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Abstract

Caregivers of individuals with dementia describe a wide spectrum of vaigegi
experiences, ranging from very negative to very positive. Previoustliter
acknowledges these differing experiences, but how and why they diffeairelsbeen
investigated. Dementia caregiving can be burdensome with maalggbegical, physical,
social and financial challenges. However, it can also be an opportunity for graivth a
transcendence as caregivers find meaning in caregiving. High levelgudlity (the
perception that the quality of the care relationship is positive), reppeaettliorates
negative caregiver outcomes. Thus, this dissertation consists of three stateglore
aspects of the caregiver-care recipient relationship that may enhartoesprzsiegiving
experiences.

The first study was a secondary analysis of factors related taveseg
perceptions of care relationship mutuality over a 12 month period. Caregivers who
reported high mutuality were less likely to be depressed and more likely tdgare
for longer periods before deciding to institutionalize the care recipient. Thadsstudy
was a secondary analysis of caregiver interviews. It revealedatfegfivers who reported
a positive caregiving experience described both their past and preseonsbiatin
loving terms and reported that they understood their care recipient couldipoicate.
These caregivers focused on aspects of the relationship that stébexaher than on
what they had lost. They expressed satisfaction with caregiving, werdatheed, and

reported little caregiving burden. The third study was a qualitative daserstudy.

iv



Caregivers who reported finding meaning in caregiving were interviewegbkore how
they were able to do so. These caregivers used strategies such asgtoesituation,
deciding to care, choosing a positive attitude, focusing on the blessings a¥iogreand
actively seeking care resources. They demonstrated altruistic vatlidsea
determination and discipline to live those values. They also possessed sthgrigvia,
and social support, and said they had derived strength from past challenges.
Clinicians and researchers should explore the quality of the caregiving
relationship as a critical factor in caregiver and care recipient outcoresg)izer
interventions should include relationship-building skills and empathy building teemi
to offset adverse caregiver outcomes and enhance understanding and acoéptance

changes that occur in the care recipient over time.



Dedication

This dissertation is dedicated to everyone around the world who is caring for a

loved one with dementia.
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1. Dementia Caregiving
1.1 Purpose of the Dissertation
Dementia is a progressive decline in memory and other cognitive functions that

also leads to increasing dependence in activities of daily living. Becattge nbn-
reversible decline, researchers began to recognize and study the burderlangecha
that informal caregivers of individuals with dementia face in caregicingxtended
periods of time. Hence, research has tended to focus on the negative outcomes of
caregiving for the caregiver as well as the care recipient. Morethgcesearchers
acknowledge that not all caregivers have negative outcomes. In fact, sonmepen
growth or thriving in their caregiving experience (Park, 1998; Sieghlji@shaw, &
Pretter, 2005).

An increasing number of researchers have suggested that these variances in
caregiving outcomes can be explained by the way caregivers apordi§ied meaning
in their caregiving situations (Ayres, 2000a, 2000b; Baumeister, 1991; Farran; Keane
Hagerty, Salloway, Kupferer, & Wilken, 1991; Kim, Schulz, & Carver, 2007; Park &
Folkman, 1997). The reciprocal relationship between the caregiver and care réwpient
been recognized to be a critical source for finding positive meaningdgiciaug
(Cartwright, Archbold, Stewart, & Limandri, 1994; Hirschfeld, 1983; Nolan, Grant &
Keady, 1996). However, how some caregivers are able to find meaning hasmutdile

investigated.



With an understanding of the need to find meaning in challenging life events,
such as dementia caregiving, nurse clinicians and researchers can plaalargie in
promoting growth and thriving among caregivers. They can do this by providing
interventions that include self-reflective activities (journaling, nadidih) and formal or
informal support (support groups, telephone or computer-based support, nurse Visits)
(Acton & Wright, 2000; Skaggs, & Barron, 2005). Further study of how spousal
caregivers of individuals with dementia have positive caregiving expzss and
investigation into the strategies used by these caregivers could be useddp daise
based interventions that foster positive experiences among other caregivere Tiss
dissertation, three studies were conducted that explored differentsasptwt caregiver-

care recipient relationship and its relation to positive dementia carggxperiences.

. The first study investigated caregiver or care recipient factorsfteat a
caregivers’ perceptions of the dynamic quality of their relationsHip tive care recipient
as the illness progresses. A better understanding of changes in the perceitsedfqual
the relationship may clarify factors that promote positive dementigicarg
experiences. To accomplish the purpose of the first study, a secondary amadysis
conducted on three waves of questionnaire data that was collected over a 12 modth peri
from caregivers of people with Alzheimer’s disease (AD) or Parkinsasésse (PD).
Caregivers caring for people with PD, a disease involving degenerayisieghdecline,

was included in the study as a comparison group to caregivers dealing with AD, a



cognitively deteriorating disease. AD and PD are the two most prevalent
neurodegenerative diseases in the United States (Nussbaum & Ellis, 2003).

The second study was a secondary analysis of 3 waves of interview data from
spousal caregivers about the challenges and gratifications exeeriarsementia
caregiving. Spousal caregivers were the focus for this study begausees often report
more caregiving challenges as they are themselves older adults whéytypmzamore
health challenges and limited resources than other family members ¢@e@wgyther,
1986). The personal, demographic, and situational characteristics of demenfizecareg
who reported positive experiences were compared with caregivers who digarot re
such experiences.

The third study was a descriptive qualitative study, and interviews were
conducted with spousal caregivers of individuals with dementia, who self-iddrdasi
having found positive personal meaning in caregiving. This study focused on the
meaning caregivers found in dementia caregiving, how they perceived thegblerto
find meaning and how meaning changed their caregiving experience. Exioving
some spousal caregivers of people with dementia can find meaning irffibigtdask
may lead to development of interventions that enhance and promote positive caregiving
experiences and outcomes for caregivers.

The following literature review will provide a brief summary of previous
research on the negative and positive experiences of dementia caregiving andama how

why some caregivers may have more positive experiences.



1.2 Background

An abundance of research indicates that informal dementia caregivereegperi
considerable physical, psychological, social and economic decline over timangs
continue care for extended periods (Acton, 2002; Chenoweth & Spencer, 1986;
Donaldson & Burns, 1999; Wuest, Ericson, & Stern, 1994). Because of the nonreversible,
deteriorating characteristics of dementia over time, research imtlarnaregiving has
tended to focus on the negative rather than the positive experiences of car@giging.
dominant theory in dementia caregiving research has been the stress-capiyng the
developed by Lazarus and Folkman (1984). The stress coping theory views the care
recipient with dementia, internal caregiver characteristics, ancheksstuational
characteristics of caregiving as stressors that deplete resoutbescafegiver. This
theory contributed to identifying the complex stressors of dementia ciaugggnd
investigating different coping methods to these stressors, but was not adequate
portraying the positive experiences of caregivers. Qualitativerstseeethods based on
theories such as existentialism have been suggested as an alternatwitheor
investigating the positive experiences of caregivers of people with der(ieartian,
Keane-Hagerty, Salloway, Kupferer, & Wilken, 1991)

The number of dementia caregivers (who are typically spouses and aldinérohi
is reported to be almost 11 million (Alzheimer’s Association [AA], 2010). Alnlee’s
disease [AD] is the most common type of dementia in older adults, and the seventh
leading cause of death in the United States (AA, 2010). More than 5 million people in the

United States (AA, 2010), and 35.6 million people worldwide (Alzheimer’'s Disease
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International, 2010) are estimated to have dementia, and the incidence is rapidly
increasing.

Dementia impacts families as well as health care systemsr{Rlasceanga,
Fisher, Heeringa, Weir, Ofstedal, et al., 2007). Families provide 80% of community-
based care for these increasingly impaired and dependent older adults (Mdlianed
for Caregiving & AARP, 2004). The average time from AD diagnosis to deatjearg
(Rait, Walters, Bottomley, Petersen, lliffe, & Nazareth, 2010), but nemesgare usually
already providing some form of care before the actual diagnosis. Clierighallenges
that caregivers of individuals with dementia face are long-term. The ammopaid health
care contributions of these informal caregivers are 306 billion dollars, alwiostas
much as the estimated 158 billion dollars spent on formal homecare in the Uatts] St
(Arno, 2006).
1.2.1 The Negative Experiences of Dementia Caregiving

Caregivers of individuals with dementia are reported to perceive higher ¢dvels
burden and suffer more negative health outcomes than those caring for depressed elders
(Leinonen, Korpisammal, Pulkkinen, & Pukuri, 2001), cancer patients (Clipp & George,
1993) and noncaregivers (Pinquart & Sorensen, 2003). Furthermore these negative
experiences are not only harmful to the caregiver, but they also negatively thgac
quality of care provided to the care recipient (Gainey & Payne, 2006).

Many caregivers’ physical and mental health decline after initiaticamef, and

those caring for the cognitively impaired are at a significantlstgreisk of both



psychiatric and physical morbidity (Acton, 2002). This is thought to be due to the
stressors of caregiving, commonly referred teaegiver burdenMoreover, high
caregiver burden can lead to higher mortality rates for careghamgdr non-caregivers
(Schulz & Beach, 1999), lower quality of care provided (Gainey & Payne, 2006))yor ear
termination of the caregiving situation due to caregiving “burnout” (Bedard, Molloy
Squire, Dubois, Lever, & O'Donnel, 1997; Chenier, 1997). Caregiver burden has also
been related to decreased caregiver employment rates (AA, 2010), aadaucpoverty
risks in women (Wakabayashi, & Donato, 2006¢gative experiences of caregiving may
lead to increased health care costs and other resources being devoted to tnatoheeri
caregivers and may exacerbate family destabilization and impovensifArno &
Memmott, 1999).

In addition to the progressive cognitive and physical decline in the care recipient
some caregivers must also manage problem behaviors of the caretepgmanoid and
delusional ideation, hallucinations, aggressiveness, affective disorders, andingande
(Farran, Gilley, McCann, Bienias, Lindeman & Evans, 2007; Robinson, Adkisson &
Weinrich, 2001). As the care recipient’s cognitive loss worsens and theimpdity
changes, dementia caregivers have been reported to experience “emotioradltiss”
care recipient, followed by social isolation (Hirschfeld, 1983; Rodrigueze®eGirtler,
Vitali, Grossi, & Nobili, 2003).

Health decline in the caregiver naturally affects the health of tleereaipient.
Highly stressed caregivers may provide lower quality of care and s@yeven abuse

care recipients (Gainey & Payne, 2006). Furthermore, a longitudinal study faind t
6



dementia care recipients living with highly distressed caregivers hemtearapid disease
progression and more problem behaviors and agitation (Vitaliano, Young, Russo,
Romano, & Magana-Amato, 1993).
Spousal caregivers may have more negative experiences around dementia car
than other informal caregivers because the caregivers themselves dyeagidenay
have multiple chronic diseases of their own (George & Gwyther, 1986). In one study,
spousal dementia caregivers showed significant decrements in cellulaniityyrand
significantly more days of infectious illness - primarily upper negpry infections -
when compared to non-caregivers (Kiecolt-Glaser, Dura, Speicher, Tradksé&rG
1991). They also reported higher levels of loneliness and depression (Beeson, 2003;
Bergman-Evans, 1994). The communication difficulties and problem behaviors of
dementia care recipients were also reported to elevate care burdencaretiiger (Fried,
Bradley, O’Leary, & Byers, 2005; Savundranayagam, Hummert, & Montgomery, 2005).
Clyburn and colleagues (2000) identified three dominant factors in dementia
caregiving burden: care recipient characteristics, caregiveaaaistics, and caregiving
context. In dementia caregiving, examples of care recipient fanmusle physical and
cognitive decline, personality change and neuropsychiatric symptoms sueheasoral
and psychotic disturbances (Donaldson & Burns, 1999). According to Bergman-Evans
(1994), when the care recipient has dementia, the caregiver eventually tcopeeceive
the care recipient as a stranger, which leads to lack of companionship. Because of the
care recipient’s need for constant supervision, the caregiver is cordittezl louse and

isolated from social contacts and supports.
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Examples of caregiver factors contributing to caregiver burden areweaieg
personality, cultural beliefs, perceived resources, feelings of situativedbad,
resentment, fatigue and relational deprivation (Pearlin, Mullan, Semple, & $8a0).
Some caregivers feel trapped in their role of caregiving, (a phenomenon defirad as
captivity’ by Pearlin et al., 1990). Female caregivers of certain cuku@essed greater
feelings of anger, anxiety, guilt and sadness associated with wantidigdoigd care
(Rudd, Viney, & Preston, 1999; Spitzer, Neufeld, Harrison, Hughes & Stewart, 2003).
Examples of caregiving contextual factors contributing to caregiver binderde the
lack of social or community resources and family or support networks (PearlilaniMul
Semple, & Skaff, 1990).

In spite of the recognition of caregiver burden and its consequences, findings
about the predictors of negative outcomes have been somewhat inconsistent. Severa
predictors of greater caregiver burden and early institutionalization haaedsntified
as higher frequency of problem behaviors of the care recipient (Burns & Rabins, 2000;
Clyburn, 2000; Rymer et al., 2002), decreased care recipient functional ability€Che
1997), cognitive loss and disorientation (Chenoweth & Spencer, 1986), caregivers’
perceived or actual inability to handle troubling behaviors (Montgomery & Kosloski
1994), and limited income (Andren & Elmstahl, 2007). On the contrary to these studies,
other studies have suggested that caregiver burden levels are not relatdcetyutrecy
of memory and behavior problems, extent of cognitive impairment, level of functional
impairment, or duration of iliness (Kasper, Steinbach, & Andrews, 1994). Rather,

caregivers who report more informal support from other family members tepsrt
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burden (Zarit, Reever & Bach-Peterson, 1980). In terms of gender, thougkdee@brt
higher levels of burden (Bedard et al, 1997; Burns & Rabins, 2000; Torti, Gwyther, Reed,
Friedman, & Schulman, 2004), they have also been shown to be more reluctant to
relinquish care than have male caregivers (Kramer, 2005).

No single factor explains caregivers’ feelings of burden. Ratherthéis
combinated assessment of the caregiver, care recipient chati@steaisd caregiving
context that seem to synergistically affect the caregiver’s ptoceof burden. The wide
variety of caregiver perceptions leads to a correspondingly wide varietyegjiver
experiences. It is also important to note that the characteristics ofr¢heciient, the
caregiver and the caregiving context continue to change as the depnegtisses.
Clinicians should be aware, and make an assessment of these changesvier cereds
and resources.
1.2.2 The Positive Experiences of Dementia Caregiving

A growing number of dementia studies report that many caregivers areabl
identify personal uplifts (Kinney & Stephens, 1989), rewards (Picot, 1995a; 1995b),
gratifications (Motenko, 1989), or gains (Kramer, 1997) even in the midst of burden. For
example, Farran and colleagues (1991) reported that 90% of the caregiversvweiz in
their study reported the value of positive aspects of caregiving. In fact, scegevees
even reported significant gratification or positive gains from canmegi¢Cohen, Gold,
Shulman, & Zucchero, 1994; Folkman, 1997; Kinney & Stephens, 1989; Lawton, Moss,

Kleban, Glicksman, & Rovine, 1991; Motenko, 1989; Picot, 1995a; 1995b; Pinquart and



Sorensen, 2003). This phenomenon has been identified in other non-dementia populations
as well. For example, Folkman (1997) found that positive psychological states can
coexist with the pain of caring for a dying care recipient who has AlD&ceta
caregivers too, were able to find psychological benefits such as awmmapathy,
appreciation of family, positive self view and reprioritization through caregiing,
Schulz, & Carver, 2007).

Kinney and Stephens (1989) called these positive experiences, uplifts and defined
them as events that made the caregiver feel good, joyful, glad or saEsfedples are
“He or she smiled at me today”, “He or she said thank you to me.” Picot (1995a, 1995b)
called them rewards and defined it as “positive subjective feelings otigbjebanges in
the caregiver’s life (e.g., personal and social relationships, finarnaiatsmental
outlook) resulting from caregiver responsibilities” (Picot, 1995a, p. 31). Kramer (1997)
called them caregiver gains and defined it as “...to which the caregiviagsrappraised
to enhance an individual’s life space and be enriching, including any positicevaffer
practical return experienced as the direct result of becoming awvearegch as the
satisfactions, rewards, gratifications, or benefits that are perce{pe@40). There is no
unified or commonly accepted definition for these positive caregiving expesebut
they commonly include feelings of pride in the ability to meet challenges)@oved
sense of self-worth; a sense of growing closer to the care recigmehthe experience of
warmth, comfort and pleasure in caregiving (Motenko, 1989).

Whereas some positive experiences are instantaneous positive affegpiorses,

there are also more long-term positive experiences to caregiving. Foplexéiein
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(1989) explored burden in caregiving as being an essential component to moral
development. Klein compared caregiving burden to apostolic suffering whererihéome
suffering comes in a sacrifice for a greater goal, faith, love ang.dlawton and
colleagues (1989) called long-term positive experiences, caregiigastion. They
defined it as an accumulation of daily uplifts, a more stable concept than, tlpétts
involves periodic confirmation that what the caregiver does is a source of personal
satisfaction. Other long-term positive experiences of caregivingdaajrowth or

thriving, a higher level of functioning following stressful situations (Frankl, 2B@6k,
1998; Park & Folkman, 1997).

A sense of personal growth occurs when individuals perceive expansion in their
attitude toward the self, in their relationship to others, or in their philosophigof li
Individuals who experience growth find value and meaning in life beyond the individua
self (cf. Siegel, Schrimshaw & Pretter, 2005). Also called self-transneadte growth
phenomenon allows individuals to move toward more meaningful and fulfilling lives,
reaching beyond themselves to find a larger sense of meaning, in spitecoftthfi
(Acton & Wright, 2000). The specific meaning caregivers derive frofimgicare also
affects their expectations and future decisions regarding care (AyB&4)20

The distinction between short-term and long-term positive experiences is
important because an occasional uplift does not necessarily mean the cdragjiver
achieved satisfaction or growth. Furthermore, because the burden of dementia ¢ chroni
due to the disease’s irreversible and unpredictable degeneration, short-tésicapiiot

be secured. Rather the short-term positive experiences of caregiving can be
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conceptualized as part of the process towards long-term positive outcomes &Sieg
Schrimshaw, 2007).

A pathway to moving from short-term positive experiences (such as uplifts) to
long-term positive experiences (such as growth), lies in finding meandhtjicult
situations (Davis & Morgan, 2008). A critical source for caregivers to firahing in
caregiving and have positive caregiving experiences is through themskdp with the
care recipient (Archbold, Stewart, Greenlick & Harvath, 1990; Frankl, 2006; Hitdchf
1983). In a longitudinal study exploring spouses’ strategies for living positiitly
dementia, Hellstrom and colleagues (2007) found that sustaining a sense di@odiple
(that is, the partnership between caregiver and care recipient), maigtawvolvement,
and moving on (the caregiver taking on the care recipient’s previous roles in the
partnership as the dementia progresses) are three main processésvaigia positive
long-term caregiving experience through a nurturing relational contesn lbe
surmised from this and many studies that the positive or negative relatotextc
between the caregiver and care recipient is a key element to thg qlittié caregiving
experience.
1.2.2.1 Finding meaning as a source of positive caregiving experiences

Finding meaning is considered a critical aspect of achieving longgesitive
experiences such as growth from experiences of stressful events &wigjan, 2008;
Frankl, 2006; Park, 1998). The ability to find meaning is suggested to play a significant
role in caregivers’ affective responses to caregiving as wellgkafeane-Hagerty,

Salloway, Kupferer, & Wilkin, 1991; Motenko, 1989).
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Finding meaning after a short-term trauma or crisis, has been investigated i
concepts such as post-traumatic growisdéschi, Park, & Calhoun, 1998owever,
finding meaning during chronically challenging situations such as duringrdem
caregiving is a different phenomenon. Certainly it is important that carsgimd
meaning in past challenges, but it is also important to find their current ansh@ngoi
experiences meaningful in order to experience peace and pleasure over the long term

The outcome of the search for meaning is affected by many elements of the
individual, including: personality, world view, social support, socioeconomic status,
preexisting physical and psychological adjustment, and previous experiencel @%8).
For instance, in one study, individuals with chronic iliness, described theiseliasa
being a part of who they are, but also felt that they were more than justehsedis
(Corbin & Strauss, 1988). To understand the unique reality, expectations, and decisions
of each caregiver, the act of caregiving as well must be approached andaattasst
merely one component of the caregivers’ existential meaning of life $A6©0b;
Baumeister, 1991). In fact, Ayres (2000a) suggested that the reason tioemsuishs
individual variance in caregiver experiences is because each caregkes different
meanings from caregiving even under apparently similar circumstances

Another distinctive aspect of the search for meaning in dementia caregiving is
that the burden is dynamic and chronic rather than acute. The search for meaning by
individuals who have chronic diseases has been described as “recapturing the past,
examining the present, and projecting into the future — all interpreted in theflidpet

present” (Corbin & Strauss, 1988, p. 70). Likewise for those caring for individuals with
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dementia, the search for meaning incorporates past, present and anticijpeieedare
situations. Ayres (2000a) reported that dementia caregivers made decdsachbased
on their future expectations and searched for explanations to account for the
discrepancies between the predicted and actual experiences. Thesatiexyzect
explanations, and decisions for action were all a part of the search for mgsyres)
2000a).

Meaning can be found through a wide variety of sources, including love, creative
work or even unavoidable suffering (Frankl, 2006). When applied to caregiving, meaning
can be found through the loving relationship between the caregiver and carentecipie
(reflected in statements like “I am glad | am here for him/her”), thr@agbgiving, as
meaningful work (“I am thankful to be able to do something for someone else”), and even
through unavoidable suffering (“I am losing my wife as | knew her, but Istherr
memories and the time we have left”). In other words, meaning in caregamige
found from many different sources, such as from the relationship, from the cat®sit
from caregiving itself, and even from within the self. However, all thesessare
related to the specific care recipient; therefore, the current disserfiacuses on
different aspects of the caregiver-care recipient relationshipragalsource for
finding meaning in caregivng.
1.2.2.2 The caregiver-care recipient relationship as a source of finding ax@ng

Dementia is a cognitive deteriorating disease that involves persaiaitge,
problem behaviors, decreased communication skill, disorganized thought and decreased

shared memory; thus the reciprocity, intimacy and connection between casgiveare
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recipient are slowly lost with time (Fried, Bradley, O’Leary, & By&®805). As a results,
the caregiver—care recipient relationship must be continuously redefitigtately,

dementia caregivers are faced not only with the challenges of caringifopaired older
adult, but also with losing the close relationship they once had with another person.

Notwithstanding these challenges, some dementia caregivers aablstiib find
meaning in a continued sense of mutuality with the care recipient. Hirsch®88d)(
defined mutuality in dementia caregivers as the ability to find gratiific from the
relationship by perceiving the demented care recipient to reciprocateusyof his or
her continued existence. This sense of mutuality and reciprocation isinseful
understanding the caregiver’s feelings of lasting affection towardhiteerecipient, even
after the dementia has become very advanced.

In caregiving research, the term mutuality has been used to describe the
caregiver’s perceived quality of the relationship with the care esdiArchbold,
Stewart, Greenlick & Harvath, 1990). While most factors that affect the erpes of
caregivers show inconsistent effects, the caregivers’ perceived iyttt the care
recipients has shown consistent significant positive effects efiv@r experiences
(Archbold, Stewart, Greenlick & Harvath, 1990; Carter et al., 1998; Kneeshaw,
Considine & Jennings, 1999; Lyons, Sayer, Archbold, Hornbrook & Stewart, 2007,
Schumacher, Stewart & Archbold, 2007; Schumacher, Stewart, Archbold, Caparro,
Mutale & Agrawal, 2008). Mutuality has also been found to be the most important factor
in the decision to continue care (Archbold, Stewart, Greenlick & Harvath, 1990;

Hirschfeld, 1983). Caron & Bowers (2003) reported that the decision to continuercare ca
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only be understood in the context of the relationship between the caregiver and care
recipient as well. According to their study, it was only when the caregotéd no

longer maintain a meaningful relationship with the care recipient that tbgivcar would
consider receiving help or institutionalizing their loved one.

Mutuality has also been defined as a communal feeling (that is, a feéling
having mutual concern for, and being responsive to one another’s needs) (Williamson,
Shaffer, & Schulz, 1998); having a high degree of communication and openness, a
greater ability to resolve interpersonal conflicts, a greater dexjrearing and affection,
intimacy and closeness, more satisfaction with relationship roles, and moa# ove
relationship satisfaction (Steadman, Tremon, & Davis, 2007); and enjoyinmgteef
general closeness, communication, a similarity of life views, andhahaggree of
getting along together (Lawrence, Tennstedt, & Assmann, 1998). Lawton é&rafjoels
(1991) found the positive experiences of caregiving include enjoying the spfuse
has dementia) company, being happy when their spouse was happy or showed
appreciation, or just being happy knowing that their spouse was getting good care

Unlike informal caregivers, such as nurses, informal caregivers usuallyahave
existing relationship history with the care recipient. Research fiadintjcate that a
positive caregiver-care recipient relationship prior to onset of dementigtical in
fostering positive caregiver experiences (Archbold, Stewart, Greéalitikrvath, 1990;
Kramer, 1993b; Lawrence, Tennstedt, & Assmann, 1998; Williamson, Shaffer, & The
Family Relationships in Late Life Project, 2001). Kramer (1993b) reporterparsonal

variables such as marital history and quality of the relationship prior to @indementia
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to be the most important predictors of positive experiences. Other reseaegwied
the relationship quality with the care recipient (Kramer, 1993a), moeedpent with the
care receiver (Kinney & Stephens, 1989), and social support that caregogvede
(Talkington-Boyer & Snyder, 1994) were associated with perceived positegiar
experiences.

In a study of dementia caregivers, those with high relationship satsfactor to
onset of dementia, had significantly less burden, less reactivity to memomylbem
behaviors, better problem solving skills, and more effective communication skills
(Steadman, Tremont, & Davis, 2007). Conversely, low mutuality in the relationship
before the onset of illness predicted depression, lower quality of litar(&r, 1993a),
resentment (Williamson, Shaffer, & Schulz, 1998), potentially harmful behavieetegr
likelihood of abuse (Williamson, Shaffer, & The Family Relationships in Lif¢e
Project, 2001), negative mood disturbances, more perceived burden (Archbold, Stewart,
Greenlick, & Harvath, 1990; Schumacher, Stewart, & Archbold, 2007), and angry
feelings (Schumacher, Stewart, Archbold, Caparro, Mutale, & Agrawal, 2008).

1.2.3 Overall Purpose of Dissertation and Specific Aims

The overall purpose of this dissertation is to explore how some caregiverg of ¢
recipients with dementia are able to have positive caregiving expesidaspite the
difficulties of non-reversible cognitive and physical decline in the carpieat. Existing
research suggests that finding meaning in caregiving, especially hhaquugitively

perceived relationship with the care recipient, is a critical component tovposit
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caregiving experiences. Thus the papers of the present dissertation focus®d the
relationship between the caregiver and care recipient changesnoggeatid how this
relationship differs between dementia caregivers who report positiegizag

experiences and those who do not. Finally, the caregivers who found positive personal

meaning in caregiving were interviewed to learn how they were able to do so.
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2. Correlates of Care Relationship Mutuality among
Caregivers of People with Alzheimer’s and Parkinsois Disease

Mutuality, the perceived quality of a caregivecare recipient relationship, is
reported to ameliorate the stress of informal caregiving and motivatly faembers and
other informal caregivers to continue providing home care (Archbold, Stewaenl{Gke
& Harvath, 1990; Kesselring et al., 2001). However, few published studies describe
factors affecting caregiver mutuality over time. Alzheimer’s and Ragki’'s disease, two
common progressive neurodegenerative diseases, result in non-reversilual @mgbi
cognitive loss and increased functional dependencies (Nussbaum & Ellis, 2003) which
may have a negative influence on caregiver mutuality. This paper dedacdtms
correlated with caregivers of people with Alzheimer’s and Parkinson’ssgisea

perceptions of care relationship mutuality over a 12 month period.

2.1 Background
2.1.1 Alzheimer’'s Disease and Parkinson’s Disease Caregiving

Alzheimer’s disease (AD), a type of dementia, involves loss or decline immem
and other cognitive abilities, as well as physical abilities over tktmh¢imer’s
Association [AA], 2010). Parkinson’s disease (PD) is a group of motor system disorders
involving tremor, rigidity, bradykinesia and postural instability due to a loss of dapami

producing brain cells (National Institute of Neurological Disorders aruk&t2008).

! «Caregiver’, the more common term in American English, is used in the current
dissertation for consistency between chapters. ‘Carer’, was used ingimalgournal
article written in British English (Shim, Landerman & Davis, 2011; refeeterence list).
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Twenty four to 31% of those with PD also have dementia in the later stages of the
disease (Aarsland, Zaccai, & Brayne, 2005). In 2010, AD was theading cause of
death in the United States (US) and there were more than 5 million people over 65 years
old with the disease (AA, 2010). More than 1.5 million were reported to have PD in the
US (National Institute of Neurological Disorders and Stroke, 2008). The wodwi
prevalence of AD was 26.6 million in 2006 (Brookmeyer, Johnson, Ziegler-Graham, &
Arrighi, 2007), but not well documented for PD. The National Parkinson Foundation
(2010) estimates approximately 4 to 6 million people with PD across the world. Both
being age-related diseases, the incidence of both diseases, is anticipatieto f
increase with the aging population.

Most individuals around the world with chronic degenerative disease are still
cared for in the home by informal caregivers such as family, friendsigilvors (cf. AA,
2010; Lee, Friedmann, Picot, Thomas, & Kim, 2007; O’Rourke & Tuokko, 2003). Long-
term chronic illness caregiving in progressive diseases such asméteand
Parkinson’s disease has been correlated with a number of negative physical,
psychological, emotional, social or financial problems for families and othemafor
caregivers (Gainey & Payne, 2006; George & Gwyther, 1986). Studies frarediff
countries document higher burden among AD and PD caregivers when compared to other
chronic disease groups (Acton, 2002; O'Reilly, Finnan, Allwright, SméitBen-Shlomo,
1996,). Dementia caregivers have been reported to have more depressive symptoms
(Pinquart & Sorensen, 2004), and higher morbidity and mortality than non-dementia

caregivers (Schulz & Beach, 1999). Both AD and PD caregivers areaéporinvolve
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similar length of time providing care, similar levels of distress and both mpres$ed
than caregivers of other diseases (Dura, Haywood-Nile, & Kiecokeil4990).
2.1.2 Mutuality

Mutuality is concerned with the degree of caring, affection, intimacy, mutual
concern and overall relationship satisfaction experienced by those involvedhi8tea
Tremont, & Davis, 2007). Caregiving has a high interpersonal stress component, so the
manner of interaction and use of interpersonal relationship strategies tatruli
sustain mutuality are suggested to be very important (Kramer, 1993a). Klasceibes
positive caregiver relationship strategies as negotiation, compromisdering the
other person’s limitations, empathy, and compassion. Negative relationstegissat
involve criticizing, ignoring, confronting, or minimizing communication.

A sense of positive mutuality reportedly ameliorates the negativesetiect
caregiving (Archbold et al., 1990). In the existence of cognitive decline, riytoas
been noted to be the ability of the caregiver to find gratification from tagaeship by
perceiving the demented family member to reciprocate by virtue of ttisieece
(Hirschfeld, 1983). For instance, high mutuality before dementia onset was found to be
related to less caregiver depression (Kramer, 1993b), less potentiailyedeisaviors
towards the care recipient (Williamson, Shaffer, & The Family tielghips in Late Life
Project, 2001), significantly less stress, less reactivity to problenvioesabetter
problem solving skills and more effective communication skills with carpiestti
(Steadman et al., 2007). In PD as well, increased mutuality was assodihtéess PD

severity, less caregiver burden and less depression of both the spouse and PD care
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recipient (Tanji et al., 2008). Previous studies suggest that both care reamgent
caregiver factors influence caregiver mutuality and thus impaagigareoutcomes.
2.1.3 Care Recipient Factors that Influence Mutuality

Care recipient factors reported to influence mutuality are the capeer@ts level
of cognitive or physical functional ability. Cognitive impairment has been reptute
negatively impact caregiver mutuality in several studies (Lawrera®stedt, &
Assmann, 1998; Williamsoet al., 2001). This may be due to the loss of shared common
memories and interactions or changes in personality and troubling problem behaviors
such as paranoia and delusional ideation, hallucinations, aggressiveness, affective
disorders, and wandering associated with AD (AA, 2010). Increasing cognitive
impairment associated with AD also makes it more difficult to maintain higkslete
mutuality as the disease progresses. While the correlation of cognitiveiflosaregiver
mutuality has received little attention, the reported 6-10% loss of coghiticgon in
AD each year (Doraiswamy & Kaiser, 2000) justifies exploring this linkage

In PD, mutuality has been reported to decline as the disease progresses and begins
to involve both sides of the body i.e. a score of 2 or higher on the 5-point Hoehn and
Yahr PD screening measure (Carter et al., 1998). Mutuality has also beaadépor
decline over time in caregivers of the frail elderly (Lyehsl.2007) and post bypass
surgery adults (Kneeshaw, Considine, & Jennings, 1999). In frail older adults, physical
disability has also been reported to have significant negative effects oiveareg

mutuality (Lyons, Sayer, Archbold, Hornbrook, & Stewart, 2007). These researcher
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found that worsening care recipient health was related to declines in cesegive
perceptions of mutuality over a 20 month period.
2.1.4 Caregiver Factors that Influence Mutuality
Perceived relationship mutuality reportedly differs between men and woman. |
study comparing AD and PD spousal caregivers, only AD female caregivewed
worse mental health outcomes, possibly due to loss of reciprocity and mutuality
compared to males (Hooker, Manoogian-O’Dell, Monahan, Frazier, & Shifren, 2000).
There were no differences between PD wives and husbands. On the other hand, among
118 caregiving couples, Wallsten (2000) found husband caregivers to consistamtly re
higher mutuality towards their wives although wives had more social support finens ot
around caregiving. Although literature identifies differences amanggover
characteristics by age and race (Connell & Gibson, 1997), mutuality betweegivea
and care recipient has not yet been revealed to differ by these factonssdtt=a
association of these factors to mutuality is unknown they wenededlin initial analyses.
The caregiver-care recipient kin relationship influences mutualityedls w
Husband-wife, child-parent, friend-friend dyads are reported to result inediffer
expectations from the care recipient and different interactions with theexapient, thus
resulting in different care situations and interactions (Gerdner, TrippeRe& Simpson,
2007; Raschick & Ingersoll-Dayton, 2004). Spouses may report different levels of
mutuality than non-spouse caregivers. Published reports indicate spousesnerperi
greater emotional, physical and financial stress from caregiving tharchddien

(George & Gwyther, 1986), which may have a more negative impact on mutuality.
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Various investigators have reported lower mutuality predicts higher number of
depressive symptoms for caregivers (Lawrence et al., 1998, Williamsbn2&d.).
Depressive symptoms can lead to deterioration in couples’ interpersonal behavior and
interactions (Williamson et al., 2001). Lyons and colleagues (2007) reported toatyhot
was higher mean depression related to lower mean mutuality, but increasirggisdepre
symptoms predicted declining mutuality. Although the temporal sequence of depress
affect and relationship mutuality is unclear, that is, whether depressivessympasults
in lowered mutuality or lower mutuality causes an increase in depregsn@oms, the

two have been closely related for informal caregivers.

2.2 Project ASSIST (The Parent Study)

Data for this secondary analysis were from Project ASSASSigtance, Soport
and_&If-health Initiated throughl&@I Training), a 5-year, prospective, longitudinal, 2-
group randomized trial (NINR RO1 008285) designed to increase caregiving
preparedness, reduce depressive symptoms and care burden for informalrsapégive
older adults with Alzheimer’s or Parkinson’s disease.

ASSIST participants were recruited from memory clinics, generaltgeria
clinics, private medical practices and home care agencies and suppp# igrono
regions of the United States.. After informed consent was obtained, baselimadata
collected and caregivers were randomly assigned to either the intenvegrtup
(ASSIST training) or the control (social call) group. The intenaemgroup received
intensive skills training and information, while the control group received 3 monthly

short social phone calls to talk about neutral or casual topics. Participants of thé cont
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group were given the option to receive the intervention, after the 1 year stumty. ey
caregiver and care recipient measures were repeated during homat dsarsd 12

months after baseline in both groups.

2.3 The Study
2.3.1 Aim

The aim of the secondary analysis was to explore whether selected cavegiver
care recipient factors that are related to change in mutualityiowerThis information
can provide researchers with information on the critical time points anddadtonange
in caregiver mutuality. Specifically, we examined whether mutualifgrdifl by care
recipient factors (level of physical and cognitive ability) or caregiactors (age, gender,
race, kin relation to care recipient, depressive symptoms, years avoegeg
2.3.2 Sample

A total of 187 dyads (102 AD and 85 PD dyads), of whom 80% were women,
79% White, and 71% were spousal caregivers, participated in Project ASSIST gitite par
study. Project ASSIST’s AD caregivers had been caregiving foraidamean of 4.5
years, and the PD caregivers 8.8 years. One hundred and fifty two ces€g§i3)
completed the 12 month participation protocol and final assessment. Among these
caregivers, data on the 91 caregiver-care recipient dyads in the csotial all) group

who completed the study were used for the current secondary analysis.
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2.3.3 Instruments

The dependent variable of interest for this secondary analysis wgs/eare
mutuality and the independent variables were care recipient functionaf,aaliéegiver
age, gender, race, kin relation to care recipient, years of caregiving, @edsiee
symptoms. Variables that do not change over time were collected at bagitia
demographic questionnaire. Variables that change over time, such aseramaguality,
care recipient physical and cognitive dependence and level of depressptersgnvere
collected by the following measures at all three time points.
2.3.4 Dependent Variable

Mutuality was measured by ‘The Mutuality Scale of the Family Garentory’
(Archbold et al., 1990). This tool includes 15 items. Sample items are “How closeido y
feel to him or her?”, “To what extent do the two of you see eye-to-eye?”, and are
measured on a 5-point Likert scale fromn@t‘at all’ to 4 “a great dedl. The individual
score is calculated by the mean across all item scores, rangingbéhaad 4. The tool
has been shown to have good stability over time (Archbold et al., 1990) and internal
consistency as reflected in Cronbach’ alphas at .90 to .95 in caregiver populations
(Archbold et al., 1990; Carter et al., 1998; Kneeshaw et al., 1999). In the pargnt stud
internal consistency for the mutuality scale at baseline was .93.
2.3.5 Independent Variables

2.3.5.1 Care Recipient Functional Ability

The Lawton Instrumental Activities of Daily Living Scale (IADL)o$en used to

measure physical and cognitive dependence in dementia individuals. The IABL scal
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measures the care recipient’s level of cognitive, motor and decision makiig abil
(Lawton & Brody, 1969). Research has reported IADL scores to be highly deddcia
physical ability (Judge, Schechtman, & Cress, 1996) and cognitive impairment
(Cromwell, Eager, & Poulos, 2003). Item scores range froom@Ble to do at allto 2
“needs no help Total scores range from 0 to 16, with lower scores indicating higher
level of disability or dependence. Sample items include “using the telephone”g“takin
medications” or “managing money”. The IADL scale is commonly used in caregiv
studies in different countries with Cronbach’s alphas ranging from .85 to .93 (&idl.,
2003; Izal, Montorio, Marquez, & Losada, 2005) and also demonstrating good stability
over time at .73 (Lawton, 1988). In the parent study, internal consistency ahéaseli
was .86.

2.3.5.2 Caregiver Depressive Symptoms

The Center for Epidemiologic Studies Depression Scale (CESD; Radloff, 1977)
measures depressive symptoms by 20 items on a 4-point Likert scaleacel® 6r none
of the timéto 3 “most or all of the tinfe Total scores range from 0 to 60 with higher
scores indicating more depressive symptoms. The CES-D scale has begmusedah
caregiver research and Cronbach’s alphas ranged from .85 to .89 (Beeson, 2003). This
scale also demonstrated good stability over time at .74 (Lewinsohn, SeeleysR&ber
Allen, 1997). In the parent study, internal consistency was .86 at baseline.
2.3.6 Ethical Considerations

Human subjects’ procedures for Project ASSIST were reviewed and apjsoved

University Institutional Review Boards (IRB) in the two states that degre collected.
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All consent procedures were conducted as approved, participant confidentaslity w
protected and data were kept secure.
2.3.7 Procedures

For the secondary analyses, data from the AD and PD control group dyads of
project ASSIST, for baseline, 6 months, and 12 month assessments were stripped of
identifiers and merged into one dataset.
2.3.8 Data Analysis

Pearson correlations were estimated for all caregiver and carentcsigriables
of interest to identify variables significantly related to mutuality. tNeyel (mixed)
regression models were then used to estimate the relationships between potential
predictors and mutuality at baseline and over time (Singer & Willett, 2003). Vit
multilevel model for change, a level 1 model of each subject’s individual growth
trajectory on the repeated measures of the dependent variable is obtainedelThe le
model further describes how these trajectories differ across peoplelbyeapendent
variable of interest. Mixed models have the advantage of allowing for missirggyal
correlated error terms, and measurements taken at unequal intervads &Wvglett,
2003). All models were estimated using SAS PROC MIXED (SAS, version 9.2; SAS
Institute; Cary, NC).

Given the small number of cases (91) and the large number of potential predictors
(17 including product terms), we decided to screen predictors using initial tevaria
models to maintain at least 10 cases per predictor (Harrell, Lee, @ajifir, & Rosati,

1984), and avoid potential collinearity and overfitting of the sample data. Potential
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predictors entered into these bivariate models included gender, age, ethnicigyioedu
spouse/non-spouse relationship, logged years of caregiving, time-varyagiyvear
CESD, and time-varying care recipient IADL. Each bivariate modelddbe main
effect of a predictor and its interaction with time. Based on initial diagniestis for
normality and linearity, years of caregiving was skewed toward fe@aes, and the log
value was used in the analyses. The final regression model took the feryp+Y
vo1(Logged years of caregiving)t(CESD)+yo3(IADL)+ yio(time)+yii1(Logged years of
caregiving*time)£g+{ii(time)+e;. For the final model, variance inflation factor (VIF)
scores for all variables were below 10, with the highest value being 2.695. (High V
scores indicate high multicollinearity and instability of coefficients)

Analyses included an analysis of ‘missingness’ to ensure that missang/ele
missing at random. The analysis of missingness assessed for a relptimtalden
independent variables of caregivers lost to attrition. Any measures in whasingmess

was a potential confounder were to be included in the final model as a covariate.

2.4 Results

Fifteen caregivers from the control group (16%) dropped out by T3. They did not
significantly differ from those who remained in caregiver gender, raceagdn,
depressive symptoms, years of caregiving, kin relation to care reaypieate recipient
functional ability. They did however have a trend (p=0.09) of being younger in age.
The characteristics of the 91 caregivers in the control group and their care
recipients are shown in Table 1. Approximately half of the participants weing ¢ar

those with Alzheimer’s disease, and the other half Parkinson’s diseasaeodalditixed
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models revealed there were no significant changes over time invaregituality,

depressive symptoms (CESD scores), or care recipient functional aliliti @cores).

Table 1: Caregiver and Care Recipient Characteristics (n=91)

Characteristics Mean (SE) Range N (%)
Caregiver Age 65 (12.3) 23-98
Years of caregiving 6.3 (6.2) 0-25
Race
White 74 (81)
African American 15 (16)
Other 2(2)
Female 73 (80)
Kin Relation
Spouse 59 (65)
Adult Child 24 (26)
Other 8 (9)
Care Recipient Alzheimer’s Disease 49 (54)
Characteristics Baseline 6 months 12 months
Mean(SD) Mean(SD) Mean(SD)
Caregiver Mutuality scores 2.61 (0.8) 2.61 (0.9) 2.51 (0.8)
CESD scores 13.6 (10.0) 14 (10.3) 12.5(9.5)
Care Recipient IADL scores 4.2 (3.6) 4.4 (4.0) 4.0 (3.9)

CESD, Center for Epidemiologic Studies Depressicale IADL, Instrumental Activities of Daily Living

Pearson correlations for variables of interest at baseline were estifoagll

187 caregivers of the parent study to identify variables related to mut{Tallie 2).

Table 2: Pearson Correlations at Baseline (n=187)

€)) (2) 3) (4) (5) (6) ()

(8) 9)

Mutuality (1) 1 0377 -030° -023 0.26 0002 -0.03 0.001 0.10
CR-IADL (2) 1 -0.03 -014 002 015 -0.04 0.11 0.14
C-CESD (3) 1 019 -012 -004 -010 014 -0.14
Female (4) 1 -011 -0.07 -0.06 -0.08 -0.23
Years of care (5) 1 023 0.08 0.12 0.06
Spouse (6) 1 0577 035" -024
C-Age (7) 1 0.34" -0.09
White (8) 1 -0.06
CG-Education (9) 1

C, Caregiver; CR, Care Recipient; CESD, CenteEfsidemiologic Studies Depression Scale; IADL,

lnstrumgntal Act*i*\*/ities of Daily Living.
p<.05, p<.01, p<.001

30



Mutuality was significantly related to care recipient functional ghitaregiver
depressive symptoms, being female, and the length of caregiving. In order toimeter
which variables to include in the final model, bivariate mixed models analyses wer
performed between each variable and mutuality. Table 3 presents theotbidtsiate
and multivariate mixed models for the effects of each predictor on mutuality.ypes t
of coefficients are presented in column 1 for each bivariate predictor. Thecieogsfin
the upper panel give its effect on baseline mutuality while the (ceeffibly time)
product terms in the lower panel indicate whether the effect of time (bgjexdtchange
over time) varied across levels of that predictor. For example, logged yearsgVicey
was associated with an increased mutuality (.309**). However its int@naetth time in
the lower panel (-.002) was not significant, indicating that change in mutoaétytime
did not vary with logged years of caregiving. Caregiver depressive sy gioncare
recipient functional ability also had significant effects on baseline riytuzut not on
change in mutuality over time. Given our limited sample size, only signifiteatiate
effects were included in the multivariate model (column 2), where thestiteach
predictor are estimated controlling for one another. For time logged yeaagegiving,
including its (non-significant) interaction with time in our multivariate maahelbled us
to estimate its effect on baseline mutuality. For caregiver depeesgnptoms (CESD)
and care recipient functional ability (IADL), non-significant product semere dropped
in order to estimate their time-changing effects on mutuality, agdrager time. This
differential handling of time-invariant and time-changing predictorsnsistent with

recommended practice (Singer & Willett, 2003).
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Table 3: Mixed Models Results: Bivariate and Multivariate Effeds of Predictors on
Mutuality (n=91)

Predictor Bivariate models Multivariate model
Estimate SE Estimate SE

Intercept 2 2.166

Femal8 -.260 .208

Spousé -.011 175

Log(years of caregiving) .309" 110 278 .106

C-CESD -.011 .005 -.010 .004

CR-IADL® .035 014 .026 012

Age’ .001 .007

White” 163 214

Educatiofi 295 172

Time -.045 .025 -.068 .067

Female*time -.035 .067

Spouse*time -.031 .054

Log(years of caregiving)*time -.002 .036 .016 .035

C-CESD*time -.000 .003

CR-IADL*time -.006 .007

Age*time .002 .002

White*time .002 .062

Education*time .052 .054

C, Caregiver; CR, Care Recipient; CESD, CenteEfsidemiologic Studies Depression Scale; IADL,
Instrumental Activities of Daily Living.

"p<.05,” p<.01

#Because each bivariate model has a different iapéreve do not report intercepts for the bivariate
models in this table.

® Time-invariant predictor.

¢ Time-changing predictor.

Results from the multivariate model show that logged years of caregvaisg
associated with a mean increase of .278 in mutuality at baseline. Higheyeavecipient
IADL score was associated with higher mutuality (.026) at each time poié, kvgher

average caregiver CESD score was associated with lower mutualli§)(-.0
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2.5 Discussion
2.5.1 Study Limitations

Findings from this study should be interpreted within the context of study
limitations. As in any secondary analysis, variables or measures that qzalyzed are
limited to those of parent study. Also, in order to prevent potential effects of the
intervention on mutuality, the parent study intervention group was excluded from
analysis. The control group received monthly social calls for thetinsg tmonths after
recruitment during the one year data collection period. This retentiorggtiades
considered unlikely to affect caregiver mutuality.

A longer study period may have captured significant changes in mutuality.
However even the 12 month follow-up period provides longitudinal data variables
reported to influence mutuality. Future studies should include data collectiotavgéer
samples over longer periods of time to provide a better understanding of thators
influence changes in mutuality among caregivers of degenerativeeisea
2.5.2 Discussion of Findings

Longitudinal studies provide information on trajectories of change over time on
variables of interest, and enable a closer look into causal relationshipsrbetsiebles
(Taris, 2000). Using longitudinal analysis methods, we were able to investigateluadlivi
trajectories of mutuality over time, and then whether these trajecthffieed based on
care recipient functional ability, caregiver gender, kin relation toremipient and years
of caregiving. These analyses focused on factors reported to influeagevees’

perceived mutuality among these 91 AD and PD caregivers. Findings indiactied f
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related to lower mutuality for these caregivers were, lower functidiiglyan the care
recipient, shorter length of caregiving, and higher levels of depressive sysifoiom
caregivers.

In this secondary analysis, mutuality did not significantly decline over. fithis
may be because one year was not sufficient enough to capture change, orgargsec
did not experience significant degeneration during the 12 month period. Previous
research show conflicting results. Using a retrospective method, PD lsganesavers’
mutuality declined in Stage 2 of the disease (Carter et al., 1998) and Kneaghaw
colleagues (1999) reported that mutuality declined over a 6 month period of time in
caregivers of patients discharged from bypass surgery. However dgdreolleagues
(2007) found that caregivers of frail older adults’ mutuality did not signifigatgtline
over a 20 month period. More research with longer periods of data collection is needed to
determine whether mutuality actually changes over time in degenera@ssds and
why.

Study findings identified differences among caregivers by lengthrefyoving.
Caregivers who had been caregiving for longer periods of time had signifibagiter
mutuality. The Alzheimer’s Association (2010) reports that about one third of damenti
caregivers care for more than 5 years. The present study shows thabtlegbesrs had
significantly higher mutuality than those with short lengths of caregiving, stipgpor
earlier reports that high mutuality is an important motivator for continuatioaref ¢
(Archbold et al., 1990; Caron & Bowers, 2003). Another explanation may be that high

mutuality lessens the likelihood that caregivers will institutionalizec#ine recipient
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(Kesselring et al., 2001). Caron and Bowers (2003) suggest the relationsteprioéer
caregiver and care recipient is a critical factor for the decisioorttinuie care. Feelings
of gratitude, love, trust or responsibility towards the care recipient may neotivat
caregivers to initiate and continue care. On the other hand, caregiverswath |
mutuality may relinquish care earlier in the experience.

Caregivers of individuals with low functional ability perceived significardlydr
mutuality towards their care recipient. These results are consistargneitious
literature. Low functional ability indicates that the care recipients haore difficulty
independently executing tasks that require normal cognitive and physicabfurioti
both AD and PD, unpredictable, non-reversible decline in cognitive and physidgl abil
occurs with disease progression. Individuals with AD have personality chantfess of
memory and communication skills which may decrease the caregiversveercei
mutuality. Severe physical dependence has also been reported to decrteadieynm
frail older adults (Lyons et al., 2007).

Our findings are consistent with previous studies reporting a significant
relationship between caregivers’ depressive symptoms and mutualityeficaet al.
1998, Williamson et al., 2001). While Lyons and colleagues (2007) reported that more
caregiver depressive symptoms increased declines in mutuality, we did tiesee
results in this analysis. This may be because the caregivers in the patgntete not
highly depressed (mean CESD scores range from 12.5 to 14).

In summary, this study suggests that high mutuality between caregiverseand t

care recipients increases the likelihood of caregivers to continue caigerllength of

35



caregiving was correlated with greater mutuality in this study. Fumibrer, mutuality

was negatively affected by low care recipient functional ability and ceregiver
depressive symptoms. These study results have important research anld clinica
implications. Although we may not be able to change perceived mutuality itself, a
suggested by Kramer (1993a) positive relationship strategies (neguot@impromise,
considering the other person’s limitations, empathy, and compassion) can pbett@te
health outcomes among caregivers of degenerative diseases. By providirageacc
information and understanding about the disease progression, clinicians can enable the
caregiver to set realistic expectations and be more empatinvetrds their care recipient.
On the other hand, negative relationship strategies such as confronting;mgitici
ignoring or minimizing can damage relationships further. Herbek and Yamma@a0)(
found that empathy building and interaction improvement training on formal caregive
(nurses), was not only effective in building empathy towards patients, but alsedste
improve the nurses’ job satisfaction. Interventions that teach infornegicars
empathy-building skills and positive relationship focused coping strategigg@ade
caregivers with tools for a more positive caregiving experience. Alsaafitytbeing a
concept between at least two people should probably be surveyed from all parties
involved. The mutuality scale from the parent study was developed to measure the
caregiver’s perception of the relationship quality with the care rextiphe relationship
guality may be perceived differently by each party, future studies shoulahelgdea the

care recipient’s perception of the relationship whenever possible.
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2.6 Conclusions

Findings from these secondary analyses indicate that the caregivartstig
mutuality is an important factor in long-term caregiving for an individual with a
progressive chronic disease such as AD or PD. Given that caregivers eanepire
care relationship to continue having a positive quality, despite the fundibesak of the
care recipient and the increasing challenges of caregiving, thereng support for
developing and testing nursing interventions that promote or enhance caoeskipt
quality. Not only can this potentially prevent premature institutionalizationt biga

may enhance the caregiving experience for both caregiver and carentexvgietime.
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3. A Qualitative Analysis of Caregiver Stories on @ring for
Spouses with Dementia

3.1 Introduction

Caregivers of individuals with dementia describe a wide spectrum of reaictions
caregiving experiences, from resentment, depression, helplessness diuch i®éson,
2003; Rodriguez, De Leo, Girtler, Vitali, Grossi, & Nobil, 2003), to feeling value, love,
gratitude, satisfaction, or finding personal meaning (Farran, KeagertgaSalloway,
Kupferer, & Wilken, 1991; Lawton, Moss, Kleban, Glicksman, & Rovine, 1991). Why do
the experiences of these spousal caregivers of individuals with dementiaodsesot
different? Is it because of the prior marital relationship qualities, tlegivar’'s
personality or worldview, or is it the care recipient’s disease chasditis? Or some
combination of all of these? The aim of this study was to explore how caregiving
experiences of spousal Alzheimer’s disease (AD) caregivers difféne results of this
study are intended to provide a better understanding of dementia caregivers/esao ha
more positive caregiving experience in generally overwhelminglgthegsituations.
This information may provide researchers and clinicians with better wayd t

caregivers who are struggling for a more positive caregiving exjperie

3.2 Background
3.2.1 Alzheimer’s Disease Caregiving

Alzheimer’s disease (AD), the most common type of dementia in the United
States (Alzheimer’s Disease International [ADI], 2009), involves lossabinddan

memory and other cognitive abilities, as well as loss of motor abilitiestiover
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(Alzheimer’s Association [AA], 2010). In 2008, there were more than 5 million people
over 65 years old with AD in the US (AA, 2010). The worldwide prevalence of dementia
in 2010 is 35.6 million (ADI, 2010), and the global incidence and economic burden is
anticipated to further increase with the global aging population (Brookmeyer, Johnson,
Ziegler-Graham, & Arrighim, 2007). The worldwide estimated cost of informal and
formal dementia care is 604 billion US dollars in 2010, of which 70% occur in Western
Europe and Northern America (ADI, 2010). Most individuals with AD are carea for i
the home by informal caregivers, estimated to be almost 11 million US dufllanpaid
family members or friends doing dementia caregiving in 2009 (AA, 2010).
Approximately one third of dementia caregivers provide care for more thams; ged
12% provide care for more than 10 years (AA, 2010).

Based on the degenerative disease characteristics, research inalearegiving
has largely been based on the social stress/burden model, which views the inditidual w
dementia as a stressor that drains the caregiver’s resources to cope it &meof
caregiving (Montgomery, Gonyea, & Hooyman, 1985; Pearlin, Mullan, Semple, & Skaf
1990; Zarit & Bach-Peterson, 1980). Now research suggests the importanceioigstud
the lived experience of caregivers for a more holistic understanding of whgivesis
are going through, because their experiences can be vastly different extnalky
similar situations, depending on how the caregiver interprets or constructmgiga
caregiving (Ayres, 2000a, b; Chesla; 1994; Farran, 1997; Nolan, Ryan, Enderby, & Reid,

2002). In many cases this stems from the relational context between caragide¢heir
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care recipients (Cartwright, Archbold, Stewart, & Limandri, 1994; Chesldjridan, &
Muwaswes, 1994; Hellstrom, Nolan, & Lundh, 2005a; Kramer, 1993b).

The disease characteristics of dementia usually change the relatioeat cont
between the caregiver and care recipient. Caregivers face a funidhaof@ange in the
person they are caring for. Due to the characteristics of the diseasegthecqaent
progressively goes through loss or changes in memory, cognitive functiomiteegg
and personality, leaving the caregivers caring for someone who is not tbe freisthey
once knew. Spousal caregivers in later life have been found to express an addgsnal |
of meaning in life itself, and a sense of disconnection with the sick spouseasels
with cognitive impairment (Zuckerberg, 2006). Especially if the car@ieti becomes
violent or shows other problem behaviors, it is not hard to imagine the cognitivelshifts
caregiver must go through and the patience needed to effectively cope. @ement
caregivers have an additional emotional turmoil that makes their caregnoen
different from that of caregivers of other diseases.

3.2.2 Negative Caregiving Experiences

As a consequence, much of previous caregiving research documents many
stressful or problematic negative caregiving experiences. Long-teonic illness
caregiving in progressive diseases such as Alzheimer’s diseaseehalrelated with a
number of negative physical, psychological, emotional, social or financial preldem
families and other informal caregivers (Gainey & Payne, 2006; George &@xryy
1986). For instance, caregivers showed 63% higher mortality risk in a 4 yeandomaji

study than non-caregivers (Schulz & Beach, 1999), as well as more depression {Pinquar
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& Sorensen, 2003; Schulz & Sherwood, 2008), decreased employment rates (AA, 2010),
and increased future poverty risks in women (Wakabayashi & Donato, 2006). This may
potentially lead to more elder abuse, or lower quality of provided care (G&iRayne,
2006), or early termination of the caregiving situation due to caregiver burnoutdBedar
Molloy, Squire, Dubois, Lever, & O’'Donnel, 1997; Chenier, 1997).

Spousal caregivers may have more negative experiences than other informal
caregivers around dementia care because the caregivers themselvesradudls and
have multiple chronic diseases of their own (George & Gwyther, 1986). Thegptst r
higher levels of loneliness and depression (Beeson, 2003; Bergman-Evans, 1994). As the
care recipient’s cognitive loss worsens and personality changes, decaegivers
experience the emotional loss of the care recipient and social isolation {(Radeigal.,
2003).

Specifically in dementia caregiving, Clyburn and colleagues (2000) igehtif
three dominant factors that contributed to negative experiences: darernefactors,
caregiver factors, and caregiving context factors. Care recipig¢atdacclude physical
and cognitive decline, personality changes or neuropsychiatric symptomassuc
behavioral and psychotic disturbances (Donaldson & Burns, 1999). According to
Bergman-Evans (1994), dementia caregivers feel like their capgergds becoming a
stranger, which leads to loss of the previous relationship and lack of companionship. This
is worsened by the fact that because of the need for constant supervision, tivercasregi
usually confined to the house and isolated from other social contacts and suppoeis. Unm

communication needs or communication problems also elevated perceived burden in the
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caregiver and problem behaviors in care recipients (Fried, Bradley, @, l&&yers,
2005; Savundranayagam, Hummert, & Montgomery, 2005). Other challenges for the
dementia caregiver include managing difficult problem behaviors such a®aaad
delusional ideation, hallucinations, aggressiveness, affective disorders, andingande
(Farran, Gilley, McCann, Bienias, Lindeman, & Evans, 2007; Robinson, Adkisson, &
Weinrich, 2001). Caregiver factors contributing to negative experiences inbkide t
caregiver’s personality, cultural beliefs, perceived resourceshdseadif situational
overload, resentment, fatigue and relational deprivation (Pearlin et al., 1990). For
example, some caregivers feel trapped in their role of caregiving (defin‘eole
captivity’ by Pearlin et al., 1990). Women and caregivers of certain cultupesssxmore
feelings of anger, anxiety during care, and guilt and sadness associatadmnting to
relinquish care (Rudd, Viney, & Preston, 1999; Spitzer, Neufeld, Harrison, H#ghes
Stewart, 2003). Caregiving contextual factors contributing to care burden includekhe
of social or community resources and family or support networks (Pearlin et al., 1990)
3.2.3 Positive Caregiving Experiences

Despite the many difficulties, not all caregivers have negative erpege
(Pinquart & Sorensen, 2003). We may be able to learn valuable strategiesregivera
who are thriving in their caregiving. Yet research on positive caregixipgriences has
not received much attention. More and more researchers reveal important findings on t
positive aspects of caregiving and how some caregivers were able to achieveothem. S
caregivers report significant gratification or positives from caragiyCohen, Gold,

Shulman, & Zucchero, 1994; Park & Folkman, 2007; Kinney & Stephens, 1989; Lawton
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et al., 1991; Motenko, 1989; Picot, 1995a, b), while Klein (1989) viewed the burden of
caregiving as a foundation for moral development, individual dignity or sodia¢nce.
Kramer (1997) defined positive caregiving experiences as situations \wheraregiver
appraises caregiving as enhancing or enriching their life. Lawton dedgoes (1989)
distinguished uplifts from caregiving satisfactions. Uplifts are kevants that evoke
some response of pleasure, affirmation, or joy in the caregiver, and the camafati
daily uplifts are thought to compose caregiving satisfaction, a more stabtdatiqe
with periodic confirmation. Of course the goal as a researcher or providet eul
enhancing long-term positive experiences for dementia caregivers.
3.2.4 How Some Caregivers have Positive Caregiving Experiences

There are several theoretical suggestions or research trends on how some
caregivers may achieve positive caregiving experiences. Farran €L8fj9sted
existentialism, which views caregiving as a source of finding meaningirdibther
words, seeking meaning in times during which an individual is experiencing helpkssnes
anxiety, meaninglessness or isolation, which are common in dementia cegea
choice that the caregiver can make out of his/her situation. Furthermore sttea i
domain has been found to play an important role in the perception of an individual’s
quality of life (Cohen et al., 1996). An increasing number of researchers reypomgs
that support the importance of finding meaning in caregiving for a positiveiexpe
(Ayres, 20004, b; Baumeister, 1991; Norman, Redfern, Briggs, & Askham, 2004; Park &
Folkman, 1997). This process of finding meaning or pleasure for both caregiver and care

recipient has been described as ‘enrichment’ and it is achieved by acqumibglis
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meaning through activities or objects, performing activities that keepitlesiras much
the way as it was, fine tuning to accommodate changes, creating customaegsrtnrt
the day and innovative routine breakers that add a bit of stimulation to each day
(Cartwright et al., 1994).

Frankl (2006) suggested three ways through which individuals can find meaning
in life: 1) through a work or deed, 2) by experiencing beauty, goodness, truth, nature,
culture; or encountering another human being in his/her very uniqueness by loving
him/her; or 3) choosing an attitude toward unavoidable suffering and being challenged to
change oneself. Research reveals all three in caregivers who repavemasitgiving
experiences. Because caregiving is a dynamic interaction betweeardeberer and care
recipient, caregivers find meaning in caring for that person, in experngadiiferent,
perhaps deeper love for them as they become increasingly dependent, and in nballengi
the self to accept and rise above the difficulties of caregiving to makeoittwhile
experience. For instance, Hirschfeld (1983) found that dementia caregh@isaa
better health outcomes were those who could find gratification from thenskaip by
perceiving the individual with dementia to reciprocate by virtue of his or heteexke.
Results from a study by Motenko (1989) suggest that spouses who give care out of
reciprocity and love perceived many uplifts, whereas spouses who provided care
primarily out of responsibility did not.

Recently, more attention has been focused on preserving the personhood/self of
the individual with dementia (Hellstrom et al., 2005a; Perry & O’Connor, 2002).

Maintaining the dignity, autonomy and sense of self (personhood) in the individual with
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dementia is not only beneficial to that person, but also for the integrity of thenshap
and caregiver him/herself in doing so for them (Hellstrom et al., 2005a). Caregivers
achieve this by maintaining continuity, sustaining existing competenciesgiprgtthe
care recipient from incompetence, and strategizing public encounteng &@iConnor,
2002). Hellstrom and colleagues (2007) expand this to exploring strategies of mragntai
the ‘couplehood’ between the caregiver and spouse, recognizing that sustaining the
personhood of the individual with dementia cannot be achieved alone. Strategies spouses
used for a positive caregiving experience were talking things through, besctjafate
and appreciative, making the best of things, keeping the peace, maintaining involvement
and moving on (Hellstrom, Nolan, & Lundh, 2007).

Whether the focus is finding meaning or preserving the personhood of the
individual with dementia, research suggests that positive caregiving &xgesistem
mainly from the dynamic between the caregiver and care recipienef@rerbased on
previous research, this analysis focused on answering the following reseastbngud)
What was/is the caregiver-care recipient relationship like?, 2) Howacaeegivers who
reported positive experiences in caregiving different from those who could ndt3) a
What meaning did caregivers find in the experience of caregiving? Intervigmwsah

existing study were analyzed across three points in time over a one yedr per

3.3 Methods
3.3.1 Design

This study was a secondary analysis of interviews collected duringituldinal

caregiver skill training intervention of Alzheimer’s disease (AD) an#tiRson’s disease
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(PD) caregivers (NINR RO1 008285, PI L.L. Davis). The purpose of this studipwas
delineate the characteristics of spousal AD caregivers who reported pesjmeences
versus those who did not. Interviews of spousal caregivers of individuals with AD were
included to target a potentially more vulnerable population because these caragve
older adults, caring for life partners with a cognitively deterioratisgase. Caregivers in
the intervention group were excluded to prevent treatment effects on the caregivers
responses. Interview data were collected at baseline (enrollment), 6 naoH

months post-enroliment.

3.3.2 Sample

The parent study had a total of 187 caregivers (102 AD and 85 PD caregivers), of
which 80% were women, 79% White, and 71% were spousal caregivers. The control
group originally had a total of 25 AD spouse caregivers, but three caregiversdioappe
after the death of the individual with dementia. From the 22 remaining AD caiegive
caregiver was further excluded as there was missing or insufficienti@viedata for
analyses.

Thus the analysis included a total of 57 interviews from 21 spousal caregivers of
individuals with AD. There were 16 wives and 5 husbands. Seventeen were White, two
Black and two reported as other. Mean caregiver age was 71 years old andDrese A
recipient age was 75.5 years old. The mean length of time of caregiving was.6Ayea
the baseline interview all caregivers and care recipients weng itihome in the
community. However, during the course of the parent study, six care reciparsts w

institutionalized or in a rehabilitation unit at the time of the second or thirdiexner
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Caregiver characteristics are depicted in Table 1. Caregivers aberadrio provide

demographic context for their quotations in the results.

3.3.3 Data Collection Procedures
3.3.3.1 Project ASSIST (The Parent Study)

The parent study was a prospective, longitudinal, 2-group experimental study
design. The aim of the study was to test the effects of a caregiver iniemveéesigned to
increase caregiver preparedness, and reduce depressive symptoms andearia bur
caregivers of Alzheimer’s and Parkinson’s disease. Caregiver-cipeers dyads were
recruited from memory clinics, general geriatric clinics, privatdioa practices, home
care agencies and support groups in two regions of the United States. Aftaeohfor
consent was obtained, baseline data were collected and caregiveravdemaly
assigned to either an intervention group or a friendly phone call control group.

Interviews were conducted at three time points at the caregiver's homéndasel
6 months and 12 months for each caregiver. Interviewers were female swéietsior
nurses trained to use the research project interview guide. Training psoicessged
simulated interviews among peers (other study personnel) and the principagateest
(P1), observing others conducting the interviews and doing interviews with tbe PI f
feedback. Interviewers kept field notes for interviews. Finally, intervi@essistency in
conducting interviews was checked by the PI or project manager on an on-going basis.
Interviews with caregivers were recorded simultaneously by two émpeders to ensure
data capture. Caregivers were interviewed about the three most chmglendifficult

situations and three most satisfying caregiving situations during the past before the
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interview. Interview questions were: 1) describe three aspectse@s af things) of
caregiving that you find most difficult or stressful that has occurred in stermnth,
and 2) describe three aspects of caregiving that stand out as being positiveg@gbaei
well in the last month. All interviews were transcribed verbatim, and both tapes and
transcriptions were stored in secure cabinets accessible only by prajpanEmbers.

De-indentified interviews (those stripped of identifiable variables) wearadut
for the secondary analyses by permission of the PI. All data relevant lwébedsearch
guestions of this study were extracted to separate sheets on word documerighl€ata
for each individual’'s time 1 (baseline), time 2 (6 months after baseline) an@ (ib2e
months after baseline) interviews were created and extracted dataniened into
corresponding columns. All of the interviews for each caregiver weresexadal times
to include all relevant data in the tables.

3.3.3.2 Ethical Considerations

Human subjects procedures for Project ASSIST were reviewed and approved by
University Institutional Review Boards (IRB) in the two states in whliata were
collected. All consent procedures were conducted as approved, participant ciatifigent
was protected, and data were kept secure. Only unidentifiable data wenedliaithis
secondary analysis.
3.3.4 Data Analyses

Interview data were analyzed by manifest and latent content analglsisques
(Boyatzis, 1998). Manifest content analysis is the analysis of the visibbparemt
content, while latent content analysis is the analysis of the underlying asptws

48



phenomenon of interest, and thematic analysis enables the researcher to use both
techniques at the same time (Boyatzis). These methods were used becatusb/the
guestions differed from those of the parent study.

Interview data were analyzed across three time points, baseline, 6 months and 12
months, then analyzed longitudinally by individual caregiver. Data in these taries
entered for individual caregivers over time. Caregivers were first glbdppending on
whether they reported positive or negative caregiving experiences. Sub-gerephen
identified based on common characteristics in their answers to the threelresea
guestions.

Comparisons between the characteristics of the three groups of caegiver
made. Common themes were found across these caregiver groups based on teg@nswe
the three research questions, such as how they described their past or cutiamhigla
with the care recipient, what types of positive caregiving experiencesdgperted, and
if they suggested they had found meaning in their experiences. A data griceatasl ¢o
compare caregiver characteristics such as caregiver educatiorgcgygeander,
employment status, perceived social support, domestic abuse, institutionalizatign dur
the study, the care recipient’s physical and cognitive ability and mutesebtes (the
caregivers’ perceived positive quality of the relationship with the caigert), and care
duration between the groups. Then another data grid was created by compitiagall
themes and relevant quotes into tables to ensure group cohesivenessiprdisginction.

Independent reviews of the transcripts were conducted by an experienctdigeal
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researcher to verify the trustworthiness of results and conclusions drawrhé&sen t

analyses.

3.4 Results

Based on the three research questions, three groups of caregivers,a negati
group, an ambivalent group and a positive group, were identified. Demographic details of
these caregivers are presented in Table 4 to provide context of the narratives.

Table 4: Demographic Profile of Caregivers (n=21)

CG Group ID Age Sex Race Total Edu (yrs) Year Dx Institution

Negative CGl 74 Female White 12 2002 N
CG2 56 Female White 20 2002 N
CG3 71 Female White 12 2003 N
Ambiguous CG4 73 Female White 14 1996 Y
CG5 59 Female Other 12 2001 N
CG6 67 Female White 12 . N
CG7 73 Female White 12 1992 N
CG8 76 Female White 13 1995 Y
CG9 73 Female Black 12 1998 N
CG10 79 Male  White 11 1994 N
CGl1 68 Female Other 18 2005 N
CGl2 75 Female White 12 2002 N
CG13 47 Female Black 11 2000 Y
CGl14 72 Female White 12 1993 N
CGl5 77 Male  White 12 1999 Y
Positive CGl6 61 Female White 11 2000 N
CGl17 91 Male  White 14 1995 Y
CG18 72 Female White 17 2001 N
CG19 74 Male  White 15 1997 Y
CG20 77 Female White 18 2001 Y
CG21 77 Male  White 17 1998 N

CG, Caregiver; Total Edu, Total years of educatid@ar Dx, Year of spouse’s dementia diagnosis;
Institution, Care recipient Institutionalized byéar after baseline; N, No; Y, Yes.

Caregivers showed descriptive differences in the narrative ofddegiving experiences
on the level of positivity or negativity they perceived. The negativegcaregivers perceived

their caregiving experience negatively and could not report positives iabthue ambiguous
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group caregivers reported mostly negative experiences and minimalipgsithile the positive

group reported a pervasively positive experience, and minimal negativit

3.4.1 The Negative Group

There were three caregivers in the negative group with similar, drgéinc
characteristics when compared to the other groups. First they described bgtagheir
and present relationship with their spouses in negative terms. Because of the abuse, hurt
or mistrust from the existing relationship, it affected how they viewed their sjgous
behavior in the present. Instead of attributing behavior or words to the disease as those i
other groups did, they thought the negative behavior was a continuation of previous
behavior.

“He always put me down and | haven't felt like | was capable of doing anything...He still
wants to be the head. He insults me.... I've never had any sympathy from himpeskto s
(CG3)

“He does that (compliments) to other people, but he doesn’t to me.... He also seearand he
better than he says. | think sometimes just to irritate me. | reémiflig so. | really do.”
(CG1)

In relation to their view of a current negative relationship, these caregieess
unable to describe positive or satisfying caregiving experiences givdae They were
unable to describe other-focused comments; their focus was on their own (unmigt) nee
and they described extreme burden from caregiving. Caregivers in the negative droup di
not mention any discomfort, pain, or confusion of the spouse with dementia. Any

behavior or symptoms of the spouse with dementia was mentioned to describe how it
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negatively affected them. The caregivers did not express empathy towardptuse,
which was different from the ambiguous group or positive group.

“l can't... cannot... you know it's real hard for me to say.. joy or pleasure inN@sit's
something | have to do and | try to do with as much care and ethics... integrity as | can,
but... joy (sighs) | don't have a sense of joy about it. I've read enough to know that people
talk about how sweet... unfortunately for me... that's not what | bring into itwAed he is
hurtful... he is just so very, very hurtful that it does not... positives do nojebrecause of

all the hurt. ... " (CG2)

“It makes me angry because | don't think it's fair for me to do this, andihite that... but
it doesn't do any good....” (CG1)

These caregivers reported they had been mistreated during the entiegyenanal
were resentful that this carried on into later litde still treats me the same way he’s
always treated me. And | don’'t know why it bothers me now more than it us@ths,”
they seemed unable to find any meaning in caregiving:

“It has been a tense, difficult marriage all the way through... .... Then beinthadlte
had Alzheimer’'s when he was 57, at the point that we should have been finally getting
through the tense times, was just like a final blow. It was like, of courseelsb@ There

just would be no goodness in the marriage.” (CG2)

3.4.2 The Ambivalent Group

This group was labeled the ambivalent group because the caregivers described
very sad or frustrating caregiving experiences, but reported sabsfadth continuing
caregiving because of a positive past relationship. They still cared fosloeise, even
though the relationship was lost. Although negative emotions such as grief @tionst
permeated the interviews, they reported that they were satisfied thatdhescaring for

their spouse. Twelve caregivers were in the ambivalent group and they deswibed t
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past relationship with the care recipient as mostly positive but the culamanghip as
being conflicted.

“constant repetition, forgetfulness, and ah, I'll be honest, | sometimes lose ithefnidfeel
guilty... I honestly sometimes feel as if he doesn't trust me... | scream.l'yell... .. sure
because when you really get down to it, it's not his fault... you feel guilty bgcausgade

it his fault and it's really not his fault, so you feel guilty and frustrgté@G11)

“because if the shoe was on the other foot, | believe he would give me hisall.an just

feel like he would do the same thing for me... | see him in a way now that he’s not him. And
I look at his body and | say | know my husband... it's not him... To me, he’s already gone.
(CG13)

“We had always talked... that we had something special... (voice breaks).. God$ed ble
us in very.. a lot of ways, but when | sense that he is hurting... uh, | try tatigetdrwith

him and let him know that um.. we're a team... and that we’ll always be there for bach ot
(crying) and he just... he has... always been my strength and uh (sobs)... he cae .. tell m
I’'m beautiful... and still there’s a sense of .... Even though there’sos#lIflowing between
us... it's in a different way... (sobgCG6)

They could not find a coherent pattern in their spouse’s current behavior and
reported mixed emotions about caregiving. They tried to be focused on the needs of their
spouse, but found this difficult because they could not accept the changes in their spouse,
therefore, uncertainty permeated their caregiving. They were alsotwiered by the
tasks of caregiving, struggling to continue each day, because they felt they hawer
over the situation.

“He wants to do his thing. Well... they ain’t nobody don’t want to do their thingatteer
do my thing, but | don't get to.” (CG4)
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“I had trouble realizing that it's not his fault. And um... | have trouble with tailking to
the TV... waves at em and says ‘| know them’... that bothers me. And then | have trouble

with him always wanting to get a job. He wants to go back to work.” (CG5).

“I don’t know what it will look like next week or next month, | just know whateadsing
today and what we’ll do tomorrow and whatever comes, it just comes and we have to deal
with it.” (CG12)

They had difficulty accepting the changes in their care recipients and

understanding that their care recipient could no longer reciprocate as Défese.

caregivers struggled to find meaning in caregiving.

“I'm thrown back to the very core of my being about who | am as a human being in

relationship to another human being who is not really a human being any more” (CG10)

3.4.3 The Positive Group

The positive group included six caregivers. The most prominent character of this

group was that they described not only their past relationship but also their present

relationship with their spouse in positive terms. It was not that they did neé ghie loss

of the individual or relationship that was once there, but their focus was on the moments

or the relationship that was left. For example,

“One of the most wonderful things that | have with her is there is somethinigaihaéns

when she suddenly seems not to have Alzheimer’s. She might be sitting wisesétsige

now and she will talk and speak lucidly and all that one day and it brought the tears to my
eyes, she was sitting over there and she said to me ‘do you know something®@uljdve

really do!” and she said that to me and it brought tears to my eyes.” (CG17)

“She came alive. She stole the show. It’'s like she was herself all ®/am#zing like
there’s nothing wrong with her. ... you don’t focus on what they can’t do, focus on what they

can do because you don’'t know they don’t hear you.” (CG21)

54



These caregivers described satisfaction and joy in caregiving andbiete ae
other-focused. They were not focused on their own needs, and did not seem burdened by
this. They expressed some frustration or sadness in the loss, but were able to focus on
what they still had. Women showed more emotion during interviews about the loss, and
sadness that the end was coming. Men seemed to find meaning in ‘giving back’ the love
that they received during the marriage.

“It's like... two deaths, he’s died a slow death and | know that there’s gonna be another
one.” (crying) “I think any time you’re doing something for someone else andesthat
you've done something that’'s good for them, it's rewarding. If you can make sonssone el

more comfortable, then that's a job well done.” (CG20).

“Every time we hug and kiss. | mean every moment is a special momdike l€gery day’s
an anniversary. Just thankful to be alive and I'm thankful to be together. Andgustyou.
I love you. Comes from both of us. That's the best part. Marriage... it's térety

Sometime you gotta give ninety, sometimes you get ninety. She gave nsewanatyimes

in our lifetime. Now it's my turn.” (CG19)

They accepted that their care recipient could not reciprocate, were andergt
of this, and expected nothing in return. They accepted the situation as it was, had a sense
of peace with themselves, and were able to find caregiving meaningful. Espsessch
as ‘I am blessed’ or ‘I am so thankful’ colored their interviews.

“Caregiving is a soul-searching thing because you never know from one day to the next
what you're going to be asked to do. You just hope you're going to do the right thing at the
right time. | don’t have any guilts about the time that | have spent with rogmdignd

taking care of him and | don't have any regrets... | feel like that, | sdipethoment as it

came and did the best | could.” (CG20)
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“I've learned to live with that.... You have to learn to accept this is theitns. It's not the

way you wished it was.... | don’t see a lot of big problems now, because you just adjust to
whatever you have to do and in a way this is easier and harder. ... and there’s a good part
of anything and a bad part. But it's also just life. And I've learned to live with.thiklike

being the one doing the caring to see that he's fed like | think he ought to be andghat he’
bathed and he’s clean and his bed'’s clean and he’s treated the way | want him ttduk tre
And | think that's wonderful. And at times, we still share when he’s happy. Kiikd d |

walk in the room and he smiles. Hey if he’s happy, I'm happy.” (CG16)

“Well, I still got her to hug and kiss on, you know. | got a lot of friends who lastihass
to cancer and watched them suffer and the die. You know, I'm very blessed thavhaave
| have. That's what | enjoy.” (CG19)

3.5 Discussion
3.5.1 Discussion of Findings

The current secondary qualitative analyses revealed many hidden nuances among
dementia caregivers’ experiences. Despite the fact that the parers sttetyiew
guestions were not posed to discover meaning in caregiving, the data reveallgdé mult
perspectives and unique stories about spousal caregivers of individuals with dementi
finding meaning in their experiences. We found roughly three groups of caregivers
labeled them negative, ambiguous and positive, based on the perceived level ofypositivit
or negativity of their experiences. Most importantly we were able to dédiristinct
characteristics among caregivers that could somewhat explain hoim cartgivers are
better able to achieve positive experiences and find meaning in dementigingregi
while others are unable. Qualitative methods seem to be critical in captuseguthigue

differences in the experiences of dementia caregivers.
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Upon finding three groups of caregivers in our analyses, we focused on the
positive group caregivers in order to explore how they were different from the other
groups to find useful strategies that other caregivers could adapt. The positive group
caregivers in our sample expressed a high level of empathy and compassials tihwir
spouse, and were more focused on the needs or integrity of their spouse ratherrthan thei
own unmet needs. They accepted the changes in their spouses, and the changes it brought
in their own lives without resentment, and expressed caregiving as somethinggheani
to them. In fact they were thankful for whatever they had left of the nesdtip. This
emotional connection seemed to be the key to their success. The love, empathy and
compassion described by these caregivers enabled them to be attentivate the c
recipient’s dignity and preservation of self. As other studies on strafegiegintaining
the care recipient’s personhood and having a positive caregiving experiensa¢hhebt
al., 2007; Perry & O’Connor, 2002), they went out of their way to continue activities or
rituals the couple previously enjoyed or the care recipient enjolyey were affectionate,
appreciative and sensitive to the mood and feelings of their spouse being attentiive to the
body language; and they tried to sustain existing competencies in theses@ow made
the best of the things that they had.

The relationship between caregiver and care recipient in the three gaoups c
explained by that of Chesla (1994) who described three types of relationships with an
individual with dementia;: one that is continuous to the relationship prior to the disease,
one that is continuous but transformed by the disease, and one that is radically

discontinuous from the prior relationship. The positive group and negative group
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caregiver-care recipient relationships were continuous in that the\eitieee positive or
negative throughout the marriage into caregiving. The difference was thpaiditiee

group focused on any similar behavior of their spouse that linked to familiar past
behavior, in order to sustain whatever relationship they had left for comfort and
maintaining intimacy. Whereas the negative group interpreted certaividrebithe

spouse as a continuity of past negative behavior in the marriage, even though it may just
be from the disease.

The ambiguous group caregivers described the continuous but transformed
relationship and the radically discontinuous relationship. The caregivers whesegee
continuous but transformed relationship showed frustration because they mourned the
change and were still struggling to accept the losses in the relationstagivees who
expressed a radically discontinuous relationship showed deep sadness, as if they had
given up all hope on the relationship. However for some reason, as Chesla (1994) found,
these caregivers were still motivated to care for their spoudese‘my wife. But it's
difficult for me to muster up the desire to go see her, in the shape she’s in. (Bgjol) stil
to make sure she’s cared for... Yeah, I'm proud that I'm able to take care’of hese
caregivers seemed to find meaning in the deed, caregiving itself, eveh theygo
longer had a relationship to hold on to. Caregivers who had previous positive
relationships tend to have more positive caregiving experiences. However bilralant
group reveals that previously positive relationships may not always be enough for

positive caregiving experiences. Even though these caregivers had previous positi
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relationships, because they perceived negative emotions about their curremtsieias,
they reported ambivalent caregiving experiences.

There were some other interesting differences between the ambiguousgerareg
and positive caregivers. For instance, although the ambiguous group was able ® expres
joy in caregiving, they were not the same as those of the positive group. Thatjthet
ambivalent group described were mostly uplifts, a short-term joy, such as gaimgrth
with the spouse, having a relative visit them, or just an uneventful day without a lot of
stress. The positive group, however, identified a more stable kind of satisfaction i
caregiving, which was more prominent in male caregivers. As one husband&aregi
reported after institutionalizing his wifel.6oking back, | don’t think | looked on it as a
challenge really. | looked on it as part of my husbandly responsibilities. | took care of her
all my life, provided for her and the children and | think | did a pretty good jtie
wife caregivers also described a satisfaction in caregiving, in the supppretteived
and were thankful for the remaining pleasant moments with their spouses. In ctmgrast
negative group did not find any kind of joy in caregiving. They reported a negative past
and current relationship with their spouse. This agrees with prior researestsugghat
subjective relational deprivation increases caregivers stressiriPegal., 1990).

Another difference between the ambiguous group and positive group’s joy was
the focus. When asked what the joys of caregiving were, the ambiguous group members
reported things such as when the grandchildren visited, when they go for walksnor whe
the spouse with dementia does not get angry. Their joy was from things other than the

relationship, and they verbally described a loss of the relationship. For theegsitip,
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their joy was about their spouse or their relationship and not about themselves. They
mentioned such things as moments of shared intimacy, such as dancing, singing, or
praying together, hugging and kissing and sharing words of love, or just holding and
comforting their spousél dance with her... She’ll sing in my ear. That's very
pleasurable.... Dancing close...”

Farran and colleagues (1991) described two types of meaning in caregiving:
provisional meaning which refers to the meaning caregivers derive froro day,tand
ultimate meaning referring to philosophical, religious or spiritual meamnitegyestingly,
not only the positive group but also a few caregivers in the ambiguous group expressed
provisional meaning or ultimate meaning in caregiving. Examples of provisioaalimge
that were expressed weré:dm glad to be here to care for my relativearegiving has
made me a stronger and better person ‘the hugs and the ‘I love you’ from my relative
make it worth it all Examples of ultimate meaning that were expressed bhbelieve in
the power of prayer; without it | couldn’t do tHisy ‘the Lord won't give you more than
you can handl&.Some caregivers from the ambiguous group did report certain types of
meaning from caregiving, but hardly any joys. They were strugglifgthvt challenges
of caregiving, and were not able to see beyond those difficulties. They were also
confused and struggling to understand what everything meant. When compared to the
positive group, the ambiguous caregivers felt they could not discern patterns in the
changes in their spouse, and thus felt a loss of prediction or control in their lives. They

were unable to accept their changing situation.
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The most poignant caregiver stories were about the loved one connecting with the
caregiver for a few moments as they used to, but then fading away again. These stor
were from the positive group caregivers. To them finding meaning was alengeacs
acceptance with the changes in their spouse, with the care situation, and wigilwibems
This acceptance seemed to enable positive caregivers to focus on and cherighttied |
they have, instead of the losses. In contrast, ambivalent caregivénafeheir spouses
were no longer there. As one caregiver sdide® him in a way now that he’s not him.
And I look at his body and | say | know my husband... it's not him. To me, he’s already
gone” For negative caregivers both past and present relationships were expressed
negatively.

There were relatively few caregivers in the negative group in the currdysiana
The participants of the parent study were caregivers who voluntarily enrotestayed
in a year-long intervention study, which may explain why there were caegivers in
the ambivalent group, and few in the negative group. Caregivers in more negative
situations may be too overwhelmed or resentful to participate, while ambivalent
caregivers may eagerly seek interventional help in their struggledio asaore
homeostatic state. According to Cohen and colleagues (2002), out of 289 dementia
caregivers, 73% could find at least one positive aspect of caregiving, while 786 coul
identify more than one. The ambiguous caregivers of our analyses who were able to
express at least one positive aspect are probably representative ofdhty oij
caregivers’ experiences, and the group needing interventions, to help thenhalong t

journey to a more positive caregiving experience.
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As can be seen in Table 4 there is no difference between the groups in length of
caregiving. Because quantitative measures from the parent study wére fumus of
this article, they are not included, but care recipient’s physical ability, toceyability or
the caregiver’'s perception of the level of positive relationship (mutualdéy compared
in the data grid to explore if the groups differed based on these charasefking
with the other characteristics compared in the data grid (caregiver iedueate, race,
gender, employment status, perceived social support, domestic abuse, indizationa
by time three), these did not differentiate the groups. There were@was younger

than 65, but their experiences did not differ from the rest of the caregivers.

3.5.2 Study Limitations

Because this study was a secondary analysis, our data were limiteggives’
responses to the parent study’s original interview questions. The origeraiemt
guestions were; ‘What are the three most challenging things in caregivindA/Vaat
were the three positive or satisfying things about caregiving?’ Theseaestions were
asked over each of the three data collection points. As the original reseasttbrgue
asked about the joys and challenges of caregiving, most of the interview data wa
applicable to positive and negative experiences. Caregivers shared mtdtipte &f the
relationship, their everyday life, and ever-changing life in their two te timterviews
over a one year period. The original interviews averaged between 10 to 50 pages,
generally over 20 pages of transcription. Caregivers’ values and attitudasisaveir
spouse and caregiving, and the level of acceptance of the changes in their lives had a

strong influence on whether they were able to express joy in caregiving.
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3.5.3 Implications

Our study results suggests that caregivers perceive the positivity divitggéh
their experience based on their current relational dynamic with theirespmughe level
of empathy or compassion towards their spouse to be able to accept and understand the
changes associated with disease progression and decrease in tgcgmddurthermore,
the ability to find caregiving meaningful. These results provide a basigrimiahs and
researchers to possibly incorporate empathy-building training, and educatiegtide
caregivers to focus on the aspects of the relationship that is left and engompie joys
of life.

As research focused on the lived experience and changing relationship between
caregiver and care recipient expands, more study of the enrichment procéasilailty
can reveal the relational dynamics and facilitators of enrichmentiover Furthermore,
in order to fully understand the dynamic, the care recipient should be includeckirchese
by interviewing the care recipient when possible, and using observatiotadsaethen
interviews are no longer possible. In studies where care recipients acethele can
see a discrepancy between the caregiver and care recipient in their untliiegsdé the
other’s role or acceptance of the situation (Cartwright et al., 19&#strom et al., 2005Db,
2007.)

Meaning for caregivers seems to come from searching for meaningful réasons
continue care, and trying to accept the changes in their spouses’ and thewreswn i
Finding meaning in extremely challenging situations has been suggebted tthoice,

not a fixed trait of the individual such as personality, suggesting ground fog &itudies

63



to apply meaning-seeking skills in nursing interventions (Farran, 1997). Foundations of
successful methods that encourage individuals to find meaning in difficult lifesissue
psychiatry, such as logotherapy (Frankl, 1988), may also be incorporated into nursing
research.

Furthermore, we did not observe any change over time in the caregivers’ reports
of positive experiences. This may be because the one year data collectidrwaernot
long enough to capture change, or data was not collected at a time that could capture a
change. This provides a basis for studies of longer durations. Of courselie et
caregivers need many years after terminating caregiving bibfeyeare able to see any
positives in caregiving. If in fact caregivers’ perceptions of positive expeEss do not
change over time, this indicates that ambiguous or negative caregiversiedotbe
unable to have positive experiences. As can be seen in Table 4, while 6 caregivers (28%)
described positive caregiving experiences, the remaining 15 (72%) reportegaegati
ambiguous experiences. Thus research of how positive caregivers continueitceperc
positive caregiving experiences, and why ambiguous or negative caregiensable
should be further investigated. Future research should also address the process of
achieving positive caregiving experiences. Do positive caregivers stavitbytositive
attitudes? Or do they go through a process starting from negative or ambiwdlent a
eventually become positive? If so, how were they able to develop a positive stance, and
what factors, resources or caregiving context enabled them to do so? Thess aas
help clinicians guide ambivalent or negative caregivers who are seekamjnmand

peace to eventually have a more positive caregiving experience.
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3.6 Conclusion

Caregiving experiences of spousal caregivers of individuals with denseetia
to differ by their view of the past or present relationship, whether they captdbat
change, whether they can focus on their spouse’s needs, and whether they can find
meaning in their caregiving. Those who describe a positive caregiving exqecae
focused on their spouse’s needs rather than their own; show a high level of empathy,
compassion and understanding towards their spouse; accept the many changes in thei
spouse and also in their lives due to caregiving; and find some sort of persomiaignea
in caregiving. Future studies should address how these positive careghier®d their

high level of understanding, acceptance, and meaning in dementia caregiving.
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4. Spousal Caregivers Finding Meaning in Dementia
Caregiving

“What man is, he has become through that cause which he has made his own.”
— Karl Jaspers

Dementia is characterized by non-reversible cognitive decline. Atrettely
showed that 14% of older adults over 70 years old in the United States have dementia
(Plassman et al., 2007) and the number is rapidly increasing with the aging population
(Alzheimer’s Association, 2010). Caregivers of individuals with dementia emakire
continuous cycles of physical, psychological, financial and emotional challengkesirel
to dementia care for a long period of time. However, variances in caregiveleexps
exist from negative to positive, and can be somewhat explained by the ways in which
caregivers derive meaning from their particular caregiving sis{Ayres, 2000b; Kim,
Schulz, & Carver, 2007; Park & Folkman, 1997).

Finding meaning is considered a critical aspect of being able to grawesult of
stressful events (Davis & Morgan, 2008; Frankl, 2006; Park, 1998) and the meaning
caregivers derive from caring for the care recipient plays a signifrole in their
affective responses to caregiving (Farran, et al., 1991). The purpose ofittessto
describe the experience of spousal caregivers of individuals with dementiapéore e
how these spouses found meaning from their roles as caregivers. We interyaeusal s
caregivers of individuals with dementia who reported to having found personaihignea

in caregiving. Understanding how these caregivers found meaning in their gole ma
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reveal strategies that can be helpful to other caregivers who may bdisgragdnd

meaning of their own.

4.1 The Experience of Spousal Dementia Caregivers

Caregivers of individuals with dementia are reported to suffer more negative
health experiences than those caring for frail elders (Acton, 2002), depetdses
(Leinonen, Korpisammal, Pulkkinen, & Pukuri, 2001), cancer patients (Clipp & George,
1993) and same age non-caregivers (Pinquirt & Sorensen, 2003). Further, spousal
caregivers of individuals with dementia report higher levels of stress tharfantiiky
caregivers because they are more likely to elderly themselveshvihic diseases of
their own and limited resources compared to other age groups (George & Gwyther, 1986;
Zarit, Reever, & Bach-Peterson, 1980).

Despite the abundance of research that portrays dementia caregiving as a
primarily negative experience, not all caregivers have negative expesi@Pinquart &
Sorensen, 2003). In fact some caregivers report significant long-term positge/cay
experiences such as personal growth or transcendence (Frankl, 2006; Park &f-olkm
1997). Growth is a phenomenon in which individuals perceive themselves as being bette
off than before and perceive an expansion in their attitudes towards selft in the
relationships with others, or in their philosophy of life (Siegel, Schrimshawe&dpy
2005). Transcendence is a deeper personal knowledge of one’s strengthstatioinsn
a feeling of positive solitude, contentment and acceptance; and a deeper oanmigicti

others or a higher power (Acton & Wright, 2000).
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Research identifies finding existential meaning to be a critical sofitbés
growth or transcendence (Acton & Wright, 2000; Cartwright, Archbold, Stewart, &
Limandri, 1994), or well-being (Ryff, 1989), better quality of life (Cohen, Mount, Tomas
& Mount, 1996), or adaptation (Park & Folkman, 1997). Cartwright and colleagues
(1994) described the process by which families create meaning or pleadwréhftirte
caregiver and care recipient as “enrichment.” The antecedents dfrearitare the
unique personal histories of the caregiver and care recipient, the interativeerbéheir
personalities and life experiences, and the quality of the dyadic relapdhslicreate.
Enrichment maintains or strengthens the dyadic relationship, insriegdimgs of
comfort and self-esteem for the care recipient, meaning for the caregideidentity

sustenance for both.

4.2 Meaning in Caregiving

Frankl (1988) said that true meaning of life is discovered in the world rattrer tha
the psyche, by forgetting the self and serving a cause or loving another person.
Caregivers can construct meaning based on their perception of sociatsasueh as
their relationship with a spouse, their expectations in life at a given timefamily or
social support system, or their inner strengths. Meaning can be discovesgdimating
a work or doing a deed; 2) experiencing beauty, goodness, truth, nature or encountering
another human being in his/her very uniqueness by loving him/her; and c) choosing an
attitude toward unavoidable suffering and being challenged to change oneself, (Frankl
2006). Within the context of caregiving, meaning can be discovered in the very act of

caregiving, in loving the spouse they are caring for, and in being challemgkdrtge or
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grow from the caregiving experience. In other words, individuals facing deanenti

caregiving can choose to make the experience meaningful.

4.2.1 Meaning from Caregiving

Existential meaning is at the core of one’s purpose in life and provides a lens
onto how one makes sense of the self and one’s existence in the world. Research
indicates that elders derive a sense of meaning by engaging in acthatiese different,
helpful to another, or positive in nature (Trice, 1990). Perhaps caregivers inlpadie
able to derive meaning from the act of caregiving, in that they are caringefping and
assisting another being who is totally dependent upon them. Paid caregivey$ara
seriously mentally ill individuals have reported that caregiving gave thes iheaning,
self-fulfillment or self-actualization (Rhoads & McFarland, 2000). In thatystud
caregivers tended to be highly other-oriented (altruistic). This suipegteven without
a previous positive relationship or any existing relationship with the capemetci

meaning can still be found in caregiving.

4.2.2 Meaning from the Caregiving Relationship

According to Caron & Bowers (2003), caregivers try to find recognizable
behaviors or expressions that are characteristic of the care reeipigrety remember
them, and only when they are no longer able to do so, do they consider discontinuation of
care. This suggests that the purpose of caregiving lies in the caregiveewee
relationship with the care recipient. Hirschfeld (1983) also reported thatrdgvea’s

ability to find gratification in the relationship with the care recipienhwiémentia, and
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their perception of the care recipient as reciprocating by virtue of his exiséence, as
the most important factor in continuing care. Many caregivers reported beatpabl
retain feelings of closeness to a spouse with dementia for as long asube wjps alive
(Hayes, Boylstein, & Zimmerman, 2009).

A longitudinal study exploring spouses’ strategies for living positivetiz wi
dementia identified three processes at work in a nurturing relationaktosustaining
the relationship between caregiver and care recipient, maintaining ijpiemés
involvement, and moving on (caregiver taking on more of the recipient’s roles)
(Hellstrom, Nolan, & Lundh, 2007). Schulz and colleagues (2007) suggest that caregiver
compassion, defined as a sense of shared suffering, combined with a motivation or desire
to alleviate the suffering of the care recipient, is a critical compaferaregiving.
Alleviating or sharing suffering may be what makes caregiving mgaulito caregivers
who feel compassion towards their care recipient. Thus the relational theteren

caregiver and care recipient seem to be key to positive caregiving exgstie

4.2.3 Meaning from Suffering

Many caregivers refuse to relinquish care for extended periods of time and
disregard the hardships of caregiving (Caron & Bowers, 2003). Research haslshtown t
higher caregiver burden correlates with more positives for the carébawton, Moss,
Kleban, Glicksman, & Rovine, 1991), more benefit finding (Kim, Schulz & Carver,
2007), or growth (Siegel, Schrimshaw, & Pretter, 2005). By choosing a meaningful
attitude towards their unavoidable suffering, caregivers may be able to acloee m

positives in their caregiving experience overall. This phenomenon can be seen in other
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diseases or situations as well. For instance, finding meaning was ataryirighe

growth of bereaved parents (Miles & Crandall, 1983), and was a criticabstapds

obtaining a new outlook on life, better psychological adjustment and a sense of coherence
among chronic heart disease patients (Skaggs, Yates, Hertzog, BarroanN&rRozehl,
2007).

Trauma and suffering have been recognized as opportunities for growth or
personal development by many existential psychologists (Reker & Chamba000;
Tedeschi, Park & Calhoun, 1998). Traumatic events challenge fundamental agsampti
or philosophy of life, and thus inspire a search for meaning (Baumeister, J8schi
et al., 1998). Posttraumatic growth has been studied in the aftermath of asge str
situations, such as bereavement, but there is relatively little researobmah m long-
term stressful situations such as caregiving, where the stress chantjesously and
there is no guarantee as to when it will end. Finding meaning in caregiving with long
term or continuous suffering may be more difficult than finding meaning aftenuaa a
trauma because caregivers are in the midst of ever-changing and ondf@nggu

In order to describe how spousal caregivers of individuals with dementia found
meaning, caregivers who reported finding personal meaning in dementia/icey &ggre
recruited and interviewed. They were asked to describe the meaning tived d®m
caregiving and how they were able to find this meaning. Then they were asked how

finding meaning had changed their caregiving experience.
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4.3 Methods

This qualitative study involved semi-structured interviews to explore how
caregivers of individuals with dementia found personal meaning in their caiggivi
experiences. Because “meaning” is a subjective concept of the individulationr¢o
the world (Mason, 2006), the interview method was selected to stay faithful to the
caregiver’'s own reality. This method allowed us to collect rich infoonain each
caregiver’s unique and evolving experience of caring for their progresghagouse

(Creswell & Miller, 2000). The interview guide is included in Appendix A.

4.3.1 Setting

The settings for this study were rural counties in a southeastern stadJnited
States where Alzheimer’s disease prevalence had increased 31% ovet leyeass
(Alzheimer’s Association, 2010). Caregivers living in the community with gpouses
with dementia were recruited for the study; our purposive sample was chofew tosa
to interview individuals with dementia whose primary caregiver was theuse and

who could illuminate the phenomenon of finding meaning in caregiving.

4.3.2 Participants

Participants in this study were self-selected individuals who responded to the
study flyer or were referred by other participants. Caregiver ditgibias assessed by
phone, based on participant inclusion criteria, which were: a) being avearkgng
with a spouse with dementia (the spouse must have been diagnosed with dementia or be

taking cognition-enhancing drugs); b) being the primary caregivergngyvat least 3
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hours of daily care; c) having at least one year of caregiving experignbeing
cognitively able to participate in interviews; and e) able to effectivatyngunicate in
English. Criteria of providing at least 3 hours of daily care, being the pricaaegiver
and having a minimum of 1 year caregiving experience enabled us to re@givess
who have had sufficient time to experience caregiving and reflect on findingngeani
prior to data collection. Participants (n=12) were recruited until data satuveds
obtained. Institutional review board approval from the researchelgt@ifi university
was obtained for participant protection.

During phone screening one caregiver said he had recently institutionakzed hi
wife but still provided her direct care each day. However, at the interviewartbgivcer
reported spending less than 3 hours a day with his wife, so his interview was excluded
from analysis. Of the 11 remaining participants, 5 were husband careayieéswife
caregivers with ages ranging from 63 to 81. All caregivers had more thgh school
education, and they had been caregiving from one to 14 years. Caregivetecisics
are depicted in Table 5 to provide context for narratives.

Table 5: Caregiver Characteristics (n=11)

ID Gender Age Race Education Diagnosis Religion
CG1 Male 74 White More than college 2005 Catholic
CG2 Female 80 White College 2006 Christian
CG3 Female 64 White High school 2000 Christian
CG4 Female 69 White College 2000 Mormon
CG5 Female 66 White More than college 1995 Christian
CG6 Male 81 Black College 2008 Christian
CG7 Female 63 White More than college 2007 Catholic
CG8 Male 78 White More than college 1999 Christian
CG9 Female 77 White High school 2007 Christian
CG10 Female 69 White College 2001 Quaker
CG11 Male 80 White More than college 1997 Christian
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4.3.3 Procedures

Flyers were distributed at support groups for caregivers of individuals with
dementia, neurology clinics, adult day care centers, senior centers, chakems in the
community that caregivers of individuals with dementia might attend, and email
announcements distributed through various Listservs. Flyers were worded to target
spousal caregivers who self-identify as having found personal meaning in their
caregiving. Flyers directed caregivers who were interested icipating in the study to
call the principal investigator (first author). When applicable, snowball sampling
(screening individuals referred by previous participants) was also used.

When caregivers contacted the investigator, the general study purpose, aims, and
requirements were explained, and caregiver eligibility was detedmiline printipal
investigator assessed the caregivers’ cognitive ability to consengdhis initial phone
screening. The investigator looked for signs of confusion through inapproproases
to questions or incoherent, or illogical communication. If the cognitive dtatlibeen
guestionable during the phone screenBhaluation to Sign Consenteasure (DeRenzo,
Conley, & Love, 2001) would have been administered before obtaining written consent.
However, none of the participants showed signs of confusion. If the caregivetwerbal
agreed to participate in the study, the consent form was mailed or e-malted to t
caregiver. The investigator contacted the caregiver again a weekdatenfirm interest
in study participation and schedule the interview. A one-week time fraoveeallthe
caregiver sufficient time to review the consent form and carefully decidénerha not

they wished to participate in the study. Interviews were conducted a¢ atidplace of
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the caregiver’'s choosing. All interviews except one were conducted in dgveas’
homes.

Written consent was obtained before conducting the interview. All caregivers
were cognitively able to understand the consent process. The intervieweneck e
purpose of recording the interview and explained the caregiver’s right to dsedttie
interview at any time for any reason. Interview data were collegtégdodigital audio
recorders to ensure minimal data loss. To protect both the caregiver anecgaient’s
privacy the interviews were conducted when the care recipient could be with another
temporary caregiver or at adult day care. Interviews were also setiedién and where
caregivers felt that they could talk privately. Care recipients wealsepresent at the
interview when caregivers indicated that they wished to be with their spouse tand tha
their spouse was comfortable around strangers. Participants were conp&hSata

completing the interview.

4.3.4 Data Analysis

Digital audio recordings were transcribed verbatim. Transcripts vead
multiple times and analyzed using thematic qualitative content analgsieds. Data
were then grouped by common themes (Boyatzis, 1998). Themes emerged based on the
three research questions: 1) What meaning do spousal caregivers of individuals wi
dementia find in caregiving? 2) How are they able to find meaning? and 3) How has that
meaning changed/affected their caregiving experience? During thaemteraregiver
comments were summarized and debriefed with the caregivers after eaciemt

guestion in order to ensure that the comments were captured accurately. If the
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investigator later had questions about certain comments, the caregivecontacted by
phone or e-mail to clarify, with prior permission from the caregivers.

Data were analyzed during the data collection period and used to inform
subsequent interviews. This method focuses and shapes the subsequent interviews to help
the researcher obtain data that best answers the research questionke (&feeipenter,
2007).First-level coding identified quotes and themes in each caregiver’s sitng w
minimum level of abstraction, and stayed as close as possible to the a&sagigeal
words. Individual stories were reviewed and developed into individual caregiwgcena
that included the caregivers’ answers to each research question. In secooddiengl
guotes and themes from the first level coding were extracted accordinggo/ees’
answers to each research question. Findings were compared within the ingividual
responses to determine how the answers to each research questions wedrtoretath
other. At the third level of coding, common themes across individual caregivers were
reviewed cross-sectionally, to explore similarities or differenoesng participants
(Bloomberg & Volpe, 2008).

An experienced qualitative researcher guided and periodically evilhate
emerging analysis to ensure trustworthiness. Because interviews ateraotion
between the interviewer and interviewee, qualitative researchers mueghteedcd the
influence of their own values, norms, and institutional pressures when conducting
interviews and interpreting findings (Bloomberg & Volpe, 2008). To address shis is

the experienced researcher independently analyzed several inteamigwnesults were

76



compared to ensure that findings were consistent and true to the data and not the outcome

of the researcher’s biases or subjective interpretations (Bloomberg &)Volpe

4.4 Results

The results of this study are arranged according to the three reseatubngues
the meaning caregivers found in caregiving, the process of how they found meawling
the changes they experienced as a result of finding meaning.

4.4.1 Meaning in Caregiving

The first research question captured the personal meaning caregiversnfoun
caring for their spouses with dementia. The sources of meaning caretgseribed
stemmed either from their spouse or from caregiving itself. When the soureaoing
was the spouse, it developed from a) being able to keep the spouse at home; b) a
commitment to the marriage vows or a deeper, changing relationship with the;spous
and/or c) for men, returning the love and care they had received from their wives
Caregivers who found meaning from keeping their spouses at home felt titatHese
for their spouses or having their spouses at home rather than in an institution was
meaningful. For these caregivers the source of meaning was in doing whatpeasnt
or meaningful for their spouses. In this sense, keeping the spouse at home edmmed t
an act of determination:

| don't want to have to put him anywhere. We had to do my mother that way and \se died
thousand deaths when we did that. (CG3)

We're still wanting to keep her here, not at a nursing home. One reasorif®essive.
[...]and I, even if it was free, | wouldn't let her go to a nursing home if at aiippesif we
can take care of her here. This is home [cries]. (CG8)
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There's still a body here and whether he knows, [turning head to spousieg¢myluel know
what I'm thinking or what's going on, | can imagine that you do, um, you're still [Spouse
name] to me and that's just, his presence is still here. (CG4)

The caregivers who described their marriage vows as a sacrament or ghamise
was meant to be kept found it meaningful that they were keeping that promise.
Caregivers focused on the changing relationships with their spouses exXpr@ssauch
their relationship still meant to them:

Meaning for me, | would say, ah, mostly change, the change in relationshipsni/le&n
what is love, what is care, what is acceptance. | have to accept ighdtave. How has my
love changed, love, unconditional love. Just giving and not expecting anything m retur
Care is just doing, just doing and being. To me, in terms of relationships, slieenanly
relationship. She's the only person | was always happy with. The only peasonetly
wanted to be with all the time. And that hasn't changed. (CG11)

Well, you know, you say you love somebody and, you can walk through all these years and
until you really are giving completely, totally of yourself, | don't think youlyaaiderstand

that total meaning of love. But | love him greater now than I've ever lovedrurt'sjust,

um, it's two-way [crying throughout]. | bet he tells me a dozen times or more bloey

you. He'll say, “I don't know what I'd do without you. | couldn't do this without you” you
know. It's just, my heart overflows with gratitude. [crying] (CG3)

Husbands, distinctly, reported finding a source of meaning in being ablerto ret
the love that they had received during their married lives. They told stories dhaow
spouses had been wonderful wives, mothers, and women who not only took care of them
and their families, but also significantly impacted their lives. While theyldvoot have
asked for this situation (that is, the spouse’s dementia) to befall them irateeydars,

they were still thankful to have an opportunity to give back to theusg

And it just seems that this is an opportunity. Most days | look at it thatVeayh, | shouldn’t
say pay her back, but | guess you know it's an opportunity, to return the lowaeacate that
I, 've been on the receiving end from this wonderful woman. (CG1)
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Now she looked after me when | was, ah, needed help. |, as | said, crashed and burned in
Vietnam and had 44% burns or 33% third degree and, ah, until | could get back intcshbkape
took care of me. She brought me back into the way of life that we had had. (CG8)

When meaning stemmed from caregiving, it was related to personal growth the
caregiver had experienced in the act of caring for somebody elsagphti person
before themselves. They embraced the changes in their lives that herédesua result
of caregiving and perceived it to be meaningful. They felt good about whatwérey
doing. Some caregivers experienced simultaneous changes in their gailesalphy of
life or what they found meaningful in everyday life. These caregivers demataustr
transcendence: a deeper understanding of the self and a deeper conndcttimenstor
a higher power as a result of caregiving:

At least some of the meaning | find in caregiving is the opportunity tgneze my
strengths and to identify those areas in which | am growing in thisofitoer lives. That
seems a little me-focused and it certainly is not all about me. Bug depth of my being
that is what | am thankful for in this process. (CG4)

Well, I think we have a purpose in our heart. We want to grow, you know. We wantrto lea
I don't, I don't want to be what | was ten years ago or five years ago oraggeaiou

know, | want to grow in my faith and it takes the things around us, the trials arestheo,

you know, make that growth work and bear fruit, you know. (CG3)

It's a growing experience, you know, a changing experience, makes you reafigrca
somebody and [in] a lot of ways you might not if you were both on your own tramks, y

know, you learn to try to understand what, what, where they're coming from aad/éngat
broadening really. (CG2)

4.4.2 How Caregivers Found Meaning in Caregiving
The second research question, of how caregivers found meaning was more
challenging for the caregivers, because most were not consciously seekimggrbut

rather found that it emerged as part of their journey. As one caregiversegemut

79



finding meaning, “It’s just my existence, | haven't really looked for mveg” Finding
meaning in caregiving evolved over time. Some caregivers describedpt@sess,

while others did not consider it a process at all because they did not consdimksly t

about it. They described it as something that comes and goes, but then gradualfsbecom
more stable. Eventually they would find peace and accept their new realitg. Som
described finding meaning as a series of challenges or decisions. Througbrdicesses

they had to redefine themselves to adjust to each change:

It's been a gradual process of reading up, on Alzheimer’s, becoming awaral&ing to
people that have been caregivers and are caregivers and all agdjustpw, just seeing my
wife’s good side come through. It's all [...] so it's been a gradual proce&4.)(C

Okay, well, from the very beginning, it's been a series of changing cresdlefigd it started
before | knew what was happening. (CG10)

Well, it's just really right lately coming to me more evenly. Beforeas just little stabs here
and there just when you least expect it, you know. [...] | went through a penme Wwsaid.
He can remember better than this, you know. | need to realize it's not justyrless. Of
course, that exacerbates everything but he's losing mature thinking, too. $xelcerbated
by memory loss...it's every day a change. It's not even a process, it's a, you guess it
could be a process if | would be more total thinking. (CG5)

Caregivers’ strategies for how finding meaning included acceptingttteisn,
deciding to care, choosing a positive attitude, focusing on the blessings, aaty acti
seeking resources.
4.4.2.1 Accepting the situation

Whatever meanings they found, these caregivers were able to accept their
situations and work from there. This meant accepting the diseasgesha their futures,
and their own or their spouse’s limitations. It also meant acceptinthgratwould be

continuous unpredictable changes to these many facets of life:
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But basically, it has, it has shifted from, fighting a disease tepticy a disease and
accepting what goes on. That has helped somewhat by having a, the 12-si&p pfogr
accepting first, Alcoholics Anonymous, you know? First step is you have to adniié¢ you’
powerless to alcohol, but it's, in other words, it's the same, it's basicallyeygot to admit
that you're defenseless against the dementia. And then you say, Okay, nom hgeireg
to get around this? Well, obviously she is not the cause, so what it is, isistgimee to just
accepting what's going on. You can't, there's, there's no way you win agatlisetse. So
the sooner you surrender, the sooner you accept that, the easier it is toedb dhé.rf...]
have no expectations, it'll be what it is [...] If you think, well, now, beedlsre's these
plateaus and you think, oh man, I've got it. All I've got to do is lay out dieed, get this,
and everything will be cool. It's just no. It doesn't happen that way. (CG11)

You know, you just may as well accept it. At first, | have a book that fhesturing with
hand]. Every time I'd go to the doctor, I'd take [it], and write all thisrdamd try to keep up
with [the doctor] and come home at night and study. Almost like homework leclcaas
trying to figure it all out. Finally, it dawned on me, if the doctors cagutré all this out
[laugh], I didn't know how | was going to figure it all out. It was almds lithought there
was some way | could stop this, that | could change it, that | could make it patrhdphink
acceptance is very important. (CG9)

4.4.2.2 Deciding to care

As a part of accepting their realities, caregivers made deliberatahes to care
for their spouses, despite the expected hardship of dementia care. It wdsrgpthely
wanted to do, and by believing that their decision was a choice rather than anarhligati
they were able to take the initial step of adopting a positive attitude tothatd$ecision:

First it was a question of do | want to do it or not. | solvet tine. So that gave me the
meaning. Second one is Okay, I'm going to be a good husband and not a caf€gilé).

My feeling is, it's something that | want to do. And in that the life wéneel ltogether for over
50 years, it's a relief to know that | can still take care of her. (CG8)

4.4.2.3 Choosing a positive attitude
Having made the choice to care for their spouse, these caregiversrdadze
had a choice in how to view their situations and that they could reframe it if theydwante

to. They realized they did not have control over their spouse’s dementia, so they focused
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on what they did have control over, which was their attitudes. In this way, thegdear

be at peace with what they did not have control over:

Because bitterness does grow and | could be very resentful, | could be \er\Blittl can't,

I'm not going to be, you know. | have a choice, | have a choice. How is my attitude@oing t
be, you know, what is my motive for the day? | do, everything | do is unto the Lord, you
know. | could choose to be bitter or | could choose to get better and | want to getybette
know. We're a vessel being made in the process. (CG3)

For one reason, you have to [find meaning]. That's one reason. You can't just throwt hi
with the bath water. Another way, you've got to just admit this is wipait'g) to happen to
you for the foreseeable future for me, you know. (CG9)

I’'m going to assume the road, our road, will be comfortable untilgmratherwise. Why
should | worry about the worst? So I'm gonna assume that it'll be comfortablehémdi t
hope if it isn't, if that’s not right, | just hope that | face tpabperly. (CG1)

You know, we're on one little itty bitty planet and what is it, there’s 20@bifitars in this
galaxy and there's 200 billion galaxies? So, you know how are you going to worry but so
much? That's a whole nother subject. Don't, yeah, don't get too caught up imwhadc
what am | doing here. It helped, that helped mentally to say, hey man, dahémisterrible.
(CG2)

4.4.2.4 Focusing on the blessings

By accepting their situation and choosing a positive attitude, these casegive
were able to see beyond their losses and focus on their blessings. Thesas atgrede
expressed as being thankful, being optimistic, feeling blessed, focusing on theposi
taking joy in the moment and finding humor in things. This was also related to downward
comparison, comparing themselves to others who were worse off than thenSehes
caregivers explained that although people often complain about their problems, when
asked if they would switch and take on another person’s challenges, they would not. In

this way, they would be able to see that they were better off with their ownmpsoble
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I learned that life does go on and you don't even think about it after a while becaugewy
find good things. I think anything that makes you stronger and gives you expédengau
know that this isn't the end of the world sort of thing, you know. And that you might as well
enjoy each day while you can. You can appreciate the more simple things gblifknow,

the less complicated things. It's like stop to smell the rosesl)(CG

I think, um, gratitude, joy, things like that kind of get me through, you know, enjoyiag, ev
if | see a rainbow or, like | said, have a good day. What it reallyliging in the moment.
You know, that's what it is. It's, it's taking joy in the moment, and peogetffio do that],
you know. (CGb5)

And then every now and then, he'll say to me, “And where is your husband now?” [chuckle]
Which is sad, particularly the first time that happens, but you get oveythaknow. |, |

don't, I try not to take that personally. Um, he can't help it and it doesn't do@ehyogbe

upset about it. | used to try to make a little joke about it. So you leasingh hbout some of

the things. Ah, that, the first time it happens, | think you, you, it kind of shock8ybyou

have to take a lot of that, you know, and laugh about it. Otherwise, you know, you'dhige cry
and wringing your hands all the time. (CG9)

4.4.2.5 Actively seeking resources
Caregivers actively sought strength, resources, and support to continue giving
care. Examples included participating in support groups or research studi@agléar
accept and actively seek help or respite; reading about dementia to leato exjzct;
and trying to maintain other interests such as gardening, religious noeddasinging in
the choir. These were deliberate activities caregivers remainadesh@n to maintain
some balance in their lives. They also advised other caregivers to take adeéntage
everything in their environment that was positive for them. Learning tpglket was
not easy for most caregivers, because they were not used to being dependent:on others

First of all, joining a support group is very, very helpful. | don't know what laixeidone
without mine. We have, | made friends with one couple and we used to meetratltiat first
and we would walk, have lunch at the food court. You don't have to worry about if maybe he
uses the wrong fork or takes his knife and, ah, puts jelly on chicken, or ehatew know,
just what they do, or say, they say things sometimes that are maybe notiapmrbpt you
don't worry about it because these people [other caregivers] know whaeygoirag through.
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[...] and then she [friend from caregiver support group] and | get on the phortreemlate

night and we may talk for an hour, hour and a half, because she tells me how he's dbing, | te
her how he's, my husband's doing, ah, we commiserate, but we also laugh about theathings t
are happening to us and we share those things. (CG9)

In addition to adopting these strategies, these caregivers had sdveral ot
common characteristics: altruistic values, the determination and digcipliive one’s
values, faith, love, social support, and past challenges.
4.4.2.6 Altruistic values

Caregivers were altruistic, and this often stemmed from their religaatisar
upbringing. Because these values were embedded in their way of life, foarang
person with whom they had spent most of their lives was important to their ezistenti
meaning:

Putting somebody else ahead of myself. Yeah. To lay my all on the altarib€isac
myself, you know. | mean, that's just what is required of us. And to say, ‘Natilimiput
Thine be done.” And every day, you know, ‘Lord, not my will, but Thine be doneduec
it doesn't take but a moment to get an attitude, right? (CG3)

But I've always visited sick people in the church. [...] When my coliegeh moved back

to New Jersey, he got sick. We took care of him. So we did, we did a lot ofhivese so

being a caregiver is not too difficult [...] | was that kind of person, sgukalways had

time for people [...] And so now why would | change now because she got sick, like som
people would do? Put her in an institution or something? No, no, no. And I told her, “Oh no.
As long as | can take care of you, you're going to be here.” (CG6)

What do you have at the end of your life except how you're remembered? Tdilgt'alrgou
have. Did you do any good? Did you help anybody? Did somebody remember you well?
(CG7)

Well, I thought it (doing this interview) might help other people too. | knowifays going
to be different from many others, but what | have learned and, and the way &hawarried
things out that | felt needed to be carried out, | was hoping it would help the auittle bit.
(CGS8)
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4.4.2.7 Determination and discipline to live one’s values

Having the determination and discipline to live according to their altruist
values was also a distinct common characteristic of these caregivers dviouha
personal meaning. This was expressed by caregivers as the deiermimdb
something about life’s difficulties rather than worrying or simply doindingt
meeting challenges rather than avoiding them, pushing on in the midst of dé8culti
and taking life one day at a time rather than becoming overwhelmed by woraies of
uncertain future:

I understand that | can't beat myself up daily over this, because I'm not gb@gerfect at
it. People try to be perfect at this and you can't be. | just take each daypéstthean. If |
don't have a good day, | hope for a better one the next dsy you just do what you have
to do and whatever works, if it's prayer, if it's faith, if it's some spir¢o@anection, if it's
getting out and doing things with friends or going to a movie or whatesetoitkieep
yourself going. Um, as | said, | don't see myself just running away. |, I'@onetthat.
(CG7)

Just dive in. Dive in. Just meet every challenge with as much gusto aarnydC&10)

So, | had a very, ah, career that kept me on the move and on the go and | didn’'t have time to
really sit down and let too many things worry me. | kept things in ordertendedped me

keep things in order and so it went, ah, a good life for both of us for that readdno]...
something. If you see something that needs to be done, do it. Don't wait gkanem now

to go back and try to, ah, straighten up what messed up while you were not takiofy care
things. Do it now. (CG8)

4.4.2.8 Faith

Considering that the participants were recruited from a neurology clinic and
community support groups, it was interesting that faith was also a commontFeadt
caregivers felt led to meaning. Having fagthabled them not only to see their choices to

provide care as meaningful, but also to find the strength to carry it through. Mhheig
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faith, they were able to trust that things were in the control of a higher panbeys

were able to have hope, lean on the higher power for strength, and view caregisng a
opportunity to grow. Prayer or prayer support from others was also important in their
lives.

It, ah, you've got to have something. If you didn't it would be terrible jusittbave any faith
in, on anything. You've got to have a little faith out there to pull you throughtthjsaH, a
necessity to have that. (CG8)

Of course, it's, you know, been frustrating times all these yearsuBBugs a Christian. I'm
always to ask, Lord, what am | to learn through this experience? What avalaeybu
know? How, how do | function in this situation? (CG3)

But, um, if you really live your faith, God never leaves you. He's with you and He'gou
while you're caretaking or not caretaking. And you might even have an opppttusie
Christ in the person that you're caring for, whether that be a friend, a spgus®ther.
And these are the most significant relationships in my life [...] Thasnw way to predict
all these brain tumors and auto accidents, right? I'm not in charge,@dtiuiss. And I'm
just one of God's children trying to, whether I'm sitting in the prayer gardending to my
husband or myself or whatever. That's the point I'm making. It's that deheebple have
something to believe in. (CG7)

4.4.2.9 Love
In relation to altruistic values or faith, caregivers commonly said love éar th
spouse was the reason they were able to find caregiving meaningful. Todheggers,
love was not only a motivation but a decision to make each day. Except for one caregiver,
all described a strong, happy and trusting marriage. However, even the one who
expressed a negative past relationship reported positiventfeelings for her spouse: “I
call it love. It's a warmth that just fills me. | obviously loved him all alabgvas just
hard for me to express it because of the communication difficulties we haa fduov

one’s spouse or finding meaning in the marriage was related to having compassion or
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empathy for the spouse. This led caregivers to treat their spouses with, @igd be
considerate of their spouses’ feelings. This was true even though the spouse was no
longer as aware of things as they had been before the dementia, and even when the
caregiver could no longer be sure of what the spouse was feeling.

Love is about a decision and people forget this. They think, oh, my heart beatshfans

such and every day. It's not, it's not just a feeling. Every day, you have to wake ugkand ma
a decision that you're going to love somebody and some days, it's harder than oth®rs, right
(CG7)

It's the compassion, the empathy, the just, you know, just such feeling, | canhealés. . .

and | want to make my husband as comfortable as possible and to make him, hisdgfe as
possible, you know, because | know that it's so frustrating for him not to be abledssexpr
what's on the inside of him, you know. ...l just understand that he needs me. Andd bant t
there, | want to be here. Can | say any more? (CG3)

4.4.2.10 Social support
Social support was also an important factor that caregivers found helpful in
finding caregiving meaningful, whether it was from family, friends, oravaganized
support such as hospice or church organizations. The support or comforting they got from
their spouses, however rare or spontaneous, was especially important to them:

Use your support, whatever support you can find, um, that's available to you. Um, &d mak
sure everybody knows how much you appreciate them. You have to give back to the giver
that give to you. That's very important. Um, oh, be a part of every community. Bengutg

If you're not outgoing, become outgoing. Um, maintain, maintain as many, imailhta

positive relationships that you have, as difficult as it may be as1i(@€510)

Ah, because it does help, it helps sometimes when, mostly when my sibters. ca
Sometimes now, | think, oh, I don't have time to talk on the phone [chuckle], bineipst

to know that people care about you. Ah, and that, you know, they're concerned about him
[my spouse] also. And give me support, tellling] me, ‘Oh, you're doing a fanaisti |

say, ‘Well, I don't know about that, but.’ [chuckle] But that, that help&)C

I need lots of hugs. And that's one thing, we always hug each other, you know. | sad, "l ne
a hug, | need a hug. Help me, | need a hug." And he hugs me, you kBowhe'll, he just
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says, you know, “We'll, we'll work through it, we'll get through it, you know, wetltigrough
it” (CG3)

4.4.2.11 Life experiences and challenges

Each caregiver seemed to derive strength from their experiences, education,
careers, or upbringing. They actively searched for inner strength fronpéstiwith a
confidence that they had met challenges before, and were able to get througWitine
this in mind, the difficulties of caregiving for a spouse with dementia could bd &&ca
new challenge rather than as a burden:

| try to remember all the things that happened to me and maybe there masadén |

dealt with some terrible tragedy and people forget how strong they aree#tigydo. So |

try to look back on all those other things that may have happened and how | handled it and
did | learn anything from it and can | now apply it to this very tough job of beingetaker,

an exhausted caretaker [...] There were other times, | know, fofbmdyr. Ah, and you

wonder. How am | going to do this? But, but somehow you get through it. (CG5)

| don't want to get too soft, you know, take the easy way out [...] that's atiutiggrwe
moved out here and most of our people lived out there and | think this helpsadlyot re
because you're on your own. | really feel like that made us more independesetfa
sufficient. [...] we had to take care of our own things and | think that makedrpmger.
(CG4)

Well, | was raised in a family that way. There was 10 of us children. And our mebohaal
took care of us. And then [there was] my time in the military, you knowlodleed after
each other in the military. We did. When | say we, the military peoplespsaking, strictly
man and wife, we all in our tours in the combat and all this, we took carelpbeumer. So
it's a way of life for me that, ah. I've always been like that. And I'mbmittato give up on it
now. (CG8)

4.4.3 Changes from Finding Meaning

In response to the third research question about any changes in the caregiving
experience due to finding meaning, caregivers expressed the notion that findmggne

helped them feel more peaceful. They had gradually come to accept the continuous
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changes in their lives due to the progression of their spouse’s dementia, enedl tbak
they must continuously adapt to those changes:

I’'m more relaxed. | don’t worry. | guess I'll always be a worrier, but | dowirwas much
about what's going to happen to us. I, | know that we’re doing the best wendaand we
still have good moments. (CG1)

Well, there's just such peace, there's such peace in our livesdd'y §ven us peace and
I'm thankful. (CG3)

Many caregivers also expressed a sense of growth or broadening in their
relationships with their spouses, in their life views or life focuses, or in teeeaial
meaning of life. Because of the peace and growth caregivers had foundsthegeahed
to find their caregiving experiences richer and more fruitful:

If you took a snapshot of our marriage at different times, sometimes yauftbaers

blooming, and things were good. And other times you'd see weeds, things weren’t so good
But you know it's not just a seasonal thing. It's over the long run. Some thingsehat a
weeds can end up being flowers. | think that's happened with us. We didn't alwaythba
best of marriages, | mean we had differences, and. But you know uh, somgtintes/e to

let stuff lay in the ground for a while, before it blossoms. Even stir itlifibeabit and I'm,

I’'m just. It's not just a sense of obligation that I. It is a love ks, has grown, that | may

not have had earlier. (CG1)

Um, but, um, yeah, look at everything, ah, in a new light. | mean, you have a new Jife. [...

I'm in a good place right now so | can tell you that there are benefits ary@thedn find

them and that you, you know them when you aren't anxious and can enjoy a lot of things that
go on in life. You know you have succeeded at something. Some things. Quitehanfmw t
[chuckles] (CG10)

4.5 Discussion
4.5.1 Discussion of Findings

The German philosopher Nietzsche (1998) said, “He who has a why, can live with
almost any how.” The 11 caregivers of individuals with dementia interviesvedis

study who found personal meaning in caring for their spouse found their why, and
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experienced acceptance, peace, changes in their focus of everyday living,céved a ri
view of life as a result. It was a struggle, but they made an initial ctoware for their
loved ones, and to take on an attitude that would make that experience meaningful.
Caregivers of people with dementia found meaning while undergoing chronisslistre
and accommodating to continuously changing challenges. Analyses reveaaledT
characteristics among these caregivers as to how they thought thegbleete find their
why.

Several factors seemed to motivate these caregivers to make the inital tchoi
care for and to continue to care for their spouses despite the expected idifidlie
decision was based on their ethical or moral values, which sprang from theeasegi
upbringing, career or religion, or personal history with the spouse. Cartaright
colleagues (1994) also identified personality and life experiences asa@enés to find
meaning in the dyadic relationship. Whether the caregivers’ found meaniagelated
to themselves (what they got out of caregiving), the relationship (mafistgey or
marriage vow), or the spouse (what they thought was meaningful to the spoyskeadhe
all made a conscious choice to initiate and continue care.

No matter how difficult caregiving sometimes was, caregivers weeendimed to
live the values they believed in, with regard to how others should be treated or how they
wished to honor their marriage. These caregivers found meaning in valuingrtiegma
relationship, which is consistent with previous literature (Frankl, 2006; Helsi;I1f983).
Perry and O’Connor (2002) also found that caregivers reported their wedding vows as a

purpose and rationale for caregiving, referring to their care recipient ashta
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spouse” but as “my spouse,” valuing their spouse as a unique individual. In that study,
caregivers tried to establish a valued presence for their spouse by @tisarivwhoever

was meeting the spouse connected with who the spouse used to be and who they still are.
We were able to see this in our interviews as well. Each caregiver ket what kind

of person the spouse was before the disease: their accomplishments, itiegr pos
personality traits, their contributions to the family, how much they still lovedpbase,

and how proud of the spouse they still were.

Caregivers in our study showed great empathy by trying to maintain thee'spous
dignity, focusing on the needs of the spouse, and focusing on the spouse’s abilities and
strengths rather than their deficits or weaknesses. In a case studiroretind
colleagues (2007) reported how a caregiver repeatedly emphasized how muiéd his w
with dementia gave him in terms of companionship and love. We also found that even
when care recipients were advanced in their dementia, caregiversestitbtsustain
their spouse’s dignity. Showing compassion, sharing suffering with the spotusén@r
to alleviate it (Schulz et al., 2007), were all strong motivations to continue care

In order to enhance their positive caregiving experiences, caregweessed

helpful attitudes as “taking one day at a time”, “making the most of the sityation
“focusing on the positives”, “being thankful for what | have”, and “meeting the
challenge”. They seemed to make a purposeful effort to take charge of thaieatti
towards the situation, from moment to moment as well as from day to dayratelEnd

colleagues (2005a, 2007) suggested the use of strategies such as living fordiedaly i

of worrying about the future; they also note that caregivers’ efforts to thakeest of
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things does not constitute denial or a minimizing of unavoidable hardship, but sadher i
conscious decision to make life as meaningful as possible. The participants in our study
as well consciously made the most of the life they had.

Finding peace and experiencing growth or transcendence were common
indications of having found meaning. Previous literature supports these results and
demonstrates that finding meaning is a critical aspect of growthfdraseicendence
(Davis & Morgan, 2008; Frankl, 2006; Park, 1998). It is also a consequence of
enrichment in caregiving (Cartwright, Archbold, Stewart, & Limandri, 1994). Rtndi
peace may be an aspect of growth as well, since individuals with their newly exxpande
worldview or sense of value and meaning (cf. Siegel, Schrimshaw & Pretter, 2@05), ar
able to accept the unexpected, changing situations of life more easilydfuae.

Hellstrom and colleagues (2005a) reported that a mutual acceptancenoéatic
diagnosis with a focus on maintaining a meaningful life helped to create amgrtur
relational context between the caregiver and care recipient.

Frankl (2006) suggests that a person is responsible for what he or she makes out
of life by trying to rise above their challenging situations. T kéth this process, he
developed a method called logotherapy that helps individuals realize they have the
freedom to take a stand on whatever conditions they might confront, and find meaning in
difficult life circumstances. Similarly, in the current study, one of Hregivers
expressed that she had never thought caregiving could be meaningful or positive until she
heard another caregiver share his story about participating in this cuacinasa

caregiver support group meeting. She called the researcher a month et her
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story. She commented that it made her rethink her experience and realized¢vatétee
positives in the experience and that it was meaningful to her. This suggests that
introducing positive stories and outlooks to caregivers who are struggling to faxdnge
or understanding in their experience may trigger them to perceive theiremqesrin a
more positive light. Further intervention research using this approach should te teste

with struggling caregivers.

4.5.2 Limitations

This study focused on data collected at a single time point, asking casegive
reflect on the personal meaning they found in their experience, the process thrazlgh whi
they found that meaning and the changes they encountered along the wayepsqrerc
and meaning can change with time, longitudinal interviews across the course of
caregiving are recommended to capture the trajectories of the prooéssgé.
Dementia is a progressive degenerative disease, so the issues thatsanegst deal
with over time and the relational dynamic between the caregiver and darernec
changes as the disease progresses. Moreover, dementia prodréstaera speeds and
in different patterns depending on the individual, making it difficult to compare the
experiences of caregivers of individuals with dementia at different statfesir
caregiving experience. Nevertheless, the study results suggest taarthstrategies and
attitudes caregivers can use that could enhance their ability to makeatieeir ¢
experiences more meaningful or positive. The lack of racial/ethnic diwarghe sample

may be a limitation as well; while there appeared to be similagtesss interviews in
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this study that transcended race, future research should include a broad@&frang

participant ethnic backgrounds.

4.6 Conclusions

To quote one of the caregivers: “Not [to] overlook the negative aspect lyotall
hear is caregiver stress and this and that. If that’s all you hear, tihaif syow’ll expect.
But there are humorous times. There are positive things, and an opportunity to give back.
So people should know that.” As suggested by this quote, sharing the positive stories of
the caregivers in this study with struggling caregivers can inspiredrdpap them
reframe caregiving as a positive experience. The results of thisnde a basis for
developing interventions for caregivers who struggle to seek understanding or mieaning
their experiences. The strategies and attitudes of the caregiversstuthy could help
struggling caregivers feel that they have the power to shape their expeaadcadopt a

more positive attitude towards caregiving.
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5. Conclusions
“Remember then: there is only one time that is important--Now!Heimbst important time

because it is the only time when we have any pbwedreo Tolstoy

5.1 Discussion of Findings

This dissertation consists of three studies on the caregiver-caremecipie
relationship, and meaning caregivers find in this relationship. The majoritewibps
research in dementia caregiving focused on the negative experiences aulienoss
for the caregiver. Recently more studies have recognized and explopeabitine
aspects of dementia caregiving. In those studies, the positive aspeegifiogrwas
related to the relational dynamic between the caregiver and theecapient. However
there is little research on the changes that occur in relationstiesnestia progresses,
and on the question of how some caregivers can maintain their positive experitece i
face of a deteriorating relationship. Some research suggests thag imeaning is the
key to positive outcomes for caregivers. Therefore this dissertation gatestithe
changing relationship between the caregiver and care recipient. The malangdi of this
dissertation accentuate the importance of an on-going positive relationshgebe
caregiver and care recipient during caregiving, rather than on a positienship
history alone, and on caregivers being able to find meaning in caregivingifor the
recipients.

This dissertation consists of three papers, each of which used differentciyggroa
to investigate the relationship between the caregiver and care recipiefitsTpaper
(Shim, Landerman & Davis, 2011), a secondary analysis, focused on different flaators
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may affect caregivers’ perception of the positive relationship with thereaipgent
(mutuality). Results of that paper suggest that high mutuality increaskkielifeood of
caregivers deciding to continue care, while low mutuality was agsdoivith low care
recipient functional ability and more caregiver depressive symptoms.

The second paper was a secondary analysis of interviews from dementia
caregivers of the same parent study as the first paper, and it furthemeejaictors that
affected the caregiver-care recipient relationship,. Specifidadyplored: a) what the
caregiver-care recipient relationship was like, b) how caregivers whooee positive
experiences in caregiving were different from those who did not, and c¢) whaingea
caregivers found in caregiving. Three groups of caregivers were iddntgative,
ambivalent and positive. The caregiving experiences of the spousal ces@five
individuals with dementia in this analysis differed according to four facipthe
caregivers’ views of the past or present relationship, b) whethejivarethought they
could accept the changes that had occurred within the relationship, bpwbategivers
could emphasize with their spouse’s needs, and d) whether they could find meaning i
their caregiving. Those who described a positive caregiving experiemsstenfocused
on their spouse’s needs rather than their own; these individuals showed a high level of
empathy, compassion, and understanding toward their spouse, accepted the many
changes in their spouses and in their lives due to caregiving, and found personaj meanin
in caregiving. Only those caregivers who described a positive caregixrggience

found meaning in caregiving. For women meaning was related to their sense afrduty f
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caring for their spouse. For men meaning was related to returning the lg\veathe
received from their wives over the course of their lives together.

The third paper advanced these results about the positive caregivers ergerienc
explore how some caregivers were able to perceive their experienceta® [posi
meaningful, even in the face of great difficulties. Specifically, caezgiwere asked to
reflect on the personal meanings they found in their experience, the process through
which they found meaning and the changes they encountered through that process.
Caregivers reported that finding meaning was a gradual process, evolvingnaver t
They reported several common factors that contributed to finding meaning: a) rmaking
conscious decision to care for their spouse, b) choosing a positive attitude towards
caregiving, c) learning to accept help from others, d) accepting ttugitien, and e)
focusing on their blessings. They also expressed strong altruistic valdekea
determination and discipline to live those values. Many caregivers tdtked laaving a
high level of faith and love, and said that they had found social support and past life
challenges helpful to making their experience positive. These caregasarsbeéd how
their experiences had been made more peaceful and richer as a result of femhinggm
Some expressed that they had experienced growth. In spite of increastiogpaél
difficulties with the care recipient (due to progression of dementiakg taegivers were
still able to maintain a positive attitude toward the spouse or caregivougtha
conscious act of will.

The present dissertation raises four discussion points. The first discussion point

raises the question about the importance of the on-going relationship betwegrecare
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and care recipient, versus the prior relationship before dementia onset. Previatchrese
emphasizes the centrality of the existing relationship betweegivarand care recipient
prior to onset of dementia (Frankl, 2006; Hirschfeld, 1983; Perry and O’Connor, 2002).
However the current dissertation suggests that the quality of the on-goingnsdiad
dynamic during caregiving is more important in determining the camsgperception of
the positivity or negativity of their experiences. In other words, even iethganship
guality between caregiver and care recipient was positive prior to demergiaibtie
relationship dynamic is negative during caregiving, caregivers wileparc¢heir
experience to be negative. This is because the loss of a positive prior relptroaghi
actually frustrate, anger, or sadden a caregiver even more than if theefaii@nship

was negative to begin with, since what they had before was so good, their expectat
are higher, and their loss seems all the greater. Third study revedledithality is not
merely a positive perception of the relationship; rather, it is a consciossddo
understand, empathize with, and care for the care recipient in the present,anavimaitt
the care recipient is able to give in return. This emotional connection ywas #eese
caregivers’ success. Consistent with existing literature, this cbonenabled

caregivers to continue enjoying activities or rituals the couple hadopidyienjoyed
together; to be affectionate, appreciative and sensitive to the mood and feelhegs of t
spouse; to sustain existing competencies in their spouse; and make theteettiofs
they had left (Hellstrom, Nolan, Lundh, 2007; Perry & O’Connor, 2002). Becauke of t
care recipient’s dementia, reciprocity in the relationship may seeairectional with the

caregiver doing almost all of the giving. However for caregivers wheped their
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caregiving experiences as positive or meaningful, the lack of reciprogtyetanly
accepted but considered valuable, in that it was something that built theiteharac
faith. As these caregivers viewed it, there was great value in helpirepeermwho was
totally dependent on them. All three studies suggest that there are manytiftexeces
to the caregiver-care recipient relationship. Further investigation inte thuasices may
reveal areas that interventions should focus on.

The second discussion point is that existing literature indicates that the
relationship between the caregiver and care recipient is key to gggveais decisions
about institutionalization (Caron & Bowers, 2003; Kesselring, Krulik, Bichseidf,
Bech,& Stuck, 2001). Caregivers were more likely to consider institutiohahzafter
they had begun to perceive the prior relationship as lost or saw the calagnhship as
negative. At the same time however, all three studies demonstratecetatision to
institutionalize a care recipients, does not necessarily mean thatatenstip with their
recipients has been lost or has become negative. In the first study, caregpogting
high mutuality were in fact caregiving for significantly longer periotisme. While in
the second study, a number of caregivers reported a positive currenhedldiinamic,
and had still decided to institutionalize their spouses. In the third studyllaseveral
caregivers who found caregiving meaningful investigated institutiotializepng before
they actually made the decision, so that they could prepare arrangements i aandnc
give the care recipient more time to accept the possibility of institalization. Indeed,
in cases where the caregiver can no longer handle the caregiving situationatgrapor

permanent institutionalization may benefit both the caregiver and cgreenécLength
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of caregiving did not determine the quality of the relationship, but caregivessi\peg a
positive relationship had a tendency to continue caregiving longer than those who did not.
The third discussion point is that an essential component of a positive caregiving
experience was acceptance. This includes acceptance of the diseasaneeadhe
couple’s changed future, of the spouse’s limitations, of the lack of rettiprothe
relationship, and of the unpredictable changes to all these entitiescé&ptiag the
situation in its totality, caregivers in this dissertation vwadie to adopt a positive attitude,
focus on their blessings, and actively seek resources or help. As a hesulftatl a sense
of peace with themselves, and were able to find caregiving meaningful. Findogy pea
may be an aspect of growth, a phenomenon where individuals experience afexpans
their attitudes of the self, in their relationships or their philosophy of lifindoa larger
sense of meaning. Individuals who have found peace have an expanded worldview or
sense of value and meaning, and were able to accept their unexpected and changing
situations more easily. Hence, in contrast to acute stress situatiomsagheptance is
found in the aftermath of the event (Tedeschi, Park, & Calhoun, 1998), caregiver who
said have found peace were able to thrive in the midst of their experiences, by humbly
accepting each change associated with the continuous decline in the ipgeatrec
Furthermore, Park (1998) suggested that although some people thrive in difficult
situations, it does not mean that they have not suffered, nor that they are thriving in every
aspect of their lives. In fact, caregivers who experience the most graytberthose
who also perceive the most suffering. Their suffering may be sothegahey must find

meaning and grow in order to accept and live through what they perceive astagyasta
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This may be why caregivers who reported positive caregiving experientessecond
study, and caregivers reporting to have found personal meaning in the third study of thi
dissertation, all expressed a deep sense of pain, loss and sadness in theititostiiel
with their care recipient, despite their continued positive attitudes towardarthe
recipient. In a study of people with tinnitus (Davis & Morgan, 2008), some exped
growth through seeking meaning. However there was also a group of people who neve
sought meaning (that is, they never asked the question of ‘Why me?’ which is how
finding meaning was measured in this study) but accepted their diseagwes and
coped with it. For those caregivers who cannot accept their situation as a gidey fi
meaning may be the route they must take to grow. In other words, they need to expand
their views, values, and existential understanding of the meaning of life, ntorde
achieve acceptance and peace.

The fourth discussion point is that, for caregivers who reported meaningful
caregiving experiences, finding meaning was not an active search, busmattezhing
that emerged from living their lives. Caregivers interviewed in the thidlygeported
that they were doing their best to accept their life, live their values, anid lilke now,
and they had come to realize that their act of caregiving was meaningftheRaor
caregiving was not an active process of soul-searching, but a decision to liegr by th
values, and by making this decision they had come to more clearly understand their
existential meaning, that is, the meaning of their existence in this Wwofkktt, previous
research (Davis & Morgan, 2008) suggests that an active search for meatinng, i

study, asking the why me question, actually increased “if only” thoughtshwiiurn
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led to self-blame and depressive symptoms. Raising unanswerable quesit@usto
paralyze the caregivers, preventing them from accepting their nety.r€nversely,
caregivers needed to stop asking these questions and decide to accept and linesthei
in order for meaning to come to them. Frankl (1988) called this fulfilment ohimgan
life, self-actualization. The extent of self-actualization was detexthby the extent one
fulfills a meaning in the world. Thus, it was not obtained by seeking, but by living.
Recognizing that self-actualization was an effect, like happiness, Frarkksed self-

actualization as “the unintentional effect of life’s intentionality’afftkl, 1988, p. 38)

5.2 Limitations

Although previous literature reports discrepancies between the caragi/eare
recipient in their understanding of each other’s role or acceptance ofutigosit
(Cartwright et al., 1994; Hellstrom et al., 2005b, 2007), the current dissertation was onl
able to include the caregivers’ perceptions of the relationships. The first@mtls
papers were secondary analyses with only caregiver data on the relatimadhipe
and the in the third study the care recipients’ dementia was very advamtieely sould
not be interviewed. Furthermore, caregiving is often a family experisncghile there
is a primary caregiver (usually the spouse or adult child), other family nmemiasy
provide different views of the caregiving experience. This dissertationmrilydes the
perceptions of the primary caregivers: future research should try to inpeusj@ectives

from other family members or secondary caregivers.
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5.3 Implications

Given that caregivers’ perceptions of the positive caregiving relaipean
continue despite the functional losses of the care recipient and the increadliegges
of caregiving, there is strong support for developing and testing nursing intervehtons
promote or enhance care relationship quality. Clinicians and researoheic isiclude
the current relational dynamic between the caregiver and care reaipikairi
assessment of the caregiving situation and target caregivers reportimytaality for
intervention. Various caregiver support tools can be provided through means such as
empathy building and interaction improvement training (Herbek & Yammarino, 1990),
positive relationship strategies training (Kramer, 1993a), education abeaselis
progression, self-reflective activities, and formal or informal caregiupport (Acton &
Wright, 2000; Skaggs, & Barron, 2005). Positive relationship strategies include
negotiation, compromise, considering the other person’s limitations, empathy,
compassion. Providing accurate information about disease progression can help
caregivers prepare for the future, and understand the care recipiengidingit Further
understanding of how spousal dementia caregivers maintain a positive cayegivi
experience and investigation of strategies suggested by these caregivdrbe used to
develop data-based interventions that foster positive caregiving experienfigsrie
caregivers.

It was important to caregivers that their caregiving was meaningfusimdu
interventions that help caregivers to view their caregiving as meanmgfubenefit

struggling caregivers, because a positive attitude can be a choice, not eaftxaicthe
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individual (Farran, 1997; Frankl, 2006; Skaggs, 2006). One method that helps individuals
realize they have a choice in their attitude towards whatever conditiong¢hey and
encourages individuals to find meaning in their difficult situations can be found in
psychology. This method called logotherapy (Frankl, 2006) can be incorporated int
nursing research. Hellstrom and colleagues (2005a, 2007) suggest that the use of
strategies such as, living for today instead of worrying about the futumaakidg the
best of a situation, is not denial or minimizing the inevitable future by careghue
rather a conscious decision to make life as meaningful as possible whilathey c
Introducing positive stories and outlooks to caregivers struggling to find meaning or
understanding in their experience may trigger a positive perception oéxipeirience by
inspiring hope. This way we can help caregivers feel that they have the pashape
their experience and adopt a more positive attitude towards caregiving.

It is important for caregivers to have a space in which they can be he#ént Wi
this space, caregivers’ frustrations, losses and grief can be shared with ofitevgde
understand, and can help them realize that they are not alone in their struggée. In thi
sense, having a support group, or being able to talk to someone with someone who
understands what they are going through, seems essential to caregivanshaseen in
this dissertation as well. However, as one caregiver mentioned in thisatissestudy,
if one hears only about the negative side of something (like dementia caggdilat is
what they will come to expect. But by hearing about the positive side ofvdatgg

caregivers can expect positives as well. Clinicians and support groups lead@ssist
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caregivers to reflect on the positive aspects of caregiving, and encdueag&otfocus

on those small things that can make their days meaningful.

5.4 Conclusions

The results of this dissertation emphasize the importance of the current argongoi
attitude of the caregiver towards their care recipient. By finding canggiaeaningful,
caregivers can obtain peace and pleasure in the currently lived expdfiente
caregivers in this study, their current attitude toward the relationship dymattn the
care recipient (rather than the past relationship or anticipated fulatienship) is what
seemed to bring the most meaning.

As this dissertation shows, caregiver attitudes toward the relationghipave
recipients and the recipients’ degenerative decline, color the quality ofrdtgpviiag
experience. Therefore, the relational dynamic between the carageare recipient
may be more affected by an internal choice and way of life, rather thanadxter
circumstances. These findings support the creation of nursing intemnethiat empower,
inspirec and motivate caregivers to challenge their limitations, to acu#pisa above

the difficulties, and to learn and grow from their experiences.
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Appendix A

Interviewer Guide

Call caregiver the day before the interview to confirm they withdmme. Call again just before
leaving to be sure this is still a good time to visit. Be pro-active witerdiucing yourself on
initial visit. (Wear Duke Badge)

“Hi, my name is Bomin Shim. I'm from Duke University School of Msing. We spoke on
the phone. Thank you for inviting me to your home.”

Review study purpose and explain audio-tape recording. Obtain written cdfiienit
demographic sheet. Test taping equipment bdfeginning interview.

Can you hear me ok? Ok.

All of us seek to find some meaning out of our life experiences. Gaugrs often tell us
that they have found meaning in caregiving despite the challengesoeiated with memory
problems and dementia. | would like to begin by asking you to tell me about yanagoving
situation. Then | will ask you to talk about the meanings you found in yoare situation and
how you came about finding those meanings. | am going to record our conversaind take
some notes so | can be sure | have a complete picture of your thoughts.

First, tell me about your caregiving situation.

1. For example, tell me about the kind of things you do for your husband/wHaint me a
picture of what it's been like caring for your husband/wife.

(Prompts:Tell me what kinds of things you helped with this morning

(Summarize in their words$)t sounds like...(ex, you are doing a lot of physical

care) pull out at least 3 things in their wordgask questions to clarify if needed)

2. You've shared with me that you found meaning in your care expecerlell me more
about that.

“It sounds like you've had a very meaningful experiencé.Then summarize in
their words, ask for agreement, clarify
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(BE SURE to IDENTIFY meaning)
How did that come about, finding meaning?

(That may take a little time to think abouRromptsWhen did it happen? Was
there a specific event or moment? Who did you talk What did they say)?

What happened then? Was anything different? How was it different? Tredl about
that. What did it change?Prompts: you, your husband/wife, your view of caregiving,
purpose in life?)

Have you had other experiences in your life that were challenging? Hadwau find
meaning in those situations?

Summarize whole interview in their words. Then as$lsdunds like your meaning came
from (ex. Your relationship.)s there anything else you want to tell me about your
experience?

In responding to phrases such as......:

“It's a horrible disease.”, “It's been a terribly hard time.” Respoitt, Wl hear how
difficult it is.”

“Does that make sense?” respond with an immedige it doesand don’t dwell on
it..Try being silent and letting them talk.. Qres, | hear what you're saying. Anything
else you want to say about that?”

In general:

Be grounded in what they say. Have a good ear and understanding voice. Usertieir w
to rephrase What | hear you say..., what I'm hearing..., I'm hearing.).

Show that you are really hearing them, not just trying to get at what youAhamalys

reflect back before moving on to the next question, unless it's a diretioguas what

they just said.

Don’t guess, always ask (don’t provide your explanations: ex. Bad monefite

about that,or what does that mean?

If you screwed the question up, stop and start over. It's ok toLedyrfe rephrase

that...”

Be careful with your own reactions. Don’t react more than the speaker. daobéyond
their responses (ex. Do not laugh unless they do.... You may pull their emotions away
from where they are, or where they want to go.)
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