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ABSTRACT
EFFECTS OF SOCIAL NETWORKS ON THE HEALTH
OF FAMILY CAREGIVERS IN LATER LIFE:
A CROSS-SECTIONAL STUDY
By

Lihua Huang

The purpose of this study was to better understand the social value of faregivicey in
later life by examining the effects of social networks and familggiaing on the health of older
adults aged 65 and over. Based on positive gerontology, the study asked the overarariiy rese
guestion: “Are there significant mean differences in health for diffeeseld of social networks
and for different family caregiving status after controlling for dgraphic factors?” In this
study, the independent variables were three-dimensional social networksndgdegiving
status. The dependent variables were levels of self-rated health, physatian, absence of
chronic diseases, and mental health.

This was a cross-sectional, explanatory survey study. It drew a probaaitipie from a
regional representative population of older adults aged 64 and above in three Michigan
communities. The survey resulted in a response rate of 36.6% and a final sample of 358
community-dwelling older adults: 136 were caregivers, and 222 were non-easedilie
guestionnaire contained a total of 58 quantitative measures and two open-endedsjUast
standardized measures used in the study had high internal consistency. ThBgkasre
Caregiving Outcomes Scale, Lubben Social Networks Scale, BerkmanSgoia Networks
Index, Life Events Survey, Instrumental Activities of Daily Livingad Geriatric Depression

Scale.



Multiple data collection and data analysis methods were used to enhancedibeofahe
results. Between-methods triangulation primarily included a survey metrithat integrated
open-ended questions and a consequent combination of descriptive statistics and content
analysis. Within-methods triangulation included multiple scales used for thérsetevarks
construct as well as the health construct.

Multivariate Analyses of Variance and Covariance were performed.tRasdicated
significant mean differences in the health for social networks and faanggiving
independently. Specifically, high levels of functional social networks sogmifiy predicted
better self-rated health and higher physical function. The study also fouridrtiig caregiving
significantly affected the health of the older family caregivieesults highlighted that being
family caregivers in later life significantly predicted lower lisvef physical function and mental
health, but social networks positively affected well-being of famirggiaers in later life.

The nature of cross-sectional study and a regional representative Bamntpte
generalizability of the results to populations beyond the study population. Howeveral
implications were identified regarding methodology, research, and pradtieeesults
suggested the functional dimension was the most important factor in socialknehabysis, but
there was not similar prior research to which a comparison could be madenilarg is
needed to assess conceptualization and measurement of social networks wosk@ab
gerontology. Although the study made efforts to combine quantitative and qualitegileds,
two open-ended questions were not adequate to fully understand the socigksefvedaer
family caregivers. More research is needed to collect social netwedifis qualitative data to
obtain in-depth understandings regarding health effects of social networks amarfgraitie

caregivers.
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CHAPTER ONE: INTRODUCTION

The health care system in the United States is increasingly dependeniagrabies and
quality family caregiving (Calasanti & Slevin, 2001; Feinberg & Newman, 2006d@an,
Potts, & Pasztor, 2007; Heller, Caldwell, & Factor, 2007; Talley & Crews, 2003)jlable data
have shown that the number of older adults who provide unpaid care to their family syember
friends, and neighbors across the life span is growing in recent decadegMe@athur,
2001; Moren-Cross & Lin, 2006; Pinquart & Sorensen, 2006). The 2000 U.S. Census
documented approximately 2.4 million grandparents raising 4.5 million grandchilolneger
than age 18, a 30% increase from 1990 (Simmons & Dye, 2003; Hayslip Jr. & Kaminski, 2005).
Over 15% of 4.7 million persons with intellectual disabilities receivedfcane older family
caregivers in 2006, an estimated 10-20% increase in demand for residential seefi¢be
past three decades (Braddock, 2002; Braddock, Hemp, & Rizzolo, 2008). In 2007, older adults
accounted for about 30% of 34 million family caregivers, and on average they provided<0 hour
of care per week, increased from an estimated 25.8 million family garegind 17.9 care hours
weekly in 1997 (AHRQ, 2001; Houser & Gibson, 2008; Arno, Levine, & Memmott, 1999).
Thompson (2004) depicted the critical position of family caregiving in the heaélstracture
as 78% of community-based long-term care recipients receive careieglrom unpaid
family and friends, while 14% receive some combination of family care addpsistance, and
only 8% rely on formal care alone.

The intensified demand has raised great concerns about sustainalidityilgfcaregiving in
later life and quality of life among older family caregivers. Efdrave been made to better
understand needs of older family caregivers (Beach, Schulz, Williamsder, Wileiner, &

Lance, 2005; Teschendorf, Schwartz, Ferrans, O’Mara, Novotny, & Sloan, 2007; Weeks,



Nilsson, Bryanton, & Kozma, 2009). It is evident that a better understandeapondmic,
physical, mental, social, cultural, and spiritual needs of older familgivars could greatly
contribute to the sustainability of family caregiving and quality ofdifelder family caregivers
(Carpentier & Ducharme, 2007; Krause, 2009; Netto, Jenny, & Philip, 2009; Sim-Gould &
Martin-Matthews, 2007; Traustadéttir, & Sigurjonsdottir, 2008).
Statement of problem

Despite an increasing dependence on older family caregivers in ovail#il tere system, a
risk perspective has exclusively dominated research on family cauggi later life. It is
evident that research has disproportionally focused on negative health outcoametyof f
caregiving burden, increased risk for mortality, decreased immunity funcéi@hoeascular
disease, depressive symptoms, and potentially harmful caregiver bemalelder abuse
(Kiecolt-Glaser, Preacher, MacCallum, Atkinson, Malarkey, & Glaser, 1991, $886jz &
Beach, 1999; Beach et al., 2005; Nakanishi, Hoshishiba, lwama, Okada, Kato, & Takahashi,
2009). Pinquart and Sorensen (2003) reviewed 228 family caregiving studies in 1986—2006.
They suggested that 151 studies assessed caregiving burden, stress, and strairstatie 20
measured depression, and that only 28 studies assessed uplifts of caregivasysatesfaction,
enjoyableness, and perceived gains. Additionally, older family carediseesbeen treated as
co-users of services or “hidden patients” (Fengler & Goodrich, 1979; @,\2805).
Furthermore, this disease-focused research has pathologized olderctam@agivers by
categorizing them with the diseases that their care recipients havia,(8berg, & Krevers,
2010; Gideon, 2007; Jankauskiene, Lesauskaite, & Naumaviciene, 2007).

A review of family caregiving literature suggested that family caregiresearch has

identified problems with aging and family caregiving as the followihyir{creasing old age



dependency ratio: The emphasis on old age dependency ratio refers to oldexrsadiefiisndents
of the family and the society; (2) Disease and disability of older adultsidearified as key
reasons for family caregiving and care burden: By focusing on one or nikmycate-related
physical, functional, cognitive, or mental ills, family caregiving studetsiled the dependency
of older adults and referred to older adults as “patients” (Eaves, &i#y, McCann, Bienias,
& Evans, 2005; Kim & Schulz, 2008); and (3) Cost of institutional care: Research has
consistently estimated the total cost of aging and subsequent demandsttdronaglization.
Using U.S. Census data, Schneider @udalnik (1990) made a compelling argument that the
aging of America has a direct impact on escalating health care dostargument provided a
framework for the cost of illness studies of dementia (McDaid, 2001; Guentin J{Rieltter,
Luppa, Rudolph, & Konig, 2010). For instance, Harrow et al. (2004) estimated the total annual
cost per care receiver as $23,436 for informal caregiving and $8,064 for femiaésn 1997
dollars, based on a national sample of 1,200 family caregivers for people vh#hinér’'s
disease.

Epistemologically, a pathology-oriented framework pays little atiartt conditions and
characteristics that contribute to a full understanding of older Americaihamily caregiving
in later life. Positive gerontology in this study highlights four counterpoingspaithological
framework. First, the majority of older Americans, including the oldestiotreasingly remains
independent and remains in the home and community as long as possible (Raphael & Cornwell
2008). Secondly, a complete picture of 21st century older Americans must ineudettthat
older adults have become increasingly active actors in the workplaicegregagement, and
private relations (Hinterlong, Morrow-Howell, & Rozario, 2007). Older aduééshat only care

receivers, but they are also care providers to people across all age graiqsapg older



family members and friends suffering geriatric diseases and/dnildiea, adult children or
siblings with chronic disease and disability, and grandchildren under age 18 whose birth par
are absent from parental responsibilities (Brown et al., 2009; Fujiura, 2010; Stavidsilg &
Warner, 2007). Third, family caregiving delays or reduces institutiotiaizaf dependent older
adults or disabled people (Van Houtven & Norton, 2008). In the case of grandparemgs raisi
grandchildren in skipped generational households, family caregiving avoids the ingotvam
the foster care system. Equally important, it is generally agreed thidy taregiving provides
care that is of high quality, consistent with care recipients’ prefesgiias better care outcomes,
and costs less (Raphael & Cornwell, 2008). Finally, family caregiving methuce overall

health care costs. Arno et al. (1999) estimated that the economic valuelpiciegiving was
equivalent to approximately 18% of the total national spending on health ca@wtddual.

(2004) estimated family care cost per care recipient with Alzhesndisease was almost three
times the cost of formal services. In 2007, the annual economic value of tanatjiving was
estimated at $375 billion, which far exceeded public expenditures for home health ang nursi
home care combined and approached total expenditures for the Medicare prograen §Hous
Gibson, 2008; Robison, Fortinsky, Kleppinger, Shugrue, & Porter, 2009).

Since a pathological framework often appears in scientific language and sxdopulicy
documents, research and human services of family caregiving in latarditonstructed and
organized by what we have known through pathological lenses rather thdmabltthe is
known about the productive roles of older family caregivers or positive featut@sily
caregiving in later life (Gopalan & Brannon, 2006; Zarit & Femia, 2008). Wtesature has
best documented and what we know best can be described as (1) the notion of “tlee advers

physical and psychological health effects of family caregivingie#i established (Vitaliano,



Zhang, & Scanlan, 2003; Fortinsky, Tennen, Frank, & Affleck, 2007; Pinquart & Sérensen,
2003, 2007); and (2) family caregivers, especially older family caregiverat &igher risk for
physical and psychosocial health problems than noncaregivers (Beeson, 2083& Caark,
2005; Pinquart & Sérensen, 2003).

The current study observed that incomplete knowledge about health outcomes of family
caregiving in later life has provided biased evidence that contributed ta pugdinings of being
old and being an older family caregiver. This observation is supported by stidagcee that
family caregiving in later life is not the single determinant of negdteadth outcomes among
older family caregivers (Letiecq, Bailey, & Kurtz, 2008; Pinquart & 88es, 2007).
Psychology has well established that psychological states contrilphgdical outcomes.
Negative psychological states such as grief, stress and sense depsmess more likely lead to
negative physical and psychological health outcomes, while positive psychbtgiea such as
love and gratitude more likely result in positive health outcomes (Edwardsgfet, 1988;
Fredrickson, 2004; Ong, Bergeman, Bisconti, & Wallace, 2006). Family varggesearch can
minimize biases by examining positive aspects of family caregivifegen life beyond its risks,
stress, and negativity.

Evidence from recent quantitative and qualitative data has suggested thaamider f
caregivers recognize social, psychological, cultural, and spiritual vaiwasegiving
(Jankauskiene et al., 2007; Netto et al., 2009). A five-year longitudinal study ofreg@/ea
dementia patient dyads found that higher levels of satisfaction with social sugpantkse
among dementia family caregivers predicted fewer depressive symptdrghar levels of life
satisfaction (Clay, Roth, Wadley, & Haley, 2008). Based on a random sample of 339 @anadia

Chinese family caregivers, Lai (2010) examined the effects of fikdy @n the appraisal of



caregiving burden and suggested that filial piety as a cultural beleitsas a protective
function to reduce the negative effects of stressors and to enhance the posttivef efppraisal
factors on caregiving burden. A strength-based gerontological approachléddaral
advancement of our understanding of family caregiving experience in lajavitliethe focus on
its social recourses and positive outcomes.

Based on th€hanging Lives of Older Couplsample, Brown, Nesse, Vinokur, and Smith
(2003) found that mortality was significantly reduced for individuals who reported prgvidi
instrumental support to friends, relatives, and neighbors, and individuals who reported providing
emotional support to their spouse. This finding suggested that helping behavior ahd socia
contact influence health and longevity. Using a national sample of 1,229 older idement
caregivers, Tarlow, Wisniewski, Belle, Rubert, Ory, and Gallagher-Thom(2004) tested a
newly developed measure for the positive aspects of caregiving and found e¢lgatesar
perceived their caregiving as providing them with a variety of positive aistlysay
experiences. These caregivers frequently reported that caregivirgtinesul feel important and
good about themselves. Most caregivers also reported that caregivingleghahieo develop a
more positive attitude toward life and strengthened their relationships WweérsoBased on three
empirical studies on the role of positive emotions in the stress process in late@diu®@ng et
al. (2006) found that the occurrence of daily positive emotions served to moderate stres
reactivity and mediate stress recovery and suggested that over time, theneepel positive
emotions functioned to assist highly resilient individuals in their abilitg¢over effectively
from daily stress (Ong et al., 2006).

It is observed that the pathological family caregiving research failei@taifiy factors that

contributed to positive and negative health outcomes among older family caregivers, which



further contributed to drawing clear conclusions about the nature and the prealeegative
health outcomes (Pinquart & Sérensen, 2003). This observation is supported by the fact that
sources of stress and depressive symptoms existing among familyesrage complicated
(Carter & Clark, 2005; Gopalan & Brannon, 2006; Kiecolt-Glaser et al., 2003; Montoro-
Rodriguez, Kosloski, Kercher, & Montgomery, 2009). Without consideration of the roles of
socioeconomic and psychological factors in the family caregiving contexgteempt to
generalize particular health effects of caregiving stress would besaohci Given, Sherwood,
and Given (2008) addressed the sense of lack of preparation as a source of $tnesly for
caregivers of people with chronic illnesses and multiple comorbid conditions pitegsed
knowledge and skills that gerontological social work should possess to preegyigarat
Feelings of unpreparedness as well as a sense of lack of masterypsggigirior conditions,
“patient suffering” or certain lifestyle could lead to stress amangly caregivers (Jansen et al,
2007; Neundorfer, McClendon, Smyth, Strauss, & McCallum, 2006; Noyes et al., 2010; Roepke
et al., 2009; Schulz et al., 2007). Failing to control for unmeasured confounding variagbles ha
been a major threat to the validity of inferences made about health effectslpfdaregiving.
Family caregiving literature generally considers caregiving@gdictor of social isolation
among older family caregivers. However, recent evidence has preddfaseht aspects of
social positions of older family caregivers and has demonstrated the imparfancluding
various social, psychological, and cultural resources in studying familynaagem later life
(Phillips & Christ, 2008; Sanders, 2007). Observations about positive features of family
caregiving in later life can provide opportunities to examine conditions ancctdréstics that
contribute to a full understanding of strengths, capacities, and strongeses|wélolder family

caregivers. On the other hand, positive gerontology of family caregivietats/ely new and



less documented. Using four waves of Asset and Health Dynami¢8HEAD) cohort of the
Health and Retirement Study, Brown et al. (2009) recently reexaminedatienship between
caregiving and mortality. They reached the conclusion that caregivirayioe was associated
with decreased mortality risk rather than increased mortality risk, ¢eneralizable conclusion
between caregiving and mortality of caregivers was far frongbeached. More empirical
evidence is needed to test positive gerontological assumptions, especiallyevhatasocial
relations play roles in the health of older family caregivers when theyrteemore emphasized
in family relationships and mastering social networks (Brown et al., 2009; r@iam&
Ducharme, 2007; Gergen & Gergen, 2003).

Trends of family caregiving in later life

Traditionally, caregiving was a natural component of the family systeraanthunity
identity in the United States as well as in the rest of the world (Ruggles\@n@r, 2003;
Holzman, 1998; Stack, 1974; Whyte, Alber, & Geissler, 2004). Unpaid informal caregiasg
no longer the only social protection as profound sociodemographic changes occumath@egi
in the late 19th century (Elmore & Talley, 2009). The most notable shifts were poputatign a
urbanization, household living arrangement, increasing number of women in the paid egrkfor
and the establishment of public protections and advocacy systems (Glasgow, 2000; Alw
Converse, & Martin, 1985; Costa, 1999; Haber & Gratton, 1994).

In 1900, 4.1% of 76 million Americans were age 65 and over, and 57% of them lived in a
multigenerational family household and shared the responsibility and protectiontopkins
networks (Ruggles, 2003). In 1910, only 20.6% of elderly whites lived alone or with a spouse
(Ruggles, 1994). Over the last century, people age 65 and above were the most rapidgy grow

segment of the national population. In 2010, the number of older Americans grew to #0618 mil



Americans, or 13.0% of the total population in the United States (US Census, 2011). More
importantly, population aging was concurrent with industrialization. As early910, Addams
had recognized that industrialization had deconstructed the traditional fmppprt system for
children, the disabled, and the aged in rural American communities (Addams, 191Q@an&ssis
and protection provided by kin and neighbors were not sufficient. This was due to declining
multigenerational households and unavailability of family care resources @2u@g§b4;
Chappell & Blandford, 1991). Multigenerational households were no longer a norm. More
people lived alone or lived in nuclear households than before. In 2008, 50.5% of older adults
lived alone or with a spouse (US Census, 2010), a near 30% increase from 1910. All these
changes have gradually reshaped family caregiving context and fanagneag itself
(Szinovacz & Davey, 2008; Elmore & Talley, 2009; Copen, 2009; Weeks et al., 2009).
Family caregiving, a public agenda

As Addams (1910) advocated and fought for, a new protection and advocacy system was
established to respond to a faded traditional social support system. Caregvaagingly
become a public agenda. Social Security, Medicare, and other preventiorehactesl to insure
economic security and health of older adults and their families. To date, farelyiving-
specific federal initiatives have provided a necessary policy environmenhfiy taregivers
(EImore & Talley, 2009; Leos-Urbel, Bess, & Geen, 2002).

The National Family Caregiver Support Program, the Aging and DisaB#isource
Centers, théifespan Respite Care Act of 2003. R. 6893) and thEostering Connections to
Success and Increasing Adoption Act of 20R8.. 110- 351yere established to deliver direct
services for family caregivers. For example, @der American Act Amendments of 2@PQ_.

106-501) created a federal caregiving program called the National Faarggiver Support



Program. Th&lder American Act Amendments of 2@Pa.. 109-365) established three
amendments: (1) family caregivers of persons with Alzheimer’'s diseas related dementia
may be served regardless of the age of the care recipient with den®rgiandparents and
other relative caregivers providing care to children under age 18 yearsoeaye services at 55
years of age and older; and (3) grandparent or relative caregivers praadenigr adult
children with a disability between 19 and 59 years of age may be served unglegttaen.

The federal family caregiving agenda has employed policy approaches bengmtd di
services. They include financial incentives and compensation, consumeredappteaches,
and employment-based mechanisms (Elmore & Talley, 2009). They fosteucaiyHmased
long-term care for the disability and the aging communities as well dskictsld care (Kearns
& Andrews, 2005; Berrick, 2008). Ongoing extensions of federal initiatives have ledtjmeslic
that the art and science of caregiving has made a meaningful transitiotir(ybrt, 2010).
Family caregiving, an aging experience

TheOlder American Act Amendments of 2@p@cifically respond to the fact that an
increasing number of older adults has been involved in family caregivingpréhalence of
family caregiving among older adults suggests that a better understandinglypiciegiving
should become a gerontological social work mission. It is simply becausg arehiving has
become a part of the aging experience not only for older care receivelsadoiatr all older
adults.

Social capital, a continuity of family caregiving

The prevalence of family caregiving in later life addresses the contimiuigynily

caregiving, which is often ignored when focus has been on changes and differemcas f

historical perspective (Uhlenberg & Cheuk, 2008). Although family protection is no langer
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solo social protection mechanism, individuals and families still use their sapighl to provide
much needed family care. Kin, neighbors, and friends play important roles as npadicyas
measures and professional care providers (Keating & Dosman, 2009). Exatdnese of
social capital in contemporary American society partially expldip &n estimated 12.1% of
non-institutionalized Americans with a disability were able to enjoy commliving (US
Census, 2010). Although institutionalized long-term care has been a hot topic sincé the 20t
century, the fact is that the majority of older Americans, with or without disabjlare aging in
place with their family and community. According to the 2010 U.S. Census, only 4.9% of older
Americans lived in nursing homes and other group facilities (US Census, 2010). Even for
institutionalized older adults, family caregiving continues as a complemenbfessional
services (Chappell, & Blandford, 1991; Yeh, Wierenga, & Yuan, 2009).
Theoretical framework

Positive gerontology has fundamentally shaped and defined this study. Thisi¢heoret
framework is derived from two lines of inquiry—critical gerontology anditive psychology
(Estes, 1999; Calasanti & Slevin, 2001; Ong & Bergeman, 2004). Primarily based oh critica
theory and political economy, critical gerontology emphasizes the broad iguigcaf political,
economic, and social relations for the aging and for treatment of older adults acittg. dt
illuminates topics such as the social construction of caregiving and the imnptetscurrent
politics of retrenchment on minority older adults.

A positive psychology emphasis is based on the fact that the disease model does not move
psychology closer to the prevention of physical disease, mental illnessairmsobiems.
Seligman and Csikszentmihalyi (2000, p. 7) declared that: “Psychology is ntigsstty of

pathology, weakness, and damage; it is also the study of strength and virtteequest for
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what is best within individuals and institutions, positive psychology does not basatiigepos
orientation on wishful thinking (Seligman & Csikszentmihalyi, 2000). Rather, positive
psychology has accumulated enormous empirical studies on how positive featuriss psom
improve quality of life and prevent pathologies (Gable & Haidt, 2005; Salove, Rothman,
Detweiler & Steward, 2000; Vaillant, 2000).

Positive gerontology challenges the assumption that aging is a life stdgeliag,
disengagement, and disease. It critically examines the sociallywdsstdependence status of
older adults and the pathology model of gerontology. It commits to change the coagsgah
more positive ways (Calasanti & Slevin, 2001; Holstein & Minkler, 2007; Minkler & Estes
1999). As Gergen and Gergen (2003) proposed, positive gerontology reconstructs the discourse
of aging as a time to return to self-growth and relationships. By adaptiriy@@grontology in
research on family caregiving in later life, this study rejects the ndtadrcaregiving can be
isolated from larger political, social or economic realities. It empbkaghe relevance and
significance of social relations for understanding how family canegivi later life is socially
constructed and processed in particular social contexts. Two propositionsldieteréamily
caregiving in later life are emerging.

First, under the framework of positive gerontology, this study conceptutdindy
caregiving in later life as a socially constructed product. My assamptiplicit in socially
constructed caregiving is that family caregiving in later life igpelday social structure and by
those social factors that influence the individual’'s position in that strudtime specifically,
this study analyzed social factors such as age, gender, race, ethnicgpceal relations in
guestions such as how older family caregivers engage in caregiving in conterdposaiga,

and what family caregiving means to older caregivers and their social networkers directly
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or indirectly involved in family caregiving. It is expected that the meaning efjoang for a
white, middle-class married man is different from the caregiving expeziof an African-
American single woman, a Latino immigrant woman in a three-generataongy, or other
older adults in other social contexts. People in caregivers’ social networkardbnand deeply
form the caregiving experience not only through resources but also througheitzsteon.
Identifying characteristics of older family caregivers’ ey social networks and the ways that
everyday social networks link to family caregiving in later life, will helpunderstand how
family caregiving in later life as older caregivers and their socialarktmembers see it, which
may contribute to the demystification of family caregiving in lafex li

Second, contrasting with ageism assumptions, this study moved the reseasdo fc
positive vision of family caregiving in later life (Hunt, 2003; Johnson-Dalzine, 200y’)
argument in positive family caregiving is that the availability and swdidity of family
caregiving as well as quality of life among older family caregiweay rely on their strengths
and capacity. Gerontology is not just a branch of human medicine concernednegh df older
adults. It is also about better understanding of strengths and growth amonagolterFrom
positive gerontology perspectives, research on family caregiving inifateah contribute to
identifying and nurturing older family caregivers’ strongest qualitnescan empower them to
find niches in which they can best live out these strengths (Seligman & Csrkgzadgt, 2000).
Empirical evidence indicates that family caregiving involves both positive aradivefeatures.
Positive features include positive emotions, beliefs, and attitudes like rewatradg,
satisfaction, closeness, and growth (Brown, 1993, 2007; Grant, 1998; Robertson, Zarit, Duncan,
Rovine, & Femia, 2007). When investigating the relations between psychosocialqrseaint

the course of illness in men with HIV infection, Taylor, Kemeny, Reed, BoweGanehewald
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(2000) suggested that psychological beliefs such as meaning, control, and ojatitnésm
resources, which may not only preserve mental health in the context of traumdgc or li
threatening events, but be protective of physical health as well.

Purpose of the study and research questions

The debate on health outcomes of family caregiving presents the core proposition of
contemporary geriatrics that shapes older adults’ images and the soc@hm@nts in which
older adults live. There has been a consistent focus on health costs for oldecéaeglyers.
An emerging understanding of family caregivers, however, argues thas\atd gains are also
evident in being part of family caregiving experiences and that socvebriest link to health
outcomes of caregivers (Gerard, Landrey-Meyer, & Guzell, 2006; Goodman et al, 20@7¢tN
al., 2009; Nijboer, Triemstra, Tempelaar, Sanderman, & van den Bos, 1999; Nijboer tfBjiems
Tempelaar, van den Bos, & Sanderman, 2001; Pinquart & Sérensen, 2006; Yap, Luo, Ng,
Chionb, & Lim, 2010).

The purpose of this study was to better understand the social value ofdareiyving in
later life by examining effects of social networks and family caregiin later life on the health
of older adults aged 65 and over. Drawing theoretical support from positive gerontatbgy a
methodological efforts of social networks analysis (Cohen & Wills, 1985; KlavwaBerkman,
2001; Minkler, Driver, Roe, & Bedeian, 1993), this study expected to not only réw@sit t
significance of social networks in family caregiving in later life, irtipalar, and in positive
gerontology, in general, but also called for strength-based geriatiat wock research and
health care policies.

In line with existing research on social networks and the health of farmdgicars in later

life, the study examined the following three research questions:
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Question 1: What are the demographics, social network characteristics aithdstadus of
older family caregivers, compared to other older adults who do not provide familywoay@g

Question 2: How do older family caregivers perceive family caregiviratén life?

Question 3: Are there significant mean differences in health for differens lefvsocial
networks and for different family caregiving status after controliongiemographic factors?
Conceptual definitions

Based on positive gerontology, the current study identified four key concgptstresly—
older family caregivers, family caregiving, social networks, and healtle the key aspects of
the study.
Older family caregivers

In the current studylder family caregivewas defined as any community-dweller who is
aged 65 and over and has provided unpaid care for a family member, friend, or neighbor with
chronic iliness, disability, or other dependent characteristic on a rd@derin the last 12
months. As a concept of positive gerontology, the notion of older family caregivéis study
described caregiving as community-based caregiving, intergeneratmegiving, and family
caregiving. As community-based caregiving, the notion of “older famrggaer” highlights
the social and physical location of the caregiver, no matter whether thg &amalreceiver is
community-dwelled or institutionalized. Literature has suggested thatithective
responsibility of caregiving remains with family caregivers atienify care receivers were
institutionalized (Hibbard, Neufeld, & Harrison, 1996). In intergeneratica@giving, three
groups of older family caregivers are commonly differentiated in relseearegivers of older
family members suffering geriatric diseases and/or disabjltaggivers of adult children or

siblings with chronic disease and/or disability, and caregivers of graddahiinder age 18
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whose birth parents are absent from parental responsibilities (Greerddergr, & Greenley,

1993; Standing et al., 2007). Family caregivers in later life include priozaegivers, secondary
caregivers, and other caregivers with different degrees of care invatvelfenrod, Kane, Kane,
and Finch (1995) noticed that approximately 7% of the 242 primary caregiverteceparnng

for the family member alone. Tolkacheva, van Groenou, Boer, and Tilburg (2011) argued that
larger caregiving network size, more shared care tasks in the network, and |oiugkr @fe

shared care contributed to caregivers’ lower care burden.

Family caregiving

An older family caregiver is defined as anyone involved in unpaid carekfora a non-kin
person. The current study highlighted family caregiving in later life asialsvent in which
social network members collectively contributed to care responsibititygérontological social
workers, the social meaning faimily caregivingcontains much potential for resources to be
discovered and utilized for better understanding and better services.

It is essential for family caregiving research to define what corestittdre. Literature has
contributed to a hierarchy of care that embraces a range of feandgiving activities (Nolan,
Keady, & Grant, 1996; Ekwall, Sivberg, & Hallberg, 2004). At the base of this e thy,
“personal care” refers to informal help with instrumental activities fdy theing. On the next
level of the care hierarchy, “instrumental care” is usually definedfasmnal and
nonprofessional help with personal activities for daily living. Although personalacal
instrumental caregiving are two dimensions universally accepted bly feemegiving literature,
what constitutes instrumental caregiving has remained controversiahdjbaty of geriatric
caregiving literature most commonly referred to it as care foritaes for daily living or

instrumental activities for daily living, especially Activities o&ily Living (ADLS) or
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Instrumental Activities of Daily Living (IADLs) (Katz, Ford, Moskonitackson, & Jaffe, 1963;
Lawton & Brody, 1969). Others argued that a geriatric perspective@tiaaensions could not
reflect a broader notion of family caregiving, which involves child-specdre as well as
disabled advocacy (Oktay, 2006). Some researchers have looked beyond persama care
instrumental care in the hierarchy of care. They addressed the impmfarace dimensions
such as preservative care, anticipatory care, preventive care, supecaiggIgrotective care,
emotional care, reconstructive care, and reciprocal care (Nolan ¥%6; Oktay, 2006). Based
on a sample of 783 older family caregivers, Ekwall et al. (2004) found only afmmedintage of
the sample provided help with personal care, and the hierarchy of caregiving arédsedess
anticipatory, preventive, supervisory care, instrumental care, personakecargstructive care,
and reciprocal care. Using gender analytical lenses, Campbell atid-Matthews (2003), on
the other hand, categorized care activities as traditional gendered cgendedneutral care.

For the purpose of the current studgre was defined from five dimensions: personal care,
instrumental care, emotional care, informational care, and advocate dardefiimtion included
care from caregivers’ daily activities to macro influence. It cavex only the scope of family
caregiving research, but also the range of gerontological social werkentions.
Social networks

In this studysocial networksvere defined as older family caregiver-centered
multidimensional social relationships that cut across traditional kinshigentisl, and class
groups (Barker, 2002; Berkman, Glass, Brissette, & Seeman, 2000; Bott, 195&r< Aaylor,
& Jackson, 1985). Social networks is a measurable term for the total of socialtmrméat
most often consist of the caregiver’s spouse or partner, friends, neighbargesetnd

members from religious or spiritual and community organizations (Berkman & ,Sh819;
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Lubben, 1988). More specifically, social networks are considered froen disenct dimensions.
First, the structural dimension comprises its size, composition, frequencytydsinength of
ties, reachability, and reciprocity of the network relationship. Secom#ly\cdntent dimension
consists of information, values, and behaviors conveyed by network membelly, Eieal
functional dimension refers to the network’s support, conflict, and social contsalppgortive
social network could be described in terms of connectedness and socialioneggdcentric
social network connectedness includes seven network properties: matita) sb-residence,
network size, volume of social interaction with network members, closeness toknetwor
members, network composition, and network density. Social integration includesgtwork
properties: religious participation, organized group involvement, and volunteering.

As Carpentier and Ducharme (2003) pointed out, a theoretic and empirical aiststatuld
be made between social network and social support. The notion of a social network calls
attention to social contexts of social relations among network membersdefohed by its
structural parameters. On the other hand, the notion of social support emphasipessional
help among network members and is defined by helping behavior from one network nember t
another to meet physical, psychological, and social needs (Scott & Roberto, 1985).0d/alle s
network analysis examines how social relations in the caregiver networlofutiobugh
information, values, and behaviors, it targets social support as well as sociat emfisocial
control in which gerontological social work researchers identify and advacatefstrongest
qualities of the caregiver and her/his networks.

Health
Healthwas defined as highly self-rated health, a high level of physical funatisence of

chronic diseases, and absence of depressive symptoms. Social networks arfadygdib of
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later life concentrates on the structure and composition of the networks, theesdbat are
embedded within the networks, and their influences on the health of actors in the networks
(Berkman et al., 2000; Moren-Cross & Lin, 2006). In this study, the health effesasiaf
networks were linked to actual and perceived physical and mental health of otdgveya: The

health effects of social networks contributed to the perceived value of atdér ¢aregivers.
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CHAPTER TWO: LITERATURE REVIEW

It is evident that social networks are crucial to understanding how the needs aithitigr
are met, and how older Americans achieve positive physical and psychologitalutedmes
(Christakis & Fowler, 2007; Cornwell & Waite, 2009; Lubben & Gironda, 2003; Newsom,
Mahan, Rook, & Krause, 2008). Literature has argued that strong social networks are
significantly associated with low mortality, high self-rated healtid, lagh levels of cognitive
functioning among older patients (Blazer, 1982; Crooks, Lubben, Petitti, Littldi& 2008;
Lyyra & Heikkinen, 2006), and that social support networks play a preventive role in chronic
diseases, cognitive decline, and mental diseases (Beeson, 2003; Boden-Alhd28@5%;a
Cornwell, Schumm, Laumann, & Graber, 2009; Crooks et al., 2008; Nijboer et al., 2001; Schulz
& Beach, 1999; Weiss, 1973). Less is known about family caregivers’ social rekatidingealth
effects of their personal social networks (Edwards, Higgins, & Zmije\26Ki7). Attempts to
examine the intersection among social networks, health, and family caragilater life have
been rare.

Methodologically, there has been inconsistency in available literaturénas/ttm
conceptualize social networks and the mechanisms through which social netweckbedithy
aging. For instance, when Pinquart and Sorensen (2007) explained why a metis-ahaly6
studies indicated weaker associations of social support with physicid thesad with burden and
depression, they considered that most social support instruments were assessimglem
support, which was more likely to correlate with psychological than physidéh hééile many
have referredocial networkgo social network structure, even simply to size of social networks,
an effort to integrate the multidimensional concept of social networks has bemsteneisince

the 1970s (Berkman & Syme, 1979; Cornwell et al., 2009; Ekwall, Sivberg, & Hallberg, 2005).
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Inconsistency in the understanding of social networks in family caredit@éngture has made it
even more difficult to determine which social relations older familygreees have in everyday
life, whether or not these relations are different from those of non-carggiar adults, and
how social networks affect health of older family caregivers.

Review of the literature on health effects of social networks of famiggoang in later life
suggested that social network analysis of health and family caregiving issagirgsocial
work approach. Gerontological social work has used social network analysis tcategiying
networks, the role of social support and social capital, and the influence of personakseinv
health behavior and information transmission, particularly on help-seeking beltaizever,
most network investigations have centered on the elder patient rather than thedasgiver
(Barrett & Lynch, 1999; Keating & Dosman, 2009). It was also notablestdion that many
recent available family caregiver network data have come from Canddzuampe (Carpentier
& Ducharme, 2005, 2007; Lai, 2010; Tolkacheva et al., 2011). In limited caregiver network
literature, social network analysis investigated social network gtalaharacteristics and the
relationships in the network to determine how social ties influence care burdenessdistalth,
and the organization of resouraddamily caregivers
Caregiving networks

The current study distinguishedcial network®f family caregivers antamily caregiving
networks Social networkenclude all network members with whom family caregivers have
connections and interactions, regardless of whether or not they were activeioosnect
Caregiving networksare also referred to as “helper networks” (Chatter et al., 1985) and “care
networks” (Fast, Keating, Otfinowski, & Derksen, 2004; Keating & Dosman, 2009; lgeatin

Otfinowski, Wenger, Fast, & Derksen, 2003). Caregiving networks, on the other hand, only
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focus on those who are involved in family caregiving in the social networks of faandgicers.
Keating and colleagues (Fast et al., 2004; Keating & Dosman, 2009; Keating et al., 2003 ma
similar distinction betweesupport networksndcare networksnd called care networks a
functional subset of a support network. In other words, a personal social network sexved as
pool of caregiving assets, and a caregiving network was an activatedstaneeewithin the
network. Research and policy could not assess care resources only by size of pecsina
networks or support networks of family caregivers.

Existing literature on caregiving networks attempted to move rese@eati@ from primary
caregivers and care receiver dyad to informal caregiving networkswahis critical shift for
family caregiving research because it challenged the assumption tiilgtdaregiving was
strictly a one-to-one relationship and that the primary caregiver providee and continuous
care, isolated from his or her everyday social relationships (Traustadd&tgurjonsdaéttir,
2008). Efforts have been made to understand the collective contribution of the faejiyica
network to the care receiver as well as to the primary caregiver (Keatahg 2003; Ray &
Street, 2005). Research has demonstrated the key to quality and sustaindpleafagiving is
its collective nature. More specifically, caregiving networks compriseguyi caregivers,
secondary caregivers, and helpers of caregivers and it has become pagigintanetworks
research (Tennstedt, McKinlay, & Sullivan, 1989; Connidis, 2001; Sims-Gould & Matrtin-
Matthews, 2007).

Literature on the dynamics of caregiving networks reveals that netwerksnet merely a
static social reality. Two themes were particularly important fmilfacaregiving research: the
changing caregiving networks and the impact of relational influenceswagtworks. Drawing

data from thd.ongitudinal Study of Agin.SOA), Peek, Zsembik, and Coward (1997)
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described changes in caregiving networks of older adults over a two-yreal @i patterns of
network evolution, which were characterized by both stability and change. Gar ik
Ducharme (2005) further investigated support network transformations in tretdgss of
family caregiving for individuals with dementia. Although this case stedydcnot be
generalized to all family caregivers across the life span, it olsbémeemeaningful networks in
transition: an adjusted caregiving network that better served the famelyivaag function, and a
diminished network that exhausted the spousal caregiver. This observation sudpgesied t
understanding and utilization of caregiving networks could have meaningful impact on
caregiving capacity and sustainability as well as health of carsgid@well and Stein (2002)
demonstrated how parents of individuals with severe mental iliness could influéwoekne
members, siblings in this case, to be involved in caregiving and caregiving plans.
Network characteristics of older family caregivers

Available literature on family care networks has been most interesteddtusal properties
of social networks in relation to the health outcomes of family caregivers. Alirsngigl
network analysis has investigated network characteristics beyond netwatlars, the two
network properties that have caught most research attention are size andteamyfasocial
networks among older family caregivers.
Network size

Network size of older family caregivers holds special importance in gadogyt Literature
has reached a general consensus that decreased social participatennsoa early response
to caregiving, which results in feelings of isolation, loss, and frustratidob@rt, Neufeld, &
Harrison, 1996; Carpentier & Ducharme, 2003, 2005; Szinovacz & Davey, 2006, 2007). Based

on qualitative data of 30 elderly men caregivers for spouses with cognitivenmepéi Russell
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(2004) described radical changes in social networks of retired male faarglgivers as a shift
from a visible and interactive world to an invisible and isolated one.

Across studies, the majority of family caregivers reported having two t® pre@ple in their
networks who were immediate family members, distanced family membensisy or
neighbors. In a sample of 242 Medicare beneficiaries from 52 hospitals in Pittsbaugtor
and Minneapolis/St. Paul, Penrod et al. (1995) documented an average of 2.33 social network
members per primary caregiver, with an average of 2.1 network members wub cre
responsibilities, and .25 and .69 network members assisting financially and wéiougci
respectively. When exploring network characteristics of 602 Dutch caregiatkacheva et al.
(2011) indicated a caregiving network size of 2.76 in the sample. However, other studies
reported a larger network size. Greenberg et al. (1993) reported a nateosk 5.9 among 313
aging mothers of adults with disabilities. More recently, Haley, Roth, Hhwéonika, and
Safford (2010) reported a similar network size (7.2) in a sample of 767 spouse caregive
whom the authors examined the relationship between caregiving strain and skoke ri

Although sampling and other study characteristics might contribute to teeediée in the
reported sizes of caregiver networks, inconsistency in defining netwowkeallees family
caregiving activities have excluded or included some network members in &arelyiving
studies (Nolan et al., 1996; Ekwall et al., 2004; Oktay, 2006). In a pioneer caregwerknet
study, Chatter et al. (1985) innovatively portrayed patterns of informal hetpgorks of
elderly blacks. It argued that the majority of the sample (56%) reportewarkesize of three.
Since the study only measured care help in the instrumental dimension, the aetobssaal
networks among family caregivers would be larger when emotional help is included. More

recently, Phillips and Crist (2008) found that over a one-year period network sizasfgivers
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in both Mexican American and non-Hispanic white groups remained the same, valmtges
happened within network throughout the year of caregiving: loss of about three network
members and gain of three new members.

Even though inconsistency exists in caregiver network size, literaturédas that family
caregiving in later life, in general, is not isolated. According to Cisatteal. (1985) and Penrod
et al. (1995), both national and regional representative data reported a low geroénta
caregivers (7%) for family members with post-acute care with no feipdnyone else.

Chatters et al. (1985) further examined the differences in caregiver netsednd found that

sex, marital status, and region were significant predictors of helper ketimer with older

women having larger networks than older men, married persons having signifiaegely |

network sizes than widowed and never married persons, and persons in the South having larger
size networks than people in the North Central and Northeast regions.

Network composition

Caregiving network composition was another area of interest in social netwoygisuodl
family caregiving in later life. However, how network composition was structunéeldvacross
studies. Sociology and anthropology tended to categorize network composition as kin and non-
kin networks. Social capital theory tended to make distinctions between bonding sotaél capi
and bridge social capital. In the case of gender studies, literaturéraesiased the feminist
perspective to define network clusters. For instance, in order to explore thatamsot gender,
sibling network composition, and patterns of parent care, Coward and Dwyer (1990beskpara
sibling network composition into three types: only-child networks, single-gendermsiwaod

mixed-gender networks. Through this approach, the study found that daughters femn mix
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gender networks reported significantly higher levels of the associatgender and patterns of
parent care than daughters from only-child networks and single-gender networks.

Literature most commonly employed sociological approaches when difégheginetwork
composition and concluded that networks composition of older adults could be characterized as
family-based, friend-based, diverse, and limited. Chatters et al. (1985) fatrilé majority of
the sampled elder blacks (56%) had immediate family only networks, one-third el mi
networks with immediate family members and others, and the minority (11%)laadesgnon-
kin networks. The study also found that lack of close kin network members affected helper
network composition, from few kin members to more distant relative and non-kin nsgiinier
did not affect the size of helper networks. Since the study only measured garethel
instrumental dimension, the actual size and composition of social networks amdgg fam
caregivers would be different when emotional support was included in help@rket
composition. Fiori, Smith, and Antonucci (2007) derived six social network types from the
Berlin Aging Studylata. Family based and friend based networks emerged as two basic network
compositions in all six network types. Using a social capital frameworkjrgeand Dosman
therefore called family members and friends “the building blocks of sociabtapicare
network of frail seniors (2009).

Literature explained the reason why family members and friends webeittdmg blocks of
elderly network composition from sociological approaches. A preferenceioritier choice of
support in caregiving networks is always for the closest available persoadicasthrough
spouse, children, other relatives, and non-kin friends and neighbors (Chatters et al., 1985;
Carpentier & Durchame, 2003). Although parents, spouses, and children have beea tfie cor

family caregiving networks, recognition and inclusion of siblings, in-lauends, and neighbors
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in caregiving networks were critical developments in understanding calabditg and
capacity (Barker, 2002; Fast et al., 2004; Lohrer, Lukens, & Thorning, 2007). Weeks et al.
(2009) investigated future plans of parental caregivers for adults with intellelcsabilities and
suggested that siblings and other family members were reported as thedigiates of informal
caregivers in parents’ plans after they died. Based on a random sample of 23,58% 2001+
2007 Southern Australians Health Omnibus Suri3eyns, Abernethy, Leblanc and Thomas
(2011) identified older women acting as friends and neighbors caring foritrenftald. The
study related the contribution of friend caregivers to sustainable commumity, Which was
measured by the increased likelihood of the care receiver being able torstayeat

Social capital theory offered another view of network compositions of familgigarg in
later life. Social capital approaches categorized network members agdmue groups and
heterogeneous groups (Keating & Dosman, 2009). According to social capitahehes,
homogenous groups had strong and intimate ties, which were well suited to providah@isdci
psychological supports to meet group members’ everyday needs. In the pastgfanplywere
typical homogenous groups. They shared a strong sense of identity and résgmaceas. They
spent high amounts of time together and exhibited emotional intensity and mutigihgomiue
to homogeneity, close-kin might have been less likely to have new and alternetise fc
family caregiving. While homogenous groups provided intense levels of fam@ygar time,
they also may have mitigated against information exchanges and formal cdaynseuvices
(Furstenberg, 2005; Zacharakis & Flora, 2005). In contrast, heterogeneous grousraoosve
potential for connecting caregiving networks with external assetslbasagervice information.
Therefore, they were better suited to bringing new network assets, incinslingnental and

informational resources. Non-kin network members, such as friends and neighborgpwate t
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heterogeneous groups in the network. They often moved between groups and were ndoe like
provide links to external support. In short, homogenous groups and heterogeneous groups in a
caregiving network functioned as two distinct social capitadading social capitaand
bridging social capitabf family caregiving. As Putham summarized, these two social capitals
reflected various needs of family caregiving in later life: “Bondingosd for getting by, but
bridging is crucial for getting ahead” (Putnam, 2000, p.23). Obviously, a resitiémesourceful
social network should have diverse social capital to meet emotional, instrumental, and
informational needs of family caregivers.

Carpentier and Ducharme (2009) offered empirical evidence that demonstratecangesch
in network composition carried significant impact on network care capacity aneliHeemg
of caregivers for family members with Alzheimer’s disease. Initeedase, the caregiver’s
network size had remained at eight over nearly two years. The primagieargained one
heterogeneous network member while he lost his mother as a close tie due toltprenteof
her Alzheimer’s disease. The new friend functioned as a confidant who providedahfor
about the disease and related services, something which his family merakersotnable to
offer. In the second case, the size of the network of a wife caregiver had beeizédvirom
seven to four over a 19-month period while the network composition was changed from two
groups (family and friends) to one group (family). Lack of diversity in network caoitigros
jeopardized the sustainability of family caregiving, even though the careganted to believe
that she could cope with caregiving challenges without outside assistamper{tizr &
Ducharme, 2005).

Health effects of social networks
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Prior literature has suggested a general consensus that social netwerksseerated with
physical and mental health outcomes. Supportive and diverse social networkgniéicastly
associated with high self-rated health, high levels of physical functioningpandilnerability
to mental disorders among older family caregivers (Bergman & Haley, BoO@&n et al., 2003;
Crooks et al., 2008; Robison et al., 2009). Early applications of social networks in geroatologic
studies have claimed that social networks had a direct and independent effedthoim tetar
life (Berkman, 1984, 1986; Berkman & Syme, 1979). More recent empirical evidence has
explored the association between family caregiving in later life, soetalorks, and health.
Attempts have been made recently to understand how social networks influencal@ngi
mental health outcomes, including the relationship between health and social nspeuts a
other than network size and/or composition (Carpentier & Ducharme, 2003; 2005; Newsom et
al., 2008). Available empirical evidence indicates that the nature of connectaeddesxial
integration, as well as information, values, and behaviors that flow in the network exydgin
physical and mental health of older family caregivers as network sieeg#t of ties,
reachability, and reciprocity of the network relationship might do (Geraald, &006; Kim &
Knight, 2008; Sit, Wong, Clinton, Li, & Fong, 2003).

Social network literature has indicated mixed results about conventional asssip#t
caregiving restricts the social networks of family caregivers laadcairegivers experience
higher rates of physical, mental, and emotional health problems than norveeredsing a
large and representative sample in Australia, Edwards et al. (2007) discovefathilya
caregivers for individuals with disabilities reported a low level of faekte social contact with
friends or relatives not living with them. On the other hand, this study also repottétetbalf-

reported hours of family caregiving did not associate with face-tosiacial contact among
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family caregivers for individuals with disabilities, nor were they asgediwith their need for
more face-to-face social contact with friends or relatives outside dbtiehold. Drawing
postal survey data from a probability sample of 4,278 older adults aged 75 years and over in
Sweden, Ekwall et al. (2005) found that caregivers had larger social netwmdrikeee healthier
than non-caregivers. Meanwhile, results from a quasi-experimental stndyated in the U.S.
Midwest documented that spousal caregivers of persons with Alzheimer’'s hsesseted
greater loneliness and depression, and that loneliness significantly contribtiteckplanation
of caregivers’ depression (Beeson, 2003). This study reported that lonelinessdvetsvprfor
spousal caregivers of those with Alzheimer’s disease, explaining 49% otahedriance.
Comparing fathers of adult children with schizophrenia to age-matched peersiwiut dave
children with schizophrenia, Ghosh and Greenberg (2009) indicated that caregivers ahowe
pervasive pattern of poorer mental health and perceived their health as worse. famedx
that different care conditions and other complicated factors predicted themliffsisociations
between family caregiving, social networks, and health. On the basis of a ratrdtfied
sample in Italy, Magliano et al. (2006) compared social networks of faandgiving for
relatives with schizophrenia and physical illnesses. It suggested tredtssqaport is
significantly lower for caregivers of relatives with schizophrenia teregivers of relatives with
physical iliness and general population.

Available literature has proposed a diverse explanation of the associatioerstwel
lives and health of older family caregivers. Greenberg, Seltzer, Kraub&jim (1997) argued
that effects of social networks are not uniform on psychological well-bemgsagroups of
aging family caregivers. Their study indicated that, although aging msathadults with mental

illness had smaller social support networks than aging mothers of adults witl re@rtation,
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social support network was a more prominent predictor of changes in care burden asslvaepre
symptoms in mothers of adults with mental illness. Magliano et al. (2006) cedfitmat the
more support the caregivers perceived in a crisis from their social netwarksstter their
mental health. More specifically, the study measured social support as thiegrbarisis
support, the perceived routine support, the received crisis support, and the received routine
support. It suggested that the perceived crisis support might provide caregilicasense of
security to mobilize psychological and physical resources to handle tisg andithat the
perception might enable caregivers to receive advice, aid, and affeghthmir social network
to produce positive psychological states, including a sense of purpose, belonging, and
recognition of self-worth.
Structure dimension

Literature has debated whether family caregivers have a smalégger social network
than non-caregivers, but generally it has agreed on a significant assolbettveen small social
networks and low levels of physical and mental health among older caregivezabéig et al.
(1997) found evidence that certain social network ties predicted decliningeuet) and
increasing subjective burden. Weeks et al. (2009) reported that when thinking opfatséor
the adult child with intellectual disabilities, the first concern of the aginther was the care
capacity within her personal social network. Aschbrenner, Greenberg, Afld Seltzer (2010)
indicated that a higher number of confidants were positively assowigltegersonal gains
among older parents of adults with serious mental illness. Parents who providedsistae@s
with activitiesof daily living to their adult children reported higher levagains. Lee et al.
(2006) assessed direct and indirect effects of social support on health ofdaradivers for

individuals with schizophrenia. The results of the study suggested that pdrsecial support
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was positively related to the health of caregivers, while received sugort had a positive
effect on the caregivers when the care receiver had severe symptomk eEkiv§2005) found
that compared to non-caregivers, caregivers have had not only a higher chancego havin
confidant to trust (96.4% of caregivers vs. 94.9% of non-caregivers), but also a lzegdr si
networks (58.5% of caregivers and 52.0% of non-caregivers with three or more petbens
social network). The authors also reported that caregivers had feelingelofdss less often
than non-caregivers and that loneliness and weak social network are sigyitssasottiated with
low mental quality of life among caregivers as well as in the total sakupteher cross-
sectional study of 64 family caregivers for individuals with dementia sughtstesocial
interactions with family and non-family social network members have éifted effects on the
emotional well-being of caregivers (Gideon, 2007). More specifically ghilgivels of emotional
support from family might tend to reduce overall caregiver emotional distvege emotional
support from non-familial sources might bolster caregivers’ optimistiookitbn the experience
of caregiving. Rozario, Chadiha, Proctor, and Morrow-Howell (2008) examined thenceloé
social resources on depression symptoms among 358 urban African-Americanngives a
daughters as primary caregivers. The authors measured social resowsoeislqyarticipation,
satisfaction with family functioning, and perceived instrumental support. Mu#ttearegression
indicated that for the older group, satisfaction with family functioning wasrhesocial
support variable that was significantly predictive of depressive symptoniterarmt pattern of
association between social resources and depressive symptoms from the goaunme
However, the cross-sectional nature of the study limited its ability tonciete whether
depressive symptoms were a function of social resources or vice versa (Rbabyip(98).

Function dimension
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Family caregiving literature has long been interested in supportive netarmikseir health
implications. Ample empirical evidence has documented that higher levelefaer and
actual social support was associated with better health, especiallydepressive symptoms
among spousal caregivers, parental caregivers and grandparentsgr@isohchildren (Gerard et
al., 2006; Greenberg et al., 1997; Williams, Williams, Zimmerman, Munn, Dobbs, &&loa
2008). Sit et al. (2004) categorized social support into four functional dimensions. Their cros
sectional study found that family caregivers for a relative with stralewed more emotional
support and social companionship than tangible support and informational support. It
documented that tangible support and social companionship along with physical indep@fhdency
care receivers explained 36% of variance in the psychosocial health of 182damagivers.
Clay et al. (2008) provided longitudinal evidence that higher levels of sabsfadgth social
support were associated with fewer depressive symptoms and increatedfléfgesatisfaction
for African American and white dementia caregivers over a five-ygardoe

A review of literature on social networks and health of older family caeegjivas found an
emerging research interest in effects of conflict networks, includingyeosiipact of conflict
networks. Some have developed a social network model that eneglmyspto visually present
supportive and tensioned relationships between caregivers and network membfsisl &le
Kushner, 2009; Ray & Street 2005; 2011). Neufeld and Kushner (2009) conducted an
ethnographic study of 39 male primary caregivers for a relative with dem€&hey emphasized
that observation of family caregivers’ experience about supportive and nonistgpor
interpersonal interactions could sensitize social network members as \pedifessionals to the
context of male caregivers’ experience. In a longitudinal sample of 351 addltdder adults in

Hong Kong, Fung, Yeung, Li, and Lang (2009) reported positive effects of negatiak s
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exchanges: more negative social exchanges were associated with move pbaitge in
emotional closeness over a two-year period, even after statisticaltgltogtfor social support
and structural characteristics of the sample and their social partneinBdata from thé.ate

Life Study of Social Exchangesnational longitudinal study of 666 older adults, Newsom et al.
(2008) provided opposite evidence with more specific measures. They demonstrategh#rat hi
levels of stable negative social interactions were significantly pgireglicf lower self-rated

health, greater functional limitations, and a higher number of health conditions ovwe¥axgo
after controlling for initial levels of health and sociodemographic variables.

Although literature has not uniformly used social network approaches to exploreriahct
social networks of family caregivers, it has moved empirical inquiry fuldihemploying more
cause-specific network measures. Among these measures, co-residdrroximity have been
used to explore health effects of social networks. Others have explored sdaigdgieon, civic
engagement, and other variables and their health outcomes. Some of these vegtables
originally included in thderkamn-Syme Social Network Ind&NI) (Berkamn & Syme, 1979).
Among 12 social relationships assessed by SNI, marital status, employatesit religious
group membership, organizational participation, and volunteering were often ignasedidly
network literature in geriatrics, social work, and other related fieldsaEktval. (2005)
indicated that caregivers in later life were more likely to live togetvith someone (74.1%)
than non-caregiving older adults (34.5%), which contributed to higher self-rated hat@lthasid
less frequency of the intense feeling of loneliness among family earegUsing secondary
data from thel996 Family Caregiver Surve€hou, Yeung, and Chi (2001) investigated the
effect of physical distance between caregivers and care receivarsiin ¢aregiving

experience, including caregiving strains. Their study indicated diffeeentts: caregivers
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sharing the same household with care receivers reported higher levelsiohplgmotional, and
financial strain than other caregivers. It further explained that impalistaince remained after
controlling demographic characteristics of family caregiverhigrepresentative community
sample of 1,509 caregivers.

Drawing data from the 1998 and 2000 waves oH#balth and Retirement Studghoi, Burr,
Mutchler, and Caro (2007) used a volunteerism framework to investigate volunieéeact
among family caregivers. They found that spousal caregiving was noicagtlyf associated
with the likelihood of formal or informal volunteering for men; however, femaleyosees were
found to be less likely than non-caregivers to have engaged in formal or informakeoiuant It
was noticed that the health effect of volunteering was not in the scope of the study.
Content dimension

Empirical evidence about health outcomes of the content dimension of social networks
among family caregiving has been rare, although literature commonlydogmized the
importance of health behavior, shared social values, and access to information raixasg &e
family caregiving in later life as well as to health of caregivers. Mpeeifically, literature has
suggested that health behavior, information channeling, and service use have had direct or
indirect effects on health of older adults (Christakis & Fowler, 2007; Lee et al.,.2006)

Traditional social network analysis has studied how the ego’s health behavior ahd healt
were influenced by alters in her or his networks. InAlmneda studyBerkman and Syme
(1979) found that shared norms around health behaviors within social networks might be
powerful sources of mutual influence with direct consequences for the behavior ofksetw
members. They especially examined alcohol and cigarette consumptioh,daealtise, and

dietary patterns. In the same line, Christakis and Fowler (2007) observed & densel
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interconnected social network of 12,067 people over 32 years and found that obesity spread
through social ties. The explanation was that socially close network memhed sbeial

norms about the acceptability of obesity and related negative health behavibins&§Sm
Christakis, 2008).

Despite proposals for healthy aging and social networks (Berkman et al., 2@8éntEa &
Ducharme, 2007), literature has failed to provide strong empirical evidence abauit cont
network characteristics and the association between health and the contentodiroksscial
networks among older family caregivers. For instance, when Castro €1G¥) (bnducted an
epidemiologic survey study on rural family caregivers and health behaviaas the first
empirical research that focused on information about health behaviors, and eséléloits
among rural caregivers. It found that family caregivers reported lfswiemtake, more walking
for exercise, and more advice about stress, fruits, and vegetables than norexaredile the
two groups did not differ in smoking, dietary fat, and obesity.

Literature recently has paid more attention to the association betwesnation shared in
social networks and health of family caregivers. Sit et al. (2004) found that notasly w
informational support the most lacking area within caregivers’ social netwout also
information provided by professionals was not effectively retained. When exyjandlirect
effects of social support on health of family caregivers for individuals withgahienia, Lee et
al. (2006) explained that social support might provide information about the diseaskmiaatl cl
knowledge about services, which might alleviate caregivers’ mental burden anid theiref
mental health. Caldwell (2008), on the other hand, documented that poorer access torkealth ca
contributed to poorer mental and physical health among female family caregiaeists with

developmental disabilities.
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There has been lack of consistency across studies about how to posit the contendrimensi
of social networks in conceptual and operational models of family caregiviater life. For
example, Sit et al. (2004) and others identified information as one of the functioealsthms
of social support. Carpentier and Ducharme (2003; 2005), on the other hand, treated information
as one of the network contents that circulated in social networks and shapecdecsirbgaith.
Other examples included health effects of help-seeking behaviors arcksesgi Available
evidence has suggested low rates of service use among older familyarard{eith, Wachwe,
and Collins (2009), for instance, found that among 224 studied family caregivers, the mean scor
of utilization of 19 formal elder care services was 2.11 and that family memlemicé
attributed to caregiver resistance to service use.

However, some have argued that debates over health and social network dimensions could be
meaningless or lead to prejudice and cultural incompetence if social comézgtaot
considered in conceptual and operational models (Castro et al., 2007; Hayslip et al., 2006;
Letiecq et al., 2008; Neufeld, Harrison, Stewart, & Hughes, 2008; Phillips & 2088). This
argument emphasized that the meaning of certain health behavior and informatiocreatiagut
health conditions and services might vary by gender, racial-ethnic identityral-social values,
socioeconomic boundaries, or other social contexts (Kim & Knight, 2008; Kohn & Smith, 2006;
Valle, 2004). Umberson and Montez (2010) claimed that social relationships, measured by
network size and quality of relationship within the network, have short- and longfteats en
health. They also stressed the importance of social variation in the link betwe¢n soc
relationships and health outcomes. Evidence provided by Christakis and calé@gtistakis &
Fowler, 2007; Smith & Christakis, 2008) supported the argument that the meaning o€ specifi

health behaviors varied within social contexts.
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In summary, a review of literature indicated that knowledge about social netavatkeealth
of older family caregivers has been developing over the last two decadeslBsimec
conceptual modeling and methodological inquiry (Ekwall et al., 2005; Keating & Dosman,
2009). Efforts have been made to provide empirical evidence from specific sociatknetw
characteristics to cultural variations to health effects of social netGetdwell, 2008; Fast et
al., 2004; Newsom et al., 2008; Phillips & Crist, 2008; Ray & Street, 2011), which ok pr
valuable for further research.

Limitations of existing literature

Despite progress in understanding the relevance of social networks tq laggaitdp of family
caregivers over the last few decades, many questions remain unanswéees. knbwn about
social influence on health of individual older family caregivers at empigegald, including
non-primary caregivers. Attempts to examine the intersection betweih rsetworks and
health of older family caregivers have been scarce. Available enhjgvic@nce was based on
description of structural network characteristics, which was derived fronfiansof
understanding of the multidimensional nature of social networks. Inconsistency aiiapesd
modeling to assess health, social networks, and family caregiving havéw®ak to limitations
in generalization of findings from large representative samples. fildesach of these research
gaps briefly below.

Caregiving network

While literature has come to recognize family caregiving as a to#esvent, what we know
about social networks and their health effects on family caregiving irlifatbas been
narrowed, for the most part, to primary caregivers, particularly famitygoy caregivers for

older adults. There has been lack of evidence about social network clistiestend their
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health effects among older adults caring for adult individuals with disebiéind grandparents
raising grandchildren. As table 2.1 suggests, little is known about siblings,snftaamds,
neighbors, and other underrepresented social ties in the caregiving networkiracet ¢igeving
experience.
Multidimensional social networks of family caregivers

Many family caregiving studies have failed to capture the multidirmeaknature of social
networks of older family caregivers. Studies often solely focus on one setiark dimension.
Social network structure and social support networks were used interchangehlsgcial
networks. Evidence about content and functional dimensions of social networks waseare. Ev
in the structural dimension, we knew very little about social network structure -gfrimoary
family caregivers, for instance, friend or neighbor caregivers. Italgasnoticed that research
has contained little agreement about size, composition, frequency, strendtabiggcand
reciprocity of social networks, social support networks, and caregiving networks.
Sampling

In their meta-analysis of 176 family caregiving studies, Pinquart and Sor@@§5t) found
that only 13% of studies used probability samples while 87% of studies were based on
convenience samples. Table 2.1 indicates that only four (22%) studies used prolzabpitgc
in this review of a total of 18 published empirical studies on social networks antul diefalinily
caregivers. It was noticed that among reviewed studies, only nine studiesadiplesfrom

American populations, and two of them used probability sampling.
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Table 2.1

Research Gaps: Population, Sampling, and Measures of Social Networks and Health

Study Country Population Sampling Social Networks Health
Beeson, U.S. 49 spousal caregivers Convenient sampling Relational deprivation;  Depression
2003 and 52 non-caregiving loneliness measured by the measured by CES-

spouses UCLA Loneliness Scale D
Carpentier Canada 2 family caregivers of Non-probability Relational structure: size, N/A
& person with dementia  sampling; case study density, and homogeneity;
Ducharme, content of interaction:
2005 attitudes, values, and
behaviors; and functional
properties: social support
and conflict.
Carpentier Canada 49 older family Convenient sampling;  Network size through a N/A
& caregivers of persons interviews name generator; informal
Ducharme, and formal
2007
Castro et U.S. 147 family caregivers  Probability sampling; Physical activity, nutrition, BMI; self-rated
al., 2007 for a frail older relative regional behavioral risk tobacco use, preventive health
factor survey health care behaviors
Edwards Australia 998 paid primary family Convenient sampling;  Levels of face-to-face socialN/A
et al., caregivers for a person interview theFamilies contact outside of the
2007 with disability Caring for a Person with household

a Disability Study
(FCPDS)

40



Table 2.1 (cont'd)

Study Country Population Sampling Social Networks Health
Keith et U.S. 224 primary family Probability Family norms that influence on N/A
al., 2009 caregivers for community sampling; regional primary
elderly with dementia
Kim & U.S. 87 pair Korean American Convenient The quantity and quality of Physical health
Knight, caregivers and non- sampling; interview informal instrumental and measured by self-
2008 caregivers survey emotional social support reported general
health, blood
pressure, and
cortisol levels
Newfeld Canada Purposeful Size, composition, strength andN/A
& sampling; direction of social ties, change
Kushner, ethnography over time, and the presence of
2009 non-supportive and supportive
interactions with kin and friends
as well as professionals
Nijooer, Netherland 148 couples of cancer Convenient Social support measured by theDepression
2001 patients and primary sampling; interview Social Support List of measured by the
caregivers survey Interactions CES-D
Rozario et U.S. 358 aging African Convenient Social participation satisfaction Depressive
al., 2008 American primary sampling; interview with family functioning, symptoms

caregivers

perceived instrumental support,measured by CES-
and availability of secondary D
informal help
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Table 2.1 (cont'd)

Social Networks

Health

Study Country Population Sampling
Valle, U.S. 89 dementia caregiver- Convenient sampling;
2004 care recipient pairs (39 interview

Latino and 50 Euro-
American)

Composition and size of  N/A
potential and utilized social
network; 6 network help-
seeking behaviors.
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It is not surprising that findings of health effects of social networks ofyararegiving in
later life vary depending on study characteristics. For instance, gdiffdeences were larger in
probability samples than convenience samples, where they were often biaseldceregivers
at high risk. Unfortunately, non-probability sampling prevented the majoritycidlsnetwork
studies from inferences about health effects of social networks among oldgrci@mgivers.
Although small, purposive samples of ethnic groups provided valuable information about
populations who were often invisible and challenging to recruit, small and non-random draw
samples made them difficult to make inferences about the characteffishiespopulation.
Future research requires probability samples with established instriamentseasures to test
health effects of older family caregiver-specific social networks.

Measures across studies

The examination of social networks and health among older family caregivershas be
hampered by the different measures being used to assess social netaohlesr drealth
outcomes across studies. As table 2.1 indicates, nine relevant studies havgaitedeste
association between social networks and health, but there was no study that useesmoéas
social networks and health that were identical with any others. The only exceyass that five
studies used the 20-item CES-D to measure depressive symptoms of faeglyers among six
studies that examined health effects of social networks in the last two deciidesgh CES-D
is not specifically designed for the aging population, its wide recognitioarontplogy makes it
worth considering for future research on social networks and health of older tam@fyivers in
the United States.

In summary, future research can add new empirical evidence to knowledge ads@noem

social networks and health of older family caregivers. Specificalbgareh emphasizing the
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following four aspects can contribute to our new understanding of social vammibf
caregiving in later life: (1) identifying contributions of all older inf@l caregivers to quality
and sustainable family caregiving; (2) recognizing multidimensional nafwacial networks;
(3) using probability sampling in the United States; and (4) contributing to newstarting of

the effects of such social networks on physical and mental health of all ihfraragivers.
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CHAPTER THREE: METHODS

The purpose of this study was to better understand the social value of fangiyiogre
later life by examining the effects of social networks and familygarey in later life on health
of older adults. This chapter describes the operational model of the study as methods
employed in its implementation. First, the health effects model of sociabrkstand family
caregiving in later life is discussed. This chapter then specifies #arcbsdesign, survey
instrument and measures, and data management and analysis strategiesoi,gautgpling
and human subject protection are addressed.

Operational model

Emerging awareness of inquiry into the health effects of social netwokzirite was one
of the most significant scientific advances in the field of gerontology at thettine 21st
century. Various models have provided empirical evidence of the complicateohsgis
between social networks, health outcomes, and sociodemographic factors of oldgiCaahitir,
1991; Sims-Gould & Martin-Matthrews, 2007). Together they have contributed to our
conceptual and methodological understanding of social networks and health among olger fam
caregivers.

Originating in Moreno’s sociograms (Moreno, 1953), social network analysisisruaies
investigated the relationships among social entities. By focusing oronalgpiatterns and their
implications for family and community, social network models have provided thebretica
definition and explicit measures of social structural properties (Bott, 195%&eWiaan & Faust,
1995). Since the 1980s, gerontological social work has applied personal, egocentrik networ
models in family caregiving to trace social resources of older adults throudppkamsl

community networks (Chatter et al., 1985; Penrod et al., 1995; Tolkacheva et al., 2011).
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Carpentier and Ducharme (2003) gave particular attention to a three-diméssmakh
network model. This model distinguished and integrated caregiver network structuestc
and function. The authors articulated the explanatory power of the network modelessden
the associations between the structure of the network and the content of thediaisties
between the actors created information channels through which knowledge, opinions, and norms
flowed, which conceptualized social networks in a way that linked formal and infeupaort
networks of family caregivers (Carpentier & Ducharme, 2003). This multidimessmodel
indicated that social networks of family caregiving involved transformation iohaetworks
regulated the behavior of their members so that formal and informal supports were
complementary to each other (Carpentier & Ducharme, 2003; 2005; 2007).

Berkman et al. (2000) proposed a main effect model of social networks that edegrat
macro-social context of social networks and micro-psychosocial mechaiisimsnodel was
rooted in community-based studies of health effects of social networks in the 1970s and 1980s
(Cassel, 1976; Cohen & Wills, 1985; Kawachi & Berkman, 2001). Evidence from these
longitudinal studies confirmed that social ties were significant predictdosvef risk of
mortality and mental iliness for older adults, independent of age, gender, rateedasalth
status, and health behaviors (Berkman, 1984, 1986; Seeman, Kaplan, Knudsen, Cohen, &
Guralnik, 1987). It further found that ties with close friends and/or relativesnasisgreater
importance for older adults than was true for their younger counterpartsnaimsffect model
employed Burt’'s definition of network models so as to embed egocentric netwdhies i
network structure. Despite its theoretic ambition and statistical ibfegsithis overarching
model confirmed that the health effect of social networks could not be assetsrd wi

consideration of complex relationships among social networks, family caregimnthg, a
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demographic factors (Berkman et al., 2000). The authors made efforts to examinleiéine ésf
that structural networks and functional networks had on physical and mental health of
individuals at the behavioral level.

The multidimensional social networks model and the main effect model have ceautribut
our conceptual and methodological understanding of social networks and health among olde
family caregivers. In the current study, several important aspeatsgach model were
integrated into an operational model, as shown in figure 3.1.

The core of this operational model is that older adults do not perform informaMoagagi
isolation, but they are embedded in a network of social relations (Granovetter, 1985pddie m
conceptualizes social networks as older adult-centered three-dimensioaktedationships that
affect their physical and mental health. Much effort has been made in thistmodestigate
how the individual older adulegg exchanges services and information with his or her network
membersglters) and how the ego benefits from resources in the network as well as negotiates
and challenges social norms and values of the social network (Granovetter, 1973). The model
considers age, gender, race, and SES as social-structural conditions ofetomék influences.
Methodologically, this operational model simplifies the main effect modékeinvay that
multidimensional social networks and their health effects are staligtmeasurable. This model
allows the study to determine patterns of network structural characteastong older family
caregivers and non-caregiving older adults, as well as other network factqreethet physical

and mental health outcomes.
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Figure 3.1

Operational Model of Health Effects of Social Networks and Family Caregiving in Lager Lif

Social-Structural
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Adapted from Carpentier and Ducharme (2003) and Berkman et al. (2000).
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Research design

In this population-based survey study, a cross-sectional, explanatory suidgegasign was
used to better understand social values of family caregiving in late l#gdygining the effects
of social networks and family caregiving in later life on the health of @delts, aged 64 and
over. The data collection method for this study was a paper-pen mail survey.dtimaistered
in three Midwest communities from July to September 2010. The decision to usd-the sel
administered mail survey as the data collection mode was based on coverage comsiderat
Research has observed that mail surveys have higher response rateyv#yarusimg a web-
based mode, postcard mode, or a web-postcard mixed mode (Kaplowitz, Hadlock, & Levine,
2004). With the increase of households with unlisted telephone numbers and cell-phone-only, a
mail survey became a better option to cover more older adults, especially wharterebased,
large-scale mailing lists were available (Dillman, Smyth, & §tfan, 2009). Although research
has studied web-based family caregiver support programs (Glueckaufs&etteoomis, &
Dages, 2004; Marziali & Donahue, 2006), response to an Internet survey would stilitbd li
by relatively low rates of access to a computer, Internet service, andoeigti-services among
older adults (Czaja & Rubert, 2002; Dillman et al., 2009).

A mailing list of 6,514 non-institutionalized, community-dwelling older aduleslagy and
above in the three research sites was provided by USADATA, a computer-bakegl lisai
provider. USADATA used cut-off ages with two-year intervals. Betweendosest cut-off
ages, 64 and 66, | choose 64 as the cut-off age for this sample. Using stratdead smmpling
strategies, | randomly selected 1,000 potential subjects from a total of 6,514dolldefram
urban, suburban, and rural areas. Of the 1,000 individuals contacted, 366 completed and returned

the questionnaire, which yielded a 36.6% response rate. Two participant seletrawere
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community dwelling and age of 64 and above. Of 366 respondents, 358 met inclusion criteria
and were considered as eligible participants. Six respondents were excludedeing under
64 years old. Two institutionalized respondents were also excluded from the stady. T
guestionnaire consisted of variables of interest in social networks, heal) bdlth care,
family caregiving experience, and demographics. The questionnaire iatpceseappendix D.

| analyzed the study population using descriptive and multivariate analysesme health
effects of social networks among older family caregivers. Variabéssuaning age, gender, race
and ethnicity, and SES of older adults were included. Group comparisons were imgtetaent
identify whether caregivers and non-caregivers had different pattesosial networks and
health.
Research sites

This study was conducted in Michigan. Three communities were selecteslrasé¢arch
sites for the purpose of maximum representation in geographic regions, resygesce
population aging rates, and racial and ethnic diversity. According to the U.S1sCkaimition,
Site 1 Ypsilanti Township (YT) was categorized as a metropolitan are& Gr@nd Rapids
(GR) suburban, and Site 3 Powers Village (PV) rural. They were located in &tythe
Southwest, and Upper Peninsula regions of Michigan, respectively. The commawjitnes’
rates ranged from 6.1% to 27.5%, and rates of non-white population ranged from 2.0% to 34.7%.
The demographic comparison of three research sites is presented in Appendix E.
Stratified random sampling

Based on the mailing list of 6,514 community-dwelling older adults aged 64 and above, |
used Excel 2007 to generate the random numbers for each research site and theéesorte

numbers from the smallest to the largest. In order to ensure the most refikesdata available
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that included diversity in race, ethnicity, and residence type, | equatistedithe first 15% of
the random numbers from Site 1 and Site 2, then oversampled Site 3 by 35% of the random
numbers, which created 1,000 potential subjects: 553 in Site 1, 407 in Site 2, and 40 in Site 3.
The stratified random sampling process applied in this study resultedspamse rate that
varied between 33.1% and 45%, with Site 1 the lowest and Site 3 the highest.
Participants

Community-dwelling older adults aged 64 and above completed and returned 358 mail
survey questionnaires. The mean age of the sample was 73.71, ranged from 64 to 95; 95.3% aged
65 and above, and 25.5% aged 80 and above. The sample was 51.4% female, 85.2% non-
Hispanic white, and 51.7% urban older adults. Other demographic factors—matuits| stat
education, employment status, and income—are reflected in table 3.1.

Four self-identified groups emerged from a total sample of 358 participantangg f
caregivers without receiving care (22.9%); 32 caregivers who alseedasre (8.9%); 21 care
receivers who did not provide care (5.9%); and 210 older adults who neither gave nor received
care (58.7%). There were 13 patrticipants (3.6%) did not answer the self-idifatnligy
caregiving status question.
Data collection procedure

The survey was 12 pages long and used a 14-point font size. It included brief instructions for
completion and two open-ended questions. The pretest estimated that on average @keould t
about 15 minutes to complete the survey. A multiple contact strategy resultedahcd 866

returned questionnaires, with an estimated 33% increase following the gasingact.
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Table 3.1

Demographic Characteristics of the Sample (n = 358)

Demographics (n) (%)
Age
<65 16 4.7
> 65-79 237 69.7
>80 86 25.5
Gender
Male 169 48.6
Female 179 51.4
Race/Ethnicity
White/Non-Hispanic 296 85.2
Black 34 9.9
Native American 2 .6
Multiracial 6 1.7
Hispanic 9 2.6
Marital Status
Single 16 4.6
Married/Live with Partner 181 52.2
Separated/Divorced 70 20.3
Widowed 80 22.9
Education
< High School 14 4.0
High School 72 20.9
Some College 111 31.9
>College 150 43.2
Employment Status
Retired, not Work or Schooling 267 73.0
Retired, Working or Schooling 14 3.9
Working or Schooling 72 19.8
Homemaking 12 3.3
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Table 3.1 (cont'd)

Demographics (n) (%)
Income
<$25,000 78 25.4
$25,000-%$74,000 161 52.4
>$75,000 68 22.2
Residence
Urban 185 51.7
Suburban 155 43.2
Rural 18 51

Recruitment

Based on social exchange theory, | used seven recruitment strategiasetacmflesponse
rates identified by Edwards et al. (2002) and Dillman et al. (2009): personaliztthgoaire,
personalized consent letter, multiple contact, first class postage, prostdmped return
envelope, a small token, and providing incentive without condition. First, | sent a pestnaliz
invitation letter to 1,000 selected subjects to introduce the research study anddbger¢he
upcoming questionnaire. Three days after the invitation letter | sent they qaaekage to 1,000
subjects. The survey package included the informed consent, a small token of a onelidollar bi
the questionnaire, and a pre-stamped return envelope. A week later, | sentyothpoktcard
to all subjects. The thank-you postcard was served as a thank-you note, a reminderceuad noti
availability of replacement questionnaires. Of 366 returned questionnairesefi®8geived
after the postcard was sent. | received 19 phone messages and one email tcepdgoestents.
| also received five phone calls and four emails to clarify eligibdiitieria and sampling
strategies. Another 24 returned questionnaires resulted from these phoaadaitsails. Figure
3.2 shows the final sample of family caregivers in the study.

53



Figure 3.2

The Final Sample of Family Caregivers (n = 358)
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Protection of human subject

An informed consent letter was sent to the randomly selected 1,000 survey subgcts. Th
consent letter used Institutional Review Board (IRB) language, including aamexph of the
purpose of the research, procedures used, the time required, the extent of coitfydanyal
potential risks and benefits, and the condition that the study would involve entirely voluntary
participation. The Michigan State University Institutional Review Bo&8Y IRB) for the
Protection of Human Subjects had reviewed and approved the proposal, including the study
design and procedure, the survey questionnaire, and the informed consent letter. All dgcument
from the consent letter to the questionnaire, used a 14-point font size. Using the Word
Readability Test, the Flesch-Kincaid grade levels of the consent forntseaadrvey instrument
were rated at 5.5.

Additionally, USADATA as a mailing list provider identified older adults agedr@fiabove
as one of its protected vulnerable groups. Before obtaining the mailing listessed its
protection procedure to ensure that no older adult’s interest was violated.

Survey instrument and measures

The survey instrument consisted of demographic background, parameters of persahal soci
networks, and parameters of physical and mental health. This survey instrumerdgrhad be
developed and pretested. It contained a total of 58 quantitative measures, seeking to obta
guantitative data regarding health effects of social networks among oldir damegivers. All
variables were self-reported. Multiple indicators were used to measurendeéepgariables of
social networks and family caregiving in later life as well as depenaeiatbles of health. Table
3.2 indicates internal consistency of standardized instruments used in the stlety 2806;

Bakas & Champion, 1999).
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Family caregiving measures

Family caregiving measures identified caregiving status, thioreship between caregiver
and care recipient, the primary reason for caregiving, duration of care, casgtynteare
distance, and gain of caregiving. Family caregiving measures asnf@esn table 3.3.

A single-item question was used to investigate perception of family ctws:sfao you
consider yourself a caregiver for or a care receiver from a loved one (p fa@mber, relative,
friend, neighbor or other)?” The response options were caregiver, care reloeilieand
neither. A dichotomous item was created to indicate that the respondent identiedf bim
herself as a family caregiver (1) or a non-family caregiver (0).rédsscexamine family
caregiving status, respondents were also asked to answer questions dbeo lvener she has
regularly helped a loved one with 13 caregiving activities over the past 30 dsysirAed score
of caregiving ranged from 0 to 13. A caregiving score of 1 or greater iadieataregiving
status in this study.

A comparison was drawn between perceived family caregiving statustaad family
caregiving status to explore perception of family caregiving among aldédsaA dummy
variable was created to measure family caregiving status. Those \pled logle or more
caregiving activities were coded 1, and all others were coded 0. In thys tblisdsariable was
the base of group comparison between family caregivers and non-caregivingdoiigr

Caregivers were asked the number of care receivers to whom he or she has paovigled f
care. They were also asked the reason for the care and the duration of caeasdhs for care
included absence or unavailability of birth parents of grandchild, chronic illness,saitdit.
Since caregivers might care for more than one family member, relaiered,for neighbor, three

care types were not applicable for percentage calculation.
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Table 3.2

Summary of Variables by Name, Instrument, and Psychometric Properties

Variable Description Type Instrument Range  Scale o N
Family Caregiving status; IV Perception of caregiving 0-1 Categorical 346
Caregiving 13-item caregiving activities of 13 basic activities of daily 0-13 Ordinal .84 143

daily living 10-item Bakas living -30—30 Ordinal T7
Caregiving Outcomes Scale Changes in caregiving 100
(Bakas & Champion, 1999) experience
Social 18-item Lubben Social IV Naturally occurring personal 0-90 Ordinal .82 354
Networks  Networks Scale (Lubben & social networks related to kin,
Gironda, 2003), 9-item Social friends, neighbors, church, and)-12 Ordinal .66 310
Networks Index (Berkman & community organizations and
Syme, 1979), and 10-item Life other informal social groups 200
Events Survey (Holmes &
Rahe, 1967).
Health 4-item IV Nutrition intake, absence of 0-4  Ordinal .33 303
Behavior alcohol misuse, absence of
smoking, and physical exercise

Info 2-item human and health IV Information from social 0-1  Ordinal 58
Channel service information channel networks and professionals
Physical IADL (Lawton & Brody, 1969). DV A score of 1 and lower 0-7 .80 334
Function indicates high daily function
Depression 15-item Geriatric Depression DV A score of 5 or above suggest9-1 .84 352

Scale (Yesavage et al., 1983).

mild to severe depression
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Table 3.3

Family Caregiving Measures

Measures

%

Perceived Caregiving Status (n = 345)

Yes
No

Caregiving Status (n = 358)

Yes
No

Number of People Care for (n = 127)
1
2
3-5
Solo Caregiver (n = 122)
Yes
No
> 1 hour
Reason for Care (n = 136)
Grandparents raising grandchildren
Elder care
Adult child with disability
Weekly Care Hour (n = 113)
<9
9-20

21-40
>40

114
231

136
222

82
29
14

61
61

15
95
34

59
24
15
15

33.0
67.0

38.0
62.0

64.6
22.7
11.7

50.0
50.0
3.9

N/A
N/A
N/A

52.2
21.2
13.3
13.3
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Table 3.3 (cont'd)

Measures n %
Length of Care (n = 123)
< 6 month 11 8.9
6—-11 month 8 6.5
1 or 2 years 30 24.4
3 or 4 years 23 18.7
5-9 years 23 18.7
> 10 years 26 21.1
Other 2 1.6

Bakas Caregiving Outcomes Scale (n = 100)

<0 30 30.0
0 17 17.0
>0 53 52.0

Care distance between the care receiver(s) and the caregiver amagadeby co-residence
(0), nearby (<60 minutes), and long-distarnet lfour). Care intensity was defined by care hours
last week. Care duration was measured by the shortest duration (<6 months) toasiefhfg
years).

Bakas Caregiving Outcomes Scale-lI0this study, the 10-item Bakas Caregiving Outcomes
Scale (BCOS-10) assessed personal changes, changes in relationshiyamdveggains of
family caregivers. The instrument used a 7-point Likert scale from -8deldafor the worst) to
3 (changed for the best). A summed score ranged from -30 to 30. A score of O dnaecate
change since serving in the family caregiving role. A score <0 sudgesgative changes in
caregiving experience. A score >0 indicated gains in caregiving. Higiséive scores denoted

higher gains in caregiving.
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Social networks measures

Social networks of community-dwelling older adults aged 64 and above were etebgur
three dimensions within social networks: structure, function, and content.

Structural dimensionin this study the Lubben Social Networks Scale-18 (LSNS-18) and
Life Events Survey-Short Form (SF-LES) were used to measure the strdoneasions of
social networks. They identified participants’ network size, composition, gtrehges,
reciprocity, and change in networks over time. The LSNS-18 contained three Suitscales.
They extensively measured the size, frequency, intimacy, and reciprbpiysonal social
networks related to kinship, friendship, and neighborhood (Luden & Gironda, 2003). The scale
utilized a 6-point Likert-type scale, ranging from 0O to 5 to measure. Itggd\a summed score
ranging from 0—90. Individuals with LSNS scores below 36 were consideredyssoited
while LSNS scores above 54 were socially highly connected (Lubben, 1988; Emlet, 2006).
Meanwhile, this cross-sectional study used a revised SF-LES in an eféowrnine changes in
social networks over the last two years. The respondents were asked tg thentiimber of
major life events which occurred during the previous two years. Ten life everdésategorized
as marriage, family and friends, work, finance and residence, health, and learning.

Functional dimensionBased on research findings regarding the relationships between health,
religion/spirituality-based networks, and community participation, a re\Bseekman-Syme
Social Networks Index (BSNI) was used to measure social networkdreatearital status,
guantity and quality of close relationships with relatives and friends,aedifgpiritual
community membership, and community organization and group membership. Based on the
marital status question, a dichotomous item of marital status was creassése whether the

respondent was 1 (currently married) or O (currently not married). One dichotdemousas
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used to assess whether the respondent had attended religious services ifotlrewastks, with

1 (yes) and O (no). Three questions were asked to assess intimate relatioitshigatwes and
friends: (1) How many friends do you feel at ease with that you can talk abaiepnatters?

(2) How many relatives do you feel at ease with that you can talk aboutpmesters? and (3)

How many relatives and friends do you see or hear from at least once a moati@®@donses to
these questions were rated on a 6-point scale: (1) 0, (2) 1, (3) 2, (4) 3-4, (5) 5-9, and (6) 9 and
more. Answers of 0-2 then were re-coded as 0, 3—4 re-coded as 1, and other re-codedes 2. Thre
dichotomous items were used to identify social and civic engagement of the regpamde
organizational participation, group membership, and volunteering other than religious
membership. If the respondent answered yes to any of questions about organizatop or
membership or volunteering, the respondent was scored 1. Nine items were summee to creat
BSNI scores, which ranged from O (least connected) to 12 (most connected). N&tiahas
weighted as 0 (no) or 2 (yes).

Content dimensiorinformation channel and health behavior measures were used to measure
the content dimension of the respondents’ social networks. The respondents who identified
themselves as family caregivers were asked what information chameglssied to obtain
information about human and social services for family caregivers. Optsted for
information channels were social network members, human and health professionals, and medi

Health behavior measures consisted of exercise, nutrition, absence of alcarsd, rand
absence of cigarette smoking. One dichotomous question was asked to measureehether t
respondent exercised regularly. The respondent was then asked the typeisé¢ axer the
frequency of exercise he or she did each week. Four-item questions were usedgmasition

intake. A single-item question asked the respondents, “How many full meals do yiaulyat
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The response options were 1-3 and other. The respondents also were asked three dichotomous
guestions about whether or not they ate or drank three types of dairy products and food within
the measured unit and period.

Three questions were asked to identify levels of alcohol drinking within thentagth.
Alcohol drinking was defined as consuming alcoholic beverages such as beer, wine, oAliquor
dichotomous item was used to identify whether the subject ever drank alcoholagesvdarhe
responses were 0 (no) and 1 (yes). Two follow-up questions were asked of those vdrecnsw
“Yes.” The first question asked the frequency of drinking: “In the last foeks/eon average,
how many days per week have you had any alcohol to drink?” The second questiohasked t
guantity of drinking: “In the last four weeks, on the days you drank, about how many ddnks di
you have?” As table 3.4 shows, absence or presence of alcohol misuse was detesathed ba
the level of drinking, with response options ranging from 0 to 4 (O=None, 4=Heavy, and/5=Ver
heavy). The drinking level 4 was defined as presence of alcohol misuse, and alélmise
were indicated as absence of alcohol misuse.

Absence of smoking was assessed by two dichotomous questions: “Have you ever smoked
cigarettes?” and “If yes, do you smoke cigarettes now?” Presence of smadndentified
when both answers were 1 (yes). Absence of smoking then was defined as eithemokeer
or currently not smoking.
Health measures

Health of older family caregivers was measured by self-ratechhealf-reported level of
physical function, total number of 13 chronic diseases, and perceived depressivearss/iipie
first health measure was self-rated health that was scored on a 5-gentscale, based on the

guestion: “In general, would you say your health is excellent, good, neutral, poor, poGEPY
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Table 3.4

Levels of Alcohol Use Based on the Number of Standard Drinks Consumed

Number of Standard Drinks a Session

Frequency 0

<1 1 2 3 4 5
<la None Very light Verylight Light Moderate Heavy Heavy
month
2-4 times None Very light Very light Light Moderate Heavy Heavy
a month
2-3 times None Light Light Moderate Moderate Heavy Very heavy
a week
>4 aweek None  Light Light Moderate Heavy Veryheavy Very heavy

Daily None  Light Moderate Moderate Heavy Very heavy Very heavy

Source Adapted from Moore et al., 1999; Berks & McCormick, 2008.

Revised Instrumental Activities of Daily Living (IADLs-R)DLs-R was used to assess
physical function of participants. Seven dichotomous items identified wereuttiffaf driving,
grocery shopping, hot meal preparation, making phone calls, taking medicine, canductin
housework, and money management (Lawton & Brody, 1969). Reversed items were sammed t
produce the IADLs-R scale (alpha=.80). The IADLs-R scale indicated a higtdection and
absence of dependency when it was 6 and greater.

Absence of chronic conditionBhirteen dichotomous items were used to assess whether or
not a doctor had ever told the respondent that he/she had the following conditions: high blood
pressure, diabetes, cancer, chronic lung disease, congestive heartHfadurattack, stroke,
arthritis or rheumatism, hip problem, falls, persistent back pain, persistelatchea, and severe

fatigue or exhaustion. The reversed items were summed to produce a scadaoé abshronic
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conditions (alpha=.65). When the IADLs-R scale and the absence of chronic condérens w
summed, the physical health scale measured physical health of the respondents

Geriatric Depression Scale-1%he Geriatric Depression Scale (GDS) was designed
specifically for geriatrics. It measures mood, cognitive complaamd social behavior
(Yesavage et al., 1983). The GDS-15 allowed the study to examine a key concemadf m
health in family caregiver studies. The GDS-15 in this study contained 15atuhiag items,
each scored 0-15. Responses of 0 (no) suggested absence of depressive symptontatelogy, w
1 (yes) suggested presence of depressive symptomatology. Thereveeexdrsed items in
which 0 (yes) indicated absence of depressive symptomatology and 1 (no) indicasehagr
of depressive symptomatology. The GDS-15 scores were reflected by ther mdirhljges)
responses. The cut-off score for clinical purpose was 5. A score greatérpbats was
suggestive of depressive symptoms. Scores higher than 5 points warranted apalhbevview.
A score greater than 10 almost always indicated depression.
Demographic measures

Large studies have supported the argument that health effects of social netwgtig age,
gender, race, and SES factors. In this study, the demographic variables enalge, gace, and
SES were used as control variables. Covariance variables are presertigr3rilta

The participants were asked their age: “What is your date of birth?” abeegroups were
created by ranging respondents’ age: under 65, 65 to 79, and 80 and above. One single-item
guestion was used to identify gender of the respondent: “What is your genterf&sponses
were 1 (male) and 2 (female). A dichotomous item was used to identify whethertloe not
respondent was Hispanic: “Are you Hispanic or Latino?” The responses wereah@b (yes).

The respondent also was asked, “What is your race?” The responses weresdbded a
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(Caucasian/White, non-Hispanic), 1 (Black/African American), 2 (Acaerindian and Alaska
Native), 3 (Asian), 4 (Native Hawaiian and other Pacific Islander), aMu8gi acial). In this
study, a single-item question was used to assess the level of socioecstadusic'\What is the
highest education you have completed?” The responses were coded from O (none)tto 7 (pos
master’s).
Data management

Data management strategies were used to ensure voluntary participatiomigycamnd
confidentiality. A one dollar bill was included in the survey package, independent of any
commitment on the part of the receiver to participate in the study. This waemtcehot
influence participants with the small token. All multiple contacts were sent to 1,0€ipbt
participants. Although this action increased the cost of the survey, it ensured dapd®gause
no identification of the participants was associated with the returned aqunestes in any way.
The completed survey questionnaires were mailed to me in a pre-addresspddstavelope.
As questionnaires were received by me, each was given an identification randlwerded
according to the research site. The research site of all returnecgoases was identified from
the zip code on the postal stamp outside of the return envelope. The sending date was observed
and recorded to monitor the return rates. Eleven participants put his or her retuss addte
outside envelope. All return envelopes were shredded after the research sitatiofowas
recorded. The questionnaire data were entered and stored by me in a seputercéon which
a password was required. The returned questionnaires were stored in a lockedAvatxsstto
the computerized data and cabinet-stored data was limited to me, the dissediaimittee
chair, and potentially the university institutional review board for the protectibanroén

subjects.
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Questionnaires were reviewed for quantitative and qualitative responsesatyeal
responses included additional notes attached to the questionnaires. All quannhtitive a
gualitative data were entered into the PASW Statistics 18. Quantitativdekatang was
performed for eligibility and missing data. Frequencies were exanonsmden for unusual
values that would indicate incorrect data entry.

Data analysis

The unit of analysis was “individual older adult.” In order to test the hypothesized
operational model as presented in figure 3.1, | conducted descriptive stidistityses, simple
and multiple regression analyses, and content analysis to answer threzhrgaeations.
Qualitative data were transformed from a PASW-18 dataset to a Word docunegigwied and
evaluated the data for content analysis. Emergent themes were idethiifieg the data
collection period.

Quantitative data were analyzed for caregiver and non-caregiver dgrnicgrharacteristics,
network characteristics, and health. For question one—“What are the demogrsgphals,
network characteristics, and health status of older family caregivers, aahipasther older
adults who do not provide family caregiving?”"—I split data by caregivirtgst@omparison
between older family caregivers and non-caregiving older adults. Frequandieseasures of
central tendency were obtained for demographic and social network chatastand health
status of older family caregivers and non-caregiving older adults. Ona+aéyses of variance
(ANOVA) were performed to test whether there were significant diffe¥e in structural social
networks and content social networks between caregivers and non-caréguadues were

used for six social network structural variables and the total LSNS scorpsma@atly. Chi-
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squared tests were used to assess the relationships between functionalteawied m@d family
caregiving in later life.

A mixed methods analysis was used to answer question two: “How do older family
caregivers perceive family caregiving in later life?” A dgsitve statistical analysis of BCOS in
family caregiving was conducted to observe quantitative data on changes indareders. A
content analysis was conducted to review and code qualitative data on how taetjiyers
interpreted their caregiving experience. Positive and negative changesiagulated between
BCOS scores and emerging themes to gain both statistically signdicdm-depth
understanding of perception of family caregiving using older family ca¥egj own words.

Question three—"Are there significant mean differences in health forefifféevels of
social networks and for different family caregiving status after othinty for demographic
factors?”—was addressed through bivariate correlation analyses, Mutgvanalysis of
Variance (MANOVA), and Multivariate Analyses of Variance and CovaridhzeNCOVA).
First, bivariate correlation analyses were used to examine the reffgidresween social
networks, family caregiving, health, and demographics of participants. @agegiatuses were
entered as dummy variables as the baseline category. Second, MANOVA aNTOOAA were
performed to evaluate the effect model of social networks on health of feandgivers in later
life if the assumption of homogeneity of regression slopes was assumed. Te tast t
hypothesis in MANCOVA that the population mean vectors are equal, the reseastbrgue
three was further broken down into three questions, as table 3.5 presented, &silgs of
univariate ANOVA was performed to test whether there were signiflronean differences for
each health measure due to social networks and family caregiving aftaring the effects of

age, gender, race, and SES.
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Table 3.5

Research questions and data analysis strategies

Research Question

Data Analysis Strategy

1. What are social network characteristics of older familyDescriptive statistics

caregivers, compared to other older adults who do not ANOVA

provide family caregiving?
2. How do older family caregivers perceive family

caregiving in later life?

3. Are there significant mean differences in health for
different levels of social networks and for different
family caregiving status after controlling for
demographic factors?

3.1. Are there significant mean differences in the

combined health, as measured by self-rated health,

physical function, absence of chronic diseases, and

F value

Descriptive statistics
Content analysis

Ecomap

Bivariate correlation analysis
MANOVA

MANCOVA

mental health, for the different levels of social networks

after removing the effect of age, gender, race, and SES?

3.2. Are there significant mean differences in the

combined health, as measured by self-rated health,

physical function, absence of chronic diseases, and

mental health, for family caregivers and non-caregivers

after removing the effect of age, gender, race, and SES?
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Table 3.5 (cont'd)

Research Question Data Analysis Strategy

3.3 Is there a significant difference for social networks
and family caregiving on the combined health, as
measured by self-rated health, physical function,
absence of chronic diseases, and mental health, for
family caregivers and non-caregivers after removing

the effect of age, gender, race, and SES?
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CHAPTER FOUR: RESULTS

Results of the study are illustrated in three parts, organized by thraechegaestions.

Research question one is addressed using results from descriptive anatysap, @and one-
way ANOVA analyses. Question two is answered through results from trigingut@tween
guantitative and qualitative data of changes in caregiving experiencesti@puhree is
answered through results from effect models of social networks and farelyiving on health
of older adults before and after controlling for age, gender, race, and SES.
Descriptive statistics and preliminary analyses

Tables 4.1 through 4.6 show descriptive characteristics of 136 older familyweaseand of
222 non-caregiving older adults, answering research question one of this study: rf§\that a
demographics, social network characteristics, and health status of oldgrdaragivers,
compared to other older adults who do not provide family caregiving?”
Demographics

Table 4.1 reflects four age structural characteristics. The sample hadrage age of 73.71.
Caregivers were slightly older (72.1%) than non-caregivers (68.6%), and 24.8%¢gVees
were oldest old, which was 37.2% of oldest old in the sample. The majority of older adults in
both groups were between 65 and 79 years of age. Among all caregivers, maleasbgired
nearly half of family caregiving (45.7%) with female caregivers (54.3/dhé total sample,
48.6% were male, and 51.4% were female, with an estimated gender ratio of 96. Gender ra
among caregivers dropped to 83, while it increased to 102 among non-caregivers. Tdbte 4.1 a
shows that older adults across racial and ethnic groups and SES experiencedafagiyng

with distinctive characteristics.
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Table 4.1

Demographic Characteristics of the Sample by Caregiving Status (n = 358)

Variable Caregiver Non-caregiver Total
Age n=129 n =210 Mean = 73.71
<65 4 12 16
(3.1) (5.7)
65-79 93 144 237
(72.1) (68.6)
>80 32 54 86
(24.8) (25.7)
Gender n=129 n=219
Male 59 110 169
(45.7) (50.2)
Female 70 109 179
(54.3) (49.8)
Race n =130 n=217
White 108 188 296
(83.1) (90.9)
Non-white 22 29 51
(16.9) (9.2)
Education n=130 n=217
<High school 40 46 86
(30.8) (21.2)
Some college 36 75 111
(27.7) (34.6)
>Bachelor’'s degree 54 96 150
(41.5) (44.2)
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Table 4.1 (cont'd)

Variable Caregiver Non-caregiver Total
Income n=120 n=189
<$25,000 40 38 78
(33.3) (20.1)
$25,000-49,999 32 62 94
(26.7) (32.8)
$50,000-74,999 25 43 68
(20.8) (22.8)
>$75,000 23 46 69
(19.2) (24.3)
Marital status n=130 n=217
Married 77 104 181
(59.2) (47.9)
Not married 53 113 166
(40.8) (52.1)
Residence n=136 n=222
Urban 68 117 185
(50.0) (52.7)
Suburban 57 98 155
(41.9) (44.1)
Rural 11 7 18
(8.1) (3.1
Co-residency n =136 n =205
Live alone 41 81 122
(30.2) (39.5)
Not live alone 95 124 212
(69.8) (60.5)

Note. Statistics presented in the table are numbers and percentages.



In contrast to non-caregivers, caregivers were more likely non-white (18s994%) and
low household income (33.3%6.20.1%). Caregivers were less educated than non-caregivers,
with a higher rate of high school education or less and a lower rate of higkatiedu
Caregivers were lower in the levels of the household income, with one-thirdiet¢hower
than $25,000, in comparison to one-fifth of non-caregivers at the same level.

Descriptive analysis found that caregivers were more likely maanddot living alone than
non-caregivers, with 52.1% of not married non-caregivers and 40.8% of not marrgisierare
and 39.5% of non-caregivers living alone and 30.2% of caregivers living alone. Amongdmarri
respondents, 12.7% of non-caregivers co-resided with people other than their spdaghjsvhi
number was 9.1% among married caregivers.

Social network characteristics

Table 4.2 presents descriptive characteristics of three-dimensiorellrsetgvorks of
caregivers and non-caregivers. Overall, no statistically significaetelifce was observed in
social networks between caregivers and non-caregivers.

Table 4.2

Descriptive Statistics of Social Network Variables by Caregiving Status

Dimension Caregiver Non-caregiver  Total Range
Structural n=135 n=221 n =343
LSNS 46.90 47.44 47.24 0-90
LSNS-Relative subscale 20.61 20.13 20.31 0-30
LSNS-Friend subscale 16.84 16.99 16.93 0-30
LSNS-Neighbor subscale 11.48 11.16 11.28 0-30
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Table 4.2 (cont'd)

Dimension Caregiver Non-caregiver  Total Range
Size 9.61 10.00 9.85 0-15
(3.42) (3.56)
Frequency 9.10 9.33 9.24 0-15
(3.13) (3.38)
Strength 6.44 6.02 6.18 0-15
(3.29) (3.22)
Help 7.93 8.09 8.03 0-15
(3.43) (3.59)
Reachability 7.72 7.74 7.73 0-15
(3.72) (3.44)
Reciprocity 5.49 541 5.44 0-15
(3.02) (2.92)
Content
Health behavior 2.81 2.99 2.93 0-4
(.98) (.92) (.94)
Service use 73 .69 71 0-1
(.44) (.46) (.47)
Information n=32 n=4
Network numbers 55 .50 0-1
(.51) (.58)
Professionals .69 .50 0-1
(.47) (.58)
Functional
BSNI 6.28 6.13 6.17 0-12
(2.81) (2.94) (2.89)
Co-residence .59 .48 52 0-1
(.49) (.50) (.50)
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Table 4.2 (cont'd)

Dimension Caregiver Non-caregiver  Total Range

Religious/spiritual participation .61 .61 .61 0-1
(.49) (.49) (.50)

Organization participation .38 45 42 0-1
(.49) (.50) (.49)

Group membership .52 .58 .56 0-1
(.50) (.50) (.50)

Volunteering .50 .60 .56 0-1
(.50) (.49) (.50)

Note. Statistics presented in the table are means and standard deviations.

Table 4.2 reports descriptive statistics of other structural social netaoables. Caregivers
and non-caregivers had LSNS frequency scores of 9.10 and 9.33, respectively. Theywadten sa
heard from relatives, friends, and neighbors with whom they had the most contagivé&lare
had higher scores of LSNS strength (6.44) than non-caregivers (6.02). Thigstiggies
caregivers had about six or more confidants with whom they could talk about pnathées.
LSNS scores for the number of relatives, friends, and neighbors they could calpfaene
7.93 for caregivers and 8.09 for non-caregivers. Both groups perceived there werett€8 rela
friends, and neighbors whom they could call upon for help. Data revealed that aaregive
perceived their network members and confidants had a reachability oftiis@sieor “often”
when caregivers had an important decision to make. Reciprocity scores of 5.49 aragngisa
and 5.41 among non-caregivers showed that both groups felt their network menidera™se
“sometimes” talked to them about their important decisions. Generally, descafatistics
indicated that network size of caregivers was 9-12, but care network size alies, ahthe

level of 6 or more. Frequency of network contact was “often,” but frequenciegobiatality
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and reciprocity were only “sometimes.” In comparison to non-caregiveegicars had slightly
lower scores in network size, frequency, help, and reachability, and slightbr Isigores in
network strength and reciprocity.

Table 4.2 also reports that caregivers had a moderately higher BSN{&&@&)ethan non-
caregivers (6.13), indicating a relatively higher degree of overall doaietion. Table 4.2 also
indicates that higher percentages of non-caregivers had engaged in ¢iaigaoups, and
volunteering than caregivers, while, on average, both had exactly the sameodiegligeous
participation. In line with table 4.1, table 4.2 further suggests that care@veas=.68) were
more likely to not live alone than non-caregivers (mean=.61).

Structural social networkg=igures 4.1 and 4.2 show the overall differences of structural
social networks between caregivers and non-caregivers. They indicatardtavers have a
slightly lower LSNS score (46.90) than non-caregivers (47.44). An estimated 32% g ees
and non-caregivers were found to have LSNS scores greater than 54; 23.1% of cdradiaers
average LSNS score lower than 36, 2.7% higher than non-caregivers. Data indemitezar
generally presented a similar level of social connectedness as egiveess while a higher risk
of social isolation among family caregivers was observed.

A close look at three LSNS subscales in figure 4.3 reveals that caregiden®n-caregivers
had a similar sized group of relatives, friends, and neighbors in their sogalk&etAmong
three network components, relatives were scored highest, with 20.61 for caregied20.13 for
non-caregivers, and neighbors were scored lowest with 11.48 for caregivers and 11.16 for non-
caregivers. While LSNS subscale scores of relatives and neighbordigiettg kigher among
caregivers than non-caregivers, LSNS subscale scores of friends wgetly tigher among

non-caregivers (16.99) than caregivers (16.84).
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Figure 4.1
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Descriptive data analysfsund that caregivers and r-caregivers had network size LSI
scores of 9.61 and 10.00, respectively. Every ¢caee@nd no-caregiver, on average, ha-12
relatives, friends, and neighbors in his or hewoek. This network size had taken ir
consideation changes within networks during the prior tyears.Table 4.3 shows changes
social network structure in the last two years leetcaregivers and r-caregivers. It indicate
that caregivers generally experienced more raditahges in social tworks during the pa:
two years: 42.2% of caregivers and 32.5% of-caregivers had lost an immediate fan
member; 62.6% of caregivers and 51.2% of-caregivers had lost one or more close frie
Meanwhile, higher percentages of caregivers gamw family members (63.7%) and h
started school, training, or other learning (12.888)n nor-caregivers (45.8% and 10.6'
respectively).

Figure 4.3
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Note. All variables recoded on 15-point scale.

Table 4.3

Changes in Social Network Structure by Caregiving Status

Change Caregiver Non-caregiver
Loss of spouse
No 70 125
89.7 89.3
Yes 8 15
10.3 10.7
Loss of an immediate family member
No 52 104
57.8 67.5
Yes 38 50
42.2 32.5
Loss of a close friend
No 37 79
37.4 48.8
1 39 63
41.5 38.9
2 10 13
10.6 8.0
3-6 8 7
8.5 4.3
Gain in new family members
No 33 83
36.3 54.2
Yes 58 70
63.7 45.8
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Table 4.3 (cont'd)

Change Caregiver Non-caregiver
Beginning school, training, or other learning
No 68 126
87.2 89.4
Yes 10 15
12.8 10.6
Change in number of family get-togethers
No 53 101
63.9 68.2
Yes 30 47
36.1 31.8
Change in social activities
No 55 110
64.7 77.5
Yes 30 32
35.3 22.5
Marriage
No 64 121
83.1 89.6
Yes 13 14;
16.9 10.4
Marriage separation or divorce
No 70 127
92.1 94.1
Yes 6 8
7.9 5.9
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Table 4.3 (cont'd)

Change Caregiver Non-caregiver

Spouse major illness

No 57 121
62.0 86.4
Yes 35 19
38.0 13.6
Diagnosis of a severe disease of a loved one
No 45 102
53.6 65.0
Yes 39 55
46.4 35.0
Legal issue of a network member
No 61 124
81.3 89.9
Yes 14 14
18.7 10.1

Note. Statistics presented in the table are numbers and percentages.
Content social networksén this study, health behavior, service use, and information channel
were measured to examine the content of social networks of the sampléptivesdata
analyses indicated that, except for one caregiver and two non-caregiverspatidents had
health insurance. A lower percentage of caregivers (27.4%) reported to have fthur heal
behaviors—namely, nutrition intake, physical exercise, absence of alcolslemasnd absence
of smoking—than non-caregivers (34.4%). Of caregivers who had health condit&§8p did
not undergo treatment. In comparison, this number was 31.0% in the non-caregiver gobeip. T

4.4 presents more details about this comparison.
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Table 4.4

Frequency of Health Behavior and Treatment Use

Variable Caregiver Non-caregiver
Health behavior (M=2.81) (M=2.99)
4 37 75
27.4 34.4
2-3 86 132
63.7 60.6
0-1 12 11
8.9 5.0
Treatment use (M=.73) (M=.69)
No 35 66
26.5 31.0
Yes 97 147
73.5 69.0

Note. Statistics presented in the table are numbers, percentages, and means.

In addition, 20 caregivers (14.8%) used human and health services for family aareygive

the past year. The other 115 caregivers either did not use family caregpvunces (85.2%) or

did not answer the question about family caregiving service utilization (20.7%)prkift

caregivers (11.0%) never knew family caregiving services wereabl&ilOf caregivers who

used family caregiving services, 39.9% reported that they had obtained indoratadut family

caregiving services through both professionals and social network members;0828%givers

reported that they had obtained information exclusively from social network merahd

37.8% had obtained information exclusively from professionals.
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Table 4.4 reports means of health behavior and service use between casegivers-
caregivers. Caregivers reported an average of 2.81 health behaviors, in comparison to 2.99
reported by non-caregivers. In contrast, caregivers appeared to havely lsiigiter service use
rate (0.73) than non-caregivers (0.69) when treatments for their health condi¢i@ns
considered.

Table 4.5

Co-residency by Caregiving Status (n = 358)

Number of Co-residents Caregiver Non-caregiver
0 41 80
(32.0) (39.2)
1 67 107
(52.3) (52.5)
2 15 14
(11.7) (6.9)
3-5 4 3
(3.9) (1.3)

Note. Statistics presented in the table are numbers and percentages.

Functional social network® revised Berkman-Syme Social Network Index (BSNI) was
used to investigate functional social networks. Table 4.5 presents numbers sitleatseamong
caregivers and non-caregivers. Caregivers were less likely than ngn/ees¢o live alone and
more likely to live with two and more people than non-caregivers. Figure 4Kshitean the
BSNI scores into four levels. It suggests that non-caregivers presented pegtentages at both
the most functional level (31.67%) and the least functional level (6.79%) than cesegive

(30.37% and 5.19%, respectively). It also showed that although caregiversquaest@wer risk
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of being least functioning, 29.63% of them were at the medium low functional level tinglica
marginal risk of social dysfunction.
Figure 4.4

Functional Social Networks by Caregiving Status (n = 356)
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30.37
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Note. Statistics presented in the table are percentage.

Results from social network analyses answer research question one: “Wéatiaf
network characteristics of older family caregivers, compared to otheraaldés who do not
provide family caregiving?” Using ecomap, figure 4.5 summarizes keyl s@tvaork
characteristics of family caregivers in this study. It indisdleat a typical family caregiver in the
sample had a range of 9-12 members in his or her social networks, consistintjvekrela
friends, and neighbors, with medium high social functioning. More than a quarteegiveas
practiced health behaviors, and the majority of them used treatments whendineakla
conditions. They obtained treatment information from both network members and rodéssi

with a preference for professionals.
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Figure 4.5

Ecomap of Social Networks of Family Caregivers in Later Life (n = 136)
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Health status

Table 4.6 reports results from descriptive statistics. It revealdibatajority of family

caregivers reported excellent or good health, high physical function, and gotad health.
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Almost one in five family caregivers rated their global health as lextemore than half of
caregivers identified their health as good, 75.4% reported high daily function, and 76.9%
reported being mentally healthy. Results, however, also suggest that higleertgpges of
caregivers were at risk for problems associated with physicaidandiseases, and depression;
for example, 15% of caregivers reported their health as poor or very poor, whiclghasthan
non-caregivers (8.3%). Results from other health indicators confirm this findingmparison

to non-caregivers, higher percentages of caregivers were found to have someeofleg
dependency and total dependency. Similarly, data analysis found that 84.6% of caregive
reported that they had two or more chronic conditions, 10.4% higher than non-caregalses. It
found that 17.2% of caregivers had GDS scores of 6-10, and 5.9% had scored greater than 10.
Both were higher than non-caregivers (10.7% and 3.8%, respectively).

An Analysis of Variance (ANOVA) was conducted to further examine whether there
significant health differences between family caregivers and nonreargglable 4.7 provides
the results of ANOVA. It indicates significant health differences betwie/o comparison
groups, especially in terms of physical function and absence of chronic digeaéi)

In summary, results from caregivers’ demographics, social network atréstcs, and
health outcomes provide rich information about social networks, health, and faredyvaag in
later life. Family caregivers presented strengths in all threertBions of social networks.
Compared to non-caregivers, family caregivers showed a higher level dffanctaon, stronger

and reciprocal relationships with family, neighbors and friends, and a higher ratgioé sise.
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Table 4.6

Descriptive Statistics of Health Variables by Caregiving Status

Health Caregiver Non-caregiver Total
Self-rated health
Excellent 26 41 67
(19.5) (19.0) (19.2)
Good 74 133 207
(55.7) (61.5) (59.3)
Neutral 13 33 40
(9.8) (15.3) (13.2)
Poor or very poor 20 9 29
(15.0) (4.2) (8.3)
IADLs-R
>6 101 202 303
(75.4) (93.1) (86.3)
2-5 27 10 37
(22.1) (4.6) (10.6)
<1 6 5 11
(4.5) (2.3) (3.1
Number of chronic conditions
<1 22 56 78
(16.4) (25.8) (22.2)
>2 112 161 273
(84.6) (74.2) (77.8)
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Table 4.6 (cont'd)

Health Caregiver Non-caregiver Total
GDS
<5 103 183 286
(76.9) (85.5) (82.2)
6-10 23 23 46
(17.2) (10.7) (13.2)
>10 8 8 16
(5.9) (3.8) (4.6)

Note. Statistics presented in the table are numbers and percentages.

Table 4.7

Analysis of Variance for Health between Family Caregivers and Non-caregivers

Mean
Health Outcomes df Square F p
Between groups
Self-rated health 1 2.73 3.85 .05
Physical function 1 34.41 19.25 .000
Absence of chronic diseases 1 107.13 22.39 .000
Mental health 1 105.48 10.11 .002

Self-rated health
Physical function
Absence of chronic diseases

Mental health

Within  groups

347 246.21

349 623.95
349 1669.95

346 3608.51
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Comparisons also suggest that higher percentages of family caregereratwisk of social
isolation, absence of health behaviors, and least social function. Descriptstecstatid
preliminary analyses demonstrate the differences in demographictehigtacs and health status
between family caregivers and non-caregivers.

Results from mixed methods

Quantitative and qualitative data were obtained through use of a standardizedenstr
BCOS, in family caregiving and two open-ended questions to address reseancn quwesin
the study: “How do older family caregivers perceive family caregiinrgter life?” A total of
99 participants rated the BCOS scale to indicate changes they had exqoksigigce serving in
the family caregiving role. A total of 56 participants answered two operdengsstions.
Responses from open-ended questions triangulated results from quantitativis ah&8@OS
scores to ensure validity and reliability of data. The results of mixedoaepresented below
include either quantitative or qualitative analysis or a combination of botladalyses.
Results from quantitative analysis

Table 4.8 details results from mean tests of the total BCOS scores. TH&QOt&Iscores
ranged from -23 to 30, with an overall mean BCOS score of 4.47. It compares BC&sStscor
examine whether or not family caregiving experience in later life Wheseht for different
geographic residences. Urban caregivers reported the biggest rangggofilcg experience,
from -23 to 30, representing a broad range of experience, from very nedingedo most
positive change, as result of caregiving. Rural caregivers reported no change\ pariges
due to family caregiving. Suburban caregivers reported changes raragmegfto 29, a

narrower range, leaning more toward positive changes.
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An ANOVA test indicates that changes in family caregiving experientveckea three types
of residence were not statistically different, with2.67 atp=.08. Overall change and changes in
three resident areas were positive, with mean scores of the sample andlitsamples above
0, ranging from 2.95 in the urban area to 13.60 in the rural area. When specific BCO8dtems
examined, the only negative item was “My time for family activities” inutzan area.

Results from qualitative analysis

To triangulate results from quantitative analyses, the qualitative datsawalyzed using
content analysis techniques. The raw data were obtained from narrgtoeses to the two
open-ended questions. Open coding was used to conceptualize the raw data. Thewavedata
documented in a Word file for a line-to-line coding. 21 codes were identified, forghegtedly
occurred across lines and cases. A code was identified when it occurreceruabte than
two times across cases. Axial coding was then performed to review thleciités from open
coding. 12 themes emerged in the axial coding. Three categories were detectiefines
Figure 4.6 shows the coding process and coding paradigm.

Caregiving In responding to two open-ended questions “How does caregiving make you
feel?” and “In general, how has your life changed as a result of faardgiving?” caregivers
described their caregiving background, especially care relatioesgearand, care activities,
and care receiver’s health condition. Caregivers reported the distance tatbegaeivers.

They explained the years of caregiving and weekly care hours. Some menéoegadicg
activities related to IADLs and ADLs. One wife listed care agtigias lifting her husband and
bowel excrement cleaning. One reported that “I manage finances for mgmiodaw who

lives in a nursing home.”
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Care activities and health conditions of the care receiver were often talixed a
simultaneously. It was noted that among six respondents who discussed céaresattiv
articulated the importance of emotional care. One emphasized, “| cang fide partner
emotionally.” One husband saw himself as “more of an emotional supporter thaneraregi
try to keep my wife's mood high.” It is because he identifies “(...) menoss/dnd emotional
stress are the biggest (concern) of the carer so far.”

Qualitative data reveal that in the majority of cases family cagegivere solo caregivers or
permanent caregivers of care receivers. In some cases they weresgdrfoemal health care
providers. A wife caregiver took care of her husband before he went to a nursing home, and
between nursing home stays: “He was kicked out (of) the last one because hdrsraely
difficult patient.”

Caregivers recognized the importance of family caregiving for contynliving in later life.

A daughter caregiver articulated this best: “She is 94 and living independdhtiyupport from
us. She wants to stay in her home, and we are happy to help her realize this.” She aveayon t
“Life is wonderful! | have the time and enjoy (thank God!) doing all that | wadthave to do.”

A long-term caregiver signified the meaning of caregiving in his lifeaghificent part of life, |
care for my life partner emotionally. Huge part of my and our lifettegge’ He went on to
criticize society for overlooking caregiving: “l realize how much one benigbm caregiving,

and how truly little society cares about such things in an emotionally, meaniragftil w
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Table 4.8

Mean Scores of Changes in Family Caregiving Experience in Later Life (n = 99)

Variable Urban Suburban Rural Total

Caregiving outcome score 2.95 5.46 13.60 4.47
(10.33) (10.25) (13.58) (10.63)

Caregiver well-being

My self-esteem .56 71 1.20 .65
(1.28) (1.09) (1.10) (1.20)

My physical health 14 31 1.00 .25
(1.53) (1.38) (1.412) (1.46)

My emotional well-being .38 .62 1.40 .52
(1.51) (1.35) (1.52) (1.46)

My ability to cope with stress .25 .26 1.40 .32
(1.60)  (1.14) (1.52) (1.44)

My future outlook A2 .67 1.40 40
(1.49) (1.45) (1.52) (1.51)

Family relations

My relationship with family .90 .86 2.00 .95
(1.56)  (1.59) (1.41) (1.57)

My relationship with care recipient(s) .81 1.23 2.40 1.07
(1.65) (1.67) (1.34) (1.68)

My time for family activities -.20 .25 .80 .02
(1.63) (1.24) (1.92) (1.53)

Relations with friends

My relationship with friends .29 75 1.40 .53
(1.37) (1.16) (1.34) (1.32)

My time for social activities with friends .00 .53 .60 24
(1.65)  (1.44) (1.95) (1.59)

Note. Standard deviations are in parentheses.
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Figure 4.6

Coding Paradigm of Perceived Family Caregiving Experience in Later Life
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It was important to discover what caregivers articulated as the reasoheyhgnigaged in
family caregiving in later life. The top three rationales were obligatiemgy and reciprocity.
Among 12 respondents who rationalized caregivinghdigation, three respondents used “duty,”
two used “family obligation,” and another two used “responsible” to state the reasamifigr ¢
for a family member. Similar phrases used include “I have to” and “It isghethings [thing]
to do for those you love.” A long-term caregiver described his spousal caregipegeace as,
“Complete, | feel like | have a reason for being alive.” Thirteen resposidaimnalized their
caregiving agiving. A long-distance caregiver said: “I do like to help or give.” Many indicated
that they felt good to help. Six caregivers explained caregiving in laeadiéciprocity. A male
caregiver for his ill parent declared, “It is time to return the love araltbat was given to me!”
An 84-year-old husband stated the rationale for his caregiving was to ‘rgpayfe.” A long-
term caregiver described her caregiving as “—helping my husband who helps soo’
family caregiver explained the reason she has cared for her mother andrstepiféeel they
raised me and | have to take care of them.” A retired math teacher whoaraned inother with
the help of siblings said: “She has always been there for her children, and nowr itusn!” It
was noticed that the reciprocity theme did not emerge exclusively from spowegavicey and
adult child caregiving. A care receiver articulated reciprocitymilly caregiving: “My support
network and | exchange giving/receiving help from each other.” An 86ejdalife-long
caregiver described giving and receiving in her life: “Makes me happglp others!
Appreciation for help | received after a knee replacement.”

Social networksTwo open-ended questions did not specifically mention social networks of
caregivers, but social networks were described by respondents when thigictaegiving

experience was presented. An 86-year-old wife caregiver mentioned hais@are parents-in-
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law, neighbors who lived alone or needed assistance, and others. The retired teattbeedne
her mother, siblings, and grandchildren in her social networks. A newly widowed woman
described her grief related to a smaller network size due to the loss of her amad husband.
One explanation for this phenomenon is that social networks were essential ince@giving
and that caregivers recognized their significance from both positive andveegaproaches.
Four respondents repeatedly described care networks a total of six times. Awanban
constructed a care network of five siblings, with one sister living in town, dee Isisng
outside of the town, one sister living out of state, and two working brothers. She detailed how
she and her sister in town shared the care hours, how her sisters out of town provided long-
distance care to their mother, and how her brothers and other sisters providedaespddner
and the sister in town on weekends. Although conflicts in care networks were onigmadnt
twice, conflicted relationships stood out for the strong emotion they carriederanaliscussed
stress caused by network conflicts: “Stress (one of three siblingsvhaagenda—will not listen
to others.)” A woman was angry that “no family members lifted a finger to help me.”
Changeslt was evident that caregivers indicated many changes as a resuitilyf f
caregiving. A widow who had cared for a friend for over five years said, “I haayedany life
very, very much.” Changes in social life, emotional experience, and positives efiee
reported. The theme of changes in social life emerged from two cathesiged social lifand
better relationshipsQualitative data suggest that caregivers’ social lives changed in two
directions. Three family caregivers stressed that their sociaMigess limited due to caregiving.
A daughter caregiver for her older parents cried out she was “tired ard’ s#diemale
caregiver for her co-resident parent reported “Social life hasredfedon’t get any time away.”

A 66-year-old grandmother caring for three school-age grandsons also me:thiainesocial
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activities (are) limited.” Others suggested caregiving led to greatmectedness with a greater
society. An older mother of two adult daughters with intellectual disabiliéported her high
involvement in disability advocacy because she made caregiving her cause.|&heeextWe
are very active in disability ministry, in disability advocacy, and disgthlitusing. We seek to
raise awareness of the value of persons with disabilities, especiallgatual disabilities.” A
71-year-old volunteer legal guardian and caregiver also made caregivinglacaaske.

More respondents reported better relationships with the care receiver arfidriigi A 75-
year-old man who has been caring for his ill parent and disabled adult child mentioned
caregiving made him “closer to family members!” A husband caregiveitisai caregiving
made him have “more time with my spouse.” A 90-year-old husband was thankful “to afgoreci
more and love more the person-spouse... share so much time together.” A siblingecatsg
expressed: “I love my brother even more.”

Strong emotions were expressed by caregivers. Anger and guilt were @isiplanarratives,
but they were not repeated across cases or within cases. Four emotions repectiectyl:
exhaustionstresslack of sense of contrahndloss and griefEight respondents used “tired,”
“overwhelmed,” “lack of sleep,” or “physically taxing.” Two said they “s¢imes” experienced
tiredness. Others did not specify the frequency of exhaustion. Stress was amuattien
frequently described by respondents. “Stress,” “frustrated,” “worried,” eoialcerned” were
used to express caregivers’ feelings. Lack of sense of control was da$atibémes in
gualitative data. A son caregiver described how his life had changed as a reatdgofing:
“There is not as much personal time.” A daughter caregiver expressediféNsyno longer my
own.” Caregivers also described their loss and grief over death and sicknessy&ar-8&i

woman expressed that she was “concerned for person’s suffering.” A bereavad wbmhad
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lost her mother and husband shared her grief: “Sad @ [at] times when | knewvdsatloser
each day.” A mother described that she was “distressed (because) my 2 (gWdedaare very
sick.”

Despite strong emotional experiences, respondents overwhelmingly &etictla positive
effects family caregiving had on their lives. Caregivers describeddedatstive feelings and
personal growth related to caregiving: 21 respondents used words like “happl/gotsl,”
“great,” satisfied,” “positive,” “better,” and others 31 times. Night gavers detailed their
growth. An 81-year-old caregiver reported that caregiving resulted indemd more
responsible, being more on schedule.” A great-grandmother said that govicgréor her two
great-grandchildren “keeps me active and unselfish with my money, living spacenarid t
Similarly, a son caregiver expressed that caregiving made him underitanttilove more. He
spoke of the “Chance to discover how fragile we are! Show and practice moreAdeahale
caregiver successfully managed to “serve as a volunteer legal guandizaregiver for family
members and friends” while she underwent chemo therapy, which facilitatexcbiwtin.g
Triangulation

Results of qualitative and quantitative data point to the same conclusion: Oldgvergre
have made positive changes as a result of family caregiving experi€20& gores indicated
the highest gained items were the relationship with the care recipierg|ahenship with
family, self-esteem, the relationship with friends, and emotional well-berog the qualitative
data analysis, the codes with the highest frequencies (13—-31 responsgx)sitare feelings,
giving, obligation, better relationships, and growth. As Jick (1979) argued, tridngoét

multiple methods was largely a vehicle for cross validation. The convergetieeresults from
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BCOS scores and two open-ended questions provided a more valid conclusion abag ichang
caregivers’ well-being and relationships.

While BCOS scores yield comparable data with existing familygoarey studies (Bakas &
Champion, 1999), qualitative data collected by two open-ended questions added rich and
authentic details to the study. Codes and themes provided insights as to how isaregive
interpreted the meanings of caregiving, which explained changes inveais2giell-being and
relationships. This shed light on altruism, obligation, and reciprocity and the poséliregb
they brought to the caregiving experience. Qualitative data not only reached éhe sam
conclusions about changes in caregivers as quantitative data indicated, but alsodsdged a
understanding of these changes in caregivers’ own words. First, negative emidi@amgjér,
guilt, and distress were rare but powerful. Gerontological social work must chutiddsess
their harmful effects. Secondly, active social engagement with familycametys co-existed with
lack of sense of control. The mother of adult daughters with severe intellecaalitks
exemplified the best of caregivers, who take control over health conditions and cedttdat
greater cause.

Effect modeling

For the purpose of testing the effect model, table 4.9 displays results fronateivari
correlation analyses among the variables included in the effect model, mgctadariance
variables, age, gender, race, and SES. The table reveals that there mcargigorrelations
between family caregiving and three of four health measures, strusheral networks and two
health measures, content social networks and two health measures, and funcii@nal soc
networks and three health measures. Specifically, family caregiviagegatively associated

with physical function, absence of chronic diseases, and mental healtpsw@®1. All three
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dimensions of social networks were positively and significantly assdaaate self-rated health
(p<.001). Structural social networks were positively associated with meiadéh ije<.05).
Content social networks were positively associated with absence of chraasatig<.05).
Functional social networks were positively associated with physical functdbmantal health
(p<.001).

Table 4.9 also indicates that SES was the most significant factor for aealtier adults in
the sample. It was positively associated with social networks and sslfh@alth, and was
negatively associated with physical function and lack of chronic diseases.a&geegatively
associated with self-rated health and positively associated with phHysicaon and absence of
chronic diseases. Gender was negatively associated with functionalnstaiatks and
positively associated with absence of chronic diseases. Race wasifaasity associated
with any health indicator. The model then answered: “Are there significzem diifferences in
the combined health, as measured by self-rated health, physical functiongeakfsemonic
diseases, and mental health, for different levels of social networks betamedndaregivers and
non-family caregivers, before and after removing the effects of agegmgeace, and SES?”

To test null hypotheses in multivariate analysis, a preliminary MANOVA fobatithe
Box’s Test was significanpg.001). The Pillai’s Trace then was used for MANCOVA results.
The preliminary MANOVA observed that social networks and family caregjiviteraction was
not significant p=.31), indicating the main effect of social networks and family caregoondd
be interpreted accurately by examining Eheatio, p values, and effect sizes for the associated
test statistic.

Results from multivariate analysis are reported in table 4.10. Overallplba¢aeals that

both social networkgp&.001) and family caregivingp€.001 or .05) in later life significantly
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affected health of the older adults in the study. The significance of healttsaffesocial
networks did not change after controlling for age, gender, race, and SES inddgendent
combined, while the significant level of effect of family caregiving veakiced fronp<.001 to
p<.05 when age of family caregivers was controlled or when the effects afrtiiened age,
gender, race, and SES were removed.
Table 4.10 further indicates that the effect model in MANOVA has a Pa%tiﬁl.GS,
p<.001. When controlling for age, gender, race, and SES, the effect models in MANCOVA have

a Partiah12 ranging from .14 t0.65<.001. According to Cohen (1988), the benchmark for a
small effect size is the effect-size measqﬁ=e0099 or Partiah2 =.01, a medium effect size of

n2=.0588 or Partialh2 =.09, a large-effect size q?:.1379 or Partiah2 =.25. A Partiah2

ranging from .14 to .65<.001 suggests that social networks and family caregiving had
significant effects on health of family caregivers in later life, indepetly of age, gender, race,
and SES.

Table 10 also reveals that the demographic factors of age, gender, raceSarattSE
individually and collectively reduced effects of social networks and fararggiving on health
of older adults in the study, but they only reduced the effect sizes from a largesometlium

one. Table 4.10 suggests the effect of social networks and family caregvidgrgeduced
Partialnzfrom .68 to .14 when removing combined effects of age, gender, race, and SES.

To determine whether there were significant mean differencesdbroédéhe four measures
of health among different levels of social networks after removing the®titage, gender,
race and SES, results from descriptive statistics and tests of BeBubgatts effects of

MANCOVA and Post Hoc tests are displayed in table 4.11.
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Table 4.9

Correlation Matrix for Major Variables of Interest

1 2 3 4 5 6 7 8 9 10 11 12
1 —
2 -.02 —
3 .05 A1 —
4 .02 A1 .08 —
5 -11 18** A8 .23% —
6 -.23** 2% .09 20%* .38** —
7 -.25%* .06 2% .08 B3 -40% —
8 =17 A3 .02 20%* 36% =31 - 31 —
9 .02 -.07 .03 -.13* -.12* 24** A3 .10 —
10 .05 -.07 .01 -.13* -.10 .09 .10* .07 .10 —
11 -.03 -.12* -.06 -.14** -.06 -.01 .02 .06 -.10 .10 —
12 -.08 16%* A3 25%* 237 =19 -14*  -.08 -20%*  -32** -.04 —
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Note. Twelve variables above represent as 1. Caregiving status; 2. LSN&ItB. iéhavior; 4. BSNI; 5. Self-rated health; 6.
IADLs—R; 7. Absence of chronic diseases; 8. GER§ 9. Age; 10. Gender; 11. Race; and 12. SEf<*001 (2-tailed). <.05 (2-

tailed).
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Table 4.10

Multivariate Statistics for Social Networks and Family Caregiving on Health

Model F p Partialn?®
MANQVA*** 176.93  .000 .68
Social networks (high functiovs.non-high function) 3.41 .000 .04
Family caregiving (caregivings.non-caregiving) 6.71 .000 .07
Social networks ¢ family caregiving 1.12 31 .01
MANCOVA with age*** 28.75 .000 27
Age (<65 vs. 65—-74 v&.75) 3.75 .005 .05
Social networks 3.46 .000 .04
Family caregiving 5.02 .001 .06
Social networks « family caregiving 0.90 54 .01
MANCOVA with gender** 18.99 .000 19
Gender (male or female) 1.21 31 .02
Social networks 3.23 .000 .04
Family caregiving 6.19 .000 .07
Social networks ¢ family caregiving 0.04 .36 .01
MANCOVA with race*** 165.82  .000 .67
Race (white or non-white) 0.97 42 .01
Social networks 3.53 .000 .04
Family caregiving 5.69 .000 .07
Social networks ¢ family caregiving 0.04 40 .01
MANCOVA with SES*** 65.31 .000 45
SES (Covariate) (Lows middlevs. high) 2.42 .048 .03
Social networks 3.01 .000 04
Family caregiving 5.89 .000 .07
Social networks ¢ family caregiving 1.10 .36 .01
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Table 4.10 (cont’d)

Model F p Partialn?®
MANCOVA with age, gender, race, and SES*** 12.31 .000 14
Age 4.69 .001 .06
Gender 0.76 .55 .01
Race 0.32 .87 .00
SES 1.16 .33 .02
Social networks 2.95 .000 .04
Family caregiving 4.89 .001 .06
Social networks ¢ family caregiving 0.86 .59 .01

Note. The Pillai’s Trace was used because the Box’s Test is sighifi¢aA large effect size.

Data in table 4.11 suggest that there were significant mean differencdsratesthealth
and physical function, absence of chronic disease, and mental health for so@aksand
family caregiving by SES category. Specifically, the table revtbaltsthere were significant
mean differences in self-rated health and physical function but not for absencenit disease
and mental health among different levels of social networks after remtnareffect of SES.

Table 12 presents results from Sheffe’s tests of Post Hoc multiple comparisoearof
differences in health by social networks. It indicates that self-ratéith lspacified that the least
function level significantly differed from the medium high function level and the fuostion
levels; that the medium low level differed from the most function lg«eDE); that the medium
high function significantly differed from the least function ley®t.05); and that the most
function level significantly differed from the least function level and thdinme low function
(p<.05). Post Hoc tests on mean differences of physical function observed that tienctosn
level significantly differed from the least function level and the medium lowtimtevel

(p<.05).
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Table 4.11
Adjusted and Unadjusted Mean Differences for Health by Social Networks and Family

Caregiving Category

Self-rated Physical Absence of Mental
Health Function Chronic Disease Health
Social Networks
Least function .55 40 .86 34
.53 .35 .82 .35
Medium low 31 19 .79 21
.30 A7 .79 .20
Medium high 19 16 .82 14
19 14 .80 14
Most function .09 .07 73 15
.09 .06 72 14
Family Caregiving
Caregiver 24 .09 73 .19
19 .07 74 14
Non-caregiver .33 .32 .86 23
.08 .24 .83 21

Note. Statistics presented in the table are adjidtadd unadjustei. The covariate in the
model is evaluated at the following values: What is the level of SES? = 2.22

Table 4.12 also provides results from ANOVA tests on mean differences of healdebet
family caregivers and non-caregivers. It suggests that there weifcsigt mean differences on
physical function§<.001) and mental healtp<.05) but not on self-rated health and absence of

chronic disease between family caregivers and non-caregivers.
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This study found that family caregivers and non-caregivers presenteficaigihy different
health outcomes in levels of physical function and mental health and that soc@knetw
significantly affected health of family caregivers in later lifethdlugh the combined effect of
social networks and family caregiving was not significant in health of oldetsaduhe sample,
significant mean differences were observed in the combined health for sdwatkseand
family caregiving independently.

Table 4.12

Multiple Comparison of Health by Social Networks and Family Caregiving

Health Measure Social Networks Family Caregiving
Group p Between groups p
Self-rated health 1 2 .393 237
3 .047
4 .003
2 1 .393
3 232
4 .002
3 1 .047
2 232
4 438
Physical function 1 2 AT75 .040

3 226
4 .023
2 1 AT75
3 .812
4 .040
3 1 226
2 .812
4 .350
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Table 4.12 (cont'd)

Health Measure Social Networks Family Caregiving
Group p Between groups p
Absence of chronic disease 1 2 AT75
3 226 237
4 .023
2 1 .953
3 .988
4 .617
3 1 .987
2 .988
4 446
Mental health 1 2 468 .040
3 122
4 116
2 1 468
3 493
4 463
3 1 112
2 463
4 1.000

Note. The mean difference is significant at the 0.05 level.

MANCOVA tests revealed that different levels of social networks cauffededit self-rated
health and physical function after controlling for the effect of demograpttaréa Specifically,
not only older adults with the least function social networks were significantsr liovself-rated
health than those with the medium high function social networks and the most function social
networks, but also older adults with the medium low function social networks had acaigfhyfi

lower self-rated health than those with the most function social networks, and tlwemnéegi
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function social networks predicted a significant higher self-rated heattpar@son to the least
function social networks.

In summary, this study drew a probability sample of 358 older adults aged 64 and above
from a regional representative population. It provided a comprehensive picturetofdffemits
of social networks between older family caregivers and non-caregiverstRedhle study are
methodologically reliable and significant because the study’s unique design inatueliéelch
model using multivariate techniques and mixed methods, which integrated a rglatigel
sample size, a rigorous quantitative analysis, and in-depth understanding of the phenomenon

under investigation.
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CHAPTER FIVE: SUMMARY AND DISCUSSION

This chapter provides a summary of the study, an interpretation of the datayitattbhs.
Implications and recommendations are also explored for future gerontbeagca work
research, education, practice, and policy related to family caregiviater life. Finally,
conclusions are drawn about family caregiving in later life, socialarksyand healthy aging.
Summary of the study

The purpose of this study was to better understand the social value of fangiyiogre
later life by examining the effects of social networks and familygrareg in later life on the
health of older adults aged 65 and over. In this stiagyily caregiving in later lifavas
conceptualized as a social event in which community-dwelling older sotiankemembers
contribute to unpaid, informal caregiving of a kin or a non-kin person with chronic jliness
disability, or other dependent characteristics on a regular basis withastt8)IdaysSocial
networkswere defined as older-adult-centered multidimensional social relafenstat cut
across traditional kinship, residential, and class groups. Specifically, séuctuction, and
content of social relations were integrated into three-dimensional sowmiarke. Healthwas
defined as high self-rated health, a high level of physical function, abskeda®nic diseases,
and a high level of mental health.

Theoretical framework

The significance of this study first comes from its positive gerontol@ygdwork, based on
critical gerontology and positive psychology (Minkler & Estes, 1999; Sehgtna
Csikszentmihalyi, 2000). Built on prior studies and theory, this study attemptedliglmighe
positive effects of social networks and family caregiving on healthyagimong family

caregivers in later life. It expected to find that family caregivetis stronger social networks
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would be more likely to have higher levels of self-rated health and physicabiurctiver risk
of disease, and higher levels of mental health after controlling for agdemgeace, and SES.
Methodology

This was a cross-sectional, explanatory study. Data were collected fropulatpon-based
self-administered mail survey during July—September 2011. Stratifiedmasampling was
used to compile a mailing list of 1,000 older adults aged 64 and above in three distinct Midwest
communities. A multiple contact was employed and resulted in a response3éié%fand a
final sample of 358 community-dwelling older adults.

The questionnaire was developed specifically for this study. It had five compontenfasT
was comprised of LSNS-18 and a subscale of civic engagement of revised BSNdcdie s
was comprised of IADLSs, chronic diseases and related treatments, and GDS-1#rdlivag
related to health insurance coverage, nutrition intake, alcohol drinking, smoking, azidesxer
The fourth was comprised of self-identified family caregiving statuggiving activities,
service use, BCOS, and two open-ended questions about family caregivingreogérie fifth
was comprised of demographics. The questionnaire presented 58 quantitative quadtimes a
open-ended, qualitative questions investigating: (1) age, gender, rac& austh&tures of older
family caregivers; (2) structural social networks; (3) changesuntstalsocial networks; (4)
functional social networks; (5) content of social networks; (6) care netwbflmily caregiving
in later life; (7) perceived family caregiving experience in lafer (8) self-rated health; (9)
physical function; (10) chronic diseases; and (11) mental health of the sample.

An operational model of Health Effects of Social Networks and Family @anggn Later
Life was adapted from previous works on family caregiving and social networkoimagegy

by Carpentier and Ducharme (2003) and Berkman et al. (2000). Multivariate modelsxadd m
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methods were employed to gain a comprehensive and accurate picture ofadaembf family
caregiving in later life by examining the observed effects of socialonk$vand family
caregiving in later life on the health of older adults. Quantitative and queditita were
collected to gain in-depth understanding of social values of familyivargan later life
reported by older family caregivers. Efforts were made to assess mudgeperariables of social
networks and family caregiving in later life and dependent variables of healtigkhmultiple
indicators. Multivariate analysis allowed the study to inquire into sepamatedombined effects
of social networks and family caregiving in later life on the health of oldetsaalitiér
controlling for four key demographic factors.
Research questions

Three research questions were answered in this study. The overarchirtgebigaind
research question was to compare the similarities and differences incheatthdifferent levels
of social networks and different family caregiving statuses. The null hypstivese that there
would be no observed differences among different levels of social networks andrbetwe
different family caregiving status on the combined health, as measureeets/déself-rated
health, levels of physical function, levels of absence of chronic diseases, dadiauental
health. MANOVA and MANCOVA were used to determine whether there wendisant
differences in the health of older adults for levels of social networks #acedt family
caregiving statuses before and after controlling for age, genderareat8ES. Qualitative
analysis was conducted based on data from two open-ended questions to examine famil
caregiving in later life using caregivers’ own words.

The first research question sought demographics, social network chatiastesnd health

status of family caregivers and non-caregiving older adults aged 64 and alsaneerfey tests,
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ecomap, and one-way ANOVA were performed to compare similarities aededifes of all
independent variables, dependent variables, and covariates between familxecaaagi non-
caregivers. The second question sought perceptions of family caregiversilgrcéaegiving in
later life through the standardized scale BCOS and two open-ended quatjtagstions about
changes in family caregiving. The third question examined the causalmshaps that social
networks and family caregiving independently had on the health of older adoitgttivariate
correlation analysis and a series of multivariate analyses.
Results

Results of the investigation indicated that both social networks and fanelyidag in later
life independently and significantly affected the combined health, as meagusxels of self-
rated health, levels of physical function, levels of absence of chronic disaaddsvels of
mental health, after controlling for demographic factors. High levels cdlsostiworks
significantly predicted better self-rated health and higher physicaidnn@&eing family
caregivers in later life significantly predicted lower levels of ptgidiunction and mental health.
More detailed results are presented below for each of the research questions

Question one was stated as: “What are demographics, social network clsticgtand
health status of older family caregivers, compared to other older adults who do nd¢ provi
family caregiving?” The final sample of the study consisted of 358 communitixuyvelder
adults aged 64 and above, involving 136 family caregivers and 222 non-caregivers. A total of
114 respondents identified themselves as family caregivers. Another 22 respondentseper
family caregiving activities but did not identify themselves as fanahggivers. Among
caregivers, 87 cared for older adults; 34 for adult children with disabibimes15 for

grandchildren/great grandchildren.

112



DemographicsData in this study found that caregivers were slightly older than non-
caregivers. The majority of older adults in both groups were between 65 and 76fyagasand
24.8% of caregivers were among the oldest old. Frequency tests indicated that 45.7% of
caregivers were male, and the gender ratio was higher for caregiversotiraaregivers. The
percentages of non-white older adults with low household income were higher in cardwaver
non-caregivers. Caregivers were less educated than non-caregivers, @gitaradtie of high
school education or less and a lower rate of higher education.

Social networksSurprisingly, data in this study found that among three dimensions of social
networks, the functional social network presented as the most important dimensicialin s
networks for the combined health of the sample. Results from descriptivecstaticcovered no
significant difference in structural social networks between canegarel non-caregivers, who
had LSNS scores of 46.90 and 47.44, respectively. An estimated one-third of both groups had
LSNS scores greater than 54, an indicator of socially high connectedness. However, more
caregivers than non-caregivers had average LSNS scores lower than 36,aariofliask for
social isolation. Social network structural statistics found that caregineraon-caregivers each
had a network size of 9-12, consisting of relatives, friends, and neighbors. Caragi/am-
caregivers had a similar number of relatives, friends, and neighbors inatiairreetworks.
Descriptive statistics from SF-LES found that caregivers gdpergberienced more radical
changes in structural social networks than non-caregivers. Data found thatwo treats prior
to the study survey, 42.2% of caregivers and 32.5% of non-caregivers had lost an tmmedia
family member, and 62.6% of caregivers and 51.2% of non-caregivers lost one orasere cl
friends. At the same time, more caregivers than non-caregivers had gaiméamily members

as well as started school, training, or other learning.
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Results from bivariate correlation analyses suggest that familyidagem later life was
significantly and positively associated with levels of physical functionnalesef chronic
diseases, and mental health, with 001. All three dimensions of social networks were
positively and significantly associated with self-rated hegkh001). Structural social networks
were negatively associated with mental heath@5). Content social networks were
significantly and negatively associated with absence of chronic dsdasnctional social
networks were significantly and negatively associated with physical dumatid mental health
(p<.001).

Data found a lower percentage of caregivers (27.4%) reported to have folr healt
behaviors—namely, nutrition intake, physical exercise, absence of alcolslemasd absence
of smoking—than non-caregivers (34.4%). Caregivers reported an average of 2181 healt
behaviors, in comparison to 2.99 reported by non-caregivers. By contrast, caragpeasad to
have a slightly higher service use rate (0.73) than non-caregivers (0.69) edtaretits for their
health conditions were considered. A noticeable finding about service use wasy2d onl
caregivers (14.7%) had used health and human services for family cesegihen the past
year. The other 116 caregivers either did not use family caregiving se(®4c6%o) or did not
answer the question about family caregiving service utilization (20.6%9eFRittaregivers
(11.0%) never knew family caregiving services were available. Ofigarsgvho used family
caregiving services, 39.9% reported that they obtained information about faneiynang
services through both professionals and social network members, 32.3% of canesgoeed
that they obtained information exclusively from social network members, and 3XcB8%ieecly

from professionals.
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Descriptive statistics of revised BSNI scores uncovered that caret@eéra moderately
higher BSNI score (6.28) than non-caregivers (6.13), indicating a relatigglgr degree of
overall social function. Higher percentages of non-caregivers had engagegiizations,
groups, and volunteering than caregivers, while on average both had exactly theggamefde
religious participation. Caregivers were less likely than non-caregivéixe alone and more
likely to live with two and more people than non-caregivers. Non-caregiveenpedshigher
percentages at both the most functional level (31.67%) and the least function¢d./[29%)
than caregivers (30.37% and 5.19%, respectively). It was also noted that alth@gecsr
presented a lower risk of being least functioning, 29.63% of them were at themiedi
functional level, indicating marginal risk of social dysfunction.

Results from social network analysis indicated that a typical famiggoger in the sample
had a range from 13—-20 members in his or her social networks, consisting of reflatinds,
and neighbors, with medium high social functioning. More than a quarter of them mractice
health behaviors, and the majority of them used treatments when they had healtbronditi
They obtained treatment information from both network members and professionals, with a
preference for professionals.

Health Results from descriptive statistics revealed that the majorityroifaaregivers
reported excellent or good health, high physical function, and good mental healtht &tadas
five family caregivers rated their global health as excellent, rhare talf of caregivers
identified their health as good; 75.4% reported high daily function; and 76.9% were mentally
healthy. Results, however, also suggested that higher percentages of careywertsrisk for
problems associated with physical function, diseases, and depressiorcadégiVers, 15%

reported their health as poor or very poor, which was higher than non-caregig8ét$. Of all
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caregivers, 84.6% reported that they had two or more chronic conditions, 10.4% higher than non-
caregivers. Data also found that 17.2% of caregivers had GDS scores of 6-10, and 5.9% had
GDS scores greater than 10; both were higher than non-caregivers (10.7% and 3.8%,
respectively). Results of ANOVA analysis indicated significant heaftrdnces between
caregivers and non-caregivers, especially in terms of physical functiofserca of chronic
diseasesp<.001).

Question two was stated as: “How do older family caregivers percenily faaregiving in
later life?” Frequency tests of BCOS scores found that 52.5% of caregipersed positive
changes since assuming the caregiver role. An ANOVA test revealea$itatgpchanges
existed among three different geographic residence types. Qualitaavieigiagulated results
from quantitative analysis of BCOS scores. Among 21 codes, more codes denoted positi
changes than negative ones, and more respondents repeated positive codes than regative on

Question three was stated as: “Are there significant mean differenisealth for different
levels of social networks and for different family caregiving statiies eontrolling for
demographic factors?” Multivariate analysis found that the effect model INOAAA has a
Partialn? of .68,p<.001 and that social networks and family caregiving interaction was not
significant 0=.31). This result indicated that social networks and family caregiving mlifate
independently and significantly predicted the health of older adults, and that timecfidiadt
sample was not caused by the combined effect of social networks and faiegivica in later
life. When controlling for age, gender, race, and SES, the effect models in MMAIG&ad a
Partialn? ranging from .14 t0.45<.001, suggesting that social networks and family caregiving
independently had significant effects on the combined health of family caremiater life,

independent of age, gender, race, and SES. Data revealed that the demographiaffage,
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gender, race, and SES—both individually and collectively—reduced effects of rsetwvalrks
and family caregiving on health of older adults in the study, but they only reducefteitte
sizes from a very large one to a medium one. More specifically, familgiears and non-
caregivers presented significantly different health outcomes in lef/plsysical function and
mental health. Older adults with the least social function were signljidanter in self-rated
health than those with the medium high social function and the most function social networks
Older adults with the medium low social function had a significantly loweratdt health than
those with the most social function, and the medium high social function predicted a
significantly higher self-rated health comparison to the least function satiabrks.
Interpretation of the results

This study found significant effects of social networks and family careginitaer life on
the health of older adults in the study. Population-based studies on health effectsl of so
networks among older family caregivers have been sparse, which madeuttdifficompare
results of this study to those from prior studies. Nevertheless, this study/rssldénowledge to
the family caregiving literature by presenting new empirical exadeon the social realities of
family caregivers and their health outcomes. Within a positive gerontolagnetvork, results
from this study highlighted the positive aspects of social networks of faanbgivers in later
life. They can be expressed as: (1) family caregiving as a valuable eVatarilife, (2)
strengths and resilience of caregivers, and (3) relational aging.
Family caregiving as a valuable event in later life

Previous literature has suggested that the reasons why people weddaraihmily
caregiving were that they were young, healthy, and/or available (Szem&MBavey, 2006).

This study provided empirical evidence that family caregiving is a dagyt of older adults, no
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matter whether they are young or old, healthy or not healthy, working @ucreatir living close
or living far. It is important to note that inclusion of all informal caregiwgher than primary
family caregivers made it possible for this study to capture the meaniagiby taregiving in
later life. More importantly, older caregivers interpreted caring foplgearound them as a
meaningful part of their life, aging, or responsibility, which was undervalued bgtgdom
their perspective. The fact that there were 22 family caregivers fmiesample who did not
identify themselves as family caregivers was further evidencéaimdllyy caregiving was
undervalued by society.

Re-evaluation of family caregiving challenges ageism by recartstg the realities of aging
and family caregiving in later life. Data in this study revealed that 388def adults in the
sample provided unpaid care to family members, friends, and relatives, agegtentage than
AARP'’s estimates (Armo et al., 1999; Houser & Gibson, 2008). Their care reciywergs
across the life span, including older adults, adult children, and grandchildrentor grea
grandchildren. Older adults at all age groups have had an almost equal chanoen®faadly
caregivers. Of the oldest old in the sample, 37.2% were caring for a faemtper, friend, or
neighbor within the last 30 days prior to the study. Data on employment and ciageemgnt
other than informal caregiving further supported the notion of productive aging. Employment
data revealed that 25.28% of older adults in the sample were employed, raoigiriglfitime to
being a student. In comparison to non-caregivers, the retired rate in thgeragegup was only
2.5% higher than the non-caregiver group; the full-time employment rate wasdw2¥p and
the part-time employment rate was 1.1% higher.

Strength and resilience of family caregivers
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The reason that over half of caregivers reported positive changes since agtkeming
caregiver role partially rested on the meaning of family caregivihater life as conveyed in the
study, and partially was the result of caregivers’ personal growthghoot the caregiving
journey. Data in this study provided strong evidence to support positive gerontologylgdytic
through the strengths and resilience presented by family caregiverssindigeOne caregiver
wrote at the end of the survey: “A lot of water has gone under the bridge—elei$eog.” It
constructed family caregivers’ way of life as well as aging. Althdogs and grief were
devastating and care responsibility was demanding, dignity remainetheaest within the
individual caregiver and institutions emerged. Among 136 family caregivers: 35rééofoa
two or more family members, friends, and neighbors; 43.8% cared for co-reskie8¢%
provided care to non-co-resident family members, friends, and neighbors; 3.9%mgere
distance family caregivers; 50.0% were solo family caregivers; 39.8%lamg-term
caregivers; and 26.6% provided more than 20 hours of informal care per week. Taeaesii
family caregivers also showed in their general health and positive sefsasl health. Although
caregivers might present significantly low levels of physigattion and a high number of
chronic diseases, they were socially connected and adjusted. The majaitylpfchregivers
reported excellent or good health, high physical function, and good mental healtht &t das
five family caregivers rated their global health as excellent, nhare half of caregivers
identified their health as good, and over three of four reported high daily function and hig
mental health.

From a historical perspective, the study further documented the continuityibf fa
protection in contemporary American society, where greater public portestd sophisticated

institutional intervention have been evident. Findings of the study about the high prevafien
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family caregiving in later life supported the argument that the familgsysbntinues to be
critical to the well-being of its members. One possible explanation for thi e the high
guality of care provided by social network members. Previous literature Imdifiedethe
following qualities in family caregiving: care provision, better careauts, respect, low cost,
and accessibility (Dooley, Shaffer, Lance, & Williamson, 2007; Raphael & Cdrr20688;
Harrow et al., 2004). This study observed that family caregivers provided exteaisvier
family members, friends, and neighbors. Among older family caregivers sathple, 34.4%
provided care for two or more spouses, parents, adult children, or grandchildren. Morésthan 26
of older family caregivers spent more than 20 hours a week providing unpaid care withys 30 da
prior to the study. Nearly 40% had been family caregivers for five or mors, yeat about 21%
of them for 10 or more years. Furthermore, findings indicated that famédgigang had
respected and met care recipients’ needs for kinship care and communitydiemsgquently,
older adults and adults with chronic illness or disabilities often either delayed siseply did
not use institutionalized long-term care.
Relational aging

Convenience samples and small sample sizes in literature havéuimatiio inconsistency
about the social consequences of family caregiving in prior literatureimyy@onclusions from
a medium-large-size probability sample and well-thought study design andrddysis
strategies, this study has added compelling evidence that familywveaseigi later life do not
present significantly different patterns in all three dimensions of sod¢i@bries when compared
with non-caregiving older adults.

Structural social networkgzamily caregivers presented similar patterns of structural social

networks as non-caregivers. Average network size of 9-12 reported in this stodgissent
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with Greenberg et al. (1993) and Haley et al. (2010), and is much larger than mast socia
networks studies on family caregivers (Penrod et al., 1995; Tolkacheva et al., 201&ay\$im
caregivers, as non-caregivers, often saw and heard from relatives, frieshdgjghbors with
whom they had the most contact. Considering changes in social network structurbs past t
two years prior to the study, including higher rates of loss of family raesrand friends,
network size, and frequency of contact with network members among caregivers;age alesl
to conclusions that caregivers generally presented a similar level af smehectedness as non-
caregivers. However, the fact that 23.1% of family caregivers veigkaf social isolation,
2.7% higher than non-caregivers, should be an alarm sign for policy makers and ggicaitolo
social workers. On the other hand, the study confirmed the results from cayetgtworks
literature that caregiving networks are smaller than social netwofksndf caregivers (Fast et
al., 2004; Keating & Dosman, 2009; Keating et al, 2003). Among the 9-12 network members of
caregivers in the sample, only 6-9 were caregiving network members. Thamexphy
caregivers perceived their network members and confidants “sometimestesr”‘‘@achable
when the caregiver had an important decision to make. Frequencies of reachability a
reciprocity were reported as “sometimes,” while frequency of netwantacts was “often.” The
distinction between social networks and caregiving networks has importantatigpigcfor

social work practice and policy.

In terms of diversity of social network compositions, conclusions drawn in this study
confirmed that family members, particularly immediate family mes)kame the core of
caregiving networks in most cases and that, while friends count for the secdnthpartant
support for family caregiving in later life, friends are not always reaehaldaregiving

networks (Carpentier & Ducharme, 2005; Keating & Dosman, 2009). Data alsveatisd that
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neighbors are more reachable in care networks than the literature has teredednize. In
comparison to non-caregivers, caregivers rely more on neighbors for help.

One contribution that the current study has made to social networks of farsijyvoag
research is to demonstrate that caregivers present higher scoresark rsétength and
reciprocity than non-caregivers, but slightly lower scores of network seggjency, help, and
reachability. Caregivers had six or more confidants with whom they couldoi@lk private
matters and 6-9 network members they could call on for help. One explanation of these minor
differences, which arise from mixed methods, is that caregivers hadesqael more intensive
relationship development with family members and the care recipient than fiGardgivers
reported better relationships as the result of caregiving.

Functional social networkd$revious literature on social networks of family caregivers has
overwhelmingly addressed the importance of structural social networteefoealth of family
caregivers. This study has provided new evidence: Functional social netweskatpd as the
most influential dimension in social networks to explain health effects of swtiabrks.

Results in this study indicated that caregivers had a relatively highexedef overall social
function. Civic engagement data suggested that nearly half of caregiverstiadgtad in
organizations, groups and volunteering. Caregivers had lower scores of organization
participation, group membership, and volunteering than non-caregivers, but the diffeverees
not significant. Although there was no correlation between levels of functiocial networks
and different family caregiving status, data nevertheless revealedtbgivers presented a
lower risk of being least functioning than non-caregivers. One explanation ektitsrabout
those functional social networks is the significance of co-residency in healitheofadults, in

general, and of family caregivers in later life, in particular. Daggested that caregivers were
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less likely than non-caregivers to live alone and more likely to live with two ane people
than non-caregivers.

Two additional findings are worth noticing about functional social networks amonly fa
caregivers. While caregivers presented low risk of social dysfunctibrewitgher percentage of
having a co-resident presence, more than a quarter of them were at masiiobsacial
dysfunction. Care demands and family conflicts might have been two factorfating to
caregivers being subject to marginal risk. Qualitative data indicateerkeconflict was rare but
harmful for relationships and health of caregivers. Quantitative data fronE Skrhcovered that
18.63% of caregivers, verses 10.1% of non-caregivers, reportedly had legal issuesowidh a
network member during the two years prior to the study. Family conflictgfested in more
informal forms in caregiving families. Anger and guilt were two topics iledtby family
caregivers in the sample. Although they did not emerge as codes due to theiemfyedaey
added new evidence to recent literature on prevention of elder abuse in regardyto famil
caregivers’ harmful behavior (Beach et al., 2005, Cooper, Selwood, Blanchaker \Vizard,
& Livingston, 2009).

Content social network&ocial networks influenced information and behavior shared by
network members. Data revealed that more than a quarter of familyveaisergiported having
healthy nutrition intake, regular exercise, and absence of alcohol misuse andgsrAtikough
family caregivers used more treatments and services available than agivaar, only a very
small percentage of family caregivers used human and health servicawilgrdaregivers in
the two years prior to the study. Family caregivers used social netwatksaassionals to seek
information regarding treatments and human services. Nearly one-third ateeseplely

relied on their information channel of network members, while a little more thamiodealely
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relied on professionals. Ability and skills to seek access to services ancetnéavere
particularly important for the health of family caregivers, since thengunore likely than non-
caregivers to have had two or more chronic conditions, to have suffered depresgiiaTsyor
depression, and to have experienced more radical changes in social netwarkestruct

Evidence about older family caregivers’ strength and capacity to liveraylguioductive,
social functional, and civic engaged life leads to a better understandwogvafustainable and
quality family caregiving can be possible in the United States at the grasenagt One of the
stunning results in this study was the small number of family caregivers whamban the
availability of and used human and social services for family caregivielils, family caregivers
trusted professionals for information and access to treatment and senltiseagh this result
was consistent with previous findings, it has sounded an alarm about the severe distonnec
between service needs and service delivery. Anger, resentment, and othee egations
existing among family caregivers were signs that our family carggsystem is overburdened
and overly exploited. It is an ethical issue for social work that a sustairsabbiving system
cannot solely rely on family and community institutions.
Limitations

Although this study was valuable for the investigation of social network factecsiag
healthy aging of older family caregivers, this study had a number ibdtioms. First, the notion
of positive gerontology suggested that healthy aging among older famigneareis an
outcome of innate strength and resource. This study has provided important erepidieate
regarding positive features of family caregiving in later life and peditealth outcomes of high
levels of social networks in a final sample of 358 older adults. Threats to extedialtternal

validity were identified in this study. Key threats included a relativelyllsample size, a
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relatively low response rate, a cross-sectional study, a regionaleejatege sample, and
measurement development.
Sample size and response rate

A probability sample size of 358 drawn from a population of 6,514 older adults in three
research sites could have tolerated an estimated +.5% margin of erroetasiaarequirements
for multivariate analysis, but it was not qualified for a desirable largelsasize for a
population-based study. In the same line of data evaluation, efforts were made te pesdlis
representative of the general population using stratification by random sgrsipétegies, but
the mailed survey only achieved a response rate of 36.6%, which created concerrigeabout t
representativeness of the sample respondents and response bias. It is passidedivers who
had extremely high or low levels of social networks that provided information omekyre
positive or negative health conditions did not participate in the study. In terms of detfi@ol
methods, the multiple contact strategy certainly increased the resp@ns@rréihe other hand, a
12-page-long questionnaire with a 14-point font size was a harmful approach for a higher
response rate. For many respondents as well as potential respondents it could hdorgake
than 15 minutes to complete the questionnaire. It could even have taken longer for those
caregivers who wrote long responses to two open-ended questions.
Cross-sectional study

The cross-sectional study allowed an examination of how properties of socialkseiveoe
related to the health of the individual respondent at one point in time. Although effortsdmad b
made to include non-caregivers as a comparison, results drawn from the stadyatdedd to a
confident claim about the causal relationships between social networks and hesdfpoofients

as it could have been drawn from longitudinal data. Specifically, this wasgniar at least
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three reasons. First, it did not allow for tracing social network changes mecamtnong older

family caregivers. An effort was made to investigate changes in tharsizeomposition of

social networks over the last two years using SF-LES. Since SF-L&Bawa caregiving-

specific measurement, it was limited to linking social network changkgamily caregiving.

Second, no data on baseline health status was available to record changels ovéetihe or

control for previous health status. Third, there were no follow-up data collectionsotdt w

have allowed for in-depth explanations regarding health effect questionsiedkintithis study.
Other limitations of the survey study included problems with the sample frdraenailing

list for stratified random sampling contained 4.2% of incorrect or outdated askirééong

addresses, death, age, and institutionalized older adults contributed to the low restponse r

Because the sample frame used 64 or 66 as the cut-off age, the study used a sample of 358 older

adults aged 64 and over, which contained 16 participants who were 64 years old. A final sample

that excluded 16 participants under 65 would create a more comparable sample otaggront

literature. Additionally, the mailing list had a lower percentage accessaloareas than urban

and suburban areas. Even after oversampling rural population, only 15 rural respondents wer

included in the study, which was too small to establish enough power for a meaningful

comparison between urban, suburban, and rural residences. It is also important to poatt out t

subjectivity of data tends to limit reliability of data as well as gereatadin of the results.

Information collected in the study was retrospective and self-reportedtbre. Socially

desirable answers and other subjective biases could have distorted theyaotthe

information collected in this study. Two open-ended questions gave voice to faraiyveas

about their caregiving experience in later life. This method added a new dataasalirce

viewpoint but failed to bring objectivity of measures or accuracy of data toutthe st
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Regional representative sample

Results reported and interpreted in this study were based on data drawn fromestMidw
sample where economic downturn has affected demographics dramatically nipgagdulation
decline over the last ten years. It was possible that changes in sos@ikngize, composition,
and availability were caused by demographic declines, family fiabtiisis, or unemployment.
This regional representative sample was limited in terms of populationitivé&ngen though
efforts had been made to integrate more diverse populations into the sample tanediglly
selected research sites and oversampling rural older adults, the pecehtageority, rural
older adults, and people living in poverty were lower than national averages. Theoasutis
be generalized in other parts of the country since they do not reflect regioadrtiffs.
Measurement errors

Two types of measurement errors might have contributed to threats to intdrdidy in my
investigation. First, there were measures and items included in the questitimatailid not
closely tie to research questions and the effect model. For instance, quetttasto
frequency of civil engagement, insurance coverage, exercise categeasm for retirement,
and immigration should have been excluded from the questionnaire. Secondly, there were
measures and items not included in the survey that might have increased intetityalaval
consistency between research questions and data collected in the studynfpbe eke data
only captured the dyad relationships between the participants and their saetakmaembers.
It did not provide for an explanation in the relationships between and among soc@knetw
members. Therefore, the study only revealed a partial picture of the sceid@bh of the
caregivers within their complex social networks. Additionally, previous watd qualitative

data in this study suggested the importance of emotional support in familiwvcegelgut the
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measure for caregiving activities in the questionnaire did not include ematigu@drt. It was
possible that issues in conceptualization and measurement development might kage mis
alternative explanations for the relationships between social networks atiddidamily
caregivers in later life. Most importantly, the study design failed torately measure the
content dimension of social networks for caregivers and non-caregivers. Thusjdheohot
three-dimensional social networks could not be fully carried out in the study.
Triangulation

Methodological efforts have been made to enhance validity of the resultsagyhugtiple
data collection and data analysis methods, namely, between-methods trnang@uidtwithin-
methods triangulation (Jick, 1979). Open-ended questions were used in the survey design for
cross validation about changes of family caregivers’ well-being andoredaips. Multiple
scales were used to cross-check for international reliability of thel s@twork construct.
However, the use of mixed methods in the study was not systematic. Betwéealsnet
triangulation was only reflected in research question two about familyicaigegerceptions.
Only quantitative approaches were used as a single reference point to fiedttloesocial
networks among older family caregivers. In short, triangulation was ngtateel in the
overarching research question on health effects of social networks amoniguoidier
caregivers.

Although it is debatable as to whether mixed methods is more than method, an integrative
mixed methods research can provide multiple reference points and greatacyaofuesearch
findings about social networks among older family caregivers (Johnson, Onwiedbuzi

Turner, 2007; Harrits, 2011). For instance, face-to-face interviews of faardgivers and their
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network members might collect different kinds of data bearing on healthseffestcial
networks of family caregivers in later life.
Implications and recommendations

As President Barack Obama recognized in the Presidential ProclamationaN&amily
Caregivers Month of 2011, family caregivers “sustain American men, women, aneclatdr
their most vulnerable moments, and through their devoted acts, they exemplifgttbéthe
American spirit” (Obama, 2011). Findings of the study highlighted the perseeesan
caregivers. The findings suggested that social support networks playraleital sustaining
older family caregivers in their daily activities as well as in tbearall well-being. Empirical
evidence that helps us to recognize and better understand the contributions of winades et
important for gerontological social work in both community settings and long-ten c
facilities. Below, | have identified a number of implications for theoryaesh, practice, and
policy.
Implications for research

Although a systematic discussion about the roles of older adults was beyond the sligpe of
study, findings of the study emphasized the intersections of older adults twegmest,
employment, care work, and civic engagement. The study raised a seriegiohgussout
what roles older adults are playing in the private and public spheres. Of 358 olderrathét
sample, 73% were retired, 24% were working or in school, 38% provided informal cagegivi
and 56% volunteered in civic society (m=.56; SD=.50). An engaging and productive old age
challenges the stereotype that older adults are exhausting fiscal ahd itz as dependent
and burdensome to the family system and the society. In light of criticaitgrgy, this study

calls for a commitment to change the social construct of old age in socialesedecch by
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promoting a positive gerontological perspective of roles of older adults (Hhoéstdinkler,
2007; Minkler & Estes, 1999; Brothers & de Jong Gierveld, 2011).

One specific example would be the roles of older family caregivers in thgg\eagesystem.
The study found that there were older adults who were both care recipients andwaderrit
confirmed previous findings that the culture of aging becomes increasingly cataeglin terms
of definitions of family, aging, relationships, and growth (Edwards, 2003; Cohen, 2006; Dunne,
Wrosch, & Miller, 2011). Prior literature has found that families exchandenals of support
and services in all types of forms throughout the life course (Fingermant, Milgeidel, 2009;
Moen, 2011). Social work research has yet to answer practical questions such as:thi¢hat
meaning of “family”? How can we professionals make a difference in oldesalids? How
do we change caregiving systems to support these individuals? What basepiaet available
to provide quality and sustainable care for care recipients as well asottiaimetwork
members? Negative health outcomes of family caregiving in later lifeatedihe urgency and
significance of these unanswered questions. Gerontological social weakatesrs have a
professional obligation to find evidence-based practice to better support oldecaduiteir
families to create, navigate, and utilize health care systems andvoagyesyistems.

This study provided useful findings for future studies regarding familgsgstsocial
networks, and health of older adults. It provided new empirical evidence aboutepfesatures
of family caregiving in later life and positive effects of social networksetfrrated health and
physical function of family caregivers in later life. Since the natuge@bss-sectional study
prevented the results of this study from being generalized to older aduitsther states or

other countries, retesting the conceptual model and research design mighttotdarbetter
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understanding of the variations that result in more positive experience for somiawitdier
caregivers but more negative experience for others.

Limitations of this study suggest that future research in quantitative anthjualmethods
or their combination is needed to continue exploration of the health effects ofrexiwvialks
among older family caregivers. Specifically, a larger and national esgegsre sample of
family caregivers in later life could contribute to validation of the sigaificifferences found in
their social networks and health. Further research is needed to identify mthetfiedings of
this study are relevant to older family caregivers in other statesefetearch could lead to
identifying whether the network effects may vary in relation to the pridtrhsiatus or the
length of caregiving. Longitudinal studies would be a more suitable methodoldgitady.

Social networks are complicated phenomena to conceptualize and measure. Mock m@se
social networks in gerontology, including care networks, would be critical to betlerstand
the differences in family caregiving experience in later life. hisly proposed a three-
dimensional social network concept and only assessed three dimensions Iyepaatdedge
would be enhanced by continuing to combine those social network dimensions into a more
integrated concept, by collecting new data regarding social networks ofanaéy caregivers,
and by applying more social network analysis technology. For example, tbed®%NI| used
in this study made significant changes from the original BSNI, althougaiitamed a total of
12 points and was divided into four functional levels. It weighted marriage stadu®@)sor 2
(yes) but did not weight as much as BSNI, 0 (no) or 4 (yes). It scored three rbiatiterss as
0 (no relative or friend), 1 (3—4 relatives and/or friends), or 2 (5 and more relatidéor
friends). | scored three dichotomous items to assess organizational memberfhips)aor 1

(yes). Since reliability of the revised BSNH66) did not reach the level of high internal
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reliability (a=.70), retests must be conducted before any confident claims for the revided BS
can be made.

Negative emotions and relationship conflicts among network members expergnaleler
family caregivers affect the health of caregivers as well as sustainand quality of family
caregiving. Further research efforts regarding issues relateg¢o, aesentment, or other
understudied emotional aspects within social networks of family caregivetslmukeful to
not only better understand social networks and care networks, but also prevenemetions
and network changes and further facilitate positive changes in caregiwgyk® Furthermore,
more research about the downside of social capital in older adults will advance notronly ou
knowledge of the culture of aging, but our practice toward the well-being of oldes addlt
their network members (Portes & Landolt, 1996; Carr & Hendricks, 2011)

This multivariate study measured health outcomes of social networks aihddaragiving
that included self-rated health, physical function, absence of chronic disedseematal health.

It observed the inconsistent health effects of family caregiving in l&drdm quantitative and
gualitative data analyses. One might view this inconsistency as beingtafeaalilable health
constructs. In line with previous studies on health constructs, this view engshisz
unanswered question about conceptualization and measurement of “health” (Pinquart, 2001).
Attempts have been made to propose new frameworks of health, such as subjedhgell-be
(Cheng et al., 2009; Moor, Zimprich, Schmitt, & Kliegel, 2006), quality of life (Shidvira,
Leitsch, Graber, & Karraker, 2009), or a resource for everyday lifdigvddon & Carr, 2009)

and beyond (Raehurn & Rootmen, 2007). However, we still have limited tools to fully observe
the health of older adults as well as their experience and understanding lof Faailbstance,

this study failed to capture cognitive health of older adults through a seifiatered
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guestionnaire. Future geriatric research can further evaluate exXistith constructs as well as
explore and develop new health constructs that measure a holistic state ofl pluysitianal,
mental, cognitive, social, and subjective well-being of older adults (WHO, 18#fdet, 2001,
Lee et al., 2010). It also can use multiple data collection models to better eneaaitin of
older adults. This advancement in health measures is expected to contribute to lihef &t
adults and to policy and practice that promote the health of older adults (Moor et al., 2006;
Rochat, et al., 2010).
Implications for practice

Social networks of family caregivers in later life and their healtlctffare geriatric issues
that have several implications for social work practice, with special nefette life course
oriented social work practice, from gerontological social work to the chilidngesystem.
Evidence regarding family caregiving in later life urges sociaketsrand related professionals
to reappraise the role of family and state in the health care system.&ginagentof the 21st
century, many debates and thoughts have occurred about a new partnership betwaah inf
family caregiving and formal service provision (Zarit et al., 1992; Sundstrém, Johadss
Hassing, 2002; Bonsang, 2009). Litwin and Attias-Donfut (2009) found a shared,
complementary relationship between formal and informal care in Francerael The fact that
older family caregivers in the current study articulated their needarfoly support and
professional services justifies the need for both formal and informal cererdicial to note that
need for formal services includes a greater governmental understandisgpport of informal
caregiving.

On the other hand, findings about low utilization of family caregiving services shadd ur

gerontological social workers to reexamine current family caregivingr@nos and program
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delivery systems. New information and educational programs are needectinidis related
policy and programs. It was evident in this study that every older adult heisathee to become
a family caregiver. Social workers have professional responsibilitiegpauna the public, both
older adults and their families, about family caregiving, including infornralgtang and its
economic and social value.

Social workers may also want to pay closer attention to the effects af setworks for
family caregiving in later life as well as health behaviors and servitaation among older
family caregivers. For those caregivers with small available nksyorformation about the
health effects of supportive social networks can raise awareness of theampat social
capital in aging. As regards caregivers with homogeneous networks, Irefenfarmal and
formal supportive family caregiving programs could expand their perspectivaévoorke
resources. Harmfulness of network conflict in family caregiving esga@ in this study also calls
for social workers to provide preventive intervention designed for familyoekain caregiving
situations. Special attention needs to be paid to interventions that protect theetomeak
members from negative peer pressure and other downsides of social capital.

This study has indicated the significant effects of demographic chastcserespecially
age, gender, race, and SES—on the health of family caregivers in Et&difontological social
workers need to develop culturally sensitive family caregiving inteimento assist sustainable
and quality of family caregiving in diverse family and community groups.paiscularly
crucial to understand in the social and professional environment that familivcegeg tied to
there have been so many stigmas and stereotypes that it can be difficultiss dasnily
caregiving beyond narrow interest areas, for instance, care burden oridezasnt

Gerontological social workers have special knowledge about family caregmigr life. They
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may help the public and other professionals realize the significance lard¥&mily
caregiving. The fact that older family caregivers have so much faith insprof@l knowledge
might require social work and other professions to reach a whole new level of ipradess
practice.

Implications for policy

Community-based caregiving has been the center of American healtorcdeeddes. By
definition, family caregiving involves unpaid, community-dwelling, non-professipaats
ranges from primary family caregivers to any network member providmgmceare to a family
member, friend, or neighbor. This study confirmed that older adults have takewicgregi
responsibility to an extensive degree, no matter the proportion of older adults inwoluimgaid
caregiving, the scope of their caregiving, or the length of caregiving. Thissigdests the
need to use family caregiving in later life as a public policy analysis tootunef public policy
considerations. For example, legal status of family caregivers has notlaeged in the
American public policy arena even though the importance of family carediamgeen evident
(Heller et al., 2007; Murray, 2008). As the data confirmed in this study, some farelyivers
did not identify themselves as caregivers as a result of this policy culagal rights of family
caregivers involve many policy issues, including family leave, housing @gliand various
eligibility issues.

Recent policy changes have addressed issues related to grandparentsreaideigldren.
For example, th€ostering Connections to Success and Increasing Adoption Act of 2008
supports relative caregivers of children in foster care and improves incdotiasoption (P. L.
110—351).0bviously, this amendment focuses on grandparents raising grandchildren or other

relative caregivers of children. Additional people who provide care or who aregblevide
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care are continuously excluded from policy design and service delivery. Foplexaiblings
have the longest-lasting relationship among older adults, and they often assagieing roles
without being recognized by society and/or their family. The focus of cuedetdlly funded
family caregiving support is limited to older adults and their parents and excisidesad
brother caregivers. Future family caregiving policy should involve siblings mgrolicy
development, programmatic planning, services, supports, care planning, and discusgids of
and supports of individuals with disability. More generally, social workers, including
gerontological social workers, should partner with family caregivers to reeptuadize care
work in later life in public policy to advocate for and promote policy change (Daly, 2001,
Hinrichsen, 2010).
Conclusion

This study employed the positive gerontological framework to investigatotia value of
family caregivers in later life. A positive psychological frameworls waed to highlight
meaning and values of late family caregiving beyond caregiving burderrassl, svith special
emphasis on strengths and capacities of older family caregivers and tieinstworks. By
defining family caregiving as unpaid, community-based, intergenerataregiving for any kin
or non-kin person, this study departed from family caregiving literatateseparated older
family caregivers by the informal care recipient’s disease, disglmh problem (Baker et al.,
2010; Dillenburger & McKerr, 2009; Standing et al., 2007). This study recognized family
caregivers’ commonalities in their contributions to both the care recipidragaciety, no matter
whether they were spousal caregivers of patients with Alzheimer'sdigearental caregivers of
adult children with physical or mental disabilities, or grandparents raisingarédren.

Although the scope of this study was limited to a certain level of analysiatarexthe health
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effects of social networks among older family caregivers, resultsaitedi¢hat positive
gerontology added new evidence to the study of family caregiving in later life.

Methodologically, the study investigated the health effects of social netwamong older
family caregivers through a multi-site probability survey study with gtsivie and qualitative
components. The study will contribute to geriatric social work researaloiways. First, a
multi-site community-based survey has allowed the research to reachaohilgrdaregivers
who have not previously utilized services. Three research sites maxiimezednparisons of
diversity in family caregiving in later life in terms of race, ethnicityd éocale. Secondly, social
networks analysis is an emerging arena in family caregiving stuchesnotion of “family
caregiving network” deconstructed the presumption that caregiving waslated and lonely
act. It suggested that family caregiving involved a web of socialaekain which interactions
among different network members are sources of support and conflict, and strengths and
vulnerability. A social network analysis of family caregiving in latier paid direct attention to
caregiving relationships in social contexts. It was through such relationshtpocial networks
were transformed to influence the health and well-being of older familgicars. The results
of this study recognized that the functional dimension rather than structusaision was the
most determinative factor in social networks analysis of health aginggaatder family

caregivers.
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Revisions The IRB must review any changes in the project, prior to initiation of the ehang
Please submit afypplication for Revision to have your changes reviewed. If changes are made
at the time of renewal, please includefgplication for Revision with the renewal application.
Problems If issues should arise during the conduct of the research, such as unanticipated
problems, adverse events, or any problem that may increase the risk to the humés) sokifgc
the IRB office promptly. Forms are available to report these issues.

Please use the IRB number listed above on any forms submitted which relatgtojéat or

on any correspondence with the IRB office.

Good luck in your research. If we can be of further assistance, please coilals1 4<355-2180
or via email at IRB@msu.edu. Thank you for your cooperation.

Sincerely,

Gail M. Dummer, Ph.D.

SIRB Chair

c: Lihua Huang
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July 12, 2010

Dear Mr. Smith,

We are writing to ask for your help for a study “Family caregiving anéboetworks.” We are
asking people like you to reflect on your experience as caregivers fofayoily member.

Your responses to this survey are very important and will help in advancing humanssandce
research in family caregivers and social networks.

Your participation is entirely voluntary and all of your responses will be kepideorial. No
personal identifiable information will be associated with your responsey irepaorts of this

data.

The survey will involve approximately one hour of your time. You may choose not to
participate, or choose not to answer a particular question. You may withdrapaytaipation

at any time. You are encouraged to ask the researchers any questions yavenay

If you decide to participate, we will be asking you to fill out the survey. Tisare right or

wrong answers to the questions to be asked. The important thing is for you to share your
experience and opinions.

If you have any questions about this study, please contact Dr. DeBrenna Aghéngi
Responsible Project Investigator, School of Social Work, MSU, 104 Baker Hall, &eshg,

M1 48824, USA, at 1-517-432-4459, fax: 1-517-353-3038, or email: agbenyil@msu.edu. You
may also contact the director of MSU’s Human Research Protection ProdratysvicMillan,

at 1-517-432-4502, Fax: 1-517-432-4503, or email mcmilll2@ora.msu.edu, or regular mail at

202 Olds Hall, East Lansing, Ml 48824.
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We appreciate your time and consideration in completing the survey. Thank yottifopgang
in this study! It is only through the help of grandparents like you that we can pmofadaation
to help human services and policy making related to health and well-being of geartdpa
caregivers in Michigan.

Many thanks.

Lihua Huang

Study Coordinator

School of Social Work, Michigan State University
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A Research Study of Family Caregiving and Social Networks Survey
Consent Form

Hi, we are researchers from Michigan State University. We are congacstudy that involves
research about family caregiving and social networks. The study invalsgdeting survey and
interviewing. You are invited to complete in this survey because you belong to oneeof thr
groups: primary and secondary family caregivers (mostly familggoaers), care recipients of
family caregiving, and non-family caregivers. 3-5 of you may be selémtedollow-up study
that involves interviewing. No matter whether you have direct experienceaniilyfcaregiving
or not, your response to this survey will help in advance in human services for faratgyers
in Michigan.
The survey will take about 15 minutes to complete. Your participation is entireigtaoy. You
may choose complete or not complete this survey. Refusal to participatesale no penalty
or loss of benefits to which the subjects is otherwise entitled. You may choose notdo amgw
guestion(s), and you may end your participation at any time. There is no peypaitydecide
that you do not want to complete some or all of the survey.
How will the information you provide be protected?
All of your responses will be kept confidential and your confidentiality wilbtzeected to the
maximum extent allowable by law. Do not write your name on this form or angweineyour
survey. We will keep all of the surveys in a locked cabinet at 104 Baker Hall, sicBigte
University for at least 3 years after the project closed. Only the twoifpal Investigators and
authorized organization, including the MSU Institutional Review Boards, will haesadto the

surveys.
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When the results of the research are published or discussed at conferences, atonfarith
be included that would reveal your identity.

What are the risk and benefits of participation?

There are no known physical, social, legal or economic risks to you if you choosgdipata.
Some of the questions may cause you some emotional discomfort if they remind you of
situations or people. Remember, your participation is voluntary and you may choase not t
participate at all, or you may skip questions or end your participation éh@yWe will ensure
that no one else knows what you have responded in your survey.

You will not directly benefit from your participation in this study. However, ymarticipation in
this study may contribute to the understanding of family caregiving and setmabrks.

Who should you contact if you have questions or concerns?

If you have concerns or questions about this study, such as scientific issues, howytpalt a
of it, or to report an injury, please contact the Responsible Project InvestigatbeBrenna
Agbényiga at Michigan State University. Phone: 517-432-4459. Address: 104 Bakerastll, E
Lansing, M| 48824.

If you questions regarding your role and rights as a study participant, af likeuto register a
complaint about this research study, or report a research-related irguphgsical,
psychological, social, financial, or otherwise), you may contact, anonymdugby wish the
Human Research Protection Program, at 517-355-2180, Fax 517-432-4503, or email
irb@msu.edu, or regular mail at HRPP, 207 Olds Hall, MSU, East Lansing, Ml 48824.
You indicate your voluntary agreement to participate by completing and retunrsrsyitvey.

THANK YOU FOR YOUR TIME AND HELP!
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This consent form was approved by the Social Science/Behavioral/Educatitutiomsl
Review Board (SIRB) at Michigan State University. Approved 07/06/10 — Vatadigh

07/05/11. This version supersedes all previous versions. IRB # 10-528.
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Family Caregiving and Social Networks

A Research Study to Understand Family Caregiving and Social Network in Midgan

To be completed by the adult age 64 and over in your household
School of Social Work
Michigan State University

East Lansing, M| 48442
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Instructions for completing the survey

On this survey, you are asked to answer questions to help us understand your samile$ netw
health, and family caregiving. There are five sections. Please take the tieael and answer
each question carefully by filling in the blank or checking the box that bessespse/our
response. Please rememlyeyr answerswill not be shared with anyone. Your name or

identification will not be on thisform at all.

SECTION ONE: SOCIAL NETWORKS

1. How many relatives/neighbors/friends do you see or hear from at least once amth?
0 1 2 34 5-9 9 and more

Relatives (1 01 T[] [ ] [ ] [ ]
Neighbors [ ] [ ] [ ] [ ] [ ] [ ]
Friends (1 [1 T[] [ ] [ ] [ ]

2. How often do you see or hear from them with whom you have the most contact?

Never Seldom Sometimes Often Very Often Always

Relatives [ ] [ ] [ ] [ ] [ ] [ ]
Neighbors [ ] [ ] [ ] [ ] [ ] [ ]
Friends [ ] [ ] [ ] [ ] [ ] [ ]

3. How many do you feel at ease with that you can talk about private matters?
0 1 2 3-4 5-9 9 and more
Relatives (1 01 I [ ] [ ] [ ]
Neighbors (1 [T [1] [ ] [ ] [ ]
Friends [1 [1 [1 [ ] [ ] [ ]
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1. How many relatives/neighbors/friends do you feel close to such that you cduall

on them for help?
0 1 2 3-4 5-9 9 and more
Relatives (1 [1 [1 [ ] [ ] [ ]
Neighbors (1 [1 T[1 [ ] [ ] [ ]
Friends (1 (1 (1 (1 (1] [ ]
. When one of your relatives/neighbors/friends has an important decision to makhow
often do they talk to you about it?
Never Seldom Sometimes Often Very Often Always
Relatives [ ] [ ] [ ] [ ] [ ] [ ]
Neighbors [ ] [ ] [ ] [ ] [ ] [ ]
Friends [ ] [ ] [ ] [ ] [ ] [ ]
. How often is one of your relatives/neighbors/friends available for you tatk to when
you have an important decision to make?
Never Seldom Sometimes Often Very Often  Always
Relatives [ ] [ ] [ ] [ ] [ ] [ ]
Neighbors [ ] [ ] [ ] [ ] [ ] [ ]
Friends [ ] [ ] [ ] [ ] [ ] [ ]

7. Do you attend religious services?

[ ] No. Go to Question 8. [ ]Yes
If yes, about how often have you attended services in the last four weeks?
[ ] More than once aweek [ ] Once aweek [ ] Twice [ ] Once [ ] None

8. Not including attendance at religious services, do you belong to national or local

community organizations?
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[ ] No. Go to Question 9. [ ]Yes l
If yes, how many times did you participate in activities during the past ya&?
[ ] More than once a month [ ]Onceamonth [ ]2or3times ayear
[ ] About once a year [ ] Less than once a year
9. Do you belong to groups or clubs?

[ ] No. Go to Question 10. [ ]Yes

!

[ ] More than once a month [ ] Once a month [ 12 or3times ayear

If yes, how many times did you patrticipate in activities during the past ya?

[ ] About once a year [ ] Less than once a year
10. Have you spent any time in the past 12 months doing volunteering work for religisu
educational, health-related or other charitable organizations?
[ 1Yes [ 1No
11.Please check the life events that have occurred during the past two yedds never, 1=
once, 2= twice, and so on and so for
1) Marriage
2) Marriage separation/divorce
3) Major iliness of spouse
4) Death of spouse
5) Death of immediate family member
6) Retirement
7) Death of a close friend
8) Gain a new family member

9) Change in financial state

Jodooot ot

10) Change in residence
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11) Change in social activities
12) Change in number of family get-togethers
13) Diagnosis of a severe disease of a loved one

14) Legal issue of a social network member

HERNRERN

15) Beginning school, training, or other learning

SECTION TWO: HEALTH
1. In general, would you say your health is
[ ]Excellent [ ]Good [ ] Neutral [ ] Poor [ ] Very Poor

2. Are you able to drive?

[ ]Yes
[ 1No
[ ] Never drove

If yes, do you limit your driving to nearby places, or do you also drive on

longer trips?

[ ] Limit to nearby [ ] Drive long trips
3. About how tall are you? Feet Inches
4. About how much do you weigh? (o[ ]

5. Do you have any difficulty with these activities?

No Yes
Shopping for groceries .......ocvvvviiiiiviiiiiiiiiieiieiiiiie i eienenneneeee [ ][]
Preparing a hot meal ... [1 []
Making phone calls ..o ] ]
Taking medications if you needed to do SO .......cooeiiiiiiiiiiiiiii [1 []
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No Yes
HOUSEWOIK ..ottt e e e e e e e e e e e [1 []
Handling your money—e.g. paying bills and keeping tracking of expenses [0]

6. Do you take prescription drugs daily?

[ ] No. Go to Question 7. [ ]Yes

If yes, how many prescription drugs you take dail¢

(Write the number of drugs in the box.)

7.Has a doctor ever told you that you have any of the following conditions?

No Yes
High blood pressure or hypertension..........ccoocvviiiii i een, [ ] [ ]
Diabetes or high blood sugar ...........ccoiii i, [ ] [ ]
(0= o (o7 S TP [ ] [ ]
Chronic lung disease such as asthma, chronic bronchitis or emphysema [ 1]
Congestive heartfailure ...........ccoeiiiiiiiiiiiiiiiiiccie [ ] [ ]
SHIOKE o [1] []
Arthritis or rheumatism ... [ ] [ ]
Heart attack, coronary heart disease, congestive heart failure ohe#ner

PrODIEMS o e

[1 [1]

8. Have you fallen down in past five years?
[ ] No. [ ]Yes 1

If yes, how many times have you fallem past five year®

9. Are you taking any medication or treatment to control my condition?

No Yes
High blood pressure or hypertension .............ccccoviiiiiiiiiiin e, [1 []
Diabetes or high blood sugar ..., [1 []
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No Yes
@ (o= P [1 []
Chronic lung disease such as asthma, chronic bronchitis or emphysema [ 11 1]
Congestive heartfailure ............ccooiiiiiiiiiiiiiiiiiiiicicieeees 1 1]
SHIOKE e [1 [1
Arthritis or rheumatism ... [1 []

Heart attack, coronary heart disease, congestive heart failure ohe#ner
PrODIEMS .ottt e

[1 T[]
10.Haveyou ever

NoYes
Fractured YOUr NP ... e e e e [ 111

Had any of persistent back pain or problems ...............cooo [ 11
Had persistet headaches ... [ 111
Had persistent and severe fatigue or exhaustion .................cceevivennnn. [ 111

11.How have you felt over the past week€hoose the best answer.

Yes No
Am | basically satisfied with my life? ... [1 [1]
Have | dropped many of my activities and interests? ...................o...... [T T1
Do loften getbored? ... [1 [1]
Am | in good spirits most of the time? ... [1 [1

Am | afraid that something bad is going to happento me? ................... 1 [ ]
Do | feel happy most of the time? ... [1 [1]
Do | often feel helpless? ... [ ] ]

Do | prefer to stay at home, rather than going out and doing new things?[ ] [ ]
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Do | feel | have more problems with memory than most? ...............
Do | think it is wonderful to be alive NnOW? ..o
Do | feel pretty worthless the way l am now? ..o,
Do | feel full of @nergy? oo
Do | feel that my situation is hopeless? ...

Do I think that most people are better off than lam? ........................

SECTION THREE: HEALTH CARE
1. Do you have health insurance?

[ ] No

[ ]Yes —¢

Yes No

[ ]
[ ]
[ ]
[]
[]
[ ]

If yes, what kind of health insurance coverage€hoose applicable

[ ] Private insurance
[ ] Employment-based private insurance
[ ] Direct purchased private insurance

[ ] Medicaid

[ ] Medicare

[ ] Other government insurance

Are you currently covered by the following Medicare plansZhoose applicabl

[ ]Yes, Part A of Medicare
[ ]Yes, Part B of Medicare
[ ]Yes, Part D of Medicare
[ ] Don’t know

What is the Medicaid plan you are covered?
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(Write the name of the plan)

2. Are you receiving benefits from the Social Security Disability program?

[ 1No

[ ]Yes —l

If yes, when did you start to receive?

(MM/YYYY)

3. Are you receiving benefits from the Supplemental Security Income pigram?
[ 1 No
[ ]Yes

o

If yes, when did you start to receive?

(MM/YYYY)

4.How many full meals do you eat daily?
[ ]1O0ne [ 1Two [ ] Three [ ] Other

5. Do you eat or drink the following:

No Yes
At least one serving of dairy products (milk, cheese, yogurt) per day [T T[]
Two or more servings of beans or eggs per week .............coocevvvennnnn. [T [1
Meat, fish, or poultry perday ..........coooiiiiiiiiii [T [1

6. Do you ever drink alcoholic beverages such as beer, wine, or liquor?

[ INo

[ ]Yes —

If yes, in the last four weeks, on average, how many days per week have

you had any alcohol to drink? (1-7)
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In the last four weeks, on the days you drink, about how many drinks do

you have?

(Write the number in the box.)

7.Have you ever smoked cigarettes(By smoking we mean more than 100 cigarettes in your
lifetime. Do not include pipes or cigars.)

[ 1No

[1ves ———

If yes, do you smoke cigarettes now?
[ ]Yes [ 1No
10. Do you exercise regularly?

[ INo

[]Yes—¢

If yes, how many times do you do aerobic exercise each weé&kéamples of aerobic
exercises are walking, running, and biking.
[ ] Hardly once aweek [ ] Once a week [ ] Two—three times a week

[ ] More than three times a week [ ] Other

How many times do you do strengthening and toning exercise each wedk@amples
of strengthening and toning exercises are lifting and weights.

[ ] Hardly once aweek [ ] Once aweek [ ] Two-three times a week

[ ] More than three times a week [ ] Other
How many times do you do stretching and flexibility exercise each weekExamples
for stretching and flexibility exercises are lifting and weights.

[ ] Hardlyonce aweek [ ]Once aweek [ ] Two-three times a week

[ ] More than three times a week [ ] Other

159



SECTION FOUR: FAMILY CAREGIVING

1. Do you consider yourself a caregiver for or a care receiver from a loved one (a famil
member, relative, friend, neighbor or other)?
[ ] Both [ ] Caregiver [ ] Care receiver [ ] Neither. Go to Page 11.
2. Over the past 30 days, have you regularly helped a loved one or been helped by a loved

one with following activities?Check all that apply.

No Yes
Getting in and out of beds and chairs ......................... [ 1 [ ]
Getting dressed  ......oooiiiiiiiii [ 1 [ ]
Getting to and from the toilet ...............ccooiiiiiinnnns [ 1 [ ]
Bathing or showering ...........cooviiiii i, [ 1 [ ]
Dealing with incontinence or diapers ....................... [ 1 [ ]
Feeding ...ooooiiii i [ 1 [ ]
Managing medicines, pills, injections ....................... [ 1 [ ]

3. Over the past 30 days, have you regularly helped a loved one or been helped by a loved

one with following activities?Check all that apply.

No Yes
Managing finanCes ..........ccoviiiiiiie i [T [ 1]
Grocery ShOPPING  ..vveiie it e e e [T [ 1
HOUSEWOIK ..o e e e e [T [ 1
Preparing Meals .......ccoiviiiiii e e e [T [1
TranspPortation ........ooiiiiiii e s [T [1
Arranging or SUPErvising SErVICeS .........ccovevieiniininnnnnnn. [T [ 1
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4.Who are you currently caring for or cared by?Choose all applicable. Writing down 2 after

“sibling” if you care for two siblings, for example.

Grandparent/Parent/step parent |:| Spouse/ Partner |:|
Sibling/step sibling |:| Adult child/step child |:|
Grandchild/Great grandchild [ ] In-law [ ]
Friend [] Neighbor []

5. How long have you been caring for or cared by the loved on€hoose the longest time if
you care for more than one.

[ ] Less than 6 month
[ 13 o0r4years

BE-months [ 11or2years
5-9 years [ 110 years or more]

[ ]
[]

[ ] Other, specify

6. What brought him/her or you into the care?Choose all applicable.
[ ] Absence or unavailability of birth parents of my grandchild

[ ] Chronic ill, specify [ ] Disability, specify

7.How many hours did you care for him/her or were you cared last week?

[ ]Less than 9 hours [ 19-20 hours

[ ]21-40 hours [ ] Over 40 hours
8. Except professionals, are you the only person caring for him/her are you cared by
only one family member/relative/friend/neighbor?

[ ]Yes. Go to Question 9.

[ ] No. ¢

If no, who are the other people providing caresZhoose all applicable
[ ] Parent/step parent [ ] Spouse/ Partner [ ] Sibling/step sibling
[ ] Adult child/step child [ ] In-law [ ] Friend

[ ] Grandchild/Great grandchild [ ] Neighbor
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9. Where does the loved one live currently€hoose all applicable.

[ ] Live in the same household with me

[ ]Live less than 20 minutes away [ ] Live between 20 to 60 minutes away

[ ] Live between 1 to 2 hours away [ ] Live more than 2 hours away
10. Have you used human and health services for family caregivers in the past yedfyour
are not a caregiver, skip Question 10-14, gndo Page 11.

[ 1 No. Go to Question 11.

[ ]Yes 1

If yes, what services have you used? How many times have you used them in the last¥ea
Are you satisfied with them?
Service Use  Times Used Satisfaction

No=0 Yes=1 Last Year No=0 Yes=1

Personal care ................ [1] [ ] []
Home making.................. [] [ ] []
Home delivered meals ... [] [ ] []
Adult day care ............... [1] [ ] [1]
Case management ............. [1] [ 1] []
Congregate meal ............. [] [ ] []
Nutrition counseling ....... [1] [ ] [1]
Psychosocial services........ [] [ 1] [ ]
Transportation ................. [1] [ ] []
Legal assistance ..................... [] [ ] [ ]
Nutrition education ........ [1] [ ] [ ]
Information & assistance . [ ] [ ] [ ]
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Service Use Times Used Satisfaction

No=0 Yes=1 Last Year No=0 Yes=1

Home environmental skill

buillding .......ceeeeeennn. [] [ ] [ ]
outreach ..........cccceeeeene. [] [ ] []
Support group ...........c...... [] [ ] []
Recreation/social center [] [ ] [ ]
Medical education program [] [ 1] []

Other [] [ ] [ ]

11.Have you ever received services through the internet?
[ 1No [ ]Yes —
If Yes, have you received help from relatives, friends, neighbors or professionsae
internet services? Choose applicable.
[ ] Relatives [ ] Friends [ ] Neighbors [ ] Professionals
12. How did you know of these services?
[ ] From friends [ ] From neighbors [ ] From relatives
[ ] From physicians/nurses [ ] From social workers [ ] From media
[ ] From other professionals [ 11 never know them available
13. Rank these changes you have experienced since serving in the family caregjviole,
using a scale of -3 to 3 with -3 = changed for the worst and 3 = changed for the best.

-3 -2 -1 0 1 2 3

Changed for the worst No change Changed for the best

[ ] My self-esteem
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[ ] My physical health

[ ] My time for family activities

[ ] My ability to cope with stress

[ ] My relationship with friends

[ ] My future outlook

[ ] My emotional well-being

[ ] My time for social activities friends

[ ] My relationships with family

[ ] My relationship with the loved one | care for
14. Your answers to the following two questions are very important for understanding what
family caregiving brings to you and your family.

1) How does caregiving make you feel?

2) In general, how has your life changed as a result of family caregiving?

164



SECTION FIVE: DEMOGRAPHICS

1. What is your gender? [ ] Male [ ] Female

2. What is your race?

[ ] Caucasian/White, non-Hispanic

[ ] Black/African American

[ ] American Indian and Alaska Native

[ ] Asian (Asian Indian, Chinese, Filipina, Japanese, Korean, Viethamese, etc.)

[ ] Native Hawaiian and other Pacific Islander

[ ] Multiracial

3. What is your date of birth? / / (DD /MM /YYYY)
4. Were you born in the United States? [ ] No [ ] Yes

5. Are you Hispanic or Latino? [ ] Yes [ 1 No

6. What is your current marital status?

[ ] Single, Never married [ 1 Married/live with a partner
[ ] Separated [ ] Divorced
[ ] Widowed

I

How many years and months have you been widow/widower?

(Year & month)

8. What is the highest education you have completéd

[ ] None [ ] Less than High School Diploma
[ ] A High School Diploma/GED [ ] Some College, no Degree

[ ] Associate degree [ ] Bachelor's Degree

[ ] Master’s Degree [ ] Post Master’s

9. What is your employment statu® Choose all applicable.
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[ ] Retired [ ] Part-time employed

[ ] Full-time employed [ ] Unemployed and looking for work
[ ]1On disability [ ] Temporarily laid off

[ 10On sick leave [ ] Homemaker

[ ] Student v [ ] Other

Did you retire because of an ongoing health problem, impairment or disalify/?
[ ] No [ ] Yes

10. Where do you live?
[ ] House [ ] Mobile home [ ] Apartment

[ ]Condo [ ] Farm/Ranch

11.What is your total household incomgIncluding all earners and benefits in your

household?
[ ] Less than $25,000 [ ]$25,000-$49,999
[ ] $50,000-$74,999 [ ]1$75,000-$99,999

[ ]1$100,000 and more

12.Not including you, how many people currently live in the residence?

(Write down the total number of people living in the household with you.)

If one or more, who are they? Check all applicable.

Spouse/partner [ ] Parent ]
Child/step child ] Grandchild ]
Sibling ] In-law ]
Other

13.Do you and your family speak a language other than English at home?

[ ]Yes
[ 1 No. The end of the Section. l
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If yes, what language is it?

Thank you for taking the time to complete our survey. Your contribution is greatlycagued.

Pleaseuse the pre-stamped envelope to return your survey

Thank You!
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Table Al

Demographic Comparison of Research Sites

48197 49506 49874
Zip Code Tabulation Areas YT GR PV
Residence Metropolitan Suburban Rural
Region Southeast Southwest Upper Peninsula
County Washtenaw Kent Menominee
Total 64 and over 3,684 2,715 115
Aging (%) 6.1 13.3 27.5
Race (Non-white, %) 347 .254 .020

Source:U.S. Census 2000.
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