PREDICTORS OF DEPRESSION, ANXIETY, GRIEF AND GROWTH AMONG
TURKISH OFFSPRING AS CAREGIVERS OF PARENTS WITH
ALZHEIMER’S DISEASE: A MULTI-METHOD STUDY

A THESIS SUBMITTED TO
THE GRADUATE SCHOOL OF SOCIAL SCIENCES
OF
MIDDLE EAST TECHNICAL UNIVERSITY

BY

YAGMUR AR

IN PARTIAL FULFILLMENT OF THE REQUIREMENTS
FOR
THE DEGREE OF DOCTOR OF PHILOSOPHY
IN
THE DEPARTMENT OF PSYCHOLOGY

JULY 2017






Approval of the Graduate School of Social Sciences

Prof. Dr. Tiilin Gengoz
Director

| certify that this thesis satisfies all the requirements as a thesis for the degree of
Doctor of Philosophy.

Prof. Dr. Canan Stimer
Head of Department

This is to certify that we have read this thesis and that in our opinion it is fully
adequate, in scope and quality, as a thesis for the degree of Doctor of Philosophy.

Prof. Dr. A. Nuray Karanc1
Supervisor

Examining Committee Members

Prof. Dr. Elif Bariskin (HU, PSY)

Prof. Dr. A. Nuray Karanci1 (METU, PSY)
Assoc. Prof. Dr. Deniz Canel-Cmarbas  (METU, PSY)
Assoc. Prof. Dr. Ozlem Bozo (METU, PSY)

Assoc. Prof. Dr. Ozden Yal¢inkaya Alkar (YBU, PSY)







I hereby declare that all information in this document has been obtained and
presented in accordance with academic rules and ethical conduct. | also
declare that, as required by these rules and conduct, I have fully cited and
referenced all material and results that are not original to this work.

Name, Last name : Yagmur Ar

Signature



ABSTRACT

PREDICTORS OF DEPRESSION, ANXIETY, GRIEF AND GROWTH AMONG
TURKISH OFFSPRING AS CAREGIVERS OF PARENTS WITH
ALZHEIMER’S DISEASE: A MULTI-METHOD STUDY

Ar, Yagmur
Ph.D., Department of Psychology
Supervisor : Prof. Dr. A. Nuray Karanci

July 2017, 208 pages

The main purpose of the current study was to investigate the lived experiences of
Turkish adult children as caregivers of parents with Alzheimer’s Disease (AD). A
multi-method design was employed to achieve this aim, and a qualitative and
quantitative study were performed respectively. In the qualitative strand, semi-
structured interviews were conducted with 20 adult children, and data was analyzed
through Interpretative Phenomenological Analysis (IPA). Six super-ordinate themes
were emerged from the obtained data, which were (1) etiology of the disease, (2)
changes and losses, (3) coping strategies, (4) factors helping/hindering caregiving
process, (5) unique pathology of the disease, and (6) reluctance to nursing home
placement (NHP). The quantitative strand aimed to explore the roles of various
background/contextual variables, primary stressors/disease-related factors,
secondary stressors, execarbating or mitigating factors in predicting negative (i.e.
depression, anxiety, anticipatory grief) and positive (i.e. growth) caregiver
outcomes. Data for this strand was collected from 190 informal adult children
caregivers of AD. Hierarchical regression analyses revealed that different sets of

variables were influential in predicting different caregiver outcomes. While burden,

iv



optimistic/seeking-social support, helplessness-coping and perceived social support
were associated with caregiver depression and anxiety; only subjective burden and
helplessness coping were associated with pre-death grief responses. Additionally,
among all other variables, only optimistic/seeking social support was positively
associated with growth scores of the caregivers. Moderation analysis revealed that
perceived social support had moderated the relationship between caregiver burden
and various caregiving outcomes. Besides, problem-solving coping buffered the
negative impact of subjective burden on caregiver depression.

Keywords: Alzheimer Disease, Caregiving, Burden, Coping Strategies, Social
Support
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EBEVEYNI ALZHEIMER HASTASI OLAN YETISKINLERDE DEPRESYON,
KAYGI, YAS VE BUYUMEYI YORDAYAN FAKTORLER: BiR COKLU
YONTEM ARASTIRMASI

Ar, Yagmur
Ph.D., Psikoloji Boliimii

Tez Yoneticisi : Prof. Dr. A. Nuray Karanci

Temmuz 2017, 208 sayfa

Bu aragtrmanin temel amaci ebeveyni Alzheimer Hastalig1 tanisi almis yetiskin
Tiirk bakim verenlerin bakim verme deneyimlerini incelemektir. Bu hedefe ulagsmak
amaciyla coklu yontem metololojisi benimsenmis ve sirasiyla niteliksel ve
niceliksel caligmalar ylriitiilmiistiir. Niceliksel arastirma kapsaminda, 20 yetiskin
bakim verenle yari-yapilandirilmis goriismeler gergeklestirilmis ve elde edilen
veriler Yorumlayici Fenomenolojik Analiz ile analiz edilmistir. Analizler
sonucunda, (1) hastaligin etiyolojisi, (2) degisimler ve kayiplar, (3) bas etme
stratejileri, (4) bakim verme siirecini kolaylastiran ya da zorlastiran faktorler, (5)
hastaligin kendine 6zgii patolojik 6zellikleri, ve (6) hastayr bakim evine yatirma
konusundaki isteksizlik olmak f{izere 6 st tema olusturulmustur. Niteliksel
arastirma sonugclar1 lizerine temellenen niceliksel arastirmanin amaci ise baglamsal
degiskenler, nesnel birincil stresorler, ikincil stresorler ve siddetlendirici ya da
koruyucu ara degiskenlerin farkli bakim veren Olgiimleri {izerindeki etkilerini
incelemek olarak belirlenmistir. Oznel bakim veren yiikii, iyimserlik/sosyal destek

arayisl, caresiz bas etme stratejisi ve algilanan sosyal destek bakim verenlerin
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depresif ve kaygi semptomlar ile iliskiliyken, sadece 6znel bakici yiikii ve caresiz
bas etme stratejisi 6liim Oncesi yas belirtileri ile iligkili olarak bulunmustur. Ayrica,
diger degiskenler iginde sadece iyimserlik/sosyal destek arayisi bas etme
stratejisinin biiyiime ile iligskili oldugu ortaya koyulmustur. Hierarsik regresyon
analizlerinin ardindan, MODPROCESS makrosu kullanarak diizenleyici etki
analizleri gerceklestirilmistir. Veri analizleri, algilanan sosyal destegin 6znel bakici
yikli ve depresyon; 0znel bakici yiikii ve kaygi; 6znel bakici yiikii ve gelisme
arasindaki iligkilerde diizenleyici bir rolii oldugunu ortaya koymustur. Bunlara ek
olarak, sorun ¢ozme odakli bas etme stretejisinin, 6znel bakim veren yiikii ve

depresif belirtiler arasindaki iliski tizerinde koruyucu bir etkisi oldugu bulunmustur.

Anahtar Kelimeler: Alzheimer Hastaligi, Bakim Verme Siireci, Bakic1 Yiikii, Bas

Etme Stratejileri, Sosyal Destek
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CHAPTER 1

INTRODUCTION

“I will never forget you™
In 2008, my maternal grandfather started to behave in a manner which was not
compatible with his usual character. He was immediately becoming frustrated when
he realized he confused train schedules that he used frequently for travelling. He
demanded the monthly payment from our tenants twice in the same month. He was
anxious and angry all the time and did not want to communicate with us as he used
to previously. We attributed these changes to the stress related to his strict work
schedule and recent family problems. However, we realized something was
seriously wrong when one of our relatives called us and said “I found him in the
bazaar, he seems confused so | followed him. He is walking aimlessly. Maybe it

will be better if you come and pick him up.”

In the same year, he was diagnosed with moderate stage Alzheimer’s Disease (AD).
The neurologist informed us that this disease is incurable and the medications
would only help to slow down the progression of the disease. He told us “The
memory lapses will become more severe over time to the point that he will not
recognize you. Eventually, he will need help while eating, bathing and walking. Be
prepared.” We were shocked. He was one of the cleverest and most hardworking
person | have ever known. He ran a local factory for years organizing tens of
workers. He was always intellectually active reading newspapers and books
regularly. The doctor’s predictions sounded unreal and impossible to me. In the
same year, while he and me were sitting on the sofa as usual, I asked him “Grandpa,
you seem to be forgetting things, have you realized?”” He looked at me and replied:
“I know, but don’t worry, I will never forget you.” That was the last meaningful

conversation that we shared as a grandfather and a grandchild.
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When | visited my home after four months, everything had changed. My mother
took the primary caregiver role. Although she seemed stuck in the caregiving role,
there was also a good atmosphere at home. She seemed to form a new relationship
with my grandfather which is more intimate and compassionate then before. They
were laughing at the funny acts he performed, singing and dancing together.
However, there were also tears especially when he could not find the bathroom or
asked “Where are we?” There were also momentary anger outbursts when he turned
off the oven while my mother was trying to cook a meal or when he insisted on
going outside alone. I realized that this disease has changed not only him as a
person, but also my mother’s well-being, personal life and her roles in our family.
She prioritized the immediate needs of my grandfather over my and my brother’s
needs. Suddenly, she started to behave as if we had a baby brother who needs
constant attention, affection and care. In fact, this profound and ever-changing
family experience was what compelled me to examine and understand the complex
nature and effects of AD and its caregiving on the whole family and, especially on

family caregivers.

Accordingly, this thesis aimed to investigate Turkish adult children’s experiences of
AD and AD caregiving. Particularly, only adult children were included in the
current study since caregiving experiences and outcomes differed between adult
children and spousal caregivers due to the type of relationship with the patient and
the developmental stage of the caregiver (Conde-Sala, Garre-Olmo, Turr6-Garriga,
Vilalta-Franch, & Lopez-Pousa, 2010; Frank, 2008; Meuser & Marwit, 2001). In
the first chapter, the nature and symptoms of AD will be briefly given, which will
be followed by the prevalence rates of the disease both in the world and in Turkey.
After highlighting the significance and nature of family caregiving in the context of
AD, both negative and positive caregiving outcomes will be presented with
relevance to existing models in the literature. Thirdly, factors associated with the
impacts of AD on caregiving outcomes (i.e. care recipient and disease related

factors, caregiver-related factors and other factors) will be introduced. Finally,



detailed description of the aims and research questions of the two studies which
were conducted in the scope of this thesis will be given.

1.1. Definition and Prevalence Rates for Alzheimer’s Disease (AD)

Alzheimer’s Disease (AD) is a progressive neurological condition which impairs
cognitive, physical, emotional and behavioral functioning of an individual
(Alzheimer’s Society [AS], 2014). Although the causes are not yet fully understood,
researchers identified two main brain abnormalities, plaques and tangles, as the
distinctive markers of the disease development and progression. Simply, certain
proteins (i.e. beta-amyloid and tau) build up together in the brain and form
abnormal structures that either damage or kill brain cells, and prevent chemical
communication between neurons (AS, 2014; Mayo Clinic, 2015) As more brain
regions are affected by neural damage over time, symptoms become more severe to
the point where the patient loses contact with his/her surrounding, becomes bed-
ridden and eventually dies (Alzheimer’s Association [AA], 2016; AS, 2014).
Although memory loss is the most commonly known symptom of AD, difficulty in
thinking and reasoning (e.g. managing finances, multitasking), impaired judgment
and decision making, language problems (e.g. inability to find the right word or
maintain a meaningful conversation), unusual behaviors (e.g. wandering, shouting,
pacing), mood and personality changes (e.g. depression, apathy, anger outbursts),
disorientation (e.g. losing track of date and place) and physical function loss (e.g.
immobility, difficulty in swallowing) are amongst the other debilitating symptoms
of the disease (Alzheimer Society Canada, 2016; National Health Service [NHS],
2016)

Approximately 30 million individuals are diagnosed with AD worldwide. This
number is expected to double every 20 year because medical advancements and life
style changes have enabled aging people to live longer with chronic conditions
(Brodaty & Donkin, 2009). This increasing trend is also evident in US specifically
due to the baby boom generation reaching over age 65 (AA, 2016). Alzheimer’s

Association reported that 5.5 million Americans are living with AD in 2017 and of
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this, 5.3 million are 65 years old or older. Age is the greatest known risk factor for
the disease; as a result, the risk of having AD becomes dramatic especially over the
age of 70. While one in nine people over age 65 is having AD (11 %), the risk

becomes one in three among individuals who are aged over 85 (32 %) (AA, 2016).

In fact, prevalence of AD in Turkey shows a similar trend to the worldwide
statistics. According to the Turkish Alzheimer’s Disease Prevalence Study
conducted in 2008, the prevalence of AD was reported to be 11 % among
individuals who were at age 70 and older (Gurvit et al., 2008). More recently,
Turkish Alzheimer Association declared that an estimated 600.000 people are
suffering from AD in Turkey (Turkish Alzheimer’s Association, 2016). However,
there aren’t any nationally documented official prevalence rates for AD in Turkey

up to date.
1.2. Caregiving Outcomes in Alzheimer’s Disease Context

AD is a progressive physical condition in which symptoms worsen over time to the
point where patients need 24-hour assistance for daily living activities such as
eating, walking, bathing and medication management (AA, 2016; AS, 2014; Frank,
2007). Almost 80 % of the AD patients are community-dwelling and informally
cared for at home by family members, friends and/or neighbors. For the most part, a
family member takes the primary caregiver role (AA, 2016; Ginzler, 2009; Schulz
& Martire, 2004) especially in developing countries where kinship bond is an
important determinant of who would provide care (World Health Organization
[WHO], 2012). This informal caregiver group is known as an “invisible group”
because they usually remain outside of the formal health care system and receive
little to no assistance from formal health care sector (WHO, 2012). This is once
again specifically the case in developing countries where formal health care
services are limited for caregiver groups (WHO, 2012). Besides, caregivers from
these countries might not use formal services available since they think that it is
their obligation to provide care at home for their loved ones (Ar & Karanci, 2017,
Brodaty, Thomson, Thompson & Fine, 2005; Knight & Sayegh, 2010). This unpaid
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caregiving trend is also prevalent in Turkey where 85 % of people with dementia
stay at home until death with their relatives. These patients either live in their own
houses or stay in their children’s homes, and care is usually provided by adult

children, daughter-in-laws and spouses (Alzheimer Europe, 2016).

Typically, females are more likely to be primary caregivers of Alzheimer patients
around the world (AA, 2016; Brodaty & Donkin, 2009; The 10/66 Dementia
Research Group, 2004). That is, more wives than husbands, and more daughters
than sons provide care to the affected individual. Other features of a typical
caregiver profile include being a middle aged spouse or adult children of the patient
and having less than a college education (AA, 2016; Brodaty & Donkin, 2009;
Schneider, Murray, Banerjee, & Mann, 1999; The 10/66 Dementia Research Group,
2004). Although some studies presented contradictory results (Conde-Sala et al.
2010), the number of spousal caregivers are usually higher than adult children
caregivers (Brodaty & Donkin, 2009; Gonzalez-Salvador, Arango, Lyketsos, &
Barba, 1999). Still, the proportion of spousal and adult children caregivers
displayed different patterns in different cultural groups, specifically Koreans,
Asians and Latin Americans, where daughters, daughter-in-laws and sons tend to
perform caregiving duties due to their cultural obligation to take care of their
elderly parents (Alzheimer Europe, 2016; The 10/66 Dementia Research Group,
2004).

Although providing caregiving to a loved one is an inherently stressful experience,
researchers suggested that AD caregiving is a unique challenge for caregivers (AA,
2016; Brodaty & Donkin, 2009; Smith, Lauret, Peery, & Mueller, 2001). Firstly,
AD caregivers provide assistance for a greater variety of tasks (ranging from self-
care needs to managing behavioral symptoms) for extensive time periods ranging
from 4 to 20 years (AA,2016; NHS, 2016; Ory, Hoffman, Yee, Tennstedt, &
Schulz, 1999; Schulz & Martire, 2004). Secondly, apart from daily living tasks, AD
caregivers have to manage neuropsychiatric symptoms resulting from the unique
pathology of the disease such as agitation, restlessness, sleep difficulties and

wandering (AA, 2016; Mayo Clinic, 2015). Caregivers reported that handling these
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emotional and behavioral symptoms is much more troublesome than assisting daily
living activities (Frank, 2008). Thirdly, relationship quality and intimacy between
caregiver and care recipient are greatly endangered by the progressive memory loss
and personality changes, which poses an additional relational difficulty for
caregivers (AA, 2016; Harris, Adams, Zubatsky, & White 2011). It is possible for
caregivers and care recipients in some other chronic illnesses (e.g. cancer) to
process disease progression and impending death together, creating a chance for
reciprocal support and adaptive resolution. However, such a mutual processing is
less likely in AD since cognitive abilities are profoundly impaired (Meuser &
Marwit, 2001). Last but not least, the identity and personality of the individual
become so changed over time that caregivers feel they have already lost the person
they have known for years. Therefore, caregivers start a grieving process long
before the physical death, while the person is still physically present, creating a
never-ending sense of ambiguity for family members (Austrom Guerrirero &
Hendrie, 1990; Doka, 2010; Meuser & Marwit, 2001).

Due to all of the aforementioned difficulties, AD caregivers are more prone to
psychological and physical morbidities when compared to other caregiver groups
and non-caregiving matched controls (Allen et al., 2016; Brodaty & Donkin, 2009;
Kim & Schulz, 2008; Schulz, & Martire, 2004). Their health related problems lead
them to engage in more doctor visits, increased use of psychotropic medications and
decreased life satisfaction (AS, 2016; Schulz, & Martire, 2004). Additionally,
decreased caregiver well-being predicted lower quality of informal caregiving,
reduced tolerance to patients’ symptoms, increased rates of premature
institutionalization and increased behavioral symptoms in patients (Kim, Chang,
Rose, & Kim, 2012; McClendon, Smyth, & Neundorfer, 2004; Mittelman, Haley,
Clay, & Roth, 2006; Mohamed, Rosenheck, Lyketsos, & Schneider, 2010; Pinquart
& Sorensen, 2003). At a macro level, informal caregivers’ unpaid service is also a
valuable resource for the society as a whole, considering the huge economical cost
formal dementia care puts on states’ budgets (Martire & Hall, 2002; Mittelman et
al., 2006; Sorensen, Duberstein, Gill, & Pinquart, 2006). Therefore, informal AD
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caregiving is a significant public health issue that should be addressed both by
health care professionals and social policy makers. Although the majority of
Turkish dementia patients receive informal care at home, there isn’t a national
dementia strategy applied systematically in Turkey supporting care recipients and
informal caregivers (Alzheimer Europe, 2016). In that respect, developing and
implementing interventions based on policies to optimize conditions of quality
home care without sacrificing caregivers’ own physical and psychological needs
seems as an important necessity in Turkey. At this point, the first attempt at a
clinical level is to understand the multifaceted nature of AD caregiving experience
and the interactional nature of related variables associated with caregiver outcomes.
Accordingly, two influential models explaining AD caregiver stress process will be
presented in detail, which will later be followed by the possible negative and
positive caregiver outcomes highlighted in the current literature.

1.2.1. Models of Negative Caregiving Outcomes

One of the most influential model to understand AD caregiving and negative
caregiver outcomes was developed by Pearlin and his colleagues in 1990 (Figure 1).
This model conceptualized AD caregiving as a “stress process” where several
contextual variables, objective and subjective stressors, intervening factors and
negative caregiving outcomes interacted with each other in a dynamic fashion
creating a stress process. This model aimed not only to identify conditions
associated with the stress process, but also to investigate the ever-changing nature
of relations among various stress-related variables (Kim et al., 2012; Pearlin,
Mullan, Semple, & Skaff, 1990). Four main components comprised the stress
process model were: (1) the background and context of stress process, (2) primary
and secondary stressors, (3) mediators and (4) negative caregiving outcomes. The
background and context of stress process involved age, gender, socio-
economicstatus (SES) along with the cultural characteristics, race, ethnicity,
education, family composition and caregiving history. The very notion underlying
this component was that the conditions under which stress developed and

experienced had a profound impact on how stressors were evaluated and managed
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at a personal and societal level. The statuses ascribed to individuals determined not
only the type and intensity of stressors, but also the familial and public resources
available to the patients and caregivers. This component also included family
caregiving history taking into account the type of relation between caregiver and
care-recipient (e.g. whether the caregiver is a spouse or adult child) and the quality
of past relationship between them.

The second component of the stress process model included the stressors, both
primary and secondary to the care provision. Pearlin and his colleagues (1990)
proposed that this component was the corner stone of the model directing the
subsequent processes arousing from these stressors. Primary stressors were
described as problematic experiences and conditions developed in response to the
direct patient and caregiving needs. Cognitive status was one important primary
stressor related directly with the patient’s current condition. The extend and range
of caregiving tasks became more challenging as the patients’ memory loss,
communication problems and recognition difficulties become more severe over
time creating a constant state of flux for caregivers (AA,2016; NHS, 2016; Pearlin
et al., 1990). The second primary stressor, which was somehow related with
cognitive decline, was the problematic behaviors of the patient. Behavioral
disturbances such as shouting, repetition, wandering and lack of inhibition
necessitated caregivers to take constant precautions to prevent patients from
harming either themselves or others. Apart from the pressure of constant
supervision of damage control, caregivers also continuously witnessed the profound
changes in patient’s personality and identity upon each behavioral symptom, which
created a unique stressor for this caregiver group. The third primary stressor was the
functional dependence of patient. It referred to how much the patient was dependent
upon the caregiver on various daily living activities such as bathing, eating and
walking. This indicator also consisted of instrumental activities that caregivers had
to perform such as house chores, transportation and paying bills. Secondary
stressors were, in fact, just by-products of the primary stressors. They included

stressors not related with direct caregiving tasks, but rather additional stressors in
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different areas of life resulting from direct caregiving demands. To illustrate, higher
functional dependence of the patient and longer caregiving periods (primary
stressor) might wear off social resources over time thereby leading to social
isolation (secondary stressor) among caregivers. Secondary stressors were also
categorized into two sub-groups in itself, which were specified as role strains and
intrapsychic strains. Role strains referred to the struggles and role confusions
experienced in different areas of caregiver life other than caregiving. Family
conflicts over care division, occupational issues (e.g. missing work or a promotion
due to caregiving role), economic strains (e.g. high expense of dementia treatment),
and limited participation in social and recreational activities were all examples
belonging to the role strains subgroup. Intrapsychic strains, on the other hand,
concerned with the features of the caregivers’ mental state and identity which
became compromised over time due to exposure to persistent caregiving stress. The
main indicators of this subcategory were lower sense of self-esteem and mastery,

reduced competence, role captivity, and loss of self.

The third component of the stress process model are mediators, which were
proposed as coping strategies and social support in the original model. In fact, this
component was integrated to the conceptual framework to explain how caregivers
with similar kinds and intensity of stressors differed in their caregiving outcomes.
While these variables might directly influence stressors and caregiving outcomes at
each level, they could also lessen the deleterious effects of various primary and

secondary stressors on caregiver outcomes.

The final component of the model is the negative caregiving outcomes, which
simply corresponded to the well-being of caregivers and care recipients. From a
psychological perspective, they referred to the symptoms of depression, anxiety,
hostility, irritability and cognitive disturbances. At a physiological level, objective
indicators of stress (e.g. biomarkers), sleep patterns, subjective physical health

perception and harmful health behaviors were measured.
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The second prominent framework explaining caregiver stress among AD caregivers
combined the stress process model with the appraisal models originated from the
work of Lazarus in 1984 (Sorensen et al., 2006). Although they were structurally
similar, one new component, appraisal, was added to this new model. Besides, the
mediators component in Pearlin’s model had been modified and named as
exacerbating or ameliorating (moderator) factors (Figure 2). Appraisals referred to
the caregivers’ subjective evaluations of the caregiving demands, tasks and
resources. If a caregiver perceived that his/her personal and environmental
resources were insufficient to meet caregiving demands, he/she felt stuck in the
caregiver role and the rates of morbidity and depression would show an increasing
trend (Aneshensel, Pearlin, & Schuler, 1993; Pinquart & Sorensen, 2003; Williams,
2005). Besides, caregivers who thought that they had some control over the
caregiving situation and who associated caregiving with more benign appraisals
usually experienced lower psychological distress and higher quality of life (Pinquart
& Sorensen, 2003; Sorensen et al., 2006).

This combined model also asserted that how stressors and appraisals related with
each other to create adverse caregiving outcomes was partially determined by
exacerbating or ameliorating factors. Exacerbating factors were comprised of
personality vulnerabilities, pre-existing mental and medical problems, and
dysfunctional coping strategies (Sorensen et al., 2006). Specifically, studies found
that caregivers with depressive symptoms prior to AD diagnosis (Valimaki,
Martikainen, Hallikainen, Vditdinen, & Koivisto, 2015), wishful coping
(McClendon et al., 2004) and having more medical problems (Vitaliano & Scanlan,
2003) experienced increased levels of psychological distress and caregiver burden.
Additionally, neuroticism was also reported as a risk factor for negative caregiving
outcomes in AD context (Shurgot & Knight, 2005).

Although there were componential differences, both models aimed to understand
and explain the complex nature of AD caregiving from a multidimensional
standpoint (Pearlin et al., 1990; Sérensen et al., 2006). It was emphasized that there

were various feedback loops among different components of the model. That is,
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changes in one level of the stress process model had a possible effect on another
level underlying the interactional nature of various care recipient and caregiver
related variables (Pearlin et al., 1990; Schulz & Martire, 2004; Sérensen et al.,
2006). Researchers have recently started to focus more on caregiver related factors
such as appraisals and moderator variables (e.g. coping styles, social support) since
the associations between stressors and caregiving factors has been well-established
in the literature (Conde-Sala et al., 2010; Schulz, R & Martire, 2004). Besides,
these factors might have garnered more attention in the last decade since they were
modifiable, thereby becoming important targets for possible intervention programs
designed to alleviate caregiver and care recipient morbidity.

1.2.2. Negative Caregiving Outcomes

1.2.2.1. Caregiver Burden

The deleterious impacts of AD caregiving on family caregivers’ health have been
well-documented. Particularly, caregiver burden has garnered significant attention
in the literature over 25 years. Rather than being a unitary phenomenon, caregiver
burden was usually referred to as a complex structure with multiple components
(Ankri, Andrieu, Beaufils, Grand, & Henrard, 2005; Savundranayagam,
Montgomery, & Kosloski, 2011). It was best described as caregivers’ subjective
struggles arousing from emotional, physical, social and financial demands of AD
caregiving (Ankri, Andrieu, Beaufils, Grand, & Henrard, 2005; Werner et al.,
2012). It includes time restrictions due to extensive care responsibilities (e.g.
reduced participation in leisure activities), distress resulting from patient’s
functional dependence, relational stress of reduced quality of caregiver-care
recipient interaction, family struggles over care provision, financial problems and
subjective assessment of overall stress associated with caregiving (Ankri, et al.,
2005; Richardson, Lee, Berg-Weger, & Grossberg, 2013; Sérensen et al., 2006).
Studies consistently revealed that AD caregivers experienced moderate to high
levels of burden (Andrén & Elmstahl, 2008; Etters, Goodall, & Harrison, 2008;

Sorensen et al., 2006). Particularly, AD caregivers felt stuck in the caregiving role
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and experienced distress of joggling multiple roles simultaneously (e.g. being a wife
while still caring for the parent) (Brodaty & Hadzi-Pavlovic, 1990;
Savundranayagam et al., 2011). They usually gave up their social life, had more
absenteeism at work or missed the alternative job opportunities, and did not have
time even to fulfill their own physical and psychological needs (Leong, Madjar, &
Fiveash, 2010; Savundranayagam et al., 2011). Conceivably, caregivers with higher
burden levels had poorer perceived health, increased psychological morbidity,
lower sense of coherence and reduced quality of life (Andrén & Elmstéhl, 2008;
Conde-Sala et al., 2010; Savundranayagam et al., 2011). Besides, some researchers

suggested that caregiver burden had also negative impacts on care recipient’s well-

13



being, as well. Specifically, patients with highly burdened caregivers were more
likely to display increased behavioral symptoms and experience lower quality of
life (Mittelman et al., 2006; Mohamed, Rosenheck, Lyketsos, & Schneider, 2010;
Savundranayagam et al., 2011).

1.2.2.2. Psychological Morbidity

Psychological morbidity that AD caregivers face could manifest itself through
various psychiatric problems. Among these, depression is the most common
psychopathology reported consistently across studies. It was found that up to half of
the AD caregivers experience clinically significant levels of depressive symptoms
during care provision (Gallagher, Rose, Rivera, Lovett, & Thompson, 1989; Kim,
Chang, Rose, & Kim, 2012; Martire & Hall, 2002; Schulz & Martire, 2004; Teri,
Logsdon, Uomoto, & McCurry, 1997). Interestingly, caregivers’ depressive
symptoms and emotional distress might even remain the same after nursing home
placement (Mittelman et al., 2006) indicating that caregiver burden and objective
caregiving stressors might not be solely responsible for the psychological distress
that caregivers experienced. Although much less researched, quarter of AD
caregivers had also anxiety symptoms which required clinical attention (Cooper,
Balamurali, & Livingston, 2007; Joling et al., 2010). Additionally, informal
caregivers usually had lower life satisfaction, poor quality of life, hostility,
increased negative affect, and lower self-esteem (Kim et al., 2012; Schulz et al.,
2002; Serrano-Aguilar, Lopez-Bastida, & Yanes-Lopez, 2006).

1.2.2.3. Physical Morbidity

AD caregiving has provided a great opportunity for researchers to examine the
physiological impacts of being exposed to a chronic stressor (Allen et al., 2016).
The median survival time for AD patients usually ranges from 4 to 10 years
(AA,2016; NHS, 2016). Considering the majority of care is usually provided by
informal caregivers during this period, AD carers are personally subjected to a
variety of physical, psychological, financial, and social stressors over long periods

of time. This persistent nature of stress associated with AD caregiving led
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researchers to examine the biological markers of chronic stress in AD context which
have been associated with both short and long term physical ill-health consequences
(Allen et al., 2016). The most robust finding about the link between AD caring and
human physiology was the increased cortisol secretion among informal caregivers.
Studies consistently reported that AD caregivers had increased cortisol levels both
at a daily base and during overall caregiving period which made them more
vulnerable to diabetes, cardiovascular problems, obesity and gastrointestinal
problems (Allen et al., 2016; Bauer et al., 2000). Additionally, AD caregivers had
compromised immune function (Bauer et al., 2000) and slow wound healing
(Kiecolt-Glaser, Marucha, Malarkey, Mercado, & Glaser, 1996), although some
studies presented inconclusive results (Allen et al., 2016). From a neurocognitive
standpoint, it was also found that AD caregivers displayed poorer performance on
executive functioning and attention tests (Allen et al., 2016; Oken, Fonareva, &
Wahbeh, 2011). Nevertheless, the evidence was mixed regarding the performance
of AD caregivers on short and long term memory tasks during care provision (Allen
et al., 2016).

1.2.2.4. Anticipatory Grief

There has been an abundance of research on caregiver burden and distress while
examining caregiving experiences in AD context. Nevertheless, some theorists have
criticized this focus and claimed that pre-death grief experiences of dementia
caregivers were usually overlooked by the researchers and mental health
professionals (Mesuer & Marwit, 2001; Romero, Ott & Kelber, 2007). Pre-death
grief responses of AD caregivers might have remained unnoticed for several
reasons. Firstly, it could have been easily confused with caregiver depression since
both constructs shared common symptoms such as profound sadness, guilt and
despair (Sanders & Adams, 2005; Walker & Pomeroy, 1996). Besides, society’s
misconception that grieving for a loved one who was still alive was inappropriate
might have invalidated AD caregivers’ loss experiences (Boss, 2000; McEvoy,
2007; Wasow & Coons 1987). In fact, even caregivers themselves might push grief-

related emotions into the background because of the extensive caregiving demands

15



which required more immediate attention in their daily routines (Loos & Bowd,
2010).

Rando coined the term anticipatory grief (AG) for the first time to conceptualize
grief responses that started long before the actual death of a chronically ill patient
(Rando, 2000). It was described as mourning for the past losses (e.g. loss of the past
relationship), present losses (e.g. ongoing cognitive deterioration) and future losses
(e.g. hopes and plans with the loved one) in the face of an imminent death (Frank,
2008; Holley & Mast, 2009). AG is an inherent part of AD caregiving since
caregivers bear witness cognitive and physical deterioration of their loved ones on a
daily basis (Mace and Rabins 1981). Due to the unique neuropsychiatric symptoms,
personality and identity of the patient become so changed that caregivers felt they
had lost the person they knew in the past. They experienced intense grief reactions
as the reciprocity, intimacy and closeness in the relationship declined through the
disease trajectory (Rando, 2000; Sanders, & Corley 2008; Walker, Pomeroy,
McNeil, & Franklin, 1994; Williams & Moretta, 1997). Caregivers reported that it
was not the hands-on care tasks, but watching the psychological death of a loved
one that caused much more emotional pain (Frank, 2008). Secondary losses
associated with caregiving also intensified AD caregivers’ grief reactions. Majority
of caregivers stated that they had lost social interaction, their well-being and control
over life events (Loos & Bowd, 2010; Sanders & Corley, 2003)

Boss (2000) introduced the concept of ambiguous loss in order to highlight the
unique nature of AG in dementia context. Ambiguous loss was used to define
unclear losses which had neither a clear beginning nor a definitive ending. It was
specifically applicable to AD context because the losses associated with the disease
process were full of uncertainties (Boss 2000; Doka, 2010). Although the person
was physically present, s/he was not the same person cognitively and emotionally.
Caregivers became confused as they were unsure of whether the person they knew
were still there or not. Coupled with the uncertainties of disease progression, role
confusions and family struggles aroused which also blocked family members’

coping efforts. This constant state of ambiguity usually resulted in helplessness,
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despair, guilt, worry and isolation (Boss, 2000; Doka, 2010). Boss was first to
speculate that caregiver depression that was examined so far might be more relevant
to multiple ambiguous losses associated with AD, rather than the objective
caregiver work-load (Boss, 2000). In fact, Walker and Pomeroy (1996), reported
findings consistent to this hypothesis and revealed that more than half of the
variance in caregiver depression could be explained by the anticipatory grief

responses alone.

Although in its infancy, recent studies have started to investigate the concept of AG
and associated variables among dementia caregivers. Findings revealed that AG
prevalence ranged from 47 % to 71 % among dementia caregivers (Collins, Liken,
King, & Kokinakis, 1993; Sanders & Corley, 2003). AG responses usually followed
a curvilinear pattern reaching its peak after the initial diagnosis, declined and
stabilized during 2-4 years, and again escalated towards the end stages of the
disease (Ponder & Pomeroy, 1996). Grief responses became more evident
specifically during cognitive transitions due to disease progression and
institutionalization of the patient (Chan, Livingston, Jones, & Sampson, 2013;
Mesuer & Marwit, 2001). Increased caregiver burden, decreased well-being, fewer
positive appraisals of care provision and living with the care recipient prior to death

were also associated with increased pre-death symptoms (Chan et al., 2013).

Several studies reported that pre-death grief among AD caregivers significantly and
positively associated with caregiver depression (Sanders & Adams, 2005; Ott et al.,
2007). In three studies, it was reported that a significant proportion of variance in
caregiver depression, ranging from 12 % to 63 %, could be attributed to the pre-
death grief symptoms (Sanders and Adams, 2005; Ott et al., 2007; Kiely et al.,
2008; Walker & Pomeroy, 1996). These findings highlighted that what was
assumed to be caregiver depression could also include symptoms of AG inherent in
AD caregiving. Consequently, symptoms unique to AG process (e.g. yearning and
longing for the past) were suggested to be investigated among AD caregivers in

order to obtain a more comprehensive understanding of caregiver stress process.

17



1.2.3. Positive Caregiving Outcomes

There has been a vast majority of research on the negative consequences of AD
caregiving. However, researchers have only recently started to look beyond the
adverse AD caregiving impacts and investigate positive caregiving experiences, as
well (Andrén & Elmstéhl, 2008; de Labra et al., 2015). Positive and negative caring
experiences were not simply the opposite sides of the same coin. Existence of
negative sides did not preclude the occurrence of the former. Besides, they might
have different predictors and implications, thereby giving pavement to the
development of different intervention strategies (Andrén & Elmstahl, 2008; Cohen,
Colantonio, & Vernich, 2002; de Labra et al., 2015; Pinquart & Sorensen, 2003).
Examining positive caregiver experiences is of utmost importance because a non-
negligible proportion of caregivers reported to show resilience in AD context
(Cohen et al., 2002). Although these caregivers also reported distress and burden,
the positive experiences seemed to play an important role in protecting them from

psychological morbidity (Robertson, Duncan, & Rovine, 2007).

The recent empirical focus on positive caregiving experiences was compatible with
a strength-based perspective of care provision. This framework stressed that
caregivers had resources and values to deal with chronic caregiving conditions. It
also implied that individuals had capacity to thrive under adverse life circumstances
like AD caregiving (Peacock et al., 2010). Consistently, AD caregivers experienced
personal gains in terms of joy from the intimate relation with the care recipient (Ar
& Karanci, 2017; Cohen, Pushkar Gold, Shulman, & Zucchero, 1994; Harris,
Adams, Zubatsky, & White, 2011), meaning making (Jeongim, 2014), feeling
useful (Kramer, 1997), spiritual growth (Jeongim, 2014), and increased mastery and
self-competence (Cohen et al., 1994). Caregivers with a good quality past
relationship with the care-recipients, fulfilling caregiving duties voluntarily and
having more personal times were reported to experience more positive aspects of
caregiving (Lopez, Lopez-Arrieta, & Crespo, 2005). Additionally, caregivers
having more positive caregiving experiences were found to have lower burden and

depression (Cohen at al., 2002), increased well-being (Pinquart & Sorensen, 2003)
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and motivation to provide quality care (Cohen et al., 1994). These findings
highlighted that positive and negative outcomes could coexist side by side in AD
caregiving context. This co-existence necessitated the need to investigate
prevalence and associates of caregiving gains to get a broader and more complete
picture of AD caregiving experience.

1.3. Factors Associated with Caregiving Outcomes

1.3.1. Care Recipient and Disease Related Factors

1.3.1.1. Severity of the Disease

The extend of cognitive decline and associated functional dependence of care
recipient on the caregiver were two objective stressors examined extensively in the
AD caring literature. As memory losses became more dramatic, not only the type of
tasks that caregivers provided assistance for became more complex but also the
amount of assistance in daily living activities became much more extensive.
Specifically, in the severe stages, caregivers had to fulfill almost all basic daily
living needs of the patient such as assisting walking, eating, grooming and bathing.
Additionally, they performed tasks of instrumental daily living such as house chores
and paying bills which put them under additional burden and pressure (AA, 2016;
AS, 2014). Still, there was not a consistent and conclusive relationship between
severity of disease, functional impairment and caregiver distress. Several studies
reported that caregiver burden, depression and grief escalated as the cognitive and
functional impairment worsened over time (Conde-Sala et al. 2010; Kim et al.,
2012; Mohamed et al., 2010; Pinquart & Sorensen, 2003; Raggi et al., 2015) Others,
on the other hand, found no relationship among these variables (Andrén &
Elmstéhl, 2008; Ferrara et al., 2008). Upon these inconsistent findings, researchers
posited that subjective appraisals and caregiver related factors might be more potent
predictors of caregiver distress in AD context. This assumption has been reinforced
by the more recent studies in which caregivers with similar objective disease related
stressors experienced differential caregiver outcomes in the AD context (Schulz, &
Martire, 2004).

Interestingly, there seems to be a positive relation between positive caregiving

outcomes and disease severity, as well. Findings revealed that carers providing care
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for a patient with more severe dementia reported more caregiving gains (Andrén &
Elmstéhl, 2008; Kramer 1997). As the severity of the disease increased, the relation
between caregiver and care recipient became more intense and intimate. This
increased closeness could be one reason why caregivers reported more positive
outcomes in the later stages of the disease (de Labra et al., 2015). Besides,
behavioral disturbances usually decreased in the severe stages because patients
become more immobile and bed-ridden. The relief arousing from decreased
frequency of behavioral symptoms could also lead caregivers to focus more on the
positive aspects of the care provision (Cummings, 2003; de Labra et al., 2015). Last
but not the least, advanced disease stages usually signaled the impending death of
the patient and evoked grief symptoms among caregivers (Boss, 2000). The
upcoming physical separation might have resulted in a more empathetic perspective
among caregivers thereby leading them to evaluate caregiving under a more
positive light. Nevertheless, more research is needed to examine the relation

between positive caregiving experiences and disease severity in this population.

1.3.1.2. Behavioral Symptoms

The most potent objective stressor predicting caregiver distress, physical morbidity
and pre-death grief among AD caregivers was behavioral symptoms of the patients
(Mohamed et al., 2010; Pinquart & Sorensen, 2003). Numerous studies revealed
that increased behavioral disturbance (e.g. agitation, aggression, restlessness) was
associated with increased caregiver burden, depression, anticipatory grief symptoms
and poorer physical health (Austrom et al., 2014; (Ankri, Andrieu, Beaufils, Grand,
& Henrard, 2005; Meuser & Marwit, 2001; Richardson et al., 2013;
Savundranayagam at al., 2011; Sorensen et al., 2006; Valiméki et al., 2015).
Behavioral disturbance was also a robust predictor of negative caregiver attitudes
towards the patient and premature nursing home placement (McClendon et al.,
2004; Mittelman et al., 2006). Behavioral problems were particularly challenging
for AD caregivers because caregivers need to supervise the patient almost all the
time in order not to hurt either themselves or others (Pearlin et al., 1990).

Supervision of behavioral symptoms was also a physically demanding task on the
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behalf of caregivers leading to fatigue and exhaustion (AA, 2016; AS, 2014). Last
but not the least, behavioral symptoms were the constant reminders of the loss of
the person that caregivers knew and loved before diagnosis. Constantly witnessing
these changes usually evoked profound sadness, helplessness and mourning
responses among AD caregivers (Boss, 2000; Meuser & Marwit, 2001). To sum up,
although other disease related factors such as disease severity and functional
impairment did not have consistent effects and their effects could be buffered by
other factors, behavioral symptoms seemed more resistant to subjective appraisals
exerting pervasive impacts on morbidity for caregivers.

1.3.2. Caregiver Related Factors

1.3.2.1. Caregiver Gender

Numerous studies consistently reported that female caregivers were more
vulnerable to negative caregiving outcomes when compared to their male
counterparts. Female caregivers reported greater depression, burden, somatization,
anger, lower quality of life, interpersonal conflict and poorer physical health during
care provision (Ashley & Kleinpeter, 2008; Barber & Pasley, 1995; Bédard,
Chambers, & Pedlar, 2000; Kim et al., 2012; Roche, Croot, MacCann, Cramer, &
Diehl-Schmid, 2015; Papastavrou et al., 2011). This gender difference was
generally attributed to the fact that female caregivers provided more intense care
over longer periods of time (Pinquart & Sorensen, 2006) and had to handle more
tasks associated with well-established gender roles (Connell, Janevic, & Gallant,
2001). The difference between female and male caregivers were also evident in
their AG responses. Females were usually more expressive about the multiple losses
they experienced. Their AG were usually manifested through despair, death anxiety,
somatization and anger. Males, on the other hand, were more reluctant to accept and
openly express their grief reactions while the AD patient was still alive (Gilliland &
Fleming, 1998; Meuser & Marwit, 2001).

Previous studies of dementia caregiving have also suggested notable gender
differences regarding the ways through which caregivers dealt with caregiving
distress. Women sought for emotional support more readily than men (Ashley &

Kleinpeter, 2008; Connell et al., 2001; Papastavrou et al., 2011). Nevertheless, men
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were more likely to utilize instrumental and formal support when compared to their
women counterparts (Navaie-Waliser, Spriggs, & Feldman, 2002). Further, male
caregivers usually displayed a task-focused orientation including making plans,
developing alternative solutions and making practical arrangements while tackling
disease-related issues (Geiger, Wilks, Lovelace, Chen, & Spivey, 2014; Navaie-
Waliser et al., 2002).

As was pointed out in the literature, gender seems to be a decisive factor in shaping
appraisals, coping and caregiving outcomes of dementia caregivers. However, there
has been limited research on the mechanisms through which female and male
caregivers differed in their caregiving experiences. Besides, dementia caregiving
literature heavily focused on wives, daughters and daughter-in-laws’ which might
have overshadowed the distinct nature of male caregivers’ experiences (Geiger et
al., 2014). Therefore, more research seems necessary to capture the variability of
husband, son and son-in-law caregivers’ perceptions, coping styles and caregiving

outcomes in dementia caregiving context.

1.3.2.2. Coping Strategies

The term coping has been used to refer to efforts spent to manage stressful
situations. Although they aimed to alleviate distress, dysfunctional coping efforts
might also intensify stress experience both in the short and in the long run (Lazarus
& Folkman, 1984; Raggi, Tasca, Panerai, Neri, & Ferri, 2015). Dementia literature
usually employed the general stress and coping framework developed by Lazarus
and Folkman (1984) to investigate variability in caregivers’ attempts to handle
caregiving problems. In the original coping-stress model, coping styles were
divided mainly into two categories, which were problem-focused and emotion-
focused coping strategies. Later on, several researchers expanded this categorization
and used broader factor structures (e.g. active coping, avoidance coping,
dysfunctional coping) to measure variability in coping responses (Carver, Scheier,
&Weintraub,1989; Powers, Gallagher-Thompson, & Kraemer, 2002). Due to this

discrepancy in assessing and measuring coping styles, a careful consideration is
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necessary while interpreting findings regarding the relation between coping styles
and mental health outcomes among dementia caregivers (Powers et al., 2002).

Studies examining the association of problem-focused coping with caregiving
outcomes produced conflicting results. Several studies have revealed that problem-
solving approach, logical analysis, making arrangements, seeking information and
obtaining instrumental support were associated with lower levels of caregiver
burden, depression and increased life satisfaction in dementia caregivers (Haley et
al., 1996; Kneebone & Martin, 2003; Roche et al., 2015). Surprisingly, other studies
reported negative relations or no significant relations at all (Li, Cooper, Bradley,
Shulman, & Livingston, 2012). Problem-focused coping was generally effective in
situations where individuals had control over the source of the stressful condition.
The unpredictable and ambiguous nature of disease trajectory in dementia might
hamper caregivers’ active efforts to control and modify stressful caregiving
experiences, which might explain the negative or non-significant associations

between problem-focused coping and negative caregiving outcomes (L.i et al.,2012).

As regards to emotional coping, wishfulness (e.g. wishing for the situation to be
unreal), denial, blaming one-self for the situation, avoidance (e.g. overeating or
substance use) and confrontation (e.g. venting anger toward patient) were all
associated with compromised caregiving mental health (Ashley & Kleinpeter, 2008;
Geiger et al., 2014; Papastavrou et al., 2011; Raggi et al., 2015). However, seeking
for emotional support, positive reframing of the situation, meaning making,
religious and spiritual support and acceptance-based efforts seemed to help
caregivers to better cope with the disease and caregiving related realities, and were
associated with positive aspects of caregiving (Jeongim, 2014; Kneebone & Martin,
2003; Li et al., 2012; Weisman de Mamani et al., 2014).

Although the differences of opinion still exist, there appears to be some agreement
that coping responses had a notable influence on how dementia caregivers
experience stress process of caregiving. AD caregiving process comprised of

different phases giving rise to a variety of new stressors depending on the disease
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process. A coping strategy which was effective in the early stages might be
ineffective or even harmful in advanced stages (Geiger et al., 2014; Kneebone &
Martin, 2003). Investigating coping strategies was of utmost important since they
were amenable to change with appropriate intervention strategies. Therefore, more
research is necessary to understand which coping styles were adaptive at different
stages of the disease, which factors impacted on the use of specific coping styles
and how coping shaped the relation between caregiver strain and caregiving
outcomes.

1.3.3. Other Factors

1.3.3.1. Type of Relationship

Whether the caregiver is an adult child or spouse of the patient seems to profoundly
shape the caregiver stress process in AD. The pattern of psychological distress
follows a curved line, in the shape of a reversed U, among adult child caregivers.
The suffering was found to be in its mildest form after the initial diagnosis, reached
the peak at moderate stages and became moderately intense at severe stages. In
contrast, the psychological distress experienced by spousal caregivers gradually
increased after the diagnosis, becoming most intense after the institutionalization
(Marwit & Meuser, 2002). There were also differences on how adult off springs
and spouses coped with the disease and caregiving process. While adult children
were more likely to benefit from external and community services, spousal
caregivers benefited most from emotional peer support (Lavoie et al., 2005).
Additionally, spousal caregivers had a greater confidence in their caring abilities

due to their age related experiences (Sorensen S, Pinquart M, & Duberstein, 2002)

The findings were inconsistent regarding which group was at a higher risk for
psychological and physical morbidity. The most consistent and objective finding
was that spousal caregivers had worse physical health during caregiving due to
chronic and age-related medical conditions (Ott et al., 2007). However, results were
contradictory regarding the negative psychological outcomes. Majority of research
revealed that spouses tended to experience greater depression, burden and distress
(Kim et al., 2012; Richardson et al., 2013; Sérensen et al., 2006; Viliméki et al.,
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2015; Waltrowicz, Ames, McKenzie, & Flicker, 1996). One study even reported
that spousal caregivers were four times more likely to be diagnosed with depression
and two times more likely to be prescribed with antidepressant medications than
non-caregiving spouses (Joling et al. ,2010). Other researchers, on the other hand,
reported that adult children were more possible prospects for depression, burden
and general distress (Andren & Elmstahl, 2007; Conde-Sala et al.,2010). These
researchers reasoned that multiple outside home roles that adult children handled,
along with caregiving responsibilities made them feel more entrapped, thereby
increasing their depression and burden (Conde-Sala et al.,2010).

The anticipatory grief and ambiguous loss experiences also differed between adult
off springs and spouses (Marwit & Meuser, 2002). In the mild stages, adult children
took an ambivalent position, recognizing the reality of the disease related changes
and avoiding them at the same time. They usually tried to be task-oriented and
sought for possible solutions. Rather than declining capacity, they spent an
intentional effort to focus on strengths of the affected parent. This rational and
intellectual position was replaced by intense raw emotions such as anger and
frustration at the moderate stages of the disease. They felt intense grief over
secondary losses such as loss of freedom and leisure activities. Their focus was
usually on their own losses rather than patient related losses. Profound sadness
became the dominant theme for adult off springs at the severe stages of the diseases.
They yearned and longed for what has been lost and could never be the same again.
They focused more on parental losses, loss of the past relationship and future
opportunities with the care recipient. Interestingly, adult child caregivers, but not
spouses, reported a lot of positive gains from caregiving and disease process (e.g.
growing as a person, valuing intimate relationships) at severe stages of the AD. As
for spousal caregivers, they did not deny or avoid the disease related changes at the
mildest stages of the disease. They focused on more couple related losses (e.g. loss
of companionship), rather than self-related ones. Compassion became the dominant
emotion in the moderate stages where they viewed their affected spouse as “a

beloved child” and tried to form a different but loving relationship. At the severe
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stages, however, compassion and empathy were replaced by anger and frustration in
the face of impending death. They started to grieve for the self-related losses and
felt confused about the prospect of being a widow in the near future.

1.3.3.2. Culture

Although Pearlin and his colleagues underlined the importance of culture in their
original work, research on dementia caregiving had been mostly limited to Western
caregivers’ experiences for a long time (Dilworth-Anderson & Gibson, 2002;
Janevic & Connell, 2001) Aranda and Knight (1997) were amongst the first to draw
attention to the fact that non-Western caregivers might have different caregiving
experiences as a function of culture relevant appraisals, coping strategies, and use of

formal health care services.

An emerging literature has pointed out that African American and Asian dementia
caregivers had lower levels of caregiver strain, depression and more positive
caregiving outcomes (Chou, LaMontagne, & Hepworth, 1999; Cho, Ory, &
Stevens, 2015; Connell et al., 2001; Haley et al., 1996; Ho et al., Holland et al.,
2010; 2003; Ivey et al., 2012). These studies held the view that non-Western
caregivers had a more positive appraisal of caregiving in dementia context than
their Western counterparts. Since they were raised in cultures where devotion to
family goals, respect to the elderly, family harmony and interdependence were
valued, providing care for their elderly was an anticipated role in their lives.
Consequently, they usually devoted financial, physical and psychological resources
to provide good quality care for their loved ones (Fung, 1998; Gallagher-Thompson
et al., 2000; Mahoney, Cloutterbuck, Neary, & Zhan, 2005; Min, 1995).
Additionally, their spiritual and religious frameworks emphasizing finding good in
painful situations and accepting what came from God seemed to help them find a
higher meaning in the disease process and accept the unchangeable aspects of this
illness (Lee & Sung, 1997; Napoles et al., 2010; Sethabouppha & Kane, 2005).
They also seemed to find some respite from participating in public religious

services during the disease process. Consistently, researchers found that African
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American and Asian caregivers usually had a greater sense of mastery and
competence over caregiving tasks (Connell et al., 2001; Ivey et al., 2012)
Particularly, Black caregivers perceived behavioral and cognitive symptoms of the
disease less stressful than White caregivers. While African Americans focused more
on gains from the caregiving experience (Haley et al., 1996), White American
caregivers focused on the deteriorating relationship with the care recipients and loss
of freedom due to caregiving duties (lvey et al., 2012, Janevic & Connell, 2001).
Unlike the findings presented above, some researchers proposed that non-Western
dementia caregivers might be at a particular risk for negative caregiving outcomes
due their culture specific beliefs. In collectivistic cultures, social networks were
usually expected to be activated under times of stress (Connell et al., 2001; Napoles
et al., 2010; Sun et al., 2012). However, some findings showed that Asian
caregivers did not receive more emotional and/ortangiblesupport as compared to
their Western counterparts (Patterson, et al., 1998). Besides, they were more
negatively influenced by this lack of support since they overvalued the extended
kinship networks (Harper & Lund, 1990; Lai, 2009). Family disputes over care
provision also place an extra burden on them due to resulting disharmony among
close family members (Ho et al., 2003; Youn et al., 1999). Furthermore,
underutilization of formal health care services might also pose a particular
challenge for minority caregivers. Society’s belief that care provision was a family
members’ obligation might lead them not to seek formal support when needed
andmight delay nursing home placement (Janevic & Connell, 2001; Ho et al.,
2003). This reluctance to use formal health services not only could result in
exhaustion and burn-out on the part of informal caregivers, but also prevent care
recipients from receiving proper medical care (Ar & Karanci, 2017).

Taken together, these findings suggested that cultural context in which informal
caregiving was provided had a significant influence on caregiving outcomes for
non-Western caregiver populations. Still, more research seems to be necessary to
comprehend the meaning behind each culture specific appraisal and coping strategy,
and resulting implications on dementia caregiving outcomes for minority

caregivers.
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1.3.3.3. Social Support

A considerable number of studies have been published on the relation between
social support and dementia caregiving outcomes. Usually, both a direct protective
and indirect buffering effect of social support on psychological well-being of
caregivers was noted across studies (Brodaty & Donkin, 2009; Clyburn, Stones,
Hadjistavropoulos, & Tuokko, 2000; Haley et al., Han et al., 2014; 1996; Heo,
2014). Nevertheless, the type of social support received and caregivers’ perceptions
regarding available support complicated the association and produced contradictory
results (Brodaty & Donkin, 2009). Dementia caregivers did not encounter uniform
stressors during the disease trajectory (Conde-Sala et al., 2010). Each stage of the
disease posed qualitatively different challenges and necessitated different types of
social support. To illustrate, while instrumental support (e.g. helping with house
chores) and informational support (e.g. ways to handle behavioral disturbance) were
more beneficial at the early stages where behavioral problems necessitated constant
supervision, emotional support might be more useful in the advanced stages while
caregivers’ pre-death grief reactions are more intense (Conde-Sala et al., 2010).
Furthermore, the effects of social support also varied depending on caregiver’s
gender (Connell et al., 2001, personality characteristics (Haley et al., 1996; Shurgot
& Knight, 2005 and cultural context (Shurgot & Knight, 2005). Under some
conditions, undesirable social support could bring more harm than benefit (Edwards
& Cooper, 1988). Consequently, more studies investigating effects of different
support types on different disease stages and in different cultural contexts seems

important to establish more comprehensive intervention strategies.

1.4. The Scope and the Aims of the Thesis

Unpaid AD caregivers may become hidden patients who are vulnerable to a variety
of physical and psychological ill health effects due to caregiving difficulties. This
unpaid caregiving trend is much more common in under-developed or developing
countries because of the financial restrictions and societal views on care provision.
Turkey is also a developing country, dominantly influenced by Islamic values and

collectivist norms. Informal caregiving of AD patients has become exponentially
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common over time as a result of the increasing incidence of AD and the cultural
views encouraging familial care provision and the scarcity of alternative care
institutions. However, there is limited formal services available to informal family
caregivers in Turkey targeting unique needs of this population. In fact, informal
caregiving provided substantial economic profits also to the society’s budget.
Therefore, social policies and formal health care services should be modified to
protect caregivers’ psychological and physical well-being while also ensuring
optimal conditions of home care for care recipients’ quality of life. In other words,
intervention programs should be available to increase quality of informal caring
without sacrificing caregivers’ own needs. Besides, caregivers should also be
encouraged to use formal care services including nursing home placement under
necessary conditions through multi-component culture specific interventions.
However, there has been limited research on the interrelations of disease, caregiver
and contextual factors affecting both negative and positive outcomes of AD
caregiving in Turkey (Atagiin, Balaban, Atagiin, Elagdz, & Yilmaz-Ozpolat, 2014).
Particularly, although well-established relations were proposed between disease
related variables and caregiver outcomes, more research seems to be needed to
explore the impacts of modifiable caregiver related factors in AD caregiving both in
the world and in Turkey. Hence, the main aim of this study was to understand

Turkish adult children caregivers’ experiences of caring for a parent with AD.

1.5. Research Questions

To achieve this general aim, different data collection and analysis methods were
employed, and two main studies were conducted. The first study used a qualitative
approach in order to obtain a general understanding of culture-relevant caring
experiences, coping strategies and caregiving outcomes in Turkey. A qualitative
approach was purposefully employed to investigate the meaning behind each
appraisal, coping style and caregiving outcome without enforcing any prejudgment
on the caregivers’ accounts. Hence, the research question for the qualitative part

was determined as follows:
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“How do Turkish adult children experience AD caregiving regarding appraisals,

coping strategies and caregiving outcomes?”

The second study employed a quantitative methodology to examine how various
contextual/background variables, primary stressors/disease-related variables,
secondary stressors and moderator variables were associated with various
caregiving outcomes. The predictor and outcome variables examined in this study
was determined based the Caregiver Stress Model (Paerlin et al., 1990) and Model
of Carer Stress and Burden (Sorensen et al., 2006), and also findings of the
qualitative strand. Consistently, the main research question for the quantitative part

formulated as follows:

“How do contextual/background variables (i.e. gender, education, SES, quality of
past relationship with the care recipient), primary stressors (i.e. disease related
factors such as stage of disease, time since onset, time since diagnosis, caregiving
hours per week, length of caregiving, and co-residence), secondary stressors (i.e.
subjective caregiver burden), and moderator variables (i.e. coping strategies and
social support) affect depression, anxiety, grief and growth experiences of Turkish

adult offspring of AD patients?”
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CHAPTER 2

GENERAL METHODOLOGY

The current thesis aimed to understand the lived experiences of Turkish caregivers
of parents with Alzheimer Disease (AD). This chapter was devoted to provide
information on general methodology; and on general procedures applied
specifically for each study conducted within the scope of the present thesis.

2.1. General Research Design

A multimethod research design was employed in this thesis in an attempt to answer
the main research question of what are the unique and common experiences of
Turkish caregivers of parents with AD. A qualitative and quantitative study were
conducted in a sequential order. In multimethod research design, two or more
interrelated studies employing different methodologies are performed within a
comprehensive topic to address a general research question. The main assumption
of this design is that merging qualitative and quantitative inquiries would provide a
more comprehensive understanding of the phenomenon under investigation
(Tassakkori & Teddle, 2003).

Multiple research design differs from mixed method research design in one major
aspect. In mixed method designs, qualitative and quantitative strategies are used
under a leading qualitative or quantitative orientation. Usually, either the qualitative
or quantitative strategy is supplementary to the major methodological perspective,
and is used to obtain clues that are investigated within the core methodology. In
other words, the supplementary part does not have to follow all the assumptions of
the respective methodology in terms of data collection and analysis being employed
(Tassakkori & Teddle, 2003). Rather, a complimentary study is used to enhance
findings of the dominant study which has followed all the methodological
requirements (Cresswell, 2014; Tassakkori & Teddle, 2003). In multimethod
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design, by contrast, each research method is applied rigorously following all the
assumptions of the respective methodology in terms of data collection and analysis
to attain a comprehensive understanding. That is, although studies are interrelated
and used to enhance understanding of the complete picture, each is self-contained
and autonomous in terms of methodological requirements (Tassakkori & Teddle,
2003). In this regard, a multimethod approach was adopted in the current thesis to
obtain in-depth knowledge regarding Turkish adult children’s experiences of care
provision to a parent with AD. Both of the studies met the basic assumptions of its
own methodology; and later findings were analyzed and discussed together to
provide a well-grounded understanding of Turkish adult children caregivers’

experiences.

Among multimethod designs, QUAL — quan design was employed in this thesis,
where the initial qualitative study was followed sequentially by the quantitative
part. In this design, the main project is initially driven by a qualitative approach
which is later followed by an autonomous quantitative study (Tassakkori & Teddle,
2003). A qualitative methodology was purposefully employed in the first study to
unfold culturally relevant coping strategies, appraisals and caregiving outcomes
among Turkish AD caregivers. It was thought that only administering standardized
measures might fail to capture the diversity of caregivers’ responses while
describing the multifaceted nature of caregiver stress process. Later, the identified
aspects in the qualitative part (i.e. religious/fatalistic coping and positive caregiving
experiences) were used to shape the models tested in the quantitative study. Finally,
findings from both the qualitative and quantitative studies were evaluated and
integrated to interpret Turkish adult children’s unique and common experiences

while caring for an AD parent.

A multimethod research design was purposefully chosen as the most suitable
method for this thesis for several theoretical and epistemological reasons. Firstly,
although culture was proposed to be an important factor, AD caregiving beyond
Western context has received scarce attention in the literature so far (Aranda &

Knight, 1997; Sun, Ong, & Burnette, 2012). Few studies involving African
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American and Asian caregivers revealed that even attributions of these caregivers
for the AD symptoms significantly differed from those of Western caregivers
(Hinton, Franz, & Friend, 2004; Zhan, 2014). Researchers emphasizing socio-
cultural context of AD caregiving posited that values and norms regarding aging,
gender roles, family rules, and interactional styles had profound influences on the
appraisals, coping styles, and formal and informal help-seeking behaviors, thereby
shaping negative and positive caregiving outcomes (Aranda & Knight, 1997;
Dilworth-Anderson & Gibson, 2002; Minn, 1995; Sun et al., 2012). Since Western
and non-Western contexts have distinct beliefs regarding these concepts (Triandis,
Leung, Villareal, & Clack, 1985, Youn, Knight, Jeong, & Benton 1999), more
research is needed to understand idiosyncratic experiences of AD caregivers from
different cultural backgrounds. Additionally, culture is a concept more pertinent to
subjective appraisals rather than the ultimate truth. This subjectivity necessitates the
relative understanding of cultural dimensions from an interactional and active stand
point (Aranda & Knight, 1997). Consequently, this thesis initially adopted a
qualitative methodology to attain a well-grounded and in-depth understanding of
Turkish AD caregivers’ experiences based on their own accounts. Furthermore,
studies investigating the effects of modifiable caregiver variables on caregiving
outcomes are limited when compared to those examining the relations between care
recipient factors and caregiving outcomes (Conde-Sala et al., 2010; Schulz, R &
Martire, 2004). This lack of research is what drives this thesis to employ a
quantitative methodology in a second study in an attempt to evaluate the association

between identified caregiver related variables and caregiver outcomes.
2.2. General Procedure

Before application of any procedures, ethical permission was obtained from The
Applied Ethics Research Center of Middle East Technical University, for each
study separately. For the first study, which employed a qualitative methodology,
admins of the three AD caregiver groups were contacted through the Facebook.
These groups were informal support groups established by family AD caregivers to

create an online space for sharing practical information and providing emotional
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support. In the initial contact, an informal debriefing was provided to the admins to
get permission to make an announcement calling caregivers for participation in the
current study. After verbal consent was obtained from the admins, an announcement
stating the purpose and content of the study was posted on each group’s walls on
Facebook (Appendix A). Caregivers in Ankara and Izmir who volunteered to take
the semi-structured interviews were then reached through the Facebook. The time
and place arrangements for the interviews were set up through Facebook messaging.
Of 20 participants, 15 were interviewed at their homes because they did not have a
chance to leave the home due to caregiving responsibilities. Before starting each
interview, the rationale, the content and the process of the study were explained
both verbally and in a written letter. Further, willingness for both participation and

audio recording of the interviews was documented formally.

For the second study, which employed a quantitative methodology, the admins were
reached through Facebook messaging again. For them to examine, the link
disseminating the questions of the study were also provided before making the
announcement. After permission was obtained from group admins, an
announcement explaining the rationale and content of the study, and also notifying
the link for questions were posted in each group again (Appendix B). For caregivers
who volunteered to answer the online questions and who gave their e-mail to the
researchers, an educational brochure was delivered through e-mail which contains
information regarding common caregiving difficulties and ways to cope with

caregiving stress (Appendix C).
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CHAPTER 3

STUDY 1: LIVED EXPERIENCES OF TURKISH ADULTS CARING FOR A
PARENT WITH ALZHEIMER’S DISEASE

This chapter will present detailed information regarding research question,
methodology and findings of the qualitative study conducted in the scope of the
current thesis. The results of the quantitative study will also be discussed in relation
to the current literature on AD caregiving outcomes. (Partial findings the current
qualitative study were published in “Dementia: International Journal of Social
Research and Practice”. See Ar & Karanci, 2017 for further information).

3.1. Introduction

There are major differences between Western and Eastern oriented cultures in terms
of beliefs in aging, family norms and care provision; and it was claimed that these
beliefs might shape caregiving process differentially across cultures (Janevic &
Connell, 2001; Lai, 2009; Sun et al., 2012). Despite this, caregiving beyond
Western context has become the focus of attention only recently in the current
literature. Particularly, the research on appraisals, coping strategies and caregiving
outcomes beyond Western context is still limited in number (Lee & Sung, 1997;
Sun et al., 2012; Youn et al., 1999). Therefore, this study attempted to understand
the lived experiences of Turkish AD caregivers regarding caregiver outcomes,
coping strategies, and attitudes towards NHP. Particularly, it was aimed to provide a
culturally relevant framework while understanding unique and common experiences
of caregivers in Turkey; and to generate complimentary data for determining

variables that would be tested in the quantitative strand.
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3.1.1. Research Question of the Qualitative Study

How do Turkish adult children experience AD caregiving regarding appraisals,
coping strategies and caregiving outcomes?

3.2. Method
3.2.1. Methodological Background

Interpretative Phenomenological Analysis (IPA) attempts to obtain a better
understanding of a phenomenon as it displays itself in its natural environment. The
approach was referred as phenomenological because it is asserted that a
phenomenon is best understood from subjects’ own personal perceptions and
accounts (Smith, Osborn, & Jarman, 1999; Willig, 2008). IPA provides an in-depth
description of lived experiences of subjects through language. Since the meaning of
experience is conveyed through language, understanding a phenomenon inevitably
involves an interpretative process (Giorgi & Giorgi, 2008). Likewise, meaning-
making is a crucial component as the interpretative researcher tries to make sense of
the concept under the influence of his/her own presumptions. Researcher’s
presumptions are challenged as the meaning evolves from participants’ accounts,
and these presumptions are used as tools to enhance understanding of the target
phenomenon (Schleiermacher 1998; Willig, 2008). Consequently, the meaning
conveyed is usually the sum of the participant’s own descriptions, researcher’s
presuppositions and the interaction between the participant and the interpretative
researcher (Smith et al., 1999).

IPA was preferred over other qualitative methods in this study because it is usually
used to investigate phenomenon which is relatively less researched (Smith et al.,
1999) and also takes into account the cultural context in which an experience is
lived and expressed (Larkin, Watts, & Clifton, 2006). Further, it employs a bottom-
up approach leaving room for the data to create and express itself (Willig, 2008). As
there was scarcity of research on culture relevant appraisals, coping strategies and
caregiving outcomes, IPA was chosen as the most suitable methodology in an

attempt not to be restricted by any existing framework. Additionally, IPA’s
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encouragement of an active interaction between the researcher and participants led
to the use of this method (Jarman, Smith, & Walsh, 1997) since Turkis