&F-12v?2) is a practical, reliable, and
valid generic measure for measuring functional theahd well being (QualityMetric,
2009). (see Appendix K and L). The SF-12v2 is thproved version of the SF-12v1 that
was a previous short-form of the Medical Outcom&d$tShort form 36-item health
survey (SF-36). The SF-12v2 was improved in fivgysvdorevity and simplicity, layout,
compatibility with regard to translation, and cu#ilrelevance and expanded and uniform
response categories (Ware, Kosinski, Keller, 19963.version includes 12 items, shorter
and simplified instructions and questionnaire itemere consistent layout and format, and
the provision for estimating the eight domains edlith (SF Community, 2009). These
domains include physical functioning (PF, 2 itenngde limitations due to physical health
problems(RP, 2 items), bodily pain (BP, 1 itemheal health perception (GH, 1 item),
vitality (energy/fatigue)(VT, 1 item), social fumahing (SF, 1 item), role limitations due to
emotional problems (RE, 2 items) and mental hgaklgchological distress and
psychological well being)(MH, 2 items) (see Appenk).

The SF-12v2 was used to calculatedarmponent scores, the physical
component scale (PCS) and the mental componerd a&S). Both component scores
were computed bihe QualityMetric Health Outcomes Scoring Softw@hare, Kosinski,
Turner-Bowker, & Gandek, 2002). According to théware syntax, the physical
component scale includes item SF1 (GH), SF2a &b (PF), SF3a (RP), SF3b (RP),
and SF5 (BP)(see Appendix K). The mental composesaie includes item SF4a (RE),

SF4b (RE), SF6a (MH), SF6b (VT), SF6c (MH), and $6F). Higher scores represent
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better health status. Interpretation of the SF-I2¢iired norm-based scoring algorithms
that resulted in scale and summary scores beingatdized with a mean of 50 and a
standard deviation of 10. The procedures for sgatie SF-12v2 were reported in the
survey’s manual (Ware et al., 2002).

It was reported in the survey’s malrthat the SF-12v2 had strong internal
consistency, reliability, and validity. The relifityi coefficients of the eight survey scales
ranged from .72 to .87, including physical functrag¥.78, role physical=.86, general
health=.75, vitality=.74, social functioning=.78)e limitation due to emotional
problems=.74 and mental health=.87. The reliabditthe physical component summary
was .89 and the emotional component summary wa@NVaée et al., 2002).

Even though the SF-12v2 Thai versias available, there was no published
evidence of its psychometric properties in Thaiydapon. Some previous study showed
that the SF-12 Thai version yielded sound psychometoperties in Thai people in many
populations such as persons with HIV/AIDS (Chaeytdak, Kawichai, Ruangyuttikarn,
Wu, Thapinta, Kemerer, & Malitz, 2004), hip fracar(Suriyawongpaisal, Chariyalertsak,
& Wanvarie, 2003), and pregnant women (SricamsQR62 Therefore, the SF-12v2 is
more appropriate for measuring the physical andtahéealth of participants who are
older adults who may be uncomfortable in answeaihgng questionnaire.

5. The Sarason’s Social Support Qoiestire (SSQ-6; Sarason et al., 1987) is a
6-item questionnaire that assesses the amountadiped social support (SSQ-N) and a 6-
item questionnaire that assesses satisfactionavdiiable social support (SSQ-S). (see
Appendix M and N). The size of the social netwarkalculated as the total number of
persons listed by the patient as support cont8etissfaction with support was assessed

using a scale from 1 (not satisfied) to 6 (highdsisfied). Internal Consistency of SSQ-6 is
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very high for dementia caregivers (Clay, Roth, Végdi& Haley, 2008) and Thai adults
with mild traumatic brain injury (Petchprapai, 200lh Petchprapai (2007), the
Cronbach’s alpha of the SSQ-N was .92 and the S8@sS94. This demonstrates that the
Thai version is equivalent to the English versiod aas used in this study.

6. The General Personal Data Suway designed by the researcher (see
Appendix C and D) in order to assess baseline patsoformation of caregivers and
PWD that was used for screening qualified participa@f the study. This questionnaire
was composed of two parts. The first part consistelD items that asked demographic
information about the PWD (illness duration, freqeye of ADC use, and severity of
dementia). The second part consisted of 36 iteaisasked demographic information
about the caregiver participant (numbers of famibmbers, relationship to the care
recipient, the quality of the relationship, duratiaf care, satisfaction with their care,
family support, ADC use, and other social supports)

Severity of dementia was assessagsing the Mini-Mental State Examination
(MMSE) and the Bristol Activities of Daily Livingcale (BADLS). The MMSE was
administered by the research investigator. The MNR#stein, Folstein, & McHugh,
1975) is recognized as a standard tool to measeneary and cognitive ability in clinical
practice. The scores range from 0 to 30. A MMSEebtetween 16 and 24 is determined
to be stage | or mild dementia. The MMSE score laivan 16 is stage Il or moderate
dementia. Internal consistency of the MMSE in aedisample of elderly hospitalized
patients was .96 (Foreman, 1987). This study appliMSE-Thai 2002 that was
established high internal consistency in Thai papoih (Kuha et al., 2008). A cut-off

score of MMSE-Thai 2002 for persons who had edandtigher than primary school level
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is 22, for persons who had education in primarystlevel is 17, and for persons who are
illiterate is 14.

The BADLS Buck, Ashworth, Wilcock, & Siegfried, 1996 commonly used
to assess functional ability both basic and insemtal daily living activities in PWD. This
measure was a supplement to determine the leveksvefity of dementia. It was reported
by caregivers. The BADL measure consists of 20stamd possible scores ranges from 0
to 42. A minimum possible score of 0 means totatependent and a maximum score of
60 means totally dependent. Validity and good tetst reliability were reported in many
studies (Burns, Lawlor, & Craig, 2002; Sikkes, KlgPijnenburg, Scheltens, & Uitdehaag,
2008).

7. The Caregiver Evaluation of Adbéty Care (CEADC) is an evaluation of
ADC service program that is composed of three pétte researcher adapted the first and
second part from measures of Jarrott and her gplesa(Jarrott et al., 1999) who
developed these measures to assess caregiveadatisfwith adult day service programs
in New Jersey. The first part consists of 12 itewith a five-point Likert scale that
measure caregiver satisfaction with adult day seruse. The second part consists of 17
items with a five-point Likert scale that measueméfits and drawbacks of adult day
service use (see Appendix O and P). The thirdquarsists of two open-ended questions
and additional probes (see Appendix O) that wedeeddo obtain additional qualitative
data for this study. The first and second partewssed for the second phase of data
collection. The entire CEADC was used for only tied phase or for participants who
used ADC services for three months or more.

Content validity of the CEADC was exaed by three Thai experts. Two were

clinical nurses working in the ADC programs. Anathas a professor working in the
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field of adult and elderly nursing. Items with angent validity index (CVI) of .66 or less
were revised or deleted. Finally, two items witG\dl of .66 were revised and two items
were added due to the recommendations of the exjuefit with ADC programs for both
research sites in Thailand to address the respebufnan rights, spiritual and religious
beliefs, and to assess for improvement in depresajuathy, agitation or aggressive
behaviors, cognition, behaviors, and activitieglafy living. As a result, the 25 original
items were revised into the 27 item CEADC with tE2nis in the first part and 17 items in
the second part. A total of 12 items of the firatt@and 17 items of the second part were

retained with a CVI of 1.00.
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Table 1
Quantitative Variables, Instruments and Surveysr@ponal Definition, Reliability, and
Validity
Quantitative Operational Type Validity/
Variables Instruments/Surveys Definition Reliability
Caregiver ZBI (Zarit, Reever, & Perception of suffering with  22-item Construct validity
Burden Bach-Peterson, 1980) physical health, emotional Likert .86-.95'
health, social life, and financial 89
status.
Caregiver CES-D (Radloff, 1977) Symptoms of affected mood 20-item  Construct validity
Depression and behavioral manifestations Likert .77-.88"
including depressive mood, .80-.89°
feeling of guilt and
worthlessness, psychomotor
retardation, loss of appetite,
and sleep disturbance.
Caregiver SF-12v2 Perception about their general 12-item  Construct validity
Health health especially physical and Likert Test-retet= .89
mental health. &.86%
Caregiver SSQ-6 (Sarason et al. Perception of available social 6-item Construct validity

Social Support

Caregiver
Quality of Life

Caregiver
Characteristics
& Frequency
of Service Use

1987)

CEADC
(modified version)

WHO QOL-BREF

support and caregiver question-
satisfaction with available naire
social support and adult day

service programs.

Satisfaction with adult day Partl-

care services. 10-item
Partll-

15-item
Partlll-2
open-
ended
questions

Perception of physical health, 26-item
psychological well-being, Likert
social relationships, and

environment.

General Personal DataGeneral information of PWD  Partl-

Survey

and caregivers includes gender]0 items,
family income, frequency of  Partll-
ADC use, severity of dementia,36 items
caregiver-patient relationship,

quality of relationship, duration

of care, satisfaction with their

care, family support, and other

social supports.

.92-.94°

Construct validity
0.84°

& Cronbach’s alpha of original version with demegtaegivers
P Cronbach’s alpha of Thai version with dementia gawers or Thai population
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No research documenting the sensjtofi the outcome measures to capture the
changes occurring over time was found. A previdudyswith a single group repeated-
measures design in 10 Thai caregivers of PWD fdahatithe ZBI was sensitive enough to
capture significant differences in caregiver burbletween baseline and one-month after
the intervention (Pankong, 2004). Another studietgan intervention for family
caregivers of PWD at 3 time points (pre-intervemtio the first week, post-intervention
(week 8), and the 16-week follow-up) and showed titva ZB1 and the CES-D captured
significant changes in caregiver burden and defmedmtween the first week and the
sixteenth week (n = 16, Bormann et al., 2009).rilsir study found that the CES-D was
sensitive to significant differences in caregivepression between baseline and three
months of ADC usen=400, Gaugler, Zarit, Townsend, Stephens, & Gre2d@3). Dias
and colleagues showed that the ZBI measure wasigerenough to capture significant
differences in caregiver burden between baselidead® monthsn=80, Dias, Dewey,
D’Sousa, Dhume, Motghare, Shaji, Menon, Prince,ofeR 2008).

Caregiving characteristics are baokgd factors that might affect the caregiving
experience that may act as confounding variable®wariates. These variables include
gender, family income, caregiver-patient relatiopsand severity of dementia. Frequency
of service use and research site were also exarfonedcovariate effect on the study

outcomes. Caregiving characteristics were collewati¢hl the General Personal Data Survey.

Qualitative Data
Qualitative data were collected fromerviews, observations, field notes,
documents, and other related materials. The res@arestigator who collected data

served as the “instrument” through which data veeléected (Rew, Bechtel, & Sapp,



72
1993). Caregiver participants who used the ADCisesvat least 3 months were
interviewed for approximately 45-60 minutes. A satnuctured interview with two open-
ended questions was used to guide the interviehsinterviews were conducted by a
researcher who was trained for collecting data withlitative techniques. Two open-
ended questions were “What are your experiencdsAMC?” and “Has your life changed
in any way since your relative started attendingG®D Questions to gain further
understanding or clarification might include “How gou feel about it?”, “How does your
family feel about it?”, “What are your positive extpences?”, and “What are your negative
experiences?” Follow-up probes were used to eagauparticipants to explain more fully
or to clarify meanings of participants’ responses.

The interviews were audio-tapedisibed in Thai, and analyzed to establish
categories in Thai. All emerged categories andepiatere translated from Thai to English
before blind back-translation by an outside biliagwanslator. An expert panel committee
which included native and bilingual speakers vedfthe findings of both versions in order
to ensure equivalence of meaning for both vers{@men, & Boore, 2009). Observations
and field notes were written in a personal notebatodach visit to the ADC sites or in
meetings with participants. Documents and othexteel materials, for example, brochures
of ADC programs, schedules of ADC services, piduamd any available official reports

were also collected for data analyses.

Procedures
A single group repeated-measureggdesas employed to answer the proposed
research questions to determine whether familygraees of PWD who used ADC

experience lower burden, lower depression, betalti, and higher quality of life after
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one and three months compared to baseline. Thdy stwaluated adult day services as an
intervention compared over three months.

A clinical nurse at each reseaitdsas invited to be a research assistant to help
screen and encourage eligible caregivers of PWéhtoll and participate in the study. The
research assistant s were a clinical nurse marmddglee long-term care unit and a clinical
registered nurse of ADC. Both research assistaets wained about human subject
protection and the Health Insurance Portability &ottability Act of 1996 (HIPAA)
online training, research protocol, proceduresstjoenaires, and informed consent sheets.
They asked permission from eligible participantaltow a contact with the research
investigator for a research invitation and a forneaskearch informed consent. The research
investigator contacted caregiver participants tuvjgle questionnaires and make an
appointment for the next questionnaires and amviree. The research investigator also
met caregiver participants during the study pedaltly to talk about their relative and their

daily problems.

Ethical Considerations

The research proposal was submitidmbth ADC settings and to the Institutional
Review Board (IRB) from the Kansas University Medi€enter (KUMC) for approval.
Both research assistants completed KUMC Human Su@Gemmittee and Conflict of
Interest forms including KUMC human subjects pratets and HIPAA online training.
Letters were sent to both ADC settings to ask p&sion for collecting data with dementia
patients and their caregivers. After receiving pgesmn and approval of this research
proposal, meetings among the research investigatbthe ADC personnel were held to

assure that research procedures were conducted saime manner at both sites.
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Eligible caregivers at both ADC sitesre contacted and invited to participate in
the study. The researcher explained the purposefiteand risks of the study including
the participants’ right to withdraw at any time.l@family caregivers who were willing to
participate in the study and who provided theinaigre on a written consent form were
eligible. The written informed consent that wasanted from the caregiver participants

included verbal assent for the PWD. (See Appendix B

Data Collection Procedures

After caregiver participants prowd&eir signature on the consent form, they
were interviewed with the General Personal Data&uat either the ADC settings or the
caregiver’'s home. They were also asked to comghetguestionnaires which included the
ZBl, the CES-D, the WHO QOL-BREF, the SF-12v2 Healirvey, and the Sarason’s
Social Support Questionnaire (SSQ-6) before oriwitime week after admission to the
ADC. For the second phase (one month later) ppétits were contacted and asked to
independently complete the same set of questiaemdtior the third phase participants
were again asked to complete the same questiosraicethe CEADC. A separate
interview between each caregiver and the reseaxdsiigator was also conducted in order
to ask two open-ended questions and additionalgsrdbach participant consented to the
audio-recorded interview. Each interview lastedrappnately 45-60 minutes and was
conducted at the ADC site, caregiver’'s home, calgernatively agreed upon confidential
place. Each participant was encouraged to resppgddstions until the point of data
saturation or no new information. The interviewamsnarized the main information and

asked patrticipants to verify their comments atehe of the interview.
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During the study, the research ingasbr and two research assistants kept in

touch and followed up with each participant thropgione or in-person at the ADC site
every two weeks. The meetings among the reseavelstigator and the ADC

administrators were conducted every month in oraétentify and discuss any existing

research issues.

Data Analyses

Quantitative Data Analyses

Questionnaire responses includingdample characteristics were coded and
entered into the Statistical Program for SociakBces (SPSS) software program version
19.0. The independent variable was ADC use. Thetgatve outcomes included scores
on the measures of caregiver burden, caregiveedsion, caregiver health status,
caregiver social support, and caregiver qualitijfef Repeated measure ANOVA was
used to compare differences in the outcomes owe. tStudent’s t-test (independent t-test)
was employed to examine covariate effects of tlyeckaracteristics (gender, family
income, caregiver-patient relationship, frequenicyavvice use, and severity of dementia)
that could act as covariates (Campbell et al., 20@@n, O’Boyle, Coakley, & Lawlor,
2002; Huang et al., 2008). The research sites alsceexamined for a covariate effect.
The Student’s t-test is commonly used to examinaky of means as well as covariate
imbalances of two groups (Zhao, Hill, & Paleschl 20

Prior to analysis, quantitative deddlected at each time (baseline and after 1
month and 3 months) was explored to identify mgslata and outliers and to evaluate the
normal distribution of each studied variables. @h®unt and the patterns of missing data

were considered. Systematic missing data or migsdat random was critically judged



76
with the appropriate solution identified in orderstrengthen the validity of the findings.
Content validity and reliability were assessedlmrmeasured.

Descriptive statistics and frequengstributions were used to describe the
characteristics of the sample and the study vagalitreliminary analyses were conducted
to examine the underlying assumptions of the Stisléttests, the repeated measures
ANOVA and multivariate analysis such as normalityearity, homogeneity of variance-
covariance matrices, independence of observatamsreliability of measurement through
histograms, boxplots, Kolmogorov-Smirnov tests, @twaWilk test, residuals analysis,
Box’s M test, Bartlett’s test, and Cronbach alpl&iace the effects of caregiver
characteristics (gender, family income, caregivaient relationship, and the severity of
dementia) and frequency of service use might dfeatecaregiver outcomes, Student’s t-
tests (independent sample t-tests) were conduatddtérmine whether these factors were
significant covariates and to examine homogeraatgss the ADC settings. If significant
differences between the two ADC settings were foomtéhe outcome variables, settings
were considered as another possible covariaterfaGontent validity and reliability were
assessed on the measures.

Repeated measures ANOVA was useelstorthether there were significant
differences between baseline and after using AD@ces at one and three months. A
decrease, increase or no change in caregiver oegwmre possible. When statistical
significance was obtained in the repeated meagd\M&\VA, Bonferroni's post-hoc test
was used to identify which of the group mean diffem each other. The Bonferroni’s test
is a powerful procedure with a small number of casts (Park, Cho, & Chi, 2009).
Another advantage of the Bonferroni method is thegduces the probability of a Type |

error by its limits on alpha inflation (McHugh, 2D1
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If covariate factors were identifigdey will be controlled in the analysis.
MANOVA is an alternative method to examine the eliéinces across time when the
assumption of sphericity necessary for ANOVA is matt (Overall & Atlas, 1999;
Maxwell, & Delaney, 2004). However, the MANOVA ieds powerful than repeated
measures ANOVA when the sample size is smaller tuamber of levels of the repeated
measures factor plus tem< k + 10)(Moulton, 2010). When the sphericity violatiemot
large (epsilond) > .7), an adjustment to the numerator and denator degrees of
freedom with the Greenhouse-Geisser or Huynh-Fedtiiinates should be used for the
correction (Moulton, 2010). The Huynh-Feldt correstshould be applied when epsilon is
larger than .75 and the Greenhouse-Geisser shewglied when epsilon is less than .75
(Girden, 1992).

These analyses provided answerth&first research question: whether family
caregivers of PWD who used ADC for one and threatims experienced reductions in
burden and depression, better health, and highadity of life than before using ADC
services. An alpha level of 0.05 was establishatha@sriteria for significance for all

statistical tests.

Qualitative Analysis

Two questions with additional prole=re used to explore caregivers’
experiences with ADC and how their life changedsitheir PWD started attending the
ADC. These interviews were conducted after 3 moofsDC use. These qualitative data
also provided an evaluation of the effectiveneshefADC services from the perspective
of program users. Qualitative data in summativéuatens typically add depth, detail,

and nuance to quantitative finding, rendering ihnt8ghrough examining individualized
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outcomes and issues of quality or effectivenesmrBative evaluations serve the purpose
of rendering an overall judgment about the effesiass of the program that could support
a decision for continuing ADC services. This infation may or may not be generalized
to other situations (Patton, 2002).

Qualitative data analysis was ingéhait the beginning of data collection.
Observations and field notes were recorded to geowisight and other needed
information over time. The final analysis or coritanalysis was conducted after all data
collection was completed. All interviews were traised verbatim in Thai (without
correction of grammar). Following transcriptione tbontent was checked for accuracy.

Inductive content analysis was usedralyze the interview transcripts and other
qualitative data, using the process described byaktl Kyngas (2007). The analysis
process is a systemic and objective means of d@sgrand quantifying phenomena (Elo
and Kyngas, 2007; Sandelowski, 1995) and genenalty to refer to any qualitative data
reduction and sense-making effort that takes awelaf qualitative material and attempts
to identify core consistencies and meanings (Pag002). The core meanings were
categories and patterns describing the study phenanBasically, inductive content
analysis aims to organize fragmented qualitatia ddo a larger and more meaningful
phenomenon and it is used when there is not enfaugter knowledge about the
phenomena. The inductive content analysis incleges coding, creating categories, and
abstraction (Elo & Kyngas, 2007).

All interview transcripts, field nateand documents were initially read thoroughly
several times to get a sense of the whole. Tragrtsonere searched for recurring words
and sorted into categories by open coding. Thewifianalysis, which were specified as

word, phrase, sentence, part of a clause and parsentence, were written down in the
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margins in order to capture all answers to thernvein open-ended questions and to
describe all aspects of the content. The unitsedmmg were collected from the margins
and transferred on to coding sheets.

Categories, sub-categories and ipett@ere organized, labeled, and revised on
the coding sheet and included feelings, expectationtcomes, changes of life, difficulties,
strengths, weaknesses and recommendations. Comweamrg®rganized into similar
categories. Similarities and differences were enguiand compared. Similar units of
meaning or patterns were grouped together. Snwdtegories were collapsed into broader
higher order categories. Sub-categories with simeN&nts and incidents were grouped
together as main categories. Each category wascaaoerding to its content.

Themes were not identified at this time. The emggain categories and sub-categories
were compared and linked together in order to &guut possible associations or causal
relationships in the findings.

Abstraction means formulating dedaipthrough generating categories. The aim
of this abstraction was to form descriptive categgwhich offer considerable depth and
breadth of understanding about the phenomenaerkeistt and the relationships to other
categories.

The processes of inductive contentyasimwere interrelated and fully iterative.

All transcripts were again read line by line anded systematically. These codes were
then compared, integrated, and refined to devdlemtain categories and sub-categories
of this study. The interpretation moved back anthfbetween part and the whole of the
data. Data saturation was reached when codes &gbdas in the data become repetitive
and redundant, and no new information was obtdoyefuirther data collection (Polit,

Beck, & Hungler, 2001; Polit, & Beck, 2008).
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Interviews, field notes, and obsenra data were transcribed verbatim in Thai.
The data analysis process was done by hand initheldhguage. Data was discussed and
debated with research assistants and experts erped in qualitative research to enhance
trustworthiness and methodological rigor. The Thain categories, sub-categories, and
quotes were translated into English by a researdlieyse main categories, sub-categories,
and quotes in English version were validated wilthai bilingual specialist and a native
speaker. The Thai bilingual specialist was a Thiailitptive expert who well understood
both languages and who reviewed interview tranggrtpe findings, and the translation
from Thai language to English in order to validdite content. The back-translation of all
descriptions and quotes by an outside bilinguahkgewho was familiar with the area was
conducted. An expert panel committee which compasdilingual speakers and native
speaker compared and validated the findings betiegtish version and Thai version in
order to reach final agreement on the translafitwe. translation, blind back-translation,
and the involvement of the expert panel were recentad in this study in order to ensure
equivalence of meaning of the findings across laggs, achieve comparability of
grammatical forms, make participants’ words undardéble, and increase trustworthiness

and rigour of the study (Chen & Boore, 2009).

Time Frame
The study took place from January 20it6ugh May 2011. The research
investigator began to collect data after gettingpproval and permission from both
research sites and IRB, KUMC in May 2010. Dataesttibn was continued until at least

16 caregivers completed the study.
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Chapter Four
Results
This chapter presents the study tesutluding descriptive data and data
analyses. The descriptive data includes demograyblaiacteristics of caregivers,
demographic characteristics of PWD receiving cdesgcription of the settings, and
description of transitional and effectiveness omtes. Quantitative caregiver outcomes
from surveys and qualitative analysis of caregim&rviews were completed. Both

quantitative and qualitative findings from datalgses are reported.

Descriptive data
Demographic Characteristics of Caregivers

Eighteen family caregivers were elegbin the study. Two of them dropped out
during the study because they discontinued th@lua®C services. One of them was too
agitated to participate in ADC activities and thileey moved their residence far away from
the ADC setting. Ultimately, only sixteen familyregivers continued to use ADC services
and completed the study. Data analysis includeseti® caregivers who completed the
study.

Most family caregivers were femaie ©, 56.3%). The age of participants was
from 39-71 years and the mean age was 53.56. Tégecayp be broken into five groups:
below 40 (=1, 6.3%), 41-501(=7, 43.7%), 51-60n=3, 18.8%), 61-70n(=4, 25%), and
older than 71r{=1, 6.3%). Most participant®£7, 43.7%) were between 41 and 50 and
the remaining are detailed in table 2.

Most participants were married{, 43.7%) while others were single=4,

25%), divorcedri=4, 25%) or widowedn=1, 6.3%). Most of them held a Bachelor’s
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degree =7, 43.7%). Five participants (31.3%) had less etiloicdhan a Bachelor’'s
degree, and four participants (25%) had higher thBachelor’'s degree. Most of them
(n=8, 50.2%) earned an average family income lowear 86000 baht (as equivalent as
$1,000) a month while the remaindare{, 43.7%) earned higher than 30,000 baht. The
average family income for a Thai in Bangkok and fdgolitan Region is approximately
33,000 baht ($1,100) per month (National Statist@iffice Thailand, 2011). One
participant did not provide this information. Mgsdrticipants were either a son or a
daughter of their care recipiem=11, 68.8%). Five participants (25%) were the care
recipients’ spouse and one (6.3%) was a sistempaticipants reported that they provided
both supervision and direct care at least 4 hoerslpy. Eight of them (50%) reported that
they provided both supervision and direct care @drsrper day. The demographic
characteristics of caregivers and caregiving charetics are summarized in Table 2 and
Table 3.

Table 2

Demographic Data of Family Caregiver Participani§i=16)

Characteristics Number (n) Percef¥o)
Gender Female 9 56.3
Male 7 43.7
Age <40 1 6.3
41-50 7 43.7
51-60 3 18.8
61-70 4 25.0
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Table 2

Demographic Data of Family Caregiver Participanfid=16) (continued)

Characteristics n Percent (%)
Marital status Married 7 43.7
Single 4 25.0
Divorced 4 25.0
Widowed 1 6.3
Education Below Bachelor’'s degree 5 31.3
Bachelor’s degree 7 43.7
Higher than Bachelor's degree 4 25.0
Family income Lower than 30,000 baht 8 50.2
(Missing =1) 30,000 baht or higher 7 43.7
Caregiver relationship Children 11 68.8
Spouse 4 25.0
Others (sister) 1 6.3
Hours per day of daily 4- 8 hours 4 25.0
care 9-16 hours 4 25.0
17-24 hours 8 50.0

Most participantei€7, 43.8%) rated their monthly family income as ad#g or
5 on a scale ranging from O (I can’t make ends jrte€tO (I always have money left
over). According to table 3, mean adequacy of mgridmily income of this sample

group was 6.03 where as standard variation was 3&&n participants (43.7%) rated the
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level of attachment in their relationship with theWD. On a rating scale of 0 (not

attached) to 10 (very attached), mean attachmesnBv&8 SD= 1.89).

Table 3
Mean and Standard Variation of Age, Adequacy ofifaimcome and Quality of

Attachment (N=16)

Characteristics M SD
Age 53.56 10.21
Adequacy of family income (range 0-10) 6.03 2.52
Quality of attachment (range 0-10) 8.38 1.89

Demographic Characteristics of PWD Receiving Care

Most of the PWD were femate=(L2, 75%). The age of participants ranged from
52-87 years and mean of age was 73.81. PWD agleecgrouped into four distinct
groups: less than 6@£1, 6.3%), 61-70r(=5, 31.3%), 71-80n(=5, 31.3%), and greater
than 81 yearsnEb, 31.3%). Five participants (31.3%) were betwekir®, 71-80, and 81-
90, and only one was in range between 51 and 60.

Most PWD were widowed=<8, 50%), but others were marriet=(/, 43.7%), or
divorced (=1, 6.3%). Most had less than a Bachelor's degreé&g, 81.3%). Two of
them (12.5%) had a Bachelor’'s degree and only 6:884) had education higher than a
Bachelor’s degree. Most PWD<X9, 56.3%) were in the second stage of disease (raiade
dementia) as classified by the researcher wittMRESE and the BADLS. Others were in
the first (mild) stage of disease<7, 43.7%). Most PWD in the studyg=£9, 56.3%) used

ADC services at Chiangmai Neurological hospital atiters used ADC services at



85

Somdet Chaophaya Institute of Psychiatry, Bangkokhailand (=7, 43.7%). Seven

PWD (43.7%) used ADC services one day per weele PW/D (31.3%) used ADC

services 4-5 days per week, and four PWD (25%) Ad2d services 2-3 days per week.

Mean frequency of ADC use was 2.63 days per wek&.demographic data of the PWD

are summarized in Table 4 and Table 5.

Table 4

Demographic data of PWD

Characteristics n Percent (%)
Gender Female 12 75.0
Male 4 25.0
Age <60 1 6.3
61-70 5 31.3
71-80 5 31.3
>81 5 31.3
Marital Status Married 7 43.7
Divorced 1 6.3
Widowed 8 50.0
Education Less than Bachelor’s degree 13 81.3
Bachelor’s degree 2 12.5
Higher than Bachelor's degree 1 6.3
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Table 4

Demographic Data of PWD (continued)

Characteristics n Percent (%)

Stage of Disease Stage | 7 43.7
Stage I 9 56.3

Research site Bangkok 7 43.7
Chiangmai 9 56.3

Frequency of service usd day per week 7 43.7

at baseline > 1 day per week 9 56.3

Table 5

Mean and Standard Variation of Age and Frequency@€ Use (N=16)

Characteristics M SD
Age 73.81 9.74
Frequency of ADC use (days per week) 2.63 1.78

Description of the Settings

ADC services are recognized as aialieed intervention for PWD and their
family caregivers in the day time. The Somdet Clhagyp Institute of Psychiatry provides
ADC services focusing on structured therapeutitviiets for the PWD 3 days per week.
Caregivers received systematic assessment anddodivcounseling as needed. Seminars
for caregivers were arranged periodically. The Ghimai Neurological Hospital provides
ADC services 5 days per week, but only one dayyssrk provides structured therapeutic

activities and a support group for family caregs/érhese therapeutic services were
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provided by occupational therapists, psychologistgritionists, and nurses. During the
remainder of the week ADC staff generally assistPM/activities of daily living and
personal care. The PWD at both research sitesneanto receive medical care and meet
with their physician as usual. Neither ADC siteypded transportation. One PWD at the
Somdet Chaophaya Institute of Psychiatry was tramsg to ADC by a staff member of
the Somdet Chaophaya Institute of Psychiatry.

Staff at the Somdet Chaophaya Irtstitd Psychiatry ADC included two
registered nurses and a nurse aid, whereas thag@bh# Neurological Hospital staff was
composed of one registered nurse and two nurseAsoximately 3-6 PWD attended at
both ADC sites each day. Both research sites wiéflereht in settings and surroundings.
The Somdet Chaophaya Institute of Psychiatry iatkxt in a compact room at ground-
level in the outpatient neurological department Thiangmai Neurological Hospital is
located in a hall room on the second floor withedevator provided for convenience. Each
ADC site has a large table with chairs for groupvétees. There are benches and couches
provided for caregivers in an adjoining room tlsavisible to the patient area. The ADC
staff of both research sites had their lunch astme table as the PWD to make the
environment more home-like and foster a sensermifiyaThe ADC in Chiangmai
Neurological Hospital provides amenities such amall aquarium, a television, and a
refrigerator. In addition children and cats arewatd to visit the area. The ADC in Somdet
Chaophaya Institute of Psychiatry provides a tslewi and a refrigerator but pets are not

allowed to come in the area. See Table 6 for exasngil typical activities at each ADC.
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Examples of Daily Activities in ADCs
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Somdet Chaophaya Institute of Psychiatry

Chiangveairological Hospital

09.00 am
09.15 am

09.30 am

10.30 am
10.45 am
12.00

01.00 pm
03.00 pm

04.00 pm

Orientation

Buddhist Prayer

Brain Stimulation Activities (word puegi
card games/guess the place etc.)

Break

Group activities (games, drawing, creatio
Lunch
Recreation/Creation/Exercises/Cooking
Break & Table Discussion Group

Closed

08.00 am

Table Games

09.00 am Orientation & Participant Introduction

09.15 am

09.30 am

10.45 am
12.00

01.00 pm
03.00 pm
03.30 pm

04.00 pm

Exercise

Brain Stimulation Activities (neurobic-
exercises/card games/guess thd atc.)
Snack Break & Table Discussion Group
Lunch
Recreation/Creation/Exercise/Cooking
Snack Break & Games

Shower

Closed

Description of Transitional and Effectiveness Outcmes

Data were collected from the caregivad PWD at three periods of time: within

one week of enroliment in ADC (baseline), and ome three months after starting ADC

services. Quantitative outcomes compared carefiwelen, caregiver depression,

caregiver general health status, caregiver sog@art, and caregiver quality of life. The

caregiver outcomes were measured with five instnismand two surveys. All of them

have been translated into Thai language. The fisguments included the Zarit Burden

Interview (ZBl), the Epidemiologic Studies-DepressiScale (CES-D), the Short form 12-

item health survey (SF-12v2), the Sarason’s S@&uglport Questionnaire (SSQ-6), and

the WHO QOL-BREF-THAI. The two surveys included theneral Personal Data Survey

and the Caregiver Evaluation of Adult Day Care (CEA.
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Caregiver burden was measured by #n Burden Interview (ZBI). The means
of the ZBI scores at baseline, 1 month, and 3 neowire 37.19§D=17.57), 36.31
(SD=17.96), and 33.0650=14.63) with a range from 16-74, 11-75, and 10-60
respectively. At the baseline two caregivers (12.886eived ZBI scores greater than 60
(indicating severe burden), four caregivers (2586gived ZBI scores from 41 to 60
(indicating moderate-severe burden), six caregi{@r$%) received ZBI scores from 21
to 40 (indicating mild-moderate burden), and foaregivers (25%) received ZBI scores
from O to 20 (indicating no burden). After using 80or a month two caregivers (12.5%)
received ZBI scores greater than 60, and eaclcévegivers (31.3%) received ZBI scores
from 21to 40 and 41 to 40. After the use of ADC3anonths four caregivers (25%)
received ZBI scores from 41 to 60, eight caregiy®@86) received ZBI scores from 21 to
40, three caregivers have no burden, and nonedeassze burden.

Possible scores of each item orZBlescale ranges from 0 (never or no burden)
to 4 (nearly always or highest burden). Mean scfespecific items on the ZBI scale
ranged from .69 to 2.25 and only two items rangethf2.69 to 3.19. The former one, “Do
you feel your relative is dependent on you?” Pguéicts perceived that their dementia
relative was dependent on them quite frequemly£3.19,SD=.98; M, =3.06,SD=1.34;
M3=2.75,SD=1.13). This was congruent with another item, “du yeel that your relative
seems to expect you to take care of him/her agufwere the only one he/she could
depend on?” Participants perceived that theitixela@xpected them to take care of
him/her rather frequentlyM; =2.69,SD=2.69;M, =2.69,SD=1.45;M3=2.31,SD=1.49).
Overall, participants perceived their burden inrgafor their dementia relative in the

moderate level\l; =2.06,SD=1.29;M, =2.69,SD=1.45;M3=2.00,SD=1.26).
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The mean of some items fluctuatext.dxample, one item of the ZBI, “Do you
feel stressed between caring for your relativetayidg to meet other responsibilities for
your family or work?” The mean item scores increbsem baselineNl; =2.06,SD=1.24)
after one month\l,=2.25,SD=.96) and decreased at the third momh=1.63,SD=1.24)
at ADC use. For this study, Cronbach’s alpha coffit of the ZBI-Thai version ranged
from .93 to .94 which indicated a high level ofemtal consistency.

Caregiver depression was measurdtéizpidemiologic Studies Depression
Scale (CES-D). Scores on four items including iter8, 12, and 16 were reversed before
computing the caregiver depression scores perrggorstructions. The means of the CES-
D scores at baseline, 1 month, and 3 months web® 18D=12.54), 17.963D=10.42),
and 16.38%$D=10.42) with a range from 5-44, 3-36, and 3-4@eesively. At baseline
nine caregivers (56.3%) received CES-D scores Hbove considered to reflect the need
for further assessment and evaluation for depressiight of all caregivers (50%) received
CES-D scores 16 or above at the first month andrsesaregivers (43.8%) received CES-D
scores 16 or above at the third month.

Possible scores on each item oiC#8-D scale ranged from O (never or no
depression) to 4 (most or highest depression). Meares for specific items on the CES-D
scale ranged from .25 to 1.69 after four positteens were reversed. Scores of some items
suggested that caregivers recovered from depreafiiemusing ADC services. For
example, one caregiver reported their depressivaiemthrough an item *“I felt
depressed.” The mean score of this item decredsd3anonths¥5=.63,SD=.72) when
compared with baselind/g =1.0,SD=.97). On the other hand, caregivers reported their

happiness through an item “l was happy”. The meanes of this item were higher after
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the use of ADC for one and three montlk €1.69,SD=.79; M,=1.88,SD=.62,M3=2.06,
SD=.93).

Moreover, caregivers reported thaytfelt better about themselves through an
item “I felt | was just as good as other peopleh&Tmean scores of this item were higher
after the use of ADC for one and three montg$1.31,SD=1.14;M,=1.88,SD=.96,
M3=2.06,SD=.93). Some caregivers reported that the use oA€ showed the goodness
of caregivers who took care of their parent or tbeaee. The mean scores of an item “| had
trouble keeping my mind on what | was doing” desezhacross timeév{; =1.5,SD=1.15;
M,=1.18,SD=.91,M3=.94,SD=.85). For this study, Cronbach’s alpha coefficiehthe
CES-D-Thai version ranged from .92 to .93 whichi¢ated a high level of internal
consistency.

Caregiver quality of life was measuby the WHO QOL-BREF-THAI. Scores of
three items including item 3, 4, and 26 were res@ger scoring instructions before
computing the caregiver quality of life scores. Mgaf physical domain at baseline, 1
month, and 3 month were 11.960 1.71), 12.78%D= 1.71), and 13.295D= 1.81) with
a range from 8-14, 9-16, and 10-17 respectivelyamdeof psychological well being
domain at baseline, 1 month, and 3 month were 1&B¥% 2.48), 13.50%D= 1.89), and
13.42 ED= 2.15) with a range from 8-17, 11-17, and 11-kpeetively. Means of social
relationships domain at baseline, 1 month, and Btmaere 6.67%D= 3.67), 14.008D=
2.83), and 13.929D= 3.3) with a range from 7-17, 9-20, and 8-20 respely. The mean
of environment domain at baseline, 1 month, andBtmwere 12.593D= 2.75), 13.16
(SD= 2.51), and 13.695D= 2.31) with a range from 9-20, 9-18, and 11-1peesvely.

Means of the WHO QOL-BREF-THAI scoegdaseline, 1 month, and 3 months

were 86.93%D=15.24), 89.25%D=14.70), and 89.8850=15.88) with a range from 62-
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120, 70-120, and 71-122 respectively. At basehmest caregiversnEll, 68.8%) reported
a moderate level of quality of life and others reed a high level quality of life.

When comparing the means of each #@eross time, the WHO QOL-BREF-
THAI scores were not very different. Possible ssateach item on the WHO QOL-
BREF-THAI scale ranges from 1 (very dissatisfiembt(very satisfied). Mean scores for
specific items on the WHO QOL-BREF-THAI ranged beén moderate and high (from
2.88 t0 4.13). For example, the mean scores dieam iHow much do you enjoy life?”
increased at one month and dropped at three m@viths3.31,SD=.79; M»=3.56,SD=.89,
M3=3.38,SD=1.02). Similarly, the mean scores of an item “Hewauld you rate your
quality of life?” increased at three montihé;(=3.38,SD=.72;M,=3.31,SD=.71,M3=3.56,
SD=.81). These findings suggest that caregivers vdeal WADC services had moderate and
high overall quality of life.

Most participants reported modesatisfaction with their health. For example,
the mean scores of an item “How satisfied are yith your health?” decreased slightly
after one and three months when compared with ipas@; =3.31,SD=.87;M,=3.19,
SD=.91,M3=3.13,SD=.96). Moreover, the mean scores of an item “H@e&rodo you
have negative feelings such as blue mood, despairety, depression?” also supported
that most caregivers reported stable depressivéi@nsat one and three months compared
with baseline; =3.81,SD=.83;M,=3.75,SD=.77,M3=3.88,SD=.81). However, most
participants indicated that they had little needni@dical treatment through an item “How
much do you need any medical treatment to functigrour daily life?” M1 =4.13,
SD=.96;M,=4.06,SD=.85,M3=3.94,SD=1.12).

Some items suggested that caregesgusrienced better quality of life after the

use of ADC services. For example, most participegpsrted that they had improved



93
concentration through an item “How well are youealal concentrate?” The mean score of
this item at one and three months increased whewpared with baseliné; =3.13,
SD=.81;M,=3.44,SD=.73,M3=3.38,SD=.89). Moreover, most participants reported that
they were moderately satisfied with their capafotywork through an item “How satisfied
are you with your capacity for work?” The mean ssowere increased at one and three
months when compared with baseliiy £3.00,SD=.82;M»=3.19,SD=.98,M3=3.25,
SD=1.13). Furthermore, most caregivers reportedttteyt were moderately satisfied with
their sleep through an item “How satisfied are wotln your sleep?” The mean scores of
this item at one and three months were increasesh wompared with baselin®l{ =3.19,
SD=.98;M,=3.38,SD=1.26,M3=3.31,SD=1.08). In addition, most caregivers reported that
they were moderately satisfied with their leisucgwties through an item “To what extent
do you have the opportunity for leisure activitidsie mean scores of this item were
fluctuated M; =3.19,SD=.75; M,=2.88,SD=.81,M3=3.00,SD=.8). Caregivers reported
moderate satisfaction with their work, sleep, agldxation during the study.

Most participants responded thay thhere more satisfied with social support
over time. The mean scores of an item “How satisiee you with the support you get
from your friends?” increased at one and three hmonthen compared with baselirid,(
=3.00,SD=.89;M,=3.31,SD=1.14,M3=3.44,SD=1.03). Therefore, there was a trend for
increased social support for caregivers after udiDg services. For this study,
Cronbach’s alpha coefficient of the WHO QOL-BREFAIH hai version was .94 at three
points of time which indicated a high level of imtal consistency.

Caregiver general health status waeasured by the Short form 12-item health
survey (SF-12v2). The scores were computed intméhm-based physical component

score (PCS) and the mental component score (MGf)nTeans of the PCS scores at
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baseline, 1 month, and 3 months were 40518-0.99), 46.95,%$D=6.60), and 47.98
(SD=10.01) with a range from 10.24-54.63, 37.40-5&6d 24.32-60.38 respectively. The
means of the MCS scores at baseline, 1 month, anondhs were 44.730=10.21),
45.50 SD= 6.60), and 47.5850=10.77) with a range from 19.61-60.27, 19.61-63ati
25.34-68.22 respectively. For SF-12v2 (Thai vergiorihis study, Cronbach’s alpha
coefficient of the PCS ranged from .73 to .77 ahthe MCS ranged from .79-.89.

Caregiver social support was meashyeithe Sarason’s Social Support
Questionnaire (SSQ-6). The scores of SSQ-N wera fhe summary of the number of
available social support and divided by 6. The ss@f SSQ-S were from the summary of
the satisfaction with the available social suppod divided by 6. The means of the SSQ-
N scores at baseline, 1 month, and 3 months w&g(@D=1.95), 3.18 $D= 2.14), and
3.26  ED= 2.15) with a range from 0-6.17, 0-8.33, and Orgspectively. The means of
the SSQ-S scores at baseline, 1 month, and 3 maettes5.21 $D= 0.55), 5.198%D=
0.50), and 5.193D= 0.53) with a range from 4.17-6, 4.5-6, and 4regpectively.

Possible social support for each itanged from 0-9. When comparing the
means of SSQ-S across time, the mean scores ofSS8€)e not very differeniM;=
31.25,SD=3.32,M,= 31.13,SD=3.00,M3= 31.13,SD=3.18) and ranged from 25-36, 27-
36, and 27-36 respectively. Each item ranged fria I8tle satisfied) to 6 (very satisfied).
Cronbach’ s alpha coefficient of the SSQ-N rangedf.95-.98 while the SSQ-S ranged
from .81 to .92.

The evaluation of ADC was measuredheyCaregiver Evaluation of Adult Day
Care (CEADC) only after three months of attendirigA Scores on the CEADC were
divided into caregiver satisfaction with adult dare (CEADC Part 1) and the benefit of adult

day care (CEADC Part Il). Scores of item 14, 15 &6 of the CEADC Part Il which
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measured the drawbacks of adult day service use regersed. The mean of the 12 item
CEADC Part | ranged from 2.38 to 3.250.60-1.15) with a range from 0 to 4. The mean of
the 17 item CEADC Part Il ranged from 0.63 to 3(80=.62-1.45) with a range from 0 to 4.

Caregivers were mostly satisfied witl use of the ADC services. Scores on
individual items ranged from 1.88 to 3.63 and ageth2.76 out of a maximum 4 points.
The mean scores of each item of the CEADC Parti IRart 11| were summarized in Table
6 and Table 7. All study outcomes were summarinethble 8. For this study, Cronbach’s

alpha coefficient of the CEADC Part | and Part Hsn89 and .85 respectively.

Table 7

Mean, Standard Variation, and Range of Each ItenthenCEADC Part | (N=16)

ltems M SD Range

CEADC Part |

1. Skill of staff caring for patients with dementi 2.88 62 1-4
2. Staff's ability to handle problematic behaviofsny 2.38 .81 1-3

Recipient

3. Providing information needed for caring my réi 2.81 .83 1-4
4. Friendliness and concern of staff 2.94 .68 1-4
5. Program activities 2.63 .89 0-4
6. Program meals 2.69 .60 2-4
7. Numbers of hours per day 2.63 T2 1-4
8. Numbers of day per week 2.56 .89 1-4
9. Location of day care 3.00 73 2-4
10. Cost of day care 2.44 1.15 0-4
11. Respect for Human Rights 3.25 .68 2-4

12. Concern with spiritual and religious beliefs 2.88 72 2-4




Table 8

Mean, Standard Variation, and Range of Each Iteth@®CEADC Part 1l (N=16)

96

ltems M SD Range

CEADC Part I

1. My recipient is less agitated after attending@AD 1.88 1.09 0-4
2. My recipient is less symptoms of apathy or 2.31 1.08 0-4

depression after attending ADC.
3. My recipient is easier to handle after attendiC. 2.56 1.09 1-4
4. My recipient sleeps better at night after atbegd 2.85 .86 1-4
5. 'If‘/lscr:écipient benefits from being around othdrs a 3.00 1.03 1-4
6. 'I\A/Iscr:écipient looks forward to going to ADC. 2.06 1.06 0-4
7. I look forward to time when my relative is at 8D 2.38 1.45 0-4
8. | think ADC helps my relative function better msally. 3.00 1.10 0-4
9. I think ADC helps my relative function better in 2.88 1.09 1-4
activities of daily living.

10. I have time to relax when my relative is at ADC 2.81 1.04 1-4
11. | have time to do chores when my relative iAREC. 2.81 91 1-4
12. | can do thing for myself when my relative i$A®C. 2.44 1.15 0-4
13. | have more time for my family while my relatiis at 2.38 1.26 0-4
14.Al\)|?f$i:cult to get my relative ready to go to ADC .63 1.09 0-4
15. My recipient unwilling to go to ADC 1.13 14 0-4
16. My recipient is upset with me after attendibdBC .38 .62 0-2
17. I worry about my relative when she is at ADC .63 1.02 0-3
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Data Analyses
To answer the established reseanelstepns, data analyses included both
quantitative and qualitative analysis componentgr@tative analysis was used to test for
differences in caregiver outcomes at three poihtsne: baseline, after 1 and 3 months of
ADC use. Qualitative analysis was employed to aastecaregiver quality of life and
changes due to the use of ADC services that catlthe derived directly from the

quantitative questionnaire.

Quantitative Analyses and Findings
Preliminary analyses.

Prior to analysis, quantitative diatem each period of data collection (baseline,
after 1 month and after 3 months) were exploradeatify missing data and outliers and
to evaluate the normal distribution of each studiadables. Only some caregiver
characteristics and some items of the General Rak§mata Survey were missing. One of
the caregivers chose not to provide informationuglbieeir family income. Some
participants could not answer some items of theeGdiPersonal Data Survey that related
to their satisfaction with their experiences in AB€vices due to being asked this on the
first day of the use of ADC.

All of the dependent variables weoemally distributed and linear at baseline as
reflected in histograms, boxplots, normal prob&ppiots, Kolmogorov-Smirnov tests and
the Shapiro-Wilk test. Skewness of the SSQ-S sawass.07 that approximates normality.
Skewness of the ZBI scores, the CES-D scores, tHOWWOL-BREF-THAI scores, and
the SSQ-N scores were moderately skewed (.61,686and .55 respectively). Skewness

of the PCS scores (=-1.43) and MCS scores (=-Iv21¢ skewed left. Kurtosis ranged -
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.62 to 3.9. However, the result of Kolmogorov-Srowrriest indicated that this set of data
was normally distributed.

The results of histograms, boxplats] normal probability plots showed
graphically that the data collected at 1 month m@snally distributed. Skewness of the
ZBI scores was .12, approximately normal. The CES:@res, the WHO QOL-BREF-
THAI scores, the PCS scores, the MCS scores,lan8%Q-N scores, and the SSQ-S
scores were moderately skewed (.51, .93, .28,826and .52 respectively) and kurtosis
ranged -.82 to .82. However, the result of Kolmagemirnov test and Shapiro-Wilk test
indicated that this set of data reflected a nominsttibution.

The results of histograms, boxplatsmal probability plots showed visually that
the data set of the data collected at 3 monthswasally distributed. The ZBI scores, the
CES-D scores, the WHO QOL-BREF-THAI scores, the BE&Ses, the MCS scores, the
SSQ-N scores, and the SSQ-S scores were modeskesied (.54, .74, 1.01, -.75, .08,
.62, and .47 respectively) and kurtosis rangedb-10047. Despite the skewness of these
scores, the result of Kolmogorov-Smirnov test ahdgiro-Wilk test indicated that this set
of data were normally distributed.

In summary, the results showed tlagéh drom each of the three periods of time
were normally distributed as reflected in histogsaboxplots, normal probability plots,
Kolmogorov-Smirnov test and the Shapiro-Wilk td3te Shapiro-Wilk test, an
appropriate alternative method to test normalityafgroup less than 50 cases, also found
data on gender, family income, caregiver-patielattianship, frequency of service use,

severity of dementia, and research sites were ryrhatributed.
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Initial assessment for possibility of covariates.

A large number of covariates may pedine statistical efficiency of procedures,
however, particularly with small sample sizes, agdffective covariates can markedly
improve the sensitivity of the statistical testal§chnick & Fidell, 1996). The selected
variables included were gender, family income, gaer-patient relationship, frequency of
service use, severity of dementia, and researeb. $ased on the literature the following
factors were examined for possible covariate effectthe dependent variables
(Montgomery &Williams, 2001).

Due to the small sample size, thes@ables were treated as dichotomous
variables with normal distributions. The Studemsst (independent t-test) was employed
to examine equality of these possible confoundiagables on the study outcomes. The
results of t-tests are equivalent to the resul&NOVA in examining group difference in
normally distributed outcomes and the results loiear regression with a single indicator
variable (Lunt, 2012).

A significant difference between dichotomousugraneans is evidence of a
relationship between the possible confounding Wégiand intervention effect. The
apparent relationship is not due to the chancelamg@ossible covariate needs to be
controlled (Simkiss, Edmond, & Waterston, 201EPpwever, equivalent effects of
potential covariate subgroup means indicate treafabtor does not confound the analysis
(and statistical adjustments are not indicated)t{\&&8erg, 2002). See Table 10.

Gender was divided into male anddiemFamily income was divided into
average family income and lower (30,000 baht penttmand lower) and higher than
average family income (30,000 baht per month ohényy Caregiver-patient relationship

was divided into children and others (spouse ast@3i Frequency of service use was
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divided into one day per week and more than onepgayveek. One day per week was
equivalent to approximately four to ten hours p&y.dince the hours per day or week in
ADC varied among participants and services provigedesearch sites, it is more
appropriate to classify attendance at ADC by daysyeek rather than hours per week.
Severity of dementia was classified into staged stage Il. Research sites were divided
into Bangkok and Chiangmai.

Means of the ZBI scores, the CES-@resg, the WHO QOL-BREF-THAI scores,
the PCS scores, the MCS scores, the SSQ-N scokf@ SSQ-S scores at the baseline
were compared between females and males. Thegahatved that there were no
significant differences on the ZBI scorés1.30,df=14,p >.05), CES-D score$<.38,
df=14,p >.05), the WHO QOL-BREF-THAI scoret=(73,df=14,p >.05), the PCS
scorestE-.09,df=14,p >.05), the MCS score$+.53,df=14,p >.05), the SSQ-N scores
(t=.12,df=14,p >.05), and the SSQ-S scorés.{9,df=14,p >.05) based on gender.

Family income was divided into twagps to determine if outcome scores varied
by participants of higher versus lower family incesnFamily income was divided into
greater than or less than 30,000 baht, the avérmagsehold family income in Bangkok
(National Statistical Office Thailand, 2011). Thevere no significant differences on the
ZBl scores=.92,df=13,p >.05), CES-D scores$<.75,df=13,p >.05), the WHO QOL-
BREF-THAI scorestE-.79,df=13,p >.05), the PCS scorets=(87,df=13, p >.05), the
MCS scorest€., df=13,p >.05), the SSQ-N scores=¢.52,df=13,p >.05), and the SSQ-S
scorestE.96,df=13,p >.05) based on family income.

Also, caregiver-patient relationshigs entered to examine whether outcome
scores varied based on relationship status. Theétseshowed that there were no

statistically significant differences on the ZBbses (=-.21,df=14,p >.05), CES-D
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scorestE-.81,df=14,p >.05), the WHO QOL-BREF-THAI scoret=(64,df=14,p >.05),
the PCS score$H.26,df=14,p >.05), the MCS score$H1.0,df=14, p >.05), the SSQ-N
scorestE.94,df=14, p >.05), and the SSQ-S scores36,df=14,p >.05) based on
caregiver-patient relationship.

In additionfrequency of service usgas examined to determine any effects of this
variable. The results showed that there were nufgignt differences on the ZBI scores
(t=-.29,df=14, p >.05), CES-D scores$~(-.20,df=14, p >.05), the WHO QOL-BREF-
THAI scores{=1.14,df=14,p >.05), the PCS scores=(88,df=14, p >.05), the MCS
scorestE.21,df=14, p>.05), the SSQ-N scores=(02,df=14,p >.05), and the SSQ-S
scorestE.90,df=14,p >.05) related to frequency of service use.

Severity of dementia was examineddtermine if outcome scores varied by
participants classified as stage | or Il. Thereen®o statistical significantly differences on
the ZBI scorest€.25,df=14,p >.05), the CES-D scoret=(.02,df= 14,p >.05), the
WHO QOL-BREF-THAI scorest€.28,df=14,p >.05), the PCS scores=¢.03,df=14,p
>.05), the MCS score$<.27,df=14,p < .05), the SSQ-N scores=(17,df=14,p >.05),
and the SSQ-S scords{.69,df=14,p >.05 based on severity of dementia.

Research site data was comparedtésrdae whether site influenced outcome
scores. The results showed that there were ndfisigmi differences on the ZBI scores
(t=.16,df=14,p >.05), CES-D score$<.38,df=14,p >.05), the WHO QOL-BREF-THAI
scorestc=1.27,df=14,p >.05), the PCS scorets=(49,df=14,p >.05), the MCS scores

(t=.27,
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df=9.94,p >.05), the SSQ-N scores-(.14,df=13.62,p >.05), and the SSQ-S scorés-(
1.74,df=14,p >.05) based on research site.

In summary, at baseline the findisgewed that gender, family income,
caregiver-patient relationship, frequency of seruise, and research site were equivalent
between groups. Therefore, these variables weranmadyzed as covariates for this study.
Moreover, MANOVA was not applied in this study besa no evidence of potential

confounding variables that should be added as emt#gnt variables in the MANOVA.

Results of Repeated Measures ANOVA Testing.

Quantitative analysis was used tavanghe first research question: “ Do
caregivers of PWD who attended ADC have lower buoirttever depression, better health,
higher social support, and higher quality of lifeeaone month and three months
compared to baseline?”

The repeated measures ANOVA was eyapldo examine the effect of ADC use
on the dependent variables across three pointsef The Bonferroni’s post-hoc test was
employed to determine a pair of differences. Ungiegl assumptions of the repeated
measures ANOVA such as normality, linearity, honrasy of variance, and sphericity
(or compound symmetry) were met as examined thrbigjbgrams, boxplots, Q-Q plots,
Kolmogorov-Smirnov test, Shapiro-Wilk test, and Mhly's sphericity test. A significant
level (p <.5) of the Mauchly’s spericity test indicates ttieg sphericity assumption of the
repeated measures ANOVA is not violated. Thatis Mariances of the differences
between treatment levels are equal and the repestadures analysis is robust (Park, Cho,
& Ki, 2009). However, an adjustment to the degregeedom can be used for the minimal

sphericity violation £ > .7) in small samplesik k + 10) )(Moulton, 2010). The repeated
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measures ANOVA approach possesses greater powethind1ANOVA approach when

sample size is small and the sphericity violat®nat large (Moulton, 2010).

Caregiver burden. The ZBlscores were compared at three time points by using
repeated measures ANOVA. Mauchly's sphericityitefitated that the assumption of
sphericity was not violategZ(2) = 4.51,p > .05). The results of the repeated measures
ANOVA showed that there were no significant difiece in the ZBkcores [f(2,30)=1.5,

p >.05) across the three time periods.

Caregiver depression. The CES-D scores were compared at three timegbint
using repeated measures ANOVA. Mauchly's spheriedyindicated that the assumption
of sphericity was not violategZ(2) = 2.79,p > .05). The results of the repeated measures
ANOVA showed that there were no statistically sigaint differences in the CES-D

scoresF(2,30)=1.93p >.05) across the three time periods.

Caregiver quality of life. Each domain of the WHO QOL-BREF-THAI scores
was compared at three time points by using repeatasures ANOVA. The physical
health domain scores were compared. Mauchly's gjtiyeest indicated that the
assumption of sphericity was not violatg@(@) = .21,p > .05). The results of the repeated
measures ANOVA showed that there were significéifeér@nce in the physical domain of
the WHO QOL-BREF-THAI scores=(2, 30)=4.86p < .05) across the three time periods.
The Bonferroni post-hoc test was used to performwise comparisons and to identify
mean difference across time. Mean differenceserptiysical health domain scores

between baseline and one morgh(.05) and three montlp € .05) were significant.
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The psychological well being domaiores of the WHO QOL-BREF-THAI
scores were compared at three time points by usimgated measures ANOVA. Mauchly's
sphericity test indicated that the assumption besigity was not violated2(2) = 4.16,

p > .05). The results of the repeated measures ANGNMAved that there were no
statistically significant differences in the psytdgical domain F(2,30)=1.38p >.05)
across the three time periods.

The social relationship domain of WelO QOL-BREF-THAI scores was
examined in at three time points by using repeatedsures ANOVA. Mauchly's
sphericity test indicated that the assumption besigity was not violatede2(2) = 2.56,

p > .05). The results of the repeated measures ANGNMAved that there were no
statistically significant differences in the sodielationship domainH(2,30)=2.88,
p >.05) across the three time periods.

The environment domain of the WHO QBREF-THAI scores was examined
in at three time points by using repeated measARE3VA. Mauchly's sphericity test
indicated that the assumption of sphericity wasvnatted {2(2) = 4.27,p > .05). The
results of the repeated measures ANOVA showedltlea¢ were no statistically
significant differences in the psychological dom@(2,30) = 1.70p >.05) across the
three time periods.

The total WHO QOL-BREF-THAI scoresne compared at three time points by
using repeated measures ANOVA. Mauchly's spheriegyindicated that the assumption
of sphericity was not valig(2) = 7.41,p < .05). The Geisser-Greenhouse epsilon was
suggested to use for a correctional adjustment wheriolation is minimal (.9 2" > .7)
(Moulton, 2010). For this analysis, the epsilon wids The Greenhouse-Geisser correction

was used because of the minimal sphericity viotatiwhen using repeated measures of
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ANOVA with a Greenhouse-Geisser correction, theeeeano significant difference in the
WHO QOL-BREF-THAI scoresH(1.42, 21.26) =.98y >.05) across the three time

periods.

Caregiver health status. The PCS scores were compared at three time goynts
using repeated measures ANOVA. Mauchly's sphgriedt indicated that the assumption
of sphericity was not violategZ(2) =.03,p > .05). The results of the repeated measures
ANOVA showed that the mean scores for the PCS samege significantly different
(F(2,30)=9.70p <.001) across three time periodise Bonferroni post-hoc test was used
to perform pairwise comparisons and to identify mdiference across time. Mean
differences in the PCS scores between baselind amahth p < .001) and 3 months
(p < .001) were significant difference.

The MCS scores were compared aettinee periods by using repeated measures
ANOVA. Mauchly's sphericity test indicated that teesumption of sphericity had not
been violatedy2(2) =3.49,p > .05). The results of the repeated measures ANGNHwed
that there were no statistically significant diffieces in thé1CSscores f(2,30)=1.36,
p >.05) across time.

Caregiver social support. The SSQ-Nscoresand theSSQ-Sscores were
compared at three time periods by using repeatesdunes ANOVA. Mauchly's sphericity
test indicated that the assumption of sphericity it been violated/2(2) = .95,p > .05)
and {2(2) = 3.93,p > .05) respectively. The results of repeated neasANOVA showed
that the mea®SQ-N scoref~(2,30) = .03p >.05 and th&SQ-Sscores £(2,30) = 0.03,

p >.05) were not different across time respectivBlgsults of the repeated measures

ANOVA were summarized in Table 11.
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Summary of Repeated Measures ANOVA Results.

To answer the first research questi?o caregivers of PWD who attended ADC
have lower burden, lower depression, better hehiger social support, and higher
quality of life after one month and three monthmpared to baseline?” Only the mean on
thePCSscores (on the SF-12) and the mean physical doscaies (on the WHOQOL-
BREF-THAI) were significantly higher than baseliakter using ADC at one and three
months Therefore, caregivers of PWD who attendB@ Aeported improved physical
health after using the ADC at one month and threaths compared to baseline.
According to quantitative analysis, caregiver’slgyaf life did not significantly different
over time. Qualitative analysis would provide mor®rmation to answer the second
research question.

Table 11

Results of Repeated Measures ANOVA for Caregiverodies Across Time

Sources of variation SS df MS F p

Caregiver Burden
Time 151.17 2 75.58 1.50 .24
Error 1511.50 30 50.38

Caregiver Depression
Time 113.17 2 56.58 193 .16
Error 880.17 30 29.34

Caregiver Quality of Life (Overall)
Time 80.17 1.42 56.56 98 .37

Error 1222.50 21.26

* Significant at p<.05
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Table 11

Results of Repeated Measures ANOVA for Caregivazoies Across Time (continued)

Sources of variation SS df MS F p

Physical Health Domain of Caregiver QualityLde
Time 10.38 2 5.19 4.86 .02*
Error 32.0 30 1.07
Mental Health Domain of Caregiver Quality ofe.i
Time 6.5 2 2.78 1.38 27
Error 6D.5 30 2.02
Social Relationship Domain of Caregiver Quatify.ife
Time 40.67 2 20.33 2.88 .07
Error 211.78 30 7.06
Environment Domain of Caregiver Quality of Life
Time 4.95 2 2.47 1.70 .20
Error 43.55 30 1.45
Physical Health of Caregiver Health Status
Time 485.75 2 242.88 9.70 .001*
Error 751.01 30 25.03
Mental Health of Caregiver Health Status
Time 69.65 2 34.83 1.36 27

Error 769.84 30 25.66

* Significant at p<.05
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Table 11

Results of Repeated Measures ANOVA for Caregivazoies Across Time (continued)

Sources of variation SS df MS F p

Number of Available Social Support
Time 68.63 2 34.31 2.57 .09
Error 400.04 30 13.34

Caregiver Satisfaction of Available Social Support
Time 7.1 2 .08 3.0 97

Error 85.83 30 2.86

* Significant at p<.05

Qualitative Analysis and Findings

All sixteen caregiver participantsrerenterviewed at a convenient place after
using ADC at least 3 months. A semi-structuredriuigsv with two open-ended questions
and additional probes were employed. Responsestfrersemi-structured interview
focused on answering two main open-ended questidfisat are your experiences with
ADC?” and “Has your life changed in any way sinceiyrelative started attending ADC?”
The research investigator who conducted the irgarsihas a nursing background and
interview experience. All interviews were audiogeted and transcribed in Thai
language. Transcription, observations, field nalesuments and other related materials
were used in the content analysis.

Inductive content analysis was usedralyze the interview transcripts. The aim
was to gain insight on experiences of family care who used ADC services and to

attain comprehensive and meaningful descriptiotferADC program evaluation on
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caregiver perspective. All transcripts were readi laand coded in Thai. The main goal of
the content analysis was to obtain a set of caiegtinat provided comprehensive and
meaningful description for the ADC program evaloaton caregiver perspective. The
frequency of statements in each category was &lsd 10 observe the differences among
caregivers.

The combined translation techniquduided the blind back-translation method
and an expert panel to obtain equivalent meaninibeoThai and English language and
validate the qualitative findings (Chen & BooreP2) See Figure 3. The initial main
categories, sub-categories and quotes were validaie translated to English by the
research investigator. The translation was thewlaid for meaning and accuracy by a
Thai bilingual specialist and by a native speakimxt, the English version was back-
translated to Thai by another Thai bilingual heakihe professional.

The English version and both Thasi@rs were compared to determine
translation differences in vocabulary, idioms, gnaan and syntax (Sechrest & Fey, 1972).
All differences in translation, approximately tlyipiercent of the sample, were discussed
by the experts who were involved in the translatiatil the final consensus was reached.

Seven main categories and eight siibgories emerged from data. Seven main
categories were: “Requiring medical care for pessweith dementia”, “Challenges for
family caregivers”, “Seeking help, access to adalf care”, “Expectations for adult day
care”, “Perception of benefits and effects of adaly care”, and “Adult day care in the

future.” See Table 12. Further analysis into themas not completed at this time.
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Verbatim
in Thai

Main Categories,
Sub-Categories &
Quotes in Thai

Translation

English Version

Back-Translation

Thai Version

Figure 3.Translation and back translation to qualitativelings
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Table 12

Main Categories and Sub-Categories

Main Categories and Sub-Categories

Main Category 1 Requiring medical care for persons with denaent
Main Category 2 Challenges for family caregivers
Sub-category 2.1 Negative psychaalgeffects
Sub-category 2.2 Social isolation
Sub-category 2.3 Financial hardship
Sub-category 2.4 Physical healtbaff
Sub-category 2.5 Family dynamics

Main Category 3 Seeking help

Main Category 4 Access to adult day care
Main Category 5 Expectations for adult day care
Main Category 6 Perception of benefits and effects of adujt cire

Sub-category 6.1 Benefit of aduly dare
Sub-category 6.2 Effects of adulg dare

Main Category 7 Adult day care in the future.

Main category 1: Requiring medical a& for persons with dementia.

Caregivers witnessed uncommon belhs\aod personality changes in their
relative with dementia. Most caregivers reporteat their relative with dementia had
difficulty remembering things, thinking clearly, monunicating with others, and taking
care of themselves. In addition, dementia relats@saetimes had mood swings and even

changed personality and behavior. Even though ibgression of dementia varied from
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person to person, symptoms of dementia developtligily and typically became worse
over a number of years. Family caregivers sougdical care for their dementia relative
when they recognized thiecurrence of uncommon personality and behavpailems.

A retired caregiver brought her ygensister with moderate (stage Il) dementia
to the ADC. She stated her experience regardingranton behaviors of her sister as the

following:

“She got up and turned the light on at 2 am or 3 atarned the water tap on...
turned on all the lights...have bowel movement withoping herself...Have a
BM in her pants and not in the toilet. She did fheth toilet after urinating... I

am not sure if she is incontinent or not ...| domitarstand yet...”

Most caregiver participants repotteat they felt worried that their relative might
get lost and experienced trouble or undesired swdunt to cognitive deterioration and a
self-care deficit. Some caregivers were concerved e impact of the relative’s

condition worsening on their own lives in the figur

One husband commented on his wife that “I was wenyied. She went out and

bought a lot of food. She got on a bus and gotfostwo days.”

A wife of a PWD stated that “Recently, he walgledver and often tripped over.

| am so afraid that he might fall doviHe’s old... If he falls down he may die.”

Caregivers recognized the ADC as plspecialized medical care for the PWD.
They believed that medication could help maintamPWD’s remaining cognitive

capabilities and activities of daily living and slalown the dementia process.
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A husband of a PWD stated that “I am concerned thatmedication may not

help much. It just slows down the dementia process”

A daughter of a PWD stated that “It would saveney to take care of my mother
at home. It was not really true. To hire somebadyad to pay for her living cost
and her care. Bringing her here (ADC) is the bgdian for me to do. It was
more expensive, but my mom got a treatment, gotaledre, and got better, so

| am willing to pay.”

Main category 2: Challenges for family caregives.

Family member played a significasierin taking care of their dementia relative
at home. Caregivers tried to provide holistic aodtmuing care when their relative stayed
at home. The symptoms of the PWD were describdargstfulness, repeated speech,
difficulty in communication, poor personal hygiem@usual bathing and dressing, sleep
disturbance, immobility and behavioral disturbarCaing for adementiarelative posed
many challenges fdamiliesandcaregivers

The challenges of taking care oflatiee with dementia might be either positive
or negative depending on several factors sucheaartfount of family and social support,
severity of stress, daily life styles, economidistaand the attitude about life and
actualization. The effects of being a family cavegiwere generally negative with high
rates of workload, negative psychological effestsial isolation, financial hardship, and
physical ill-health. These effects increased as#regivers confronted progressive
symptoms of dementia while balancing the demandsuefgiving with their other

responsibilities. Caregivers coped with stressrasgonded to increased demands for care
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in their own way. However, some caregivers were ébldeal with the increased care
demand and still have a normal life.

Challenges for family caregivers coisgd 6 sub-categories: work load, negative
psychological effects, social isolation, finandiardship, physical health effects, and
family dynamics.

Sub-Category 2. 1. Negative psychological effects.

Caregivers reported negative psydiold effects, such as stress and anxiety
(n=13), worry (=9), distressr{=4), irritation (1=4), tirednessn=4), depression or
sadnessn=3), and guilt (=1). Caregivers coped with the stress and respotadin
increased demands for care in several ways.

Some caregivers reported that thte@ss level increased due to their having to
make life changes in order to provide care forrthedative. Additionally, they were

frustrated due to their caregiving responsibilities

A son of a PWD stated that “It affects my emotidatdecause it takes all my
personal time away. | am not able to get away @nspquality time with my
family...no way...because | have to take my mom whesevéhe and his family)
go...At the same time | have to take care of mylyfaAfter losing my dad, my
mom got ill and had no one to take care of hersl@®moved in with us. Once she
moved in, we could not do things that we wantetbto. We could not make any

comments because she is my mom...”

A daughter of a PWD reported that felftedistressed, frustrated, and guilty

because her daughter and husband whose motherckasa/ed from another country so
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that she could provide care for her mother. Shethva®nly child and had to be soley

responsible to take care of her mother.

“My daughter missed her opportunity to study abrobdon’t want her to miss
her opportunity...l don’t know what to do. | am wediabout my mom and don’t
know what to do. Somebody has to sacrifice. Mydnasland daughter have
made a sacrifice. | don’t know what else to delt frustrated. | also have
another problem. My mother-in-law is also ill (in@aher country) and is being
cared for by my husband. | don’t know what to dg.isband is the only one
who can care for his mother and stay with her. dme here to be with me...|

don’'t know what else to do.”

Many caregivers admitted that theyen@verwhelmed in providing total care for
their relative with dementia. Some of them exprégbat they were also depressed as a

result of the caregiving role and unpleasant beirawaf the PWD. A sister of PWD stated:

“At the beginning, | and my younger sister tooknito take care of her. Now my

sister is very stressed and depressed. Me too.”

Some caregivers accepted that tekeyrfitated sometimes due to problems of
memory loss in their relative with dementia. The Pften asked them the same

questions, walked around the home at night, or laxg some belongings.

A son of a PWD stated that “at tlegimning...It's quite difficult to
understand...l was irritated with his behavior chamgad forgetfulness. He

keeps asking me the same questions over and over.”
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A wife of a PWD stated that “I got frieged with him sometimes...I can’t find my

things...Oh! (Somebody) took my things again.”

Caregivers experienced exhaustioh their caregiving role and an increased
workload beyond their usual responsibility. Car@ggvypically involved a significant
expenditure of time, energy, and money. The ine@agrkload became difficult to deal
with when dementia symptoms worsened especiallynveaeegivers lacked supporting

persons to share care responsibilities at homevwBisl an example by a son of a PWD:

“When | could not find somebody tophielke care of my mom at home...I became

more exhausted, anxious, stressed... because I'mpauadoy the workload”

Sub-Category 2.2: Social isolation.

Another negative effect of being mnilg caregiver was social isolation. Five
caregivers reported that they had family separairdmad other conflicts in the family.
Two caregivers reported that it was necessaryhiemtto take an early retirement because
there was no one else that could take care of tektive. Afterwards they felt trapped in
the caregiving role with social isolation, a ladkpersonal time, relaxation and freedom to

do their usual activities.

A daughter of a PWD stated that fih @o stressed. My husband and | argued
until I told him to stay at his old house; you eacome back once a week on

Friday. | am tired, so overwhelmed and can’t takeecof everybody.”

Another daughter of a PWD stated that “I took amlgaetirement from my work

because my father had no one else who could takeeoédnim...that made a big
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impact on me, loss of social interaction, no fri@athtact some kind like this...no

social activities like others and I'm not be abdedio my favorite things.”

Sub-Category 2.3: Financial hardship.
Caregivers were faced with increasgaenses regarding PWD’s costs of
treatment and medication. Two caregiversd, 12.50%) complained that they had some
financial hardship because the medication and athieof-pocket fees for ADC services

were at high cost.

A husband of a PWD stated that “Y@aome financial difficulty. | am not
eligible for reimbursement. Eventually, my expetsasincreased more and

more.”

Sub-Category 2.4: Physical health effects.

Caregivers experienced not only negaisychological, social, and financial
effects, but also physical distress as a resuhiaif caregiving responsibilities. Two
caregivers reported that they became ill. One @fitihad a cerebrovascular disease while

another experienced significant weight loss aloitf stress and depression.

An older caregiver who was a sistea ® WD stated that “That time was so bad.
| have to adapt myself to her. So bad! That tima$ so exhausted and lost a lot

of weight.”

Sub-Category 2.5: Family dynamics.
Although most of the psychologicdkets brought about difficulties in coping,

caregivers were willing to take care of their nelatas best as they could. Nine of sixteen
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caregivers reported that they did not feel burderschad too many difficulties in
providing care for their relatives with dementidqey indicated that caring for their relative
with dementia did not cause hardships in theirsiiy®it became a positive experience in
caregiving for their loved one. Caregiving was & péthe relationship and regarded as an
obligation for spouse, parent, and sibling. Chitdearegivers reported that caregiving for

their parent was a good opportunity for them teedrack.

A husband of a PWD stated that “I datermined to give the best care as
possible to her. The sickness is a natural palif@f! don’t feel disappointed or
sad because my health conditions declined als&n&ss is common for

everybody. Everybody could get sick from diffecanitses.”

Another husband of a PWD stated that “We sufferadyndifficulties together in
the past. She had done many good things. Thigiert of her life. | do not want

to bother her. It is not a burden. | am willingdare for her. ”

Caregivers reported that they leatmad to take care of their relatives by seeking
helpful information from several sources such asklpthe internet, local experts and

other resources. The following is an expressiootwy daughter:

“I learned about the symptoms atteatage of Alzheimer’s ...What are the side
effects? | had to take care of her. | understoond accepted...accepted the
reality. At the beginning, | had to learn about liéress. How could | take care of
her? After approximately 3 weeks, | knew a lot naoreé was more confident. It

became my routine.”
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Caregivers provided care differemtbpending on the self-care deficit of their
dementia relative, their family’s capacity to prdeicare, the social support they received,
and other resources available to them. Commonadnaties included monitoring,
bathing, toileting, dressing, preparing foods, gadnitdoors, and other personal care. It
was important for caregivers to understand the $gmp and behavioral changes of their
relative and learn how to deal with those chanjlEseover, some caregivers suggested
that they needed to manage their time as wellkesdare of themselves to reduce their

stress, feelings of burden, and other negativehadggical effects.

A daughter of a PWD stated that “We have many famgmbers, uncle, younger

and older brother. So it does not affect us much.eath help one another.”

A son of a PWD reported that it temkme time for him and his family to accept
what happened with his mother. Finally, his farmigmbers accepted the diagnosis and

planned to share the caregiving responsibilitiége fbllowing is one such report:

“I am stressed out. My family members are alsossted. Our house is so quiet.
They accept the situation now. We take her to wieerghe would like to go in
order to make her happy. We take turns caring & htake care of her from
morning until 5 pm. My sister will take care of lrethe evening and throughout

the night.”

Main category 3: Seeking help.
Due to memory loss and behaviorahges, the PWD generally had some
functional disabilities and required assistancenffamily members. Caregivers also

reported that they needed help so that they catirue to provide care for their
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dementia relative in addition to their ordinary fgmmole and maintain their own health
and well-being. Such help included knowledge ararmation, mental support, financial
and tangible support, respite care, security arithveefor the elderly, and other resources.
Family was one of the essential sources of caresapdort. Family members sought and
shared support duties with one another as wellitshired help who also assisted with
care in the home. Moreover, they also sought sugpmon dedicated organizations
providing medical services and ADC services forRvéD. The ADC services were an

alternative for family caregivers.

A son of a PWD stated that “All thigfeus help each other; my youngest brother
takes a big responsibility in paying for the treatthexpenses. The other younger
brother looks after our father during the day. kéacare of him in general and at

night time.”

A common complaint among family cavers was that providing care was so
time-consuming it afforded them little time to rebBhey reported that they had to manage
their time, take time away from work, adapt theibitual activities and seek care support
in order to provide sufficient care around the klaad be able to work or do something

else.

A sister of a PWD stated that “I had no personaidi | am hiring someone to

help take care of her and now I feel relieved.”

All caregivers in this study were firémary persons who provided care for their
relative with dementia at home. Most of them hdatrees who shared caregiving

responsibilities, such as taking turns for pard ofay or week, assisting in direct care,
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taking to hospital, and providing financial and i@ support. Some caregivers reported
that their younger children were good care asdstarnstaying close to, playing games and

talking with the relative with dementia.

A daughter of a PWD stated that “Mgther’s memory improved. My relatives
said that it might be due to my daughter becauseushally plays with my mom. |
let her take care of my mom too. | call her ‘nukgéy’. When | went back home
and did laundry, | asked her to take care of my m®he sat down on my mom’s

lap and not let my mom walk around. They play shimgttogether.”

A husband of a PWD stated that “If | have to go samere for a long time. |
have to plan in advance to find someone to take oaher while | am not at
home. Sometimes | ask my sister or my daughtée(teith us) when she is not in

school.”

Caregivers not only received supfrarn family members, they also hired others
who were not relatives so as to help them in cetigifes and house-keeping. Nine
caregivers reported that they hired non-relativegiaers to take care of the PWD at
home. Others reported that it was difficult to fmdaregiver. Some of the participants
reported that they were not satisfied with hiriegieone to take care of their dementia
relative at home. When family caregivers facedditfies in caregiving, they asked for
help from family, friends, neighbors, and many [ilnlsssocial resources, such as hospital
and ADC services. They also found that the ADCiserprovided an alternative support
for caregiving of the PWD during the day. So tlnetytwere able to go to work, perform

chores, and do other things.
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A daughter of a PWD stated that “Myusemate has helped me take care of my
mom for the past seven years. | usually take cheig when | get home from

work,.”

A son of a PWD stated that “I hirsaimebody to take care of my mother when
my father got sick, but my mom was not satisfield a@ér. Sometimes my mom
forgot where she moved her belongings. My mom adcher of stealing. We

changed housemaids several times.”

Some caregivers did not want to hireon-relative informal caregiver at home
and needed the ADC services. A daughter of a PVigbrted her experience of seeking

care support for her mother and provided reasorysshl did not hire informal caregivers.

She stated that “At that time we $tlessed that nobody was able to take care of
our mother because everyone had to work....We tbttkeugh many places and
around our neighborhood to find anyone we wouldtiriVe went to one of the
homes for the elderly but there was no day careiserA staff member there
suggested that | come here. After we became awahe alay care services here,
everyone was okay. To hire somebody to take cargyahom at home, it made
me worry. First, how much we can trust them, secbigh expenses for each one.
Also, she will live in my house and | do not kn@wr. hmakes me more worried

than bringing my mother to ADC, right? Something/rba stolen, | don’t know”

Main category 4: Access to adult day care.



125

Variations in access to ADC servibase been explained in terms of the
utilization of available services and barrierséovice utilization. The ADC services were
provided for caregivers who met the admission gatand were able to afford the
transportation costs as well as the cost of ADQises. Caregivers who lived in urban
areas were more likely to use ADC services thasdhio more remote areas. The majority
of caregivers brought their relative to the ADCtisgtby themselves. Most caregivers
reported that they had no difficulty with patiemeparation and transportation. Only one
dementia participant was picked up on a motorctfeé was serviced from the ADC.
Many caregiverseported they enrolled in several caregiver progratrthe ADC such as a
nutrition group and periodic conferences for denaecdregivers. Some caregivers
reported that they were usually contacted by th# sf the ADC by telephone in order to

consult on problems of care.

A spouse of a PWD who lived neaABC stated that “I took her to the hospital.
| dropped her off in the morning and | come to ek up and take her back
home in the evening. | do not need to worry abeut Tihe transportation was not

a problem”

Seven caregivers preferred to waitlieir relative at the ADC and then take
him/her back home. Some caregivers reported tlegtghrticipated in the ADC activities
and felt relaxed while waiting for their dement&atives. Four caregivers who did not
walit for their relatives reported that they did knbw much about the activities provided

for the PWD.
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A son of a PWD stated that “ | stayeth him (at the ADC) three day a week,...
take some books to read,... watch the activitiesttiegt do... sometime | take a
nap at a bench, or go outside to find some focehtg and then we go back home

together by taxi.”

However, some caregivers experiempagticular barriers to ADC service
utilization due to the long distance from their fgriraffic congestion in the city, and the
high cost of ADC services. Four caregivers rebthtat they had some difficulties with
transportation. Two of them reported that theirdeowas located so far from the hospital
that it resulted in high transportation cost. Oaeegiver stated that he had to carefully
manage his time in order to be able to pick hishaoup at the hospital during periods of

high traffic congestion.

A son of a PWD stated that “I hawertanage my time in terms of transportation
when | go to work somewhere. | am afraid that | ivba able to pick her up in
time. If | take my mother to participate in a graagtivity for only two hours, I'll
wait for her. It is not worth driving her here atiten having to come back and
pick her up again in 2 hours!. Traffic is heavy dmdight not be able to come

back in time. | am tired of the traffic. Driving anheavy traffic is exhausting.”

The costs of ADC services were duyiarket for most caregivers who did not
receive reimbursements from the government. Ontydaregivers were reimbursed in full
for the ADC service fees and only one receivediglargimbursement. Eleven caregivers
received financial support for ADC services frorhatfamily members. Only two

caregivers reported that they had some difficuitpaying for the use of ADC services.
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A daughter of a PWD stated that “Pleocomplained that it was expensive.
These day care bills were not eligible for reimament, but | am not concerned
about that. | am interested in that as long asgevice is worth the money | pay.

| will continue to use the ADC service”

Main category 5: Expectation of adult day care.

Caregiver expectations for the an#ig and the setting of the ADC have been
reported. Caregivemxplained that their primary expectation of thedfgrof ADC
services was for the improvement of brain functiand the rehabilitation of their
dementia relative and not to benefit themselvese@eers reported their expectations for
their relatives with dementia to receive benefitthe ADC services as following: to
activate cognitive functions1€9), to get social interactiom£9), to be happy or satisfied
(n=3), and to get health rehabilitation=2) during the use of ADC. They also expected to
receive knowledge and necessary information reggrdaregiving for the PWD via

brochures, caregiver group meetings, and one-orcomeseling for themselves.

A husband of a PWD stated that “I want her to geiio stimulation. If she stays
at home, she watches television all day withoutgikier brain much. Perhaps...
(ADC) may help perform her daily activities, reme&mtie children...perhaps not

get worse than this.”

A daughter of a PWD stated that “Activities shob&lappropriate to patient
symptoms. If they are forgetful, we need to usertaio approach or some tactics
to stimulate and exercise the brain, use theorresome tactics. If they act

absent-mindedly, we should encourage them to paiplay with color as the
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activities that they do now, but increase morewtagis. Don’t let them sit too
long because we expect that patients who go to wili®e able to relax and
participate in many activities. The activities slibbe changed often to keep the

patients alert.”

Some caregivers felt that some &g, such as watching television without
movement for a long time, using old games, anditiets repeatedly, might not activate
cognitive and physical functions. On the other hahelir relative might be bored,
sorrowful, and not want to go to the ADC. Many gavers expected that the ADC
environment and surroundings should be safe, cdaifig, stimulating, and home-like.
Some caregivers reported that they felt uncomféetalith the long-term care unit because
it left them feeling sorrowful. They were afraicatitheir relative might feel similarly when

they were involved in some activities at the loagxt care unit.

A daughter of PWD stated that “pegt adult day care to be homelike and
natural as much as possible so that we feel trodt@mfortable to let my
relative stay there. It should be located in a rmding, a large hall, and let

family visitors see inside like a nursery”

A wife of a PWD stated that “The iemwment and surroundings should not make

him feel depressed or sad.”

Main category 6: Perception of benefits and effectsf adult day care.
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Caregiver participants were askeeMaluate the benefits and effects of the ADC
on their life and their relative’s behaviors. Irdén, they were asked to discuss their
satisfactions with the ADC services and to proxdidenments.
“Perception of benefits and effectadbit day care” comprised 2 sub-categories:

“Benefits of adult day care” and “Effects of addéty care”.

Sub-Category 1. Benefits of adult day care.

All caregivers reported that the Ap@vided benefits for them and their
dementia relative by providing several activitiesthe PWD and their caregivers during
day time hours. The benefits for caregivers weag tiey had more time to do other things
such as working and relaxing. They also receivedtatesupport, knowledge and
beneficial information, and suggestions for carmeNtaregivers stated that their life
improved because they were able to consult astaffe ADC regarding the sickness of
their relative and how to provide better care. AEC also helped them to connect with a
physician and other specialists for appropriate.céhis was an example by a caregiver
male:

“The benefits of the ADC, first,itelp patient for health rehabilitation, day care
should provide physical therapist to help patienphysical rehabilitation.
Second, to help family or caregivers have more tongork and do other
activities. Third, to provide knowledge, consultatand suggestions when
caregivers have problems of caring for the patieatsl fourth, to arrange

beneficial activities for patients with dementiadaheir family.”
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Sub-Category 2: Effects of adult day care

ADC affected family caregivers ahdit dementia relatives’ feelings and
sometimes produced desired outcomes and undesiteonoes. The satisfaction of
caregivers and their dementia relatives was vieagetthe strengths of the ADC.
Additionally, the dissatisfaction of caregivers waswed as the weaknesses of the ADC.
The dissatisfaction of PWD was in doubt because#hnegivers were unsure whether it
was due to the forgetfulness of their relative.

The majority of caregivers were datwith the ADC services provided.
Particularly, the strengths of the ADC were therieerminded and creative thinking of the
staff, group activities for the PWD and caregivéing, provision of holistic care, access and
location of the ADC services, and a clean and hbkeeenvironment. In addition, the
collaboration of the multidisciplinary team, theeus a report notebook and telephone
contact for communication between caregivers aaffl ali contributed to the satisfaction

with the ADC in providing continuing care.

A daughter of a PWD stated that &ft took my mom to day care, | do not feel
worried about her. If something happened, we ctaikivia phone. We have
usually communicated via phone at anytime we wanthe day care daily report
is very helpful as a way to communicate with AD&Gfstt described what they
(ADC staff) did with my mom regarding meals, metitices, changing clothes and
diapers. | used to have a question, Why they usetd diapers? But once we

talk, | understand it. She (a staff) was very rand creative.”
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A son of a PWD appreciated stathefADC. “| am impressed with the staff and
how they care for and teach patients. They aread@pt. They kept asking

guestions to patients repeatedly.”

Caregivers were satisfied with sal/activities provided for the PWD such as
games, brain exercises, physical exercises, ceeativities, recreation, cooking, praying
and meditation, out-door activities, physical tipgreand so on. These activities provided
opportunities for their relative to stimulate bré&imctions (=9), be away from home
(n=7), get social interactiom€5), receive recreation and relaxatiorr8), and exercise
muscles and body€3).

Caregivers reported that their ree’ memory improvedn=6) and had
increased happiness<6), alertnessn=4), and more restful sleep£2) while decreasing
depressionn=1), and the frequency of getting loat=(l). Many caregivers said that they
experienced the most satisfaction when they satthe# relative was happy and enjoying

activities as opposed to being at home and doirigmp

A son of a PWD stated that “He eefbwactivities with nurses and friends (other
participants) when he was at ADC. That time he agspy which is different

from when he was at home.”

A daughter of a PWD stated aboutrhether that “She is very happy. She said
today that she cooked dessert. She told me shbappy. She likes it. Activities
may include cooking, handcraft, games, and so oanhot do that. | have many
things to do at home. These activities exercisenkaad other skills. It enhances

her mood.”
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A son of a PWD stated that “From my observation,mogher is satisfied with
ADC, and not reluctant to go. She is better...I @h.t(she) has better responses
and her memory is better. This might be due tartedication or to the group

activities.”

The satisfaction of the PWD was régguabwith respect to their desire to go to
ADC. Most caregivers stated that their relative wager to go to the ADC. However, they
unexpectedly changed their mind sometimes duesio tood fluctuations and limited

attention spans.

A daughter of a PWD stated that “Was happy, enjoyed it. Only that day he
did not want to come here, but the first time hd sauld like to come. May be he
did not have a good mood that day. Today | told &ivead of time. He was eager

to dress up and wait for me to come here. He watat@dme here.”

Only two caregivers stated that thelative disliked going to ADC. One of them
felt separated from her husband and another onealidccept her sickness because other

patients were worse than her.

A husband of a PWD stated that “After | dropped ¢ at ADC that day...she
did not want to go back (to ADC) again. When | d@sher to go to ADC, she
shook her head. She did not want to be at the Aésause we have always been

together.”

Three caregivers stated that thepdgms of their relative were stable after using

ADC services for 3 months. In contrast, three daerg said that their relative got worse
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while using ADC services. Following are undesiretcomes that were reported. One of
caregivers stated that some activities of the ABi@Gforced existing memories of the PWD
and gave their relative the false impression teéthe was not experiencing confusion or

forgetfulness.

A husband of a PWD stated that ADC) helps a little bit, but not much. Not
much activity each day. Sometimes, they had artigreactivity, but it was not so
long... She was not excited to go (to ADC), but sbeeséd up and wait to be

ready to come here.”

A daughter of a PWD stated that “Skemed to get worse, and could not help
herself. She just sat down for hours...or walkingkled forth. She sometime

washed dishes then left the faucet on.”

Twelve caregivers did not experieang negative impacts with the use of the
ADC services. They reported that the preparatiomefWD and transportation did not
disturb them. They accepted that they adapted lifepatterns or shared caregiving
responsibilities with other family members in ortieibe able to send their relative to the
ADC setting. However, some caregivens4) reported that they had some difficulties in
transportation or financial problems=2) due to the cost of ADC. The physical and
psychological problems during the study were n@iared as the direct effects of the

ADC utilization, but they might cause more diffitak for access to the ADC services.
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Main category 7: Adult day care in th future.

ADC should provide a standard of cand beneficial services for the PWD and
caregivers. All caregivers stated that the ADC iseyshould be continued in order to
provide benefits for the elderly with dementia &nelir caregivers. They provided several
recommendations for the ADC in the future that weerenmarized as follows:

1. Activities for the PWD should aimstimulate their brain functions and other
reserve skills and to increase attention spantraes, and happiness. The proposed
activities were a variety of brain exercises, pbgkiherapy, outdoor activities, and muscle
massage. Additionally, activities should have etogigoup members participating in order

to stimulate alertness and increase enjoymenteoPiD.

A spouse of a PWD suggested thatdit more activities. | want her to exercise
brain functions in a variety of activities. | wouike adult day care to continue to

provide this program. It can improve the brain ftions.”

A daughter of a PWD recommendedl it ADC services should include out-
door activities and spiritual activities. Since Badsm is an essential part of Thai culture
and monks play an important role in providing aigpal need for Buddhist people, she
suggested that the ADC should integrate spiritealds and out-door activities into the

ADC services.

“If patients are able to walk, and safety is notiasue...bringing them to a temple
to discuss spiritual things with a monk would beehi Going to the temple could

be a way to change their routine and environment.”
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2. ADC should provide respite card ather supporting services for caregivers
consistently. The ADC services should be availalenany days as possible so that
caregivers can use an ADC whenever they need. THe gervices for caregivers should
include caregiver group meetings, beneficial broebuconsultation, and counseling. The
supporting groups for caregivers were helpful beeazraregivers can learn and share
experiences with one another. Some caregivers wikaldrochures that provide

necessary information about dementia care, nutrigaoad supporting resources.

A spouse of a PWD complained thady@are was cancelled too many times.
This month was available only a few days. | thhre¢ days per week was not

enough. Day care should be available every day.”

3. ADC should provide services aghale system. Physical therapy and home
health care should be integrated into the ADC sesviTransportation service should be

provided. Community volunteers may be involvedams activities of the ADC.

A daughter of a PWD stated that “l| want to see adaly care provide a whole
service, including a variety of activities, and mataff to provide care

thoroughly.”

Another daughter of a PWD stated that “I recommérat rehabilitation and
physical therapy for the elderly should be a pdrA®C. | don’t think that

patients should have to pay extra for that.”
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4. ADC should approach a therapemileu that helps clients feel comfortable,
increase their well-being, and facilitate patiesttabilitation. The setting should be located

separately from long-term care and other clinicaisu

A daughter of a PWD stated that “@)>should be arranged like home or look

like staying with family, should be located at greund level with green space.”

5. Staff should include psychiagjstutritionists, nurses and physical therapists.
Nurses should be specialists with training in mgspsychology, nutrition and physical
therapy. The number of staff should be adequapedweide effective care. Moreover, staff
members should be dedicated to care for the eldedyneed to learn about each PWD.

New staff should be oriented, trained, and mondaatectively.

A husband of a PWD stated that “Ti@re the number of PWD continues to
increase in our country, the more necessary acajtahre is. Psychiatrist,
nutritionists, nurses and physical therapists amportant. Sure, nurses not only
know how to care, but they also need to learn fpsychiatrist, nutritionists, and

physical therapists.”

A daughter of a PWD stated that “Staff should lz@ed and should not change
often because patients are dementia. The samensliafie familiar with each
patient’s habits. It is important to have a staffknow her job well, passionate,

pay attention to provide care, and inform the fanai appropriate.”
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Another daughter of a PWD stated that “Staff oraitn is important. It is
necessary to start explaining, then (staff membsaimne) must be patient to teach

new staffs as we need them to be and she has ftomibem.”

6. ADC should receive more finansapport from the government and their
services should be promoted to the public. The déimelients should be eligible for

partial or total reimbursement for the ADC services

A son of a PWD stated that “Somesimieel that a lot of improvement can be
done to the ADC. (ADC) does not work because peatipteot know what services
in the ADC, and second, budget ... It is very ingoatr If not enough financial

support, even if staff gets the best training, tteaynot do much.”

7. Evaluation of ADC services shobéddone by assessing the outcomes of
caregivers and the PWD in order to receive impoitgormation beneficial to improve

ADC services.

A daughter of PWD stated that “I Mablike to recommend that adult day care
should evaluate outcomes, not only output that skdoyour current programs
and personnel. Outcomes will be useful to imprbeecurrent services. It is

important to monitor outcomes from users of youvises or stakeholders.”

Methodological Rigor
The trustworthiness of the qualitatanalysis was evaluated based on Lincoln
and Guba’s (1985) criteria for credibility, confiatnility, dependability, and transferability.

Credibility is defined as the confidence in thehraf the findings that will be increased
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with prolong engagement, persistent observationtaaagulation (Lincoln, & Guba,
1985). Confirmability is defined as a degree ofsistency of the raw data, analysis notes,
data reconstruction and synthesis product, pravetes, personal notes, and preliminary
developmental information that can be confirmedHhgytriangulation, a reflexive journal,
the audit trial and the audit process (Lincoln, &1@, 1985). Dependability is defined as
the possibility of the replication of the findintigat can be examined with the audit process
(Lincoln, & Guba, 1985). Transferability is a degm neutrality or applicability of the
findings in other context that might be shown vifte description necessary to enable
someone interested in making a transfer to readmnealusion about (Lincoln, & Guba,
1985).

Methodological rigor was maintaingdtbe use of an audit trail and peer-
debriefing. An audit trail was the process of maiming records and documenting analytic
decision making in memos throughout the analytozpss. The persistent observations
and field notes at the research sites were sugporéglitability and trustworthiness of the
study. An external expert was also audited the ohaeus and the findings. During the data
coding and analysis, triangulation of investigajmsvided verification.

Peer-debriefing was conducted by mgetith two research assistants and a
qualitative expert during the study. The study pohaes and the interpretation of findings
were discussed to ensure the accuracy of datgretation focused on participants’
perspectives and the real context. The researtdtass were nurses who worked at the
ADC and were able to clarify participant’s statemsdmecause they knew the PWD,
caregiver, and their situation. The expert alspé@lito promote reflexivity and verify the
categories, quotes, and descriptions that emergeddata. The audit trial and peer-

debriefing lead to clear and comprehensive idexatiion of the qualitative findings by
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providing credibility and confirmability to the gliative analysis (Lincoln & Guba, 1985).
The interviewer restated and summarized narrativestheir meaning during and at the
end of each interview so that informants were #bldarify the meaning of their
narratives and provide feedback during the intevvidowever, “member checking”
(Lincoln & Guba, 1985) was not completed after dat¢gie analyzed into categories and is
a limitation of the study.

Data collection lasted for a year atidamily caregivers entering ADC services
in the year of study were eligible for the studiieTsample is representative of the Thai
population who used ADC during the study; consetiyetine findings meet standards for
dependability and transferability. The blind backnslation and the use of an expert panel
eliminates any concern for epistemological anduraltissues and achieves necessary
rigour for a qualitative research study conductedifferent language (Chen & Boore,
2009). The agreement of the expert panel also lesiab credibility of the study
(Graneheim & Lundman, 2004). Therefore, the findingeet standards for credibility,

confirmability, dependability and transferability.
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Chapter Five
Discussion and Recommendations
This chapter presents a summaryefitidings, followed by discussion of the
findings as they relate to the literature. In addit conclusions, recommendations for
future research, recommendations for ADC policyplioations for practice, and

limitations are addressed.

Summary of the Findings

ADC plays an important role in prawigl a variety of supportive services for
PWD and their family caregivers. Only two publicspdals, Somdet Chaophaya Institute
of Psychiatry, Bangkok and Chiangmai Neurologicakpital, in Northern Thailand
provide ADC services for PWD in Thailand. Effecti&®C services should reduce
caregiver burden and depression, and improve lieailth, social support and quality of
life. This study was conducted to evaluate theo#iffeness of the ADC services on these
caregiver outcomes as well as caregiving effectgsrbased on the conceptual framework
of Smith's Model of Caregiving Effectiveness (SmitB94).

The primary aim of this study wast@luate the effect of current ADC programs
for PWD in Thailand on caregiver outcomes (burdkpression, health status, social
support, and quality of life). The second aim & #tudy was to explore the caregivers’
experiences of how ADC affected PWD and family garers and how their lives were
changed by ADC. The following research questionsevigentified to accomplish the

purposes of this study.
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1. Do caregivers of PWD who atten8& report reduced burden and
depression, and better health, higher social stpaad higher quality of life one month
and three months after starting ADC compared telbeaes?

2. How does ADC affect caregiverfeh

An exploratory prospective studyht single group repeated-measures design
and additional two open-ended questions was emg@ltoyaddress the two research
questions. All family caregivers of PWD who starf&dC services at each research site
were eligible and were invited to participate ie gtudy. Eighteen family caregivers were
enrolled in the study, but only sixteen family avers completed the study. One of them
dropped out because their relative was too agitat@articipate in ADC activities and
another one moved their residence far away fronADE setting.

Caregiver outcomes including burdiepression, general health status, social
support, and quality of life were measured witlefimstruments and two surveys. The five
instruments included the Zarit Burden Interview ({Bhe Epidemiologic Studies-
Depression Scale (CES-D), the Short form 12-itealthesurvey (SF-12v2), the Sarason’s
Social Support Questionnaire (SSQ-6), and the WHIL-BREF-THAI. Surveys
included the General Personal Data Survey and éinegiver Evaluation of ADC
(CEADC). All of them had been previously translaieiw Thai language.

The caregiver outcomes were compbetdeen baseline and one month and
three months after initiating the use of ADC seggicThe quantitative data were analyzed
descriptively and with repeated measures ANOVA. iidsellts of the repeated measures
ANOVA showed that mean physical component scor€S|jpof the SF-12v2 were
significantly higher than baseline after one armrée¢months of ADC use. Similarly, mean

physical domain scores on the WHO QOL-BREF-THAI evsignificantly higher than



142
baseline after one and three months of ADC usesd firdings suggest that caregivers of
PWD who attended ADC at least one day per weekrregpamproved physical health after
the use of ADC services for one month and threethsoThere were no statistically
significant changes in the ZBI scores (burden), TEKores (depression), the total WHO
QOL-BREF-THAI scores (quality of life), the MCS cpanent scores (mental health) on
the SF-12v2, the SSQ-N scores (number of socigi@tpand the SSQ-S scores
(satisfaction with social support) on the SSQ-®ssitime.

In addition, a semi-structured imtew with two main open-ended questions and
additional probes, was conducted after participaaispleted 3 months of the use of ADC
services. Two open-ended questions were “What@uie gxperiences with ADC?” and
“Has your life changed in any way since your relastarted attending ADC?” Additional
probes were used to explore caregivers’ experieincisling feelings, thoughts,
expectations, perceived outcomes, and any chandhsir life related to ADC service
utilization. Each interview lasted approximately@® minutes. All interviews were
conducted in a private place and audio-recordedramdcribed verbatim in Thai.

Interviews were analyzed using irttigccontent analysis, described by Elo and
Kyngas (2007). Recoding was first transcribed viémpehand coded, and analyzed in Thai
by the research investigator. Seven main categandsight sub-categories emerged from
data. All findings in Thai version were translatetb English version by the research
investigator and validated in meaning and accuvaty a Thai bilingual specialist and a
native speaker. All findings in the English versigas back-translated into Thai by another
Thai bilingual person in the related health cagaafhe original Thai version and back-
translated version were compared. All problematigiealences, approximately thirty

percent of a set of the findings, were discussed fmonsensus by an expert panel



143
including research investigator, a native speahkdrta/o bilingual persons. The seven
main categories were: “Requiring medical care fmspns with dementia”, “Challenges
for family caregivers”, “Seeking help, access to@D“Expectations for ADC”,
“Perception of benefits and effects of ADC”, andD@ in the future.”

The “Challenges for family caregivarscluded 6 additional sub-categories:
“Negative psychological effects”, “social isolatipfifinancial hardship”, “physical health
effects”, and “family dynamics”. The “Perceptionlmnefits and effects of ADC” included
2 sub-categories: “Benefits of ADC” and “EffectsAIDC.” Those descriptions and
quotations explore the caregivers’ experiencesowaf ADC has helped the clients and
family caregivers and how their life has changedewihey used the ADC services. The

qualitative findings provide comprehensive and negial description for the ADC

program evaluation from the caregiver perspective.

Discussion of the Findings

ADC in both Somdet Chaophaya Institef Psychiatry and Chiangmai
Neurological Hospital were similar in providing giees based on the medical model by
multidisciplinary professionals. Most of these AB&rvices focused on health assessment,
neurological and psychiatric treatment, cognititreglation, physical rehabilitation, and
recreation for PWD. Some ADC services were estadtidor caregivers of PWDs such as
education group, individual counseling, and caregsupport group. The main purposes of
ADC services were to control and delay progressyeptoms of dementia, to educate
caregivers about disease, dementia care, andagelf-&nd to reduce caregiver stress and
burden. Program activities differed in the two sifeee Table 6 in chapter 4). The ADC

programs at Somdet Chaophaya Institute of Psyghiedre designed to provide daily
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concentrated programming to reduce behavioral agdhmlogical symptoms of PWD
compared with Chiangmai Neurological Hospital gt focused on providing general
nursing care with therapeutic activities only oy ger week.

This study examined the effect aiel@rch sites as well as caregiver
characteristics. There were no significant diffeeshamong these variables. One of the
initial study assumptions was that both researtes svere administered with similar
objectives, procedures, costs, qualification analmer of health care providers across
time. Preliminary analysis showed both resear@s sitere equivalent on caregiver
measures at baseline. The results of repeated nesaSNOVA showed that the only
statistically significant change was in mean PG8ex (on the SF-12v2) and mean
physical domain scores (on the WHO QOL-BREF-THABttincreased after one and
three months of ADC use indicating improved phyldhealth. There were no statistically
significant differences on the ZBI scores, CES-Drss, the total WHO QOL-BREF-
THAI scores, the MCS scores, the SSQ-N scorestln8SQ-S scores across time.
Caregivers of PWD who attended ADC at least onepeayveek reported better physical
health after using ADC for one month and three ingnt

There are more varied therapeutitracreational programs provided at ADC in
the United States compared to Thailand. AmericalCAprovide music therapy,
reminiscence, cognitive and behavioral intervergj@mase management, and care
management support (Reever, Mathieu, Dennis, &rGR004; Jarrott, Zarit, Berg,
&Johansson, 1998 ). These therapeutic programsl cedlice caregiver stress, depression,
and anger after 3 months, compared with contralgreot using ADC (Zarit, Stephens,

Townsend, &Greence, 1998).
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The care management support, through which canegreeeived additional training,
counseling, and follow-up, also benefited caregiverimproved caregiver self-efficacy,
increased self-confidence, and enhanced well-bghitgin, Reever, Dennis, Mathieu, &
Hauck, 2006). Moreover, the common purpose in 8egeaf ADC for Thai caregivers was
for PWD to receive medical treatment, cognitivenirag, recreation, and social interaction
activities. A few caregivers used ADC as a resgatee. The differences of ADC services
and the common purposes of the use of ADC mighient on the differences of caregiver

outcomes between countries.

Caregiver Health Status
Caregiver physical health.

Caregiver physical health was measiny PCS scores, a part of SF-12v2 and
physical domain of WHO QOL-BREF-THAI in this studyaregiver reported physical
health did differ at one and three months compaiiéiu baseline, suggesting that ADC
service utilization was effective in improving cgreer physical health. The mean PCS
score of 40.783D= 9.99) and the physical domain (of WHO QOL-BREFAITHof 11.96
were low at baseline. Scores for the PCS and ME®@med to the US population
(M=50,SD=10). These findings are congruent with previouslists (Fortinsky, Kercher,
&Burant, 2002; Gottlieb& Johnson, 1995). Fortinskgrcher, and Burant (2002) that
reported that caregivers who are better able tcwasenunity support services and manage
patients’ symptoms have fewer physical health spmgt Similarly, Gottlieb and Johnson
(1995) reported that caregivers who used an AD@nara for an average of one-and-a-
half days a week for five months reported signiftc@duction in physical manifestation of

psychological distress such as aches, pain, asdrdiert.
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All caregiver participants in thisidy reported that taking care of PWD
consumed their personal time. Half of the partiotpaeported that they took care of the
PWD around the clock. Increased caregiving respdigs can induce role overload with
loss of personal time to take care of themselvase@ivers who provide extensive
assistance, such as activities of daily living (A)Inight neglect their own health and fall
to get adequate sleep (Schulz & Sherwood, 2008).

Caregivers typically report exhaustitatigue, symptoms related to stress,
physical burden or physical disability (Gavrilovaaé, 2008; Aneshensel et al., 1995). In
this study, most caregiver participants reporteor pdysical health at baseline. The poor
physical health may be due to secondary stressesipn, burden, workload, tension,
sleeplessness, and inadequate relaxation. Accotdlitigg qualitative data, caregiver
physical health in this study was also linked t® $keverity of cognitive and functional
disabilities of the PWD, the caregiver’s age, taeegiver’s psychological distress,
financial problems, and a shortage of caregivimpsut. However, caregivers who
reported illnesses stated that they also receivetical care for these conditions during the
study. Most of them also reported that they reakadvice from ADC staff regarding how
to take care of themselves. This may have cont&tbtd improvement in their physical
health.

The improvement in caregiver phystoalth might be due to reduced tension and
stress. Other researchers have found that utdizat institutional respite care assists
family caregivers and PWD to increase total slé®e per night (Lee et al., 2007). Many
participants in this study reported that the PWdpskasier and longer at night after ADC
was initiated. The ADC personnel attempted to skeuthe PWD with a variety of

activities during the day time so that the PWD earkgivers would sleep better at night.
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During the use of ADC, approximatkgif of the caregivers reported an
increased ability to relax while their relativeeattied at ADC. This included reading a
book, newspaper, or magazines, taking a nap,ngsitieir friends, and going shopping
etc. The ADC also provided face-to-face and teleehmnsulting, education, and support
groups for caregivers. Those activities may alegegivers’ feelings of stress, worry,
overload, and physical tension and allow caregit@recharge their energy. On the other
hand, some caregivers went to work, or went backento do house-keeping and other
role obligations after leaving their relative a¢ tADC site. Most caregivers reported that
they were less tired and stressed when the PWBDdeiteADC.

This study found the benefit of ADCimproving physical health, but not in
improving mental health. Hypothesized improvemémisaregiver burden, depression,
quality of life and social support were not suppdrin this study. This may be due to the
low statistical power of the study, measuremenitéitions, limited duration or dosage of
ADC use, types of interventions provided at ADCJ aaltural factors. The small sample
size resulted in low statistical power. Some qoestaires might not sensitive to detect
changes over time. Approximately half of particifsansed ADC only one day per week
and most participants did not regularly attend sufpyge services provided for caregivers.
In addition, interventions and supportive serviimesPWD and caregivers were different
among settings. Moreover, Thai culture is rootefilia piety or parent repayment that
would bring about a sense of obligation, conflietsg hardships of life
(Choowattanapakorn, 1999). These factors could bhfeeted the results in this study.
These findings should be interpreted with cautioa tb the small sample, limitations of

non randomization design and the measurement thel$ieterogeneous sample, and
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variability in caregiver participation in supporiactivities provided for caregivers at

ADC.

Caregiver mental health.

Caregiver mental health was meashyelCS scores, a part of SF-12v2 in this
study. Caregiver mental health did not significauliffer across time compared with
baseline. The mean MCS score of 44.3B<10.21) were low at baseline compared to
normal population. The mental health scores tend@acrease indicating improved mental
health across three points of time, but no sigaifidifference was found. This finding is
contrary to previous studies (Zarit, Stephens, Tsemd, & Greene, 1998; Gaugler,
Zarit,Townsend, Stephens, & Greene, 2003) thatdaugnificant effects in reducing
caregivers’emotional and psychological effect afteing ADC services.

Zarit and colleague (1998) used asga&periment with a control group design. A
sample of 121 caregivers in the treatment group wgsal ADC services at least two times
per week compared with 203 caregivers in the cogtaup at a period of 3 months and 12
months. Caregivers who used ADC experienced saamifly lower feelings of role over
load (for example, fatique and exhaustion), wotrgia, depression, and anger at the 3
months, but no effect was found on worry/strain ander at the 12 months. This study
also showed no effect on role capacity (that caergifelt constrained with obligation in
the caregiving role), in contrast to findings imopresearch that found that ADC can be
effective in providing caregivers with emotionabaosychological relief in perceptions of
their caregiving responsibility and obligation.

The findings of this study are in tast with the study of Zarit and colleagues

possibly due to the small sample size, the diffetgres of therapeutic interventions
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provided in ADC, and differences in cultural valletween people living in western
countries and Thailand. The Zarit study used aiegrgseriment with a control group
design. A sample of 121 caregivers in the treatrgesip compared with 203 caregivers in
the control group had more power than this studyaddition, ADCs in Zarit's New Jersey
study were based on a social model of care thatpr@ayde more effective services than
ADCs in Thailand that are based on the medical mddi@reover, Thai people expect that
adult children are responsible for care of thailleelparents. This cultural value may result
in feelings of added stress and burden when nbllifig obligations of the caregiving role
(Choowattanapakorn, 1999).

Gaugler and colleagues (2003) repditat caregiversE153) of PWD
experienced reductions in memory problems and caregexperienced reduced role
overload after use of ADC for 3 months. The ADC Imiigrovide effective therapeutic
activities that reduced disorientation for PWD aedreased caregiving hours. ADC
services might have offered respite sufficientaduce feelings of exhaustion and fatigue
for caregivers. However, this study failed to suppenefits of ADC use in reducing role
capacity, worry and strain, and depression. Caeggimight experience difficulties and
added worry in preparing the PWD to attend ADC.

There are several reasons that te@uADC services may not have had effects
on caregiver mental health in this study. The gadesieasons are severity of disease,
inadequate supporting services, lack of awarenfesgaiable services, small sample size,
and short duration of ADC utilization.

First of all, dementia is a persit@rogressive, irreversible disorder and PWD
may have developed more severe symptoms over &s@td receiving ADC services.

The level of cognitive and functional disability B¥WD adds to caregiver suffering,
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irritation, and difficulties in coping over time &Zit, 2008). Descriptive data in this study
revealed that nine caregivers experienced improveatal health, but others did not
perceive better emotional and psychological heddibst caregivers reported they had
negative psychological effects, such as stresaarmty, worry, distress, irritation,
tiredness, depression or sadness, and guilt.

Secondly, ADC interventions and supipg services may not have been
provided in sufficient amounts for caregivers tduee potential psychological distress. In
addition, ADC activities may help to reduce sontess, but not relieve all caregiver
stress. For example, the ADC staff might advisegiaers to deal with current behavior
problems of the PWD, but caregivers still felt steed and worried about their life in the
future. One caregiver reported feelings of disapiméent and hopelessness with no cure
for dementia. The ADC might not provide sufficienfpporting services for caregivers
specific to moderate their emotional and psychalalgilistress. This explanation was
congruent with the study of Schacke and Zank (20@&)reported that the use of ADC
was effective in alleviating some aspects of cargstress by significantly reducing role
conflicts between caregiving and job requiremecdsegiving and family needs, and
recreational constrictions.

Thirdly, caregivers who experienpsgchological distress might not be aware of
available ADC services such as caregiver supporg and seminars. Most caregivers
had work or other obligations during day time anaas hard for them to participate in
supportive services provided for caregivers byABDeE.

Lastly, the sample size and duratibADC utilization may not have been
adequate to make statistically significant changesental health. The sample size of this

study was small when compared with previous studikerefore, the findings in this study
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did not show any effects of ADC use on mental lmedlhese reasons may explain why

ADC use had less than significant effects on thregiger mental health.

Caregiver Burden

Caregiver burden did not signifi¢amtiffer across time compared with baseline
in this study. The findings are similar with prewgostudies (Smith, 2008; Girlin et al.,
2006; Gaugler et al., 2003). Smith (2008) compagedgiver burden in 8 caregivers at
baseline and after use of ADC for 3 months. Thalteshowed a mean burden score
decrease that was not statistically significant ui@sufficient power. The findings from
focus groups in Smith’s study revealed that camgigot tremendous relief during the
hours of ADC services, but little relief upon retung home.

Girlin and colleague (2006) compaitesl effectiveness of the usual ADC and an
innovative intervention (ADS Plus) that added systBc care management for caregivers.
They found that caregivers in the ADS Plus repodedeased burden but this was not
statistically significant after using the ADC s@&®s$ for 3 months. That might be due to the
fact that caregivers in the ADS Plus attended thgram more days than caregivers in the
usual ADC that would result in more expenses amaicial burden. In contradtlossello
and colleague (2008) compared caregiver burdendegtwalian caregivers who used
ADC (n=30) and caregivers who used usual home ¢&¥8(). The findings showed that
caregiver burden was significantly reduced aftengi&DC for 2 months, but no effect
was found on caregiver stress, anxiety, and dejpredche reason might be that ADC
provided effective therapeutic interventions susltaunseling for family caregivers (2 -6

days weekly) and the caregiver burden interviewsueais likely to be more sensitive to
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detect variability of change over time. Meanwhdategiver depression reflected gradually
adaptation.

Caregiver burden in this study wassueed by the Zarit Burden Interview -Thai
version (ZBI; Zarit, Reever, & Bach-Peterson, 1980 additional qualitative questions.
Even though there were no significant differencesaregiver burden across time, means of
caregiver burden scores decreased after using ADC fhonth and 3 months. Most
caregiver participant1€12, 75%) in this study reported moderate burden &Bre
greater than 20) and two of them (12.5%) reporései® burden (ZBI score greater than 60)
while four caregiver participants (25%) report noden (ZBI score less than 20) at
baseline. The mean burden score for this samflassiine was 37.1%0=17.57) and a
range of 16-74 that was in ‘mild to moderat@hgeand similar to means of burden scores
in previous studies in the United States and atbantries (Yeager, Hyer, Hobbs, Coyne,
2010 M= 36.9,SD= 16.2); Sussman & Regehr, 200835, SD=14.1), Gitlin et al., 2006
(M=36.6,SD=10.3); Arai, Zarit, Sugiura, Washio, 200M%£34.1,SD=14.2)). This was in
agreement with other reports that caregiving PWaubht about burden (Papastavrou et al.,
2007), but it did not support that women were ntaredened then men. However, when
comparing with the study of tH€/66 Dementia Research Gro{@904), mean burden score
of this study was higher than Indian caregiveran€se M=26.7,SD=15.2) and South East
Asian caregivers\=25.9,SD=18.2) because causes of dementia in a samph/DisP
were heterogeneous. In addition, mean burden stdhés study was lower than caregivers
of PWD who had psychosis or advanced symptomsewvigus studies (Yeager, Hyer,
Hobbs, Coyne, 2010M=47.9,SD=12.9); Papastavrou et al., 200<50.29,SD=17.35))

because a few of PWDs of this study had psychosaslvanced symptoms of dementia.
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After using ADC services for one rigrone caregiver’s reported burden
changed from “moderate-severe” level to “mild-madet level. After the use of ADC for
3 months seven caregivers (43.8%) reported imprbueden and no caregivers reported
severe burden. Four burdened caregivers (25%) texpbitle changes compared to
baseline. Two caregivers who reported increaseddoureported that they were more
worried because their PWD got worse. However, rtiwgie half of participants reported
during the interview (after using ADC 3 months)aepd that they did not feel burdened
nor had too many difficulties in providing care tbeir PWD. In contrast, they indicated
that caring for their relative with dementia is@sjpive experience in caregiving and
repayment for their loved one. Filial piety is redtin the Thai society. Caregiving older
parents is valued as a way of “merit making” tmaty reduce feelings of a burden
(Choowattanapakorn, 1999). Therefore, some Thagoaers may not see caregiving for
PWD as much a burden as persons of other cultures.

However, most caregivers still repdrteeling moderately burdened before and
during the use of ADC. Approximately half of theéalocaregivers reported reduced burden
during the use of ADC. The common causes of caeedpurden in this study were related
to the hardship to taking care of the PWD due gndove impairment, the disability of
daily activities, limitation of family support, idequate time for relaxation, role conflicts,
physical strain, financial hardship, and undesaieginges in their normal life that resulted
from caregiving responsibilities. The use of ADQpleel them provide care during the
daytime so that they could get some relaxationcaudd work or do other things as
needed. Caregivers could also receive other suppmitnprove coping with PWD and be

able to deal with some financial issues. In additibe ADC provide a variety of
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therapeutic activities for PWD that might improwegaoition, emotion, and behavior
problems of PWD.

The mean of some items showed thdigipants adapted themselves in order to
access the ADC services. A mean score of some it@reased from baseline after using
ADC for one month and decreased from baseline afielg ADC for three months. It
might be that the caregivers needed time to adaghiange their daily activities or
functional roles upon initiating ADC services irethirst month, but felt comfortable by the
third month. Moreover, most caregivers stayed withr PWD at ADC during the first
month to familiarize them with ADC and staff, fresquly participating in ADC activities.

It may be that after the PWD felt familiar with tA®C activities and the ADC staff,
caregivers might go to work, visit some friends sgpopping or do other obligations. So
caregivers benefits from ADC respite may have lzhdayed.

The findings of this study are samito a previous study in the Netherlands
(Meiland et al., 2001) that reported that caregweno used ADC facilities experienced
more burden due to disruptions in daily schedutiéies. Meilands and colleagues
(2001) employed a cross-sectional designed andatetl data with questionnaire
interviews in 93 family caregivers who were enrdlie the waiting list project for a
nursing home in Amsterdam. They found that caregiwho used ADC experienced more
burden due to disruptions in daily schedule actisitHowever, participants in the study of
Meilands and colleagues (2001) might not have tisedDC services long enough to
reduce their burden.

The qualitative data revealed ttzaegivers found that caring for PWD who used
ADC services was an added responsibility that migbtlt in physical, psychological,

emotional, social, and financial stressors. Betbesuse of ADC services, most caregivers
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reported that they had negative experiences céoirttpeir relative such as stress,
depression, social isolation, financial hardshhpygical ill-health, irritation, tiredness, and
other psychological effects. These negative expeeg became burdensome when
caregivers perceived pressure or strain and whendbping responses and supports were
inadequate.

Some caregivers reported that thigcdity of transporting the PWD and the cost
of ADC were hardships. Seven caregivers reportatitiey used ADC only when
therapeutic interventions were offered. This malyhave been enough to reduce their
level of burden. Most caregivers reported that Afefieved some of their burden by
providing respite care and mental support, progdiare advice, giving knowledge and
necessary information, arranging caregiver supgraps, and coordinating care with
physicians, physical therapists, nutritionists, atiter social support resources. Some
caregivers might experience a reduced level ofdudiring the use of ADC. The use of
ADC service helped them in providing care of thelative in the daytime so that they
could get some relaxation. Although caregivers welieved of care responsibilities when
their relative attended ADC, they still had to tale@e of PWD at home, especially if they
had no other caregiver helping them at home.

Moreover, many caregivers of thigdgteeturned to work or do other obligations
after leaving a PWD at the ADC. Some caregiversnteg that they had some financial
difficulties due to dementia medication and ADCtsoglthough the ADC had scheduled
several educational classes for caregivers, soasse$ were cancelled due to poor
attendance. Many caregivers did not attend caregiygport groups and then they did not

gain benefits from this service. Therefore, sonregaers might not experience a reduced
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level of burden due to advanced symptoms of PWagdequate family support, role

overload, excessive financial costs and inadequsdef the ADC.

Caregiver Depression

Caregiver depression did not difigngicantly across time compared with
baseline. The findings are similar with severatiss (Zank & Schacke, 2002; Gottlieb&
Johnson, 1995) that found that ADC use did notrdféefits for caregiver depression. In
contrast, some previous studies found positivecetieADC use on caregiver depression
after the use of ADC for 3 months (Zarit, Stephdrmynsend, & Greene, 1998; Gaugler
et al., 2003; Gitlin et al., 2006).

Caregiver depression was measurdtidyhai version of Epidemiologic
Studies-Depression Scale (CES-D) and additionalquaditative questions. Even though
there were no significant differences on caregdepression across time, means of CES-D
scores decreased (indicating reduced depressivetegm) after using ADC at 1 month
and 3 months. Nine caregivers (56.3%) scored Ifieater on the CES-D that considered
to need further assessment and evaluation for geipre(Radloff & Teri, 1986; Nabkasorn
et al., 2005). Three caregivers (18.8%) reportguraved depression after using ADC for
1 month. Five caregivers (31.3%) reported improseegression after using ADC for 3
month. One caregiver (6.3%) reported increasededsmn after using ADC for 3 month
because their relative got worse.

The mean depression score for mspe at baseline was 18.58012.54) and
a range of 5-44 that was close to means of depressbres in previous studies in Greek
caregivers (Papastavrou et al., 20017(8.68,SD=7.27) and American caregivers

(Longmire &Knight, 2010=17.74,SD=9.64); Majerovitz, 2007M=16.77,SD=12.56)).
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This was in agreement with other reports that ¢aeeg of PWD received lower mean
levels of depression (Longmire & Knight, 2010), Hoxer, the mean depression score in
this sample was higher than previous studies inlfiNamerica (Gitlin et al., 2006)
(M=9.33,SD=6.6) and Japan (Sugihara, Sugisawa, Nakatani, &Ham, 2004NI =
11.92,SD= 0.29) that may be due to many factors.

Caregivers who reported that theganatood the nature of dementia symptoms
and learned to adapt themselves to the PWD replontest depression. Most of these
caregivers also reported that they had adequatal sopport. Therefore, caregivers with
coping skills and social support may be less degaks

Although more than a half of the gavers (=8, 50%) reported that they
experienced depressive symptoms, seven depressgivess reported lower CES-D
scores across time. Only two of these caregivemesdmproved to a normal level and
both of these caregivers used ADC services 3 daywoe per week during the study.
Therefore, the dose of the ADC use might affectgaer depression. Moreover, this
might be due to the fact that the ADC did not pdevenough assessment and intervention
for caregiver depression. Additionally, caregivets had to work could not participate in

any activities for caregivers with PWD providedthg ADC settings.

Caregiver Quality of Life.

The mean scores on the physical dowiihe WHO QOL-BREF-THAI were
significantly higher than baseline, whereas ovegadlity of life was not found to
significantly differ after one and three monthsA@iC use. These results were similar to a
previous work (Zank & Schacke , 2002). Zank & Si&ea(2002) evaluated the effects of

geriatric day care units on caregiver’s subjectivi-being (measured by life satisfaction,
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perceived social support, self-esteem, and dejm@sand burden in caregivers of PWD
and of caregivers of older adults with normal ctignithat found no effects of ADC on
either caregiver well-being or burden after usifg@\for 6 and 9 months. They suggested
that the reasons for the lack of significant firgfirwere the small sample size=42),
instruments that were insensitive to changes, ateddaseline measurement (after using of
ADC for 10 days). If caregivers reported low leveldurden at baseline, long-term effects
of ADC use may be underestimated. Moreover, somegogers in the treatment group
were caregivers of persons without dementia thalidceave less strain (Zarit, Stephens,
Townsend, & Greene, & Femia, 2003).

The benefit of ADC use in improvingegiver well-being was found in a few
studies with inconsistent effects across time (Z&tephens, Townsend, & Greene, 1998;
Gitlin et al., 2006). Several studies showed sigaift amounts of stress reduction for
family caregivers who used ADC on a regular andasned basis (Zarit, Stephens,
Townsend, & Greene, 2003). It may be because ADiiase studies may have provided
effective therapeutic activities that helped redonmee severe disorientation and/or
repetitious questioning on the part of PWD. In &ddi the ADC may have offered respite
care and assisted in activities of daily livingfsuént to improve psychological well being
such as caregiver depression. However, these stdienot show significant benefits on
some aspects of well-being consistently in bothtstesm and long-term effects. The
study of Zarit and colleague (Zarit, Stephens, Teewd, & Greene, 1998) showed no
effect in reducing role captivity that was the et® which caregivers feel trapped and
constrained in the caregiving role after using AIDC3 and 12 months, and no effect in
reducing worry/strain and anger after using ADCl@months. Whereas the study of

Gitlin and colleague (Gitlin et al., 2006) showexeffect in reducing burden after use of
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ADC Plus for 3 and 12 months, and no effect in exhey perceived well-being after use
of ADC Plus for 12 months.

Caregiver quality of life in thisusty was measured by the WHO QOL-BREF-
THAI and additional qualitative questions. Evenugb the finding showed that there were
no significant differences on total caregiver qyadif life across time, means of total
caregiver quality of life increased after using ARtCone month and three months. The
mean total quality of life score for this sampldaseline was 86.93D=15.24) and a
range of 62-120 that was higher than Chinese oczegg{(Wang & Chien, 2011)(=68.2,
SD=13), Australian caregivers (O’Connor & McCabe, 2fj1=65.69,SD14.05), and
Brazilian caregivers (Amendola , Oliveira, & Alvaga, 2010)1=54.6,SD=21.4), but
was lower than some study (Novelliab, Nitrinia, &@melliac, 2010). This was contrast
with the meta-analysis of Pinquart and Sorense@3pétated that caregivers of PWD had
low quality of life. Most caregivers reported moalerto high level of quality of life at
baseline because most caregivers in this studgbad education and average family
income. Four participants reported a high levedumlity of life over time and had little
change. An intervention is unlikely to influencepdadent outcomes if baseline scores are
relatively low or high (ceiling and floor effect§)¢oke, Mcnally, Mulligan, Harrison, &
Newman, 2001). During interviews, most caregivéss aeported that the use of ADC
services did not have much of an effect on th&rih general. Absolutely, those
caregivers were able to cope with the additionalsstand burden and still maintain a high
level of quality of life.

However, most caregivers did not gisveope with the extra stressors effectively.
The ADC should enlarge social support for caregiweith the PWD. Although most

participants experienced moderate satisfaction thiglr life such as physical and
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psychological health, social relationships, finahstatus, and other environment, the use
of ADC might not contribute directly to all of theieeds in order to significantly improve
their quality of life. Low doses of ADC use andmaadl sample size might be additional
issues contributing to non-significant outcomeadidition, ADC may have been limited to

make a big impact to respond all factors contrilbatearegiver quality of life.

Caregiver Social Support.

Caregiver social support did not gigantly differ after using ADC compared
with baseline. These results were similar withevmus study (Zank & Schacke, 2002) in
that perceived social support scores of the treatigi@up were higher than the control
group but this finding was not significant. Thisghi be due to a small sample sine42),
instrument insensitivity to statistical change, sté measurement for baseline data (after
the use of ADC for 10 days). Caregivers alreadyeerpced high levels of social support
at the beginning of ADC use with little change afteing ADC for one and three months.

Caregiver social support was meashyetthe Sarason’s Social Support
Questionnaire (SSQ-6; Sarason et al., 1987) inrdodassess the amount of perceived
social support (SSQ-N) and satisfaction with avddaocial support (SSQ-S). Mean SSQ-
N score in this sample at baseline was 2518=(1.95) and a range of 0-6.17 that was lower
than the study of Majerovitz (200M=3.61,SD=1.88); Chien & Lee, 2010). Mean SSQ-S
score in this sample at baseline was S250.55) and a range of 4.17-6 that was very
high and similar to Chien and Lee’ s study (20043)6.3,SD= 1.8) in China and
Majerovitz's study (2007M= 4.92,SD=1.13) in North America. Most of caregiver
participantsii=11, 68.8%) reported that they had more social sugter one and three

months than baseline. Some patrticipants reportdhiey had nobody to support them at
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baseline and after using ADC for some items. Téngaled that some caregivers
experienced a lack of social support when they eedelp, when they were under
pressure or tense, when they were feeling dowhendumps, when they were very upset,
and a lack of persons who accepted them totallycanttl really count on to care about
them. Some of them included staff of the ADC initthist of supports. They reported that
staff of the ADC provided mental support for themattthey usually called a familiar staff
in order to consult when they felt suffered andidawot deal with their PWD. The ADC
provided education class, caregiver meetings, adididual counseling for caregivers of
PWD. However, there were no significant differencegshe amount of perceived social
support reported across time.

Therefore, there were no significdifferences on caregiver reported social
support across time. This might be due to the sgaafiple size and to low variability of
scores. Most participants did not list staff of &IBC as supports. Some participants
reported the maximum number of available sociapsus at baseline. However, other
caregivers had no social supports and might bakéied with their available social
supports. The ADC service might not appropriatelyess and address caregiver social
support needs. The SSQ-6 may not have been senasitough to assess the amount of
perceived social support (SSQ-N) and satisfactih awailable social support. Although
some participants included staff of ADC, these toldial supports may not have been

adequate for significant outcome on the SSQ-6.

Evaluation of the ADC
The ADC services were evaluated by the Caregiveaiuation of Adult Day Care

(CEADC) after using ADC for 3 months. The CEADQ:@mposed of three parts
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including CEADC Part I, CEADC Part Il, and two atilginal questions. The CEADC Part
| assessed caregiver satisfaction with ADC, anddBADC Part Il measured benefits and
drawbacks of ADC.

Caregivers in this study were mostyisfied with the respect for human rights,
spiritual and religious beliefs, skills and friemass of staff, provision of necessary
information, program activities, program meal, tiofeservices, and location of the ADC.
They were moderately satisfied with staff's abiliblyhandle problematic behaviors of the
PWD and cost of ADC services. Scores on individigshs averaged 2.76 out of a
maximum 4 points.

Caregivers in this study reported thair relative benefited from being around
others, improving mental function, improved funatio activities of daily living, and slept
better at night. Caregivers also reported that tiedative was rarely upset with them, and
sometimes showed less symptoms of apathy or depnesiter attending ADC. They were
rarely worried when their relative was at the AD@l alid not experience difficulties in
getting their relative ready to go to the ADC. Aatiag to the benefits of ADC for
themselves, caregivers reported that they had tmoeeto do chores or other things and
were more easily able to handle their relative sssalt of ADC. This finding was

congruent with the interview.

Conclusions
This study supported the premisetiinause of ADC services in Thailand
improved the physical health of caregivers of thé® However, it also found no
significant effects on reducing caregiver burdeapréssion and mental health. In addition,

there were no significant improvements in qualityife or social support. This finding is
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congruent with previous studies suggesting that Ala€ limited benefits for some
domains of caregiver well-being (Zarit, Femia, Hal& Stephens, 2004; Zank & Schacke,
2002).

Quality of life is a multidimensionabncept and influenced on numerous factors.
The insignificant positive effects in this studyyr@e due to small sample size, different of
the ADC interventions, heterogeneity of caregivard PWD, including the relationship of
the caregiver to the PWD, low frequency use ofABX services, insensitive and self-
reported measures, and cultural differences.

This study was conducted over a yeatr eighteen caregivers admitted in both
ADC sites; however, only sixteen caregivers renthineADC at least 3 months. There
were relatively small changes in caregiver burdiepression, quality of life,
psychological health, and social support. Agaie,résults might not be significant due to
the small sample size (Sugihara, Sugisawa, Nakaardougham, 2004).

Approximately fifty six percent usA®C services at Chiangmai Neurological
hospital (Chiangmai) while the rest used ADC saviat Somdet Chaophaya Institute of
Psychiatry (Bangkok) in Thailand. Both sites weaet pf hospital-based ADC programs.
Interventions provided by ADCs in Thailand are eliéint from western countries and may
affect the differences in outcomes.

ADC:s in the United States are bamed social service model that offers social
support for persons with chronic disabilities meadises, in contrast, ADCs in Thailand are
day hospitals that focus on medical care and rétedlmn for persons with or without
dementia. ADC programs in the United States haweiged various types of services and
interventions for both PWD and their caregivershsas in- home respite care and

institutional day care. Moreover, several studiesdnstrated the effectiveness of ADC in
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the United States (Mason et al., 2007) with po&tienefits in the improvement of client
functioning, caregiver stress reduction, delayestitutionalization, and cost-effectiveness
(Gaugler & Zarit, 2001; Zarit, Gaugler, & Jarrdtf99). Conversely, no studies have been
conducted to evaluate the effectiveness of ADChailand. ADCs in Thailand focus on
cognitive stimulation, physical rehabilitation, argtreational activities for PWD. In one
of the Thai ADC settings, therapeutic activitiesevenly provided one day each week
with remaining days including primarily custodiare. Nurses play an important role in
providing medical and personal care for PWD in TARICs including facilitating a
variety of therapeutic interventions for PWD invioly multidisciplinary collaboration.
Differences in therapeutic interventions betweeamties may influence the variability of
PWD and caregiver outcomes.

Moreover, participants in this studight be different from American caregivers
using ADCs. Caregivers in this study were likelyotypical Thai caregivers of PWD
who were city dwelling, were well educated, and hadrage to above average family
income. However, participants in this study may lmetepresentative of the Thai
population of caregivers of PWD who may be lesslViko be referred to and to accept
ADC services. Approximately half of participantaysd at ADC whereas American
caregivers did not stay with the PWD at ADC. Thenawon purpose for attending ADC in
Thai caregivers was focused on therapeutic intéives for PWD rather than the
caregiver themselves and this might be differemifiAmerican caregivers. These
differences may have affected caregiver responséiseoscales used for outcomes.

ADC services included a variety opgartive activities for caregivers of the
PWD such as group education and seminars as wedlragiver support groups. Many

caregivers in the study did not use these servegpgdarly and some caregivers never used
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these services. However, caregivers reported tB&t staff advised them in taking care of
themselves and this may explain why significantionements in caregiver physical
health were reported. The intention of the ADCfstafs to provide necessary information
and emotional support regarding the caregiverstiselost caregivers contacted ADC
staff in person, but some caregivers preferredtdact the ADC staff over the phone. The
primary emphasis of the ADC services; however, thasPWD rather than their
caregivers. Caregivers may also choose to attelydsome of the programs offered based
on their preference. The different types of seruse, the duration of use as well as the
different ADC services may have contributed to fegeneous outcomes. In addition,
caregivers and PWD of this study were heterogengoiespect to caregiving context,
their relationship to PWD, and individual differexsc

The findings of this study are caregrt with some previous studies (Fortinsky
et al., 2002; Gottlieb & Johnson, 1995) but cortvath others. One reason might be the
dose of ADC use, and types of services. GottliebJohnson (1995) reported that PWD
needed to attend ADC at least one-and-a- half daysek for five months to realize
positive effects while Zarit and colleague (2008)ammended the use of the ADC 2 days
per week for at least 3 months. The mean of frequehthe ADC utilization in this study
was two and a half days per week for 3 months ardmgruent with these previous
studies.

Although the frequency of ADC usdhis study averaged 2.63 days per week,
approximately half of the participants<7, 43.7%) used ADC services only one day per
week. Caregivers may experience improved outcofrtbey participate in any available
support services. Some caregivers used ADC agdeaa® that they could return to work

or do other things during the daytime. Therefdneytmay not have experienced relaxation
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and may not have participated in caregiver supgEmtices. The interview data revealed
that some caregivers experienced increased stwes® dhe time required for
transportation to the ADC site. That may have adddteir perception of burden,
depression, and lack of social support and redtled quality of life.

Several studies also showed littlameffect of ADC use with many
explanations for a lack of positive findings (Za8tephens, Townsend, & Greene, and
Femia, 2003). ADC use altered subjective caregtreiss in some domain, but not all
domains (Zarit, Stephens, Townsend, & Greene, 1998)ck of sensitivity in outcome
measures may be another reason and changes iveanggll-being may be different
depending on the type of outcome measures. Thefusany self-reported questionnaires
in this study may burden participants and affeeirthttention to responses. Questionaire
length was limited to one hour to avoid this. Hoeg\self-reported measures are subject
to bias and may be influenced by the informant’®dhstate or perceptions (Burns,
Lawlor, & Craig, 2002). Moreover, general well-bgimeasures such as burden,
depression, and quality of life may be inadequatdetect variability of change in
caregivers and less sensitive than caregiver-sp@tifcomes such as role overload.
Consequently, the outcomes are more likely to @lelst(Sugihara, Sugisawa, Nakatani,
&Hougham, 2004). It has also been suggested teal B, which is widely used to assess
caregiver burden, may be insensitive to change KEadcnally, Mulligan, Harrison, &
Newman, 2001).

Another reason for the lack of sigaint findings may be differences in cultural
differences or traditional norms of behavior in vees countries and Asian countries. In
Asian societies, family members are expected twigeocare for the older parents and

older family members due to filial piety, familytimacy, reciprocal interdependence, and
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national laws. The filial piety and family intimaeye the key variables that support the
Thai familial elder system of care. Based on aaiifilial piety, adult children are
expected to take responsibilities for caring faitlolder parents. Caregivers who had a
strong sense of filial piety may have experienddtee beneficial or harmful effects.
Reciprocal filial piety is positive as it facilied care and mutual attachment because of
love and a wish to repay sacrifices; on the otlaedh authoritarian filial piety facilitates a
sense of obligation and encourages obedience andliemce (Laidlaw, Wang, Coclho, &
Power, 2010; Kuang-Hei, 2003). Filial piety migle #issociated with burden, depression,
insufficient social support, and reduced qualityifef in Thai caregivers. A study in an
Arab-Israeli sample found that filial piety was @sjiive predictor for caregiver burden and
filial piety was not directly related to depressssanptoms, but rather worked indirectly
through caregiving burden (Rabia and Howard, 2011).

The findings of this study suggddimited benefits of ADC for caregivers of
the PWD. ADC services are not as numerous and lileeiefits are not promoted to the
general public in Thailand as they are in westeumtries. Quality of life of family
caregivers of PWD may differ among countries beeayslity of life depends on
individual perceptions, cultural values, and enwimental factors. The variation in
program administration, service delivery and usprsference may also affect in
differences in outcomes among countries. Parti¢giamnthis study who were likely to
have educated and high family income reportedttieat wanted the ADC services and
would like to see an expansion of services in theré. This study demonstrated a need for
the Thai government to recognize the importancguioh services. It is important for

ongoing research to evaluate ADC in order to sliegadth care policy regarding long-term
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care and to develop the best practices of therapi@terventions in order to optimize the

benefits for the elderly with dementia and theegavers.

Recommendations for Future Research

ADC for PWD is a care alternatfoe Thai people. Future research needs to
include program evaluation of ADC services as astfas growth and development of
ADC in Thailand. Future ADC evaluation researchudtidoe longitudinal with a larger
sample in order to examine long-term effects bezdarsyth of attendance at ADC could
influence caregiver outcomes changing over timmay take longer than 3 months to
reduce negative caregiver outcomes. As this stuggests future research should use
mixed methods. Triangular techniques are usefal/tduate several aspects of program
provided. Future studies should include staff amgt@mer perspectives including
expectations, unmet needs, strengths, weaknessgs@mmendations that would be
helpful for the process and outcome improvemerturéustudies should also evaluate the
cost effectiveness of the program provided in otdeguide the program management. In
addition, the use of objective outcome measuremaaisincrease sensitivity to change
resulting from ADC use. Future research shouldnpoate additional objective measures
(such as blood pressure and serum cortisol lewdisie distal caregiver outcomes (such as
morbidity and mortality) should be also examined.

For research focused on Thai ADCiedént cost outcome measures are
indicated. In the United States, cost is indireaggessed by measures of
institutionalization. For example, interventionglswas ADC can delay costly nursing
home placement. Because nursing home care is detyavailable in Thailand, cost

measures may instead need to include estimat@s@families spend providing care, any
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costs for hiring help, and whether caregivers leaveduce employment (and income) to
provide care.

Future research is also needed tigl@sset of effective therapeutic interventions
specifically tailored for use in Thai ADC programgh PWD and their caregivers.
Outcome research is needed to examine statist@adlyclinically significant benefits for
PWD and families. The interventions or activitié®sld be sensitive to meet PWD and
caregivers’ needs in order to enhance better olgsom

Future research should evaluate fleeteveness of ADC on PWD as well as the
caregivers, to provide a comprehensive view ofetifiectiveness of ADC on both users. In
addition, the ongoing research may develop an A@dehthat provides services as a
whole system including screening, interventionsl Bome health care for PWD and their
family. A modern model of ADC is needed to suportl monitor caregiver well-being
through use of technology and sophisticated comaatioin systems (Schulz & Matrtire,
2004). This should be focused on health promotiartisg in the early stages of dementia

and continue through palliative care.

Recommendations for ADC Policy
Numerous studies support ADC #seaapeutic day program for adults who
need assistance with activities of daily livingabhing them to continue to live at home
and also supporting caregivers by providing castesteice and support in the daytime
(Reever et al., 2004, Gitlin et al., 2006) Thisdst@iound that ADC is perceived as a
respite service by Thai caregivers, although soamggpants waited at ADC while their
PWD received ADC services. The use of ADC improself-reported physical health of

family caregivers of PWD. Several studies (Zarigghens, Townsend, & Greene, 1998)
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have also shown that ADC services can reduce pgygical distress of caregivers, but
this was not confirmed in this study. Since thecpatage of elderly people and those with
dementia is growing, the need for effective andesmiead ADC services is becoming
increasingly important.

Only two public hospitals provide B3ervices for PWD in Thailand. Both
hospitals are located in urban areas and serweit@di number of PWDMost Thai people
are unaware of ADC services due to a lack of prasnand publicity. In order for more
PWD and their caregivers to benefit from ADC sesgicthere needs to be an increase in
public awareness through the media and officiakegement policy. Caregivers in this
study expressed wishes for continued and expan@«tl gervices. They wanted their
relatives to live with them at home until the eridheir lives. These study findings have
important policy implication for the Thai governmexs well as the private sector. There is
a strong need to recognize the importance of hgattimotion for caregiver well-being as
well as for the Thai elderly in early dementia @éitsn and rehabilitation. Financial
support for research and ADC services should peoaigtariety of effective therapeutic
interventions and supporting activities to enhameger outcomes for PWD and family
caregivers. An important benefit of increased AR@Gibility and usage would be more
people being screened and an increase in thehdadi of early detection and
rehabilitation of brain functions. Caregivers cobkhefit by reducing physical distress and
other negative effects due to taking care of thdDPYADC services may help caregivers
increase their capability to take care of their P@thome and also help the PWD fulfill
their desire to stay at home at the end of thiar li

Increasing numbers of family membsesrequired to provide primary home-

based care for their PWD. ADC services could bdiagpphrough home and
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complementary community-based services such ageespe, mental support services,
physical activity programs, and educational progrdon family caregivers to relieve stress
and increase their coping capability in the canegivole. Community volunteers may be
involved in some activities of ADC. To increase #ifectiveness of the ADC services,
they need to be supported by health care policytlagid benefits made known to all
stakeholders. This study explored the expectatiomet needs, strengths, weaknesses, and
recommendation for the future ADC services in Tdrail from the user’s perspective. The
information is useful for guiding health care pglfor long-term care and welfare of the
aged in Thailand.

The increase in the number of PWD msesagrowing burden of care for the
elderly care will be placed upon family caregivéfeung people today experience several
conflicts with the obligation to care for their pats that result in increased problems of
parental abandonment in Thai society. These casitise from economic problems, health
problems, social problems, family relationship peots and limitation of community
support resources (Rachiwong, 2002). Caregiversheagme physically ill and
experience psychological distress such as depresdiess, and worry that may lead to a
risk of a breakdown. This study proposed that Al@vises, as a social service assistance
program, would be beneficial to provide physicak¢c@motional support, wider social
networks and increased access to community suppuvices for caregivers who are
assuming enormous responsibilities that is botisfgatg and rewarding. However, the
findings of this study did not support the bendfiteamproving caregiver burden,
depression, mental health, (overall) quality of lidnd social support.

ADC is a creative strategy to supp@alth and well-being of the elderly as well

as family caregivers based on the concept of “Acfgeing” as well as “Family Caregiver
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Wellness.” Program and policymakers play an impurtale in creating and promoting
various supportive services that are uniquely duibethe needs of PWD and family
caregivers including affordable ADCs. These sewsiwél support the strengths of
caregivers who are the mainstay of caregivinghliergrowing number of the elderly in

Thailand.

Implications for Practice

The findings of this study suggestesponses from caregivers who were users
and evaluators of ADCs that would be useful fovders to understand users’
expectations and their experiences for processangmnent and the development of best
practices. To provide a standard of care and @ffeservices for PWD and their
caregivers, it is important that the ADC staff skilooe specialists in order to provide
effective care and manage interventions or suptivities that meet the needs of users.
The demands and negative impacts of dementia eanggire generally higher than non-
dementia caregivers such as greater burden, straihgepression (Ory, Hoffman, Yee,
Tennstedt, & Schulz, 1999). Moreover, caregivergehagh expectations regarding the
expertise of professionals in providing educatamtyice, and support regarding dementia,
as well as cooperating between professionals (dg &dBoersma, 2009)

Nurses play an important role in ¢berdination and management of ADCs and
providing care for the PWD and their caregiversrdihg staff require several practical
skills such as communication skills, interpersaidlls, clinical competencies, creative
thinking, and counseling skills. Communication kskédnd interpersonal skills are essential
to promote successful collaboration among nursdsaanultidisciplinary team to organize

therapeutic interventions for PWD and caregivers.
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Nurses and caregivers are in parmet® provide continuing care for PWD.
Nurses and caregivers need to develop communicsititia in order to understand PWD
who have had communication difficulties. Nurses msg several means of
communication with caregivers to support, monisalyise, and follow-up such as face-to
face conversation, paper reports, and availablentdogies (such as telephone contacts)
that would increase the effectiveness of commuitica®he consequences not only bring
about beneficial information for program evaluatibaot also increase access to services
and foster the effectiveness of ADC services.

The relationships between nurses”RAMID and their caregivers are an important
aspect of ADC (de Jong & Boersma, 2009). The mtatiip should be based on
professional and therapeutic approaches. The teetiapelationship demands a wide
range of communication strategies and interpersskiié such as listening, questioning,
encouraging ventilation, reflecting on content atatifying, and using humor (Scanlon,
2006).Effective nurse-client relationshipdow nurses to understand the holistic needs of
PWD and caregivers including their physical, emmaip social, financial, and spiritual
needs while enabling them to respond to their neafisy, specifically, and ethically.

Dementia care requires special coemmé¢s. The ADC staff need to be
professionally trained in order to understand amalble to deal with behavioral problems
of PWD and to provide the right services for theairegivers. A full professional
assessment is required. An individual care plamlshioe created with purposes of a PWD
and their caregiver (Aminzadeh, Dalziel, Wilsonp&aariss-Wright, 2005). Nursing
process is an essential part of the nursing care gohd leads nurses to assess, monitor, and
evaluate desired outcomes continually and systealigti Nursing care and therapeutic

approaches need to be directed at improving outsofiteerapeutic approaches with PWD
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include reality orientation, validation therapypgressively lowered stress threshold, and
resolution therapy (Williams & Tappen, 1999).

Williams, Kelly, and Tappen (2005¢mdified dementia-specific competencies
and developed a training curriculum for health qaviders including hospice and ADC
personnel. These competencies included: demomgjrativorking knowledge of dementia;
recognizing, preventing, and managing distress\netsaof PWD; understanding special
needs of family caregivers; promoting independetiviies in daily living; promoting an
optimal environment; recognizing and incorporatatigical issues that arise in dementia
care, and advanced competencies. Moreover, crdativdng is essential in decision
making for problem solving, care management, aedafeutic innovations. Furthermore,
patience, empathy, compassion, tact and a seriseradr are vital personal qualities
required for ADC personnel.

Nurses also need to be concerneueritegiver health and well-being. The
caregiver assessment is also helpful to understarajiver’'s health, needs, and
expectations. The assessment of physical and pegibal distress of caregivers should
be included so that caregiver burden and depressioine detected and assisted in time. In
addition, reducing the impact of physical disapitbuld ameliorate caregiver stress
(Bruce, Paley, Nichols, Robert, Underwood, & Scliap@05). This study identified that
ADC staff advised Thai caregivers in self-caretsggees and this may explain
improvements in caregiver-reported health. Thusselbest practices should be continued
in Thai ADC programs. To be most effective, ADCvsazs for caregivers should combine
psychosocial counseling, behavioral-skills trainieducation, environmental modification,
and support groups with higher frequency and domaischulz & Martire, 2004).

Counseling skills are helpful to provide effectimdividual and group counseling
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including family counseling. The ADC services shibinclude health assessment and
outcome evaluation systematically and periodicdllye findings of outcome evaluation
will provide important information for process aodtcome improvement.

Nurses can support family caregiviygproviding effective services for
caregivers and promoting efficient use of resoueseslable to them. It is necessary for
caregivers to learn about the illness, symptomslicaéion, treatments, complications, and
how to relate to health care professionals sottiegt can be confident with a sense of
mastery to provide effective caregiving (Piamjakiyla Williams, Prapakorn, Khuhaprema,
Kanka, Jermsom, Kim, Park, Rojjanasrirat, & Willen2010; Aminzadeh, Dalziel,
Wilson, Papahariss-Wright, 2005). Caregivers whmmreed a sense of mastery tended to
experience less burden and depressive symptomsa(Badh Howard, 2011).

Therapeutic interventions and innmret should provide more variety and
benefits sensitive to caregiver’s needs and culualaes. Wang and Chien (2011)
reported the effectiveness of a family-led mutwgdport program, which integrated
educational, supportive and opening communicaaaod, sharing components congruent
with Chinese-oriented culture, in reducing careglwe&rden and increase quality of life.
Most Thai people are Buddhists who believe in arcbérebirth. They believe that human
beings are reborn depending on individual meritimgkuch as ministering to parents, the
practice of meditation, and performing religiousi\aties. Being virtuous will result in
prosperity and happiness in current and futureslix®C services for Thai people should
include religious activities and traditional Thaistoms also.

Family caregivers may experience éonal and physical pain along with
feelings of powerlessness (Che, Yeh, and Wu, 200é@)sing interventions should include

empowering family caregivers to upgrade their &bgiin care management for PWD and
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themselves so that caregivers can handle the wiifs and mobilize available resources
necessary to satisfy their needs and overcomeegrabl

Although a variety of interventiosie available for PWD and dementia
caregivers, additional interventions need to beetiged, best practices should be
identified, and cost effectiveness evaluated. Bsibmally trained providers are keys to
enable excellent care services. Process and outevahgation should be established
systematically to ensure quality of care and cl{eoth PWD and family caregivers)

satisfaction. Transportation should also be comsile

Verifying Smith’s Model of Caregiving Effectiveness

This study verified the applicationSmith’s Model of Caregiving Effectiveness
for dementia caregivers including efficient useA@fC as an external resource that can
promote adaptive coping to meet caregiving demandsenhance caregiver effectiveness.
This study validated that variables in the caregjwtontext influence the adaptive context
variables and thus lead to caregiving effectiveriggsith, 1994a, p.30). Although Smith’s
model was initially designed to apply to family egivers of technologically dependent
adults residing at home, this theory can be geizexhto caregivers of PWD as well and to
specifically to the population of dementia caregivi@ Thailand. ADC is a small part of a
larger umbrella of home and community based sesviequired to keep people with
disabilities in the community (Smith, 2008).

Caregivers need effective adaptatioorder to respond to increased care
demands while enhancing their own well-being. Femitan be guided to cope by
obtaining the needed social support (Smith etlt8B8). Nurses play an important role in

providing care management and a variety of supppservices sensitive to assist family
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coping. Quality of life for both patients and caxegs are important outcomes of nursing
care (Smith, 1994).

Smith's model of caregiving effectiess posits that caregiving effectiveness is
the outcome of efficient use of resources andfisenced by caregiving context and
adaptation context variables (Smith, Pace, KochiKtizinbeck, Koehler, & Popkess-
Vawter, 2002). The adaptive context variables @&ex burden, caregiver depression, and
caregiver social support) are important mediatoas iead to caregiving effectiveness
(caregiver quality of life). Adaptation in familyapegiving is mediated by social and family
support as well as caregiving characteristics. [@ibk of family support and ineffective use
of social resources would influence caregiver cg@nd result in caregiver reactions
(caregiver burden and depression) (Smith, 1994¢.CHnegivers’ perceptions about their

family financial ability are related to worry, simaand fatigue (Smith et al., 1997).

Caregiving Context Adaptive Context Caregiving Effectiveness
(Transitional Outcomes) (Effectiveness Outcome)

\ 4

Caregiver Health Status:

Efficient Use of Resources -General HealthSF-12v2
-Adult Day Care Use -Depression EES-D
-Frequency of Service Usg
3 ) SoEngslﬁsggftjt?uon' . Caregiver Quality of life
— . SSQ-6 & CEADC d
Caregiving Characteristics: - WHO QOL-BREF
-Gender
-Family income
-Caregiver-Patient Reactions to caregiving:
Relationship - Caregiver Burden ZBlI

-Severity of dementia

Figure 4.Model of Caregiving Effectiveness. Adapted fromat€giving Effectiveness:
Evolution of a Nursing Model for Home Care” by C&nith, K. Pace, C. Kochinda,
S.V.M. Kleinbeck, J. Koehler, & S. Popkess-Vaw302,Advances in Nursing Science,
25, p.52.

<«—> Proposed reciprocal relatiopsietween concepts,

<----» Inconsistent relationship beawe&oncepts
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Smith’s Model of Caregiving Effeativess is useful to explain the experiences of
family caregivers who take care of the PWD at honte findings of this study showed
that ADC service use was effective for caregiveysidal health status, but it was not
effective enough for other components of adaptorgext and the caregiving effectiveness
outcome. Physical health is only a part of the &dagontext. To achieve caregiving
effectiveness or caregiver’s quality of life, itnecessary to reduce caregiver’s burden and
caregiver’s depression, and increase caregivecisissupport.

Even though, caregivers in this gtused the ADC services, service use alone
may not be enough to reduce caregiver’s burderdaepcession. Other resources in their
community may be needed to provide adequate supfuetiack of service awareness and
inadequate availability of resources can be adaioi caregiver effectiveness. Caregivers
who are aware of available resources tend to useses and technologies more often. For
example, they may seek help by using a telephogewrseling hot line to support them.
They may also search for knowledge and informadiothe internet and through other
information resources to increase their capabdlitgl self-esteem to provide care.

This study used both quantitative qudlitative components. This triangular
approach provided valuable insights about the egpees of family caregivers during
using ADC services. This study provides foundatiem@rmation and guidance for
practitioners to improve the standard of care apdte specialized interventions
significant for ADC service users. The findingdeef the needs of Thai people and calls
for policy makers and the private sectors to prenadsistance for family caregivers in their
efforts to care for impaired family members. AD®@vwiders should understand caregiver’'s
needs and the effects of the services have onigaregn order to design a set of

innovative interventions that benefit them and éase their quality of life. This evaluation
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research also provides valuable information foviserorganizations and policy makers to
make judgment about the program significance afadrmdecisions about future long-

term care programming.

Limitations

There are several limitations in #tisdy that included small sample size,
research design, the use of numerous questionneaitesepeated measures, limitations of
self-reported measures, the low frequency usesoAC services, the different of the
ADC interventions, and the heterogeneity of caregvand PWD.

The major limitation of this studytiee small sample size, The small sample size
contributes to low statistical power of the study grobability of detecting an effect
(Land & Zheng, 2010). The study took place in acffmeand limited time frame and with
limited admissions of new patients in the ADC sites

The second limitation is due to qe@gierimental design without randomization
and a control group. Randomization was not feasibttwould present ethical issues due
to limiting the use of needed services to participassigned to a control group was used.
Therefore, a convenient sample and quasi-experahdasign were selected for this study.
The convenient sample and lack of randomizatioiit ly@neralization of the study findings
to other population but provide preliminary inforinoa about ADC benefits to family
caregivers in Thailand. Since almost users of B@KC sites participated in the study, the
sample is likely representative for the Thai popatawho could afford ADC. Most
caregivers had educated and had an average ta higimeaverage family income. In
addition, they had been in urban area and weretaladecess ADC by public transportation

or their own vehicles. This sample is not represt@re of all Thai populations.
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The third limitation is related teethise of many questionnaires with repeated
measures. Participants were asked to completasitfige questionnaires at three time
points and may have become bored or burdened poméing to repeated measures.
Participants responses to the interview questicag ailso have been influenced by social
desirability or the Hawthorne effect In additior|fsreported outcomes such as physical
health, are less objective than actual physicalsomes and a demand effect for pleasing
the investigator may have based participant regs(Bager, Stabile, & Deri, 2004).

Participants also selectively attendigigérent amounts and types of ADC
activities. Thus participants received differense® of the ADC intervention. The
admission criteria might resulted in a typical séenyho were able to afford ADC. In
these sites physicians identified PWD who qualiiyADC services, taking into account
factors such as severity of disease, financial stppnd preference of family members.

Next, both ADC sites are locatedififedent parts of Thailand. This might bring
about the differences in caregiving contexts asdlten a heterogeneous sample. These
two programs differ in some aspects, but are mastiylar in objectives and procedures.
Both ADC centers are located in urban areas andareenient to transportation. This
study examined the differences among groups onegefammily income, caregiver-patient
relationship, frequency of service use, severitgerhentia, and research site. There were
no statistical effects of these potential covarfattors. However, the results of t-test may
be different in a larger sample. The ANOVA and esgion analysis is more appropriate in
the larger sample.

The strength of the study is its gtddsign which combined two main open-
ended questions with repeated measures desigrguemditative and qualitative

approaches brought about rich information to urtdadsseveral aspects of quality of life



181
for the PWD and their caregivers. Qualitative daiatributed substantively to assessing
meaningful changes in caregiver outcomes and tersitehding the effectiveness of ADC

services from the caregiver’s perspective.
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Appendix A

Research Informed Consent

EFFECTIVENESS OF ADULT DAY CARE PROGRAMS ON HEALTH
OUTCOMES OF THAI FAMILY CAREGIVERS OF PERSONS WITH
DEMENTIA

Researchers:
1. Kristine Nordlie Williams, RN, PhD, APRN, BBssociate Professor (Faculty, School
of Nursing, KUMC)
2. Sandra Bergquist-Beringer, BSN, Ph.D, Asgedraofessor (Faculty, School of
Nursing, KUMC)
3. Elaine Williams Domian, RNCS, MSN, PhD, Cdial Assistant Professor (Faculty, School



216

of Nursing, KUMC)

4. Wilaiporn Rojjanasrirat, RN, PhD, Researclsistsnt Professor (Faculty, School of
Nursing, KUMC)

5. Tracey A. LaPierre, BA, MS, MA, PhD, Assidt&rofessor (Faculty, Department of
Sociology and the Gerontology Center, KU)

6. Premruetai Rattanavilai, RN, MS (PhD stud8echool of Nursing, KUMC)

Responsible Organization and Address:School of Nursing, University of Kansas
Medical Center, 3901 Rainbow Boulevard, Kansag, &f 66160, United States

You are being invited to join a research study heeayou are a caregiver of person with
dementia using adult day care services at SomdmbiLtaya Institute of Psychiatry, Bangkok
or Chiangmai Neurological Hospital, Chiang Mai inalland. Also, as the caregiver who is
making decisions on behalf of a person with denaggtiu are being asked to approve his or
her participation in this research study. The npairpose of research is to create new
knowledge for the benefit of future patients andiety in general. Research studies may or
may not benefit the people who participate.

Research is voluntary, and you may change your mtirgehy time. You do not have to
participate in this research study. There will bepenalty to you if you decide not to
participate, or if you start the study and decalstbp early. Either way, you can still get
medical care and services at Somdet Chaophay#ubestif Psychiatry or Chiangmai
Neurological Hospital as usual.

This consent form explains what you have to dwif gre in the study. It also describes the
possible risks and benefits. Please read the farefuly. You can ask as many questions as
you need to, before you decide to participate i $hudy or anytime during the study. The
researchers will tell you if they receive any neformation that might cause you to change
your mind about participating.

This research study will take place at Somdet Chag® Institute of Psychiatry and
Chiangmai Neurological Hospital in Thailand. Thisdy is being conducted through the
University of Kansas Medical Center with KristindlMdms, PhD as the primary investigator
and Premruetai Rattanavilai as the student invastigAbout 20 participants will be in the
study.

BACKGROUND

Many persons with dementia are cared for at honogvdder, some persons with dementia
attend an adult day care. We believe that advd#t ey reduce stress for families caring for
persons with dementia but there have been no stegmuating the effectiveness of these
adult day services for person with dementia fromgharspective of Thai family caregivers.

PURPOSE
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By doing this study, the primary aim of this stugyo evaluate the effect of the current
adult day care programs for persons with demeR¥&ED) in Thailand on caregiver
outcomes (burden, depression, health status, sagglort, and quality of life). The

second aim of the study is to explore the caregivperiences of how adult day care has
helped the clients and family caregivers and haife has changed.

PROCEDURES

If you are eligible and decide to participate irststudy, your participation will involve
answering questionnaires, surveys, and open-engkestigns after the use of the adult day
care services within first week, at one month, timde months in a participant’'s home or
other convenient places. During the first sessyon, will complete five questionnaires and
a survey. During the second session, you will ceteplive questionnaires and two
surveys. Finally, at three months, you will comeléte questionnaires and two surveys.
Additionally, an interview with two open-ended gtiess will be asked on the following
day. Each session will take approximately an howomplete the questionnaires and
surveys. The questionnaires, surveys and an iet@rwill ask you about your life and
experiences with adult day care services. Thevr@erwill take approximately an hour
and will be audio taped. The audio tapes will la@scribed, analyzed, and kept in a locked
cabinet that is accessible only by the researchi¢ith. your permission we will access the
medical charts of the patient for whom are makiagisions and record health information
such as physician diagnosis and severity of disease

RISKS

You may feel uncomfortable answering some of thestjans in the surveys,
questionnaires, and interview. If at any point y@@l uncomfortable you may skip a
question or stop participating all together withpanhalty. If necessary, support and
referral to a counselor will be offered as nee@®dce the study will involve data from
medical records, the risk of a breach of confid@iyi is possible. However, extra efforts
will be made to keep patients’ personal informatonfidential.
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BENEFITS

There are no direct benefits to you and your reaipin joining the study. It is hoped that
the information obtained will help the investigatdéearn more about the overall aspects of
caregivers’ quality of life, experiences and exp#aohs in the use of adult day care. Itis
hoped that this information will be useful to impeoadult day care programs and other
supportive services for caregivers and persons a@thentia.

ALTERNATIVES

Participation in this study is voluntary. Decidingt to participate will have no effect on
the care or services you receive at adult day settengs.

COSTS/PAYMENTS

There are no costs in joining the study; neithemryecipient nor you will receive payment
to join the study.

INSTITUTIONAL DISCLAIMER STATEMENT

If you think you have been harmed as a result dfgigating in research at the University
of Kansas Medical Center (KUMC), you should conthetDirector, Human Research
Protection Program, Mail Stop #1032, UniversityKainsas Medical Center, 3901
Rainbow Blvd., Kansas City, KS 66160. Under certainditions, Kansas state law or the
Kansas Tort Claims Act may allow for payment tosoeis who are injured in research at
KUMC.

CONFIDENTIALITY AND PRIVACY AUTHORIZATION

Efforts will be made to keep you and your recippersonal information confidential.
The researchers will only use and share informatanis needed for the study. Your
health information that will be collected such asne, address, phone, date of birth, or
other identifiers will be used at KUMC by PremrudRattanavilai and members of the
research team, the KUMC Human Subjects Committdeoiter committees and offices
that review and monitor research studies. If tisailts of this study are published or
presented in public, information that identifiesiyeind your recipient will be removed.
Since identifiers will be removed, your name andry@cipient's health information will
not be re-disclosed by outside persons or grougsadhnot lose its federal privacy
protection. Absolute confidentiality cannot be qurdeed because persons outside the
study team may need to look at the study recortuglySecords might also be reviewed by
government officials who oversee research, if all@gry review takes place.

Your health information is protected by an Ameri¢ederal privacy law called HIPAA.
By signing this consent form, you are giving pesioa for Somdet Chaophaya Institute
of Psychiatry, Prasat Chiang Mai hospital, and KUtdQ@ise and share your and the
recipient’s health information. If you decide notsign the form, you and your recipient
cannot be in the study.
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Your permission to use and share your and theiggttip health information remains in
effect until the study is complete and the resafesanalyzed. After that time, researchers
will remove personal information from study recard®wever, the de-identified data can
be used for secondary analyses.

QUESTIONS

Before you sign this form, Dr. Kristine Nordlie Wams or Premruetai Rattanavilai or other
members of the study team should answer all yoastipns. You can talk to the researchers
if you have any more questions, suggestions, casaarcomplaints after signing this form.
If you have any questions regarding this study, sleould immediately contact Dr. Kristine
Nordlie Williams at 001-913-588-1624 (United Statdsvilliamsl@kumc.edu or

Premruetai Rattanavilai at 2503-2620 (Thailandftanavilai@kumc.edu. If you have any
guestions about your rights as a research sulgjetyou want to talk with someone who is
not involved in the study, you may call the Humar@®cts Committee at 001-913-588-
1240. You may also write to Human Subjects ConeajtMail Stop #1032, University of
Kansas Medical Center, 3901 Rainbow Blvd, Kans#&g, IS 66160.

SUBJECT RIGHTS AND WITHDRAWAL FROM THE STUDY

You may stop being in the study at any time. Yaegision to stop will not prevent your
recipient from getting treatment or services at 8enChaophaya Institute of Psychiatry
and Chiangmai Neurological Hospital. The entiralgtmay be discontinued for any
reason without your consent by the investigatodoeting the study.

You have the right to cancel your permission f@esgchers to use your recipient’'s and
your health information. If you want to cancel ygarmission, please write to Dr.
Kristine Nordlie Williams. The mailing address is. Kristine Nordlie Williams,
University of Kansas Medical Center, Mailstop 403301 Rainbow Boulevard, Kansas
City, KS 66160, United States. Or you may writd’temruetai Rattanavilai, School of
Nursing, Sukhothai Thammathirat Open Universitykkped, Nonthaburi 11120 Thailand.
If you cancel permission to use your recipient’d gaur health information, you will be
withdrawn from the study. The research team wilpstollecting any additional
information about you.

Print Name of Investigator Providing Informed Camise

Signature of Investigator Providing Informed Corisen Date
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CONSENT

On behalf of myself and the person for whom | ankingadecisions, | freely and
voluntarily consent to participate in this reseastirdy. | acknowledge that | can withdraw
or stop this consent anytime with no effect ondhee or services | and my recipient have
received.

Dr. Kristine Nordlie Williams or the research te&ias given me information about this
research study. She has explained what will be dma how long it will take. She
explained any inconvenience, discomfort or risls thay be experienced during this
study. | acknowledge that | am being asked to @agte in this study for myself and on
behalf of my recipient with dementia. By signingstform, | have read the information
and had my questions answered. The researchensliang to answer any questions
anytime throughout the study. They will keep myspaal information confidential will
receive a signed copy of the consent form to keepnly records.

Print Name of Caregiver Participant

Signature of Caregiver Participant Date

Print Name of Investigator Signature of Investigator
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RESIDENT ASSENT

Dr. Kristine Williams and Premruetai Rattanavilailwe University of Kansas Medical
Center are conducting a research study at Somdeigblaya Institute of Psychiatry and
Chiangmai Neurological Hospital. | understand thean being asked to join in this
research project and my health information inclgdmy functional and cognitive abilities
will be used in the study. | agree to let Dr. Wilhs’ research team assess any of my
capabilities and review my medical record for imf@ation as needed for this study.
Researchers with keep my personal information denfial. The study has been explained
to me and | agree to participate in the study.desstand that | don't have to be in this
study. | don't have to be in the study even if ragegiver says it is O.K. for me to do it. |
have had the chance to ask any questions thael handerstand that | can stop being in
the study at any time and it won't affect the daget from my doctor. | also agree to let
my caregiver provide his/her signature instead efimthis consent form in order to
present my verbal assent to participate in theystud

Print Name of Patient Date

Print Name of Caregiver Participant Signature of Caregiver Participant

Print Name of Investigator Signature of Investigator
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Appendix B

Research Informed Consent - Thai
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General Personal Data Survey
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General Personal Data Survey

Please provide your information regarding youraalf PWD. This information will
remain confidential and will be known only to tlesearchers conducting the study. You
may not answer some questions if you do not knodoamot prefer to do so.

Part | Patient information
1.Age: oo, year (full year)
2. Gender : 1. Male 2. Female

3. Marital Status:
1. Single
2. Married
3. Widowed
4. Divorced
LT ] 1 1

4. Education level:
1. Less than bachelor degree
2. Bacheler degree
3. Master degree or higher

5. Sources of financial support for general caghg
1. Patient’s saving
2 Family contribution
3. Others (please identified)..........ccccoeeiiiivi i,

6. Source of financial support for adult day catpenses
1. Patient’s saving
2 Family contribution
3. Others (please identify)........coou i e e e e

7. Government reimbursement for adult day care resge
1. Total
2. Patrtial
3. None

8. Frequency of adult day care use (average haura/@ek) .............cceevveeiiiininnnn.
9. Stage of dementia:
1. Know (Could you tell me in details? Stdgé&tage 2, or Stage 3)

2. Unknown

10. lliness duration (from date of the first diagi®............ year.......... month
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Part Il Caregiver Information
1.Age: oo, year (full year)
2. Gender : 1. Male 2. Female

3. Marital Status:
1. Single
2. Married
3. Widowed
4. Divorced
L T ] 1 1T

4. Education level:
1. Less than bachelor degree
2. Bacheler degree
3. Higher than bachelor degree

5. Family income per month (average from past thmeaths) .................ccoevevvie e,
1. Less than 10,000 baht
2. 10, 000 — 29, 999 baht
3. 30,000 — 49, 999 baht
4. 50,000 or more

6. How many family members?..........cccoovveeeeemvevvvvnnnnnnnn.

7. Could you rate the level of your adequacy of thigrfamily income from 0 “I can’t
make ends meet” to 10 “I always have money lefr'd{felease identify the number)

0 10
| can’t make ends meet | always have motedy over

8. Are you a hired caregiver?

1.Yes 2.No

9. Caregiver/ patient relationship
1. Spouse 3. Daughter in law 5. Solaw 7. Others (ldentify)...............
2. Daughter 4. Son 6 Mdentify) ..o

10. Could you rate quality of relationship/attacimina question 4 from 0 extremely bad
to 10 extremely strong? (Please identify the nuber...................ool,

0 10
Not Attached Very Attached

11. Sources of financial support for general ciostg
1. Your own pocket 2. Family contributicéh Others (please identify)................
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12. How long do you start taking care of your detizerecipient.......... year........ month

13. How many hours per day do you usually spend fon providing daily care of your
dementia recipient (supervision and dir€Ct Care)...........ccouviieiiiiiiiii et

14. Could you rate your satisfaction for yourselproviding care for your dementia
recipient from 0 extremely dissatisfied to 10 extedy satisfied? (Please identify the
number)................

0 10
Extremely Dissatisfied Extmely Satisfied

15. Do you have other persons who share respangibilcaring your dementia relative at
home?
1.Yes 2. No

16. If question 15 you answer yes. Number of famuynbers who help you taking care of
your recipient.........coooviiiiiiiieen,
Could you explain more, whand_how?

17. Could you rate your satisfaction of your peredifamily support as a whole from 0
extremely dissatisfied to 10 extremely satisfigdle@se identify the number).........

0 10
Extremely Dissatisfied Eethely Satisfied

18. Have you ever used adult day care servicesratiyefore?
1.Yes 2.No

19. How many hours per week do you plan to uset @yl services ........................

20. How do you know about adult day care services?
. Adult day care centers

. Family

. Friend

. Newspaper

. Brochure

. Internet

NoOUTAWN R

21. Do you current use adult day care services?
1. Yes 2. No
If you answer No in question 21 Let go question 34
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23. What program activities your dementia relapaeticipate in?..........cccceevvevieneennns

24. What program activities of the adult day cawises or geriatric clinics for caregivers
(such as group counseling and group educationyiatparticipate in, when and how
often?

Question 25-31 Could you rate your satisfactiogafr perceived adult day care from 0
extremely dissatisfied to 10 extremely satisfigdle@se identify the number).........

0 10
Extremely Dissatisfied Extmely Satisfied

25. Providing introduction and necessary informaabout adult day care services..........
26. Providing knowledge and necessary informatworidking care of patients...............
27. Providing quality of care for patients...........ccooiinicic e e
28. Providing mental support for CaregiverS.........oe vt i vceices e ee e eaeans
29. Increasing sense of confidence and mastergrefjoving role..................ooienis
30. Relieving sense of burden from caregiving role.............oooov i iiiiiiiiiiiieeenn,
31. Overall satisfaction for adult day care servigs awhole...............ccooeiiiviiiiinn.
32. Do you have some problem in preparing and cayryour relative to adult day care
center

1. Yes (Please identify) ... ... e e

2. No
33. What kinds of transportation do you use toycgour recipient?

34. Could you rate the levels of difficulty in yotransportation from home to adult day
care center from 0 extremely difficult to 10 extedynconvenient? (Please identify the

0 10
Extremely Difficult Extrelyn Convenient

35. Do you have ever gotten other community, chaoit other social organizations
supporting your caregiving role?
1.Yes 2.No
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If question 35 you answer yes. Could you explaimenahat organizatioand_hov®

36. Could you rate your satisfaction of your peredisocial support from question 28 and
current health care services for person with dei@aesta whole from 0 extremely
dissatisfied to 10 extremely satisfied? (Pleasatitlethe number)........................

0 10
Extremely Dissatisfied Extnely Satisfied

Thank you very much for your participation. Youfdmation will be used for research
purpose only.
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Appendix D

General Personal Data Survey - Thai
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Appendix E

Zarit Burden Interview



Zarit Burden Interview (ZBI)
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Indicate how often you experience the feelingedtdty circling the number in the box

that best corresponds to the frequency of thedm@se

Never

Rarely

Sometimes

Quite
Frequently

Nearly
Always

1. Do you feel that your relative
asks for more help than he/she
needs?

0

1

2

3

4

2. Do you feel that because of the
time you spend with your relative
that you don't have enough time
for yourself?

3. Do you feel stressed between
caring for your relative and trying
to meet other responsibilities for
your family or work?

4. Do you feel embarrassed over
your relative's behavior?

5. Do you feel angry when you ar
around your relative?

1%

6. Do you feel that your relative

currently affects your relationships

with other family members or
friends in a negative way?

N

7. Are you afraid what the future
holds for your relative?

8. Do you feel your relative is
dependent on you?

9. Do you feel strained when you
are around your relative?

10. Do you feel your health has
suffered because of your
involvement with your relative?

o| O] ol o

I

N N N N

w| W W w

B - R ) R

11. Do you feel that you don't hav|
as much privacy as you would like
because of your relative?

@D

12. Do you feel that your social
life has suffered because you are
caring for your relative?

13. Do you feel uncomfortable
about having friends over becaus
of your relative?

1%

14. Do you feel that your relative
seems to expect you to take care
him/her as if you were the only
one he/she could depend on?

15. Do you feel that you don't hav|
enough money to take care of you
relative in addition to the rest of
your expenses?

=

16. Do you feel that you will be
unable to take care of your relativ
much longer?

D
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Never Rarely | Sometimes Quite Nearly
Frequently | Always
17. Do you feel you have lost 0 1 2 3 4

control of your life since your
relative's illness?

18. Do you wish you could leave 0 1 2 3 4
the care of your relative to
someone else?

19. Do you feel uncertain about 0 1 2 3 4
what to do about your relative?

20. Do you feel you should be 0 1 2 3 4
doing more for your relative?

21. Do you feel you could do a 0 1 2 3 4
better job in caring for your

relative?

22. Overall, how burdened do you 0 1 2 3 4

feel in caring for your relative?

Source: MAPI Research Trust
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Appendix F

Zarit Burden Interview (ZBI) - Thai
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Appendix G

Center for Epidemiologic Studies Depression Scal€ES-D)
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Center for Epidemiologic Studies Depression Scal€ES-D)

Below is a list of the ways you might have feltomhaved. Please tell me how often you
have felt this way during the past week

Rarely or Some or a Occasionally | Most or All of
During the past week none of the little of the or a moderate the time
time time amount of time (5-7 days)
(less than 1 (1-2 days) (3-4 days)
day)
1. | was bothered by things that 0 1 2 3
usually don't bother me.
2. 1 did not feel like eating; my 0 1 2 3
appetite was poor.
3. I felt that | could not shake 0 1 2 3
off the blues even with help
from my family or friends.
4. | felt | was just as good as 0 1 2 3
other people.
5. | had trouble keeping my 0 1 2 3
mind on what | was doing.
6. | felt depressed. 0 1 2 3
7. | felt that everything | did 0 1 2 3
was an effort.
8. | felt hopeful about the 0 1 2 3
future.
9. | thought my life had been a| 0 1 2 3
failure.
10. | felt fearful. 0 1 2 3
11. My sleep was restless. 0 1 2 3
12. | was happy. 0 1 2 3
13. | talked less than usual. 0 1 2 3
14. | felt lonely. 0 1 2 3
15. People were unfriendly. 0 1 2 3
16. | enjoyed life. 0 1 2 3
17. 1 had crying spells. 0 1 2 3
18. | felt sad. 0 1 2 3
19. | felt that people dislike me|. 0 1 2 3
20. | could not get “going.” 0 1 2 3

Source: Center for Epidemiologic Studies, Natidnatitute of Mental Health. The scale is
in the public domain. Therefore, it may be usedwaitt copyright permission (National
Institute of Mental Health, 2009).
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Appendix H

Center for Epidemiologic Studies Depression Scal€ES-D) - Thai
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Appendix |

WHOQOL-BREF



WHOQOL-BREF
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The following questions ask how you feel about yguality of life, health, or other areas of
your life. | will read out each question to youwpmd) with the response optiofease choose
the answer that appears most appropriatelf you are unsure about which response to give
to a question, the first response you think offisrothe best one.

Please keep in mind your standards, hopes, plesaanteconcerns. We ask that you think
about your lifein the last four weeks.

Neither poor

Very poor Poor nor good Good Very good

How would you rate your

quality of life? 1 2 3 4 5
Ver Neither Ver
very Dissatisfied | dissatisfied | Satisfied ey

dissatisfied g satisfied
or satisfied
How satisfied are you 1 > 3 4 5

with your health?

The following questions ask abdudw muchyou have experienced certain things in the last

meaningful?

four weeks.
Not at all A little A moderate Very much An extreme
amount amount
To what extent do you
feel that physical pain 5 4 3 5 1
prevents you from doing
what you need to do?
How much do you need
any medical treatment to 5 4 3 5 1
function in your daily
life?
I_—|ow much do you enjoy 1 2 3 4 5
life?
To what extent do you
feel your life to be 1 2 3 4 5
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A moderate

Not at all A little Very much Extremely
amount
7. | How well are you able to 1 > 3 4 5
concentrate?
8. | How sa_fe QO you feel in 1 2 3 4 5
your daily life?
9. How healthy is your 1 2 3 4 5

physical environment?

The following questions ask about how completely yoexperience or were able to do
certain things in the last four weeks.

Not at all A little Moderately Mostly Compédy
10. | Do you have enough_ 1 5 3 4 5
energy for everyday life?
11. | Are you gble to accept 1 5 3 4 5
your bodily appearance?
12. | Have you enough money| 1 > 3 4 5
to meet your needs?
13. | How available to you is
the mformatlon that you 1 2 3 4 5
need in your day-to-day
life?
14. | To what extent do you
have the opportunity for 1 2 3 4 5
leisure activities?
Very poor Poor Neither poor Good Very good
nor good
15. | How well are you able to
get around? 1 2 3 4 5
Very ' Neither Very
dissatisfied Dissatsfied sa_1t|sf|§d nor Satisfied satisfied
dissatisfied
16. H_ow satisfied are you 1 5 3 4 5
with your sleep?
17. | How satisfied are you
with your ability to
perform your daily living 1 2 3 4 5
activities?
18. | How satisfied are you
with your capacity for 1 2 3 4 5

work?
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Neither

di s;/:tzgfi ed Dissatsfied | satisfied nor|  Satisfied Sg{ies?i/e d
dissatisfied

19. H_ow satisfied are you 1 2 3 4 5
with yourself?

20. | How satisfied are you
with your personal 1 2 3 4 5
relationships?

21. H_ow satisfied are you 1 5 3 4 5
with your sex life?

22. | How satisfied are you
with the support you get 1 2 3 4 5
from your friends?

23. | How satisfied are you
with the conditions of 1 2 3 4 5
your living place?

24. | How satisfied are you
with your access to health 1 2 3 4 5
services?

25. pr satisfied are you 1 > 3 4 5
with your transport?

The following question refers to how often you havéelt or experienced certain things in
the last four weeks.

Never

Seldom

Quite often

Very ofte

N Always

26.

How often do you have
negative feelings such as
blue mood, despair,

anxiety, depression?

Source: World Health Organization 2004
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WHOQOL-BREF-THAI
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Appendix K

SF-12v2 Health Survey Standard Version
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SF-12v2 Health Survey Standard Version
This survey asks for your views about your hedlthis information will help you keep track
of how you feel and how well you are able to dorwesual activities. Thank you for
completing this survey!

For each of the following questions, please clitk tircle that best describes your answer.

1) In general, would you say your health is:
Excellent Very good Good Fair Poor

C C C C C

2) The following questions are about activitiesi yoight do during a typical day. Does
your health now limit you in these activities? df, iow much?

Yes, Yes, No, not
limited limited limited
a lot alittle atall
a. Moderate activities, such as moving a table, pushinf? [ [
vacuum cleaner, bowling, or playing golf
b. Climbing several flights of stairs i i 0

3) During the past 4 weeks, how much of the timeehyou had any of the following
problems with your work or other regular daily attes as a result of your physical
health?

All Most Some Alittle None
of the ofthe ofthe of the of the
time time time time time

a. Accomplished less than you would [ C O [ [
like
b. Were limited in the kind of work or [ [ O i e

other activities
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4) During the past 4 weeks, how much of the tirmeehyou had any of the following
problems with your work or other regular daily &ittes as a result of any emotional
problems (such as feeling depressed or anxious)?

All of Most of Some of A little None of
the time the time the time of the the time

time
a. Accomplished less than you wot [ i i i C
like
b. Did work or activities less [ i C & C

carefully than usual

5) During the past 4 weeks, how much did painrfate with your normal work (including
both work outside the home and housework)?

Not at all A little bit Moderately Quite a bit Extimely
C C e C e

6) These guestions are about how you feel andthimgs have been with you during
the past 4 weeks. For each question, please gaverth answer that comes closest to the
way you have been feeling. How much of the timarduthe past 4 weeks...

All of Most of Some of A little None of

the time the time the time of the time
the time
a. Have you felt calm and [ [ [ [ [
peaceful?
b. Did you have a lot of energy? [ [ [ [ [
c. Have you felt downhearted ancf? i O i O
depressed?

7) During the past 4 weeks, how much of the tirag your physical health or emotional
problems interfered with your social activitiek@ivisiting friends, relatives, etc.)?

A little of the
All of the time  Most of the timeSome of the timdime None of the time
i i C C C

Sourcehttp://www.mindbodymedicine.com/sf12v2.htm
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SF-12v2™ Health Survey Standard Version - Thai
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Appendix M

Social Support Questionnaire Short Form (SSQ6)
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Social Support Questionnaire Short Form (SSQ6)
Direction: The following questions ask about people in yowiremment who provide you
with help or support. Each question has two p&as.the first part, please list all the people
you know, excluding yourself, whom you can counfamhelp or support in the manner
described. Give the person’s initial and theirtietaship to you.
For the second part, circle how satisfiexi are with the overall support you have.

If you have had no support for a question, cheeknbrds “NO ONE”, but still rate your
level of satisfaction. Do not list more than nirexrgpns per question.

Please answer all questions as best as you cayodtliresponses will be kept confidential.

1. Whom can you really count on to be dependablenwlou need help?

No One 1) 4) 7
2) 5) 8)
3) 6) 9)

How satisfied?

3-a little
Satisfied

4-a little
satisfied

2-fairly
satisfied

6- very
satisfied

5-fairly
satisfied

1-very
satisfied

2. Whom can you really count on to help you feelenelaxed when you are under pressure
or tense?

No One 1) 4) 7
2) 5) 8)
3) 6) 9)

How satisfied?

6- very
satisfied

5-fairly
satisfied

4-a little
satisfied

3-a little
Satisfied

2-fairly
satisfied

1-very
satisfied

3. Who accepts you totally, including both your stand your best point?
No One 1)

2)
3)

How satisfied?

6- very
satisfied

5-fairly
satisfied

4-a little
satisfied

3-a little
Satisfied

2-fairly
satisfied

1-very
satisfied
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4. Whom can you really count on to care about yegardless of what is happing to you?

No One 1) 4) 7)
2) 5) 8)
3) 6) 9)

How satisfied?

3-a little
Satisfied

4-a little
satisfied

6- very
satisfied

5-fairly
satisfied

2-fairly
satisfied

1-very
satisfied

5. Whom can you really count on to help you fedtdyevhen you are feeling generally
down-in-the-dumps?

No One 1) 4) 7
2) 5) 8)
3) 6) 9)

How satisfied?

6- very
satisfied

5-fairly
satisfied

4-a little
satisfied

3-a little
Satisfied

2-fairly
satisfied

1-very
satisfied

6. Whom can you count on to console you when yewary upset?

No One 1)

2)
3)

How satisfied?

6- very
satisfied

5-fairly
satisfied

4-a little
satisfied

3-a little
Satisfied

2-fairly
satisfied

1-very
satisfied

Source: Sarason, |.G., Sarason, B.R., Shearin, Bidtce, G.R. (1987). A brief

measure of social support: practical and theoratigalications.Journal of Social and

Personal Relationships, 497-510.
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Social Support Questionnaire Short Form (SSQ6) -Tha
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Appendix O

Caregiver Evaluation of Adult Day Care (CEADC)



Caregiver Evaluation of Adult Day Care (CEADC)
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Part | : Please indicate how satisfied are you waithlt day service use from your current

experiences.

Quite
dissatisfied

Mildly
dissatisfied

Neural

Mostly
Satisfied

Very
Satisfied

1. Skill of staff caring for
patients with dementia

2. Staff's ability to handle
problematic behaviors of my
recipient

3. Providing information
needed for caring my recipief

nt

4. Friendliness and concern ¢
staff

f

5. Program activities

6. Program meals

7. Numbers of hours per day

8. Numbers of day per week

9. Location of day care

10. Cost of day care

11. Respect for Human Right

n

12. Concern with spiritual anc
religious beliefs

Part Il : Please indicate the frequency with eaatesnent from your experiences with adult

day care service use.

Never

Rarely

Sometime

5 Quite
Frequently

Nearly
Always

1. My recipient is less agitate
after attending ADC.

o

2. My recipient is less
symptoms of apathy or
depression after attending
ADC.

3. My recipient is easier to
handle after attending ADC.

4. My recipient sleeps better

night after attending ADC.
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Never Rarely Sometimes Quite Nearly
Frequently | Always

5. My recipient benefits from
being around others at ADC.

6. My recipient looks forward
to going to ADC

7. | look forward to time whern
my relative is at ADC

8. | think ADC helps my
relative function better
mentally.

9. I think ADC helps my
relative function better in
activities of daily living.

10. | have time to relax when
my relative is at ADC.

11. | have time to do chores
when my relative is at ADC.

12. | can do thing for myself
when my relative is at ADC.

13. I have more time for my
family while my relative is at
ADC.

14. Difficult to get my relative
ready to go to ADC.

15. My recipient unwilling to
go to ADC.

16. My recipient is upset with
me after attending at ADC

17. I worry about my relative
when she is at ADC.

Part Ill Qualitative questions for participantsaumave used adult day care services for
three months or more.

1. What are your experiences with ADC?
Probe - How do you feel about it?
Probe - How does your family feel about it?
2. Has your life changed in any way since yourthetestarted attending ADC?
Probe - What are your positive experiences?
Probe - What are your negative experiences?
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Appendix P

Caregiver Evaluation of Adult Day Care (CEADC) - Thai
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Appendix Q

The Mini-Mental State Exam



Name

Maximum Score
Score

282

The Mini-Mental State Exam

Date

Record client’s answershie spaces provided

Orientation

Q1: What is the (year) (season) (date) (day) (m@nth
Q2: Where are we stay (country) (town) (streetfifegs number)?

Registration:

Q3: Name 3 objects: flower, river, train

1 second to say each. Then ask the patient aleBydu have said them. Sco
1 point for each correct answer for each one comeche first attempt. Repe
them (maximum 5 times) until he/she learns thenurttrials and record.
Trials:

re

Attention and Calculation

Q4: Serial 7's. Count backwards from 100 by sulbtngc7 (93 86 79 72 65)
Score 1 point for each correct answer. Stop afeansbvers.
Alternatively spell fizun” forward and backward. Score 1 point for eactelet

in correct order. e.gauzu = 5,9mzu = 3

[

Recall:

Q5: Ask for the 3 objects given to remember in Q3.
Score 1 point for each correct answer, irrespectibe order.

WEDN

Language:

Q6: Name a pencil and watch.

Q7: Repeat the following “No ifs, ands, or buts”

Q8: Follow a 3-stage command:

“Take a paper in your hand, fold it in half, and fiwn the floor.”
Score 1 point for each part correctly executed.

Q9: Read and obey the following: CLOSE YOUR EYES

Q10: Ask the person to write a sentence of his#iaar choice. The sentence
should contain a subject and an object and malsesémore spelling errors.

Q11: Ask the person to copy the design. Score dtpioall sides and angles
are preserved and the intersecting sides form drgngle.

Total Scores

The measure is adapted from Folstein, M.F., Fais®iE., & McHugh, P.R. (1975). "MINI-MENTAL
STATE." A practical method for grading the cogndtistate of patients for the clinicialournal of Psychiatric
Research, 12189-198.
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The Mini-Mental State Exam-Thai
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Appendix S

The Bristol Activities of Daily Living Scale



The Bristol Activities of Daily Living Scale
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This questionnaire is designed to reveal the ewradility of people who have memory
difficulties of one form or another. For each ait$yiyNos. 1-20), statements a-e refer to a
different level of ability. Thinking of the last\#eeks, please select the statement that
represents your relative's/friend's ability. (Ifdaubt about which box to tick, choose the
level of ability which represents tha@verageperformance over the last 2 weeks)

OO 0T K

DO OTON

DO O T M

DO OO O

POOTY® W

. FOOD

. Selects and prepares food as required

. Able to prepare food if ingredients set out

. Can prepare food if prompted step by step

. Unable to prepare food even with prompting amesvision
. Not applicable

. EATING

. Eats appropriately using correct cutlery

. Eats appropriately if food made manageable anges spoon
. Uses fingers to eat food

. Needs to be fed

. Not applicable

. DRINK
. Selects and prepares drinks as required
. Can prepare drinks if ingredients left available

Can prepare drinks if prompted step by step

. Unable to make a drink even with prompting amgesvision
. Not applicable

. DRINKING

. Drinks appropriately

. Drinks appropriately with aids, beaker/straw etc

. Does not drink appropriately even with aids diteémpts to
. Has to have drinks administered (fed)

. Not applicable

. DRESSING

. Selects appropriate clothing and dresses self
. Puts clothes on in wrong order and/or backdatfand/or dirty clothing 1
. Unable to dress self but moves limbs to assist
. Unable to assist and requires total dressing

. Not applicable

Scoring
0

1
2
3

0

F o

owhm

YN o

0

2
3
0



. Washes regularly and independently

. Can wash self if given soap, flannel, towel, etc
. Can wash self if prompted and supervised

. Unable to wash self and needs full assistance
. Not applicable

DO OTOL O

. TEETH

. Cleans own teeth/dentures regularly and indegrehd

. Cleans teeth/dentures if given appropriate items

. Requires some assistance, toothpaste on bnug to mouth, etc.
. Full assistance given

. Not applicable

DO 0O TDL

. BATH/SHOWER

. Bathes regularly and independently

. Needs bath to be drawn/shower turned on butegasidependently
. Needs supervision and prompting to wash

. Totally dependent, needs full assistance

. Not applicable

DO O T®

. TOILET/COMMODE

. Uses toilet appropriately when required

. Needs to be taken to the toilet and given assist
. Incontinent of urine or faeces

. Incontinent of urine and faeces

. Not applicable

O QOO0 T D O

10. TRANSFERS

a. Can get in/out of chair unaided

b. Can get into a chair but needs help to get out

c. Needs help getting in and out of a chair

d. Totally dependent on being put into and liftezir chair
e. Not applicable

11. MOBILITY

a. Walks independently

b. Walks with assistance, i.e. furniture, arm f@psort
c. Uses aids to mobilize, i.e. frame, sticks etc.

d. Unable to walk

e. Not applicable

12. ORIENTATION--TIME

a. Fully orientated to time/day/date etc.

b. Unaware of time/day etc but seems unconcerned
c. Repeatedly asks the time/day/date

d. Mixes up night and day

e. Not applicable
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13. ORIENTATION--SPACE

a. Fully orientated to surroundings

b. Orientated to familiar surroundings only

c. Gets lost in home, needs reminding where bathrigpetc.
d. Does not recognize home as own and attempéate |

e. Not applicable

14. COMMUNICATION

a. Able to hold appropriate conversation

b. Shows understanding and attempts to respon@eriith gestures
c. Can make self understood but difficulty underdiag others

d. Does not respond to or communicate with others

e. Not applicable

15. TELEPHONE

a. Uses telephone appropriately, including obtgmarrect number
b. Uses telephone if number given verbally/ visual predialled

c. Answers telephone but does not make calls

d. Unable/unwilling to use telephone at all

e. Not applicable

16. HOUSEWORK/GARDENING

a. Able to do housework/gardening to previous steshd

b. Able to do housework/gardening but not to prasistandard
c. Limited participation even with a lot of supesiain

d. Unwilling/unable to participate in previous adies

e. Not applicable

17. SHOPPING

a. Shops to previous standard

b. Only able to shop for 1 or 2 items with or witth@ list

c. Unable to shop alone, but participates whenrapemied
d. Unable to patrticipate in shopping even when aqxamied
e. Not applicable

18. FINANCES
a. Responsible for own finances at previous level

Scoring

0

0

1
2
3

wW N

whFo

wpo PP

0

b. Unable to write cheque but can sign name amagrezes money values 1

c. Can sign name but unable to recognize moneesalu
d. Unable to sign name or recognize money values
e. Not applicable

19. GAMES/HOBBIES

a. Participates in pastimes/activities to previstasdard
b. Participates but needs instruction/ supervision

c. Reluctant to join in, very slow, needs coaxing

d. No longer able or willing to join in

e. Not applicable

0

2

3

NP o

288



289

20. TRANSPORT Scoring
a. Able to drive, cycle or use public transportapendently 0

b. Unable to drive but uses public transport oelekc 1

c. Unable to use public transport alone 2

d. Unable/unwilling to use transport even when agzanied 3

e. Not applicable 0

Thank you for taking the time to complete this duemaire.

Resource: Buck, R.S., Ashworth, D.L., Wilcock, G.&.Siegfried, K. (1996). Assessment of
Activities of Daily Living in Dementia: Developmenf the Bristol Activities of Daily Living
Scale Age and Aging, 25113-120.
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Appendix T

The Bristol Activities of Daily Living Scale-Thai
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