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KEY MESSAGES

e Research on resilience in general and in cancer caregiving in particular is hampered by the lack of a univer-
sally accepted definition and a theoretical framework.

e A hybrid approach drawing on the American Psychological Association’s definition and Bonanno's frame-
work offers a guide for the study of resilience in caregivers of advanced cancer patients.
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Background: Despite the risk for developing mental disorders, most of advanced cancer Received 17 November 2019
patients’ family caregivers undergo a resilient process throughout the caregiving period. Revised 2 June 2020

Research on resilience in caregivers of advanced cancer patients is scarce and further hindered ~ Accepted 9 June 2020

by the lack of a univocal definition and a theoretical framework.
Objectives: To provide clarity on the concept of resilience by proposing an integrative view Palliative and terminal care;
that can support health care professionals and researchers in conducting and interpreting general practice/family
research on resilience. medicine; general;
Methods: The review process was inspired by the hermeneutic methodology: a cyclic review psychological problems
process, consisting of repeated searching and analysing until data saturation is reached and

focussed on achieving a deeper understanding of ill-defined concepts. The definitions from

eighteen reviews on resilience and the theoretical frameworks from eight concept analyses were

analysed. The composing elements of resilience were listed and compared.

Results: The American Psychological Association’s definition of resilience and Bonanno's theoret-

ical framework are suggested to guide further research on resilience. Moreover, four knowledge

gaps were uncovered: (1) How do resilience resources interact? (2) What are the key predictors

for a resilient trajectory? (3) How do the resilient trajectories evolve across the caregiving

period? And (4) how does the patient’s nearing death influence the caregiver's resilience?

Conclusion: To address flaws in conceptualisation and the resulting gaps in knowledge, we sug-

gest a definition and a theoretical framework that are suited to allow heterogeneity in the field,

but enables the development of sound interventions, as well as facilitate the interpretation of

intervention effectiveness.

KEYWORDS

Introduction both the patient and their family caregivers (relatives,

Homecare for a family member diagnosed with neighbours, or friends, who take up the caregiving

advanced cancer often comes with significant burden  role without being paid) [2]. Hence, some caregivers
[1]. Being diagnosed with incurable cancer can be  may be at risk of psychological, physical and social
considered a potentially traumatic event (PTE) for dysfunction (e.g. major depression, anxiety, fatigue,
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sleeplessness or social isolation) [3], while others will
not experience the diagnosis as a traumatic event [4].
However, after a short period of disruption, a signifi-
cant group will probably follow a resilient
process, characterised by recovery to a status of
healthy functioning, or will even find benefits in care-
giving [5-71.

Although emotional distress is generally higher in
family members than in patients, family caregivers
often fail to seek medical help for themselves [8].
Difficulties arise for healthcare professionals in timely
identification of those family caregivers at risk of
severe mental disabilities from those who follow a
resilience trajectory. Hence, medical and psycho-
logical help often comes too late to prevent
any mental disruption, which not only affects the

caregiver but also influences the patient’s well-
being [9].
Most interventions in caregivers are oriented

towards prevention of anxiety or depression. However,
only minor and temporary effects are registered [10,
11]. Interventions in other populations, focussing on
strengths and protective factors endorsing a person’s
resilience seem to be more promising [12,13].
Nevertheless, due to the situation-specificity of resili-
ence, those interventions cannot be applied as such
to family caregivers of cancer patients.

Studies on resilience in caregivers of advanced
cancer patients are scarce [4,6,7,14], and the infor-
mation needed to develop a resilience-supporting
intervention in primary cancer care is still lacking.
Hence, more research in this field is vital. However,
the progression of studies on resilience is critically
hampered by some ambiguities. There is, for
instance, no universally accepted definition of resili-

ence, so it has been conceptualised in different
ways and circumstances. Although heterogeneity
may not necessarily be an issue, it has been

observed that those conceptual discrepancies have
led to a variety of study designs and resilience
scales which seriously hinder the interpretation and
comparison of study results [15,16].

This study aims to bring clarity to researchers for
further exploration and a better understanding of
resilience in caregivers of advanced cancer patients by
answering the following research questions:

e Which elements consistently arise from the defini-
tions of resilience following a PTE? What definition
is the most comprehensive and could be suggested
for further research?

e Which existing theoretical framework of resilience
following a PTE is the most comprehensive, could
enhance methodological soundness, and could be
suggested for further research in cancer caregiving?

Methodology

The objective of this review is to advance theoretical
understanding of the concept of resilience following a
PTE by a critical reflection of existing definitions and
frameworks. The methodology suggested for this pur-
pose is a hermeneutic review [17,18]. Hermeneutics is
a methodology suited to conducting a literature
review that aims to explore and to clarify a vague or
ill-defined concept. The hermeneutic process is cyclical
and requires researchers to move repeatedly through
a circle of searching for existing literature through dif-
ferent databases and analysing the included articles
until data saturation is reached [18].

Between February and May 2019, a hermeneutic,
circular search strategy was applied [18]. Four data-
bases (PubMed, Embase, Cinahl, and Psycinfo) were
searched for reviews - systematic reviews, background
papers, narrative reviews - and concept analyses. No
time frame for literature search was applied. Search
terms related to resilience, potentially traumatic
events, adults, advanced cancer and caregivers were
applied in different combinations. After an orientating
reading and a first analysis of the selected articles, a
new search-cycle was initiated with additional search
terms. This process was repeated several times, until
no new elements were found in either definitions or
frameworks. Intermediate results were discussed
within the team.

Next, the definitions were compared, and similar-
ities listed. Subsequently, we searched for a definition
that comprised the repeated elements.

In the final step, the resulting frameworks from the
included concept analyses were listed. Theoretical
frameworks are essential in making research findings
more meaningful and to ground them into existing
theories about a complex concept [19]. An appropriate
framework should be broad and comprehensive, com-
prising the most elements from the theories about
resilience. For this study, the framework should also
be applicable or adaptable to the situation of a care-
giver of a patient with advanced cancer.

An overview of the background and expertise of
the authors and their contribution to the review is
annexed as Supplementary material.


https://doi.org/10.1080/13814788.2020.1784876

Results and discussion

Definitions of resilience in adults exposed to
a PTE

There is little or no consensus around the terminology
used to define resilience. Rutter describes resilience as
a positive pole of the response to adversity [20],
Glantz and Johnson [21], Masten [22], Fergus and
Zimmerman [23], and Seery and Quinton consider
resilience as an outcome [24], and Fraser attributes
resilience as an ability [25]. Most authors, however,
define resilience as a process [26-28]. This diversity of
definitions reflects the variation of ways of looking at
resilience across context and situation and under-
scores the multidimensionality and the complexity of
the concept. However, uniformity in definition and
conceptualisation of resilience would add to the valid-
ity, reliability, comparability and transferability of
study results.

Comparing the definitions proposed in the
reviewed publications (presented as Supplementary
material) [2,12,24,28-42] the following elements
repeatedly arise:

e Resilience is a dynamic process that can be devel-
oped or learned [36,38,40-42].

e Resilience starts from exposure to a PTE (eg.,
adversity, threat, stressful event or adverse life
event) and is related to the experience
[2,12,24,30-39,41].

e During a resilient trajectory, positive adaptation to
a PTE is achieved despite experienced difficulties or
disruptive events [12,24,33,38].

e There is either a neutral or a positive outcome in
response to the PTE, such as healthy functioning
[2,28,30,32,38,39], bouncing back [12,33,36,41] or
finding benefits [31,35].

Result: All of these elements are reflected in the def-
inition of the American Psychological Association (APA)
(slightly rephrased in Yehuda’s review [12,43]):
‘Resilience is the process of adapting well in the face of
adversity, trauma, tragedy, threats or significant sources
of stress — such as family and relationship problems, ser-
ious health problems or workplace and financial stressors.
It means "bouncing back" from difficult experiences.’

Concept analyses and their resulting
theoretical frameworks

To study resilience, the definition put forward by the
APA is very useful. However, a more comprehensive
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framework is needed to unravel the complex nature of
the interacting elements in the process of bounc-
ing back.

Conceptualisation of resilience
Resilience has been conceptualised in different ways.

e Resiliency or ego-resiliency considers resilience as a
personality trait or a person’s resilience resources
and does not guarantee a resilient pro-
cess [27,29,44].

e Resilience as a biopsychospiritual homeostasis
describes how the interaction between the protect-
ive, resilient attributes and the threats which
accompany adversity can lead to biopsychospiritual
homeostasis on the one hand or to dysfunction in
people who lack resilient qualities on the
other [44].

e Recently, most experts agree that resilience is a
dynamic process that cannot be considered separ-
ately from the potentially traumatic event (PTE)
[2,28,32,42,45-49]. (More detailed representations
of the conceptualisation and the history are
annexed as Supplementary material)

Resilience as a process following a PTE

From the frameworks resulting from the reviewed con-
cept-analyses (presented as Supplementary material)
[16,33,36,44,49-52], some key features about resilience
following a PTE emerge:

e Richardson’s and Bonanno’s frameworks highlight
the resilient outcome [44,49]. Resilience can be
acquired through exposure to stressors or adversity
and can change over time [44,47].

e Most frameworks underline the need for specific
individual characteristics and coping
styles [16,33,36,49-52].

e All frameworks emphasise the importance of the
association between a PTE and the resilience pro-
cess [16,33,36,44,49-52]. Resilience is highly situ-
ation-related, meaning that a person who seems to
cope adaptively in one situation can fail to adapt
well in another case [47]. Hence, resilience should
always be approached within a specific context.

e Both the theoretical frameworks of Liu and
Bonanno underscore the importance of situating
people within their broader socio-economic context
[49,52].

e Most frameworks point to the dynamics of the
resilience process (e.g., development through learn-
ing from earlier PTEs or reinforcement by mutual


https://doi.org/10.1080/13814788.2020.1784876
https://doi.org/10.1080/13814788.2020.1784876
https://doi.org/10.1080/13814788.2020.1784876
https://doi.org/10.1080/13814788.2020.1784876

82 (&) S.OPSOMER ET AL.

interactions) [16,36,44,49,50,52]. Each context con-
sists of different levels that all act and interact with
each other, and in the end, can be resilience-sup-
porting or resilience-threatening [26,47].

Result: From our review, we consider Bonanno's
framework ‘temporal elements of resilience’ the most
suitable to study resilience following a PTE in general
and in caregivers of advanced cancer patients in par-
ticular [49]. The framework can be considered the
most comprehensive as it combines all four elements
of resilience reflected in the APA definition as well as
all aspects of resilience from the concept analyses
(Box 1).

BOX 1. Suggested definition and framework

The APA definition of resilience [43]: ‘Resilience is
the process of adapting well in the face of adver-
sity, trauma, tragedy, threats or significant sources
of stress — such as family and relationship prob-
lems, serious health problems or workplace and
financial stressors. It means ‘bouncing back’ from
difficult experiences.” Bonanno's theoretical frame-
work on resilience comprises four elements [49]:

1. The essential association with the PTE encom-
passing short- and long-term exposure.

2. The pre-adversity capacity to adjust.

3. The post-adversity resilient outcomes that
are more than merely the absence of disease
or average-level adjustment.

4. The predictors of a resilient outcome result-
ing from the amplified interactions and
reciprocal processes within an array of indi-
vidual and social variables.

Resilience in cancer caregiving: state of the art and
gaps in knowledge

Very few studies addressing resilience in adult care-
givers of adult cancer patients have been published
[4,6,7]1. However limited, these studies enhance the
knowledge and insight into the intrinsic and extrinsic
resources that either facilitate or hamper resilience
after having lost a family member diagnosed with
advanced cancer. In their qualitative study, Opsomer
et al. report on how the caregivers’ pre-adversity cap-
acity can lead to a resilient process throughout care-
giving, characterised by a positive outcome [4]. The
study findings fit into Bonanno's framework as follows:

The resilient processes were facilitated by interacting,
intrinsic resources (adaptive flexibility, positivism, a
sense of self-initiative and adaptive dependency) and
context-related resources (availability of the context,
meaningful relationships and the quality of the marital
relationship).

Nevertheless, applying Bonanno’s framework to
existing research also reveals four important know-
ledge gaps, two in research on resilience in general
and two in research applied to resilience in cancer
caregiving specifically.

1. Little is known about how resilience
ces interact.

2. It is not clear what the key predictor variables for
a resilient trajectory are.

3. The diagnosis of advanced cancer, which can be
considered a PTE, is seldom followed by a period
of stability. Mostly, this period is dominated by
repetitive, stressful events (e.g., hospital admis-
sions, financial problems or recurrent bad news).
To the best of our knowledge, no studies have
been published that shed light on the resilience
trajectories and how they evolve across the care-
giving period from diagnosis to death of
the patient.

4, Indicators of nearing death, such as anorexia,
severe weight loss, or reduced consciousness, are
all events that require coping, and hence, could
interfere with a resilient trajectory [24,53,54]. As
far as we know, the influence of those stressors
on a caregiver's resilience, has not vyet
been studied.

resour-

Strengths and limitations

When it comes to a deeper understanding of a com-
plex and ill-defined concept, a hermeneutic review is
preferred over a classic systematic review. The cyclical
hermeneutic approach of this review guarantees a
thorough search and a critical reflection on the data-
set. Moreover, the perpetual cycle of searching, analy-
sing and searching again with new search terms until
data-saturation is reached, would turn up articles that
traditionally would have remained hidden through a
predefined search string [17,18].

This study was carried out using a two-step
approach in which definitions and theoretical frame-
works of resilience following a PTE were compared
and analysed. Subsequently, these findings were veri-
fied for the particular situation of advanced can-
cer caregiving.



The primary study limitations lie within the restric-
tion of the search by reviews and concept analyses,
meaning that supplementary elements from experts’
individual definitions formulated in original papers
were dismissed.

Moreover, theoretical frameworks on unmet needs
and the vulnerability of caregivers of advanced cancer
patients were not reviewed. Nevertheless, they could
provide important valuable information and could be
of interest to improve cancer-caregiver support-
ing programmes.

Implications for research

In this review, we advocate the use of the APA defin-
ition and Bonanno's theoretical framework for further
research on resilience following a PTE in general and
on resilience in advanced cancer caregiving in particu-
lar. Both the definition and framework can be broadly
implemented.

It is known that eliminating conceptual heterogen-
eity in the definitions could facilitate the interpretation
of study results and the development of interventions
aimed at promoting resilience. Moreover, the use of
one definition and transparency in the framework that
is applied, would add to the transferability, validity,
reliability and comparability of the study results.

So far, to overcome conceptual heterogeneity, resili-
ence has often been looked at as an absence of depres-
sion, post-traumatic stress disorder or traumatic grief
[39,45,48,55]. However, to fill the gaps in knowledge on
resilience in general, as they are listed above, resilience
should be explored to its full extent since resilience
encompasses more than merely absence of disease [49].
Such a multifaceted approach needs a clear definition
and is facilitated by the use of a comprehensive frame-
work. Even so, filling the gaps in the knowledge of resili-
ence in cancer caregiving could be facilitated by the
consistent use of the APA definition and Bonanno's
framework as in this way, the use of a variety of labels
for the same concept [56] could be avoided.

To detect caregivers at risk for a major psychosocial
dysfunction and to redirect them in time to a resilient
trajectory, insight into the resilience trajectories and
critical turn-over points is paramount. However, find-
ings can only be interpreted correctly and translated
to practice if the definition and framework used in
research are delineated.

Conclusion

There is a vital need for further research on resilience
in caregivers of advanced cancer patients. Focussing
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on resilience could aid in identifying those caregivers
at risk for mental disorders earlier and could advance
the development of innovative prevention pro-
grammes and treatment options.

To overcome the difficulties encountered in resili-
ence research, we suggest that researchers should
clearly define resilience and explain the theoretical
framework on which the research is built. Additionally,
a universally accepted definition and theoretical
framework is desirable. For this purpose, we suggest
the APA definition of resilience and Bonanno's frame-
work ‘the temporal elements of resilience’ [43,49].
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