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Abstract 
 
To examine the state of the science surrounding the 
concept of resilience as used in the context of 
informal caregiving. This study was designed as a 
scoping study consisting of a five stage process to 
investigate the extent, range and nature of research 
activity related to resilience and informal 
caregiving. Data consisted of peer-reviewed articles 
in the scientific literature. One database (PubMed) 
was determined to be most relevant to this study. 
Search terms included “family caregiver and 
resilience” or “informal caregiver and resilience.” 
The date of publication was restricted from January 
2003 to May 2014. Forty articles were included in 
the analysis. The analytic technique included 
developing a codebook, coding all articles using 13 
categories of interest, and compiling descriptive 
characteristics attributed to the concept of 
resilience. Content and thematic analytic 
techniques were used. The initial search yielded 
178 citations, of which 137 were read by multiple 
team members. The final data set included 40 
articles that reported 41 studies. Twenty-two 
studies applied quantitative approaches, 5 were 
purely qualitative work, 7 used a mixed methods 
approach and 7 were reviews. Resilience was found 
to be a concept relevant to multiple disciplinary 
perspectives and interdisciplinary co-authorship 
was prevalent in the literature. Typically, the 
context of caregiving was framed by health 
conditions that impact the care recipient’s 
capability to perform the activities associated with 
daily living. Spousal caregivers were the most 
dominant relationship studied, followed by parental 
relationship. Age of caregivers care recipients 
varied widely. Studies conceptualized resilience in 
various ways, with 19 using theoretical or 
conceptual framework to various degrees; only 12 
reported the measures of resilience. Across studies, 
resilience emerged as a protective factor for the 
burdens of caregiving. This scoping study revealed 
that the concept of resilience may have important 
implications in understanding the complex 
trajectories of end-of-life caregiving.  
 
Keywords : informal caregiving; resilience; review; 
scoping 
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1. Introduction/Background 
Scoping studies were described by Arksey and 
O’Mally (2005). In this framework, a five stage 
process is applied in order to investigate the extent, 
range and nature of research activity in a focused 
area. As described by Davis et al. (2009), a scoping 
study is a substantive, conceptual approach to 
extract the essence of a diverse body of evidence. 
The aim of this research study was to examine the 
concept of resilience of informal caregivers across 
a diverse body of relevant disciplines and 
synthesize the findings to provide meaning.  
 

1.1 Identifying the Research Question 
An interdisciplinary group of researchers interested 
in end-of-life caregiving were struck by patterns of 
responses to adversity exhibited by caregivers in a 
large prospective qualitative study [NIH/NINR 
1R01NR010127, PI: J. Penrod]. The theoretical 
model derived in that work describes the phases of 
caregiving across protracted end of life trajectories 
(Penrod, Hupcey, Baney, & Loeb, 2011). Across all 
phases of the end-of-life caregiving trajectory, 
caregivers centered on achieving a sense of normal 
or a steady state in the face of new adversities 
(Penrod, Hupcey, Shipley, Loeb, & Baney, 2012). 
This study found that there were similar challenges 
or adversities faced by caregivers (e.g., increased 
caregiving demand due to functional decline or 
changes in the treatment regimen as disease 
advanced) with similar resources upon which to 
draw. Yet, despite facing similar 
adversities/resources in the caregiving context, 
some caregivers were able to achieve a state of 
“normal” rather quickly, while for others, a steady 
state seemed elusive. 
 
Exemplars included caregivers who described 
acknowledging an adversity, then taking it in stride 
with confidence. They articulated the new 
challenge and went on to describe what they 
considered the best course of action. These 
caregivers proceeded to enact their plan, adjusting 
strategies as needed to accommodate changes in 
caregiving demands or approaches. They did not 
look back; rather they focused on the present and 
near future.  

 
 
In contrast, other caregivers facing very similar  
challenges with similar resources available 
responded quite differently. These caregivers 
acknowledged the adversity or challenge in the 
present, then quickly reverted to relating 
experiences in the past, recounting difficulties and 
perceived failures. These caregivers’ descriptions  
were fraught with “what if’s” instead of “can do’s”. 
At the same time, the team discovered work on 
resilience in the context of bereavement (Bonanno, 
2010). Our investigation began by performing a 
template comparison (Morse & Penrod, 1999) of 
the theoretical framing of bereavement formulated 
by Bonanno with the derived phase Inventing 
Normal (the after-death phase of caregiving). This 
work revealed the potential utility of the concept of 
resilience for understanding varied patterns of 
response to adversity among caregivers (Penrod, 
Baney, & McGhan, 2012). The purpose of this 
scoping study was to examine the state of the 
science surrounding the concept of resilience as 
used in the context of informal caregiving. The 
research question was: How does the 
multidisciplinary literature apply the concept of 
resilience in the context of caregiving?  
 

1.2 Identifying Relevant Studies 
In order to scope the state of the science 
surrounding the concept of resilience as used in the 
context of informal caregiving, data consisted of 
peer-reviewed articles in the scientific literature. 
One database (PubMed) was determined to be most 
relevant to this scoping study. Search terms 
included “family caregiver and resilience” or 
“informal caregiver and resilience.” The date of 
publication was restricted from January 2003 to 
May 2014 to capture the most recent and relevant 
theoretical attributes of resilience. No other 
restrictions were used in the search parameters. The 
initial search yielded 178 citations. Of these, twenty 
articles could not be retrieved through a large 
university library system and two were not 
available in English language; therefore, these were 
excluded. Abstracts were retrieved and reviewed 
for the remaining 156 articles. In this process, 19 
articles were deleted because resilience was used 
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only as a key word without addressing the concept 
in the abstract. 
 

1.3 Study Selection 
Following this delimitation, full text articles 
(N=137) were read by multiple team members. In 
the first round of delimitation by the team, an 
additional 23 articles were deleted from the dataset 
as these articles did not address informal or family 
caregivers. Two papers reported on the same study 
(with similar insights), so only one of these articles 
was retained (N=113). A second round of 
delimitation narrowed the dataset more precisely by 
excluding articles that failed to address informal or 
family caregiving with any depth (e.g., included 
caregivers in a mixed sample) or examined 
resilience superficially (e.g., used the term in the 
discussion or as a potential topic for further 
research). The team met to review the second round 
of delimitation and reached consensus to exclude 
73 additional articles. Through this rigorous review 
process, the final data set consisted of 40 articles 
that addressed resilience and informal caregiving 
from multiple disciplinary perspectives. One article 
retained in the dataset reported on two distinct 
studies of resilience and informal caregiving; 
therefore, the final dataset includes 40 articles and 
41 reported studies (Table I). 
 

1.4 Charting the Data 
Techniques of content and thematic analysis were 
used. Five articles were selected randomly from the 
dataset. The full team read and re-read this sub-set 
to determine an initial coding schema. During a 
team meeting, members contributed insights that 
were considered relevant to understanding the 
concept of resilience as used in the context of 
informal/family caregiving. A codebook was 
developed by the team and another sub-set of five 
articles were selected randomly and coded by all 
members in order to evaluate the clarity/precision 
of the codebook. In a subsequent team meeting the 
coding was reviewed. Minimal discrepancies in 
coding were identified and discussed. Code 
definitions were refined and collapsed into 
categories. Primary responsibility for coding was 
assigned to two team members. Inter-rater 
reliability was assessed at the completion of coding 

ten articles and results were discussed at each 
weekly team meeting. There were marginal 
discrepancies in coding discovered through this 
process. When coding discrepancies occurred, the 
team discussed the appropriate code and the coded 
data were revised. This process continued 
throughout the period during which coding 
occurred, enhancing the reliability of application of 
the coding schema. 
 

1.5 Collating and Summarizing 
All of the articles were coded using the final 13 
categories of interest and the data were segmented 
to permit further analysis. An Excel spreadsheet 
was used to format the matrix (i.e., columns were 
labeled with codes; rows referred to articles). This 
matrix provided an accessible visual format for 
subsequent analysis. Analysis proceeded through a 
detailed examination of coded data for each code. 
Analytic techniques of qualitative description 
described by Sandelowski (2000) were applied. 
Content analysis was used to develop descriptive 
characteristics of each category in the coding 
schema. Since the investigation was conceptually 
focused, the team also applied thematic analysis to 
develop a deeper conceptual interpretation of the 
data. Team members worked independently and as 
a group through the process of analysis, discussing 
preliminary findings during weekly team meetings. 
Through this process, the team compiled the 
descriptive characteristics attributed to the concept 
of resilience in informal caregivers. This analytic 
technique met the needs of this exploratory scoping 
study, as the inquiry focused on understanding the 
state of the literature surrounding resilience in 
informal caregivers. 

 

1.6 Reporting Results 
1.6.1 Discipline 
Resilience is a concept that is relevant to multiple 
disciplinary perspectives and interdisciplinary co-
authorship was prevalent in the literature. In this 
study, the disciplinary focus of the article was 
determined by evaluating the targeted audience of 
the journal. This decision was predicated on the 
notion that, in order to understand the reach of 
dissemination of the study, targeted readership was 
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the most reliable indicator of permeation of the 
scientific community.  
 
Demonstrating the multidisciplinary appeal of the 
concept of resilience and caregiving, 60% (N=24) 
of the 40 articles reviewed were published in 
journals that target a multidisciplinary readership. 
As shown in Table II below, the largest segment in 
the multidisciplinary literature was in gerontology 
(N=7; 29% of the multidisciplinary segment), 
followed by palliative care (N=3; 12.5% of the 
multidisciplinary segment), and family (N=3; 
12.5% of the multidisciplinary segment). The 
remaining articles classified as multidisciplinary 
(N=11; 45.8% of the multidisciplinary segment) 
were published in a wide variety of journals with a 
specialty focus (e.g., Alzheimer’s disease, 
rehabilitation).  
 
Among the discipline-specific literature (N=16), 
50% of the articles (N=8) were published in 
journals targeting psychology or psychiatry. Of 
these, six articles (75% of the psychology segment) 
were in journals with a broad targeted readership, 
without a specific specialty focus. The remaining 
two articles were in specialty focused journals in 
family and geriatrics. Nursing journals published 
almost as many articles focused on resilience and 
caregiving (N=7). As was evident in the 
psychology segment, the majority of the articles in 
nursing literature were published in journals with a 
broad disciplinary scope (N=4; 57% of the nursing 
segment); two were in psychiatric/mental health 
specialty journals, and one was published in an 
older adult specialty journal. The only other 
specific disciplinary focus was in social work, 
where one article was published in a gerontology-
focused journal.  
 
1.6.2 Context 
Caregiving may be conceptualized broadly as 
helping another person. Typically, the context of 
caregiving is framed by health conditions that 
impact the care recipient’s capability to perform the 
activities associated with everyday life. In this 
study, context was defined as the situation that 
prompted a need for caregiving (Table III). In most 
cases, the context of caregiving was marked by a 

chronic health condition (N=31; 76%); however, 
situations rooted in social and economic influences 
were also addressed (N=5; 12%). Upon the death of 
the care-recipient, informal caregivers adapt to a 
new way of life without the everyday demands of 
caring for another. This period of bereavement (or, 
living through a loss) is another significant context 
of the examination of resilience in this literature 
(N=5; 12%). 
 
1.6.3 Sample characteristics 
Caregiving relationship. The purpose of this 
category was to examine the extent of variation in 
the relationship between caregivers and care 
recipients in the context of resilience. Thirty-three 
articles reported discrete data regarding the 
relationship between caregiver and care recipient. 
Of these, 27 articles (82%) described mixed 
samples; two included only spouses; two included 
child-caregivers; one included only parents; and 
one included only mothers. 
 
In order to more fully examine the characteristics 
of caregiver relationships, the reported samples 
were combined and analyzed across studies (Table 
IV below). Using this combined data set (N=7525), 
spousal caregivers were the most dominant 
relationship studied (N=2365; 31.4% of reported 
samples) followed by parental relationship 
(N=2141; 28.5 % of reported samples). It was not 
surprising that within the spousal and parental sub-
sets, studies reporting gender revealed a dominance 
of female caregivers (N=1035 [80%] to 259 [20%] 
respectively). Other segments of relationships 
included: children of the care recipient (N=1068; 
14.2%); siblings (N=196; 2.6%). At less than 1% of 
the specified samples segments, grandparents 
(N=55); grandchildren (N=64); and friends (N=53) 
were specified. It is important to note that due to 
the lack of specificity in describing the relationship 
of caregiving dyads, 1582 subjects (21% of total 
specified sample) were not included in this analysis 
of relationship.  
 
Caregivers’ age. While caregiving is often 
perceived to be a phenomenon associated with 
middle and later life; caregiving experiences are not 
exclusive to adulthood. In this categorical analysis, 
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the age of the caregivers were examined to explore 
the range of developmental phases addressed in the 
literature pertaining to resilience. Of the 35 articles 
reporting discrete studies 74% provided thorough 
reporting of sampling characteristics. Ten studies 
(28.6%) reported the caregivers’ mean age, SD and 
range; 11 studies (31.4%) reported mean and SD; 
three studies (8.6%) reported range and 
distribution; and two (5.7%) reported mean and 
range. The remaining 26% of the sample of discrete 
study reports (N=35) did not report caregiver age 
characteristics adequately. Of these, three studies 
(8.6%) only reported the mean age of caregivers; 
one study (2.9%) reported a wide range of the age 
of caregivers (i.e., 22-65 years); and five studies 
(14.3%) simply reported a caregiver status without 
mean, SD or range of age. More precise reporting 
(even in qualitative studies) would permit a deeper 
understanding of the characteristics of resilience 
expressed across the varied developmental phases 
represented in this body of work. 
 
The mean age of caregivers indicates that the most 
frequently studied developmental phase was middle 
adulthood, with 50% of the articles addressing 
adult caregivers between the ages of 35-59 years. 
While the mean age of caregivers is of interest, the 
illustrated range ages of caregivers studied (Fig. 1) 
demonstrates a much more diverse sampling 
approach. For example, three studies exclusively 
addressed child-caregivers aged 11-18 years. 
Cassidy and colleagues (Cassidy, Giles, & 
McLaughlin, 2014) report a study of 442 child-
caregivers providing care to family members with a 
range of physical, developmental, and mental 
disabilities. Svanberg and colleagues (2010) 
studied 12 children whose parent had some form of 
dementia. Fraser and Pakenhan (2009) examined 44 
children of parents with mental illness. These 
studies demonstrate that caregiving responsibilities 
extend beyond the adults within a family system 
and indicate that resilience is not a developmentally 
dependent construct. 
 
Age care recipients. The recipients of care 
addressed in the data set ranged in age from “not 
yet born” (Nabors et al., 2013, p. 173) to adults in 
the ninth decade of life. The analysis of the age of 

care recipients was constrained by inadequate 
reporting. For example, only 46% of the study 
reports (N = 35) described the care recipient sample 
thoroughly, including mean, SD, range (N = 8); 
mean and SD (N = 5); and mean and range (N = 3). 
The remaining 54% of the sample (N = 19) 
reported only the range of age of care recipients or 
did not report descriptive findings regarding care 
recipients beyond the types of conditions for which 
care was required. 
As illustrated in Fig. 2, 15 of 35 studies (43%) 
reported the age of care recipients examined in the 
studies. While the range is broad across studies, 
among those studies reporting mean age of care 
recipients (N = 16), 50% of the studies addressed 
care recipients who were under the age of 18 years. 
While the phenomenon of caregiving to older adult 
care recipients has been investigated thoroughly, 
the study of resilience among caregivers of older 
adults is less pronounced. 
 

2. Design 
Among the 41 reported studies, twenty-two 
(53.7%) applied quantitative approaches. Of these, 
15 were cross sectional descriptive studies; two 
tested an intervention; and five examined causal 
relationships between resilience and other factors 
longitudinally. Only five studies (14.6%) were 
purely qualitative work. Mixed methods were used 
in seven of the studies (17%); with six using a 
quantitative-qualitative approach and one applying 
a review-qualitative approach. In addition to the 
original research studies reported above, seven 
articles (17%) were reviews. Of these, three articles 
used literature as data applying techniques of 
concept analysis, integrative review, and literature 
review. 
 

2.1 Theoretical/Conceptual Framework 
Nineteen articles included a theoretical or 
conceptual framework of resilience in differing 
degrees. Seven used resilience theory as a 
framework to guide the study. Three studies 
included variables related to resiliency, but did not 
use resilience as a framework. Six articles reported 
qualitative studies that linked resilience to an 
emergent theme. Three studies used the concept of 
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resilience to integrate findings across a program of 
research. 
 
In the studies that used a formal theory of resilience 
to actually guide the study, two were based on the 
Resiliency Model of Family Stress, Adjustment and 
Adaptation (M. A. McCubbin & McCubbin, 1993; 
Shin, Choi, Kim, & Kim, 2010) and provided a 
description of the underlying model which 
considers how stress impacts the family system and 
how resilience factors affect both individual and 
family adaptation and well-being. The main 
conceptual components examined in Shin’s study 
were family hardiness, problem-solving, coping, 
communication, social support, and skill seeking. 
Yeh et al. (2012) based their research questions on 
the same model, emphasizing family adaption to an 
illness stressor that affects family life, but they 
added other conceptual components. For example, 
“level of family appraisal” can help with family 
coping and adaptation by producing optimal 
problem solving (Yeh & Bull, 2012, p. 119). 
 
Bayat et al. (2007) based their study on Walsh’s 
family resilience framework (2003) which builds 
on the work of McCubbin and colleagues (1983) 
and Patterson (1988, 2002). In this theoretical 
approach, the ecological and developmental 
perspectives are combined to conceptualize family 
functioning in a broader sociocultural context. 
Family functioning is examined from a family life-
cycle perspective. This framework extends family 
stress, coping, and adaption by including the 
potential for personal and relational growth and 
transformation that comes out of adversity. Walsh 
emphasizes that family processes, risk and 
resilience may vary at different times, and observes 
that in fact most major stressors are a set of 
complex changing events. For some families who 
do well in a short-lived crisis, persistent or 
recurrent stressors may be too stressful. Gaugler et 
al. (2007) applied a variant of the multi-
dimensional resilience model proposed by 
Bergeman and Wallace (1999) in their study of 
adolescent resilience. This model includes levels of 
perceived burden in relation to various levels of 
caregiving demands that are influenced by the 

context of care, status of care recipient, and 
individual and family/community resources. 
 
Other studies were framed in terms of less specific 
resilience models. Wilks et al. (2008) refer to 
traditional models of moderation and mediation and 
use an adapted mediation model that asserts that the 
impact of perceived stress on caregiver resilience 
may be due to its effect on social support which in 
turn affects resilience. Leve et al. (2009) mentions 
resiliency theory as guiding the intervention in their 
study by emphasizes the role of family interactions 
in predicting resiliency outcomes in children.  
 
In other studies, a resilience framework is not 
defined; however, variables related to resilience are 
specified. For example, Fraser (2009) used 
variables of mental health literacy, social 
connectedness, and coping strategies. Likewise, 
Cassidy et al. (2014) mentions a “stress-coping” 
model (but not a specific model) and includes 
measures related to resilience but there is not a 
description of their fit with theory. Simpson et al. 
(2013) included variables that were consistent with 
the adaptive understanding of resilience and 
mentions that the results are consistent with 
resilience theory, but there is no specific theoretical 
framework. Sandler et al. (2013) refer to resilience 
theory underlying a program that will lead to 
changes in targeted risk; however, there is little 
description.  
 
Six articles describe qualitative studies that linked 
resilience to an emergent theme. For example, 
Shuter et al. (2014) situated a grounded theory 
study in two models based on adaptation overtime, 
Kramer’s Conceptual Model of Caregiver Adaption 
(1997) and the Cognitive-based Behavioural 
Conceptualisation of Complicated Grief (Boelen, 
van den Hout, & van den Bout, 2006). Within this 
framework, resilience was identified as an intrinsic 
factor that bolstered the caregivers’ adaptation to 
the decline of dementia. In a grounded theory 
study, Nabor et al. (2013) drew upon their own 
model, largely based on Walsh (2003), which 
depicts caregiver anxiety as influenced by the 
resilience variables of family hardiness and family 
functioning. Chen et al. (2009) mentions the Family 
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Adjustment and Adaption Responses model in the 
discussion; resilience is one of several themes in 
the results.  
 
In three articles, the concept of resilience was used 
more broadly to integrate findings across a program 
of research. O’Rourke et al. (2010) mention that 
their findings about resilience support a stress 
process model of caregiving (Pearlin & Skaff, 
1995) —a model which includes contextual factors, 
primary stressors, illness-related factors, and intra-
psychic factors that can mediate negative caregiver 
stress. Lim et al. (2011) based their study of 
resilience to urban poverty on a multi-level 
framework. A sub-set of articles were framed 
conceptually around shortened resilience scales. 
This analysis of the theoretical framing of studies 
of resilience reveals the complexity of the concept. 
There are competing theoretical frameworks 
addressing resilience. Stress-coping models are 
related, but do not exclusively address the concept 
of resilience. Numerous quantitative studies have 
been conducted without an overarching theoretical 
framework. Qualitative work addressing resilience 
is somewhat limited, interpreting thematic findings 
as a reflection of the concept of resilience. 
 

2.2 Explicit Definitions  
The Merriam-Webster defines resilience as “the 
capability of a strained body to recover its size and 
shape after deformation caused especially by 
compressive stress” (Merriam-Webster, n. d.). As 
applied to human experience, resilience is a term 
used to describe when an individual overcomes 
adversity, withstands stress or bounces back from 
traumatic events. The research of resilience 
however, has been predominantly theoretical with 
lack of homogeneity in understanding, 
operationalizing, and measuring of the concept 
(Giesbrecht, Wolse, Crooks, & Stajduhar, 2015; 
Ruiz-Robledillo, De Andres-Garcia, Perez-Blasco, 
Gonzalez-Bono, & Moya-Albiol, 2014). 
 
Rutter (2006) describes resilience as a positive 
outcome despite adversity while others argue that 
resilience is a pre-existing trait or characteristic that 
enables one to overcome adversity (Connor, 2006; 
Richardson, 2002). Resilience is also considered a 

dynamic process of adaptation that is not static or 
finite but a process of multi-dimensional constructs 
of thoughts, feelings, and behaviors (Dyer & 
McGuinness, 1996; Luthar, Cicchetti, & Becker, 
2000; Polk, 1997; Rolland & Walsh, 2006). Risk 
and protective factors influence the complex 
process that may be modifiable and bolstered by 
intervention (Bayat, 2007; Lin, Rong, & Lee, 2013; 
Rosenberg, Baker, Syrjala, Back, & Wolfe, 2013). 
Rosenberg and his colleagues developed an 
“integrative, comprehensive framework” of 
resilience factors for family members of children 
with cancer. The three categories of factors 
identified, (1) baseline characteristics, (2) processes 
that evolve over time, and (3) psychosocial 
outcomes. 
 
Resilience requires a negative stimulus (risk) 
described as a stressful situation that many 
maintain must be significant and extreme (Turner, 
2001; G. M. Wagnild & Young, 1993). The risk 
may be an event, a hardship, or a burden that 
threatens the person’s stability, viability, or 
development. For example, the physical and 
psychological demands of caring pose a risk to 
informal caregivers. Thus, resilience in caregivers 
is successful adaptation to a care situation while 
maintaining health and fulfilling the caregiving role 
(Giesbrecht et al., 2015; Lin et al., 2013; Nabors et 
al., 2013; Ruiz-Robledillo et al., 2014). This 
successful adaptation is not only influenced by 
individual factors and intrinsic resources (Shuter et 
al., 2014), but also by family and socio-
environmental factors (Giesbrecht et al., 2015; Lin 
et al., 2013; Luthar et al., 2000). Studies focused 
only on individual factors inadequately describe the 
concept of resilience because “environmental 
conditions help shape resilience by mitigating the 
negative effects of adversity” (Amzel et al., 2013). 
Resilience in caregiving is influenced by socio-
environmental factors such as access to social 
networks, education/knowledge/awareness, 
employment status, geographic location of 
residence, housing status and life-course stage 
(Giesbrecht et al., 2015; Ruiz-Robledillo et al., 
2014). Additionally, the individual, family, and 
socio-environmental factors that contribute to 
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resilience are cultural dependent (Hernandez, 
Barrio, & Yamada, 2013). 
 

2.3 Measurement of Resilience 
Only twelve articles in the dataset reported 
measures of resilience, and 7 (58%) of these used 
instruments based on the work of Wagnild and 
colleagues. The 25-item Resilience Scale (G. M. 
Wagnild & Young, 1993; G. Wagnild & Young, 
1990) was used in four studies. Abbreviated forms 
of the Resilience Scale have been developed. The 
14-item RS-14 (G. M. Wagnild & Collins, 2009) 
was used in one study and the 15-item RS-15 (Neill 
& Dias, 2001) in two studies. Another article, 
(Wilks & Vonk, 2008) examined the psychometric 
properties of the RS-15 in a rigorous cross-
sectional survey design involving caregivers of 
person with dementia. These authors concluded that 
the “RS-15 is a sound measure of resilience, more 
convenient in its brevity that the longer RS without 
psychometric loss” (p. 148). In particular, the RS-
15 “provided an empirical perspective on their 
[subjects’] toughness from past adversity and 
ability to overcome future adversity” (Wilks, 
2008a, p. 148). 
 
Other measurement tools included the Brief 
Resilience Scale (Smith et al., 2008) used in two 
projects. (However, both of these studies were 
conducted/reported by one author.) Four other tools 
were reported in single studies: Dispositional 
Resilience Scale (Bartone, Ursano, Wright, & 
Ingraham, 1989); Connor-Davidson Resilience 
Scale (Connor & Davidson, 2003); and the Brief 
Resilience Coping Scale (Sinclair & Wallston, 
2004). These instruments are focused primarily on 
stress and coping processes. 
 

2.4 Conclusions Related to Resilience 
First, in order to understand how the concept of 
resilience was positioned in studies involving 
informal caregivers, the explicitly stated purpose 
and design of each study were analyzed. Then, data 
were categorized based on the design of the 41 
reported studies. In 11 quantitative studies 
reviewed, resilience was positioned as the 
independent variable, either reducing negative or 
enhancing positive health outcomes. Similarly, 

resilience was considered as an influencing factor 
related to outcomes in four qualitative studies. 
Studies examining the effect of a reduction of 
negative health outcomes in resilience included the 
following dependent variables: parental distress 
(Lamis, Wilson, Tarantino, Lansford, & Kaslow, 
2014); burden (Chappell & Dujela, 2008; 
Hernandez et al., 2013; Simpson & Jones, 2013; 
Yeh & Bull, 2012); depression (Fraser & 
Pakenham, 2009; O'Rourke et al., 2010); 
emotional/behavioral difficulties (Fraser & 
Pakenham, 2009); being overweight (Lim et al., 
2011); perceived stress (Cassidy, 2013; Chappell & 
Dujela, 2008; Ruiz-Robledillo et al., 2014); 
institutionalization for dementia care (Gaugler et 
al., 2007); caregiver anxiety (Nabors et al., 2013); 
and suicidal thoughts (O'Dwyer, Moyle, & van 
Wyk, 2013). Studies that examined the effect of 
enhancing positive outcomes on resilience framed 
independent variables as benefit finding (Cassidy, 
2013; Cassidy et al. , 2014); life satisfaction 
(Cassidy et al. , 2014; Chappell & Dujela, 2008; 
Fraser & Pakenham, 2009); positive mental health 
(Cassidy et al., 2014); positive affect 
(Simpson & Jones, 2013); and adolescent 
adjustment (Shin et al., 2010). 
 
In eight studies, resilience is positioned as the 
outcome variable (dependent variable). These 
studies explored independent variables that 
influenced resilience including risk factors and 
protective factors. Risk factors include caregiver 
burden (Bekhet, Johnson, & Zauszniewski, 2012; 
Zauszniewski, Bekhet, & Suresky, 2009), stress 
(Wilks, 2008b), ,bereavement (Bonanno, 
Moskowitz, Papa, & Folkman, 2005) and 
Alzheimer’s aggression (Wilks, Little, Gough, & 
Spurlock, 2011). Protective factors include positive 
cognitions (Bekhet et al., 2012; Zauszniewski et al. , 
2009), culture function (Eggerman & Panter-Brick, 
2010), family and social support (Wilks, 2008b; 
Wilks & Croom, 2008). All of the articles that 
examined resilience as an outcome assert that 
resilience is malleable. Resilience may be improved 
or protected by modifying risk (e.g., reducing 
stress) or enhancing protective factors (e.g., 
providing psycho educational support).  
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The analysis revealed how each study 
conceptualized resilience in order to categorize the 
study’s contribution to theory development, 
understanding of conceptual attributes or 
interventions designed to alter the state of 
resilience. Insights derived through observational 
studies and review articles are described below. 
 

2.5 Observational Studies 
Observational studies focus on naturally occurring 
variables in a given context. Observational studies 
may be qualitative or quantitative and may be 
cross-sectional or longitudinal. Thematic analysis 
of the conclusions derived through observational 
studies revealed that resilience was conceptualized 
as both an individual and group (e.g., family) trait.  
For example, in a grounded theory study of grief 
and quality of life for caregivers of people with 
dementia, Shuter, Beattie, and Edwards (2014) 
described resilience as an intrinsic psychological 
resource that influenced the degree of distress after 
the death of the care recipient. In a study of 
rehabilitation of youth with spinal cord injury, 
House and colleagues (2009) found that caregivers 
perceived personal resilience, an intrinsic factor 
involving the care recipient’s outlook on life post-
injury and not feeling a victim as an important 
factors in successful rehabilitation. In mixed 
method study, Rosenberg and colleagues (2013) 
developed a conceptual framework of resilience 
that describes baseline characteristics of the 
individual that are influenced by communication 
and health care provider interactions. 
 
Others have asserted that resilience may be 
manifest by the family unit (not individuals). For 
example, Chen and Boore (2009) studied family 
carers’ experiences and needs while caring for a 
relative who has a spinal cord injury and concluded 
that family resilience can be achieved if the family 
(as a unit) can deal with the challenges and have a 
basis of competent functioning. Nabors et al. 
(2013) viewed resilience in relation to family 
hardiness and family functioning, which were 
related to lower caregiver state anxiety. Similarly, 
in a study of adolescents’ adjustment to divorce in 
Korean families, resilience was the outcome 

variable, framed as family hardiness and family 
communication (Shin et al., 2010). 
 
In contrast to studies of the family unit, when the 
care recipient/caregiver dyad was studied, 
resilience was found to be incongruent. Hall and 
colleagues (Hall, Cote, McBean, & Purden, 2012) 
described the experiences of patients with 
pulmonary arterial hypertension who required an 
uninterruptable continuous intravenous infusion 
and their support persons. In the descriptive 
account of living with this high-tech treatment 
regimen, patients demonstrated characteristics of 
resilience; however, support persons did not. In 
contrast to the patient experience, caregivers face 
the onerous responsibility of managing life-
sustaining care for a loved one; a lack of targeted 
skill-mastery sessions in support of their role; and a 
lack of social support. The authors posited that 
these experiential influences contributed to the 
dichotomous sense of resilience: while patients felt 
confident and well-supported in treatment, the 
caregivers did not.  
 
Socio-cultural variables were identified as 
influential factors on resilience. Cultural values and 
beliefs were interpreted as posing either a positive 
or negative effect on resilience in the context of 
war ravaged Afghanistan (Eggerman & Panter-
Brick, 2010). For example, some cultural values 
instill hope and foster resilience, while other values 
may foster a sense of entrapment, thus diminishing 
resilience. Giesbrecht and colleagues (2015) used 
ethnographic approaches to examine the socio-
environmental factors that facilitate resilience 
among family caregivers providing palliative care 
in Canada. Socio-environmental factors that were 
interpreted as facilitators of resilience included: 
access to social networks, 
education/knowledge/awareness of services, 
employment status, housing, geographic location 
and life course stage. Broadly, the influence of 
social support was described as a protective factor. 
For example, in a study of caregiver suicide during 
the protracted care of a person with dementia 
(O'Dwyer et al., 2013), social support was 
identified as an important protective factor. 
Similarly, Giesbricht and colleagues describe social 
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support or a network of strong interpersonal 
relationships as an important factor in building 
resilience. 
 
Resilience has been linked to processes of coping 
and adaptation. Giesbrecht and colleagues (2015) 
framed resilience as the caregivers’ adaptation to 
changing care demands with a positive expression 
of peace and contentment, without excessive 
burden or burn-out. Shuter, Beattie and Edwards 
(2014) viewed resilience as the capacity to deal 
with the burden of caregiving for a person with 
dementia over time. Characteristics of both 
caregiver and care recipient and use of resources 
were deemed important to such adaptation. 
Svanberg and colleagues (2010) regarded resilience 
as adapting to stress while promoting pride and 
independence among children caring for parents 
with dementia. 
 
In another study describing resilience as mastering 
one’s surroundings and self-efficacy, 
environmental factors such as social networks were 
explored. Education was shown to have a positive 
impact on caregivers’ capacity for resilience 
(Giesbrecht et al., 2015). In studies of parents as 
caregivers (Sandler et al., 2013), a supportive group 
environment to help caregivers acquire and use 
positive parenting skills was found to contribute to 
resilience (defined in terms of successful 
adaptation).  
 
Coping strategies, for caregivers of family 
members with mental illness, (Bull, 2014) to 
bolster psychological well-being included drawing 
on past life experiences, nourishing self, 
spirituality, and seeking information about the care 
recipient’s condition (dementia). Dwyer, Moyle, 
and Wyk (2013, p. 759) asserted that the frequent 
use of practical coping was “the key to resilience” 
among participants in a study of suicidality among 
caregivers of people with dementia. 
 
As authors discuss findings, several 
recommendations imply that resilience is malleable 
and could be responsive to intervention. For 
example, House and colleagues (2009) suggested 
that the provision of resources to young patients 

with spinal cord injury could foster resilience and 
improve rehabilitation outcomes. Shuter, Beattie, 
and Edwards (2014) recommend further 
exploration of initiatives that promote personal 
growth and improve caregiving resilience among 
those caring for a person with dementia. 
 
The beneficial attributes or outcomes of resilience 
have been well documented. Resilience (viewed as 
a way of coping with and adapting to stress) was 
positively correlated with high levels of social 
interaction and social support (Ruiz-Robledillo et 
al., 2014). Resilience defined in terms of ability to 
see beyond an immediate stressful experience, and 
in that context high levels of hopefulness relate to 
this ability (Hernandez et al., 2013). Resilience was 
correlated with benefit finding (Cassidy, 2013; 
Cassidy et al., 2014), positive affect (Simpson & 
Jones, 2013), and optimism, and self-efficacy 
(Cassidy, 2013). In another study of the predicted 
benefits of resilience factors, social connectedness 
was associated with caregiver adjustment, but 
mental health literacy was not (Fraser & Pakenham, 
2009). Among caregivers whose spouses have 
Alzheimer disease, those with psychological 
resilience (i.e., perceived control) had fewer 
depressive symptoms. Among caregivers with 
heavy caregiving demands, resilience emerged as 
the only significant predictor of three outcomes: 
burden, life satisfaction, and perceived stress 
(Chappell & Dujela, 2008), and caregivers 
characterized has having high-resilience were less 
likely to institutionalize their care recipients 
(Gaugler et al., 2007). The most consistent 
association reported across studies was that of 
social support and resilience. Cause and effect is 
less clear; for example, one study pointed out social 
support may mediate an association between 
resilience and health (self-reported or biologic 
markers) (Ruiz-Robledillo et al., 2014) in that 
greater resilience enables a person to effectively 
seek social support (Lamis et al., 2014). 
 

2.6 Review 
Since review articles hold the potential to 
contribute to clarification of conceptual attributes, 
this sub-set of articles were analyzed to determine 
how the integration of what is known or synthesis 
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of new knowledge was advanced based on extant 
findings. In addition to the original research studies 
reported above, seven articles (17%) were reviews. 
Of these, three articles used literature as data 
applying techniques of concept analysis, integrative 
review, and literature review. Lin, Rong, and Lee 
(2013) concept analysis applied methods described 
by Walker and Avant to examine the concept of 
resilience. Using integrative review techniques, 
Zauszniewski and Bekhet (2010) described 
resilience in adult family members of persons with 
serious mental illness. Finally, Harmell and 
colleagues (2011) examined a decade of 
professional literature to document the domains of 
resilience and related health outcomes among 
caregivers of people with dementia. These 
descriptive studies integrated what was known into 
new perspectives or ways of understanding; 
however were not a synthesis of new knowledge.  
The other four review articles focused on the 
synthesis of new knowledge as the literature was 
used as a basis for recommending intervention or 
treatment. Amzel and colleagues (2013) reviewed 
literature to advocate for increasing the scope of 
interventions for children with HIV based on an 
ecological model; that is, they argue that 
interventions designed to promote resilience must 
extend beyond the individual into families and 
communities. Zhang, El-Jawahri, and Prigerson 
(2006) described resilience as a factor to be 
considered when targeting supportive bereavement 
services (i.e., those with higher resilience benefit 
less from supportive care during bereavement). 
Leve, Fisher, and Chamberlain (2009) described a 
conceptual framework positioning resilience as a 
mechanism to guide intervention for children 
exposed to adversity and summarized the 
effectiveness of a multidimensional treatment 
program promoting resilience in at-risk children 
examined in a program of research. Sandler and 
colleagues (Sandler et al. , 2013) described an 
effective intervention for child bereavement based 
on a contextual resilience framework.  This sub-set 
of literature indicates that these authors have 
judged the literature to be substantive enough to 
warrant intervention implications (an indicator of a 
rather robust state of the science). 

 

3. Discussion 
Across studies, quantitative and qualitative, 
resilience emerges as a protective factor for the 
burdens of caregiving; however, only 19 studies 
included a theoretical or conceptual model of 
resilience. Typically, qualitative studies are used to 
derive theory of varying types or levels of 
abstraction. In this dataset, only five studies 
(14.6%) were purely qualitative work, implying 
that limited attention has been devoted to 
developing the conceptual or theoretical 
understanding of resilience among caregivers from 
a lived experience perspective. The methodological 
approach used in qualitative design contributes to 
the nature of the findings or the product of the 
research. For example, exploratory or descriptive 
qualitative methods aim to provide a descriptive 
account of the concept of resilience in a given 
context. Description is considered the lowest level 
or type of qualitatively-derived theory (Morse, 
1997, pp. 163-188). 
 
Resilience was found to be an influencing factor 
that reduces negative outcomes and enhances 
positive outcomes. But, resilience was also 
examined as outcome itself and found to be 
malleable, suggesting the need for direct 
interventions. Resilience has clear benefits to both 
caregivers and their care recipients. The context of 
the articles included in this scoping study were 
largely (but not exclusively) in the setting of 
caregiving framed by a health condition, including 
the period of bereavement. Spousal and parental 
relationships were predominant, but also not 
exclusive. Likewise, while those in middle 
adulthood were the most common group, caregivers 
represented a diverse age range. Thus, caregiving 
and resilience are not constructs unique to a single 
developmental group or even unique to health. This 
suggests that the potential impact of improved 
understanding of resilience is far reaching. The 
scoping study uncovered a breadth of disciplines 
publishing on the topic, yet adequate theoretical 
underpinnings were too often lacking.  
 

4. Conclusion 
This scoping study revealed that the concept of 
resilience may have important implications in 
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understanding the complex trajectories of end-of-
life caregiving. Further research is necessary to 
reveal if nurses could evaluate or assess resilience 
in order to better plan supportive care across 
protracted caregiving trajectories. It is known that 
caregiving in advanced illness is a long and 

difficult journey, fraught with challenges and 
adversities as the care recipient progresses toward 
death, and that caregivers risk deleterious effects in 
bio- psycho- and social spheres. Interventions 
designed to bolster resilience could help caregivers 
thrive in the face of adversity. 
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Table I. Key Purpose of the 41 Included Studies 

Author, date, country Purpose of the study  Author/date/country Purpose of the study 

Amzel, 2013, USA 
Discusses using adaptations of psychosocial support  
interventions for HIV-positive children in resource-
limited settings 

 Eggerman, 2010, UK To examine resilience in children and adults 
facing adversity in war-affected areas of 
Afghanistan 

Bayat, 2007, USA 
To examine factors of resilience in families of children 
with autism 

 Fraser, 2009, Australia To examine resilience in children of parents 
with mental illness 

Bekhet, 2012, USA 

To examine the potential effects of positive cognitions on 
the relationship between caregiver burden and 
resourcefulness, among caregivers of persons with 
autistic spectrum disorder 

 Gaugler, 2007, USA To examine resilience in long term dementia 
caregiving  

Bonanno, 2005, USA To examine resilience in loss of spouse, parent, or partner 
 

Giesbrecht, 2013, 
Canada 

To examine resilience and empowerment in 
Canadian palliative family caregivers 

Bull, 2014, USA 
To describe caregivers' resilience and psychological 
distress strategies in caring for an older adults with 
dementia 

 Haley, 2009, USA To examine long-term effects of bereavement 
on dementia caregivers 

Cassidy, 2012, UK 
To explore benefit finding in the experience of cancer 
caregivers and to test the model of benefit finding 

 

Hall, 2012, Canada 

To examine the experiences of patients with 
pulmonary arterial hypertension receiving 
continuous intravenous infusion of 
epoprostenol and their support persons 

Cassidy, 2013, UK 
To incorporate and test measures of resilience and benefit 
finding within a stress-coping model of the young carer 
experience 

 
Harmell,2011, USA 

To review psychobiology of resilience factors 
in dementia caregiving 

Chappell, 2008, Canada To examine predictors of caregiver burden and quality of 
life among caregivers experiencing heavy care demand in 
Vancouver Island 

 
Heppenstall, (2013), 
New Zealand 

To assess the impact of natural disaster events 
on frail older adults more closely for future 
preparedness 
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Chen, 2008, Taiwan To explore family carers’ experiences of taking care of 
relatives with spinal cord injuries  

 
Hernandez, 2013, USA 

To examine the relationship between hope and 
burden of care among Latino families with 
schizophrenia 

House, 2009, USA 
To examine caregivers’ perspectives on the effectiveness 
of rehabilitative support experienced by youth with spinal 
cord injury 

 
Shin, 2010, USA 

To examine adolescent adjustment and family 
resilience in divorced families 

Lamis, 2014, USA 
To examine neighborhood disorder, spiritual well-being  
and parenting stress in mothers of African American 
children 

 
Shuter, 2014, Australia 

To explore grief and health related quality of 
life for caregivers of people with dementia 

Lavretsky, (2010), USA 
To examine potential of an antidepressant drug to 
improve depression, resilience to stress, and quality of 
life in family dementia caregivers 

 
Simpson, 2012, Australia 

To investigate resilience among family 
members supporting relatives with traumatic 
brain or spinal cord injury 

Leve, 2009, USA 
To describe resilience among youth in the child welfare 
system 

 
Svanberg, 2010, UK 

To examine resilience of young children 
caring for parents with dementia  

Lim, 2011, USA 
To examine the relationship between healthy weight 
maintenance and dietary compliance and resilient 
parenting in African American households  

 

Wilks, 2008, USA 

To examine caregiver adaptational success 
through a psychometric analysis of a modified 
version of a popular resilience measure among 
informal Alzheimer's caregivers 

20/Lin, 2013, China 
To clarify the meaning of resilience in terms of 
caregivers who care for children with chronic conditions  

 
Wilks, 2008, USA 

To examine social support and perceived 
stress and resilience in caregivers of 
Alzheimer’s patients 

Nabors, 2013, USA 
To examine caregiver views of factors related to coping 
in children with various chronic illnesses 

 
Wilks, 2011, USA 

To understand whether Alzheimer’s 
aggression impacts caregiving coping 
strategies and ability to manage adversity 

O'Dwyer, 2013, Australia  
To explore suicide risk and resilience in family caregivers 
of people with dementia 

 

Yeh, 2011, USA 

To examine the influences  
of older people's activities 
 of daily living dependency, family caregivers' 
spiritual well-being, quality of relationship, 
family support, coping and care continuity on 
the burden of family caregivers of 
hospitalized patients with CHF  

O’Rourke, 2010, Canada 
To examine whether resilience predicts depressive 
symptoms in spouses of Alzheimer’s patients  

 
Zauszniewski, 2009, 
USA 

To examine the effects of risk and protective 
factors on resilience on women family 
members of adults with serious mental illness 
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Rosenberg, 2013, USA 
To review the resilience literature in pediatric cancer 
settings and develop an integrative framework of fixed 
and mutable factors of resilience  

 
Zauszniewski, 2010, 
USA 

To examine the effects of risk and protective 
factors on resilience family members of 
persons with serious mental illness 

Ruiz-Robledillo, 2013, 
Spain 

To evaluate the association between resilience and health 
outcomes in parents with autism spectrum disorder 

 
Zhang, 2006, USA 

To update research on resilience in 
bereavement 

Sandler, 2013, USA 
To describe a resilience model used in a family 
bereavement program following death of a parent  
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Table II. Targeted Disciplines (Determined by the Focus of Journal Readership). 

Disciplinary Perspective Number (% Total Sample) 

Multidisciplinary  24 (60) 

 Gerontology 7 

 Palliative care 3 

 Family 3 

 Alzheimer’s and other dementias 2 

 Rehabilitation 2 

 Preventive medicine 1 

 Social science 1 

 Healthcare 1 

 Cardio vascular 1 

 Spinal cord injury 1 

 AIDS 1 

 Intellectual disability 1 

Psychology/psychiatry 8 (20) 

 General focus 6 

 Family 1 

 Geriatrics 1 

Nursing 7 (17.5) 

 General focus 4 

 Psychiatric/mental health 2 

 Care of older adults  1 

Social work 1 (2.5) 

 Gerontology 1 

Total 40 
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Table III. Caregiving Context 

Caregiving Context         Number (% Total Sample) 

Health conditions 31 (76) 

 Dementia 7 

 Alzheimer disease 4 

 Mental illness 3 

 Autism spectrum disorder 3 

 Traumatic brain or spinal cord injury  3 

 Life limiting/advanced chronic illness 3 

 Chronic illness 2 

 Schizophrenia 1 

 Mixed chronic illness/disability 1 

 Pulmonary arterial hypertension 1 

 Congestive heart failure 1 

 Unspecified; older adults requiring > four    hours direct care/day 1 

 AIDS 1 

Social/economic influences 5 (12) 

 Parenting in low social economic status 3 

 Divorce 1 

 War –affected area 1 

Post caregiving 5 (12) 

 Bereavement 5 

Total 41* 

*One article reports two discrete studies, therefore the total number of studies 
exceeds the number of articles in the sample (N=40) 
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Table IV. Caregiver/Care Recipient Relationship. Number of Caregivers* 

Caregiver Relationship to Care Recipient Number (%) 

Parent 2141 (28.5) 

Spouse 2365 (31.4) 

Sibling 197 (2.6) 

Children 1068 (14.2) 

Other (e.g., grandparents, grandchild, friend) 172  ( 2.3) 

Unknown 1582 (21.2) 

Total 7525  (100.0) 

*(N=7525) 

 


