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Abstract

Background: Close relatives provide much of the care to people with cancer. As resilience can shield family caregivers from mental
health problems, there has been a burgeoning interest in resilience-promoting interventions. However, the evidence necessary for
the development of these interventions is scant and unsynthesized.

Aim: To create an overall picture of evidence on resilience in cancer caregiving by a theory-driven meta-synthesis.

Design: In this systematically constructed review a thematic synthesis approach has been applied. The original findings were coded
and structured deductively according to the theoretical framework. Consequently, the codes were organized inductively into themes
and subthemes.

Data sources: Through September 2019, five electronic databases were searched for qualitative studies on resilience in cancer
caregiving. The search was extended by a supplementary hand search. Seventeen studies met the eligibility criteria.

Results: The elements of resilience, as described in the pre-defined theoretical framework of Bonanno, are reflected in the lived
experiences of family caregivers. The resilience process starts with the diagnosis of advanced cancer and may result in mental
wellbeing, benefit finding, and personal growth. The process is influenced by context elements such as individual history, sociocultural
background, caregiver characteristics, and the behavior of the supportive network. A repertoire of coping strategies that caregivers
use throughout the caregiving process moderates the resilience process.

Conclusion: This review and theoretical synthesis reveal key elements of resilience in the process of cancer caregiving, including
influencing factors and outcomes. Implications and avenues for further research are discussed.
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What is already known about the topic?

e Resilience is conceptualized as a process that starts from a potentially traumatic event (such as a family member diag-
nosed with advanced cancer). It is influenced by baseline adjustments and resilience predictors, leading to a resilient
outcome.

e Resilience may protect against mental distress and major psychological problems such as depression or anxiety.

What this paper adds?

e Resilience in cancer caregiving corresponds to the four temporal elements from the framework developed by George A.
Bonanno.
e The four coping strategies are the mechanisms by which the context elements can result in resilient outcomes.
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Implications for practice, theory, or policy

of coping strategies.

e This review may enhance insights into resilience in caregivers of patients diagnosed with advanced cancer and the role

e The inadequacy of focusing exclusively on how caregivers manage the situation is underlined.
e These new insights can be used in the development of resilience supporting interventions and in clinical practice.

Introduction

Most people with advanced cancer prefer to be cared for
at home.12 This task is usually taken up by informal car-
egivers, defined as people who provide care to relatives
usually without payment.3 Being the informal caregiver of
a relative with advanced cancer can be burdensome and
caregivers are at risk for physical, psychological, and social
dysfunction.*> Although a cancer diagnosis can be consid-
ered a potentially traumatic event® for family members as
well as for patients, clinical practice suggests that most
family caregivers seem to adapt well and return to a status
of mental wellbeing. This process, known as “resilience,”
is often observed after a major disruptive event.”8
Resilience may protect against mental distress and
major psychological problems such as depression or anxi-
ety.®10 As a result, there is an increasing interest in resil-
ience-promoting interventions in cancer caregiving.
However, much is still unknown, as the interpretation and
synthesis of the existing evidence on resilience has been
hampered due to conceptual heterogeneity and a variety
of labels used for the same or closely related concepts.
For instance, although research on adaptive coping, a
concept closely related to resilience, could enhance
insights into the resilient process, not all studies on posi-
tive coping mention the word resilience.'* Hence, authors
risk overlooking these studies when synthesizing the evi-
dence. The hermeneutic review by Opsomer et al.6 clari-
fies this matter. Based on the APA definition of resilience!?
and the theoretical framework of Bonanno et al.’? the
authors suggest approaching resilience as “the process of
adapting well in the face of adversity, trauma, threats, and
significant sources of stress.”12 Resilience is conceptual-
ized as a process that starts from a potentially traumatic
event, is influenced by baseline adjustments and resil-
ience predictors, and leads to a resilient outcome.?3 The
suggested definition and framework are considered the
most comprehensive of all definitions and frameworks
included in the review.® Although the results of the her-
meneutic review® support a multifaceted approach of the
resilience concept, relying on the APA definition of resil-
ience may lead to the exclusion of quantitative studies
that do not approach resilience as a process but as a
measurable trait. On the contrary, qualitative studies
expressing resilience through a variety of terminology
found within the APA definition could be included. Hence,
a novel, innovative, and holistic, approach toward the ele-
ments of resilience was facilitated. This holistic approach

distinguishes this synthesis from other systematic reviews
that focus on only one element of resilience (e.g. resilient
outcome or ego-resiliency).

The aim of this theory-driven meta-synthesis is
fourfold: (1) to create an overall picture by synthesiz-
ing the body of evidence on resilience in cancer car-
egiving, (2) to achieve robust and broad conclusions
that go beyond the results of the original studies by
re-analyzing their findings, (3) to seek how closely the
literature on resilience in cancer caregiving fits within
an integrative process-oriented theory, namely the
proposed theoretical framework of Bonanno et al.,13
and (4) to discover if new ideas or powerful explana-
tions on the phenomenon might emerge from the
review process.

The research question addressed is “How are the ele-
ments of resilience expressed in research on advanced
cancer caregiving?”

Methods

Protocol and reporting

The study protocol was submitted to the International
Prospective Register of Systematic Reviews (PROSPERO)
on April 3, 2020 and published on July 5, 2020, with regis-
tration number CRD42020161476. https://www.crd.york.
ac.uk/prospero/display_record.php?ID
=CRD42020161476.

The reporting of this systematic review is based upon
the Enhancing Transparency in Reporting the Synthesis of
Qualitative Research (ENTREQ) Statement.>

Synthesis methodology

A systematically-conducted meta-synthesis was per-
formed to synthesize findings from qualitative studies
that explored resilience in advanced cancer caregiving.1416
A thematic synthesis approach was applied to reanalyze
the findings of the original studies.l” “Thematic synthesis”
is a well-investigated, rigorous, and explicit methodology
used in the conduct of systematic reviews of qualitative
data on people’s perspectives and experiences.’” This
methodology seemed the most appropriate means to syn-
thesize the findings of the primary studies in order to pro-
vide an answer to our research question, and hence to
gain insight into the expression of resilience in cancer
caregiving.
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Literature search and selection

Five electronic databases (Medline/PubMed, Embase,
Cinahl, Web of Science, and PsycInfo) were searched by
the first author (SO) between March and September
2019. Weekly e-mail alerts were set for all databases. The
PubMed and the Embase search were repeated every
6 months until the analysis was finished (September
2020). Neither the e-mail alerts nor the repeated search
revealed additional papers.

The search was developed with the help of an aca-
demic librarian and was intended to be as comprehensive
as necessary to detect all available studies on the research
topic. The search string for Medline was pilot-tested for
sensitivity. Research on resilience in advanced cancer car-
egiving is scarce, and hence a sensitive search string,
bringing most relevant studies to the front, was prioritized
over a specific search string. The search strings included
Medical Subject Headings (MeSH) or Emtree terms, title
and abstract words, and truncation. The search terms
were related to the following MeSH-terms “caregivers” or
“family” or “friends” and “resilience psychological” or
“emotional adjustment” or “adaptation psychological” or
“post traumatic growth” or “self-efficacy” and “neoplasm
metastasis” or “neoplasms.” The complete search strings
for the five databases are provided in a Supplemental
Material S1: “Search strategy.” No time limitations of pub-
lication were applied.

Inclusion criteria

-Studies on resilience in caregivers of people with
advanced cancer or cancer in a palliative stage. A study
is considered to enhance insight on resilience when
the main topic fits the APA definition of resilience.12
Consequently, studies on adapting well, coping well,
bouncing back, finding benefits, and personal growth
are eligible for inclusion. People with advanced cancer
are defined as those diagnosed with cancer in stage IlI
or IV or with metastatic cancer. People with cancerin a
palliative stage are defined as patients for whom the
goal of cure is no longer reasonable or with a life expec-
tancy of lyear or less, including terminally ill
patients.

-Studies approaching resilience as a process.
-Peer-reviewed studies.

-Studies published in English and Dutch.

Exclusion criteria

-Studies on themes related to resilience without meet-
ing the APA-definition of resilience!? (e.g. hope,

self-efficiency, sense of coherence) or studies
approaching resilience as a measurable trait (quantita-
tive studies).

-Studies on resilience in cancer survivors or during
treatment with curative intent.

-Studies in which the cancer stage is unknown or
unclear.

-Studies on resilience in settings other than cancer car-
egiving (e.g. studies on family resilience, couple resil-
ience, or community resilience).

-Studies in children or adolescents younger than
18 years of age (both patients and caregivers).

-Articles published in predatory journals or by preda-
tory publishers listed on Beall’s or Cabell’s predatory
list. Predatory journals and publishers deviate from
best editorial and publication practices (e.g. no rigor-
ous peer-review process). They are characterized by a
lack of transparency or by the use of aggressive and
indiscriminate solicitation practices.'®

After removing duplicates, the manuscripts found were
uploaded in Rayyan, an online tool developed to ease the
selection process.’® Consequently, two authors (SO and
EL) independently screened the title and abstract of all
hits against the inclusion and exclusion criteria. The full
text of all manuscripts that were considered by at least
one of the two authors was assessed for eligibility by both
authors. Manuscripts agreed upon were included.
Conflicting manuscripts were assessed for eligibility by
the two supervising authors (JDL and PP), discussed within
the authors team, and inclusion or exclusion was decided
by consensus. Starting from this preliminary selection, all
references and citations were assessed through an exten-
sive snowball search. Eventually, a supplementary manual
search in palliative care journals and in the bibliography of
key publications was performed by the first author (SO). In
cases of conflict, selection was discussed between authors
until consensus was reached. A flow diagram of the
screening process, including the numbers of studies
screened, studies assessed for eligibility, studies included
and excluded in the review, and the primary reasons for
exclusion is provided as Figure 1.

Seventeen studies on resilience in cancer caregiving
qualified for inclusion in the review.11,20-3>

Quality appraisal

To be confident that our findings are grounded in ade-
guate data and to avoid drawing unreliable conclusions, a
quality appraisal according to The Critical Appraisal Skills
Program (CASP) was performed.1”:3¢ Two authors (SO and
EL) independently assessed the quality of all included



Opsomer et al.

47

Records identified through database searching
(n=5191)
Medline Embase Cinahl Web of Science PsycInfo
(n=2840) (n=1156) (n=209) (n=902) (n=14)
S
S
©
=
=
-
o
[
hel
= v
Records after duplicates Additional records identified
removed through other sources
(n=4184) (=277
o Y
=
c
o Records excluded
Records screened
g based on title or abstract
(7] 5
n=4448 >
( ) (n=4334)
o \ 4
£
;cén Full-text articles assessed for Articles excluded based on
= eligibility R full-text (n=98)
(n=114) Reasons for exclusion:
- The aim of the study is not
related to reslience.
- The focus of the study is on
external factors, not the internal
process. (e.g., studies on experience)
-bereavement studies
c Y - The study is on another
< i i i salutogenic concept (e.g., SOC,
E Articles included in meta- hope)
g synthesis
(n=16)

Figure 1. PRISMA flow diagram.

studies. The final assessment was made by consensus
after discussing the conflicts. There were no differences
that required the intervention of a third author. Unmet
criteria are disclosed in Table 1. An overview of the critical
appraisal is provided as Supplemental Material S3.

All studies, including the papers that did not meet all
quality appraisal criteria, were considered relevant for our
synthesis. Most studies met seven or more of nine crite-
ria. The two studies of lower quality underpinned the
findings of the other studies but did not reveal new infor-
mation. As a result, they did not affect the final synthesis
results.

Data collection process

Data extraction. Data on study methodology, the
researched population, and the aim of the original study
were mapped and are presented along with the outcomes
of the critical appraisal in Table 1.

Data synthesis and analysis. All findings from the primary
studies were listed and coded line by line. The codes were
inserted as first level codes in NVivo 1.3 and provided with
the accompanying quotes and fragments. Consequently,
the codes were organized deductively according to the
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Table 1. (Continued)

Critical appraisal
unmet criteria*

Part of

Patient characteristics

Study population/relation

to the patient

Age group

Number of

Methods

Aim

Region

Author

alarger
study?

participants

None

No

The patients died of cancer (colon, skin,
breast, glioblastoma, pancreatic) less

Partners of cancer

patients.

42-58 years
(mean 54)

9 (six

Thematic analysis

To explore what intrinsic and

Flanders,
Belgium,
Europe

Opsomer et al.3

women,

extrinsic resources facilitate or

than 12 months before the interview.

three men)

hamper resilience in the middle-
aged partner of a patient with

incurable cancer.
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four elements of resilience as described in Bonanno
et al’s!3 theoretical framework. Within those four ele-
ments, the codes were organized inductively into descrip-
tive themes and subthemes. The codes that did not fit
into Bonanno et al.s!3 framework were further mapped
inductively into new themes and concepts.

After re-reading the included manuscripts, the resulting
code tree was discussed repeatedly within the team of authors
until consensus was reached. The final code tree, illustrated by
quotes, is provided as Supplemental Material S2.

Synthesis of findings

The four elements of resilience as defined by Bonanno et al.13
(the potentially traumatic event, baseline adjustment, resil-
ience predictors, and resilient outcome) were represented in
the original manuscripts. However, some codes did not match
the pre-defined framework. All codes were verbs and could
be clustered as a repertoire of coping strategies the caregivers
used throughout the caregiving process. A graphic represen-
tation of the findings is presented in Figure 2.

The potentially traumatic event

The primary potentially traumatic event, namely a family
member being diagnosed with advanced cancer, was part
of the inclusion criteria. Subsequent events (e.g. hospital
admissions, confrontation with physical changes, being
diagnosed with new metastases), were considered a com-
ponent of the primary traumatic event. Following the diag-
nosis, the caregiver’s world takes on a surreal character.
This period is characterized by intense emotions, critical
events, and the predominance of the gravely ill relative.2-2>
The uncertainty of prognosis and the consciousness of the
person moving toward death threatens the caregiver’s
mental wellbeing.?° Nevertheless, this period of mental
disturbance is followed by adaptation to the new situation
and the start of a resilience process.11,20-35

Baseline adjustment

Baseline adjustment refers to how people functioned
prior to the potentially traumatic event and to their psy-
chological adjustment to other challenges in life.1* Both
the caregiver’s individual history (outlook on life, spiritu-
ality or religious inspiration, previous roles in life, past
experiences of loss, etc.)?3 and sociocultural background
can have an influence on how caregivers will adapt to the
subsequent adversity of having a family member being
diagnosed with advanced cancer).?®

If something needs doing, you just go do it. You don’t sit
around and whine about it. Whining gets you nowhere in life.
That’s always been the way I’'ve been, and | guess that’s how
I’'m coping [with caregiving at home] (p. 80).23
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Figure 2. Graphic representation of the findings.

In our family we have never been open about death, we have
rather joked about it (p. 1121).26

Predictors of resilient outcomes

Context-dependent and subsequent changing variables
such as personal characteristics and one’s supportive net-
work are associated with individual resilient outcomes.!3

Caregiver characteristics. Although no single characteris-
tic can guarantee a resilience process, caregivers seem
more likely to attempt a positive outcome when they
develop one or more of the following characteristics:

Balanced dependency?33% involves a mutual give and
take between caregivers and those on whom they can
trust and rely. Here, both parties give and receive support,
encouragement, and practical help. This can be best illus-
trated by the following quote:

I then called on someone we know well, a good friend, whose
wife also died at home, after the whole process at home and,
by chance, the same GP. | called him asking, should | do that?
Am | able to do that? Because, like, you’re afraid of that too,
right. How is this all gonna go? And the dying, how’s that

gonna go and will | be able to handle that? There are so many
questions going through your head (p. 12).3%

Flexibility, or the capacity to adapt accordingly to chang-
ing circumstances. Flexibility is a characteristic that can be
expressed by taking up a new role, adapting one’s life-
style, or seeking out distracting activities.3>

| went there in agony with him. But | did it (. . .) And there, in
that foreign country, with those techniques. Because they
didn’t know the technique of draining the fluid, they taught
me how to do it in the hospital, so | could do it myself. And
uhm, | did do it, but it was so difficult because | was in a
different role there. In the end, | really was his nurse. (. . .)
Then we drove back home. | had never driven that long
myself. | didn’t even like to drive with his car because it was so
big. Actually, | don’t like to drive at all. But | didn’t have a
choice back then. So, | had to overcome several fears, but in
such a situation, you just do it (p. 12).3°

Positive attitude, a characteristic that is often fueled by
humor and irony. This assists people in discovering a solu-
tion to their problems, attaching positive meaning to the
crisis, and in finding benefits in it. Positivity can be
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expressed by the caregiver’s attempts to fulfill the
patient’s wishes or by sustaining a sense of hope.26:33,35

Actually, how something so horrible [as his partner who was
dying from cancer] can bring up such beautiful things. Yes,
that’s just it. It was horrible and it still is, but. . . In the end, it
was something beautiful, especially the moment she told me
she had been happy. That gave me such a satisfied feeling
(p. 13).35

Information processing, a characteristic that is reflected
in the complex and fragile balance between incoming and
outgoing information regarding the cancer. Knowledge
about the illness, prognosis, and technical aspects of car-
egiving gained from healthcare professionals, the litera-
ture available, and the Internet is reported to have been
helpful. Nevertheless, information gathered through
one’s own previous experiences or from peers—mostly
based on lived experiences or ‘learning the hard way’—
and focusing on the everyday aspects of living with cancer
is described as even more supporting and empower-
ing.11.283435 Fyrthermore, the information people want to
receive does not always mirror the information they want
to share with others. Most caregivers do not feel the need
to discuss the person’s cancer and are concerned about
how to inform others about the illness.1131 The caregiver,
as information processor, is illustrated by the following
quote:

| think we have found a good way to deal with the situation.
People sometimes ask how my wife is doing, and | then tell
them what is going on with her cancer at that time. But after
that, we have lots of other things to talk about, and | like that.
I do not want her to be seen only as a sick person (p. 128).31

Internal strength, which may be expressed, for example,
as an increase in self-confidence, leads to a heightened
ability to make decisions and solve problems that facilitate
a renewal of commitment to the dying family member.2%.23
Self-confidence in the caregiving role can be described as
protection against powerlessness and helplessness.

I felt | had a lot of strength and | needed it all, that’s for sure
(p. 109).%

| kept telling myself, “I can’t, | can’t, | can’t” [do the work
associated with caregiving]. And everyday, I'd get up and I'd
go, “I can’t.” The next day, I'd go to bed at night and say, “Yes
you can.” Tomorrow is a new day. You’ve got to get up.
Change your attitude. Get outside

where you are, in that darkest place (p. 80).23

The supportive network. In addition to personal charac-
teristics, a supportive network is essential in achieving a
resilient outcome throughout the caregiving process. On
the other hand, a supportive network is not always referred

to as resilience facilitating. In fact, the caregiver’s network
could also be resilience inhibiting.11,21-23,26,28,30,32,34,35

Meaningful relationships Most caregivers are reinforced
when surrounded by people who care about them and
with whom they can share their emotions.20:28:31.35 Equally,
caregivers appreciate family members and friends giving
practical advice or even taking over time- and energy-con-
suming tasks.2:2835 Caregivers also express their apprecia-
tion for the availability of regular visits from healthcare
professionals.2835 In spite of this, few caregivers actually
take advantage of these invaluable resources offered
beyond office hours.21:28313435 On the other hand, family
caregivers feel empowered by healthcare professionals
and friends who take the time to proactively assess their
needs.28'34'35

| was privileged during the difficult period. My sister and
brother-in-law were here all the time and helped my husband
and me. My husband did not have to be alone in his room,
and | could take a break, that was a great help for me
(p. 255).26

The patient’s contribution to the caregiver’s wellbeing
should not be underestimated. Frequently, the patient’s
physical and mental condition is an important predictor of
the caregiver’s resilient outcome.313> Feelings of satisfac-
tion and accomplishment are related to the patient’s
characteristics or behavior. Those feelings result from car-
ing for patients who are positively minded or patients
who accept their illness and impending death without
complaining. Caregiving may become a resilient process
when patients respect the caregiver’s needs or spiritual
beliefs, express their feelings of gratitude, and let the car-
egiver know that they can reflect on a happy life.21,23.2834,35
If the patient and the caregiver are life partners, the qual-
ity of their relationship can influence the resilient out-
come even further; mutual love, trust, togetherness, and

respect are reported as important facilitators for
caring.232427,3435

| went along with her positivity. Because when your partner is
so positive, you’re not going to tell her that it may only last six
months or. .. No, then you just pull away the belief, you pull
away all the hope from under her feet. You simply don’t do
that (p. 17).%

A coping repertoire

Within the coping repertoire, four different coping strate-
gies could be identified: focusing on everyday life, taking
responsibility, managing, and mastering the situation.

Focusing on everyday life. The unpredictability of the
cancer provides caregivers no other options than to “take
it one day at a time.”2%3133 Some caregivers avoid the
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reality as if the cancer does not exist and death is far off in
the future.23:25262931,33 They strive to continue a normal
existence by taking part in everyday activities or by main-
taining their usual work schedule.1%34 The structure of
everyday life symbolizes life itself.2” Hence, focusing on
the present keeps hope alive and supports a sense of
peace and meaningfulness.2’2 This means of coping
allow the caregiver to treat the patient as a living human
being instead of a dying one.2 This “normality” can offer
caregivers an escape from the cancer and give them the
chance to renew their energy level and to maintain a

sense of  wellbeing despite the stressful
Situation.11'26'28'2931'33‘35

Things just go on like before. We talk, we putter around here,
we clean a bit and help each other and nothing is so different
when it comes to all that (. . .). We used to work at the same
place, and we have our ways (laughs) And she bakes
something sometimes, a cake or buns or something, which
we can have if we want. No, it works quite well. (. . .) We go
on more or less as usual so it’s all right (p. 71).27

Taking responsibility. Caregivers feel not only responsible
for the physical and mental wellbeing of the patient, but
also for their own welfare and that of family and
friends.2>2%32 While some caregivers feel compelled to
assume the caregiving role, others feel it a natural
response.?’ In a similar vein, caregivers find satisfaction in
meeting the expressed needs of the patient,? in accept-
ing new roles, or in taking over tasks the patient used to
fulfill.33.35

. . .then you get talking to other people and they help their
mums out a couple of days a week and things like that, but |
don’t. . . you feel bad if you don’t go up there and you feel
bad when you are there (p. 73).27

Caregivers sometimes minimize the details of the cancer.
In this manner, they try to shield their family members
and friends from grief by making them believe everything
will turn out all right.?®

Some caregivers realize that they should not only take
responsibility for the patient and their families, but also
for their own wellbeing. As a result, they start to eat
healthier, increase their activity level, and schedule more
frequent preventive medical checkups.32

Managing the situation

Caregivers who manage the situation intend to control
or alter the situation through the use of situation-correc-
tive actions. Firstly, a sense of control over the cancer can
result from insight into the disease and therapy. There-
fore, caregivers gather information about the cancer by
talking to healthcare professionals and peers or by search-
ing the Internet.26:2831 Secondly, caregivers continue to

hope that the cancer will disappear or go into remission.
They focus on the symptoms instead of the cancer since
the former can be treated. In that way, alleviating the
symptoms provides a sense of control.26:2935 Thirdly, some
caregivers work toward specific goals to control the situa-
tion. For instance, they may do their all to keep the patient
out of the hospital or attempt to prolong the patient’s life
by intervening in the therapy. Trying new, or even alterna-
tive treatments, contributes to a level of hope in extend-
ing the patient’s life.26:35

| knew it was available in a neighboring country, so | e-mailed
the firm and called the local representative in advance to
inquire which doctors had contributed to the study, and so on.
Then, | contacted them. | received e-mail addresses, and we
got accepted abroad (p. 8).3°

Mastering the situation. Caregivers who master the situ-
ation accept the cancer and the idea that the patient will
die. They flexibly adjust their lifestyles to the situation.
Sometimes, a cocoon-like situation is created with the
predominance of the dying family member whose com-
fort and quality of life should be guaranteed. This may be
achieved by maintaining a sense of peace and serenity or
by fulfilling the patient’s last wishes.?13> Being surrounded
by family becomes increasingly important.?® Lifestyle is
adjusted to the patient’s needs and wishes. Daily planning
is adapted to the patient’s condition, often at the expense
of the caregiver’s own social activities.?>3> The caregivers
organize pleasant activities for the patient by creating
moments to cherish. Indulgences are embraced and
mostly involve activities the patient used to enjoy before
diagnosis.112835 Caregivers mastering the situation deal
with the cancer in a realistic way which prevents frustra-
tion and disappointment that go with unachievable goals
and which enhances their wellbeing.!! The caregivers
strive to be prepared for the emotional pain by facing
their fears for the future. Life’s priorities are reassessed
whereas relationships with family and friends are often
prioritized over other aspects of life.1132 Accepting the
situation often comes with uncovering meaning in the
cancer, whether or not in a spiritual way,?® and by focusing
on the positive aspects of the cancer experience.11.24

[We] realize that life is precious, and our moments with
people are precious. And that that is so much more important
than all the little trivial, busy things of life (p. 7).32

Resilient outcomes

Resilient outcomes are referenced to any mental condi-
tion prior to the potentially traumatic event.!? As such,
resilient outcomes could be described as stability in men-
tal functioning, finding benefits in caregiving, or in per-
Sonal growth.11'22'24'25'2732'35
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Some caregivers reported that coping with the cancer
diagnosis helped them to maintain mental wellbeing; they
could continue to be themselves and felt like ordinary
members of society.11.20,29,32

But as far as physical changes or mental changes relative to
dealing with cancer, | can’t say that I’'ve noticed much change
in the way my wife or | approach life (p. 8).32

Other participants experienced benefits of caregiving
both in a sense of reward and through deepened relation-
ships.222532 A sense of reward can result from the mean-
ing family members find in caregiving or can be associated
with a “feel good” death, meaning that the patient died
peacefully, surrounded by family and at the place which
they preferred. Furthermore, caregiving can profoundly
and positively change relationships, leading to a sense of
togetherness and more intense relationships both with
the patient and with other family members.2227.3235
Through caregiving, relationships are often prioritized
over other life domains.32 Some caregivers mentioned a
greater sense of closeness to or an enhanced trust in
God.3?

Yes, | suppose to some extent it was rewarding for me because
I could do it and it meant that it kept her out of hospital
(p. 277).%

Some stories go even further and reflect the personal
growth that the participants experienced—a personal
growth that was expressed in different ways. For instance,
caregivers felt stronger by being immersed in adversity,
and hence being forced to face not only their fears and
shortcomings, but also their strengths.222427 Moreover,
an increased empathic ability and enhanced connection
with others was reported.24#27.32 Furthermore, from the
awareness of shortness of life, a greater appreciation of
life and of time with loved ones can arise.?432

We’ve learned a lot of patience and tolerance for other
people that we didn’t have before, a lot more empathy that
we have for people who have adversity whether it’s cancer or
any other kind of problem. . . you feel a connection and an
empathy for that, that we didn’t have before (p. 8).32

Discussion
Main findings

This meta-synthesis aims to synthesize the findings of
qualitative studies on resilience in cancer caregiving based
on the theoretical framework of Bonanno et al.’3 as sug-
gested by Opsomer et al.6 The four elements of resilience,
as defined by Bonanno et al.’? in their theoretical frame-
work, are reflected in the lived experiences of family car-
egivers. A family member or friend being diagnosed with

incurable cancer can be considered a potentially trau-
matic event® and a prospective starting point of a resil-
ience process!? that leads to three patterns of resilient
outcomes, namely mental wellbeing, benefit finding, or
personal growth. The resilience process itself is influenced
by different contextual factors related to: (1) the caregiv-
er’s baseline adjustment, determined by the person’s
individual history and the sociocultural background, and
(2) a number of evolving and interacting resilience predic-
tors. These characteristics and abilities include balanced
dependency, being flexible, and serving as information
processor. Additionally, the caregiver is charged with
being positive, injecting humor, and maintaining an inner
strength. The caregiver can also best be supported by a
network of family (including the patient themselves),
friends, and healthcare professionals who provide practi-
cal and emotional support. Although most of our findings
fall within the theoretical framework of Bonanno et al.’3 a
complementary theme highlighting the repertoire of cop-
ing strategies used during the resilience process came to
the fore, namely: focusing on everyday life, assuming
responsibility, and managing and mastering the situation.
These coping strategies could potentially be moderators
in the resilience process, on the one hand between the
baseline adjustments and resilience predictors and the
resilience outcomes on the other.3”

Approaching the coping strategies as moderators of
the resilient process may enhance the insight into the
underlying mechanisms of the resilience process and pro-
vide an answer to the question: Why is a cancer diagnosis
followed by a resilience process and a resilient outcome in
one family caregiver and not in the other? Such questions
are typically answered by realist research, a philosophy-
driven approach developed by Pawson and Tilley.3”
Indeed, scientific realism does aim to identify mecha-
nisms in order to explain what works, for whom, why,
how, and in what contexts.37.38 OQur findings might be com-
plemented and extended by approaching them in a realist
way.3? A realist context-mechanism-outcome (CMO) con-
figuration may lead to explanations of the observed out-
comes and may be the basis for refining an existing theory.
The context is defined as all resources that facilitate, influ-
ence, or moderate the outcome. The mechanisms are the
underlying processes triggered by the particular context
to generate outcomes which are the different effect pat-
terns discovered in the data.*® Those outcomes can
change the resources, and as such become a new context
factor that generates other mechanisms, and thus creates
new outcomes.3® This is illustrated by a hypothetical
example stemming from our findings (see Supplemental
Material S4). Such a realist approach may possibly reveal
whether the coping strategies that emerged in this review
are the mechanisms that enable the context factors (base-
line adjustment and resilience predictors) to elicit resil-
ience outcomes. Moderated by the four coping strategies,
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most context factors within the themes “baseline adjust-
ment” and “caregiver characteristics” could be linked to
all resilient outcomes. Nevertheless, evidence of the asso-
ciation between “the supportive network characteristics”
and the “coping mechanisms” is scarce.2%2%34 However, all
four coping strategies are part of trajectories leading to a
resilient outcome. The strategies are context-dependent,
and no strategy seems to be preferable over another.
Strategies like focusing on everyday life imply avoiding any
confrontation with the cancer diagnosis or even denying
the cancer. Those strategies are often considered emo-
tional or negative coping.*! Nevertheless, temporarily act-
ing as if the cancer does not exist, can help people to
enjoy the smaller things in life that otherwise would be
experienced as normal. Therefore, when applied follow-
ing a cancer diagnosis, focusing on daily life seems to be
rather protective and supports a resilient process. From
the selected studies, the coping strategies “focusing on
daily life” and “mastering the situation” are linked with all
three resilient outcomes, while taking up responsibility
was not associated with mental wellbeing in the included
studies. Surprisingly, only one study reveals a connection
between “managing the situation” and the resilience out-
come “benefit finding.” Hence, it is unclear if managing
the situation can lead to mental wellbeing or personal
growth. From our search strategy no studies oriented spe-
cifically on bouncing back to mental wellbeing could be
discovered. However, mental wellbeing and healthy func-
tioning is described as the most common resilient out-
come®4244 and “bouncing back” is actually part of the
definition of resilience. Nevertheless, three studies on
benefit finding or personal growth through cancer car-
egiving were included.?22432 The lack of qualitative stud-
ies focusing on mental wellbeing as a resilient outcome in
cancer caregiving could explain the vagueness of the rela-
tion between mental wellbeing and the different coping
mechanisms used by caregivers. A simplified CMO scheme
is presented in Figure 3. The detailed schemes are pro-
vided in Supplemental Material S5. It can be concluded
that the caregiver’s baseline adjustment and individual
characteristics can influence the four resilient coping
strategies, which consequently are linked with resilient
outcomes such as benefit finding and personal growth.
This may clarify the results of earlier studies that establish
a link between caregiver characteristics and positive
outcome.*>46

Many resilience studies emphasize the importance of
context support in maintaining mental wellbeing.47-4°
However, in the included studies, a supportive network
was designated as ambivalent resilience facilitating and
resilience inhibiting.11:21-23,26,28,30,323435 \oreover, the
association with the coping strategies, and consequently,
with the resilient outcomes, could not be elucidated suf-
ficiently from this review. Context support is unlikely a sta-
ble resource, but rather a dynamic and complex system in
which context members interact within different behavior

patterns that work for some people under specific circum-
stances, but not for others.>%>51 Using the realist CMO-lens
on the behavior of the caregiver’s context as well as the
influence on the resilient coping strategies is needed to
clarify why, how, and for whom a supportive network can
result in a resilient outcome.

Nevertheless, this review has been confirmed that
Bonanno’s theoretical framework of resilience is largely
applicable to the particular situation of caregivers con-
fronted with a loved one’s diagnosis of incurable cancer.
The coping strategies are not inherent to the resilience
process but are a mechanism by which the context (base-
line adjustment and resilience predictors) can result in a
resilient outcome, which, consequently, can influence the
context factors or can act as a new resilience predictor
itself in the course of the resilience process following the
diagnosis of advanced cancer.133°

In order to avoid the chaos of multiple definitions and
approaches of resilience, this meta-synthesis was based
on an existing definition, namely the APA definition, and
an established theoretical framework that were proposed
in a hermeneutic review by Opsomer et al.6 as the most
suitable to study resilience in cancer caregiving.61213
Consequently, in the analysis, the original findings were
brought together, interpreted, analyzed, and coded again,
resulting in new findings that are more general and better-
grounded than the original studies’ results.>2 Moreover, as
recommended by Paterson et al.53 the quality of the syn-
thesis could be optimized by the reflexivity and diversity of
the research team, including researchers from different
disciplines, with differences in research experience, diverse
methodological background, and a different perspective
on the studied phenomenon. However, this review has its
limitations. From the start, we struggled with the variabil-
ity in which resilience is approached and with the incon-
sistency in terminology used in the primary papers. The
number of included manuscripts containing a definition of
resilience is low. In one study, resilience is approached
from the theoretical framework on another salutogenic
concept, “sense of coherence.”3! Some of the manuscripts
were included because the investigated phenomenon met
the APA definition of resilience!? even when the manu-
script itself did not mention the word “resilience.” On the
other hand, a synthesis of qualitative studies was preferred
above a mixed-methods synthesis since the quantitative
manuscripts did not approach resilience as a process but
as a trait, and thus did not meet the APA definition.

What this study adds and implications

This review may enhance insights into resilience in car-
egivers of patients diagnosed with advanced cancer and
the role of coping strategies. These new understandings
can be used in the development of resilience supporting
interventions and in clinical practice. The insufficiency of
focusing exclusively on how caregivers manage the
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Figure 3. Simplified context—mechanism—outcome scheme.

situation is underlined. Moreover, our findings stress the
importance of taking into account the resilience predic-
tors (the caregiver’s characteristics and their supportive
network), as well as the moderating coping strategies
and the intermediate outcomes. Eventually, one should
be aware of perpetual changes in context factors during
the caregiving process as the intermediate outcomes
may influence the resilience predictors or even serve as
new context factors.

Our analysis also reveals some gaps in knowledge.
Little is known about the behavioral patterns of the sup-
portive network and the coping strategies related to these
particular resilience predictors. More profound research
from the realist frame on the caregiver’s supportive net-
work would bring more clarity in this matter. Moreover,
from this review, it can be assumed that the resilience
process following a relative’s cancer diagnosis is iterative.
However, more longitudinal research is needed to fully
identify the underlying patterns.

Conclusion

Starting from an integrative process-oriented theory, this
review reveals key elements of resilience in the process of
cancer caregiving, including influencing factors and out-
comes. Moreover, new explanations emerged on how

context elements such as individual history, sociocultural
background, the caregiver’s characteristics, and the
behavior of their supportive network, are all moderated
by coping strategies to reach a resilient outcome.
Furthermore, some gaps in knowledge on the behavior
patterns of the supportive network and on the successive
interactions within the resilient process are highlighted.
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