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Abstract

Background: Promoting resilience is an aspect of psychosocial care that affects patient and whole-family well-
being. There is little consensus about how to define or promote resilience during and after pediatric cancer.
Objectives: The aims of this study were (1) to review the resilience literature in pediatric cancer settings; (2) to
qualitatively ascertain caregiver-reported perceptions of resilience; and (3) to develop an integrative model of
fixed and mutable factors of resilience among family members of children with cancer, with the goal of enabling
better study and promotion of resilience among pediatric cancer families.
Methods: The study entailed qualitative analysis of small group interviews with eighteen bereaved parents and
family members of children with cancer treated at Seattle Children’s Hospital. Small-group interviews were
conducted with members of each bereaved family. Participant statements were coded for thematic analysis. An
integrative, comprehensive framework was then developed.
Results: Caregivers’ personal appraisals of the cancer experience and their child’s legacy shape their definitions
of resilience. Described factors of resilience include baseline characteristics (i.e., inherent traits, prior expectations
of cancer), processes that evolve over time (i.e., coping strategies, social support, provider interactions), and
psychosocial outcomes (i.e., post-traumatic growth and lack of psychological distress). These elements were used
to develop a testable model of resilience among family members of children with cancer.
Conclusions: Resilience is a complex construct that may be modifiable. Once validated, the proposed framework
will not only serve as a model for clinicians, but may also facilitate the development of interventions aimed at
promoting resilience in family members of children with cancer.

Introduction

There is growing recognition that ‘‘whole-patient’’
cancer care must focus not only on medical therapies, but

also on the psychosocial well-being of patients and their
families.1 Recent literature has called for the integration of
psychosocial care into standard medical oncology practice,2,3

including routine screening for psychological distress and
identification of those in need of additional support.4

As with studies conducted among adult cancer patients,
pediatric studies have generally focused on negative psy-
chosocial outcomes among cancer survivors5 and family
members.6 Parent mental health can influence family func-

tion as well as affect patient and sibling quality of life and
physical health7–9; hence, efforts to reduce parent distress are
critical.10,11

Comparatively few studies have described factors of resi-
lience during or after cancer; however, promoting positive
psychosocial outcomes is just as critical as minimizing nega-
tive ones. Indeed, post-traumatic growth (making sense or
finding meaning from traumatic experiences) has been shown
to moderate the effects of medical stress and improve life
satisfaction among cancer survivors.12 Likewise, personal
characteristics such as optimism and perceptions of the cancer
experience have been related to ultimate psychological
health.13,14 Studies conducted in advanced palliative care
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settings have shown that supportive care teams, provider
interactions, and evolving social support can all mitigate
caregivers’ sense of powerlessness.15

Some of the challenges in resilience research are due to a
lack of consensus definitions or recommendations. The con-
cept of resilience implies an ability to withstand stress or
‘‘bounce back’’ from traumatic events; however, resilience
research has been predominantly theoretical and has drawn
from the health services, psychiatry, and psychology fields.
Some argue that resilience relates to a preexisting trait that
allows individuals to thrive in the face of adversity,16,17

whereas others insist it is due to a dynamic process of positive
adaptation.18,19 A third conceptualization is that resilience
represents a final outcome, or relatively positive state of
being.20–22 Clinicians tend to define resilience as a lack of
psychological distress, or a positive outcome such as quality
of life or post-traumatic growth. Existing clinical studies
involve variable methodologies and patient populations,
precluding techniques such as meta-analysis.23 This diver-
sity makes it difficult to develop and evaluate resilience-
enhancing interventions.

Our ultimate objective was to lay groundwork for future
resilience research among pediatric cancer patients and their
families. We aimed to: (1) review the resilience literature in
pediatric cancer settings; (2) qualitatively ascertain family-
member-reported definitions of resilience and perceptions of
contributing factors; and (3) develop an integrative frame-
work of fixed and mutable factors of resilience in the setting of
childhood cancer. Once evaluated and refined, this frame-
work may form the basis for studies aimed at fostering resi-
lience and associated positive outcomes among caregivers of
children with cancer and perhaps by extension, the entire
family.

Methods

Literature review

Medline, CINAHL, and PSYCInfo were searched for
manuscripts indexed with the following terms, in various
combinations, through March, 2012: childhood cancer,
pediatric cancer, parent, caregiver, family, supportive care,
psychosocial outcomes, resilience, coping, post-traumatic
growth, benefit-finding, and quality of life. Titles and ab-
stracts of all identified citations were screened and included if
they involved theoretical, stated, or implied definitions of
resilience. Additional manuscripts were identified from ref-
erences of selected articles. Whereas pediatric cancer care-
givers were the intended target of the resilience model, most
of the studies reviewed did not specifically target pediatric
populations. As such, the model was developed based on
results extrapolated from studies in other populations and our
qualitative interviews.

Small group interviews

After approval from the Seattle Children’s Hospital In-
stitutional Review Board, eight bereaved families were in-
vited to participate in family group interviews. Eligible
families were at least 2 years bereaved and were identified by
their primary oncology care teams. Each interview included
all interested and available family members, lasted 1.5 to 3
hours, and was conducted by the same, trained moderator

who had not been previously involved in the patient’s care
(ARR). No incentive or compensation was offered except re-
freshments. The following question stems were incorporated
into each interview: ‘‘What does the word ‘resilience’ mean to
you?’’ and, ‘‘What has enabled your resilience?’’ Participant
responses were transcribed and coded for thematic analysis
using the grounded theory-based inductive process of iden-
tifying emerging themes of common responses.24 Specifically,
concepts identified from the literature search were incorpo-
rated into coding for the first interview; then, coding strate-
gies were re-addressed based on each subsequent interview.

Framework development

Literature findings were synthesized with focus group
themes to develop a single conceptual framework that de-
scribes potentially modifiable elements of resilience among
family members of children with cancer. The final model
proposes new language to be applied in clinical settings.

Results

Literature review

The review identified exceptionally heterogenous manu-
scripts that we describe narratively. We identified 481 unique
papers (392 with the search term ‘‘resilience’’). Not all gave
explicit definitions of resilience; rather, several manuscripts
suggested evidence of resilience in introductory or discussion
sections. Likewise, when ‘‘resilience’’ was not a listed key
word, implied definitions were extrapolated from authors’
descriptions. The majority of clinical studies were cross-
sectional or retrospective evaluations of psychosocial out-
comes; comparatively few were performed in prospective or
longitudinal manners.

Clinical studies echoed three divergent theories that resi-
lience is defined by pre-existing traits,16,17 evolving processes
of adaptation,18,19 or psychosocial outcomes.20–22,25 For ex-
ample, some authors described baseline characteristics asso-
ciated with resilience, including demographics (education,
income), inherent traits (optimism, hardiness, self-esteem,
self-efficacy), immutable aspects of the cancer diagnosis
(prognosis), and prior expectations of illness.26–34

Others used the term ‘‘process’’ to equate resilience with
adaptation over time35 such as families’ learning to deal with
new demands, symptoms, lifestyles, relationships, and
perceptions, as well as maintaining normalcy in the face of
adversity.18,36 Evolving personal states (coping skills, spiri-
tuality, hope),16,33 social support,36 family cohesion, spousal
communication, and changes in socioeconomic status37 were
all associated with caregiver resilience, as were modifiable
aspects of the medical experience (caregiver perceptions of the
experience and associated stressors).5, 38–41 Parents with better
insight into their child’s prognosis were better able to set re-
alistic goals42,43 or prepare for their child’s death;43,44 such
abilities may encourage more positive psychosocial out-
comes.11,42–45

Finally, much of the clinical literature related resilience to
positive psychosocial outcomes, a lack of adverse outcomes
(comparative normalcy), or those patients and families who
go on to lead psychologically healthy or productive lives.46–48

Many cited specific psychosocial outcomes as evidence for or
against resilience; however, the timing of the outcome and its
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definition varied widely. As mentioned previously, phe-
nomena such as post-traumatic growth and finding meaning
from the cancer experience were equated with resilience be-
cause they were associated with overall psychosocial adjust-
ment after cancer.13,14,40

Small group interviews

Seven of eight invited families (88%) and 18 total family
members agreed to participate. Participants were predomi-
nantly parents; however, adult siblings and extended family
members were also present (Table 1). Identified themes ech-
oed existing resilience theories; family members described
baseline characteristics, evolving processes, and psychosocial
outcomes as factors of resilience. Additionally, they cited their
own perceptions and appraisals of stressors and their child’s
legacy (Table 2).

Baseline resilience characteristics

Some caregivers described inherent traits as elements of
resilience; for example, one parent suggested it is something
‘‘you either have.or you don’t.’’ Another parent noted that
such traits might be ‘‘different for different people.’’ Several
caregivers noted that their child’s diagnosis and the family’s
initial impressions thereof affected their later adjustment.
Families cited their own sociodemographic characteristics as
factors of resilience, including prior education, finances,
family structure, and level of preexisting social support.
Finally, they recognized that some aspects of the cancer ex-
perience were ‘‘out of their control,’’ and that resilience must
be built on the foundation of these preexisting or immutable
baseline characteristics.

Evolving resilience

Families described several aspects of resilience that evolved
over time. First, they described changing personal states such

as hope or coping skills. They recognized that the cancer ex-
perience changed daily and required variable levels of adap-
tation over time. Families also described changing levels of
social support, not only from local communities, but also from
new and developing relationships with other families. Other
support came from dynamic relationships with their medical
care team and other supportive care services. Caregivers de-
scribed modifiable aspects of the medical experience as factors
of resilience; in particular, they cited communication and
provider interactions as experiences that either enabled or
detracted from their ability to be resilient.

Resilience outcomes

Caregivers also described specific consequences of their
cancer experience as factors of resilience. Despite the loss of
their child, many had identified some benefit or meaning from
the experience. Some families felt that the ability to care for
themselves and other children in the home was evidence of
resilience. Likewise, many felt that any level of normalcy after
losing a child with cancer was indicative of resilience.

Child’s legacy

One recurrent consequence, or outcome, of the cancer ex-
perience was the recognition of a child’s legacy and the cor-
responding sense of purpose families attributed to their
ultimate resilience. For example, many said that they now
focused on what was important to their children. They de-
scribed living to do things their children valued, or that their
children had not been able to do. In addition, caregivers de-
scribed their child’s ‘‘fight’’ or ‘‘battle’’ with cancer, the cour-
age their child had exhibited, and how they, as caregivers,
would honor their child by continuing ‘‘to conquer life.’’

Perceptions and appraisals

Finally, caregivers related resilience to their overarching
perceptions and appraisals of strengths and stressors over
time. They recognized that no one definition of resilience fits
all; resilience factors and definitions are personal and unique
to each individual.

Framework development

Using findings from the reviewed literature and small
group interviews, we first developed a set of terminology to
describe factors of resilience (Table 3). ‘‘Baseline resilience’’
relates to theories of inherent traits and is characterized by
preexisting risk factors or strengths identified at the time of
diagnosis or soon thereafter. ‘‘Evolving resilience’’ refers to
theories of resilience as a process and includes elements of
the illness experience that change over time. ‘‘Resilience
outcomes’’ are those measures of positive or normal psy-
chosocial functioning that develop during or after, as a
consequence of, the illness. We highlighted factors that may
be measured with existing, validated, standard instruments
as well as those that must be more subjectively measured in
clinical settings.

Then, we empirically created a framework of fixed and
modifiable components of resilience among family members
of children with cancer from the time of diagnosis, based on
both literature and qualitative findings (Fig. 1). As caregivers
suggested, resilience is built on a foundation of baseline

Table 1. Characteristics of Small Group Participants

and Deceased Cancer Patients

Participant characteristics (n = 18)
Age range: 22 to 65 years
Sex: 8 male, 10 female
Relationship to deceased cancer patient:

Mother N = 6
Father N = 6
Sibling N = 3
Aunt N = 1
Grandmother N = 2

Cancer patient characteristics (n = 7)
Age range (at diagnosis): 2 to 21 years
Age range (at death): 3 to 22 years
Time since patient death: 2 to 4 years
Sex: 2 male, 5 female
Deceased patient’s cancer type:

Osteosarcoma N = 2
Ewing sarcoma N = 1
Rhabdomyosarcoma N = 1
Leiomyosarcoma N = 1
Burkitt’s lymphoma N = 1
Neuroblastoma N = 1
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characteristics that remain over time. Resilience then evolves.
Like frameworks for the role of palliative care teams over the
duration of an illness, different elements of resilience pre-
dominate at different time points. For example, ‘‘evolving
resilience’’ plays a larger role early on, while patients and
families are learning to cope. Over time, however, ‘‘resilience
outcomes’’ become increasingly important and ultimately
become the predominant focus. Overarching all of these fac-
tors are the subjective perceptions and appraisals of medical
stressors over time, as well as the child’s legacy.

The framework also provides suggestions for interven-
tions. In the peri-diagnostic period, for example, resilience
may be fostered by recognizing high-risk or fostering pro-
tective characteristics. During a child’s treatment phase,
supportive care services (social work, psychology, psychiatry,
chaplaincy, child life or palliative care teams) may provide
critical assistance to families and thereby affect the direction
of resilience trajectories. Medical personnel may be able to
directly modify the evolution of resilience by optimizing

communication and thus parent perceptions and concordance
with the medical team, perhaps facilitating decision making.
Resilience outcomes may be targeted for specific needs as they
arise. Outcomes are considered mutable in that they can be
affected by directed interventions (i.e., psychiatric referrals for
parents with new depression or anxiety).

Discussion

Among life’s stressful events, few can be considered more
difficult than that of a parent or caregiver facing the loss of a
child. When present, parental distress can influence family
structure and function, patient and sibling quality of life, and
family survivorship as a whole.7–9 Still, many demonstrate
remarkable resilience in the face of this challenge, and resi-
lience is a critical component of overall psychosocial care.
Although there is general agreement that the concept of re-
silience implies an ability to withstand or recover from trau-
matic stress including life-threatening illness, there has been

Table 2. Identified Resilience Themes and Exemplary Quotes from Bereaved Family Members

of Children with Cancer

Theme Exemplary quotes

Child legacy � ‘‘Even though is still hurts, living my life with joy is what she would want me to do. I learned that life
is short and I appreciate everything around me now. I take nothing for granted. To love others, to
help others, to serve others. That will be my daughter’s legacy.and now my own.’’

� ‘‘I will live a long life and never have made the impact she did. But I sure am going to try.’’
� ‘‘She conquered. Even though she died, she conquered. I’m gonna’ keep conquering.’’
� ‘‘There is this feeling of guilt that I survived. But, I take that and incorporate it into my life. This has

not defeated me.’’

Baseline resilience
characteristics

� ‘‘I think some people have that.view on life? Thinking style? Approach to problems? I don’t know,
that ‘thing’ that will enable them to make it. Some don’t have that. You either have it or you don’t.’’

� ‘‘Maybe we all accomplish the same thing in different ways. We all have some strength we draw from,
some personal attribute that enables us to survive.but it is probably different for different people.’’

� ‘‘There is an aspect of cancer that is just cruel. Painful, little things on top of everything else. It
mattered that we had this terrible prognosis from the beginning. We couldn’t change that, so we
changed what we wanted to fight for.’’

� ‘‘I think it depends on your background. Our education helped.’’

Evolving resilience � ‘‘We had to think about what we hoped for. We had to change our goals of hope.’’
� ‘‘Every day is different. Has different challenges. You have to adapt and change with time.’’
� ‘‘I don’t know what we would have done without our church community. How do people do

this without a community?’’
� ‘‘This is a family you never want to be a part of. But once you are there, that family helps. You need

to let people help you.’’
� ‘‘The [hematology/oncology]floor was the only place we had where our joy, terror, anger, and

sorrow were never judged even if we moved from one to the other quickly.’’
� ‘‘It was our team. The doctors, nurses.everyone. How they were there, fighting with us. That

was so important.’’
� ‘‘Communication skill really depends on the team. When it was our primary team, that helped.

We weren’t prepared or willing to listen to a final answer from unfamiliar faces.’’

Resilience outcomes � ‘‘I wouldn’t wish this experience on anybody. But, when I look back on it, I learned something
about life. About what matters.’’

� ‘‘Cancer was a huge gift to our family in weird ways. We learned to give of ourselves.’’
� ‘‘My life-satisfaction is no longer defined by my job or my health. I have found other meaning in life.’’
� ‘‘I saw some families, you know, where a parent couldn’t hold it together. Would get depressed or

too stressed out. And then, they couldn’t take care of their kid. Having that kind of problem makes
it really hard to be resilient.’’

� ‘‘People live through this. I’m still worried for my own emotional health, but I also still remember to
brush my teeth. Living normal and surviving this is resilience to me.’’

Perceptions and
appraisals

� ‘‘Resilience is different for every person.every family. We don’t always get to know that everything
will be okay, or even what ‘okay’ means. But, we can strive for okay. Every day, we can strive for okay.’’

� ‘‘The experience is so personal. What we value is so personal. How we fight.it is so personal.’’
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debate about how to formally define, operationalize, or clin-
ically study resilience.

Using a comprehensive literature review as well as exten-
sive interviews with bereaved family members, we found that
resilience in pediatric cancer is shaped by baseline character-
istics, evolving states, and psychosocial outcomes. In the set-
ting of pediatric cancer, it is colored by on-going perceptions
and appraisals of stressors over time and illustrated by overall
psychosocial well-being, functional outcomes, and a sense of
purpose. Our novel framework not only integrates these
findings, but it also supports longitudinal changes in patient
and family needs that may enhance or detract from positive
psychosocial outcomes. It provides a platform for clinicians
and researchers alike to develop resilience-enhancing inter-
ventions.

Our findings are similar to family systems theories, which
suggest that crises and persistent challenges impact the whole
family.18 Such studies also suggest that family resilience must
incorporate characteristics such as flexibility with processes of
adaptation as well as outcomes such as finding meaning in
adversity.18 Like other models of medical traumatic stress49 or
preventative health10 for pediatric cancer patients and their
families, our framework also suggests that a subset of families
will have preexisting vulnerabilities that may be exacerbated
by the diagnosis of cancer. Some families will develop diffi-
culties negotiating specific challenges during their treatment.
Likewise, we attempted to highlight changing goals of po-
tential interventions at different phases of treatment. For ex-
ample, early interventions may attempt to modify the
subjective experience of parenting a child with serious illness,
whereas later interventions may aim to mitigate negative
outcomes such as parent psychological distress.

The timing and structure of such interventions remains
uncertain. Prior studies of psychological interventions have
demonstrated promise in decreasing distress and improv-
ing the adjustment of parents of children with cancer.50 Others

have suggested methods to integrate multiple family mem-
bers, but have highlighted the variability of modalities em-
ployed,51 or the challenges inherent to conducting
randomized controlled trials to evaluate such interventions
among parents who are already overwhelmed.52 Future
studies must attempt to overcome these obstacles and better
determine methods to promote resilient outcomes.

Our findings and model also raise several challenges to the
existing resilience paradigms: (1) Does the absence of adverse
outcomes (or ‘‘normalcy’’) imply resilience? The literature in
this matter is controversial53; however, the parents we inter-
viewed argued that surviving the cancer experience without
adverse psychosocial sequelae is highly indicative of resi-
lience. They also stated that comparative normalcy (without
measureable positive outcomes) should be labeled as resi-
lience. Unfortunately, we may not recognize such families as
easily as we do those with comparatively higher or lower
psychosocial function. (2) Can an individual or family have
positive and negative psychosocial outcomes at the same
time? Historical research has often focused on a single psy-
chosocial outcome measure; however, individuals may have
evidence of both positive and negative ‘‘outcomes’’ at the
same time. For example, a parent with anxiety may still report
finding meaning from the cancer experience; how to deter-
mine if this person is ‘‘resilient’’ or not remains unclear. It may
ultimately depend on that person’s subjective opinion. (3) At
what time point in a medical system is it appropriate to define
an ‘‘outcome?’’ For example, psychological distress may de-
velop at any time during the cancer experience; to promote
resilience, providers must recognize such consequences when
they develop and also understand how they affect ultimate
physical and psychosocial functioning. (4) Is there a cumula-
tive risk pattern that ultimately ‘‘tips the scale’’ and, if so, how
do we identify this threshold? Some families may be better
able to deal with progressive increases in stress levels and
resilience interventions may need to recognize a tipping point.

FIG. 1. Conceptual framework of resilience among caregivers of pediatric cancer patients. As reflected in the literature and
by caregiver report, resilience develops over time. It is built on a foundation of baseline characteristics, evolves as patients
and families adapt, and is affected by the development of specific psychosocial outcomes. Overarching all of these factors are
the subjective perceptions and appraisals of strengths and stressors over time. Potential interventions may correspond to
specific time points along the cancer continuum and may support each of these factors of resilience. (Please see also Table 3.)
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(5) How might this model vary between bereaved and non-
bereaved caregivers? We suggest that elements of resilience
are true in both populations (i.e., the ability to find meaning
from adversity); however, there are certainly aspects of the
illness and death experiences that are unique to each popu-
lation. The proposed framework provides guidelines to better
explore this phenomenon in diverse populations.

Our methods also had several limitations. First, our review
methodologies were deliberately broad: We identified many
studies whose aims were not explicitly to define resilience, but
rather to subjectively describe it. We included diverse set-
tings, both adult and pediatric populations, various study
designs, and descriptions of resilience. Likewise, we included
all described associations including theoretical and opinion-
based, regardless of statistical significance. As such, our
model remains a testable hypothesis as opposed to a proven
representation of associations. It is exploratory in nature and
further evaluation requires formal, confirmatory assessment
of the factors and relationships described.

Second, our focus groups were conducted among a high-
functioning group of individuals who willingly maintained
relationships with our institution after the death of their loved
one. They already embodied clinical impressions of resilience
and may therefore have provided biased opinions. Likewise,
the medical teams’ perception of resilience does not necessarily
mean that the interviewed families believed themselves to be
resilient. Nevertheless, ours is one of the first descriptions of
caregiver reported perspectives of resilience and therefore
should serve as a starting point for future investigations.

Conclusions

The Institute of Medicine has recommended that cancer
care include the provision of appropriate integrated services
to optimize psychosocial outcomes.1 This ‘‘care for the whole
patient’’ must include care for parents and family members, in
particular in the setting of pediatric cancer. Our framework
highlights the diverse elements of resilience among parents of
children facing cancer and suggests pathways for future
evaluation. In its current form, it may be used as a guideline
for clinicians and researchers alike, as a platform for collab-
oration across disciplines, or as a model to direct future re-
search. Ultimately, it may assist the clinical research
community to design interventions that enable us to foster
greater resilience among parents of children with life-threat-
ening illness and their families.
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