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Abstract

Survivorship of adolescents and young adults with cancer (AYAC) has for the
last decade been a critical issue in pediatric oncology. Some studies have emphasized
the importance of a positive health approach for AYAC, enhancing strengths and
resources necessary to successfully address life-long challenges during and after
treatment. Human flourishing (HF), a life-long process to achieve “uniqueness, dignity,
diversity, freedom, happiness, and holistic well-being of the individual” (National
League for Nursing, 2014, p. 1), can work as an excellent target for health care that
addresses the unique needs of AYAC. However, the concept of HF has received scant
attention in the field of pediatric and young adult oncology and has been applied in a
very limited fashion to AYAC. Thus, this dissertation explored the concept of HF in
AYAC and developed a concept-based targeted intervention using a Multiphase
Optimization Strategy (MOST) Framework.

To gain a better understanding of the concept of HF in the context of AYAC, we
conducted three different studies: (1) a concept analysis of HF in AYAC; (2) an
exploratory study of HF in AYAC from pediatric oncology professionals” perspectives
(N=17), and; (3) a prototype intervention development and single case feasibility and
acceptability study. We found critical attributes of HF in AYAC and developed a

preliminary conceptual model. Based on the findings of two previous studies, a

iv



literature review, and individual/focus group discussions with experts, we developed a
dyadic storytelling intervention between a nurse and a patient. To test this intervention’s
feasibility and acceptability, we applied the prototype intervention to a single dyad of an
adolescent with cancer and a pediatric oncology nurse. Data suggest that the
intervention is feasible and acceptable. We will revise the program and conduct a large-
scale pilot study as a next step.

The findings from this dissertation study explore and contribute to the
knowledge generation surrounding the critical attributes of HF in AYAC and develop a
preliminary conceptual framework. Additionally, this study represents a very early step
in the translation of knowledge on HF to nursing care for AYAC. As we continue to
develop the intervention in the future, we will explore diverse participants” experiences

and perspectives of flourishing while undergoing cancer treatment.
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1. Introduction

1.1 Problem and Significance

Survivorship of adolescents and young adults with cancer (AYAC) has for the
last decade been a critical issue in pediatric oncology. The survival rate of adolescent
cancer is above 80%, and the number of youths who have survived adolescent cancer
has increased significantly in recent decades, allowing adolescents time to transition into
adulthood as survivors of cancer (Bleyer et al., 2017). The National Comprehensive
Cancer Network, which has proposed guidelines for cancer survivors, defines cancer
survivorship as follows: “An individual is considered a cancer survivor from the time of
diagnosis, through the balance of his or her life” (Denlinger et al., 2014, p. 37). The
National Comprehensive Cancer Network emphasizes that survivorship care should be
planned out at the beginning of the treatment stage and continued throughout the life of
the individual (Denlinger et al., 2014). However, researchers have argued that the
traditional care approach, which focuses on the treatment of the condition and control of
symptoms, often does not fully address the psychosocial needs of adolescent and young
adult (AYA) cancer survivors (D'Agostino et al., 2011; Haase, 2004; Valizadeh et al.,
2019). Some studies have emphasized the importance of a positive health approach for
AYAC, enhancing strengths and resources necessary to successfully address life-long
challenges during and after treatment (Haase, 2004; Scrignaro et al., 2016). This change

in the focus of survivorship to comprehensive health care goals and strategies is
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urgently needed assist AYAC with the transition from an adolescent with cancer to a
young adult cancer survivor.

Human flourishing (HF), a state in which an individual “lives within an optimal
range of human functioning, one that connotes goodness, generativity, growth, and
resilience” (Fredrickson & Losada, 2005, p. 1), can serve as a framework for
comprehensive health care goals for AYAC, promoting a successful transition to
survivorship and reintegration into society. HF has been defined as complete well-being,
living a life with optimal functioning and positive emotions (Dunn & Dougherty, 2008;
Fredrickson & Losada, 2005; Keyes, 2002; VanderWeele, 2017). It represents an optimal
form of human development that positive psychologists have proposed as the ultimate
goal we should pursue in life (Seligman, 2011). This concept was introduced in
mainstream literature by the field of positive psychology, which argued that the absence
of illness does not guarantee a good life and a new approach is required for optimal
mental health care (Keyes, 2002; Keyes & Haidt, 2003; Seligman, 2011). In recent decades,
positive psychologists have begun to focus on the pursuit of positive outcomes rather
than the elimination of disease and negative symptoms. They contend that a problem-
focused approach oversimplifies the complexity and infinite potential of humans and
hides the power of unknown psychosocial factors such as optimism, hope, virtue, and

spirituality (Keyes & Haidt, 2003). Instead, positive psychologists call for a focus on the



beneficial experiences and capacities of human beings who have risen from adversity
and achieved extraordinary outcomes, described as HF (Keyes, 2003).

In recent years, the concept of HF has found renewed focus and application as a
goal in health care (VanderWeele et al., 2019). The nursing discipline has also proposed
HF as an ideal outcome of nursing practice (Bunkers, 2010; National League for Nursing,
2014). The National League for Nursing defines human flourishing as “an effort to
achieve self-actualization and fulfillment within the context of a larger community of
individuals, each with the right to pursue his or her own such efforts” and emphasizes
that this journey includes “hopes, achievements, regrets, losses, illness, suffering, and
coping” and “the uniqueness, dignity, diversity, freedom, happiness, and holistic well-
being of the individual” (2014, p. 1) within its social context. They claimed that nurses
can guide this journey and help individuals to recover or develop pathways to HF by
providing individualized, holistic, culturally tailored, relationship-focused care
(National League for Nursing, 2014). It is evident that this concept can be applied as a
health care goal for a range of populations with health care challenges, including AYAC.

The concept of HF has received scant attention in the field of pediatric and young
adult oncology and has been applied in a very limited fashion to AYAC. Thus the focus
of this dissertation will be to identify attributes of HF in the AYAC population through
the examination of a unique cohort of AYAC who have evidenced exceptionally positive

growth across the period of cancer diagnosis, treatment, and posttreatment.
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1.2 Overview of the Impact of Cancer on Adolescents and Young
Adults

In general, AYAC have been regarded as an underserved, high-risk population
with unique health care needs. Cancer diagnosis and treatment can have a life-changing
impact on AYAs. These youths must confront the unique developmental tasks of their
age group at the same time that they are addressing a broad range of responsibilities and
demands related to cancer and its treatment (D'Agostino et al., 2011; Greenblatt & Saini,
2019; Kinahan et al., 2015; Patterson et al., 2015). These demands that act synergistically
have been described as dual liminality (Marshall et al., 2019). Because adolescence and
young adulthood are critical periods in the establishment of self-identity, many AYAC
confront identity conflict as a part of their life regresses to childhood, with limited
autonomy, while they simultaneously experience early maturation, fighting uncommon
challenges for their age, such as a sense of impending doom or the deterioration of
physical and sexual functions following a serious illness (Dobinson et al., 2016; Marshall
et al.,, 2019). A complex health care system and the rapid-paced decision-making process
often cause AYAC to feel shame, powerlessness, and a loss of control (Berg et al., 2016).
These overwhelming challenges and uncontrollable circumstances can have a range of
negative influences on AYAC, such as post-traumatic stress symptoms, depression, and
isolation (Greenblatt & Saini, 2019). The transition into survivorship and the

posttreatment period becomes more challenging because they need to be able to address



issues, such as social reintegration, fertility issues, stigma, or job-seeking while they are
unprepared to deal with the physical and psychosocial consequences of cancer
(Dobinson et al., 2016; Fern et al., 2013; Kinahan et al., 2015). Also, AYAC themselves,
caregivers, and even health care providers are unfamiliar with their survivorship needs
and required care or information (Kinahan et al., 2015; Wong et al., 2017). The lack of
appropriate psychosocial care for AYAC during and after cancer treatment has long
made this population recognizable as a vulnerable group.

Contrary to the above traditional perception of the AYAC who struggle to cope
and are faced with a constant barrage of negative stimuli, researchers have described
unique cohorts of AYAC who have shown exceptionally positive growth across the
period of cancer treatment and entry into survivorship. Despite the impact that cancer
can have in this age group, this cohort demonstrates the ability to move beyond the
period of distress and suffering to emerge and live a high-quality life, in spite of their
physical symptoms or prognosis (Arpawong et al., 2013; Parry & Chesler, 2005; Zamora
et al.,, 2017). They find meaning in their cancer experience, perceive the world positively,
help others who are suffering, and use adversity to grow and as an opportunity to
improve relationships with others (Tremolada et al., 2018; Zamora et al., 2017). While
concepts such as post-traumatic growth, thriving, or resilience have been applied to the
study of this cohort, these AYAs have commonly revealed themselves to be a group

with genuine capacities such as self-confidence, emotional maturity, passion, hope, and
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spirituality (Arpawong et al., 2013; Haase et al., 2014; Parry & Chesler, 2005; Tremolada
et al., 2018; Zamora et al., 2017). They experience extraordinary achievements beyond
surviving cancer, such as writing blogs and publishing books that share their knowledge
and experience with others who are suffering, establish non-profit organizations, work
in peer support groups, and devote their time to studies with a clear goal of altruism
(Stupid Cancer, n.d.; Pflugeisen et al., 2019; Schilstra, 2015; Zamora et al., 2017).
Traditional health care goals do not serve this unique cohort well as they are often
poised to rise well beyond a sole focus on survival and the elimination of negative
symptoms.

Concepts that have been used to define the exceptionally positive growth across
the cancer treatment and entry into survivorship of this unique cohort of AYAC often do
not sufficiently reflect their level of development and fulfillment and actually fall short
of explaining the comprehensive and dynamic process they undergo in reaching this
outcome. The concept of HF may capture the developmental pathway and attributes of
AYAs who experience highly positive growth following cancer diagnosis. However,
further study is needed to apply this concept to this population and explore the critical
attributes as well as the antecedents and consequences. HF is a complex concept, and
there is a lack of consensus surrounding its definition (Agenor et al., 2017). Specifically,
HF has rarely been used in pediatric oncology studies, and this limitation calls for

further exploration to identify those special AYAC characteristics. Additionally, an
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understanding of possible individualized care strategies that aim to target development
towards this state of optimal positive growth in AYAC is needed. In this dissertation, I
will explore cancer experiences and characteristics of this unique cohort of AYAC who
are seen as outliers because their approach to coping and ongoing development. Thus,
this dissertation aims to explore the concept of HF in AYAC and to build foundational
knowledge for a concept-based intervention that can promote flourishing in this

population.

1.3 Conceptual Understanding of Human Flourishing

To my knowledge, there is no known theory of HF. However, several
developmental theories can be used to describe the mechanism and process of HF. In
this study, the concept of HF is understood to be based on three theories of human
development: (a) the bioecological theory (Bronfenbrenner, 2005; Bronfenbrenner &
Morris, 2006); (b) the probabilistic epigenesis framework (Gottlieb, 2007), and; (c) the
transactional model (Sameroff, 2009). Bronfenbrenner’s human developmental theory
describes the process of human development as an ongoing, integrative, reciprocal
interaction between a person, a multilayered environment, and time (Bronfenbrenner &
Morris, 2006; Rosa & Tudge, 2013). The probabilistic epigenesis framework argues that
human development is the outcome of multiple, bidirectional interactions between the
genes, innate traits, and rearing environments (Gottlieb, 2007). The transactional model

emphasizes the plasticity of the environment and the person, as well as their active
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participation in mutual growth and ongoing adaptation over time (Sameroff, 2009).

Figure 1-A and 1-B demonstrate our conceptualization of HF based on these theories.
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Figure 1-B. Intrapersonal Level of Human Flourishing

Figure 1. Conceptual Framework of Human Flourishing

From a bioecological perspective, HF can be treated as a developmental process
as well as a continuous outcome. Every individual is in the process of realizing HF in
their life trajectory and has the potential to flourish (Rasmussen, 1999); therefore, HF is a
state of actualization of all individual potentialities, or the process to reach this status.
This ongoing development can refer to the proximal process, a naturally positive leading
force of human development, and the methods by which to actualize individual

potential (Bronfenbrenner & Morris, 2006). The proximal processes can be initiated and
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continued through the incorporation of three components: person, environment, and
time (Figure 1-A). Although everyone has the potential to flourish, its actualization
depends on the interaction of these three elements.

HF can be viewed at both intrapersonal and interpersonal levels. Intrapersonally,
HF is the actualization of an individual’s full potential through diverse life experiences
and interactions with the environment. Evidence of this actualization may manifest as
various forms of skills, functions, or abilities. While we are born with a set of potentials
as genetic or innate traits, diverse life experiences and continuous and dynamic
interactions with the environment can be synergized to evoke novel capacities. Through
this ongoing process, the individual can transcend previous self-boundaries and develop
new potentials (Figure 1-B). We can define the dynamic, reciprocal interactions with
surroundings as transactional in nature (Sameroff, 2009). When developmental and
actualization levels of both person and environment become equivalent, they interact
rather than transact, because they can no longer distinguish any difference between each
other (Sameroff, 2009). In summary, HF is neither the sole property of a person nor the
environment. It can evolve when the individual and the environment work together and

exchange positive energy with each other for an extended period of time.

1.4 Multiphase Optimization Strategy (MOST) Framework

The Multiphase Optimization Strategy (MOST) Framework will guide this study

to (1) explore critical components and processes of HF in AYAC, and (2) develop a
9



concept-based intervention grounded in the empirical findings. MOST is a systematic
framework employed to guide the development of an optimized, multicomponent
intervention (Collins et al., 2007). MOST consists of multiple phases of research aimed at
optimizing the behavioral intervention based on selected operationalized criteria, such
as program-effectiveness or practicality (The Methodology Center, n.d.; Collins et al.,
2007). This strategic approach can guide researchers in the design of a practical,
systematic intervention while considering the accessibility, feasibility, and usability in a
structured way (The Methodology Center, n.d.). The Methodology Center at
Pennsylvania State University has proposed a three-phase MOST strategy as follows

(The Methodology Center, n.d.):

The preparation phase. The preparation phase of the MOST framework consists
of building a strong and empirical foundation for an optimized intervention. This may
include developing a theoretical model, systematic review and critical analysis of the
literature, and pilot-testing some intervention components. The findings from this phase
become a critical guideline in the development of optimization decision criteria and the
selection of intervention components.

The optimization phase. During the optimization phase, intervention
components and their corresponding levels are determined. Researchers are required to

select intervention components based on the theoretical model and decision criteria
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developed in the preparation phase. The researchers must then test the effectiveness of
individual or combined components by applying experimental designs, such as a
randomized trial, a factorial experiment, or sequential, multiple assignments,
randomized trial (SMART) design. The findings from experimental study will
demonstrate whether the prototype intervention is effective and useful in confirming the
intervention components and component levels for the optimized intervention. If the
prototype intervention is not as effective as the researchers expect based on the decision
criteria, researchers can return to the preparation phase and repeat the process until they
finalize the most optimal intervention.

The evaluation phase. In this phase, researchers conduct a randomized
controlled trial (RCT) test to confirm the effectiveness of the final version of intervention.
If the intervention is not effective, they should return to the previous phases and modify
the intervention. If the result demonstrates the program is effective, the optimized
intervention can move to implementation phases.

Figure 2 summarizes the overall process of an intervention development study
based on the MOST framework. This figure is borrowed from the Pennsylvania State
University Methodology Center (Collins, 2018a; The Methodology Center, n.d.) and has
been modified for this dissertation. The chapters of this dissertation study represent the
components of the preparation phase. During this dissertation study, we will explore the

concept of HF in AYAC, and the findings will be used to examine the essential
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components of a potential intervention. After creating a prototype model, we will test
the feasibility and acceptability of the core intervention components in a single case
study. Based on the findings from this dissertation, future studies will consist of
development of a theoretical model of the intervention, the completion of a large-scale
pilot test, the selection of behavioral outcome components, and the evaluation of the

effects of the intervention through experimental design studies (Figure 2).

Preparation
: Lay groundwork

Optimization
: Build optimized

Resource A .
intervention

management
principles

Expected

to be Continual
Effective optimization
process

Evaluation
:Confirm effectiveness

Indicate
Effective

Implementation

Figure 2. Multiphase Optimization Strategy = Framework (Collins, 2018a)
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1.5 Purpose Statement and Research Aims

The overall purposes of this dissertation are (1) to arrive at a deeper
understanding of HF in AYAC who have exemplified a trajectory of exceptionally
positive growth following adolescent cancer diagnosis; and (2) to develop a possible
intervention approach aimed at maximizing the HF potential in AYAC. To achieve these
goals, this study is comprised of three sections: (1) a concept analysis of HF in the
context of AYAC diagnosed with and treated for cancer during adolescence; (2) an
exploratory study of experiences of pediatric oncology health care providers who have
witnessed HF in AYAC, and; (3) a prototype intervention development study that seeks
to promote HF in this population.

The findings from this dissertation study will explore and contribute to the
knowledge generation surrounding the critical attributes of HF in AYAC and will
develop a preliminary conceptual framework. Additionally, this study will represent a
very early step in the translation of knowledge on HF to nursing care for AYAC. The

following aims of this dissertation will be covered in each chapter.

1.5.1 Aim One (Chapter 1)

Chapter 1 introduces the research problem of the impact of cancer on AYAs and
the significance of understanding a unique cohort of AYAC who show exceptionally
positive growth (i.e., HF) following a cancer diagnosis, treatment, and into survivorship,

and developing an intervention promoting their flourishing.

13



1.5.2 Aim Two (Chapter 2)

The published manuscript presented as Chapter 2 is a concept analysis of HF in
the context of AYAC. This chapter describes the history and current usage of HF in
various disciplines and analyzes HF and its related concepts in the pediatric oncology

literature.
1.5.3 Aim Three (Chapter 3)

In Chapter 3, we describe critical attributes of HF in AYAC through the
experiences of pediatric oncology health care providers who have cared for these youths
across the diagnosis, treatment, and survivorship trajectory.

1.5.4 Aim Four (Chapter 4)

Chapter 4 develops a prototype, concept-based intervention protocol to promote

HF in AYAC and evaluates its acceptability and feasibility using a single case design.

1.5.5 Aim Five (Chapter 5)

Chapter 5 will summarize and further discuss the study’s findings.
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2. Beyond Resilience: A Concept Analysis of Human
Flourishing in Adolescents and Young Adults with
Cancer

*Cho and Docherty (2020)

2.1 Introduction

A cancer diagnosis is a life-changing event for adolescents and young adults
(AYAs). Although AYA cancer survivors’ age range varies depending upon the
professional organization, the National Cancer Institute has defined it as those between
15 to 39 years (Hughes & Stark, 2018; Smith et al., 2016). This age group must confront
developmental and transitional tasks while dealing with a range of challenges related to
cancer and its treatment (D'Agostino et al., 2011). A complex health care system, the
rapid-paced decision-making process, and few opportunities to have input in treatment
decisions leave AYAs experiencing a lack of control (Wicks & Mitchell, 2010). Life after
cancer treatment and the transition into survivorship also bring unique challenges for
AYAs (Fern et al., 2013). They feel unprepared for the physical consequences post
treatment and the challenges of social reintegration, fertility issues, stigma, and
returning to school or the workplace (Crawshaw & Sloper, 2010; Fern et al., 2013;
Patterson et al., 2015). However, critically important aspects of AYAs’ lives, such as
personal goals, school activities, peer relationships, and age-related developmental tasks

during treatment, are often placed secondary to the concern for survival (D'Agostino et
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al., 2011). Thus, moving into survivorship is challenging for AYAs given the likelihood
that they have had reduced involvement in developmentally targeted activities and high
engagement with parents and health care providers. The overwhelming challenges can
have a range of negative effects on AYAs with cancer such as post-traumatic stress
symptoms, depression, and risk-taking behaviors (Mattsson et al., 2007; Stern et al.,
2010).

Cancer survivorship has become recognized as a critical issue in pediatric
oncology in recent decades because of the increasing percentages of children who
survive cancer and go on to lead long adult lives. In 2014, the National Comprehensive
Cancer Network proposed new care guidelines for cancer survivors and broadened the
trajectory of cancer survivorship to include the time from diagnosis, through the balance
of the individual’s life (Denlinger et al., 2014). The guidelines emphasize planning care
that promotes survival from the beginning of treatment through the end of life
(Denlinger et al., 2014). The application of these survivorship guidelines to care for
AYAs with cancer has lagged behind other populations (Beaupin et al., 2018). More
recently, nurse clinicians and researchers have begun to focus on how to promote
survivorship goals and priorities earlier in the treatment trajectory for AYAs with cancer
(Masterton & Tariman, 2016). Knowledge development in the field of positive
psychology and supportive care for AYAs with a focus on the unique developmental

needs and a future orientation is needed.
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One avenue of study is to understand a unique cohort of AYAs with cancer who
thrive across the turbulent period of cancer diagnosis, treatment, and post-treatment.
This cohort of AYAs demonstrate the capability to move beyond the period of distress
and suffering and move forward to live a high-quality life (Arpawong et al., 2013;
Mattsson et al., 2007; Zebrack et al., 2012). They find meaning in their cancer experience,
perceive the world positively, and use adversity as an opportunity to improve
relationships with others and to aid others in suffering (Arpawong et al., 2013; Mattsson
et al., 2007; Zebrack et al., 2012). In this paper, we apply the concept of human
flourishing, a state in which an individual “lives within an optimal range of human
flourishing, one that connotes goodness, generativity, growth, and
resilience” (Fredrickson & Losada, 2005, p. 1) to understand this special subgroup.
Pediatric oncology nurses can often readily recall a patient who moved on after cancer
treatment to reach great emotional, physical, vocational, and/or personal heights.
Nursing researchers have conceptualized the processes at play in the subset of the
population who have clear positive growth throughout and following cancer treatment
as post-traumatic growth, thriving, or resilience (Arpawong et al., 2013; Castellano-
Tejedor et al., 2014; Parry & Chesler, 2005). However, these concepts do not sufficiently
reflect the level of growth and fulfillment that can occur for this subset of the population
and, aside from capturing the absence of negative psychosocial symptoms, fall short of

explaining the comprehensive nature of their high-quality life and the dynamic process
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they experience to reach this outcome. The concept of human flourishing, from the field
of positive psychology (Keyes & Haidt, 2003), may provide a more holistic and
comprehensive conceptualization for understanding the extremely positive growth,
development, and meaning attained by this unique cohort of AYAs who enter
survivorship and go on to live a full and meaningful life. The concept of human
flourishing is complex and has rarely been applied to the survivorship experiences of
AYAs with cancer. An in-depth examination of the potential meaning of human
flourishing within the context of AYA cancer treatment and survivorship is an initial

step towards establishing a new, comprehensive health care goal for this population.

2.1.1 Aims

The aims of this paper are to conduct a concept analysis to: (1) explore the
history, definition, characteristics, and applications of human flourishing; (2) contrast
human flourishing with related concepts in the context of AYAs with cancer; and (3)
develop the initial stages of a conceptual framework of human flourishing in those who

are diagnosed with cancer as AYAs.

2.2 Method
2.2.1 Evolutionary Concept Analysis Method

We applied the Rodgers” Evolutionary Concept Analysis approach because of
Rodgers’ view that concepts are dynamic, that they develop over time, and that they are

influenced by the context in which they are used (Rodgers, 2000). This approach also
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focuses upon the historical usages of the concept and follows the development through
to contemporary meanings (Rodgers, 2000). At the outset, we chose the context of
flourishing in AYA cancer survivors. However, because of the paucity of literature
applying the concept in this context, we broadened it to include AYAs who have

experienced other non-normative, traumatic, or life-threatening situations.

2.2.2 Data Sources

In order to gain the most comprehensive understanding of human flourishing in
AYA cancer survivors, we relied on three classes of literature: (1) empirical literature
describing positive outcomes in AYAs who survive non-normative stress or traumatic,
life-threatening experiences such as having a childhood onset chronic life-threatening
condition or being diagnosed with cancer, (2) theoretical literature exploring the concept
of human flourishing, and (3) empirical literature examining flourishing in healthy
AYAs. A systematic search of the data bases of CINAHL, PubMed, PsychInfo, and
Scopus was conducted using the search terms of flourishing, resilience, post-traumatic
growth, thriving, benefit finding, positive growth, eudaimonia and adolescent, young
adult, cancer, tumor, trauma, life-threatening and was limited to articles written in
English until 2017. No time limits were applied to the search so as to identify historical
patterns in the concept use and development. Articles were excluded if they did not (1)
clearly describe a positive outcome, positive development, or positive psychosocial

experience of AYAs with cancer/life-threatening diseases/trauma, and (2) focused
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mainly on young children or adults and included only a very small percentage of AYAs.
We also reviewed the reference lists of articles to find additional resources. Our initial
search results included 405 sources on the topic. After reviewing the abstracts and
applying our exclusion criteria we were left with 80 sources. We used a purposive
sampling technique as described by Rodgers (Rodgers, 2000) to select 23 peer-reviewed
articles focused on human flourishing or its related concepts in AYAs with cancer or
other childhood onset chronic conditions (e.g., epilepsy, asthma) and representative of
the time of publication (see Table 1). We also purposively sampled 24 peer-reviewed
articles, books, or online resources focused on human flourishing in a range of contexts
other than AYAs with cancer (see Table 2). This literature, representative of a broad
range of disciplines, allowed us to explore human flourishing in a broader context. The
data sources used in this analysis are listed in Supplemental Digital Content, available

at: http://links.lww.com/ANS/A18.

Table 1. Literature Sample Information: Human  Fourishing in AYAs with ~ Cancer

Published N Target Population N Type N
Year
Before 2000 1 AYAs with cancer 20 Peer-reviewed 23
2001-2010 7 AYAs with medical conditions 1 Article
2011-2017 15 AYAs with asthma 1
AYAs with epilepsy 1

Table 2. Literature Sample Information: Human Flourishing

Published Year N Discipline N Type N
Before 1991 2 Psychology 14 Peer-reviewed Article 18
1991-2000 1 Philosophy 1 Book/Book Section
2001-2010 12 Nursing/Medicine/Health 5 Online Document 1
2011-2017 9 Theology 2
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2.3 Results
2.3.1 Conceptualization of Human Flourishing

Human flourishing is a complex concept and there is a lack of consensus on its

definition. The origin of the term ‘flourish’ is the Latin word florére, to bloom; to flourish

i s

is defined as “to grow luxuriantly,” “to achieve success,” “to be in a state of activity or
production,” or “to reach a height of development or influence” (Merriam-Webster’s
Dictionary, n.d.-a). Flourishing, an adjective form of flourish, means something is
“marked by vigorous and healthy growth” (Merriam-Webster’s Dictionary, n.d.-b).
Human flourishing has been defined as living well in the midst of positive growth and
enhancement (Dunn & Dougherty, 2008; Huppert & So, 2013; Seligman, 2011), living a
full life while achieving a high level of well-being with positive emotions and an optimal
psychosocial function (Diener et al., 2010; Fredrickson & Losada, 2005; Keyes, 2002).
The use of the concept can be traced historically back to ancient Greece with a
linkage to the term “Eudaimonia”, which was emphasized by Aristotle and Plato as the
highest good of human life (Rasmussen, 1999; Wright & Pascoe, 2015). In Nicomachean
Ethics, Aristotle argued that human behavior aims to be the supreme good, Eudaimonia

(Rasmussen, 1999). Eudaimonia, the highest good that a human can achieve by using

their own potential and engaging in various actions, is the unique property of being
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human (Rasmussen, 1999). In this perspective, human flourishing can be described as a
state as well as processes that bring one towards this state (Rasmussen, 1999).
Researchers and clinicians in psychology became interested in human flourishing
around 1990s to 2000s. They noted the limited disciplinary focus on illness, weakness,
and negative problems (Keyes & Haidt, 2003). Writers argued that the absence of mental
illness and negative symptoms does not guarantee a positive, fulfilling life, and that the
traditional negative-focused viewpoint is based on the presumption that human beings
are passive and weak, and overlooks the strengths and potential that individuals may
possess (Keyes & Haidt, 2003). The perspective of positive psychology emerged in the
2000s as an alternative, supporting the fostering of human strength, actualizing both an
individual’s potential and their ability to flourish (Keyes & Haidt, 2003; McEntee et al.,
2013). Moving this abstract and philosophical concept towards empirical study,
researchers came to present the operational definition of human flourishing as a
complex of multiple components. Overall, human flourishing has been defined as a
multicomponent combination of positive emotions and psychosocial functions. Since its
introduction, researchers have continued to add to this perspective after 2010s, adding
additional factors that have not been included (McEntee et al., 2013; VanderWeele, 2017).
In addition to philosophy and psychology, human flourishing has been used by
other disciplines interested in promoting a more desirable growth outcome, including

economics, education, arts, theology, and health. Entwistle and Moroney (2011)
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integrated a theological point of view to that of positive psychology and described

flourishing individuals as creatures who have the “image of God”. Educational

researchers proposed creativity or generativity as important factors of human

flourishing and connected it with arts practice or moral education (Snow, 2015; Wright

& Pascoe, 2015). More recently, spirituality, physical health, and financial/material

stability were added as core components of human flourishing (McEntee et al., 2013;

VanderWeele, 2017). Table 3 summarizes definitions and core components of flourishing

used across disciplines. We suggest that an ideal definition would integrate the

philosophical perspectives on human flourishing as an ultimate goal and the highest

good of human life with the other definitions and core components in order to capture

its nature as an ideal that humans pursue across the life course.

Table 3. Existing Definitions and Components o f Flourishing

No. Author(s)/Published Theoretical Definition Components of Area
Year/Term of Flourishing Flourishing
1 Ryff, Ryff & Singer/ 1989, A balanced combination  Self-acceptance, Psychology
2008/ Psychological Well- of self-acceptance, Personal growth,
being personal growth, Purpose in life,
purpose in life, Environmental mastery,
environmental mastery, Autonomy, Positive
autonomy, positive relations with others
relations with others
2 Keyes/ 2002-/ Mental “A state in which an Emotional well-being Psychology

Health, Subjective Well-
being, Flourishing

individual feels positive
emotion toward life and
is functioning well
psychologically and
socially” (keyes, 2003, p.
294)

“The effort to pursuit for
good life, happiness, a
meaningful life,

(positive affect-happy,
positive affect-interest,
life satisfaction),

Social well-being (social
contribution, social
integration, social
actualization, social
acceptance, social
coherence),
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subjective well-being,
courage, and healthy
relationships” (Singh &
Junnarkar, 2015, p. 83)

Psychological well-
being (self-acceptance,
environmental mastery,
positive relations with
others, personal growth,
autonomy, purpose in
life)

Fredrickson & Losada/ “To flourish means to The balance between Psychology
2005/ Flourishing live within an optimal positive affect and

range of human negative affect (Critical

functioning, one that positivity ratio),

connotes goodness, Goodness, Generativity,

generativity, growth, and Growth, Resilience

resilience” (Fredrickson

& Losada, 2005, p. 678)
Dell’Oro/ 2006/ “Our capacity to sustain ~ The ability to sustain a Bioethics
Flourishing a felt sense of dignity sense of dignity,

and effective agency in Effective agency against

the face of life’s adversities

challenges and tragic

turns” (Dell'Oro, 2006, p.

5)
Diener et al./ 2010/ “Prosperity” in “several =~ Purpose/meaning, Psychology
Flourishing universal human Positive relationships,

psychological needs, Engagement, Social

such as the need for contribution,

competence, relatedness, = Competence, Self-

and self-acceptance” respect, Optimism,

(Diener et al., 2010, p. Social relationships

144)
Seligman/ 2011/ “A dynamic optimal Positive emotion, Psychology
Flourishing, Well-being state of psychosocial Engagement, Positive

functioning that arises relationships, Meaning,

from functioning well Accomplishment,

across multiple General well-being

psychosocial domains”

(Butler & Kern, 2016, p.

2)
Huppert & So/ 2013/ Life  “The experience of life Competence, Emotional ~ Psychology,
Satisfaction, Flourishing going well,” and “a stability, Engagement, Health

combination of feeling Meaning, Optimism;

good and functioning Positive emotion,

effectively” (Huppert & Positive relationships,

So, 2013, p. 838) Resilience, Self-esteem,

Vitality

McEntee, Dy-Liacco, “Positive psychological Positive personal self; Psychology,
Haskins/ 2013/ and social functioning, Positive social self; Counseling
Flourishing positivity, and Spiritual self (prayer
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spirituality as
components of what it

”

means to flourish in life

fulfillment, universality,
connectedness)

(McEntee et al., 2013, p.
141)
9 Su, Tay, Diener/ 2014/ “The state of positive Subjective well-being Psychology
Thriving functioning at its fullest (SWB) (including life
range —mentally, satisfaction and positive
physically, and socially”  feelings), Relationships,
(Su et al., 2014, p. 256) Life engagement
(especially in daily
activity), Meaning and
purpose in life, Sense of
mastery, Autonomy,
Optimism.
10  Morton/ 2016/ A flourishing person is Open, flexible Psychology,
Flourishing “one who can engage in  relationship with the Health
an open, flexible world, A capacity to
relationship with the tolerate difficulties,
world about him, can Respecting others,
tolerate life’s Abilities to grow and
disappointments, value develop continuously
other perspectives and be  during life
prepared to develop over
the course of their
existence” (Morton, 2016,
p. 130)
11  VanderWeele/ 2017/ “A state in which all Happiness and life Public Health
Flourishing aspects of a person’s life  satisfaction, Mental and

are good, ... complete
human well-being”
(VanderWeele, 2017, p.
8149)

physical health,
Meaning and purpose,
Character and virtue,
Close social
relationships, Financial
and material stability

2.3.2 Human Flourishing and Nursing

The concept of human flourishing was introduced relatively recently in the field

of nursing. In 2014, the National League for Nursing suggested human flourishing as a
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target outcome for nursing practice and academic progression (Nursing, 2014). They
described human flourishing as follows:

Human flourishing is defined as an effort to achieve self-actualization and fulfillment within
the context of a larger community of individuals, each with the right to pursue his or her
own such efforts. It encompasses the uniqueness, dignity, diversity, freedom, happiness, and
holistic well-being of the individual within the larger family, community, and population.
Achieving human flourishing is a life-long existential journey of hopes, achievements,
regrets, losses, illness, suffering, and coping.PS!4(er1)

This definition highlights the continuous nature and, self-determined process of human
flourishing in the context of an environment that brings forth life experiences, including

negative events, that can serve in the process of human flourishing.

2.3.3 Surrogate and Related Terms of Human Flourishing

In the Evolutionary Concept Analysis method, the study of surrogate and related
terms helps to identify expressions of the concept that share components yet maintain
some distinction (Rodgers, 2000). A surrogate term can be used interchangeably with the
concept because it has the same or highly similar meaning (Rodgers, 2000). Only
eudaimonia or eudemonic well-being can be treated as surrogate terms since
eudaimonia was an original term before being translated into English as human
flourishing. However, eudaimonia has been used primarily in philosophy or ethics and
rarely appears in the writings of other disciplines.

A related term is one that has a similar meaning to the concept but cannot

replace it (Rodgers, 2000). There are six related terms related to human flourishing:
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resilience, post-traumatic growth, thriving, benefit finding, subjective well-being and

psychological well-being. Table 4 summarizes the definitions of these terms and

contrasts them with human flourishing. Each encompass aspects of human flourishing

but do not sufficiently capture the multidimensional nature of the concept (Rasmussen,

1999).

Table 4. Human Flourishing and its Related Terms

11 OEUI E w:

#1 1 pOPUDPOD

"OOXxEUDPUOOWUOW®

Resilience

-The processes or patterns of positive
adaptation and development in the context
of significant threats to an individual’s life
or function (Masten & Wright, 2009)

-The process of identifying or developing
resources and strengths to manage stressors
flexibly and gain a positive outcome, i.e., a
sense of confidence or mastery, self-
transcendence, and self-esteem (Haase et al.,
1999)

-A homeostatic return to a prior condition
(Carver, 1998)

Resilience is one component of
human flourishing (HF)

Post-traumatic
growth

-The experience of positive change that
occurs as the result of a struggle with highly
challenging life crises (Tedeschi, 2004)

Post-traumatic growth is a response
to a traumatic event, but HF can also
emerge from banal experiences
depending on the meaning that the
individual assigns to the event.

Thriving -Response to challenge rather than a HF goes beyond the condition before
response to threats, unexpected growth a trauma. It involves continuous,
from the challenge, and becoming even endless, upward spiral of positive
better after the challenge or the traumatic development during the life course.
event (Carver, 1998) Flourishing can continue across a
-“The state of positive functioning at its life-trajectory, whenever an
fullest range —mentally, physically, and individual confronts difficulties or
socially” (Su et al., 2014, p. 256) new experiences.

Benefit finding -A reported positive life change resulting Benefit finding is one of the

from the struggle to cope with a challenging
life event such as trauma, illness, or other
negative experiences (Riley, 2013)

components of HF, and one of the
possible strategies that flourishing
individuals use.

Subjective well-
being

-“The degree to which an individual judges
the overall quality of her or his life as a
whole in a favorable way” (Veehoven, 1984,
p- 22)

HF includes subjective well-being,
but evaluations from others should
also be considered
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-A self-evaluation of one’s life, including a
wide range of components such as
happiness, life satisfaction, hedonic balance,
fulfillment, and stress (Kim-Prieto et al.,
2005)

Psychological well-
being

-A balanced combination of self-acceptance,
personal growth, purpose in life,
environmental mastery, autonomy, and
positive relations with others (Ryff, 1989)

Psychological well-being is an
essential dimension of HF

2.3.4 Attributes

Attributes capture the critical characteristics of the concept of interest (Rodgers,
2000). Our aim was to identify the most essential factors inherent in human flourishing
for AYAs with cancer while using Rasmussen’s idea of flourishing as both a state and a
dynamic combination of activities (Rasmussen, 1999). Thus, we described each attribute
as a state/characteristic and activity towards the state of flourishing. Our concept of

human flourishing in AYAs with cancer is captured by the following seven attributes

(Table 5).
Tabl e 5. Antecedents, Attributes, and Consequences
Antecedents Attributes Consequences
Previous life experiences & Self-understanding & self- Positive influence on others
resources acceptance A truly owned life

Turning points Strong & integrated self-core

Timing Meaning and purpose in life
Future mindedness
Goodness & altruism

Social engagement

Self-transcendence

Harmony and balance

2.3.4.1Self-understanding and Self -acceptance: Knowing and Embracing Oneself

Understanding and accepting oneself have appeared as essential factors of

human flourishing (Beardslee, 1989; Keyes, 2002; Ryff & Singer, 2008). Ryff and Singer
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(2008) defined self-acceptance as “a kind of self-evaluation that is long-term and
involves awareness, and acceptance of, both personal strengths and weaknesses” (p.21),
having a positive feeling for the self after acknowledging every aspect of self, including
one’s past life. By understanding themselves, flourishing individuals can perform a
realistic appraisal of their abilities among their dynamic and changing life situations,
have a vision for the consequences of their responses, and take actions to deal with the
stressful events (Beardslee, 1989).

AYAs with cancer often perceive a lack of control over their lives but benefit
from self-understanding and acceptance, giving them a sense of control. Researchers
have employed mindfulness techniques with AYAs with cancer, allowing them to step
away from the situation and objectively examine the status of their physical and mental
selves in order to cope with the stress related to their cancer experience (Rosenberg et al.,
2014). Others have shown the capability of some AYAs with cancer to actively explore
their conscious/unconscious feelings (Woodgate et al., 2014) and accept their
vulnerability and limitations caused by the cancer experience (Parry, 2003; Parry &
Chesler, 2005; Turner-Sack et al., 2012). As a consequence, they develop a strong sense of
inner self (Arpawong et al., 2013), believe in their strengths (Parry & Chesler, 2005), and

have the certainty that they are living as well as they are capable (Haase, 2004).
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2.3.4.2 AStrong and Integrated Self-core: Strengthening and Consolidating

In non-cancer contexts, researchers have captured the internal strengths and
capacities to sustain self-esteem, competence, self-respect, and a sense of dignity against
adversities as core characteristics of flourishing individuals (Dell'Oro, 2006; Diener et al.,
2010; Fredrickson & Losada, 2005; Huppert & So, 2013). A flourishing person “can
tolerate life’s disappointment” (Morton, 2016, p. 130) by applying their own capacities or
developing effective agency (Dell'Oro, 2006) and become mentally stronger and mature
through the difficulties (Seligman, 2011). Positive indicators such as high self-esteem, a
strong sense of self, confidence, optimism, hope, openness, and resilience have been
observed in unique cohorts of AYAs with cancer (Arpawong et al., 2013; Haase et al.,
2014; Ishibashi et al., 2015; Parry & Chesler, 2005; Rosenberg et al., 2014; Spratling &
Weaver, 2012; Yuen et al., 2014). Despite the non-normative stressful situation, these
AYAs maintain their vitality and positive attitude, bounce back from adversities,
confront unexpected events bravely, and try to find a better solution (Haase, 2004;
Ishibashi et al., 2015; Nabors et al., 2018; Odar Stough et al., 2015). They use these
characteristics to endure a turbulent period after a cancer diagnosis and acquire new
strategies to manage distress (Ishibashi et al., 2015; Parry, 2003; Parry & Chesler, 2005;
Rosenberg et al., 2014). Because they do not deny the uncertainty and uncontrollable
nature of human life but rather embrace the vulnerability, they activate their hidden

growth potential, become stronger and more mature psycho-spiritually, and confront
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life challenges with equanimity (Nabors et al., 2018; Odar Stough et al., 2015; Parry,

2003; Parry & Chesler, 2005).

2.3.4.3 Meaning in Life: Meaning -making and Benefit Finding

Finding meaning and purpose in life are consistently presented as crucial pieces
of human flourishing across populations. Flourishing individuals know that their life
has a certain purpose and feel their lives to be valuable and worthwhile (Diener et al.,
2010; Huppert & So, 2013; VanderWeele, 2017). Meaning and purpose are powerful tools
that engage individuals in their life with a clear sense of direction and intentionality
(Ryff & Singer, 2008; Seligman, 2011).

Finding meaning in experiences and discovering positives in adversity have been
suggested as hallmarks of AYAs who are diagnosed with cancer and still manage to live
high-quality lives (Ishibashi et al., 2015; Parry & Chesler, 2005; Rosenberg et al., 2014).
Finding self-derived meaning in the experiences of the cancer trajectory is essential for
accepting and making sense of a challenging, unjust situation and ultimately helps these
AYAs to move forward (Arpawong et al., 2013; Haase, 2004; Haase et al., 2014; Nabors et
al., 2018). They can perceive the positive aspects of their cancer-related experience and
find benefits such as closer relationships with family and friends or a new perspective
on life (Parry, 2003; Parry & Chesler, 2005; Rosenberg et al., 2014; Turner-Sack et al.,
2012; Wicks & Mitchell, 2010; Zebrack et al., 2012). Their altered perspectives change the

meaning of a cancer-related experience from long and unnecessary suffering and
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distress to an opportunity for growth (Berrios-Rivera et al., 2008; Parry, 2003; Parry &
Chesler, 2005; Woodgate et al., 2014). These transformations help AYAs to overcome the
difficulties directly related to cancer and to acquire the intrinsic assets for coping with

future challenges (Parry & Chesler, 2005).

2.3.4.4 FutureM indedness: Looking and Moving Forward to the Future

A future orientation is an important characteristic of a flourishing individual and
is supported by a combination of components, such as hope, optimism, confidence, and
purpose in life. These individuals are optimistic about their future, feel a sense of
competence, believe they can accomplish what they want to do, and are willing to move
toward the future (Diener et al., 2010; Huppert & So, 2013; Seligman, 2011).

Future mindedness can be found in flourishing AYAs with cancer. These AYAs
concentrate on and enjoy the present moment (Parry, 2003) but also look forward to
their future and prepare to confront it. Although uncertainty will become a permanent
part of their lives due to the possibility of relapse, long-term side effects, complications,
or secondary cancer, they can embrace the ambiguity as part of a natural human life and
look towards the future with hope, optimism, and confidence (Ishibashi et al., 2015;
Parry, 2003; Phillips-Salimi et al., 2007; Rosenberg et al., 2014; Yuen et al., 2014). They
believe in their abilities to confront future adversities because they have developed
coping strategies from their past and present experiences (Ishibashi et al., 2015; Parry,

2003; Parry & Chesler, 2005; Rosenberg et al., 2014). While there are concerns about the
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potential for unrealistic optimism (Smorti, 2012), their vision of the future is not naive
but is instead realistic and practical due to their profound self-knowledge (Haase, 2004).
They show interest and curiosity when they need to learn new things and move forward
(Nabors et al., 2018; Odar Stough et al., 2015), and have a clear sense of purpose which
aids them in developing a life goal and ability to plan for the future (Barakat et al., 2006;
Ishibashi et al., 2015; Nabors et al., 2018; Odar Stough et al., 2015; Parry, 2003; Phillips-

Salimi et al., 2007; Rosenberg et al., 2014).

2.3.4.5 Compassion andAltruism: Doing Good and Right for Others

Flourishing people are willing to help others, try to bring benefits to society, and
act according to good will, regardless of their gains (Diener et al., 2010; McEntee et al.,
2013; Ryff & Singer, 2008). Howell and Buro (2015) emphasized that being
compassionate toward others and spending time, money, or efforts towards helping can
lead to individuals” well-being and authentic happiness. These individuals are
concerned about the welfare of others with clear empathy and affection, and know the
benefits of giving and promoting good (Ryff & Singer, 2008; VanderWeele, 2017).

Altruism is part of the psychosocial repertoire of AYAs who have had positive
outcomes during and after cancer-related experiences. Many AYAs who have had
cancer or life-threatening illnesses reported that they want to help others suffering from
similar difficulties (Ishibashi et al., 2015; Parry & Chesler, 2005; Rosenberg et al., 2014).

They are willing to provide support and share their experiences because they have lived
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it and understand the feeling of being different from others and the suffering that cancer
can cause (Berrios-Rivera et al., 2008; Haase, 2004; Parry & Chesler, 2005). These AYAs
empathize with the difficulties of others and possess the good will to help others by
engaging in social activities, developing relevant career goals, or participating in
voluntary work (Haase, 2004; Parry & Chesler, 2005). These behaviors help others and
also have a positive impact on the AYAs themselves, bringing a sense of achievement or
being a good, mature person with empathy, compassion, and openness (Parry &

Chesler, 2005).

2.34.6 SocialEngagement and Social Connection: Being Involved and Connected to
the World

Social engagement, voluntary participation in a social setting in which
interaction and exchange occur with members of society for the benefit of others, has
been suggested as a characteristic of thriving youth (Lerner et al., 2002). Individuals who
are connected well with their community and exchange mutual benefits have been
found to have social well-being, social acceptance, social contribution, social integration,
social coherence, or social actualization (Diener et al., 2010; Keyes, 2002; McEntee et al.,
2013). McEntee et al. (2013) defined this characteristic as “positive social self” and
included it as one of three core components of human flourishing along with two other

factors, positive personal self and spiritual self. Although the expressions are different,
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the important thing is that they are actively engaged and connected to their society,
identify their roles, and perform well within the community.

Beyond receiving support and feeling a sense of belonging to a close community
(e.g., family, friends, school, neighbors), flourishing AYAs with cancer are able to give
and receive love (Phillips-Salimi et al., 2007) and actively connect with others, the
broader world, and a higher being (Haase, 2004). They are willing to learn from others,
share knowledge and experiences with compassion and empathy, and perform as
trustworthy members of cancer or non-cancer communities (D'Agostino et al., 2011;
Haase, 2004; Ishibashi et al., 2015; Parry & Chesler, 2005; Rosenberg et al., 2014; Wicks &
Mitchell, 2010). They are strongly convinced that their life has a purpose and they have a
mission to contribute to their society by helping others, especially those who are facing
similar difficulties (Parry, 2003). By engaging and contributing to the community, these
AYAs can establish their identity as a member of society, expand social relationships

(Haase, 2004; Parry & Chesler, 2005), and find a secure position in the world.

2.34.7 Self-Transcendence: Transforming and Growing

Self-transcendence, the capacity to expand self-boundaries (Reed, 2014), and an
ability to achieve continuous personal growth, self-realization, and self-actualization
through various life experiences are important attributes of flourishing individuals
(Keyes, 2002; Morton, 2016; Ryff, 1989; Ryff & Singer, 2008). Morton (2016) claimed that

human flourishing can be achieved by the continuous rupture and repair process of

35



human life and developing the ability to repair and rebuild the rupture is a critical
process for a flourishing life.

These capacities have also been suggested as a positive quality found in healthy
young adults (Veehoven, 1984) and in resilient AYAs with cancer (Haase, 2004; Haase et
al., 2014; Phillips-Salimi et al., 2007). While they deal with uncertainty and challenges,
these flourishing AYAs transform themselves in a positive way, grow stronger, and
achieve psychosocial thriving (Parry, 2003). Many AYAs with cancer have reported that
they become more mature than their same age peers (Haase, 2004; Parry, 2003; Parry &
Chesler, 2005; Rosenberg et al., 2014). They have a new, hopeful perspective on life and
learn how to form mutually helpful relationships with others (Haase, 2004; Parry, 2003;
Parry & Chesler, 2005; Rosenberg et al., 2014). The changes experienced by these
flourishing AYAs may not have been possible without their cancer-related experiences
(Parry, 2003). With this “expanded growth potential,” (Haase et al., 2014) they are able to
develop new capacities for dealing with challenging experiences and become proficient
in using their newly learned skills (Parry, 2003; Parry & Chesler, 2005). These new assets
can become a catalyst for further growth when these AYAs encounter other life

challenges in their future (Parry, 2003; Parry & Chesler, 2005).

2.3.5 Antecedents

Antecedents indicate the situational conditions that precede the concept of

interest (Rodgers, 2000). We identified three antecedents to flourishing (Table 5).
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2.3.5.1Previous Life Experiences and Resources

Human flourishing can emerge out of the synthesis of the AYA’s past
experiences (e.g., traumatic events, coping experiences, failure, achievement, success)
and their own resources (e.g., disposition, potential, personality, coping strategy, social
support, religion) (Ishibashi et al., 2015; McNeil, 2016; Parry & Chesler, 2005; Rosenberg
et al.,, 2014; Spratling & Weaver, 2012). Ryff and Singer (2008) claimed that life
experiences and environments can significantly influence their movement towards
human flourishing. AYAs bring distinct life histories and characteristics, and thus their
human flourishing emanates in unique ways from their backgrounds. These previous
experiences are not necessarily limited to positive experiences; if an AYA can find
meaning from past failures and learn from them, even negative experiences can become
a powerful source of flourishing. AYAs” accumulated past experiences and resources
have a significant impact on their coping responses when they encounter unexpected

challenges such as cancer diagnosis.

2.3.5.2 Turning Points

Certain events or experiences often precede and trigger positive changes and
growth in individuals (Wethington, 2003). These turning points can be a sudden
adversity, environmental change, a developmental transition, or an inspirational
experience (Wethington, 2003). Although a cancer diagnosis is a tragic event, several

studies have also described cancer-related experiences as a potential opportunity and
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trigger for AYAs’ further growth and positive changes (Arpawong et al., 2013; Berrios-
Rivera et al., 2008; Turner-Sack et al., 2012; Wicks & Mitchell, 2010; Woodgate et al.,
2014). Although AYAs’ lives can collapse after a cancer diagnosis, they can also start
rebuilding their inner strength and relationships with others (Rosenberg et al., 2014).
This ability which leads the rupture and repair process is an indicator of human
flourishing regardless of the individual’s age (Morton, 2016). Furthermore, positive
experiences during the cancer trajectory, such as closer relationships with the family and
friends (Ishibashi et al., 2015), meaningful connections with health care providers
(Haase, 2004; Woodgate et al., 2014) and other cancer patients (Haase, 2004), or feeling
the existence of a higher being (Haase, 2004; Woodgate et al., 2014), can be turning
points that inspire AYAs to become positively motivated and change perspectives and
attitudes toward life as well as death. From this perspective, the cancer-related

experiences that bring the rupture can be the antecedents of future flourishing.

2.3.5.3 Timing

The non-normative stressful experience of cancer during adolescence can have a
unique impact on the growth and development of AYAs as compared to other age
groups (Beardslee, 1989; Haase, 2004). Adolescence and young adulthood are critical
periods of development and experiencing nonnormative challenges during these
sensitive periods can contribute to individual differences as AYAs enter adulthood and

decide on their future direction and perspectives on life (Beardslee, 1989; Haase, 2004).
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Certain periods of their cancer trajectory or the time elapsed since cancer diagnosis
make a difference in AYAs’ needs and coping responses (Olsson et al., 2015; Parry &
Chesler, 2005; Rosenberg et al., 2014; Wicks & Mitchell, 2010). The combination of these
AYAs’" developmental characteristics and special designation as cancer patients can
create uniqueness in their personality, spirituality, religious beliefs, and existential
perspectives as compared to healthy peers or other age groups (Haase, 2004; Parry &

Chesler, 2005; Wicks & Mitchell, 2010).

2.3.6 Consequences

Consequences indicate the outcomes, conditions or situations that follow the
concept of interest (Rodgers, 2000). Three consequences of human flourishing were

identified (Table 5).

2.3.6.1 Positivelnfluence on Others

AYAs with cancer who flourish create positive energy and impact others. As
reported in several studies, AYAs with cancer are often willing to help others and their
desire can be reflected in their career goals or future plans (Ishibashi et al., 2015; Parry,
2003; Rosenberg et al., 2014). Altruism and willingness to help without expecting
rewards has been reported as a prominent outcome of human flourishing and creates a
beneficial impact on the lives of others (McEntee et al., 2013). The AYA with cancer who

tlourishes often have a positive impact on those around them. For example, nurses have
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reported that they felt a sense of satisfaction, experienced personal and professional
growth, and gained psychosocial and spiritual rewards while taking care of AYAs with
cancer despite the demanding burden and emotional difficulties (Enskar, 2012). When
these AYAs share their experiences and lives with others, their evocative nature makes
people feel happy and empowered. They can motivate and help others to be passionate
and become role models for family, friends, other patients, health care providers, and

many others.

2.3.6.2 ATruly Owned Life

AYAs with cancer who flourish ultimately live a full, truly owned life. They
know their strong points and their weaknesses and excel at making sense of their given
situations by finding meanings and benefits (Ishibashi et al., 2015; Parry, 2003). Some
cancer experiences may remain challenging, but are no longer threatening because these
AYAs are confident and competent enough to manage the situation and are aware of the
fact that every life experience has its own meaning and value (Haase, 2004; Haase et al.,
2014; Parry, 2003; Parry & Chesler, 2005). Their self-esteem, inner strengths, and coping
strategies give them the power to take initiative (Parry, 2003). They are not easily
intimidated by external threats (Parry, 2003) and they actively explore and learn to take
control of their illness and treatment (Berrios-Rivera et al., 2008). They also willingly
choose and practice health-protective behaviors because they know it is important for

their lives (Parry & Chesler, 2005). Cancer does not define them, and they evolve into the
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protagonists of their life stories. They stand as independent, equal beings among others
including their parents, peers, health care professionals and community members.
Although they still need social support from parents, peers, and clinicians, they are not a
mere recipient of the support but rather exchange positive influences with their
surroundings. Hence, they regain a true sense of control among the uncontrollable

events and live fulfilling lives.

2.3.6.3 Harmony and Balance

Flourishing AYAs who discover inner strengths, develop new abilities, and
establish positions in the world among their cancer trajectory gradually achieve internal
harmony and balance. Human flourishing does not ensure that these AYAs will live a
happy and stable life on a continuous basis. They will deal with the long-term effects of
cancer treatment and subsequent life challenges. In a study of psychosocial thriving in
AYA cancer survivors, Parry and Chesler (2005) pointed out that thriving, one of the
surrogate terms of flourishing, is not a mere process of becoming positive after adversity
but rather “a process of integrating or balancing gains and losses in ways that ultimately
lead to reports of a positive experience” (Parry & Chesler, 2005, p. 1068). The newly
learned and developed capacities of AYAs with cancer enable them to integrate
fluctuating life conditions with their ongoing internal changes as well as with their
environments. In addition, the mutual exchanges and growth between the AYA’s

biological, psychosocial, and spiritual dimensions could contribute to their integrative
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health (Berrios-Rivera et al., 2008). In conclusion, these AYAs are internally and
externally balanced amid the continuous changes in their lives and ultimately create

harmony between their given environmental components.

2.3.7 Modeling Flourishing in AYAs with Cancer: An Exemplar Case

We can describe human flourishing in AYAs with cancer as a continuous, life-
long, self-driven process. As described earlier, human flourishing is the highest positive
state that a person can attain; however, this concept also includes processes and
methods for reaching this heightened state. Therefore, human flourishing is a process
that continues throughout life, but the consequences can become antecedents as well as
attributes of human flourishing in the ongoing process. The individual characteristics
and resources that have been fortified during an AYA’s past (Antecedent 1) encounter
triggering events such as cancer diagnosis. The direct and indirect experiences
associated with cancer diagnosis and treatment (Antecedent 2) during the unique
developmental period (Antecedent 3) create a strong foundation and new opportunities
for growth. By achieving positive intrapersonal changes and interacting and engaging
with others or with external environment (Attributes), a flourishing AYA positively
influences others (Consequence 1), lives a truly owned life (Consequence 2), and
achieves ongoing harmonious development with their environment (Consequence 3). In
conclusion, human flourishing brings a continuous and dynamic process of growth and

maturity among intrapersonal, interpersonal, and person-environmental dimensions
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over time to achieve internal integration, evoke positive changes in their environment,
and ultimately create a harmonious and balanced existence with the outside world.
Based on this understanding, we provide an exemplar case of flourishing in AYAs with
cancer.

Anne was diagnosed with osteosarcoma when she was 16. As a result, she had to
undergo surgery to remove a tumor on her femur and receive multiple cycles of
chemotherapy. Her treatment prevented her from going to school, which resulted in
Anne academically falling behind her peers. This scholastic setback and the fact that her
parents were clearly grieving over her condition made Anne feel guilty and frustrated.
Cancer treatment was difficult, and the uncertainty about her future made her feel
suffocated with fear. However, meeting other children and adolescents who were
successfully completing arduous treatment inspired Anne, and after her first cycle of
treatment she became calm and felt confident she would be able to deal with the
treatment. Anne decided to think of herself as the heroine in her favorite movie,
someone who could face up to adversity squarely and endure it. No one could
guarantee the outcome of the treatment, which could be unsuccessful, but she thought
she had to accept this inevitable situation and think about what she could do in the
present moment. Her family, who were in shock due to Anne’s unexpected diagnosis,
began to change too as Anne bravely confronted her challenges. Whenever her family

had to deal with a difficult situation, they were united and tried to find the best solution
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for Anne. With her nurse’s help, Anne met other cancer patients her age in hospital and
joined an online community of AYAs with cancer. Anne received advice and emotional
support from other AYAs who had gone through similar experiences, and this gave her
a sense of belonging. One day, Anne and other AYAs discussed how they could make
their “special experience” more meaningful. Based on Anne’s past experience in leading
a charity event at her high school, they planned a fundraising campaign for pediatric
cancer patients in need of financial support. They successfully completed this campaign
and it was even reported in the local news. Many people, including Anne’s family,
health care providers, other patients, neighbors, and her school friends praised her
work. Recognizing the changes she had made by herself was an amazing and life-
changing experience for Anne. It made her feel she was living a special life — one she
would not have experienced had she not been diagnosed with cancer. She was a victor
in her life, not a cancer victim. When Anne’s cancer treatment was finished and she
returned to school, she was a completely different person. She felt a new and exciting
path lay ahead of her in life, and she was ready to embark on a new journey. Because
she hoped her experience would help other AYAs in similar situations, she continued to
interact with the online community, especially with other AYAs who had cancer, and
became a beacon of hope for them. She began studying nursing to use her experience

with cancer in her professional career. She believes this whole experience was a
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designated process to establish her own position in the world and help her discover the

meaning of her life.

2.4 Discussion

The concept of human flourishing has the potential to capture the exceptional
growth and development that can occur in AYAs with cancer. A consensus has not been
reached on the definition of human flourishing because it is a multidimensional concept
that embraces a range of components of a good life (Rasmussen, 1999) and the
interpretation of a good life can vary across individuals and disciplines. In addition,
flourishing is not only an outcome but a dynamic, ongoing process. Since the structure
that flourishing takes is unique to individuals and can change over time, defining
human flourishing is complex. We employed Rodgers” Evolutionary Concept Analysis
(Rodgers, 2000) approach to search for the core components of human flourishing in this
population and chose three antecedents, seven attributes, and three consequences.

Our findings are consistent with other studies that have focused on positive
outcomes in AYAs with cancer, and other related terms such as thriving or resilience
(Haase, 2004; Haase et al., 2014; Parry, 2003; Parry & Chesler, 2005). However, our study
suggests new attributes. Importantly we have highlighted the positive impact that
flourishing individuals have on their surroundings. Although resilience or post-
traumatic growth illustrates a person bouncing back from adversities and producing

positive outcomes, these concepts do not necessarily guarantee that a person will live a
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good, positive, and beneficent life. On the other hand, the concept of human flourishing
arose from a philosophy that deals with the realm of benevolence and virtue
(VanderWeele, 2017), and thus, connotes an evocative nature and mutual growth with
others through ongoing positive interactions. To our knowledge, this attribute has not
been applied to studies of AYAs with cancer or those with other life-threatening
childhood onset chronic conditions. This may be a result of the reliance upon cross-
sectional designs or data collection focused upon AYA self-report or interviews or
reports from proxies. Capturing the evocative nature of AYAs who flourish across the
cancer survivorship trajectory may require longitudinal and observational studies (Parry
& Chesler, 2005).

All AYAs with cancer have the potential to flourish. Yet, anecdotally clinicians
report that only a small cohort of AYAs with cancer experience human flourishing. An
important area for inquiring could involve understanding what internal and external
supports aid in flourishing. As was described by Viktor Frankl (2006), the context in
which we live does not necessarily dictate whether an individual will flourish. Viktor
Frankl (2006) wrote about the experience of living in a Nazi concentration camp and
stated that human beings still have the freedom to pursue meaning and hope even in the
most tragic, hopeless situations. Therefore, AYAs with a range of conditions may
tlourish even in environments that may not seem to be ideal. An environment that can

provide individualized support for AYAs may increase opportunities to initiate and
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develop the processes involved in flourishing. Strong family and peer support,
meaningful relationships with others, and secure environments, while not essential, are
important for enabling AYAs to flourish. Some authors suggested family functioning,
parental emotion, or parental coping as important factors for flourishing in adolescents
with chronic conditions because the importance of these relationships (Nabors et al.,
2018; Odar Stough et al., 2015). Support from peers and friends are an important factor
because of their significant influence on AYAs during this developmental stage (Berrios-
Rivera et al., 2008; Olsen & Harder, 2011; Olsson et al., 2015; Woodgate et al., 2014). In
addition, several studies emphasized therapeutic relationships with health care
providers or maintaining AYAs’ social network during cancer treatment as a means for
promoting a sense of normalcy and for creating a secure environment for AYAs with
cancer (Berrios-Rivera et al., 2008; Olsen & Harder, 2011; Olsson et al., 2015; Woodgate et
al., 2014). In particular, nurses have the ability to guide these AYAs towards pathways
to flourish through individualized, context- and relationship-oriented nursing care

(Nursing, 2014).

2.4.1 Implications

Our analysis allowed us to develop a conceptual basis for future studies of
flourishing in AYAs with cancer that will guide clinical practice and nursing research.
The concept of human flourishing can serve as a multidimensional goal for survivorship

in AYAs across their cancer trajectory. A deeper understanding of human flourishing in
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AYA cancer survivors who have experienced extremely positive growth across the
critical developmental transition period can serve as a comprehensive care goal for
AYAs with cancer. This concept takes into account developmental and situational
characteristics, time course, and environmental factors across the cancer trajectory.
These AYAs develop intra- and interpersonal strengths that lead to mutual growth with
their surroundings and ultimately, realize and maximize their potential and harmonizes
in a given environment. Thus, human flourishing moves survivorship goals beyond the
current focus on survival and quality of life to focus on the promotion and realization of
the AYAs’ full potential. Future exploratory studies are needed to examine the
development of this dynamic and complex concept in clinical settings for AYAs with
cancer.

The concept of human flourishing can be applied to clinical practice as a
comprehensive guide for nurses who take care of AYAs with cancer. Nurses who spend
a significant amount of quality time with AYAs with cancer can be excellent facilitators
for AYAs to initiate, restore, and further develop the life-long processes involved in
flourishing (National League for Nursing, 2014). Nurses often have a range of
experiences providing care to AYAs across responses types, from AYAs who struggle to
adapt and experience distress, to those who flourish. These experiences can serve as a
basis for identifying those AYAs with individualized needs and planning appropriate

care. Nurses are in the ideal position to help AYAs with self-identity, plan for the future,
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find the meaning and value of their past and present experiences, and use these assets
for their further positive growth and development. Nursing care should focus not just
on eliminating cancer-related symptoms, but also towards promoting experiences for
AYAs to develop towards human flourishing. Nurse scientists can develop effective and
creative interventions for helping AYAs find meaning in their experiences.

The findings of this concept analysis can be applied to AYAs with other
childhood onset chronic conditions. Human flourishing occurs when individuals face
challenges and use their experiences with adversity to grow and move beyond. Future
studies should be conducted to investigate appropriate care approaches for AYAs with

different health conditions, taking into account the unique characteristics of each illness.

2.5 Conclusion

The concept of human flourishing has the potential to encapsulate the extreme
positive growth that may be experienced by AYA cancer survivors and serve as a
focused goal for nurses and other health care providers. Future work should focus on (1)
explore the in-depth developmental process of human flourishing in AYAs with cancer;
(2) examine the role of nurses on the promotion of flourishing in AYAs with cancer; and
(3) develop care strategies and nursing interventions to apply this new care aim to AYAs

with cancer or other health conditions.
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3. Human Flourishing in Adolescents and Young
Adults with Cancer: Experiences of Pediatric Oncology
Health Care Professionals

3.1 Introduction

Adolescents and young adults with cancer (AYAC) can be described as those
who are diagnosed with cancer during adolescence (between 13 to 18, approximately)
and have undergone treatment and transitioned into survivorship. AYAC have been in
the spotlight for the past several decades due to their increasing number and their
unique ongoing care needs (Ferrari & Barr, 2017). AYAC confront the dual challenges of
transitioning from the pre-cancer period to survivorship and adolescence to young
adulthood (Marshall et al., 2019). They face complex, time-sensitive decisions involving
unfamiliar health care systems, uncertainty and the fear of death, and possible social
alienation caused by both illness and unpredictability during their early developmental
stages (Christiansen et al., 2015; Panjwani et al., 2019; Patterson et al., 2015). As peer
relationships and solidarity are crucial for teenagers in this age group, AYAC’s
experiences of being separated from friends and peers during repeated medical
treatments and low physical functions can impact their developmental process
(Kaluarachchi et al., 2019).

Calls for age-appropriate, comprehensive support tailored to the complex needs
of this population have persisted for decades (Baassiri & Mulrooney, 2016; Docherty et

al.,, 2015; Patterson et al., 2015). However, empirical studies have also described this
51



population as having minimal negative psychosocial problems despite these apparent
difficulties (Mertens & Gilleland Marchak, 2015; Michel et al., 2019). This discrepancy
may be caused by differences in the perspectives on the health of AYAC. Scrignaro et al.
(2016) highlighted the importance of a thriving model of adjustment for young cancer
survivors. Their study explored positive health of young adult survivors of childhood
cancer, focusing on psychological well-being based on the model of Ryff and Keyes
(1995), which is more than adjustment and encompassing multidimensional components
such as autonomy, environmental mastery, personal growth, positive relationships with
others, purpose in life, and self-acceptance (Scrignaro et al., 2016). In a study of 35 young
adult survivors of childhood cancer and 47 siblings, they found that only a small
number of participants needed support when assessed for negative psychological
symptoms and maladjustment. However, when positive health perspectives were
assessed, more than half of survivor participants were identified as needing support for
the promotion of well-being. Based on their findings, Scrignaro et al. (2016) argued that
a lack of abnormal psychological adjustment does not indicate that young cancer
survivors have optimal psychological functioning status such as global life satisfaction
or a sense of control in stressful situations. They concluded that well-developed
psychosocial services aimed at enabling young cancer survivors’ well-being
components, such as global life satisfaction, self-efficacy, life engagement, and a sense of

purpose, are necessary (Scrignaro et al., 2016). Their study suggests that what is often
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regarded as an established standard does not fully represent an optimally healthy life.
However, little research has been conducted to encompass this expanded definition of
health in AYAC.

To understand the expression of optimal health in AYAC, we can study a small
cohort of AYAC who go on to exceptionally positive outcomes and thrive across the
challenging period of cancer treatment and entry into survivorship. Despite the
overwhelming challenges associated with AYAC, some survivors surmount the period
of distress and suffering, and develop strengths, creativity, and positive coping skills
over the course of their cancer diagnosis, treatment, and transition into survivorship
(Arpawong et al., 2013; Zamora et al., 2017). Persons who observe and interact with
them, including health care providers, often remember these young patients as being
impressive, inspirational, and extraordinary, despite their adverse situations. This
unique cohort of AYAC often captivate people who interact with them and have
accomplishments during and after cancer treatment that extent well beyond reasonable
expectations. Many of these individuals stay active and hopeful in the middle of difficult
situations, find positive meaning in their experience of cancer that leads them to expand
relationships with others, and often offer care to others who are suffering (Parry &
Chesler, 2005; Steinberg et al., 2019). Some of them even publish books or maintain blogs
in their efforts to help others, study hard to achieve their goals, and fundraise for

donations to cancer organizations (Alex’s Lemonade Stand Foundation, n.d.; Schilstra,
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2015; Teenage Cancer Trust, n.d.). Concepts such as “resilience,” “thriving,” or “post-
traumatic growth” have been used to study and describe the population of AYAC who
appear to have experienced highly positive coping (Arpawong et al., 2013; Haase et al.,
2014; Parry & Chesler, 2005). More recently, the multidimensional concept of human
flourishing (HF) has appeared in studies of children and adolescents, reflecting the need
to capture the extent of this exceptional ongoing growth and fulfillment (Hilton et al.,
2019; Nabors et al., 2018; Orkibi et al., 2015).

HF, first introduced in the fields of philosophy and positive psychology,
describes “a state in which all aspects of a person’s life are good” (VanderWeele, 2017, p.
8149); an individual in this state is living a full life with positive emotions, optimal
functioning, positive growth, and dignity (Dell'Oro, 2006; Fredrickson & Losada, 2005;
Keyes, 2002; Seligman, 2011). In 2014, the National League for Nursing defined HF as a
life-long, existential effort towards self-actualization, fulfillment, and holistic well-being
within each individual, present in a given environment and through every life
experience, including those bringing happiness or suffering (National League for
Nursing, 2014). They suggested HF as an ideal outcome of individualized, relationship-
focused, culturally competent nursing care. VanderWeele et al. (2019) also have
suggested that HF is the essential health care goal that clinicians should pursue;

however, little is known about the conceptual meaning of this concept, especially in the

AYAC population. Exploring the meaning and properties of HF in AYAC can provide
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an opportunity to identify how to measure this health care goal and whether we should
pursue this as a line of inquiry for the population, and ideal care approaches to promote
HF in AYAC. To develop holistic nursing care for this population, further work is
needed to understand the exceptional positive growth observed in some AYAC who
have transitioned to cancer survivorship and young adulthood.

One way to explore the concept of HF in AYAC is from the perspectives of those
who have observed this population within the context of direct interaction. Pediatric
oncology health care providers (HCPs) such as registered nurses, physicians, child life
therapists, and social workers spend a significant amount of quality time with AYAC,
becoming critical components of their cancer treatment trajectory (Phillips & Jones,
2014). Experienced HCPs have observed AYAC responses that range from adaptation
struggles to apparent flourishing. They can provide insights into HF in AYAC by vividly
recalling the survivorship trajectories of patients who exhibited impressive personal
growth and meaning making. Their accumulated knowledge and experience may be an
important resource for understanding HF in AYAC which has been rarely studied.
Therefore, the purpose of this study is to explore the concept of HF in AYAC from the
perspectives of pediatric oncology HCP. This study aims to: (1) describe HCPs
experiences of witnessing HF in AYAC; and, (2) develop a list of critical attributes used

by HCPs to describe HF they have witnessed in AYAC.
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3.2 Methods
3.2.1 Design

We used a qualitative descriptive design (Sandelowski, 2000) with mixed data
collection methods that incorporated an open-ended electronic survey and structured

individual interviews with pediatric oncology HCPs.

3.2.2 Participants and Settings

Following Duke IRB approval, we recruited pediatric oncology HCPs
(registered nurses, pediatric nurse practitioners, physicians, child life specialists, and
pediatric psychologists) working at Duke University Medical Center. A purposive
sampling design was used to sample those who could recall an adolescent patient(s)
who they feel epitomized HF (Polit & Beck, 2012). Eligible participants included those
who (1) had worked in pediatric oncology for more than one year, (2) self-reported
having provided care to at least one AYAC who were diagnosed with cancer during
adolescence (aged 13 to 18, approximately) and possessed a “remarkably positive
psychological trajectory into survivorship,” and (3) were able to understand, read, and

write in English without any serious sensory or cognitive impairment.

3.2.3 Data Collection

A pediatric oncologist and a nurse manager who were study consultants sent a
study invitation email to potential participants. Participants who agreed to take part in

the study were asked to complete the open-ended Research Electronic Data Capture
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(REDCap) electronic survey with a demographic questionnaire and an eligibility
question sent via email link. Basic demographic information, such as age, sex,
occupation, and work duration, were collected.

While the open-ended survey provided us a broad range of information about
HF in AYAC, we further conducted an individual semi-structured interview with
pediatric oncology nurses to explore more in-depth nature and shape of this
phenomenon. Through a convenient sampling technique, six pediatric oncology nurses
who are working in the pediatric oncology inpatient unit were sampled. The interviews
lasted on average 20 to 30 minutes and were conducted in a private location (e.g., unit
conference room) in the hospital. All participants were instructed not to include any
protected health information that might reveal the patient’s identity. Figure 3 is a

display of the survey/interview questions.

Direction

You are being asked to complete this survey because you have been identified as an expert pediatric
oncology health care provider. Our team is designing a future study of adolescent and young adult
survivors of cancer who went on to survive cancer treatment and experience a trajectory of extreme
positive growth, the ability to move beyond cancer, treatment distress and suffering to find purpose in
life, fulfillment, and the cultivation of meaning. Human flourishing describes the ability of an individual
who, despite a period of adversity, has gone on to function unexpectedly well and is living an optimal
range of functioning and has developed observable meaning in life. These adolescents and young adults
are often highly optimistic, have high self-esteem and display a range of positive coping strategies to deal
with challenges. They have been successful in developing positive relationships with others, find
meaning from their suffering, and often have plans or are involved in activities that reflect their extreme
growth from their cancer experience. In preparation for this future study we are developing a list of core
attributes and a definition for human flourishing in the context of surviving adolescent cancer.

To complete this survey, we would like you to think of at least one individual who comes to mind when
you think of flourishing following adolescent cancer treatment, (aged 13 to 18, approximately).

Questions
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1 Inno more than 3 sentences, describe this person and why this person came to mind.

2  Provide a list of adjectives that describe the characteristics of this individual.

3 Recall characteristics of this individual when you first met him/her (e.g., when first diagnosed, or
during difficult treatment periods). How did they behave? How did they respond to events,
challenges, difficulties, or changes?

4 From your most recent encounter, how is this individual responding to events, challenges,
difficulties, or changes in his/her life? How have they changed now compared to the past? What do
you think changed them?

5 Now think beyond the patient you have been describing. Please suggest your ideas, definitions,
perceptions, or attributes of “flourishing” in adolescent and young adult survivors of cancer.

6 If you have anything to add/suggest/recommend for this study, please describe it.

Figure 3. Survey/Interview Questions
3.2.4 Data Management and Analysis

Demographic information was analyzed using descriptive statistics. The textual
data from the open-ended questions and the transcribed interviews were analyzed using
a conventional content analysis technique (Graneheim & Lundman, 2004; Hsieh &
Shannon, 2005). The textual response data was organized, coded and then condensed
into categories and themes related to patterns of descriptors of flourishing used by
participants. A text-based analysis software program (Atlas.ti 8) was used to assist with
coding the data and mind-mapping were used to search for patterns and processes
within the data (Burgess-Allen & Owen-Smith, 2010; Whiting & Sines, 2012). Critical
attributes or key adjectives used by HCPs to describe these AYAC were listed. The data
analysis team consisted of a researcher with extensive experience in qualitative methods
and a doctoral student. Both had expertise in pediatric oncology nursing. We analyzed,
coded, and checked the coding for discrepancies between coders and discussed themes

until we reached an agreement to secure the trustworthiness of data analysis.

58



3.3. Results
3.3.1 Participant Characteristics

A total of seventeen HCP participants completed the electronic survey or the
individual interview. A total of eleven pediatric oncology HCPs completed the emailed
REDCap survey: two pediatric oncology nurses, one advanced nurse practitioner, one
child life specialist, one pediatric psychologist, and six pediatric oncologists. Six
pediatric oncology nurses took part in an individual semi-structured interview. Table 6
summarizes the characteristics of participants.

Table 6. Participants Characteristics

Demographic Values Frequency %
Occupation Pediatric Oncology Nurse 8 47.1%
Pediatric Nurse Practitioner 1 5.9%

Pediatric Oncologist 6 35.3%

Child Life Specialist 1 5.9%

Pediatric Psychologist 1 5.9%

Gender Female 15 88.2%
Male 2 11.8%

Average (SD) Range

Age 38.71 (9.82) 24-58
Work Duration (months) 138.59 (101.14) 22-360

3.3.2 Critical Attributes

We created 115 codes using a mixture of a priori codes from the literature on HF
as well as in vivo codes from the data. We categorized these codes into 11 categories and
3 themes describing critical attributes of HF in AYAC (Table 7). Below we described

each theme and provide exemplar quotes. The subjects of the quote were deliberately
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changed to a gender-neutral pronoun such as “they,” or identified with gender-neutral

i

nouns include “the patient,” “the person,” or “the individual” to protect anonymity.

Table 7. Attributes of HF in AYAC

Themes Categories # of related codes Example codes
Positive Initiative & 22 Tackling everyday challenges
Forward Enterprise Actively engaging in treatment
Motion Positivity & 17 Making others happy
Evocativeness Positively changing surroundings
Perseverance & 16 Maintaining normality among
Tenacity abnormality
Accepting changes and challenges
Wisdom & 8 Applying new skills to broader life
Translation into Life challenges
Developing practical solutions
Connectedness Compassion & 10 Guiding others to solutions
Empathy Paying it forward
Social Engagement & 8 Reaching out to other AYA patients
Social Connection Connecting with others as a human, not
as a patient
Supportive 8 Maintaining family cohesion
Background Having financial stability
Self Character ~ Tranquility & 10 Growing into maturity
Maturity Remaining calm during turbulence
Self-awareness & 8 Having a sense of control
Self-agency Expressing self, emotions, and thoughts
Transcendence & 6 Living one’s new normal
Full Potential Achieving a significant jump in growth
Meaning making 2 Learning from challenges

Perceiving cancer as an opportunity

3.32.1 Positive Forward Motion

Flourishing AYAC described by participants were illustrated as a strong beacon
of their own lives and others’ lives. They were represented as initiative, enterprise,

perseverant, and tenacious. Participants illustrated that these AYAC examine challenges,
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move forward with their wisdom, maintain a positive outlook among adversities, and
ultimately become an inspiration to others.

Initiative & enterprise . Participants described these AYAC as people who

approached their lives as enterprising, active agents rather than passive recipients of
external influences and given circumstances. After receiving a diagnosis of cancer, they
seemed eager to find solutions to their challenges and were able to put these plans into
action on their own. They responded to cancer-related challenges using willpower and
the ability to create and employ positive plans. Through these plans, they were able to
develop new coping strategies that they did not have before cancer diagnosis. One nurse
stated,

They had a goal in mind early on. They achieved at least two of the goals they set.

One pediatric oncologist also described the AYAC as,

Tearful initially, especially when important things couldn’t be done. But then [they]
developed a quirky sense of humor about what they were going through. Then [they]
started to write about experiences and reaching out to other teenagers, and they became
stronger, became a beacon for others.

Positivity & Evocativeness . Participants described how, despite a life-

threatening cancer diagnosis and uncertain future, the AYAC appeared to have positive,
optimistic, hopeful, and confident countenance. Their positive disposition inspired their

family, other patients, or their HCPs to remain positive and motivated, and helped the
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AYAC to move forward while reflecting on their lives. One pediatric oncologist
described the AYAC's

... ability to see the world through a new light where joy prevails over sadness.
One nurse participant said that the AYAC are,

...very inspiring. I think it helps me to have a different outlook on life than I might have if I
hadn’t had these interactions [with AYAC].

Another nurse also stated,

We all love taking care of them ... it makes me realize in my life if they are going through
this as a seventeen-year-old teenager, what can I go through and how can I... they just
always leave everybody smiling when people leave the room, even when they were not
feeling good... When I see their personality, I'm like, "how can I inspire other patients, have
the outlook they have? And not everybody is gonna do that but I think they are really good
examples.

The other nurse participant shared the experience as follows:

There’s never been a ‘no’ for them. There’s never been like, ‘well, I can’t do that anymore.’
It's always just been ‘it’s a setback and I'm gonna get over it.” And it just- it's inspiring
honestly to see how far they’ve coming and how much they have to look forward to I
guess... (after all difficult treatment), they still come up into the unit and they give you a
hug and asks ‘how are you? How are things with you?’ That’s just amazing to me that
someone can have cancer at seventeen, lose their hair, lose their identity, and who they are
as a woman or a man and to come up onto the floor and ask me how I'm doing. And to have
a smile on their face and to be welcoming and to care so much about their younger siblings
and all of that, it’s like they forget about who they are. They want to know about everyone
else and that to me is mind-blowing.

Perseverance & Tenacity. Participants described the accomplishments their
patient exemplar attained such as attending college or obtaining a college degree,
securing satisfying employment, or being married. Achievement of these developmental

tasks was considered impressive because the diagnosis of cancer and treatment often
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interfere with the course of AYAs lives, creating unexpected and overwhelming
adversities; however, they described their AYAC exemplars as particularly tenacious in
their aspirations, even under challenging circumstances. Despite very adverse situations,
they continued to pursue their goals in order to achieve what they valued and desired.
One nurse participant described,
[Despite] everything that they went through, they were still able to carry forward.
Another nurse also emphasized this aspect as,
They just had goals, they had end goals. They want to go to college still. They are still in
school, they didn’t take any time off. When they were here for their treatment, they had
classes online at school. They’re still being very active. They're in AP classes. This person is
amazing, and I think they’re just very driven. And that they have goals that they want to
obtain, and they just keep going.
One nurse practitioner added,
I feel that attributes of flourishing are not letting challenges or life events interfere with

their ultimate plans/goals in life.

Wisdom & Translation into Life . Participants described the AYAC as being smart

and intelligent, able to learn from their experiences in order to discover and apply
coping skills and solutions to difficulties by themselves. They seemed able to make clear
decisions and to cope with life challenges both related and unrelated to cancer. A
pediatric psychologist stated,

Being able to generalize the experience navigating the stressors of treatment to broader life
challenges and stressors appears key to flourishing.

This participant also added,
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The patient was able to develop new skills and new insights from this experience that
allowed oneself to weather the storm and come out on the other side stronger, more
insightful, and with greater purpose... (the patient was) aspiring to a career in medicine,
building on coping skills developed during treatment (e.g., mindfulness, yoga).

3.32.2 Connectedness

Flourishing AYAC were described as a core member of their community who
maintain intimate and mutually beneficial relationships with their surroundings. They
had strong compassion and empathy for others while they are well-supported from their
surroundings. They were willing to engage in their society and to contribute through
what they could do.

Compassion & Empathy . Participants repeatedly described their exemplar

AYAC as being driven by altruism and having a strong desire to help others. They
understood that cancer-related experiences are traumatic and painful and that their own
experiences with suffering had instilled or nourished in them a capacity to feel empathy
and compassion, and a desire to help people. A pediatric oncologist described this
aspect as follows:

After going to AYA cancer survivor camp, they started wanting to be a good example for
others, mentor others through the experience of chemo, cancer life. They spoke about
meeting others going through the same thing and how others have their strength. So they
wanted to pay it forward.

Social Engagement & Social Connection. Participants reported that their

exemplar AYAC were eager to engage in social activities and to participate in various
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social roles and relationships. Many of them wanted to contribute as members of their
society and interact with others. One nurse described these AYAC are,
... able to have meaningful relationships.
Another nurse participant added,
The patient wasn’t in school when they were in treatment, cause the patient had to be
inpatient for a lot of it, which is really hard for a lot of them [because] that’s all their friends,
all their social support. But the person didn’t seem as bothered by that. That patient was
online all the time, talking to friends. So social media was huge, in being able to connect

with people. [Also] the patient really got into connecting with other people with a similar
diagnosis. That person would like to ask about patients and talk to them on the floor.

Supportive Background. Participants described their exemplar AYAC as having

benefited from highly supportive human resources (e.g., family, friends, HCPs, support
groups), financial stability, and good health insurance. Secure, affluent backgrounds and
material/economic/social resources helped them to focus on coping with cancer-related
challenges; however, participants suggested that these AYAC elicited support from their
given environments as part of a reciprocal process. The support system on which they
relied was, in part, evoked by their interactions with their surroundings. A child life
specialist stated,

I think that the love and support of the patient’s family and friends helped create a positive
outcome for this patient.

One nurse participant also described,

I think there is something to be said about having a good, stable family background... They
come from a very supportive family. They have great health insurance... Their family
doesn’t have to worry about money, they don’t have to worry about insurance, they don’t
have to worry about who's gonna sit here with this particular patient cause they have
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somebody that can be able to do that. The patient’s mom is a mom that can be really
involved in the hospital... so the patent has got that security. And then the patient’s got
security in how the treatment is going too. On this floor, we have a positive outlook and our
goal is always to cure and that’s their goal as well.

Another nurse highlighted the mutual relationships as follows:
I think it’s the way the patent was raised. I think the patient’s parents have a really positive
outlook on it [cancer] and I think that they’ve drawn from each other on that. I think the
patent’s really positive because the patent’s parents were. But I think the parents were
because of the way the patient reacted. I think it's a very mutual balance from the
relationship that they have... I think that the patient’s positivity, that the patient’s been able
to help their family through it and the patient’s been able to provide support to them...

Everyone is rallying for the patient but the patient’s the one who is helping everyone. I just
find that amazing.

3.3.2.3 Self Character

These flourishing AYAC were described as mature and easygoing individuals
even in the upheaval after cancer diagnosis, having genuine knowledge on themselves
and a strong sense of agency. Rather than being swayed by adversity, these AYAC
appeared to find the meaning of their experiences and to grow and develop through
various events and challenges and move toward the future with their own character.

Tranquility & Maturity . The participants recalled that the AYAC exemplar they

were describing as not being easily swayed by others or by adverse events during
treatment. The respondents described these AYAC as remaining calm and peaceful in
the face of unexpected challenges, as looking at their situations calmly and confronting
the hardships before them. Many participants felt that the AYAC seemed mature and

more like adults compared to same-age peers. One nurse described this as,
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I rarely saw them get angry. They were sad and didn’t feel well at the time but always had a
smile ready.

A pediatric psychologist also stated,

They have a perspective on life and stress that are mature beyond their years.

Self-awareness & Self-agency. Participants described their exemplar AYAC as

having profound self-knowledge concerning their capabilities, characteristics, feelings,
emotions, or motivations. They were adept at describing feelings and symptoms, and at
expressing their wants and needs. They appear to accept both positive and negative
aspects of themselves and their lives, and they exhibited confidence in their ability to
deal with experience of cancer. Each AYA was described as a self-determined actor or
the author of their life story rather than merely a protagonist in a plot determined by
cancer. One nurse participant described,
They had a lot of questions. They were very involved in their care. They were interested in
just learning everything they could about it... They had a lot of knowledge about how all the
medicine worked, everything we were doing... and they was just really a part of [their
care]... they were always included and I think it really gave them a sense of control... I think
what really helps [teenagers with cancer] is a sense of control.
Another nurse participant also mentioned,
When they had a bad day, [although] it was rare, but they were self-aware enough to be like,
‘I'm being a jerk to everyone. I'm in a bad mood. Things aren’t going well today.” So they
were just very self-aware.
The other nurse provided an example as follows:
[During the treatment the patient had] very high anxiety. [The patient was] not someone

that ever wanted to be here. [That person was] very, very miserable every time the patient
was here... The patient turned eighteen during- towards the end of the treatment and when
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the patient turned eighteen, the person decided that they didn’t want to do it anymore. And
so the patient stopped the treatment early... and get back to what the patient viewed as the
patient’s normal life. And the patient is still- doing great [now]... When the patient comes
for checkups in the clinic, that person comes up to the unit. That patient wants to see people,
wants to see the nurses, wants to tell people how the person is doing. The patient wants to
be interactive, all of the things that they didn’t really want to do when the person was here. I
think feeling like the patient had control [changed the person]... This is definitely gonna put
the patient in a different category. But the patient made the decision that the patient thought
was best for self at the time. And it turns out it's been an okay decision... I think it’s just
positive in that, it shows that even when you don’t have a great attitude, [even when] you
stop treatment early, (even when) you're given a bad diagnosis, it doesn’t mean that you're
not gonna do well in the end.

Transcendence & Full Potential . The participants described their exemplar

AYAC as someone who reached beyond their base capacities in order to achieve positive
personal growth through the cancer experience. While the experience of a life-
threatening illness and treatment offered challenges for them, it also provided
opportunities for exceptional growth. Participants described AYAC who showed a
potential to achieve continuous growth, to keep transcending previous boundaries, and
to reach their full potential. A child life specialist described this as,
There is a significant jump in growth that happens with these survivors.
A nurse participant also stated,
They continue to better themselves and to strive to live up to their full potential.
Another nurse provided an example as follows:
I've seen children who've come in a thirteen-year-old who has come in with anxiety through
the roof. You could barely wake the child up, you couldn’t get the child’s blood pressure,
you couldn’t get the child to take medicine. And through a process and cancer and the
chemo, and the child was just coming out this resilient individual and the child’s just

overcome so much. And you have just seen the growth that groups had. Having cancer as a
teenager, it doesn’t only teach them about their body, it teaches them about resiliency and it

68



teaches them about compassion, and it teaches them about perseverance and different ways
that most people will never experience in their life.

Meaning Making . Participants described their exemplar AYAC as makers of

meaning during stressful events related to cancer or life challenges. They seemed
proficient at understanding and making sense of life events, relationships, and
themselves. Establishing the meaning of their experience for themselves served as a
solid foundation for accepting unpredictable situations and move forward with
confidence. A pediatric psychologist described,

They were able to reframe stressors as opportunities for growth in a way that they were not
able to at the beginning of their treatment.

A nurse participant also stated,

The patient wanted to take this experience and make it into something that they can make a
career out of. The patient wanted to go into oncology. The patient might want to be a doctor
or a nurse.

3.3.3 Characteristic Adjectives

When asked to give list of adjectives that would aptly describe their exemplar
AYAC, participants responded with a list of 65 unique adjectives. We created a word
cloud based upon the frequency of each adjective and their clusters (Figure 4). The word
cloud can be retrieved with the following link:

https://wordart.com/powzgbvvxs6z/word-art.
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Figure 4. Adjectives of HF in AYAC

3.4 Discussion

HF is a contemporary concept that is being applied to understand extraordinary
positive personal growth demonstrated by individuals who deal with adverse life
experiences. HF is a potentially meaningful concept to understand the unique
experiences of a small cohort of AYAC who have impressive, inspirational, and
extraordinary growth through their cancer experience. In order to explore the

meaningfulness of the concept of HF for AYAC, who are transitioning through the
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development transition of adolescence to young adulthood alongside transitioning from
diagnosis through active treatment to survivorship, this study explored the properties of
HF in AYAC from the perspectives of pediatric oncology HCPs who had witnessed or
experienced this phenomenon in a small subset of AYAC. We chose to explore the
concept of HF through HCP perspectives as an initial step towards, because pediatric
oncology HCPs often tell stories about caring for unique and amazing AYAC.

We identified and categorized the attributes of HF in AYAC as experienced by
their HCPs. In this paper, we present these attributes of HF from a holistic and
comprehensive perspective, thus expanding on traditional definitions of HF that have
focused mainly on optimal psychological functioning and positive emotions
(Fredrickson & Losada, 2005; Keyes, 2002). We described 11 categories under 3 themes
that suggest a multifaceted nature to HF. These themes are consistent with the definition
of HF suggested by the National League for Nursing (2014), which stipulates that HF is
a life-long process of self-actualization through one’s life experience of happiness,
pleasure, hardship, and suffering. Our study builds on previous studies of flourishing
(Diener et al., 2010; Fredrickson & Losada, 2005; Rasmussen, 1999; VanderWeele, 2017)
by considering the developmental characteristics of AYAs.

The study findings support a view of HF in AYAC as active, passionate, wise,
creative, problem-solving youth who are able to guide themselves and their

circumstances in a positive direction. Some of AYAC were described as being frustrated
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and saddened after receiving a diagnosis; but the participants noted their impressive
ability to confront and manage hardship in their own ways and develop new coping
strategies, becoming more mature and emotionally advanced. Participants felt that these
AYAC were able to face challenges calmly and cheerfully and that they seemed
transformed by their experiences.

Flexibility and capacity for resilience have been reported as essential
components of HF and growth (Morton, 2016). North et al. (2014) reported that an ability
to accept failure, to embrace the negative emotions that follow defeat and
disappointment, and to develop new plans is crucial to flourishing. Life-threatening
situations and suffering during an early phase can present seemingly overwhelming
challenges but can also provide opportunities to grow and thrive (Teall et al., 2013;
Turner-Sack et al., 2012; Woodgate et al., 2014; Zamora et al., 2017). For AYAC,
developing positive attitudes about cancer-related experiences and hopeful outlooks
concerning the future have been identified as critical resources for coping in cancer
survivors (Phillips & Jones, 2014); therefore, tolerant optimism and a life-reconstructing
capacity may be considered critical assets to cultivate at an early age for use over the
course of the life trajectory.

Self-awareness and self-control are aspects of HF reported by the HCP
participants. Several participants described having a sense of control as an essential part

of HF in AYAC. Maintaining a sense of self-agency and self-control in situations that
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AYAC cannot easily handle has been reported as an essential component for developing
resilience during the experience of illness (Haase et al., 2014). Self-triggered positive
changes and achievements can help AYAC to discover meaning in their cancer
experience, can contribute to a sense of confidence and agency, and can facilitate
positive post-cancer identity development (Husson & Zebrack, 2017; Park et al., 2010).
Dell'Oro (2006) defined HF as “our capacity to sustain a felt sense of dignity and
effective agency in the face of life’s challenges and tragic turns” (p. 5); this definition
emphasizes the importance of a sense of control and of agency to the development of
flourishing. This aspect of HF may be particularly important for AYAC because they are
in developmental stages characterized by the preparation for independence from family
and the construction of self-identity.

Flourishing AYAC were described as wanting to develop their personal values
and to make meaningful contributions to society as survivors. Participants recalled that
these AYAC opened themselves to interaction and to exerting a positive influence on
others, which is one of the most significant differences between the concept of resilience
and HF. While resilience can be defined as a homeostatic return to a prior condition
(Carver, 1998) or “the process or patterns of positive adaptation and development in the
context of significant threats to an individuals’ life or function” (Masten & Wright, 2009),
the concept of HF further includes benevolence and goodness which are not essential to

define resilience or other positive concepts. These flourishing AYAC appeared to find
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meaning in their lives that allowed them to develop a concrete self-identity. Establishing
a positive image of the self is a known developmental task for AYAs (Wicks & Mitchell,
2010); however, participants felt that the AYAC described in this study exhibited
comprehensive and mature perspectives. Despite the challenges of their experience of
cancer, they appeared to pursue an active exploration of their feelings and to embrace a
search for meaning that would allow them to transcend anxiety and grow as human
beings (Woodgate et al., 2014). Ishibashi et al. (2015) reported that cultivating a sense of
purpose, especially during the early phase of treatment, is essential for the development
of resiliency in AYAC. Woodgate et al. (2014) recommended that nurses provide
opportunities to grow from suffering by encouraging young patients with cancer to
actively engage in meaningful, therapeutic conversations and developmentally
appropriate activities such as drawing or playing video games.

AYAC who flourish demonstrate the ability to create positive roles, to
communicate positively with their surroundings, and to nourish supportive
environments. In this respect, the findings of this study correspond with that of other
studies of resilience, thriving, post-traumatic growth, and high quality of life in AYAC
(Haase et al., 2014; Ishibashi et al., 2015; Phillips & Jones, 2014). Although our
participants observed that flourishing AYAC benefited from having highly supportive
surroundings, as well as secure financial backgrounds, they also noted that the AYAs

connected and interacted with their family, peers, HCP, support groups, and
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environments reciprocally, as equal-level partners, rather than as beneficiaries of
unidirectional support. They are willing to search for resources and to construct
supportive environments in which they could be comfortable and positively engaged.

The ability to contribute to a supportive system from which one receives mutual
benefits in the form of belonging has been referred to as “connectedness.” Sharp et al.
(2015) identified connectedness as an essential protective and facilitating factor for
resilience and growth in youth with cancer. Researchers have demonstrated that AYAs
who have dynamic, reciprocal relationships obtain external support while developing an
enhanced capability for compassion, empathy, and sympathy in addition to a
willingness to make others’ lives better (Zamora et al., 2017). Sameroff (2009) described
this type of relationship as a transaction rather than a simple, temporary interaction and
emphasized that plasticity allows both an environment and a person participating in it
to experience mutual growth and adaptation over time. Although external support
appears to be necessary for flourishing in AYAC, positive interaction and continuing
complementary relationships with the sources of support may be more important. To
our knowledge, there is little research comparing the benefits of AYA connectedness
with unidirectional social support. Future studies of AYAC may need to investigate a
wide range of support sources and ongoing, dynamic interactions.

Some participants discussed their perspectives on flourishing in AYAC as it

related to survival. They suggested that flourishing is not necessarily possible only when
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there is a guarantee of survival and offered examples of AYAC who chose to suspend
treatment in order to obtain a goal or who continued with schoolwork while undergoing
palliative care. These examples demonstrated that flourishing involves making present
endeavors meaningful. In a study of flourishing in the context of suffering, death, and
dying, Iles (2016) argued that “it is not dying we should be afraid of, but not living”
(p-107) and that human beings can truly realize the importance and wonder of life when
they acknowledge the imminence of death. Adolescents do not face life-threatening
illnesses or the possibility of unexpected death as often as adults or older adults;
however, for those who do, the experience can offer an opportunity to develop the
attributes of HF. Because the current study focused on HCPs’ observation on the
evidence of HF in AYAC, we suggest further research to explore the perspectives of
AYAC who have experienced the process of flourishing in various life-threatening
situations. We can also explore the potential roles of HCPs as advocates and companions
during AYAC's journey towards HF. Such studies could contribute to a new care

paradigm for AYAC.

3.5 Implications

Although many studies have investigated appropriate care approaches for
AYAC that can mitigate the negative impacts of cancer, there is a paucity in research
that aims their life-long, holistic growth and development, going beyond survival and

the absence of negative symptoms. Many AYAC may not be experiencing symptoms of
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problematic depression, anxiety, and post-traumatic stress disorder, neither are they
encouraged or assisted to take the opportunity to flourish through this adverse situation
(Scrignaro et al., 2016). Understanding how the small cohort of AYAC who have reached
the exceptional level of growth and meaning making can provide new knowledge to
guide this population towards an opportunity of growth and ongoing well-being.

The critical attributes of flourishing in AYAC identified in this study suggest
that nurses should focus on goals of care beyond disease treatment and symptom
mitigation when providing care for this population. VanderWeele et al. (2019) claimed
that using HF as a clinical care goal can alter HCP care decisions over the full extent of
individuals’ lives. Each attribute of HF discussed in this study can be considered as a
goal of nursing care for AYAC. Nurses are well-positioned to nourish and model
flourishing attributes. As many studies have reported, the cancer experience involves
suffering and uncertainty for AYAC but can also provide an opportunity for personal
growth (Parry, 2003; Woodgate et al., 2014). The nurse’s role is to guide AYAC to
recognize challenges as opportunities for growth and to support them as they develop
own strategies for confronting difficulties. Iles (2016) defined care as “acts of work and
courage that enable (patients’) flourishing” and the National League for Nursing (2014)
emphasized the role of the nurse is to “help the individual to reclaim or develop new
pathways toward human flourishing” by providing “individualized, culturally-tailored,

relationship-centered nursing care” (p. 1). Rotegard et al. (2011) stipulated patients’
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strengths and potentials as health assets and argued that nurses should recognize these
assets and incorporate their potential into their plan of care. Rotegard, Ruland, and
Solveig (2011) further emphasized that organizational and institutional support is
essential to enable nurses to achieve this level of care.

HF can be considered a process founded that involves a combination of
experiences, expectations, and perceptions of meaning unique to AYAGC; therefore,
nursing practice must provide holistic, individualized assessment, timely and
appropriate care during each phase of treatment, and developmentally tailored
intervention in order to promote its development. Kelly (2013) stated that AYAC need
age-appropriate and effective interventions that can address complex needs. Gupta et al.
(2016) claimed that care for AYAC should be interdisciplinary and collaborative because
their comprehensive needs cannot be adequately addressed through a single source of
health services. Docherty et al. (2015) applied the Life Course Health Development
framework as a strategic model to understand the characteristics and dynamic health
development trajectories of AYAGC; their study emphasized that nursing care should
consider AYAC’s individual health pathways and understand that the timing and
sequence of event can influence whether those events promote risk factors or protective
factors. These studies are consistent with our findings and emphasize that nursing
should take full account of the diverse and complex individual characteristics of each

AYAC. Because HF is a health care goal that can be applied to every individual
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regardless of their prognosis, it can be initiated at the beginning of cancer treatment as a
goal for both survivorship care and palliative care (Iles, 2016).

Finally, we feel that HF as a goal could be widely applied to the care of other
populations, including AYAs with chronic health conditions such as diabetes, asthma,
and spina bifida. In a recent study, VanderWeele et al. (2019) suggested that HF can be
utilized by HCPs for their own well-being in addition to being used to deliver good
health care to patients. They emphasized that HF can be understood at the population-
level as a starting point for reimagining a traditional care paradigm (VanderWeele et al.,
2019). We suggest further studies of HF involving various populations and different

circumstances.

3.6 Limitations

The generalizability of this study is limited by the nature of the design which
includes in-depth data collection with a relatively small sample of HCPs. In particular,
the number of some HCPs within role categories (e.g., child life therapist, pediatric
psychologist) were small or absent (e.g., social worker) compared to other occupations,
such as nurses or pediatric oncologist. However, the small sample allowed us to explore
in-depth care experiences and unique perspectives on HF in AYAC. Our use of open-
ended survey questions might have limited the extent of participants” responses.
Although the findings of this study demonstrate the critical characteristics of flourishing

in AYAC, we are unable to draw any conclusions about the relative weighting of the

79



attributes nor the relationships between attributes. Even though we designed the
survey/interview questions to identify the changes in AYAC after cancer diagnosis,
participants” descriptions were limited because they were unable to observe the entire
treatment process of the AYAC. Some participants responded that their exemplar AYAC
was already in the middle of the prolonged treatment when they first met them,
possessing resilience and positivity. Because the primary purpose of this study was to
identify components of HF in AYAC, future studies are required to understand the

dynamic and complicated process that AYAC undergo in order to become flourishing.

3.7 Conclusion

This study is one of the first investigations to explore the pivotal characteristics
of HF in AYAC. We believe that our findings can contribute significantly to build the
foundation for age-appropriate, well-tailored health care plans that promote holistic

well-being in AYAC.

80



4. A Pediatric Oncology Nurse-Adolescent with Cancer
Dyadic Storytelling Intervention: A Prototype
Intervention Development Study

4.1 Introduction

4.1.1 Care for Adolescents and Young Adults with Cancer

In 2019, approximately 11,060 children and adolescents under the age of 19 in the
United States were expected to be diagnosed with cancer (Siegel et al., 2019). Over the
past 30 years, advances in treatment and supportive care have resulted in over 80% of
children and adolescents with cancer surviving into adulthood (Close et al., 2019). While
cancer incidence and survival rates are lower in the adolescent and young adult (AYA)
population compared to younger children, their psychosocial needs as AYA exceed
those for children and older adults (Burkart et al., 2019; Coccia, 2019). In 2014, the
National Comprehensive Cancer Network proposed guidelines emphasizing that
survivorship care plans should be initiated at the beginning of the treatment stage and
continued throughout the entire life trajectories (Denlinger et al., 2014). The early
development of an age-appropriate care planning and survivorship care for adolescents
and young adults with cancer (AYAC) is crucial for promoting psychosocial growth and
development during treatment and for guiding them towards successful cancer
survivorship as they transition into adulthood and will spend the majority of their lives

with the consequences of cancer treatment (Docherty et al., 2015; Tsangaris et al., 2014).
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AYAs who are diagnosed with cancer during adolescence have multiple unique
needs and challenges because of the developmental issues that affect them differently
than younger children or older adults (Barnett et al., 2016; Smith et al., 2019; Zebrack &
Isaacson, 2012). AYAC often experience anxiety and a sense of isolation if their
treatment regimen requires them to drop out of school or work, or to be separated from
their peers (Barakat et al., 2016). Adolescence is a developmental period characterized by
the need for identity-building and independence, so when adolescents are exposed to a
complex health care system and treatments requiring a rapid decision-making process in
which they have little input or control, these developmental objectives can be
compromised (Lin et al., 2019; Wicks & Mitchell, 2010). The weight of concern for their
survival may lead their care providers to overlook the potential harm caused by
disruptions to their normal development (Baird et al., 2019; Fern et al., 2013).

When AYAC are not well prepared to confront the unique challenges they face
in life after cancer treatment and the transition into survivorship, issues such as fear of
cancer recurrence, uncertainty about the future, and reintegration into posttreatment life
in society can be pronounced (Baird et al., 2019; Barakat et al., 2016; Beaupin et al., 2018;
Belpame et al., 2019; Sun et al., 2019; Yang et al., 2019). AYAC have reported to have
found posttreatment more difficult than their experience of treatment (Fern et al., 2013).

177

As Baird et al. (2019) point out, “issues of ‘life’ not “disease’” (p.584) require different

approaches, knowledge, skills, and support. AYAC are, therefore, a uniquely vulnerable
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group whose developmental characteristics and potential for life-long cancer-related
survivorship should be carefully considered when planning their care.

Much of the existing intervention research with AYAC has focused on cancer-
related stress, anxiety, depression, healthy behaviors, resilience, and quality of life as
primary outcomes. While those outcomes are essential to the well-being of AYAC
transitioning from an adolescent undergoing cancer treatment to a young adult cancer
survivor, factors indicative of ongoing positive growth and development are often
missing. For example, the formation and maintenance of good relationships, healthy
identity development, preparation for the future, building internal strengths and
external relationships, spirituality, and goal setting have been identified as factors
critical to the ongoing growth and development of AYAC, beyond those related to
achieving a cure or survival (Graetz et al., 2019; Greenblatt & Saini, 2019; Hydeman et
al., 2019; McNeil, 2016; Steinberg et al., 2019). However, these factors have rarely been
used as targets for interventions for AYAC. AYAC’s preferences for various types of
intervention programs should be considered along with their needs in order to improve
the efficacy and accessibility of interventions. Barakat et al. (2016) reported that AYAC
preferred one-on-one, in-person psychosocial programs that increase strengths and
endurance. The development of intervention programs tailored towards advancing the
positive, ongoing growth and development of AYAC who are transitioning to cancer

survivorship are needed.
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Human flourishing (HF), a life-long process to achieve “uniqueness, dignity,
diversity, freedom, happiness, and holistic well-being of the individual” (National
League for Nursing, 2014, p. 1), can work as an excellent target for intervention outcome
that address the unique needs of AYAC. This concept describes living a full life with
positive emotions and optimal functioning in the midst of positive growth and
enhancement (Fredrickson & Losada, 2005; Seligman, 2011; VanderWeele et al., 2019),
provides a holistic and in-depth focus for the goal of survivorship of AYAC across their
cancer trajectory. The concept of HF has a great potential to move us beyond the single
dimensional aims of survival and the absence of negative symptoms. Thus, the purpose
of this paper is to describe the development of an intervention that will target HF in

AYAC.

4.1.2 Storytelling for Promoting Human Flourishing

As a medium for developing therapeutic relationships between nurses and
patients, oral and written storytelling can be powerful tools in nursing practice.
Storytelling has been successfully utilized in pediatric oncology to provide health
education, information, symptoms management, legacy-making, and psychological care
(Akard et al., 2015; Ferrari et al., 2015; Kuntz et al., 2019; Laing et al., 2017; Pereira et al.,
2017). Storytelling in the field of mental health care and nursing has been identified as a
powerful means for promoting behavioral activation, self-efficacy and mastery, self-

identity, social connectedness, and as a motivation to accept and confront adverse
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experiences in children, adolescents, and young adults (King et al., 2016; Kuntz et al.,

2019). Sharing stories can help individuals to discover their recovery capacities because
narration involves the processes of recalling experiences, deconstructing previous
meanings, and reconstructing new meanings, all of which are critical to the achievement
of human flourishing (Morton, 2016; Sandelowski, 1994). Sandelowski (1994) wrote that
stories can be structured and shaped by an individual patient’s interpretation of
themselves, and that by telling their stories, patients could move toward “an integrated
sense of self with future possibilities” (p. 29), thus patients can find meaning in their
suffering, life, and even in impending deaths (Evans et al., 2008). Storytelling has
potential to be a cost-effective, accessible methods of helping AYAC and their nurses

explore themselves and establish mutually beneficial relationships.

4.1.3 Partnering with Pediatric Oncology Nurses

Pediatric oncology nurses are well positioned to serve as partners in
interventions to address the special needs of AYAC and to impact their development
because they spend a significant amount and quality of time with their patients across
lengthy treatments, providing care across a range of responses types, from AYAC who
struggle to adapt and experience distress to those who thrive and flourish. Nurses are
well trained for and proficient at therapeutic communication skills that can improve
patients” health and build a trustful relationship (Jones, 2009). Because AYAC, their

families, and their nurses often develop close relationships, pediatric oncology nurses
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have the potential to promote flourishing in AYAC by building upon the therapeutic
nurse-AYA relationship (Parry & Chesler, 2005). This therapeutic relationship has been
shown to help the AYAC to feel understood, respected, and connected; and may
gradually lessen their sense of vulnerability gradually as they develop a sense of
functioning as independent human beings (Cho & Park, 2017; Jacobsen et al., 2015).
Supporting the therapeutic relationships between pediatric oncology nurses and AYAC
can address the unique developmental needs of AYAC by promoting (a) a sense of
normalcy, (b) self-identity and personal values, (c) positive relationships with others,
and (d) preparation for the future (D'Agostino et al., 2011; Lin et al., 2019). Furthermore,
nurses also can benefit from this relationship. Pediatric oncology nurses can suffer from
high levels of emotional and personal stress, work-related loss and grief, exhaustion,
frustration and self-doubt, and ethical dilemmas; these factors have been found to
contribute to compassion fatigue, burnout, secondary trauma, or moral distress (Conte,
2014; Hecktman, 2012; Moody et al., 2013). According to studies, the distress
experienced by caring nurses can be mitigated through meaningful recognition and an
empathetic connection with the patients that results in increased compassion satisfaction
(i.e., “the pleasure and gratitude that develops from caregiving patients” [Kelly et al.,
2015; p. 523]). In this sense, nurses and AYAC can become partners and receive mutual,
reciprocal benefits; they can both be helped to develop the resilience required to grow,

thrive, and flourish in a high-stress environment. Given the powerful role that the nurse-
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patient relationship plays, its potential for development and implementation should be

further explored.

4.1.4 Aims

We developed a dyadic intervention that promotes human flourishing in AYAC
and nourishes job satisfaction in pediatric oncology nurses. While the primary aim of
this study was to test the feasibility and acceptability of a nurse-patient dyadic
storytelling format, we also aimed at a beginning exploration of outcome measures
(efficacy) of including AYAC human flourishing and pediatric oncology nurse job
satisfaction. Thus, the aims of this paper are to:

Aim 1: Develop a concept-based prototype model for a pediatric oncology nurse-AYAC
dyadic storytelling intervention to promote HF.
Goal 1a: Describe the process of developing the prototype model.
Goal 1b: Test the feasibility and acceptability of the prototype model through a single
case study.
Aim 2: Explore AYAC and a pediatric oncology nurse’s perception and experience of HF

in AYAC.

Based on these aims, this chapter consists of three phases: (a) Intervention model
development phase, (b) intervention feasibility and feasibility through a single case

study phase, and (c) exploration of human flourishing in AYAC phase.
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4.2 Multiphase Optimization Strategy Framework

Our prototype intervention development for feasibility and acceptability study
were guided by the preparation phase of the Multiphase Optimization Strategy (MOST)
framework (Figure 5). MOST is a systematic framework for guiding the development
and optimization of a multicomponent intervention (Collins et al., 2007). Collins (2018b)
defined optimization of an intervention as “the process of identifying an intervention
that provides the best expected outcome obtainable within key constraints imposed by
the need for efficiency, economy, and/or scalability” (p. 54). MOST consists of multiple
phases of research aimed at developing, optimizing, and evaluating the behavioral
intervention based on selected empirically operationalized criteria (Collins, 2018a;
Collins et al., 2007). This strategic approach can guide researchers as they design a
practical and systematic intervention while considering accessibility to required
resources and information in a structured manner. In this paper, we present our work in
the preparation phase of MOST, which aims to build a foundation for optimizing the
intervention including developing the theoretical model, reviewing literature, and pilot
testing specific components of the intervention. Thus, we will present multiple data
components, including (a) a literature review, (2) individual/focus group discussion

with pediatric oncology experts, and (c) a single-case feasibility and acceptability test.
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Figure 5. Multiphase Optimization Strategy Framework  (Collins, 2018a)

4.3 Phase 1: Intervention Development

The initial model of the intervention (see Figure 6) was developed based on (a)
two foundational studies of human flourishing (a concept analysis-see Chapter 2; and an
exploratory study with pediatric oncology providers); (b) a literature review of AYAC
positive youth development interventions; (c) multidisciplinary research team meeting;
and (d) a qualitative descriptive study with experts. Story theory in nursing practice

(Smith & Liehr, 2014) was used as a theoretical framework for our intervention (Figure
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7). We designed a dyadic storytelling intervention between a pediatric oncology nurse
and an AYAC in order to maximize the synergistic effect of storytelling within the
therapeutic relationship. Expressive writing, a self-reflecting writing exercise aimed at
alleviating emotional trauma and building up personal strengths (Pennebaker & Evans,
2014), was included to provide participants with an opportunity for introspection

regarding their experiences before beginning the interactive session.
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Figure 6. Initial Model
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Figure 7. Story Theory and Storytelling Intervention

4.3.1 Qualitative Descriptive Study with Experts

The purpose of this component of empirical data collection for our MOST
intervention was to develop a prototype intervention model based on iterative
discussions with multiple pediatric oncology experts.

After developing a draft intervention model, we conducted one focus group
discussion and multiple individual/group discussions with 18 experts in pediatric
oncology, AYA development, and narrative medicine between October 2018 to July
2019. Table 8 summarizes the list of experts who participated in individual/focus group

discussion.
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Table 8. Experts List

Categories N Discussion Method

Nurse Researchers 3 Individual/Group
Pediatric Oncology Nurses 4 Individual/Group
Pediatric Oncologists 4 Individual/Group
Palliative Medicine Specialist & Cartoonist 1 Individual
Oncology Recreational Therapist 1 Individual/Group
Child Life Specialist 1 Group

Writing Clinician 1 Individual
Oncology Social Worker 1 Group
Developmental Psychologist 1 Individual/Group
Clinical Psychologist 1 Individual

Participants expressed that the use of a dyadic storytelling intervention
involving nurses and AYAC was interesting and could potentially promote identity
development in AYAC, an essential part of flourishing in this population. They felt this
intervention was feasible but identified some concerns regarding (a) nurse recruitment,
(b) AYAC recruitment, (c) intervention format, and (d) location of the intervention.

Nurse recruitment. Participants expressed concern that nurses who are not
professionally trained as counselors could be exposed to potential risks while AYAC
shared their experiences. Because nurses are key health care providers as well as
participants in this study, their role had to be carefully described. One expert suggested
drawing on existing rapport when setting up the adolescent-nurse team by asking
adolescent participants to nominate 1-2 trusted nurses with whom they felt comfortable
engaging within this intervention. Other experts recommended preparing a safety net to
prevent the psychological burden and emotional disturbance that both AYAC and

nurses could encounter. They suggested instituting standards during the nurse’s
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training sessions to prevent potential risk to AYAC from interactions with nurses
suffering from severe burnout or psychological difficulties. We asked a pediatric
psychiatrist and a clinical psychologist to serve as study consultants, help us draw up
guidelines, and to provide their contact information so that participants could access
them immediately for emotional or psychological assistance during the intervention.
Additionally, with assistance from the pediatric oncology nurse manager, we
established a training plan for nurses and an eligibility check list before recruitment. The
nurses who participated in the discussion expressed their belief that nurse participants
would be capable of communicating safely with AYAC about sensitive and painful
stories if they were given detailed instructions and if they provided informed consent.
As nurses routinely provide therapeutic communication in their daily care of patients,
they were considered excellent candidates for participation.

AYAC recruitment. Participants raised questions concerning age criteria for
AYAC participants and their treatment phase during the intervention. Pediatric
oncologists and a child life specialist recommended that AYAC between the ages of 15
and 21 were best suited for this intervention due to their developmental characteristics;
they further suggested that it would be best to enroll AYAC during the maintenance
phase of treatment, when the most intensive period had been completed. Participants

also identified child life specialists as the key personnel needed who could be helpful in
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recruiting eligible AYAC subjects due to their broad insight and knowledge of AYA
patients’ individual and developmental characteristics.

Intervention format. Our initial plan was to use a mobile application
“StoryCorps” and to let participants share their stories with the public if both subjects
agreed. StoryCorps is a program developed by an independently funded organization
that allows two participants to interview each other, record their stories, and preserve
the story (StoryCorps, n.d.). Experts expressed concern that this could result in potential
HIPAA (Health Insurance Portability and Accountability Act) violations or breaches of
confidentiality. We consulted with the Duke Health Institutional Review Board (IRB),
and the IRB did not approve the use of the StoryCorps application for our intervention;
therefore, we decided to provide each subject with an encrypted voice recorder,
allowing subjects to keep the recorded story and disclose it to others only if both agreed.

Because each session is held on a weekly basis, there was a risk of diluting the
benefits of a close relationship between participants if the intervention took place over a
prolonged period. While our initial model includes two independent sessions and three
interactive sessions, another expert recommended increasing the number of direct
nurse-patient interactions from three to four. We addressed this recommendation by
modifying the duration and contents of a two-week expressive writing session so that

the activity could be completed within a week.
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Location of the intervention. Initially, we configured four of the five intervention
sessions online and the fifth face-to-face. There were a few concerns that the schedule of
outpatient visits or hospitalizations for AYAC during the treatment maintenance phase
might prove difficult to accommodate face-to-face, or that AYAC might be unable to
travel due to reduced immunity or health conditions. Thus, we configured all the

sessions online using the online video conference program Cisco Webex.

4.3.2 Prototype Intervention Model Development

Based on the literature review and discussion with experts, we developed the
final prototype for a five-session dyadic storytelling intervention that would occur over

a period of six weeks (See 4.2.4.3 Procedure).

4.4 Phase 2: A Single-Case Feasibility Test
4.4.1 Study Design

We used a single case pre/post comparison with no control group design to test
the feasibility and acceptability of the prototype intervention model that might promote
human flourishing in AYAC. One dyad of a pediatric oncology nurse and an AYAC
(aged 15 to 21) was asked to develop their narrative story of their experience over a 5-
session storytelling intervention. This study was conducted from September through
November 2019.

A case study approach is a powerful method to explore a complex and relatively

unknown phenomenon within a specific context (Stake, 1995). This approach requires an
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in-depth study of a small number of cases or even a single case of a specific incident or
phenomenon (Ragin, 1992b; Sandelowski, 2011). A case approach facilitates hypothesis
generation and theory development, and it is useful for testing a conceptual idea against
empirical evidence (Flyvbjerg, 2006; Gerring, 2007). Such an approach is ideal for
identifying how factors work together to render each case unique (Edwards, 1998;
Edwards et al., 2004). We chose the single case study approach because this
feasibility/acceptability study was to identify whether the intervention components can
be applied to an actual case successfully and make an impact on human flourishing in
the case subject that has the highest potential to complete the process. We aimed to lay
the groundwork for the development of an optimized intervention by applying the
prototype intervention model in an ideal and flexible case with well-controlled local

factors.

4.41.1Participants and Setting

The case in this study was a 17-year-old female adolescent with cancer and a
pediatric oncology nurse. Ragin (1992a) described the process of defining the case,
“casing” (p. 217), a repeated process between the theoretical idea (promotion of human
flourishing) and the empirical evidence, as allowing the researcher to look at the
phenomenon from a theoretical perspective, convert the empirical experience or
observation as a manageable form, and incorporate the new knowledge into theory

again. Critical case sampling, one of the purposeful sampling techniques, was used to
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select the case that has the highest potential to describe the phenomenon adequately and

to provide the most relevant information (Etikan, 2016; Suri, 2011). We developed four

decision criteria to define the critical case for this study based on our discussion with

experts, and this became the eligibility criteria of this study.

1.

The first decision was to identify the appropriate age range of the AYAC
participant. During the focus group discussion, experts recommended that
AYAC who are in middle to late adolescence (aged 15 to 21), a criterion
suggested by American Academy of Pediatrics, due to (a) their universal
developmental maturity that can address complex life events and can
understand abstract concepts and (b) the homogeneity of their life experiences
(e.g., education, employment, access to certain health care services) during this

period (Hardin et al., 2017).

The second decision was the type of cancer and the treatment phase of the
AYAC participant. To ensure the homogeneity of participants” treatment
experiences, our eligibility criteria only included patients who have received
similar cancer treatment modalities for a prolonged period, such as
chemotherapy, radiation therapy, and bone marrow transplantation; however,
we did not specifically limit the type of cancer. Due to the high physical,
psychological, and emotional burdens during the intensive treatment phase, we

decided to include only AYAC who are in their maintenance phase. Experts also
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agreed that AYAC at this period may have less intensive physical symptoms of
cancer treatment, be more accustomed to some of the burdens of cancer, but at
the same time, still under the impact of illness so that they could provide the

most relevant information for this study.

The third decision made in order to define the initial “prototype critical case” to
increase the probability that we could purposively select an AYAC who is
“information rich” data (Palinkas et al., 2015) on the intervention evaluation and
human flourishing in AYAC. In order to optimize our chance of collecting in-
depth information about the intervention as well as the concept of flourishing,
we decided to recruit AYAC who might be perceived as flourishing. This type of
sampling is justified in the study given our aims to understand the feasibility
and acceptability of the intervention as well as to collect data on the experience
of human flourishing. During the meeting with a child life specialist, we
provided a general description of human flourishing and the purpose of critical
case sampling. Based on the given information, the child life specialist made a
recommendation of a likely “critical case” from their experience based on the
following criteria: (a) character, (b) positive attitude, (c) willingness to engage in
treatment and coping methods, (d) social support, and (e) desire to help others
facing cancer treatment. After considering these factors, the child life specialist

determined a suitable participant who likely would be motivated to complete all
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the sessions, benefit from the intervention, and provide the most information on
the intervention evaluation and the experiences of flourishing as AYAC. Figure 8

summarizes the AYAC eligibility criteria.

Axis 3: CONDITION

i Flourishing

Languishing
Cancer Diagnosis \
Intensive Treatment \ Maintenance

Birth ———— = —@—0—@~ Axis 2: TREATMENT PHASE

Survivorship

Adolescence (aged 15-21) ),

Death

Axis 1: LIFE TRAJECTORY
Figure 8. Case Selection

The final sampling decision was the process used to recruit the pediatric
oncology nurse participant. We wanted to recruit a nurse participant who was
likely to work with the AYAC as an intervention partner, not as a caregiver, and
who was most likely to make the AYAC feel safe and secure in disclosing their
stories. We decided to request that the AYAC nominate 3-5 nurses that they
would feel comfortable working with. Once the nomination list was provided,
we would then involve the nurse manager in our final selection. In addition, we
decided to include nurses with more than two years of pediatric oncology

clinical experience as evidence for making logical judgments in various
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unexpected situations that could occur during the intervention.

Therefore, the AYAC crucial case selected for this study met the following inclusion
criteria: (a) aged 15 to 21, (b) diagnosed with cancer during adolescence (aged 12 to 18),
(c) had completed active cancer treatment and entered into a maintenance phase, (d) had
obtained consent of parents/legal guardians to participant in the study (if a minor), (e)
could read/write/speak/understand English and had no sensory/cognitive impairment
that would preclude participation, and (f) could access and use electronic devices (e.g.,
laptop, desktop, mobile phone, or tablet PC). We excluded candidates who had received
only surgical procedures without chemotherapy, radiation therapy, or stem cell
transplantation because of the differences in the intensity of the treatment experience.
Once an AYAC participant was recruited, we asked them (and their parents/legal
guardians) to nominate three to five pediatric oncology nurses with whom they were
willing to work during the intervention. We discussed this list with the nurse manager
on the Duke Hospital Pediatric Oncology Inpatient Unit who completed the initial
screening of nurses based on the eligibility criteria: (a) have worked on the pediatric
oncology inpatient unit for more than two years, (b) able to use and access electronic
devices such as a laptop, desktop computer, mobile phone, or tablet PC, (c) able to
read/write/speak/understand the English language without any serious
sensory/cognitive impairment, and (d) willing to devote approximately two off-duty

hours per week for five weeks.
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4.41.2Procedure

The intervention includes the following: 1 orientation session (1 week before the
tirst intervention session commenced), 5 sessions (1-2 hours per session), and
baseline/postintervention data collection. Participants were fully informed that the
content of their stories would not be disclosed to anyone, including the research team.
See 4.3.1 Figure 10 that summarizes the overall procedure and timeline of the study.

Orientation. One week before the first session, both participants are given a 1-
hour one-on-one orientation, either online or in person. A printed manual (Figure 9; for
details, see Appendix 2) and a voice recorder are delivered via mail or in person. During
the orientation, they are provided with information about (a) the overall procedure, (b)
their expected roles, (c) instructions for each activity, (d) technical issues, and (e)
appropriate responses to potential adverse events. In addition, we provide contact
information for the study consultants, local support resources, and the research team.
After the orientation, participants are asked to complete baseline questionnaires:
demographic information, the Flourishing Scale, the Resilience in Illness Scale, the

Professional Quality of Life Measure.
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Figure 9. Manual

1st-week session.The participants have a 1-hour video conference meeting via
Webex application. The research staff opens the video conference meeting room and
leaves after ensuring that both participants have successfully joined the meeting.
Participants are asked to review the intervention, to introduce themselves, and to review
and answer given self-exploration questions (Appendix 1).

2rd-week session.In their second session, participants are asked to complete a 5-
day expressive writing activity (30 minutes to 1 hour per day). Following the
Pennebaker’s Expressive Writing Framework (2014), participants are asked to write
about their cancer experiences, including emotions, deepest feelings, relationships with

significant others, future goals and plans, and the sense of meaning in their life. On each
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of the 5 days, after they finish writing, participants complete a brief reflection survey
(Appendix 1).

3d-week session.The third session consists of a 1-hour writing activity and a 1-
hour video conference meeting. The goal of this session is to develop a one-page story
relating to the AYAC participant’s cancer experience. Before the video conference
begins, the nurse is asked to develop an interview questionnaire based on given sample
questions (Appendix 2). During the video conference meeting, the nurse interviews the
AYA using questions from the questionnaire in order to guide the AYAC to develop the
outline of their story. After the meeting, the AYAC writes a one-page story about their
cancer-related experience.

4nh-week session.During the fourth session, the nurse and the AYAC switch the
roles. The AYAC develops an interview questionnaire and guides the nurse’s
storytelling about the cancer-related experience as a pediatric oncology nurse. At the
end of the meeting, the nurse writes a one-page story. Sample questions are included in
Appendix 2.

5h-week session.The purpose of this 2-hour Webex meeting is for the
participants to create a dyadic story and to record it using an encrypted voice recorder.
They are asked to develop a final storytelling guideline based on given sample questions
(Appendix 2). Once their questions are ready, they begin to record their story in the

form of mutual interviews. After they complete the recording, they are given the
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recorder to keep so that their story cannot be shared with others unless both participants
agree to share it. After completion of the final session, both participants receive an
electronic survey link and complete the Flourishing Scale and the Resilience in Illness
Scale (AYAC) or the Professional Quality of Life Scale (nurse). They also complete a 1-
hour postintervention semi-structured interview online or in person, during which they
are asked about (a) their perception of human flourishing in AYAC and (b) their

evaluation of the current intervention program.

4.4.1.3Measures

The primary aim of this study was to test the intervention feasibility and
acceptability, thus answering the question, “Can it work?”. To test the feasibility of the
intervention, we used the Objectives and Guiding Questions for a Feasibility Study
developed by Orsmond and Cohn (2015). We focused on five distinctive features of a
feasibility/acceptability test as follows: (a) recruitment and sample characteristics, (b)
procedures and measures, (c) intervention acceptability, (d) resources and ability to
manage the study, and (e) preliminary evaluation of participant responses (Orsmond &
Cohn, 2015). To evaluate the participants” acceptability, the 28-item program evaluation
questionnaire, including the 10-item System Usability Scale (Brooke, 1996) and the 18-
item researcher-developed questionnaire (Appendix 1), was made available to
participants via electronic survey using the Research Electronic Data Capture (REDCap)

system. We modified one question of the System Usability Scale for the current study.

104



Additional questions were explored during the postintervention semi-structured
qualitative interview. We also conducted a self-assessment of the intervention by
answering the feasibility questions suggested by Orsmond and Cohn (2015).

The measures below, all with evidence of excellent psychometric properties,
were used as primary outcomes in future efficacy trials and thus were included in this
feasibility/acceptability case study:

1. The Flourishing Scale (Diener et al., 2010), an 8-item self-report that uses a 7-
point Likert scale, measures success in relationship, self-esteem, a sense of
purpose, and optimism. The Flourishing Scale has showed high reliability
(Cronbach’s alpha= .78 to .95) and good construct/criterion/convergent validity
in previous studies with AYA participants (Diener et al., 2010; Howell & Buro,

2015; Silva & Caetano, 2011; Singh & Junnarkar, 2015; Sumi, 2013).

2. The Resilience in Illness Scale (Haase et al., 2014), a 15-item self-report measure
that uses a 6-point Likert scale, evaluates positive health processes and
outcomes of AYAs diagnosed with chronic illness, including cancer. This scale
assesses illness-related distress, spirituality, social integration, family
environment, defensive coping, courageous coping, hope-derived meaning,
resilience, and self-transcendence. This scale has reported good reliability
(Cronbach’s alpha= .81) and construct validity in previous studies, especially

when it was applied to AYAC population (Haase et al., 2014; Haase et al., 2017;
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Robb et al., 2014).

3. The Professional Quality of Life Scale Version 5 (Stamm, 2009) is a 30-item self-
report measure that uses a 5-point Likert scale. This scale was applied to assess
the pediatric oncology nurse participant’s burnout, compassion fatigue, and
compassion satisfaction related to helping young patients and caregivers
experiencing trauma and suffering. Previous studies with nurses reported high
reliability (Cronbach’s alpha= .72 to .88) and good construct validity of this scale

(Barr, 2018; Cherven et al., 2020; Duarte, 2017; Yilmaz et al., 2018).

A postintervention qualitative semi-structured interview was conducted to discuss more
in-depth experiences with the intervention. Table 9 shows the measures and time points.
Appendix 1 includes measures and interview questions.

Table 9. Measures

Measurement Baseline Week 2 Post
Adolescent Demographic & Cancer/Treatment Information X
Flourishing Scale (Diener et al., 2010) X X
Resilience in Illness Scale (Haase et al., 2014) X X
Post-writing Survey (Pennebaker & Evans, 2014) X
Program Evaluation Questionnaire (Brooke, 1996) X
Program Evaluation Interview X
Human Flourishing Interview X
Nurse Demographic & Work Information X
Professional Quality of Life Scale (Stamm, 2009) X X
Post-writing Survey (Pennebaker & Evans, 2014) X
Program Evaluation Questionnaire (Brooke, 1996) X
Program Evaluation Interview X
Human Flourishing Interview X
Researcher Feasibility Questionnaire (Orsmond & Cohn, 2015) X
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4.4.1.4 Data Analysis

This study focused primarily on process measures obtained during the
intervention. Process assessments evaluated the capacity to deliver the intervention and
its acceptability to participants. Both quantitative data (e.g., the System Usability Scale,
researcher-developed program evaluation measures) and qualitative data (e.g., the
postintervention evaluation interview, field notes, post-writing reflections) were
collected. Data related to feasibility (e.g., the number of completed sessions, total
intervention hours, intervention intervals, and the number of completed questionnaire
items) were calculated using univariate summary statistics. To assess any preliminary
trends in efficacy of the intervention, we compared the baseline and postintervention
responses to the Flourishing Scale, the Resilience in Illness Scale, and the Professional
Quality of Life Scale. To analyze the qualitative data, we applied a qualitative content
analysis technique (Hsieh & Shannon, 2005). After obtaining Duke IRB approval, the
interview transcripts were transcribed by a professional transcriptionist and we

analyzed the transcribed data with NVivo 12 using the content analysis method.

4.4.1.5 Ethical Consideration

This study was approved by an institutional review board of Duke University

Medical Center (Pro00102975).
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4.4.2 Findings for Primary Aim: Feasibility and Acceptability

In this section, the findings for the primary aim (feasibility and acceptability test)
are organized around the guiding objectives/questions for a feasibility study as outlined
by Orsmond and Cohn (2015). Then, we display the findings for the secondary aim
(participants’ perception on HF in AYAC) by reporting identified characteristics of HF
and quotations from the participants” interviews.

We analyzed the System Usability Scale, the researcher-developed
feasibility/acceptability questionnaire, and the qualitative data from the postintervention
interview using the following feasibility test categories (Orsmond & Cohn, 2015) : (a)
participant recruitment and characteristics, (b) procedures and measures, (c)
intervention acceptability, (d) resources and ability to manage study, and (e) preliminary
evaluation of participant responses (Table 10). Figure 10 shows our planned and actual
timeline of the intervention.

Table 10. Feasibility and Acceptability
Category Contents
Participant Recruitment and Characteristics Recruitment procedure

Eligibility criteria
Obstacles to recruitment
Relevance of the intervention

Procedures and Measures Data collection procedure
Data collection burden
Suitability and sensitivity of outcome measures

Intervention Acceptability Adherence, attendance, and engagement
Burden and safety
Usability and acceptability

Resources and Ability to Manage Study Administrative capacity and expertise
Required resources
Technology and equipment requirement
Adverse events management
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Figure 10. Planned and Actual Timeline

4.4.2.1Participant Recruitment and Characteristics

Guiding Question: “Can we recruit appropriate participants?” (Orsmond & Cohn, 2015,

p- 3).

The following components were included: (a) recruitment procedure and rates, (b)

eligible criteria, (c) obstacles to recruitment, and (d) relevance of the intervention to the

intended population.
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Recruitment procedure and eligibility criteria. A single case inclusive of a dyad
of one adolescent with cancer and one pediatric oncology nurse participated in this 5-
session intervention between October and November 2019. One adolescent and one
nurse were invited to participate between September and October 2019, and both agreed
to enroll in the study on the first attempt at recruitment. Because this was a single-case
study, we asked a child life specialist to identify an adolescent participant who might be
able to provide in-depth information on their intervention experiences and who met our
eligibility criteria: (a) aged 15 to 21, (b) diagnosed with any type of cancer during
adolescence, (c) under the maintenance phase of cancer treatment, and (d) willing to
provide a thorough evaluation of both the intervention and the concept of human
flourishing. The child life specialist selected 8 candidates among 30 adolescent and
young adult cancer patients. Among 8 potential subjects, we approached the adolescent
and both of their parents at an outpatient clinic appointment and introduced them to the
study. After they provided informed consent, we asked the adolescent, with help from
their parents, to identify three to five nurses with whom they would like to work with
on this intervention. The list was reviewed by the nurse manager and a charge nurse on
the pediatric oncology inpatient unit for feedback and we purposively sampled one
nurse based upon the passion for psychosocial care aimed at optimal outcomes for

AYAC.
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Both participants agreed that the maintenance phase best suited our purpose
because the AYAC participant would have completed the most intensive stage of
treatment yet would retain a vivid memory of that experience and of its impact;
however, as the maintenance phase is applicable only to patients who have leukemia or
lymphoma, the nurse recommended developing additional clear criteria for patients
with different types of cancer.

I think I'm in the perfect spot where I'm not completely blocking the cancer part of my life
out of my head. I'm still in the middle. I think if I was getting my bone marrow transplant
and you asked, ‘hey, do you want to do this?’ I'd say I don’t have time for this because I
don't feel good enough to even have an hour phone call. But I think in this phase where
we're starting to feel better and we’ve also not moved on from thinking about it, so it’s not
like a burden that we have to sit here and think about. I think it was really good timing.
(Adolescent)

Obstacles to recruitment. Physicians, a nurse manager, nurses, and child life
specialists at Duke University Medical Center were willing to assist this study and to
help with recruitment. During the focus group discussion, pediatric oncologists
recommended getting help from a child life specialist familiar with the developmental
characteristics and needs of each AYAC candidate. Use of appropriate key personnel for
recruitment led to successful recruitment. As this was online program, we were
relatively free from concerns about participants’ physical location, time constraints,
treatment or work schedules, or health conditions.

The relevance of the intervention. During the individual/focus group discussion

with experts, participants agreed that this intervention could be helpful to AYAC and
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could support identity-making, which is an essential part of human flourishing. Both
study participants agreed that the current intervention is necessary for AYAC as well as
for pediatric oncology nurses.

Participant characteristics. Both of the participants were female, Non-Hispanic
White, and capable of using a video conference application with their own electronic
devices. The adolescent was 17 years old, a high school student, and was being
homeschooled. She had been diagnosed with Hodgkin’s Lymphoma three years prior to
recruitment and had experienced a relapse two years after remission. She had received
chemotherapy, radiation therapy, and a bone marrow transplantation. The nurse
participant was 25 years old and had been working as a pediatric oncology nurse for 2.5

since receiving a bachelor’s degree in nursing.

4.4.2.2 Procedures and Measures

Guiding Question: “How appropriate are the data collection procedures and outcome

measures for the intended population and purpose of the study?” (Orsmond & Cohn,
2015, p. 7).
This section considers the (a) data collection procedures, (b) data collection burden, and
(c) suitability and sensitivity of outcome measures.

Data collection procedure. After the orientation and the final intervention
session, participants received a link to access the electronic questionnaire. Prior to the

final intervention session, participants were asked to select a day for a 1-hour
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postintervention interview. This interview was conducted in person or via online
conference application depending on the preference. Participants completed the overall
data collection procedure without asking questions or making errors. There were no
missing responses to quantitative and qualitative questions.

Data collection burden. The number of items that the adolescent participant
completed before and after the intervention were 32 and 51, respectively. The nurse was
asked to complete 36 and 58 items. Questionnaire took both participants less than of 30
minutes to complete. The postintervention interview lasted approximately 60 minutes.

Suitability and sensitivity of outcome measures. The ultimate goal of the MOST
framework is to design an effective intervention to promote positive changes in human
behaviors (The Methodology Center, n.d.). The self-reported measures were used in this
study in order to understand the suitability and sensitivity of the measures and not to
interpret any changes in scores. The measures of this study have been successfully
applied to the AYA population (the Flourishing Scale, the Resilience in Illness Scale) or
pediatric oncology nurses (the Professional Quality of Life Scale) in previous studies
(Cherven et al., 2020; Howell & Buro, 2015; Robb et al., 2014; Singh & Junnarkar, 2015).
However, several researchers recommended using the Flourishing Scale as a
supplemental tool to measure the multidimensional nature of well-being because this
tool is mostly focusing on the psychological functioning and limited to evaluate critical

components of HF such as resilience, self-compassion, or optimism (Diener et al., 2010;
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Schotanus-Dijkstra et al., 2016; Silva & Caetano, 2011). Also, the Flourishing Scale had a
limitation to capture the unique experience of AYAC because this measure was
developed primarily for a healthy population. Therefore, we used an additional
measure, the Resilience in Illness scale developed for AYA who has chronic health
condition including cancer (Haase et al., 2014). Participants responded that the items of
the measures were reasonable and there were no irrelevant items that they could not
answer.

The adolescent’s scores on the Flourishing scale and the Resilience in Illness scale
was minimally sensitive to change following the intervention (Figure 11). The nurse’s
score on the Professional Quality of Life scale, was also minimally sensitive to change
following the intervention, although the subscale of compassion satisfaction did appear

to pick up on change following the intervention (Figure 12).
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We also designed a questionnaire that included four items with a 5-point scale
to ask whether the intervention impacted the following behaviors: meaning-making,
positive thinking, goal setting, and communicating with others (see Figure 13). The
qualitative content analysis revealed that both participants agreed that this intervention
has the potential to impact behavior positively.

Sitting down and hearing something from someone else’s perspective can definitely help
you in changing what your goals are, and especially for me, having this conversation with
the patient, it does change my perception and it does help and I would hope that what I've
had to offer to her has helped her as well. (Nurse)

Impact on Behavior Change

5
4
3
2
1
0
Meaning Making  Positive Thinking Goal Setting Communicating
with Others

B Adolescent B Nurse

Figure 13. Preliminary Impact on Behavior Changes
4.4.2.3 Intervention Acceptability

Guiding Question: “Are study procedures and intervention suitable for and acceptable

to participants?” (Orsmond & Cohn, 2015, p. 7).
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The following data components were reviewed to address this question: (a) adherence
rates, attendance, and engagement to study procedures; (b) burden and safety of the
intervention; and (c) usability and acceptability of the procedure.

Adherence, attendance, and engagemenBoth participants were present and
engaged in every session of the intervention without being late or leaving early, and
both completed all the activities presented during the given time. Although we
experienced a schedule conflict with the final session, the research staff was informed in
advance of the need for a schedule change and was able to resolve the conflict through
discussion with both participants.

Although both participants agreed that the timeline of each session and the
interval between sessions were appropriate (4 out of 5 points), they seemed to have
some difficulty with the activities they were asked to complete immediately after each
meeting, such as writing a field note or a one-page story (3 out of 5 points).

Burden and safety. Participants reported that this intervention provided a safe
way to talk about emotionally difficult, sensitive issues, and that it allowed them to
share deep and open conversation. Because the nurse participant had been selected from
the adolescent’s list of preferred nurse participants, and because the nurse had agreed to
join the study, their initial rapport was reinforced by their prior patient-nurse

relationship. This rapport allowed them to feel connected, accepted, understood, and
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emotionally comfortable. Both participants “strongly agreed” that the dyadic nurse-
patient storytelling format was very helpful.

I think it was really helpful and beneficial. I think that to talk over something that’s
happened with somebody who has experienced was helpful to me. It was really neat to see
two sides of things, but also how similar our feelings and emotions were, even though our
experiences were not the same at all, looking at two different sides of a disease was really
cool and I like I have somebody who really understands what I've been through.
(Adolescent)

I was excited about it to start but I didn’t know how deep the conversations would go. I was
like, “oh, are we both gonna keep it [at] surface level, how’s this gonna go’ and I feel like we
both did a really good job of sharing some really tough things and being able to comfort
each other through our own experience... A lot of kids that are sick struggle to share things
that have happened to them so I think seeing a familiar face was really helpful. We went
into a deeper conversation that I probably would not have with somebody I didn’t know. I
would have been fine sharing my experiences but as far as emotions and actual true feelings,
I think it would have been difficult with a stranger. (Adolescent)

The nurse emphasized that finding an appropriate, well-prepared nurse participant is
essential for this intervention, and that potential nurse participants should be fully
informed during informed consent of possible emotional challenges implicit in this
intervention. The adolescent participant also mentioned that finding a well-matched pair
could be the key to a successful intervention.

There should be screenings, for sure. When I was talking to the adolescent, I had to think of
my responses if she was gonna ask me about hard times or whatever, to be able to tell her
that losing patients is extremely difficult, getting phone calls when you're not at work that
somebody’s passed away which is horrible. A survey may probably helpful to assess
someone’s mental health at that point and check whether they are mature enough to handle
those conversations, absolutely, one hundred percent. If you're gonna do it in the future,
making sure that the nurse feels comfortable having those difficult conversations. But if
you're doing the same process, asking the patient to pick a couple of nurses, that means that
the patient trusts them to begin with, so that they’ve had those conversations and we’ve
seen them at their worst... So, you ask if the nurse is willing to participate in this kind of
activity and always have a disclosure that some of these conversations can get a little
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emotional and can get a little raw, and I think that is enough of a screening. If someone is
not prepared, then they say no and that is all. (Nurse)

I think we both had dark humor that could lighten the mood a little bit. But It really depends
on the patient that you choose and what they’ve been through. If the nurse is happy and
bubbly and able to help them through it instead of adding more darkness to the darkness, it
can be helpful. So, I think that’s something to keep in the back of your mind. After you've
picked a patient and a nurse that you think would match really well, I don’t think that’s
something that you should worry about for the full five weeks. (Adolescent)

The nurse participant also emphasized that the nurse’s role in the interventions should
be clarified for AYA participants. The nurses’ role in the intervention was not as a

counseling therapist.

You need to inform what our role is because I'm not a trained therapist, I'm not a trained
social worker, so sometimes offering those kinds of things can be a little touchy-feely but
again, I am a nurse but in this study, my role is not a bedside nurse. I'm just telling my story
as to what has gone on, so any kind of conversation or goal setting that I do is not
professional advice. So you need to inform this when you're consenting. (Nurse)

Usability and acceptability. The System Usability Scale Score (Brooke, 1996)
was 85 (adolescent) and 80 (nurse) out of 100 points. During the postintervention
interview, participants reported that the intervention was easy to follow because the
procedure was simple, linear, and adequately explained in the orientation, the manual,
and the synchronous interaction with the research team.

No technical difficulties, we never really had any, except for learning how to use everything,
but that didn’t take long. I think that having to schedule stuff was not as difficult as it would
sound. Having to sit down and talk for an hour with the nurse was sort of nice, and it was
sort of like, ‘oh yeah, I get to talk with one of my nurses, I can’t wait, I love her!” and then to
just be able to talk to someone that understands, literally, exactly what you're going
through... I think it was honestly a nice change of my normal day to day stuff. I really
enjoyed it. (Adolescent)

The whole storytelling thing of how it was going to work, the instruction and procedures
were nice and detailed, so it was very easy to walk through. Once you actually did a couple
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of the steps, it definitely came together and was very linear, so that was good. Your
instruction or explanation on the manual wasn’t too broad, it all made sense more when you
actually read the manual. (Nurse)

Once the orientation was completed, the program was entirely led by the participants,
without mediation from the research team, and the participants reported that they were
able to perform designated activities smoothly by following the guideline in the manual.
Occasionally they engaged in small talk that became a catalyst for active and vivid
interaction. The two participants were able to have constructive and deliberate
conversations even when discussing sensitive and stressful experiences. They reported
that the manual had successfully guided them through the designated activities and
timeline for each session.

I feel like our conversations were always good and it almost felt like each answer led to the
next question even though that might not have been the intention. It wasn’t like ‘oh, here’s
this question.” It felt like a conversation and I feel we really did go deep into our feelings and
our thoughts. I honestly enjoyed the brief small talk in the first session to break the ice and
get to know each other more than we have in the past. I think that was really beneficial too
for making us feel comfortable. But I don’t feel we got super distracted or anything really
happened. We were both very excited and ready for each session and that was awesome.
(Adolescent)

There was a little bit of side talk that happens, but we were able to veer back onto the
conversation. But again, that makes it more personal when we have those small talks and it
made the conversation more real and it makes it more, that you're not just being
interrogated, you're talking, you're telling a story. Stories have side stories and stories have
distractions and jokes and all that, so I like it a lot. (Nurse)

Figure 14 shows both participants” perceptions of the usefulness of each intervention
component. While they “agreed” or “strongly agreed” that most of the sessions were

useful, the nurse expressed that the informative manual and process of obtaining
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informed consent provided adequate orientation. Although the nurse evaluated the
second session (expressive writing) very positively, the adolescent participant rated the
activity as “not helpful” and “challenging.” In the post-writing reflection, the adolescent
wrote “I feel heavy”; “I wasn’t wanting to talk or think or write about it today. It already
consumes so much of my life”; “I just hate being alone with my thoughts”; and “Meh... I
am glad it is over. It's tough to think so deeply about this stuff.”

It was hard for me to get it done because I don’t find that journaling and writing is my
favorite thing to do so I tried really hard to do it. I often found that I didn’t want to think
about that stuff and really force myself to go that into detail about the things that were
difficult for me and the things that had happened... I think that writing might be the most
intimate sort of way to explore your own personal thoughts. It’s just a matter of how open
and willing I was that day to share, but I really think that that was where my deepest
thoughts went. I struggled to share those kinds of things with other people, but I would
gladly put them on a sheet of paper that nobody’s gonna see kind of thing... I don’t like
writing, so I really had to push myself, but I do think that it was interesting to read and
think about and put down on paper how I was really feeling as opposed to what I was
sharing with the nurse because it was two different things. (Adolescent)

On the other hand, both participants commented positively on the last session, in which
they recorded the stories they had shared to keep.

I liked that we are gonna have this recording and to look back on, I thought it would be
really cool, so I did like the recording aspect. I felt like it was more formal than the other
conversations that we’ve had which I honestly enjoyed because we had already gone so in-
depth about everything that I knew her answers to the questions that I was asking, but just
to have it formally recorded, I think it is really neat and really enjoyed it. (Adolescent)
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Figure 14. Usefulness of Intervention Components
4.4.2.4. Resources andAbility to M anage Study

Guiding Question: “Does the research team have the resources and ability required to

manage the study and intervention?” (Orsmond & Cohn, 2015, p. 7)

The following data components were analyzed for this phase: (a) administrative
capacity and expertise; (b) required resources including staff, time, and budget; (c)
technology and equipment requirement; (d) adverse events management, and (5) data
entry and analysis management.

Administrative capacity and expertise. Because the leading platform used for
this intervention was a video conference application (Webex), the constraints of space
and time were relatively low. Participants were asked to set up a schedule for their next
meeting at the end of each session and to notify the research team. If the participants

needed to modify the schedule, they were asked to inform the research team. Although
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there was a schedule conflict before the final session, it was smoothly resolved by the
research staff’'s mediation. We sent a reminder a day before each session. We opened
every Webex session at the designated time and left the video conference room after
ensuring that both participants had joined the meeting without experiencing technical
issues.

Participants were able to install and use the Webex application and voice
recorder without much difficulty. Basic instructions for installation and directions for
use were provided in the manual, and the research staff’s contact information was
provided for technical support if needed. The research team had sufficient knowledge of
the Webex application and the voice recorder to provide technical support to
participants, if necessary. We also had contact information for the Duke University
Information Technology (IT) team, in case a problem could not be solved by the research
team. There was a single case of technical support being needed during the intervention,
and it was resolved by text messaging question and answer.

Required resourcesThe resources required for this intervention were minimal.
The effort and time required of the research staff for preparation and actual intervention
were reasonably low, and there were no expenses other than the costs for voice
recorders, manual printing, and postage. Both participants were asked to invest one to
two hours a week in the study for a total of six weeks, which also gave a relatively low

burden.
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Technology and equipment requirement. Participants were able to use their own
electronic devices at their home or in comfortable places with internet access. They could
download and install the Webex video conference application from Google Play or the
Apple Store for free. Because the Webex account was provided by the Duke University
Health System, we did not have to pay for the plan and were able to open the meeting
room for participants. In addition, the research team had access to in-person and remote
support from the Duke University Health System IT staff. We provided training and
written instructions for using the encrypted voice recorder during the orientation.

Adverse events managementThe research team purposely did not ask
participants to share the content of their stories and conversations because we wanted
this intervention to be considered a safe and private place; however, we asked the nurse
participant to write down a field note during and after each session. This field note was
disclosed to the research team in order to ensure that the intervention was delivered
correctly and that the participants were safe throughout the intervention. We also
provided emergency contact information for (a) a pediatric psychiatrist and a clinical
psychologist who were study consultants, (b) local community resources, and (c) the
research team. No adverse events were reported.

Data entry and analysis management. Data were effectively and efficiently
managed through multiple systems supported by the Duke University Health System

(DUHS). We used the REDCap platform, which is managed by the Duke Office of
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Clinical Research (DOCR). This system was a HIPAA-compliant and secure data
collection platform, and it stored the data safely on the Duke Health Technology
Solution (DHTS) servers. All electronic data including interview recordings, were stored
on Duke’s Box, a cloud-based storage for Duke University faculty, staff, and students.
NVivo 12 and Microsoft Excel were provided by the Duke University Office of

Information Technology (OIT) and were used for data analysis.

4.4.2.5. Preliminary Evaluation of Participant Responses

Guiding Question: “Does the intervention show promise of being successful with the
intended population?” (Orsmond & Cohn, 2015, p. 8).
Quantitative and qualitative data indicating changes in outcome variables and program
evaluation were included.

The adolescent’s responses to the Flourishing Scale and the Resilience in Illness
Scale did not show the desired change while the nurse’s compassion satisfaction
increased after the intervention; however, qualitative themes from the postintervention
interview data indicated that this intervention, especially the dyadic storytelling format
between a nurse and a patient, shows promise in promoting positive outcomes in AYAC
and pediatric oncology nurses. The findings indicated a likelihood that this intervention
can lead to successful outcomes.

I do think this intervention is really helpful. I think it was a good place to talk to somebody
and feel like they understand you. I've been to see people to talk to like, therapists and stuff
which I need to do because of having cancer is difficult, but I feel this is so different because,
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even if you're talking about the same thing, if the person you're talking to truly understands
what you're saying and can be related and can make you feel comfortable about any sort of
situations because they have experiences with things like that too, I really like that... I think
it helps talk through stuff and again, with somebody who understands it, it’s very nice to
have that comfort and I think that in the future, I can take sort of what feasible learned in
this study and the ways that we’ve, or the things that we’ve learned about each other will be
beneficial for the future. (Adolescent)

The intervention was implemented as intended without significant adjustments. Further

discussion of discrepancies between quantitative and qualitative data is needed.

4.4.3 Findings for Secondary Aim: Perspectives on Human
Flourishing

The secondary aim of the study was to explore the participants’ perceptions on
human flourishing in AYAC. The qualitative data was reduced to 48 codes. These codes
were then grouped into ten attributes of human flourishing in AYAC: connectedness,
coping resources, double-sidedness, active influencing, mental toughness, ongoing
growth process, positivity, self-advocacy, self-directedness, and unconditional
possibility.
4.4.3.1Connectedness

Participants described flourishing for AYAC as being joined and connected with
their surroundings. This connection was felt to provide them with a sense of belonging,
affinity, and comfort. Both participants emphasized the importance of support from

family, but also from friends, health care providers, and members of the community.

Support is vital for families and teenagers that have a community and they feel more
supported. There is a little bit more of a positivity that is beaming. Rather than just the
horribleness that is a cancer diagnosis to a teenager, they need more of a communication
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and more of a community that forms around them. Those who are supported have better
outcomes. (Nurse)

Participants said that the source of support could be diverse; various sources could
compensate for a lack of family or peer support.

A teenager whose family situation maybe isn’t the best, and maybe they don’t have a really
good family, whatever, if you are just that one person as a nurse, as a nurse practitioner, as a
doctor, as a resident, whoever, social worker, once they are diagnosed, who gives them that
hope and gives them that meaningful connection to the world, to somebody, it can
completely change their life. (Nurse)

This support was not unidirectional. Participants emphasized that this connection was
mutually beneficial. The adolescent participant raised money for nurses during her two
episodes with cancer and tried to help others in order to give back for the comfort and
support received. The feeling of connection itself was identified as positive feedback.
I think that forming relationships with patients can help nurses with their burnout, just like
nurses help patients get through what they are going through. A sense of friendship and
companionship is so nice to have. It definitely works both ways. (Adolescent)
[When I heard that A and their family want to work with me for this study,] I loved it. A is
just a great person and it was nice again to meet A and it was great to make connections
with patients, but it is also sometimes kind of like a reassurance when a family also thinks of
me and the family knows me by name or thinks of me when this comes to be because [it

means] I've earned their respect and they trust me. So, just the fact that A and A’s parents
trusted me enough to do this with A was really heartwarming. (Nurse)

4.4.3.2Coping Resources

Participants spoke about the coping skills needed by flourishing AYAC for
dealing with unexpected or challenging events. According to the participants’
descriptions, focusing on productive works or on service for others gave meaning to

AYAC cancer battles while nurturing coping, positivity, mindfulness, and hope.
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I raised money for the hospital throughout both of my cancer battles and that was like
finding something positive to put my energy into and focusing on helping others instead of
focusing on what was happening to me. I think that this did help us to find something
during my battles for us to focus on. (Adolescent)

I just think, in general, I went about the cancer diagnosis very positive and ‘Okay, I have to
do really tough treatments, but it is what I have to do and I will feel better. (Adolescent)

4.4.3.3 Active In fluencing

Participants reported that flourishing AYAC often inspire and influence others’
actions, motivations, perspectives, or emotions. They impact others’ lives by helping,
sharing experiences, or acting as role models.

They just make you think. They make you realize and take a step back. We're so busy in this
world and the times that those stories are introduced to us is really important. When you
hear their stories, your priorities are totally different, and they should make you think. They
should make you appreciate what you have. They should make you want to be a better
person whether it’s just walking away from someone who’s being unkind or being truly
inspired and wanting to join something to help others or reach out to your community or be
a part of a community. They make you think, they make you stop, they make you want to be
in the moment and hanging onto every word that they say and you will gonna learn from
them. They make you look at your life and examine what you're doing and make you
question, 'Am I happy,' 'Am I living my life to where I should be', '"Am I a good person and
can I improve?' So, they are impactful... People who flourish make you examine, make you
think like, 'Can I be like them? What do I have to do to be like them and how can I change
and how can I be a part of something greater?” (Nurse)

I have a few Youtube videos and I started it the second time that I got sick. My real meaning
behind it was I had to do all my treatments again and this time I wanted to help others. It is
so difficult to not be terrified of the idea of cancer because it is something that is never really
talked about in society. I wanted to show people that even though it is scary. It is less scary
when you understand what is going on... (Adolescent)

The fundraising and just staying positive and finding things to focus our energy on other
than being sad about having cancer... I think that that obviously impacted others because
they saw me going through the hardest thing I've ever had to do and I was still trying to
help them. (Adolescent)

128



4.4.3.4 Awakening Through Suffering

Even though the participants demonstrated the empowering and resilient nature
of flourishing AYAC, they did not define flourishing as relating only to positive and
inspirational feelings and actions. In fact, they emphasized that flourishing involves
accepting all aspects of living, including sadness, illness, trauma, challenge, and
suffering as catalysts for growth and transformation. Because the suffering and its
impacts can be fully known only to the individual experiencing them, the adolescent
participant emphasized that only she can define her flourishing.

I do think there is a double-sidedness [in flourishing] in a way, people see me in one light
but not be how I am 100% of the time. I'm not saying that people don’t understand how
hard it was, but also how could they if they have never gone through. People always tell me
how brave and courageous I am which is true, but that doesn’t mean I don’t have weak
times. It’s hard for anyone to describe someone as flourishing, frankly it is not their place.
For someone else to say that I am flourishing when they don’t see 100% of my moments
would not make sense. I am the only one who can define flourishing for myself and consider
myself flourishing or not. (Adolescent)

My definition of flourishing is that there needs to be that regret and there needs to be that
negative experience for you to grow from... human flourishing should also take into
account trauma and regret and sadness because that makes you a real person, it makes you a
better person. When you share your whole story, it's not all just the positivity, it’s the
negative and how you rose from that negative either is important. Especially with our
hematology/oncology patients, you can either sulk in the negativity and the horribleness of
your disease or you can take it in stride and say, ‘Okay, this is horrible, what I'm going
through is terrible, but if I sulk in it 'm not gonna get to the other side and I can’t help
people from that point. (Nurse)

4.4.35Mental Toughness

Participants reported that flourishing AYAC are mentally strong and not easily

disturbed by adversity. Instead of becoming frustrated, they accept their conditions or
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given situations, confront challenges with courage, and endure hardship with tolerance
and high threshold for distress; these are relatively unusual characteristics for
adolescents.
I think my perspective on life is like, the little things don’t bother me as much because I'm
like, ‘Okay, man, it’s not that big of a deal” and so, I think that’s been really cool for me.
(Adolescent)
I think just staying positive is the most important thing even though it’s really hard and

there’s a time when you're like, ‘I don’t want to.” [But] you still have to try and put the effort
forward. (Adolescent)

4.4.3.6 Ongoing Growth Process

Participants expressed that flourishing is more than resilience. Although there
are several definitions of resilience, resilience is often referred to as an ability to recover
and resume one’s life undeterred by trauma experiences (Carver, 1998). Flourishing
AYAC experience a psychosocial growth spurt or a gradual positive transformation.
Once this process begins, their past and present experiences form a positive foundation
on which to build their future.

We were talking about how much my life has changed and I was telling [the nurse] like, I
honestly struggled to find things that were constant, that were the same from before and
[now] I think that’s okay. I think the new normal that everybody talks about is totally a
thing and my life change is something that I've honestly been really grateful because I feel
like I'm a much better person. Not that I was a bad person, but I think I just have a really
different perspective on life than I did and I think it's been really it for me. (Adolescent)

We already talked about how my perspective has changed and I think that is a huge thing in

the future as an adult. I'll always have this with me and I think I'll always be able to not
dwell on things that aren’t that big deal. I think that will help, too. (Adolescent)
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4.4.3.7 Positivity

Hope, optimism, and future-mindedness were identified as characteristics of
flourishing AYAC. They maintain positive perspectives without being unrealistically
hopeful or euphoric. Despite knowing that they face uncontrollable, complicated, and
even invincible future challenges, these AYAs retain hope and try to be their best in their

given situations.

I'm very positive and the messages and the things that I put out are super positive... I try to
stay really hopeful and look forward to things that are happening in the future... I think I've
always been a really positive person. I've always looked at the bright side of things.
(Adolescent)

To me, what flourishing is finding hope in situations where there might not be and learning
from those experiences to help others. (Nurse)

4.4.3.8 Self-advocacy

Both participants, especially the nurse, emphasized self-advocacy as an essential
characteristic of flourishing AYAC, explaining that they take an active role in their own
care, represent themselves, contribute as members of their group or context, advocate

for themselves, and actively engage in decision-making.

I am a huge supporter of advocacy and taking the initiative to speak up for yourself. I think
that’s one of the main reasons why I want to work with adolescents and young adults
because you need to teach them how to speak up for themselves. This is their illness. This is
their body. This is their diagnosis and while some treatments that we do are helpful, it
doesn’t always make them feel great in the immediate time. So teaching them how to speak
up for themselves in a respectful way so that people will take them seriously and giving
them those tools is required. So when they are 24 or 25, when they are working with adult
providers, they can confidently and maturely explain to a provider what works for them
and why. [In this way,] we can help them to continue to flourish in life despite their chronic
illness. (Nurse)
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4.4.3.9 Self-directedness

Participants also suggested self-directedness, a form of self-advocacy, is an
essential feature of flourishing AYAC; they use their will, value, and beliefs to actively
decide, modify, control, and adjust their behavior and responses to given situations
without relying on direction from others. They have strong will and clear goals that

serve as their guidelines.

I proposed the idea to fundraise for my nurses to give back. They have done so much for me
and I wanted to do something for them. My parents were the ones who met with a
fundraising company and help set it up. We then shared it with friends and family through
social media. (Adolescent)

I think if people really put their mind to something, they can do it and I think that they are

doing is their measure of flourishing and success, that they can do whatever they put their
mind to. (Adolescent)

4.4.3.10Resource In dependence

Both participants emphasized that flourishing may originate from any condition,
even from the most difficult and adverse contextual situation. Although a strong
support system, positive disposition, or high socioeconomic status can be helpful,
participants insisted that these desirable conditions are not necessary. They reported
that flourishing could emerge from any condition, regardless of prognosis.

[If people really put their mind to something], they don’t necessarily need a support system.
Mine was incredible and amazing, but not everybody is as fortunate as I am to have a bunch
of people standing by them when they are going through something really tough. I think
that shouldn’t be a measure of flourishing. You shouldn’t have to feel like you do have the

biggest support system, therefore, you are going to be the best and do the best. (Adolescent)

They can continue to flourish in life despite their chronic illness... Maybe they didn’t make
it, they didn’t survive, but the time that they had meaningful whether they said you know,

132



maybe ‘I don’t want to do treatment anymore, I want to be able to enjoy my time with my
family and not be bogged down by the effects of my chemo. I just don’t want to be in pain,
and I want to do something’ [is another form of flourishing]. They spoke up for their selves,
they advocated, and they enjoyed their life. (Nurse)

4.5 Discussion
4.5.1 Primary Aim: A Feasibility and Acceptability Test

The primary goal of this study was to explore the feasibility and acceptability of
a nurse-AYAC dyadic storytelling intervention targeting human flourishing in AYAC
and job satisfaction for pediatric oncology nurses. In particular, we used a MOST
strategy to develop and then identify whether a dyadic storytelling format between a
nurse-patient is feasible and acceptable as a component of an optimized intervention for
AYAC. Overall, the prototype intervention model was successfully applied to a single
dyad of an adolescent with cancer and a pediatric oncology nurse and appeared as
feasible and acceptable. Previous chapters and the current study of this dissertation
were conducted as a part of the preparation phase of the MOST framework, which set
the groundwork for the optimized intervention development (The Methodology Center,
n.d.). In this section, we demonstrate the findings based on the three main goals of this
phase: (a) development of a conceptual model, (b) identification of a set of intervention
components, and (c) development of optimization criterion (The Methodology Center,

n.d.).
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4.5.1.1 Development of a Conceptual M odel

In chapters two and three, we developed a conceptual model of human
flourishing in AYAC from sources including developmental theories, literature, and an
exploratory study. Among various critical attributes of human flourishing in AYAC, we
identified two components that could be modifiable and used as potential intervention
components: (a) a mutually beneficial relationship with others and (b) self-exploration
and self-awareness. To mediate these components, we applied (a) a dyadic collaboration
format between a nurse and a patient and (b) an oral and written storytelling approach
(see 4.5.1.2).

The current study revealed the potential of a nurse-patient relationship between
AYAC and pediatric oncology nurses as an essential intervention component. This
special relationship was less intimate than that of family and friends, but much stronger
than that of “weak ties”: Granovetter (1973) suggested the concept of weak ties,
described as brief and less secure connections with acquaintances or strangers
accompanied by a casual level of trust, responsibility, and engagement (Rogers et al.,
2014). Rogers et al. (2014) argued that weak tie relationships have a hidden potential to
support chronic illness management because such links allow patients to avoid the guilt
or shame they may feel when relying too much on those close to them: instead, they
obtain a sense of control and self-agency from giving and receiving mutual benefits as

opposed to passively accepting help. The traditional nurse-patient relationship is formal,
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powerful, and based on therapeutic properties of mutual trust; the relationship between
the two participants in our intervention was informal yet based on established trust. The
nurse participant described her role during the intervention as that of a nurse, but not a
bedside nurse or a professional counselor. The adolescent participant also reported that
one of the benefits of this intervention was that they could talk about “normal” things
like “normal” people. She described their relationship during the intervention as
companionship or partnership, rather than as a unidirectional giver-receiver connection.
Such a relationship may have potential to supplement the disadvantages of highly
intimate relationships (e.g., the shame and guilt from excessive dependence) and to
maximize the benefits of less strong relationships described above. It is necessary to
investigate further the power and effectiveness of the unique relationship between
nurses and patients shown in this study as a critical component of the intervention

promoting human flourishing in AYAC.

4.5.1.2 Identifying Intervention Components

One of the primary goals of the MOST framework preparation phase is to select
essential intervention components. The conceptual model of human flourishing in
AYAC allowed us to identify two of the candidate intervention components: (a) a dyadic
collaboration of a nurse and a patient accompanying a therapeutic relationship and (b)
an oral and written storytelling approach. The current study tested the feasibility and

acceptability of these components through a single case study.
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Our findings from this single case intervention approach suggest that a dyadic
storytelling format is a promising approach. Findings support that this approach
provided the dyad with opportunities for sharing their experiences with adolescent
cancer. This allowed for deep and open communication. The benefits of a nurse-led
intervention have been demonstrated in several studies. Evans et al. (2008) applied
Watson’s Theory of Human Caring to their study and argued that nurse-led programs
can lead patients to healing experiences through “an intimate, spiritual, transpersonal
connection” (p. 258) while preserving human dignity and promoting self-transcendence.
Darsin Singh et al. (2018) argued that nurse-led education interventions should be
integrated into clinical practice as nurses interact with patients for a considerable
amount of time; however, they also pointed out the high work demands, additional
training requirements, and institutional costs present obstacles to its incorporation. Our
preliminary findings indicate that our program’s approach may be a cost- and time-
effective way to maximize the benefits of storytelling by leveraging existing rapport
between a nurse and a patient.

The nurse participant rated this intervention highly and showed an increase in
compassion satisfaction. The nurse expressed that nurses often do not have an adequate
opportunity to think about and pursue flourishing in their work lives, so they need a
program that can address their risks for burnout and compassion fatigue. Findings from

the nurse’s data support the intervention as helpful to nurses in terms of realizing the
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value of their efforts by as a witness to a full range of patient experiences and feelings
rather than only painful ones. The nurse participant also reported that being recognized
by the adolescent patient and their parents as a preferred nurse participant for this
intervention gave her confidence that she was successfully fulfilling her goal to be a
compassionate nurse. Studies have reported that being recognized as a person who is
valued for providing a meaningful care experience and an empathetic connection with
patients can promote compassion satisfaction in nurses; these qualities were important
components of this intervention (Kelly et al., 2015; Sacco & Copel, 2018).

Despite eliciting positive qualitative feedback from both participants, there was
a discrepancy between the qualitative and quantitative evaluation of the intervention. In
particular, the changes in the adolescent’s pre and postintervention scores on the
Flourishing Scale and the Resilience in Illness Scale were minimal. Because we applied
the Flourishing Scale, the Resilience in Illness Scale, and the Professional Quality of Life
Scale to evaluate the suitability and sensitivity of the measures, we cannot conclude that
this intervention was not effective. However, this inconsistency may be due to the
following factors and should be considered in future studies.

1.  We attempted to select the participant who could best provide information as
this was a single case study. Because we recruited an AYA participant with
existing high psychosocial functions, our AYA subject obtained a high baseline

score on the Flourishing Scale and the Resilience in Illness Scale.
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The theoretical framework of this study or the components of the intervention
may not sufficiently capture the structure of human flourishing in AYAC. For
example, the evaluation of the expressive writing component of this
intervention was mixed. While the nurse participant derived high fulfillment
and satisfaction from this activity, the adolescent participant initially enjoyed
this exercise in reflection, she also reported at times she found it to bring too
much thinking, talking, and writing about cancer, and at these points in time, it
felt unhelpful and overwhelming. Because we did not collect the content of the
participants’” conversations, stories, and writings, we cannot figure out whether
the given guiding questions and the following self-exploration led to
stimulation or promotion of human flourishing in AYAC. Although both
participants reported that they were able to have in-depth and open
conversations, it is not clear whether the direction of the conversation was
appropriate to promote flourishing. Also, this intervention may have a long-
term effect so that its impact may appear over long periods of time, not
immediately after the intervention. As one of the objectives of the MOST
framework’s preparation phase is to appraise the conceptual framework and
individual components of the intervention, the prototype model will be
modified based on the findings, and new study design will be considered in our

future studies.
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Further discussion is required to check the ability of the Flourishing Scale to
capture the structure of human flourishing in AYAC. Although the measures of
this study have good psychometric properties, they may have a limitation to
measure the complex and multidimensional structure of human flourishing,
especially in AYAC. Most traditional measures of human flourishing, including
the Flourishing Scale, consider flourishing as the sum of the positive
components of human life and assess this status in cross-section (Diener et al.,
2010); however, the findings of this study may indicate that the conventional
approach to human flourishing is not sufficient to address its complex and
dynamic nature. This limitation was also discussed in a study by VanderWeele

(2017).

4.5.1.3 Development of the Optimization Criterion

Another goal of the MOST preparation phase is to specify the optimization

criterion, which can define the optimized intervention (Collins, 2018b). This criterion

includes the best expected outcome, which is a primary outcome variable, and key

constraints, which often refer to resources such as units of money or time (Collins,

2018b). In this study, time, cost, and additional resources required for this intervention

were minimal. Participants spent less than 2 hours per week and the intervention could

be implemented for less than $100 per individual. Although we can include additional

components in further studies, we can use this criterion as our definition of the
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optimized intervention. In other words, we can say that our intervention aimed at
AYAC and pediatric oncology nurses who complete a nurse-patient dyadic storytelling
intervention that effectively improves human flourishing and job satisfaction would be
scalable if it requires less than 2 hours per week and costs no more than $100 per

individual to implement.

4.5.1.4Further Implications

The findings above will be considered when we conduct future studies. We will
implement an additional study further to explore the structure of human flourishing in
AYAC to modify the conceptual model. Additionally, we will revise the prototype
intervention model by modifying the contents or the sequence of activities within the
multi-session intervention program or by developing and combining new modalities,
such as computer-assisted drawing, story-making, or drawing cartoons. After we revise
the conceptual model, finalize the set of candidate components and optimization
criteria, we will conduct further studies to build the most optimized intervention, such
as a large-scale pilot study with long-term evaluation and experimental studies (Collins,
2018a). This process will be repeated until we find the optimized intervention is

expected to be effective (The Methodology Center, n.d.).

4.5.2 Secondary Aim: Attributes of Human Flourishing

We identified the attributes of human flourishing in AYAC, which was the

secondary aim of this study. Human flourishing has been regarded as a collection of
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factors such as optimism, hope, achievement, meaning in life, social relationships, life
satisfaction, positive emotions, and resilience (Diener et al., 2010; Fredrickson & Losada,
2005; Keyes, 2002; Seligman, 2011); however, this study confirms that flourishing is more
dynamic in its structure. In this study, human flourishing can be described as a process
of continuous and permanent growth rather than a single unchanging quality. These
AYAC are mentally strong, positive, and have internal and external resources to cope
with difficult situations actively. In the process of flourishing, these AYAC constantly
interact with their surroundings and bring about positive change not only within
themselves but also around them. Interaction with others becomes a significant force for
AYAC to continue to grow and transform in the process toward flourishing, but it is
entirely the AYAC themselves who motivate and decide the direction of the change.
They have the will and power to make that change, and they may be able to empower
their surroundings to be willing to support this attempt and respond positively. The
participants of this study argued that there might be no absolute prerequisites needed
for flourishing, and everyone has the potential to pursue and reach this condition.
However, the nurse participant also said that the effort of AYAC alone cannot achieve
flourishing, and health care providers can take a significant role to support the journey
of these AYAC toward human flourishing when they do not have enough support
system or resources. While flourishing has certain universality, the ways of

accomplishing its process, the response to the adversity and emotional upheaval, and
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the meaning of experience are diverse and personal that only an individual oneself can
fully understand. The adolescent participant also emphasized that she is the only
individual who can define her flourishing because no one can completely substitute her
experience. Our findings are consistent with other researchers’ conceptualization of
human flourishing. Rasmussen (1999) argued that flourishing is individualized, and
each individual’s flourishing has its own uniqueness so that two individuals’ flourishing
cannot be same and interchangeable. VanderWeele (2017) included character and virtue
as essential elements of human flourishing while they define this concept as “a state in
which all aspects of a person’s life are good” (p.8149), which is broader than
psychological well-being. However, to the best of our knowledge, some characteristics of
human flourishing in AYAC that we identified in the current study, such as the
mutually beneficial interactions between an individual and the surroundings, have not
been addressed in previous studies. Also, identifying the comprehensive mechanism of
flourishing as a process, especially within AYAC, is essential for discovering areas that
health care providers can utilize to develop innovative and optimized care for pediatric
cancer populations. Further studies will continue to investigate the unique attributes

and mechanisms of human flourishing in AYAC.

45.2.1 Future Implications

The findings of this study suggest the potential direction of nursing care

necessary to promote human flourishing in AYAC. Participants highlighted the need to
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encounter and overcome a range of adverse experiences, such as illness, suffering, and
trauma, in order to reach human flourishing. They expressed that adversity was not an
obstacle but part of a series of endless quests, and that a flourishing life was built not
only on positive experiences but on challenges to human dignity that nourish character
and build capacities for positive coping. Hence, what AYAC need is not a safe shelter;
they need a place of diverse experiences, including adversity, and this place needs
appropriate support and safety nets so that these AYAC can learn and grow, rather than
be frustrated by these challenges. The National League for Nursing (2014) defines
human flourishing in a similar way: “a life-long existential journey of hopes,
achievements, regrets, losses, illness, suffering, and coping” (p. 1). The National League
for Nursing (2014) has suggested that nurses’ role in this journey is to guide patients to
“reclaim or develop new pathways toward human flourishing” (p. 1). Additionally,
individualized, relationship-focused nursing care considering each AYAC’s
characteristics and particular background is essential because human flourishing of each
different individual has each different nature. Further, it will be necessary to use the
evocativeness of these AYAC to form a positive relationship with the surroundings and
to provide opportunities for mutual growth. Our intervention of this study might be one
of the possible cost- and time-effective strategies that can be applied to clinical nursing
care. Starting with this study, a dyadic storytelling format can be used in the future for

the development and utilization of the partnership between AYAC and diverse groups,
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including nurses and other health care providers, as well as other AYAC patients and
survivors. After we optimize the intervention, we will continue to develop various

formats of interventions aiming at human flourishing in AYAC.

4 5.3 Limitations

This study has several limitations. First of all, our interview with the adolescent
participant could not explore their perception of human flourishing deeply enough. In
order to achieve our second aim, we attempted to guide the adolescent participant
towards in-depth self-exploration through the dyadic storytelling intervention and a
description of their perception of human flourishing. We hypothesized that participation
in this intervention could be a medium for introspection. Although the participants
reported having in-depth explorations of their experiences related to cancer, we did not
obtain a great deal of in-depth responses from the AYA to the concept of flourishing. It
is possible that some AYAC may find the concept of human flourishing too abstract,
complex, and subjective to describe. Adaptations to the intervention that will follow this
study will include the development of sample questions and nurse training to lead
systematic storytelling in the intervention. We may also provide additional training for
nurses and ask them to lead the postintervention interview with the AYAC participants.
In order to provide more age-appropriate and sensitive interviews with AYAC, we may
consider adding activities such as drawing, photography, or music. In their study of

existential anxiety and existential growth in children and adolescents with cancer,
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Woodgate et al. (2014) successfully used a computer-assisted drawing to lead young
patients to imagine and illustrate abstract and complex concepts. In a study by Haase et
al. (2019), a therapeutic music video-making intervention successfully led subjects
undergoing hematopoietic stem cell transplantation to identify their strengths and to
give a meaning to their cancer. Our future studies may consider applying such creative
methods in order to explore AYAs’ ideas on flourishing effectively.

In addition, the findings of this study do not guarantee that this intervention
alone can promote human flourishing in AYAC or promote job satisfaction in nurses.
The participants who agreed to take part in this study may already have had high
motivation and a positive attitude toward this type of program. These limitations will be

addressed in our future studies.

4.6 Conclusion

This is the first study to evaluate the potential of a dyadic storytelling format
between a nurse and a patient with the aim of promoting human flourishing in AYAC
and job satisfaction in nurses. Our preliminary findings revealed that this format is
promising as a future intervention component. We will use our findings to modify the
prototype intervention model and its theoretical framework and to develop new

outcome measure methods in order to conduct a large-scale pilot study in the future.
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5. Conclusion

This dissertation focused foundational studies that will lead towards aa future
program of research in promotion of human flourishing (HF) in adolescents and young
adults with cancer (AYAC). As an initial step, this dissertation explored the concept of
HF in AYAC and developed a concept-based targeted intervention using a MOST
strategy. To gain a better understanding of the concept of HF in the context of AYAC,
we conducted three different studies: (1) a concept analysis of HF in AYAC; (2) an
exploratory study of HF in AYAC from pediatric oncology professionals” perspectives
(n=17), and; (3) a prototype intervention development and single case feasibility and
acceptability study. As we continue to develop the intervention in the future, we will
explore participants” experiences and perspectives of flourishing while undergoing

cancer treatment.

5.1 Summary of Findings

Using a concept analysis methodology, we explored how the concept of HF and
its related concepts in AYAC have been described in the literature. We investigated the
origin and the etymology of HF, its definitions and usage in various disciplines, and
related concepts. Because this concept has rarely been applied to understand the
experiences of AYAC, we purposively sampled the literature using flourishing and its

related concepts as keywords. The findings from this study represent seven critical
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attributes of HF in AYAC: (1) self-understanding and self-acceptance; (2) strong and
integrated self-core; (3) social engagement and connection; (4) compassion and altruism;
(5) future mindedness; (6) self-transcendence, and; (7) meaning in life. We found that HF
is an overarching concept that encompasses several qualities we have used to describe
positive AYAC, such as resilience, thriving, high quality of life, or post-traumatic
growth, also demonstrating a highly dynamic, multi-dimensional, complex, and flexible
structure. Specifically, we determined that HF, which has been defined as a collection of
positive elements of subjective well-being, includes not only one’s subjective judgment,
but also the influence a person has over others. The extraordinary AYAC we studied
were grateful for what they had received and wanted to give back to help others. They
strove to reduce the suffering of others by sharing the lessons they had learned from
their own experiences. This result was consistent with previous research, which found
that the concept of flourishing includes aspects of benevolence and virtue because it
originates from philosophy, ethics, and positive psychology (VanderWeele, 2017). We
learned that AYAs’ subjective perception of themselves and the third person’s
evaluation of their lives must be simultaneously explored to truly capture the nature of
HF in this population. In addition, further research was recommended, because the
current study was based on literature that illustrates the theoretically related concepts of
HF rather than the HF itself. Thus, our next study sought to explore HF in AYAC from

an external point of view.
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The second study in this dissertation sought to understand HF from a group of
professionals who have witnessed HF in action, pediatric oncology health care providers
(HCPs). Anecdotally, many HCPs can recall caring for AYAC who exhibited
extraordinary growth during and following cancer treatment and developed new
meaning in their lives because of this growth. This study sought to learn the crucial
attributes of HF in AYAC from the accumulated experiences of HCPs who have cared
for a broad spectrum of AYA cancer patients. In this study, we identified 3 themes (i.e.,
Positive Forward Motion, Connectedness, Self Character) with 11 attributes as follows:
(1) self-awareness and self-agency; (2) perseverance and tenacity; (3) wisdom and
translation into life; (4) tranquility and maturity; (5) social engagement and connection;
(6) compassion and empathy; (7) positivity and evocativeness; (8) self-transcendence and
full potential; (9) meaning making; (10) initiative and enterprise, and; (11) a supportive
background. Our findings in the second study were consistent with what we found in
the concept analysis and also provided additional information. As we identified in the
existing research on HF and our concept analysis, pediatric oncology HCP described
these flourishing AYAC as positive, passionate, brave, and transcendent beings, who
grew through adversity. Many of our HCP participants presented the achievements of
their AYA patients during or after cancer treatment as evidence of flourishing. While
these achievements were primarily typical developmental tasks for healthy AYAs,

participants noted that accomplishing these common tasks following a cancer diagnosis
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often requires much more effort and capacity than the healthy group. The findings
reveal that resilience, the ability to recover to one’s original condition (Carver, 1998),
accounts for flourishing in this population.

Further, some of these AYAC surprised HCPs by demonstrating a will to pursue
their life goals and achieve self-fulfillment, regardless of their prognosis. Some HCPs
provided examples of AYAC who decided to stop treatment on their own and then
began to focus on other meaningful work of their own choosing, even though they knew
the likelihood of survival would decline dramatically after the decision. In another
example, some AYAC continued to study in the middle of palliative care with a poor
prognosis. We cannot judge their choices here; however, we can recognize that these
findings differ from the traditional medical approach, which prioritizes survival and a
cure from the disease. Treatment was still the most important outcome of the HCPs, but
our findings indicate that survival might not necessarily be the only successful outcome
considered among AYAC. The results of our second study are reminiscent of the words
of Frankl (2006): the last freedom that human beings can have, even in the most tragic
moments, is to determine their attitude toward the given situation. This reminds us that
the opportunity to maintain human dignity by determining our positions and
controlling the direction of our life is crucial to HF. These AYAs’ passionate lives deeply

impressed and inspired our HCP participants, because they went beyond the simple
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achievements that can be accomplished in human lives, not only for healthy youths, but
also for humans of any age.

One of the most prominent components of HF identified in our concept analysis,
positive influence over others, was concretized by the HCP description. While those
flourishing AYAC actively engaged in helping others who are suffering, their very
existence and life itself also triggered internal transformations of the HCP or other
AYAC. In this study, we found that several HCP have developed mutually therapeutic
relationships with the AYAC through repeated interactions. Connecting with those
young patients gave inspiration to HCPs and caused them to reflect on their own lives.
The HCP participants described that flourishing AYAC became a beacon for other
AYAC through numerous self-driven activities. While many studies have emphasized
the importance of support given to AYAC, the current study found that support can
have various forms, and the relationship between these AYAs and others is not
unidirectional but is, rather, ongoing and bilateral. The majority of flourishing AYAC
appeared to have a sound support system, but the resources are newly created or have
been nurtured through positive and continuous interactions between the AYAC and
their surroundings. We defined this mutually beneficial relationship as transactional in
nature, developed through connectedness, as Sameroff (2009) suggested. Although the
second study was a data-driven exploratory study of HF in AYAC, further studies were

required, because the data was not directly collected from AYAC. In addition, we had to
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develop a creative method for AYAC, allowing for introspection and the voluntary
connection of their experiences to HF, which is a complex and abstract concept. Thus,
we decided to develop an intervention that leverages the therapeutic relationship
between nurses and AYAC as a vehicle for direct data collection from AYAC, as well as
a modality to promote HF in this population.

The third study had two separate aims. The first was to develop a prototype
intervention focused on HF in AYAC and job satisfaction in pediatric oncology nurses
by applying the power of the mutually therapeutic relationships identified in our second
study. This study was designed as a component of a multi-phase program
developmental framework to create an optimized intervention for a specific target
population (The Methodology Center, n.d.). Specifically, our purpose was to test the
feasibility and acceptability of two participants’” dyadic interactions through storytelling.
We designed this intervention to promote HF in AYAC, and also to investigate the
participants” perception of HF after they completed an in-depth exploration of their
experiences. Thus, our second aim was to identify the characteristics of HF from
participants after they reflected on their experiences through the storytelling interaction.
We hypothesized that participants would be able to more thoroughly describe their
experiences and perceptions of HF if they could reflect on their own lives during the
intervention. We conducted and applied a five-week dyadic storytelling intervention to

a single dyad of a pediatric oncology nurse and an adolescent cancer survivor. Although
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we could not verify the preliminary efficacy of this intervention on flourishing in AYAC,
all five sessions were successfully applied as planned and received positive feedback
from both participants. Based on the results of this study, we will continue to research
the development of interventions for HF in AYAC.

This study was also the first trial to explore HF in AYAC through the voice of an
adolescent participant, which was the second aim. This study demonstrated results that
differed from our previous two studies because the participant was an adolescent who is
currently undergoing treatment and has direct experience with cancer. The nurse
participant in this study and the pediatric oncology HCPs who took part in our second
study presented outstanding components of AYAC as attributes of HF from a third
person perspective. Since HCPs have witnessed a broad spectrum of AYAC as well as
their full life trajectories following a cancer diagnosis, participants were able to depict
the characteristics of HF in this population based on the full cycle of the process,
including adversity, frustration, transformation, and growth. However, the adolescent
who is currently experiencing the middle of this process was ambivalent about their
own condition. The adolescent participant in this study said that people might define
them as a flourishing example because they are positive and active, but this image is not
representative of everything about them, and only those who know both of their
weaknesses and their strengths can define them as truly flourishing. Although our

adolescent participant may appear to be flourishing according to the assessments of
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other people, as well as the quantitative responses to the Flourishing Scale and the
Resilience in Illness Scale, the participant was still struggling, answering in the post-
writing reflection that they do not want to remember or deeply explore the traumatic
experience of cancer anymore because it is too consuming. Hence, the adolescent’s
description of HF in our interview was also limited and fragmented due to avoidance.
Despite the discrepancy between the quantitative and qualitative evidence, we do not
believe that the adolescent participant in this study is not flourishing. Instead, we
believe this result indicates that HF is a lifelong process that continues gradually
throughout life, with various dynamics in play. For this reason, even flourishing
individuals may struggle and suffer in certain aspects of their lives, and at some point,
they eventually achieve brand-new growth through such agony. Our findings indicate
that future research is required to comprehensively explore HF by applying creative
data collection methods from diverse populations who are living at various time points

on the continuum of life after a cancer diagnosis.

5.2 Comparison of Findings

We found several critical attributes of HF in AYAC through three studies (Table
11).

Table 11. Comparison of Attributes of Human Flourishing in AYAs with Cancer

Concept Analysis Exploratory Study from Dyadic Storytelling
(Chapter 2) Pediatric Oncology Health Care Intervention
/ UOYDPEIT UUz w/ 11 (Chapter 4)
(Chapter 3)
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Self-understanding & Self-
acceptance

Self-awareness & Self-agency

Self-Advocacy

Strong & Integrated Self-core Perseverance & Tenacity Mental Toughness
Wisdom & Translation into Life
Tranquility & Maturity

Social Engagement & Connection  Social Engagement & Connection Connectedness

Compassion & Altruism

Compassion & Empathy

Active Influencing

Future Mindedness

Positivity & Evocativeness

Positivity

Self-transcendence

Self-transcendence & Full

Ongoing Growth Process
Potential

Meaning in Life Meaning Making Self-Directedness

Initiative & Enterprise

Supportive Background Coping Resources

Double Sidedness

Unconditional Possibility

Based on our findings, we define HF in AYAC as a life-long process of self-
actualization, self-transcendence, and capacity building through dynamic life
experiences that takes place as individuals learn how to connect with others and
positively change their surroundings as a member of their community (Figure 15).
Flourishing AYAC have an ability to trigger others’ flourishing, and these surroundings
become fertile ground for ongoing development. Although we have described this
cohort as a population which possesses multiple capacities, this does not mean that
flourishing AYAC have the perfect set of abilities as an innate trait. These capacities are
built through a variety of life experiences, and appropriate external support and mutual
growth, with adequate sources of support, are essential to this process. This ongoing
interaction may allow some AYAC to develop new abilities which extend beyond their
original potential. Such support sources primarily consist of close relationships with

family and friends, but there may be various other support networks. Nurses can play a
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significant role as members of this support network, as well as mediators, who help
AYAC maintain or newly build this network. Olsen and Harder (2010, 2011) defined this
type of role as network-focused nursing; they emphasize that this “bridging” role of
nurses can help AYAC make sense of their situations, pursue their goals, and connect
with significant others. However, our study does not demonstrate how these AYAC
acquire or promote the components of HF or awaken, either psychosocially or
spiritually, during their battles with cancer. Investigating these unknown areas is the

goal of future studies.

. SOCIAL SUPPORT “,

CONNECTEDNESS .
LIFE COURSE

POSITIVE TRANSACTION

.
.
3

TRIGGERING OTHERS' ..".
SHING

Figure 15. Conceptual Framework of HF in AYAC
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5.2 Limitations

This dissertation study was conducted with a relatively small number of
participants, who were selected through a purposive sampling technique. Although it
was an intended approach in order to learn from informants who can provide the most
appropriate evidence, future studies will focus on a larger, more diverse sample of
subjects to expand upon our knowledge of the concept of HF in AYAC. Additionally,
this study primarily focused on data collected from individuals who have witnessed
flourishing AYAC. Although we heard directly from an adolescent who is currently
dealing with cancer in our final study, further research is needed to explore a greater
number of cases with diverse backgrounds. Finally, because our interview with the
AYAC was relatively superficial, we may need to consider various creative and

innovative data collection methods for this young population.

5.3 Future Directions and Implications

Our findings from the three studies suggested future directions for subsequent
studies. Toward this end, we will directly contact AYAC at various points on the
continuum of life and explore their journeys toward flourishing. For example, we may
conduct a retrospective longitudinal exploratory study with young adult cancer
survivors who are perceived to be flourishing. Through these studies, we will identify
appropriate research methods and guiding questions that can capture flourishing in

AYACG; conduct a study to investigate the processes and mechanisms of flourishing in
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this population; and develop a theoretical framework, such as a grounded theory study.
During this examination, we may discern key components among attributes of HF that
we found during this dissertation which are more crucial and, based upon these
findings, we may develop an innovative nursing approach to promote flourishing in
AYAC.

We will also modify and supplement the format and content of the dyadic
storytelling intervention based on the findings in order to develop an effective and
efficient intervention optimized for AYAC and pediatric oncology nurses. After
updating the intervention format based on the findings of this dissertation, we will be
able to conduct a pilot study that is larger in scale to test the nurse-patient dyadic
storytelling format for various cases with diverse backgrounds. Because this dissertation
was a part of the preparation phase of the Multiphase Optimization Strategy (MOST)
framework, we will continue to advance the idea of dyadic storytelling intervention
through the repeated modification and application of various randomized experimental
designs, such as the factorial experiment or sequential, multiple assignment,
randomized trial (SMART) design (Collins et al., 2007). Further, we will continue to use
this intervention as a part of our data collection methods, proceeding to explore
participants” experiences and perceptions of HF after they have completed the

intervention to accumulate knowledge through this procedure.
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5.4 Future Implications for Nursing Education and Nursing
Practice

Through our descriptions of the attributes of the concept of HF in AYAC and
the identification of future research directions, the findings from this dissertation can be
applied to nursing education and practice. Our research indicates that a modern health
care system requires a higher and more comprehensive health care goal than recovery
and survival. Accordingly, we require a new approach integrating humanity into the
current nursing curriculum, which has primarily focused on the transfer of knowledge
and skills surrounding disease, symptoms, and treatment. In fact, nursing has
emphasized the importance of holistic nursing for a long time, with consideration
extended to the wholeness and the integrity of human beings. However, due to the
increasing number of compact pre-licensure program, such as the Accelerated Bachelor
of Science in Nursing (ABSN) program, which requires the completion of the entire
course of study within a limited time frame, it is challenging to fully address such
holistic aspects in a formal curriculum (DeSimone, 2019; Posey & Pintz, 2017). Attempts
to modify this limitation and to increase humanistic skills in HCPs, such as empathy,
trust, and therapeutic skills, are ongoing in recent medical education (Jones, 2018). To
keep pace with these changes, the advancement of the nursing curriculum and
interprofessional education programs that focus on the definition of the health of HF

rather than mere survival and recovery is recommended.
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The concept of HF can be well applied to pediatric oncology nursing practice. In
our third study, participants emphasized that AYAC may not essentially need a well-
functioning support system in order to flourish. However, participants also
acknowledged that sufficient external support from any source may have a significant
impact on their journey to flourish. Further, HCPs, including nurses, are in an excellent
position to complement the support and allow AYAC to create true success in life.
Pediatric oncology nurses can plan and provide nursing care that can enhance the key
elements of HF, allowing AYAC to move beyond physical recovery from disease and
symptoms and successfully transition into adulthood and survivorship, live a dignified
life, and function well as a contributing member of society. Nurses can provide enough
information to AYAC to promote their self-advocacy and self-agency. Allowing these
AYAC to engage in their own treatment and decision-making processes represents yet
another role nurses can fulfill in support of AYAC’s pathways to HF. Nurses may be
able to arrange creative and meaningful activities for these AYAC, allowing them to
discover the purpose of their lives during their course of cancer, to create and test their
coping strategies, and to actualize their full potential through various opportunities.
Also, nurses can support AYAC in the promotion of beneficial relationships with others
through continuous connections and interactions during or after their treatment, rather
than standing by passively as AYAC are classified as vulnerable victims and isolated

from society.
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To the best of our knowledge, this dissertation represents the first attempt to
examine the concept of HF in AYAC who were diagnosed with cancer during
adolescence. Flourishing is a dynamic, complex, and multi-dimensional life-long process
associated with various intrapersonal, interpersonal, and person-environmental
components. A major finding in this study highlights the importance of new
perspectives surrounding holistic health in AYAC, innovative nursing care approaches,

and the need for future research.
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Appendix 1. Measures and Interview Questions

Demographic Information

Thank you for participating in our study, "A Pediatric Oncology Nurse-Adolescent/Young Adult with Cancer Dyadic
Storytelling Program." This survey consists of four sections and it will spend approximately 20 to 30 minutes
(maximum). You can stop and leave this survey anytime you want. To save your record and return to the survey
later, please write down the return code; you can return to the survey by using the same link and entering the return
code. If you do not want to answer some survey questions (unless it is required), you can skip the questions freely.

Please contact us if you have any problems or questions (Eunji Cho, eunji.cho@duke.edu, 919-813-9301).

Choose your position in this study. O Adolescent/Young Adult
O Pediatric Oncology Nurse

First Name
Last Name
Sex O Female
O Male
O Other
Race O American Indian/Alaska Native
O Asian
(O Native Hawaiian or Other Pacific Islander
O Black or African American
O White
(O More Than One Race
O I don't want to report
Ethnicity O Hispanic or Latino
O No
Age (years)
What is the highest level of school you have O Less than high school degree (I'm a high school
completed or the highest degree you have received? student or home schooling)

O High school degree or equivalent
QO College but no degree

O Associate degree

(O Bachelor degree

(O Graduate degree

O Others
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1)

2)

3)

4)

5)

1)

2)

Adolescent/Young Adult Informatoin

We would like to know your diagnosis and treatment information briefly.

Thank you!

What cancer have you been diagnosed with?

When were you first diagnosed with cancer?

((year))

What types of treatment have you been received?

((e.g., chemotherapy, surgery, radiation therapy,
bone marrow transplantation))

Experience of cancer relapse

O Yes
O No

If you want to tell us more information about your
cancer diagnosis or treatment, please describe here.

Nurse Information

Please complete the survey below.

Thank you!

How long have you been worked as a pediatric oncology
nurse?

((Year/Month))

If you have any other information related to yourself
as a pediatric oncology nurse, please describe here.
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1)

2)

3)

4)

5)

6)

Human Flourishing Scale

Below are 8 statements with which you may agree or disagree. Using the 1-7 scale below, indicate your agreement
with each item by indicating that response for each statement.

| lead a purposeful and meaningful life. Strongly Disagree
Disagree

Slightly Disagree

Neither Agree nor Disagree
Slightly Agree

Agree

Strongly Agree

HNounbwhne

My social relationships are supportive and rewarding. Strongly Disagree

Disagree

Slightly Disagree

Neither Agree nor Disagree
Slightly Agree

Agree

Strongly Agree

Nounhkwpe

| am engaged and interested in my daily activities. Strongly Disagree

: Disagree

: Slightly Disagree

: Neither Agree nor Disagree
: Slightly Agree

: Agree

: Strongly Agree

NouswN

| actively contribute to the happiness and well-being
of others.

Strongly Disagree

Disagree

Slightly Disagree

Neither Agree nor Disagree
Slightly Agree

Agree

Strongly Agree

HNounkwe

| am competent and capable in the activities that are
important to me.

Strongly Disagree

Disagree

Slightly Disagree

Neither Agree nor Disagree
Slightly Agree

Agree

Strongly Agree

Naumeawhe

I am a good person and live a good life. Strongly Disagree
Disagree

Slightly Disagree

Neither Agree nor Disagree
Slightly Agree

Agree

Strongly Agree

OO00000 | COOOOOO | OOOOOLOO | COOOOOO | OOOCOOLO | COOOOCO

Heunpwne
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7)

8)

| am optimistic about my future.

~NoOU s Wl

: Strongly Disagree

: Disagree

: Slightly Disagree

: Neither Agree nor Disagree
: Slightly Agree

. Agree

: Strongly Agree

People respect me.
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: Strongly Disagree

: Disagree

: Slightly Disagree

: Neither Agree nor Disagree
: Slightly Agree

: Agree

: Strongly Agree



1)

2)

3)

4)

5)

6)

7)

Resilience in lliness Scale

For this section, you will need to answer questions about how you feel or think about managing your health. Please
mark how much you agree or disagree with the following sentences by selecting options which best describes you.

Doing my part to keep up my health is important. : Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

| am determined to take care of myself. : Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

Others admire my determination to take care of
myself.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

It doesn't matter to me whether or not | am handling
my situations well.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

Other people think | have courage. : Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

| think of myself as having courage. : Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

As strange as it seems, struggling with my disease
gives me satisfaction.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
Agree

: Strongly Agree

O00000 | OOOOOO | OOOOOO | OOOOOO | OOOOOO | OOOOOO | OOOOOO
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8)

9)

10

11

12

13

14

15

)

Even when | am afraid, | usually do what needs to be
done.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
: Agree

: Strongly Agree

| look on my disease as a challenge.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
. Agree More Than Disagree
: Agree

: Strongly Agree

| work hard to have a good attitude about my
situation.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
: Agree

: Strongly Agree

| can think of others whose courage inspires me.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
: Agree

: Strongly Agree

At some point | may stop trying to keep up my health.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
. Agree More Than Disagree
: Agree

: Strongly Agree

| will never stop trying to get better.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
: Agree

. Strongly Agree

| know others look up to me.

: Strongly Disagree

: Disagree

: Disagree More Than Agree
: Agree More Than Disagree
: Agree

: Strongly Agree

It is important to live up to my own expectations of
myself.
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1)

2)

3)

4)

5)

6)

7)

8)

Professional Quality of Life Scale

When you take care of patients, you may have found that your compassion for those you take care of can affect you
in positive and negative ways. Below are some questions about your experiences, both positive and negative as a
pediatric oncology nurse. Consider each of the following questions about you and your current work situation. Select
the number that honestly reflects how frequently you experienced these things in the last 30 days.

| am happy.

: Never
Rarely

: Sometimes
Often

: Very Often

| am preoccupied with more than one person | take
care of.

Never
Rarely
: Sometimes
. Often
: Very Often

| get satisfaction from being able to take care of
people.

Never

: Rarely

: Sometimes
: Often

: Very Often

| feel connected to others.

Never
: Rarely
: Sometimes
: Often
: Very Often

| jump or am startled by unexpected sounds.

Never

: Rarely

: Sometimes
: Often

: Very Often

Ll

| feel invigorated after working with those | take
care of.

Never

: Rarely

: Sometimes
: Often

: Very Often

| find it difficult to separate my personal life from
my life as a pediatric oncelogy nurse.

Never

: Rarely

: Sometimes
: Often

: Very Often

e wWwN =

I 'am not as productive at work because | am losing
sleep over traumatic experiences of a person | take
care of.

Never

: Rarely

: Sometimes
: Often

: Very Often

O0000O | OOOCO | COOCO | COOCO | COOOO | OOOOD | OOOCO | COOCO
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9)

10

11)

12)

13)

14)

15)

16)

17)

18)

| think that | might have been affected by the
traumatic stress of those | take care of,

Uha WK

: Never

: Rarely

: Sometimes
: Often

: Very Often

| feel trapped by my job as a pediatric oncology
nurse.

U s wWwN -

: Never

: Rarely

: Sometimes
: Often

: Very Often

Because of my work, | have felt "on edge" about
various things.

s W=

: Never

: Rarely

: Sometimes
: Often

: Very Often

| like my work as a pediatric oncology nurse.

U s Wl

: Never

: Rarely

: Sometimes
: Often

: Very Often

| feel depressed because of the traumatic experiences

of the people | take care of.

s wN =

: Never

: Rarely

: Sometimes
: Often

: Very Often

| feel as though | am experiencing the trauma of
someone | have took care of.

LR WN

: Never

: Rarely

: Sometimes
: Often

: Very Often

| have beliefs that sustain me.

U wN =

: Never

: Rarely

: Sometimes
: Often

: Very Often

| am pleased with how | am able to keep up with
nursing techniques and protocols.

VB wWN

: Never

: Rarely

: Sometimes
: Often

: Very Often

| am the person | always wanted to be.

Never

: Rarely
: Sometimes

Often

: Very Often

My work makes me feel satisfied.
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19)

20)

21)

22)

23)

24)

25)

26)

27)

28)

| feel worn out because of my work as a pediatric
oncology nurse.

Never

: Rarely

: Sometimes
: Often

: Very Often

| have happy thoughts and feelings about those | take
care of and how | could help them.

Never
Rarely

: Sometimes

Often

: Very Often

| feel overwhelmed because my case work load seems
endless.

Never

: Rarely
: Sometimes

Often
Very Often

| believe | can make a difference through my work.

Never

: Rarely
: Sometimes

Often

: Very Often

| avoid certain activities or situations because they
remind me of frightening experiences of the people |
take care of.

Never

: Rarely
: Sometimes

Often
Very Often

I am proud of what | can do for others as a pediatric
oncology nurse.

Never

: Rarely
: Sometimes

Often

: Very Often

As a result of my work, | have intrusive, frightening
thoughts.

Never
Rarely

: Sometimes

Often

: Very Often

| feel "bogged down" by the system.

Never

: Rarely
: Sometimes

Often

: Very Often

| have thoughts that | am a "success" as a pediatric
oncology nurse.

Never

: Rarely
: Sometimes

Often

: Very Often

| can't recall important parts of my work with trauma
victims.
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29) |am a very caring person.

UL ndies

Never
Rarely

: Sometimes

Often

: Very Often

30) |am happy that | chose to do this work.
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1)

2)

3)

4)

5)

6)

7)

8)

9)

Adolescent Usability Test

Please complete the survey below. We will talk more details about each question during the interview.

| think that | would like to be involved in this
program frequently.

U WN=

. Strongly Disagree

Disagree

. Neither Agree Nor Disagree
. Agree
. Strongly Agree

| found the program unnecessarily complex.

U WN =

. Strongly Disagree

. Disagree

. Neither Agree Nor Disagree
. Agree

. Strongly Agree

| thought the program was easy to follow.

Lﬂbw!\)l—'

. Strongly Disagree

Disagree

. Neither Agree Nor Disagree
. Agree
. Strongly Agree

| think that | would need the technical support to be
able to join this program.

UHWwWN =

. Strongly Disagree

. Disagree

. Neither Agree Nor Disagree
. Agree

. Strongly Agree

| found the various activities in this program were
well integrated.

U WwWwN =

. Strongly Disagree

. Disagree

. Neither Agree Nor Disagree
. Agree

. Strongly Agree

| thought there was too much inconsistency in this
program.

U WN =

. Strongly Disagree

. Disagree

. Neither Agree Nor Disagree
. Agree

. Strongly Agree

| would imagine that most people would learn to
participate in this program very quickly.

UV WN =

. Strongly Disagree

. Disagree

. Neither Agree Nor Disagree
. Agree

. Strongly Agree

| think the various activities in this program were
relevant to the purpose of the program.

b WwWN =

. Strongly Disagree

. Disagree

. Neither Agree Nor Disagree
. Agree

. Strongly Agree

| felt very confident in participating this program
and following the instruction.
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10)

11)

12)

13)

14)

15)

16)

17)

18)

19)

| needed to learn a lot of things before | could get O 1. Strongly Disagree
going with this program. O 2. Disagree
O 3. Neither Agree Nor Disagree
QO 4. Agree
O 5. Strongly Agree
Overall, the given manual was well structured and O 1. Strongly Disagree
helpful. O 2. Disagree
O 3. Neither Agree Nor Disagree
O 4. Agree
O 5. Strongly Agree
The given timeline for each session (in the table) (O 1. Strongly Disagree
was reasonable. O 2. Disagree
O 3. Neither Agree Nor Disagree
O 4. Agree
O 5. Strongly Agree
| could complete every activity within a given time O 1. Strongly Disagree
(e.g., write my one-page story right after the O 2. Disagree
session completed). O 3. Neither Agree Nor Disagree
QO 4. Agree
O 5. Strongly Agree
The interval between each session (about 1 week) was O 1. Strongly Disagree
appropriate. O 2. Disagree
O 3. Neither Agree Nor Disagree
O 4. Agree
O 5. Strongly Agree
The given technical instruction was helpful. O 1. Strongly Disagree
O 2. Disagree
O 3. Neither Agree Nor Disagree
O 4. Agree
O 5. Strongly Agree
Having an online orientation session made me feel O 1. Strongly Disagree
confident to complete the program. QO 2. Disagree
O 3. Neither Agree Nor Disagree
O 4. Agree
O 5. Strongly Agree
The format and contents of the 1st session O 1. Strongly Disagree
(introducing each other and answering O 2. Disagree
self-exploration questions) were helpful and O 3. Neither Agree Nor Disagree
reasonable. O 4. Agree
O 5. Strongly Agree
The format and contents of the 2nd session O 1. Strongly Disagree
(expressive writing) were helpful and reasonable. O 2. Disagree
O 3. Neither Agree Nor Disagree
O 4. Agree
QO 5. Strongly Agree
The format and contents of the 3rd session O 1. Strongly Disagree
(adolescent’s story developing) were helpful and O 2. Disagree
reasonable. O 3. Neither Agree Nor Disagree
O 4. Agree
O 5. Strongly Agree
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20)

21)

22)

23)

24)

25)

26)

27)

28)

The format and contents of the 4th session (nurse’s O 1. Strongly Disagree
story developing) were helpful and reasonable. (O 2. Disagree
(O 3. Neither Agree Nor Disagree
O 4. Agree
(O 5. Strongly Agree
The format and contents of the 5th session (final (O 1. Strongly Disagree
story developing) were helpful and reasonable. (O 2. Disagree
(O 3. Neither Agree Nor Disagree
O 4. Agree
(O 5. Strongly Agree
WebEx video conference application was appropriate (O 1. Strongly Disagree
for this program. (O 2. Disagree
(O 3. Neither Agree Nor Disagree
O 4. Agree
(O 5. Strongly Agree
| think the basic format of this program, which is (O 1. Strongly Disagree
nurse-adolescent dyadic storytelling, was more (O 2. Disagree
helpful than a research team-led program format (O 3. Neither Agree Nor Disagree
(i.e., you will complete this program with research O 4. Agree
staff, not a nurse you already know). (O 5. Strongly Agree

| think this program was useful because it was
online, not offline.

. Strongly Disagree
. Disagree
. Neither Agree Nor Disagree

Agree

. Strongly Agree

| think this program was helpful to promote the
following behavior: meaning making.

. Strongly Disagree
. Disagree
. Neither Agree Nor Disagree

Agree

. Strongly Agree

I think this program was helpful to promote the
following behavior: positive thinking.

. Strongly Disagree
. Disagree
. Neither Agree Nor Disagree

Agree

. Strongly Agree

| think this program was helpful to promote the
following behavior: goal setting.

. Strongly Disagree
. Disagree
. Neither Agree Nor Disagree

Agree

. Strongly Agree

| think this program was helpful to promote the
following behavior: communicating with others.

173

00000 | OOOOO | OOOOO | OOOOO | COOOO

. Strongly Disagree
. Disagree
. Neither Agree Nor Disagree

Agree

. Strongly Agree



Adolescent Interview Guideline

# Question

1 | Please tell me about your overall experience with this program. Did you satisfy with
your experience? Did you enjoy it or feel boring in some parts?

How did you feel before you join the orientation and the first session?

How did you feel when you complete the entire program?

Overall, did you think the overall program is easy and simple or difficult and complex?
(Satisfaction; Positive/negative effects on target participants)

2 | When you heard about this program first from Nicole, what did you hear? How did you
feel and why did you say you will participate in this study?

What was your expectation? And how satisfied are your expectations at this point?
(Expressed interest)

3 | This program contains various activities and you had to take part in for 6 weeks,
including the orientation. Overall, do you think everything goes smooth?

Did you experience any challenges or confusion while using WebEx or audio recorder,
or following the overall procedure? Did you experience any challenges or confusion?
Do you have any suggestions, like what steps could be taken to improve others’ future
experience with this program? (Ability of participants to carry out intervention
activities)

4 | When you heard that we want you to give us 3-5 names of the nurses that you want to
work together, how did you feel?

When did you know who the nurse participant is, how did you feel?

When you meet the nurse participant in the first session, how did you feel?

Do you have any suggestions for this process? (Positive/negative effects on target
participants)

5 | How was your first meeting? How did you prepare, how did you feel right before the
meeting? What happened during the meting? How did you feel after the meeting?
How was the manual, given timeline table, given sample questions helpful or not
helpful?

Did you think the 1 hour was enough or too much?

Did you feel confident enough to follow the instruction of the 1st session?

Do you have any suggestions? (Efficiency, speed, or quality of implement; Ability of
participants to carry out intervention activities)

6 | How was your second week, the writing week? How did you prepare, how did you feel
right before you start the first writing? What happened during the 5-day writing? How
did you feel after you complete the 5-day writing? Did you feel emotionally comfortable,
confident, or challenging?

How were the manual, given writing prompts, given post-reflection questions helpful or
not helpful? Did you feel confident enough to follow the instruction of the 2nd session?
Do you have any suggestions? (Efficiency, speed, or quality of implement; Ability of
participants to carry out intervention activities)

7 | How was your third week? How did you prepare, how did you feel right before the
meeting? What happened during the meeting? During the 3rd meeting, you have asked
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to answer to the nurse’s question and think about your past experience and write your
one-page story after the meeting. How did you feel after you complete the meeting? Did
you feel emotionally comfortable, confident, or challenging?

How were the manual, given timeline, and given questions helpful or not helpful? Did
you think the 1 hour was enough or too much? Did you feel confident enough to follow
the instruction of the 3rd session? Do you have any suggestions? (Efficiency, speed, or
quality of implement; Ability of participants to carry out intervention activities)

How was your fourth week? For this week, you had to prepare a questionnaire for the
nurse participant. How did you prepare, how did you feel right before the meeting?
What happened during the meeting? How did you feel after you complete the meeting?
Did you feel emotionally comfortable, confident, or challenging?

How were the manual, given timeline, and given questions helpful or not helpful? Did
you think the 1 hour was enough or too much? Did you feel confident enough to follow
the instruction of the 4th session? Do you have any suggestions? (Efficiency, speed, or
quality of implement; Ability of participants to carry out intervention activities)

How was your final week? For this week, you had to develop a questionnaire with the
nurse participant and develop your final story and record it. How did you prepare, how
did you feel right before the meeting? What happened during the meeting? How did
you feel after you complete the meeting? Did you feel emotionally comfortable,
confident, or challenging?

How were the manual, given timeline, and given questions helpful or not helpful? Did
you think the 2 hours was enough or too much? Did you feel confident enough to follow
the instruction of the 5th session? Do you have any suggestions? (Efficiency, speed, or
quality of implement; Ability of participants to carry out intervention activities)

10

Did you have any distractions during the program other than a brief small talk at the
beginning of the program?

Did you feel the overall atmosphere of the meeting was comfortable, secure, and
supportive enough or not? Since you and the nurse participant know each other already,
I think it might make some influence on the overall atmosphere. How did you feel? Do
you have any suggestions? (Disruption due to expansion component)

11

Do you think this intervention can be helpful to adolescents and young adults with
cancer who are in their maintenance phase? If so, or if not, why? Do you think the
format of this intervention, making a pair with a nurse and sharing your stories, was
appropriate and helpful? What was the benefits and what was not?

Could you please tell me about the aspects of the program that you liked and didn’t
like?

What can be the advantages of this program and what can be disadvantages of this
program? (Perceived appropriateness)

12

Do you think this program was appropriate to use in your context?

Do you think the questionnaire that you completed before and after the program was
relevant to your context? Why or why not? (Fit within the context; Perceived
appropriateness)
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13

Do you think this program can change some of your behaviors such as meaning making,
positive thinking, goal setting, or communicating with others? What else can be
possible?

14

As we talked briefly before, I am studying about the concept of human flourishing in
adolescents and young adults with cancer. Human flourishing means “complete well-
being,” “living a good life with optimal functioning and positive emotions.” Some
people say that we all want to live a flourishing life, which means that human
flourishing is our ultimate goal of life. Some people say human flourishing is a life-long
journey for self-actualization and fulfillment through (1) a variety of life experience
including hopes, regrets, suffering, illness, loss, accomplishment, loss, and coping and
(2) relationships with the larger context community. In this perspective, all of us are on
the road to become flourishing because it is a life-long process.

We often see people who are doing extremely well among their challenging situations.
Cancer diagnosis and treatment can be one of these situations. We just naturally think
that they are so special, inspirational, and unique. And I would like to know your
thoughts about this kind of people, why they are special and what makes them so
special. Of course, you can be the one of them.

15

Have you ever seen this kind of people? They don’t need to be a cancer patient, it could
be anyone, your family, friend, peer, neighbor, teacher, just anyone. It doesn’t have to be
a real person, it can be a movie character. To me, it is always Anne Shirley of Anne of
Green Gables.

Can you describe the person in your mind? Can you think of some episodes that make
you think this person is special? How do they react to their life’s difficulties and deal
with challenges in their lives? How do they interact with and make some impacts on
their surroundings, with the world?

16

Now let’s think about yourself and connect the person’s characteristics to your life. What
are similar and what are different? You don’t have to be same with this person because
the format of human flourishing can be somewhat different in each person. But let’s just
simply compare the person and yourself.

What do you think you are already doing well? What do you think you want to change
more? Does your cancer related experience make some difference? How?

17

You may have experienced so many fluctuations after you were diagnosed with cancer.
Some days might be positive, some days might be challenging, some days might be
overwhelming, and some days might be hopeful. And you have thought about this
trajectory during the storytelling intervention. Now, let’s look at your past life from a
broader point of view, from a 3rd-person point of view.

Overall, how was your life? How would you evaluate your life so far?

As I said, this period of life might be a part of your journey to be flourishing. What
would be the meaning of this cancer experience for your life-long journey to be
flourishing?

18

Think about five words what people would use when they describe you so far. And
then, think about another five words you wish people would use when they describe
you, now or in the near future. What has remained same and what has changed?
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19 | These are the potential characteristics of human flourishing in AYAs with cancer that I

found in my previous studies.

-Self-understanding, self-acceptance, self-awareness, and self-agency

-Strong & integrated self-core

-Meaning making & meaning/purpose in life

-Social engagement & connection

-Compassion, empathy, and altruism

-Self-transcendence

-Future mindedness

-Initiative & enterprise

-Perseverance & tenacity

-Tranquility & maturity

-Wisdom & translation into life

-Positivity & evocativeness

-Self-transcendence & full potential

-Supportive background

Do you agree that these components are critical attributes of human flourishing in AYAs
with cancer? What can be the most important characteristics? What can be the least, or
relatively less, important characteristics? Can you tell me why?

Do you want to exclude some components, or add something? Can you tell me why?

20 | You have experienced and learned something throughout your cancer trajectory. Do you
have something you want to share with other adolescents who have had similar
experience with you? Since we are all on the journey to live a flourishing life, what are
the words of wisdom that you have learned throughout your life?

21 | Now, let’s finalize our thought about human flourishing in adolescents and young
adults with cancer.

What could be some critical attributes of human flourishing in adolescents and young
adults with cancer? What is a good, flourishing life for adolescents and young adult with
cancer? While you are on the road toward human flourishing, what could be important
to you and other young cancer patients when they are diagnosed with cancer, during the
treatment, and after the treatment?

22 | Do you have anything to share or suggest?
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Nurse Interview Guideline

# Question

1 | Please tell me about your overall experience with this program. Did you enjoy it or feel
boring in some parts? Did you satisfy with your experience?

How did you feel before you join the orientation and the first session? How did you feel
when you complete the entire program?

Did you have to prepare something for joining this program? Did you experience any
technical challenges? (Satisfaction; Positive/negative effects on target participants)

2 | When you heard about this program first from me, how did you feel and why did you
say you will participate in this study?

What was your expectation? And how satisfied are your expectations at this point?
(Expressed interest)

3 | This program contains various activities and you had to take part in for 6 weeks,
including the orientation. Overall, do you think everything goes smooth? Did you
experience any challenges or confusion while using WebEx or audio recorder, or
following the overall procedure?

Do you have any suggestions, like what steps could be taken to improve others’ future
experience with this program? (Ability of participants to carry out intervention
activities)

4 | When you heard that the adolescent wanted to work with you, how did you feel? What
was the meaning of this experience for you?

When you meet the patient in the first session, how did you feel? Do you have any
suggestions for this process? (Positive/negative effects on target participants)

5 | How was your first meeting? How did you prepare, how did you feel right before the
meeting? What happened during the video visit? How did you feel after the video visit?
How was the manual, given timeline table, given sample questions helpful or not
helpful? Did you think the 1 hour was enough or too much? Did you feel confident
enough to follow the instruction of the 1st session? Do you have any suggestions?
(Efficiency, speed, or quality of implement; Ability of participants to carry out
intervention activities)

6 | How was your second week, the writing week? How did you prepare, how did you feel
right before you start the first writing? What happened during the 5-day writing? How
did you feel after you complete the 5-day writing? Did you feel emotionally comfortable,
confident, or challenging?

How were the manual, given writing prompts, given post-reflection questions helpful or
not helpful? Did you feel confident enough to follow the instruction of the 2nd session?
Do you have any suggestions? (Efficiency, speed, or quality of implement; Ability of
participants to carry out intervention activities)

7 | How was your third week? For this week, you had to prepare a questionnaire for the
adolescent participant. How did you prepare, how did you feel right before the meeting?
What happened during the meeting? How did you feel after you complete the meeting?
Did you feel emotionally comfortable, confident, or challenging?
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How were the manual, given timeline, and given questions helpful or not helpful? Did
you think the 1 hour was enough or too much? Did you feel confident enough to follow
the instruction of the 3rd session? Do you have any suggestions? (Efficiency, speed, or
quality of implement; Ability of participants to carry out intervention activities)

How was your fourth week? During the 4th meeting, you have asked to answer to the
adolescent’s question and think about your past experience and write your one-page
story after the meeting. How did you prepare, how did you feel right before the
meeting? What happened during the meeting? How did you feel after you complete the
meeting? Did you feel emotionally comfortable, confident, or challenging?

How were the manual, given timeline, and given questions helpful or not helpful? Did
you think the 1 hour was enough or too much? Did you feel confident enough to follow
the instruction of the 4th session? Do you have any suggestions? (Efficiency, speed, or
quality of implement; Ability of participants to carry out intervention activities)

How was your final week? For this week, you had to develop a questionnaire with the
adolescent participant and develop your final story and record it. How did you prepare,
how did you feel right before the meeting? What happened during the meeting? How
did you feel after you complete the meeting? Did you feel emotionally comfortable,
confident, or challenging?

How were the manual, given timeline, and given questions helpful or not helpful? Did
you think the 2 hours was enough or too much? Did you feel confident enough to follow
the instruction of the 5th session? Do you have any suggestions? (Efficiency, speed, or
quality of implement; Ability of participants to carry out intervention activities)

10

Did you have any distractions during the program other than a brief small talk at the
beginning of the program?

Did you feel the overall atmosphere of the meeting was comfortable, secure, and
supportive enough or not? Since you and the nurse participant know each other already,
I think it might make some influence on the overall atmosphere. How did you feel? Do
you have any suggestions? (Disruption due to expansion component)

11

Do you think this intervention can be helpful to adolescents and young adults with
cancer who are in their maintenance phase? If so, or if not, why?

Do you think this intervention can be helpful to pediatric oncology nurses? If so, or if
not, why? Do you want to recommend this program to your peers? Why or why not?
Could you please tell me about the aspects of the program that you liked and didn’t
like? What can be the advantages of this program and what can be disadvantages of this
program? (Perceived appropriateness)

12

Do you think this program was appropriate to use in your context? Do you think the
questionnaire that you completed before and after the program was relevant to your
context? Why or why not? (Fit within the context; Perceived appropriateness)

13

Do you think this program can change some of your behaviors such as meaning making,
positive thinking, goal setting, or communicating with others? What else can be
possible?

14

As we talked briefly before, I am studying about the concept of human flourishing in
adolescents and young adults with cancer. Human flourishing means “complete well-
being,” “living a good life with optimal functioning and positive emotions.” Some
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people say that we all want to live a flourishing life, which means that human
flourishing is our ultimate goal of life. Some people say human flourishing is a life-long
journey for self-actualization and fulfillment through (1) a variety of life experience
including hopes, regrets, suffering, illness, loss, accomplishment, loss, and coping and
(2) relationships with the larger context community. In this perspective, all of us are on
the road to become flourishing because it is a life-long process.

We often see people who are doing extremely well among their challenging situations.
Cancer diagnosis and treatment can be one of these situations. We just naturally think
that they are so special, inspirational, and unique. And I would like to know your
thoughts about this kind of people, why they are special and what makes them so
special. Of course, you can be the one of them.

15

Have you ever seen this kind of people? They don’t need to be a cancer patient, it could
be anyone, your family, friend, peer, neighbor, teacher, just anyone. It doesn’t have to be
a real person, it can be a movie character. To me, it is always Anne Shirley of Anne of
Green Gables.

Can you describe the person in your mind? Can you think of some episodes that make
you think this person is special? How do they react to their life’s difficulties and deal
with challenges in their lives? How do they interact with and make some impacts on
their surroundings, with the world?

16

Now let’s think about yourself and connect the person’s characteristics to your life. What
are similar and what are different? You don’t have to be same with this person because
the format of human flourishing can be somewhat different in each person. But let’s just
simply compare the person and yourself.

What do you think you are already doing well? What do you think you want to change
more? Does your cancer related experience make some difference? How?

17

You may have experienced so many fluctuations after you were diagnosed with cancer.
Some days might be positive, some days might be challenging, some days might be
overwhelming, and some days might be hopeful. And you have thought about this
trajectory during the storytelling intervention. Now, let’s look at your past life from a
broader point of view, from a 3rd-person point of view.

Overall, how was your life? How would you evaluate your life so far?

As 1 said, this period of life might be a part of your journey to be flourishing. What
would be the meaning of this cancer experience for your life-long journey to be
flourishing?

18

Think about five words what people would use when they describe you so far. And
then, think about another five words you wish people would use when they describe
you, now or in the near future. What has remained same and what has changed?

19

These are the potential characteristics of human flourishing in AYAs with cancer that I
found in my previous studies.

-Self-understanding, self-acceptance, self-awareness, and self-agency

-Strong & integrated self-core

-Meaning making & meaning/purpose in life

-Social engagement & connection

-Compassion, empathy, and altruism

180




-Self-transcendence

-Future mindedness

-Initiative & enterprise
-Perseverance & tenacity
-Tranquility & maturity

-Wisdom & translation into life
-Positivity & evocativeness
-Self-transcendence & full potential
-Supportive background

Do you agree that these components are critical attributes of human flourishing in AYAs
with cancer? What can be the most important characteristics? What can be the least, or
relatively less, important characteristics? Can you tell me why?

Do you want to exclude some components, or add something? Can you tell me why?

20

You have experienced and learned something throughout your cancer trajectory. Do you
have something you want to share with other adolescents who have had similar
experience with you? Since we are all on the journey to live a flourishing life, what are
the words of wisdom that you have learned throughout your life?

21

Now, let’s finalize our thought about human flourishing in adolescents and young
adults with cancer.

What could be some critical attributes of human flourishing in adolescents and young
adults with cancer? What is a good, flourishing life for adolescents and young adult with
cancer? While you are on the road toward human flourishing, what could be important
to you and other young cancer patients when they are diagnosed with cancer, during the
treatment, and after the treatment?

22

This might be a different question, but then, what is a good, flourishing life for pediatric
oncology nurses? It will be my next study, and I think some critical attributes of human
flourishing might be different in this population. What do you think about it? How was
your experience with the patient during this intervention influence your thoughts about
it?

23

Do you have anything to share or suggest?
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1. Introduction

This intervention, 0 AAdBlescent/XdumngiAdult Oncol og
with Cancer Dyadic Storytellingo, is desig
resilience in adolescents/young adults with cancer and job satisfaction in
pediatric oncology nurses.

You are selected to take part in this study because you are a pediatric
oncology nurse (1) who has worked in the pediatric oncology inpatient unit or
outpatient clinic at Duke University Medical Center more than two years and (2)
who has been selected by an adolescent/young adult with cancer as a potential
co-participant for this study.

This program consists of 5-week dyadic storytelling and writing sessions.
You will also be asked to complete (1) orientation and training 1 week prior to the
first session, (2) 2 electronic survey before and after the intervention, and (3) 1
in-person interview at the end of the program. For 5 weeks, you will make a pair
with one adolescent or young adult (aged 15 to 21) with cancer who is in the
maintenance phase. The final goal of this intervention is to develop your and the
adol escent/young adult &6és story related to

If you have any questions, concerns, or suggestions during the
intervention, feel free to contact the research team (Eunji Cho,
eunji.cho@duke.edu; Sharron Docherty, sharron.docherty@duke.edu).
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2. Overall Procedure & Timeline

[

(55

Orientation/ Baseline
Training Assess

" ”
D

During this program, we expect you to do the following activities:

V Compl ete one orientation & training sessi
sessioyngu will-hbamweirspnt du2-dogyyoDur bh§ t
session, you will be informed (a) the ove
your role as a nurse (e.g., |l eading and f
and reporting psychological/ emergencyl/ tec
and (c) teaghniecal. ,WamEarmignebheonference
appl i awstiingn,t he audi o recorder) .

V Complete two surveys (30 items for each)
progr aynou wi | | be asked to answer (a) den
Professional Qea(toyabf3Qiftemsplonline.

V Compl et epeornseon ni nterview aftgoutwel Enbera
to provide (a) your feedback fdiumame progr
flourishing in adolescents/young adults v
nurss.e

V Complete five consecutive writing and stoc
with your partner ddBeleenexrt /pyagweng adul t

185



3. Orientation & Training

You will join an in-person orientation and training session for up to 2 hours at
Duke University School of Nursing. The research staff will contact you and set up an
appointment.
(1) Your Role During the Program

During the program, you will join the program as a pair with one
adolescent/young adult with cancer. You will (a) lead the session by following the given
timeline, (b)) | et the research team know your
set up Webex meetings, (c) do your designated activities such as writing, questionnaire
developing, and telling your story to the adolescent/young adult, (d) write a brief field
note after each session and send it to the research team (field note form will be
provided), and (e) report any emergency or risky situations to the research team.
(2) Basic Format of the Video Conference Sessions

Once you agree to take part in the study, you will be asked to provide a list of
available dates forthe 1s essi on. We wi | | check you and your
and time and set up a Webex meeting for you. You can decide your next meetings (3",
4" and 5™ sessions) during your 1% meeting. Please let the study team knows these
dates, then we will set up additional Webex meetings for you. The research team will
open the meeting as a host but leave as soon as we check you and your partner access
the meeting without any problems.
(3) Checklist

You are expected to complete the following activities during the program:

Sign an informed consent form

Receive prograamumlt,erdamlasudino recorder, a gif
informed consent form)

Complete orientation/training session

Compl etientpeareventi on gquestionnaire

Compl et & mther denti on sessions

Set a sch@eld ahBHessBon

Send stcthedul e to the research team
Completefinherf2ention sessions

Compl et ed hher 8ention sessions

Compl et &1 nher Mention sessions

Compl et &l nther benti on sessions

Write a field note after each samsion and se
Compl et e-odpmr oggwrdam questionnaire

Complete a final evaluation interview

Report your preference among gift card opti ol
Receive gift cards (electronic) as a compens
Report issues to research team, i f necessary

>: b= =i >3 ~ Tl » s >l ~ Tl » 35 ~ T8 ~ Tl > s ~ Tl ~ X8 > >: >
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(4) Schedule
At the end of the 1% session, please set a schedule for the next 4 weeks and
let the research team knows. We will set up a Webex meeting each week.

OCTOBER 2019
Sunday Monday | Tuesday [Wednesday| Thursday Friday Saturday
29 30 1 2 3 4 5
6 7 8 9 10 1 12
ori 13 14 15 16 17 18 19
1t 20 21 22 23 24 25 26
ond 27 28 29 30 31 2
Printable Calendars by Betacalendars.com
NOVEMBER 2019
Sunday Monday | Tuesday |Wednesday| Thursday Friday Saturday
27 28 29 3C 31 1 2
3rd 3 4 5 6 7 8 9
4th 10 " 12 13 14 15 16
5th 17 18 19 20 21 22 23
24 25 26 27 28 29 30

Printable Calendars by Betacalendars.com
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Technological Instructions

How to install Webex application

Please access the following link: https://www.Webex.com/downloads.html

For desktop

(1) Double-click the Webexapp.msi file you downloaded.

(2) The Webex Meetings setup wizard will launch. Follow the
instructions to set up.

(3) Once installed the app will launch automatically.

(4) To open the app on your desktop, double-click the Webex
Meetings icon on your desktop.

(5) You can take part in the meeting with the link you received via
phone or email (https://www.dukemed.webex.com/meet/ec186).
You need to enter your name and email address.

For mobile
phone or
tablet PC

(1) Use your phone web browser (e.g., Safari, Google Chrome, etc.)
and access the link.

(2) You can download the app from App Store or Google Play (You
can find this app in the store
(3) Once installed, click fopend or click the
(4) You can take part in the meeting with the link you received via
phone or email (https://www.dukemed.webex.com/meet/ec186).
You need to enter your name and email address.

b
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How to use your voice recorder

We recommend you to play with this recorder before the final session, before you
actuallyuseit, and be familiar with the system
some instruction here but you can get n
If you have any difficulties to use it, please let us know (Eunji Cho,
eunji.cho@duke.edu).

022000: 02: 13 @y
021 046: 38: 19
2019-08-13-143515

(e

7?97

(1) Voice Receiver (6) On/Off Switch 11 USB Charger

(2) Display (7) Record/Save Switch 12 Voice Speaker
(3) Menu Button Volume+ Button 13 Line Hole

(4) Play Button (9) Volume- Button Headphone Jack
(5) Stop Button TF card slot

Basic functi .
asic function Volume buttons @ @ usually work as directions keys of a

computer keyboard. The play button @ mostly works as
6enterd of a computer keyboa
6voice moded, émusic modebd,
the mode, press the Menu button @ for a long time then it
will be switched.
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How can | turn on your
recorder?

Push the on/off switch@ of Vv oi ce recorder
position up to the 6ond po ssi
from the 6ond position down

What is the password?

The password of your recorder is 2019. You can turn on the
password mode or change the

How can | charge the
recorder?

Connect your recorder to your desktop or laptop with a USB

charger a1 when these devices are on. It will spend up to 4
hours to be fully charged. For this study, we have fully
charged your recorder already. Please use the included USB
charger for your safety.

How can | start recording
and save?

Turn on your recorder first. When you push the record/save
switcha uptotheér ecordingé position
When you push the record/save switcha downtothe 6 s a v

position, it will stop recording and save the file.

How can | transfer the
recorded audio file to the
computer?

It works the same as a USB or hard drive. Connect the

recorder with the USB charger @ to your computer. You can

find the audio file on File Explorer. You can also delete your
files.

How can | listen to the
recorded file with this
recorder?

Right after you save your voice, you can simply click the play
button @ and play your recorded file. If you want to hear the
recorded file later, find th
click the play button o .

How can | adjust the
volume?

When you are playing the voice, pause first @ and click the
stop button for a long time @ . Then you can see the volume
regulator. Use the volume +/- button to adjust the volume @

@ .

You can find more instructions on the user manual. If you have any difficulties to use
this recorder, please contact us then we will help you via phone or Webex.
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4. Week 1 Instruction

"Hello!I am...”

* ~71-hour video conference
(e.g., WebEx)

» Introduction of the study

* Introducing each other

» Exploring ourselves by
following guiding questions

"Who are you?”

®
dh

During this session, you will be asked to take part in around 1-hour video
conference via Webex application at Duke University School of Nursing. Your partner
will join at home or in private places. For possible technical support, research staff will
be standing outside the room. However, the research staff will not participate in the
meeting for your privacy.

During an hour, you will introduce yourself, briefly talk about this program, and
explore yourself by following the guiding questions.

There is no right or wrong way to do this session, so feel free to ask, answer, and

enjoy. But always keep in mind that you and your partner are here to listen, respect, and
heal each other. Please be nice and compassionate to each other during the session.

Time Activities | Notes

0:00-0:05 | Introducing | Say hello to each other and briefly introduce yourself to

(5min) each other | your partner.

0:05-0:10 | Study Review the purpose and overall procedure of the program

(5min) introduction | with your partner. Share your expectations or concern
with your partner. If any of you have any questions,
problems, or concerns, write them down and let the
research team know after the session.

0:10-0:45 | Exploring Pick up an interesting question among the list below. Ask

(35min) ourselves your partner and let your partner answer. Switch the role
and let your partner pick up a question and answer them.
You can modify the question if you want. Repeat for 35
minutes. This is an informal conversation; if you do not
want to answer certain guestions, feel free to skip them.

0:45-0:55 | Future Open both of your calendars and schedule your following

(10min) schedule online meetings. You should be able to spend 1-2

setup hours/week for each session. After you determine the

following schedule, please let the research team know. If
you need to change the schedule, please contact the
research team.
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0:55-1:00 | Wrap up Wrap up and finish the session.
(5min)

1:00-1:15 | Writing a Write a brief field note based on the given format. Write it
(15min) field note on a paper or use your electronic devices and send it to
the research team within 24 hours (eunji.cho@duke.edu).

If you write it on paper, take a picture and send it to the
research team. Or you can give these pages to the
research team at the end of the 5" session.

*Sample Self-Exploration Questions

-What did you do before you came to Duke (for a treatment/as a nurse)?

-What is the most important thing in your life? Why?
-Who is the most important person in your life? Why?
-What types of things or topics do you tend to prefer?
-What types of things or topics do you tend to avoid?
-What do you imagine your future self to be like?

-What is your hobby? What do you do or what is your favorite thing to do in your free

time?

-Tell me about your three favorite things.

-Tell me about your three skills.

-Tell me about your three strengths.

-Tell me about your three weaknesses.

-Tell me about your role model.

-Tell me about the best memory of your life.

-What is the meaning of family/friends/significant others in your life?
-What is the meaning of in your life?

-What is fia good I|ifed for you?
-What makes you happy?

-What makes you sad?

-What makes you feel nervous?

-What makes you angry?

-What types of people do you like to be close to?

-What types of people do you feel uncomfortable?

-What strategies do you use to feel better when you are depressed?
-What aspect of yourself do you like the best?

-What aspect of yourself are you most dissatisfied with?

-Tell me about your happiest memaories

-Tell me about your proudest memories.

-Tell me about your saddest memaries.

-Tell me about your maddest memories.

-When do you | abel something as
-When was the most difficult moment in your life?
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-When was the most comfortable and peaceful moment in your life?

-When do you feel most alive and present in your life?

-Do you believe the concept of fate? Why?

-Do you like your current job? Why?

-What was your future dream when you were young? Do you still have the same future
hope? Or did you achieve that dream?

-What image do you want to be remembered by people?

-What are the five words that make you happy?

-Tell me about your ordinary daily life. What do you do when you wake up in the
morning? What do you do during the daytime? What do you do during the afternoon and
evening? What do you do before you go to bed?

-What do you do when you feel stressed?

-What do you do when you have a good idea? Do you covert the idea into action right
away? Do you talk to someone and share your idea? Do you plan the details? Do you
just let it go?
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Week 1 Field Note

Time Activities Notes

Write your field note on this booklet or use your electronic devices and send it to
the research team within 24 hours (eunji.cho@duke.edu). If you write it on a
paper, take a picture and send it to the research team.
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5. Week 2 Instruction

« Daily writing for 5 days
« Self-exploration following
Pennebaker’s Expressive
Writing Framework
. + Writing about
traumatic experiences
emotional upheaval
significant others

future goals and plans
meaning of my life

During this session, you and your partner will complete daily writing for 5 days
independently. This writing session is designed base
Writing framework (Pennebaker & Evans, 2014). Each writing will spend about 20-30
minutes. When you write, make your environment as comfortable as possible. Bring a
cup of tea, light up your favorite candle, bring your favorite pen, or turn on your favorite
music. You can write in the empty space at the bottom of each prompt or use your
favorite notebook. You DO NOT have to submit your writings or share them with
someone. You will keep it for yourself. So, feel free to write anything you want; do not
worry about punctuation, spelling, format, and grammar; if you want, draw some
supplemental images. There are 6 simple rules that you should follow during this 5-day
writing.

1. Write for at least twenty minutes a day. You can write more, but you need to write for
at least twenty minutes.

2. You can write about the same event all days or about different events each day.

3. Once you begin writing, write without stopping. If you run out of things to say, simply
repeat what you have already written. Keep pen on paper for the designated time.

4. Do not share your writing with others. You are writing for yourself.

5. If you feel as though you cannot write about a particular event because it will push
you over the edge, then donét write about it.
that you can handle now.

6. Many people often feel somewhat sad or depressed after writing, especially on the
first day or two. If this happens to you, it is completely normal. These feelings usually
last only a few minutes and, in some cases, hours.

If you get into the writing and you feel that you cannot write about a certain event
because it will push you over the edge, STOP writing. If you feel that you need help due
to your severe stress during writing, please consider contacting our study consultants:
Dr. Gary Maslow (gary.maslow@duke.edu), a pediatric psychiatrist; Dr. McLean Pollock
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(mclean.pollock@duke.edu), a clinical psychologist/social worker. You can also contact
the research staff (Eunji Cho, eunji.cho@duke.edu)
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Day 1

InNn todayds wr it iwnitgabout yourrdeegestahoughts and éeelings
about the trauma or emotional upheaval during your life as a pediatric oncology nurse.
In your writing, really let go and explore this event and how it has affected you. Today, it may
be beneficial to simply write about the event itself, how you felt when it was occurring, and how
you feel now.

As you write about this upheaval, you might begin to tie it to other parts of your life. For
example, how is it related to your childhood and your relationships with your parents and close
family? How is the event connected to those people you have most loved, feared, or be angry
with? How is this upheaval related to your current lifed your friends, colleagues, and family,
your work, and your place in life? And above all, how this event related to who you have been
in the past, who you would like to be in the future, and who you are now?

In todayds writing, it is particularly i
deepest emotions and thoughts surrounding this upheaval in your life. Remember to write
continuously for the entire twenty minutes. And never forget that this writing is for you and
you alone.

After you complete your twenty minutes of writing, please answer the following questions
(about five minutes). Put a number between 0 and 10 by each question.
0 1 2 3 4 5 6 7 8 9 10
Not at all Somewhat A great deal
[ 1 Towhatdegree did you express your deepest thoughts and feelings?
[ 1 Towhatdegree do you currently feel sad or upset?
[ 1 Towhatdegree do you currently feel happy?
[ ] To what degr ee waauallecaddangamiagfulfar you? n g
Briefly describe how your writing went today so you may refer to this later.

For many people, this first day writing is the most difficult. You have passed the most difficult
phase. Take some time for yourself. Until tomorrow.
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Day 2

Today is the second day of your writing. In your last writing session, you were asked to
explore your thoughts and feelings about trauma or emotional upheaval that has affected you
deeply. | n tyou tagkdssto reatly ekammegyour very deepest emotions and
thoughts. You can write about the same trauma or upheaval as you did yesterday or a
completely different one.

The writing instructions today are similar to those of your last writing session. Today,
try to link the traumatic events during your life as a pediatric oncology nurse to other
parts of your life. Remember that trauma or emotional upheaval can often influence every
aspect of your lifed your relationships with friends, colleagues, and family, how you and others
view you, your work,andeven how you think about your p38g
how this upheaval is affecting your life in general. You might also write about how you may be
responsible for some of the effects of the trauma.

As before, write continuously for the entire twenty minutes and open up your deepest
thoughts and feelings. And never forget that this writing is for you and you alone.

After you complete your twenty minutes of writing, please answer the following questions
(about five minutes). Put a number between 0 and 10 by each question.
0 1 2 3 4 5 6 7 8 9 10
Not at all Somewhat A great deal
[ 1 Towhatdegree did you express your deepest thoughts and feelings?
[ 1 Towhatdegree do you currently feel sad or upset?
[ 1 Towhatdegree do you currently feel happy?
[ ] To what degree was todayés writing va
Briefly describe how your writing went today so you may refer to this later.

Now give yourself a little time to step back from your writing. Until tomorrow.
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Day 3

Today is the third day of your writing.
earlier assignments. In your writing today, focus on the same topics you have been examining
or shift your focus to another trauma or to another feature of the same trauma during your
cancer-related experience. Your primary goal is to focus on your emotions and thoughts about
those events that are affecting your life the most right now.

it is important that you dondt repeat wh
exercises. Writing about the same general topic is fine, but you need to explore it from different
perspectives and in different ways. You can write about this experience froma3“p er s o n §
perspective. This 3 person can be who has witnessed you or share the experience with you
during the event: your family, your partner/spouse, your friends, your colleagues, or your
patients. If you can, allow yourself to explore those deep issues about which you may be
particularly vulnerable.

As before, write continuously for the entire twenty minutes and open up your deepest
thoughts and feelings. And never forget that this writing is for you and you alone.

After you complete your twenty minutes of writing, please answer the following questions
(about five minutes). Put a number between 0 and 10 by each question.
0 1 2 3 4 5 6 7 8 9 10
Not at all Somewhat A great deal
[ 1 Towhatdegree did you express your deepest thoughts and feelings?
[ 1 Towhatdegree do you currently feel sad or upset?
[ 1 Towhatdegree do you currently feel happy?
[ ] To what degree was todayés writing va
Briefly describe how your writing went today so you may refer to this later.

Now give yourself a little time to step back from your writing. Until tomorrow.
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Day 4

Today is the fourth day of your writing.
deepest emotions and thoughts about those upheavals and issues in your life as a pediatric
oncology nurse that are most important and troublesome for you. Stand back and think about
the events, issues, thoughts, and feelings that you have disclosed. In your writing, try to tie up
anythingthatyouhavenét yet confronted. What are yo
What things have you learned, lost, and gained as a result of this upheaval in your life? How
will these events in the past guide your thoughts and actions in the future?

Really let go in your writing and be honest with yourself about this upheaval. Do your
best to wrap up the entire experience into a meaningful story that you can take with you into
the future.

As before, write continuously for the entire twenty minutes and open up your deepest
thoughts and feelings. And never forget that this writing is for you and you alone.

After you complete your twenty minutes of writing, please answer the following questions
(about five minutes). Put a number between 0 and 10 by each question.
0 1 2 3 4 5 6 7 8 9 10
Not at all Somewhat A great deal
[ 1 Towhatdegree did you express your deepest thoughts and feelings?
[ 1 Towhatdegree do you currently feel sad or upset?
[ 1 Towhatdegree do you currently feel happy?
[ ] To what degree was todayés writing va
Briefly describe how your writing went today so you may refer to this later.

Now give yourself a little time to step back from your writing. Until tomorrow.
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Day 5

Today is the final day of the five-day writing exercise. Today, you will be asked to write
for two different topics.

(1) Read the three options below and choose the one that serves your purposes best.
Or you may decide to combine elements from each option, but you need to write only one letter
for this exercise. Of course, if you canot

Choice #1: The Compassion Letter
Imagine if someone you love, your closest friend, your child, your partner, or your
significant other had suffered the same trauma or traumas you wrote about in your previous
writing assignment. In a compassionate and respectful way, write a letter with advice based on
your experience. You might also do any or all of these:
-Write about what you wish you had known but learned later, and what you imagine that they
might learn from the event.
-Write about ways you are now growing and ways they may also grow.
-Write about any benefits from the crisis.
-Write about what your loved one might have learned about himself or herself from going
through this difficulty.
In this letter to your loved one, use encouraging words of hope, comfort, and advice.

Choice #2: The Empathetic Letter
Symbolically take your leave of the past and move forward by composing a letter to
yourself or to someone else involved in the distressing event that you described in your
previous writing sessions. Try to understand why this person did, said, or acted the way they
did. You arendét saying whdtaimappearsd¢adaids riogl
and emphasi ze. Start from the assumption th
something that hurt you or that you donoé6t wu
understand how this person feels about the event.
-What could they have been thinking?
-What could have happened to them in the past to make them do what they did?
-What might they have felt as they did it, and what might they have felt afterward?
-How do they feel now?

Choice #3: The Gratitude Letter
Write a letter to someone in your life as a pediatric oncology nurse to thank them for
something they gave you, taught vyou, or hav
apologize for not writing before now. Imagine how the recipient may feel when they read your
letter. Describe your relationship with them and the context for this occasion. Describe the gift,
the skill, or the inspiration you received from knowing them. In your letter, tell them:
-What their gift meant to you when you received it.
-How you felt about it then and now.
-How you have used this gift or the skill or the inspiration you received from them.
-How your life has been enriched by what you have received from them and by their
presence in your life.

Write continuously for the entire fifteen minutes and open up your deepest thoughts
and feelings. And never forget that this writing is for you and you alone.
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@2This is the final stage. Now, | etds t
what people may use when they describe you. And write another five words you wish people
would use when they describe you, now or in the near future. What has remained same and
what has changed?

And then, write a short, one-paragraph story about yourself. Suppose this one-
paragraph story will be written on the cover of your future autobiography. You can write about
the most significant experience in your life, your life-changing moments, your dreams attained,
your fondest memories, how you deal with challenges, what makes you love your life, who was
the most important in your life, or so forth.

As we did before, write continuously for the entire fifteen minutes and open up your
deepest thoughts and feelings. And never forget that this writing is for you and you alone.

h

After you complete your twenty minutes of writing, please answer the following questions
(about five minutes). Put a number between 0 and 10 by each question.
0 1 2 3 4 5 6 7 8 9 10
Not at all Somewhat A great deal
[ 1 Towhatdegree did you express your deepest thoughts and feelings?
[ 1 Towhatdegree do you currently feel sad or upset?
[ 1 Towhatdegree do you currently feel happy?
[ ] To what degree was todayds writing va
Briefly describe how your writing went today so you may refer to this later.

You just complete the 5-day writing exercise. Congratulations! Now do something you love to
do and celebrate your achievement.
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6. Week 3 Instruction

* 1-hour video conference &

1-hour homework
(2 L + A one-page story of the “Tell me
@ time. adolescentand cancer SLEUEC
. * The nurse will develop an .

interview questionnaire and
guide the adolescent’s
storytelling

Sample questions & sample
story

This session aims to develop a one-page story of your partner’s cancer
experience. Before this session, you will develop a set of guiding questions to use
during the session. During the session, you will lead your partner’s storytelling
about his/her cancer-related experience with these questions. Consider this
session as an interview on a TV show.

Develop this question list before the video meeting (about 1 hour). You can
select 6-8 questions among the list below. You can modify the questions or develop and
add your own questions if you want. Remember that your partner will explore his/her
cancer-related experience by answering your questions and write a story after the video
meeting. If you have too many questions, please limit them to 6-8. You will have more
chances in the final session. You do not have to record the conversation during this
session.

There is no right or wrong way to do this session, so feel free to ask, answer, and

enjoy. But always keep in mind that you and your partner are here to listen, respect, and
heal each other. Please be nice and compassionate to each other during the session.

Time Activities Notes
-1:00-0:00 | Developing Selectordevelop6-8 questions to | e
(60min) guiding storytelling.

gquestionnaire
0:00-0:05 | Introduction | Say hello to each other and briefly reviewt oday 6 s

(5min) session.

0:05-0:50 | Storytelling Ask each question to your partner and let your partner
(45min) tell his/her cancer-related experience

0:55-1:00 | Wrap up Wrap up and finish the session.

(5min)

1:00-1:15 | Writing a Write a brief field note based on the given format. Write
(15min) field note it on a paper or use your electronic devices and send it

to the research team within 24 hours
(eunji.cho@duke.edu). If you write it on paper, take a
picture and send it to the research team. Or you can
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give these pages to the research team at the end of the
5 session.
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*Sample Questions

-Please tell your story before you were diagnosed with cancer. Think about what kind of
son/daughter, brother/sister, student, friend, community member you were. What was
your future dream?

-What were your strengths and weak points before you were diagnosed with cancer?

-Please tell your story when you were first diagnosed with cancer. Think about what
happened and how did you feel.

-Who did you meet after you were diagnosed with cancer, in your first cancer treatment,
during your first hospitalization, after you go back home after the first treatment or
? What happened? How were your relationships with them?

-Pl ease tell your story during your cancer tree¢
background such as what types of treatment you received. Then think about what
happened and how did you feel.

-Are there any social activities that you are participating in? Or are there any social
activities that you would like to be involved in? What is it and why do you do it or want to
do it?

-What were your strengths and weak points when you were treated for cancer?

-Tell me about the (three) most memorable moment(s) after you were diagnosed with
cancer.

-Tell me about the (three) most difficult moment(s) after you were diagnosed with
cancer.

-Tell me about the (three) moment(s) that you were angry after you were diagnosed with
cancer.

-Tell me about the (three) happiest moment(s) after you were diagnosed with cancer.
-Tell me about your three wishes.

-Have you ever felt you were out of control? How do you deal with it?

-What makes you feel peaceful and calm?

-When you face any life challenges, how did you deal with these adversities? Do you
have any secret methods? If you meet someone who has similar challenges, what kind
of advice do you want to suggest?

-Please tell me about yourself today. What kind of aspects of yourself do you like? What
aspects of yourself do you want to change? What kind of person do you want to be in
the near future? What has changed compared to yourself before cancer diagnosis or
treatment?

-What are your strengths and weak points how? What has changed compared to your
past?
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-ls there anything you wanted to do duri
-Is there anything you wanted to do during treatment that you finally could do?

-Is there another patient you remember? Please do not identify who this person is, but
tell me why this person is memorable, how your relationship or interaction with the
person, what you have learned from this experience, and so forth.

-Is there any memorable event between you and your family or friend? Please do not
identify who this person is, but tell me why this event is memorable, how your
relationship or interaction with the person, what you have learned from this experience,
and so forth.

-Is there any memorable event between you and a health care provider or someone you
have met at the hospital? Please do not identify who this person is, but tell me why this
event is memorable, how your relationship or interaction with the person, what you have
learned from this experience, and so forth.
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Week 3 Field Note

Time Activities Notes

Write your field note on this booklet or use your electronic devices and
send it to the research team within 24 hours (eunji.cho@duke.edu). If you write it
on paper, take a picture and send it to the research team.
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7. Week 4 Instruction

“Tell me
your story!”

* 1-hour video conference &
1-hour homework

* A one-page story of the
nurse’s experience working
with adolescents

* The adolescentwill develop

an interview questionnaire

and guide the nurse’s

storytelling

Sample questions & sample

story

“Once upon
atime.."

This session aims to develop a one-page story of your experience as a
pediatric oncology nurse. Before this session, your partner will develop a set of
guiding questions to use during the session. Your partner will lead your storytelling about
your experience as a pediatric oncology nurse as you did in the previous session.

Your partner will develop 6-8 questions by selecting from the list below or create
new ones. Consider this session as an interview on a TV show. After the session,
please write a one-page story of your experience after cancer diagnosis. You do
not have to record the conversation during this session.

There is no right or wrong way to do this session, so feel free to ask, answer, and
enjoy. But always keep in mind that you and your partner are here to listen, respect, and
heal each other. Please be nice and compassionate to each other during the session.

Time Activities Notes

0:00-0:05 | Introduction | Say hell o to each other and

(5min)

0:05-0:50 | Storytelling | Answer each question that your partner asks and share

(45min) your experience as a pediatric oncology nurse

0:55-1:00 | Wrap up Wrap up and finish the session.

(5min)

1:00-1:15 | Writing a Write a brief field note based on the given format. Write it

(15min) field note on a paper or use your electronic devices and send it to
the research team within 24 hours (eunji.cho@duke.edu).
If you write it on paper, take a picture and send it to the
research team. Or you can give these pages to the
research team at the end of the 5" session.

1:15-2:15 | Writing Based on your answers, write your one-page story. Do

(60min) your one- not care about the format, grammar, or style. You may

page story | use it as a reminder for the final session, but you do not

have to submit it to anyone. So feel free to write.
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*Sample Questions

-Please tell your story before you become a pediatric oncology nurse. Think about what
kind of person, son/daughter, brother/sister, student, friend, community member you
were. What was your future dream?

-What were your strengths and weak points before you become a pediatric oncology
nurse?

-Why did you want to become a pediatric oncology nurse?

-Please tell your story when you become a pediatric oncology nurse. Think about what
happened on the first day of work and how did you feel.

-Who were the most important people after you become a pediatric oncology nurse?
What happened? How were your relationships with them?

-Pl ease tell your story as a pediatric oncol ogy
background such as how you become a nurse, why you decide to come to Duke, why

you decide to become a pediatric oncology nurse. Then think about what happened and

how did you feel.

-What are your strengths and weak points as a pediatric oncology nurse? What has
changed compared to your past?

-Have you ever felt you were out of control? How do you deal with it?
-What makes you feel peaceful and calm?

-Are there any social activities that you are participating in? Or are there any social
activities that you would like to be involved in? What is it and why do you do it or want to
do it?

-What are the advantages and disadvantages of working as a pediatric oncology nurse?
-Tell me about the (three) most memorable moment(s) as a pediatric oncology nurse.
-Tell me about the (three) most difficult moment(s) as a pediatric oncology nurse.

-Tell me about the (three) moment(s) that you were furious as a pediatric oncology
nurse.

-Tell me about the (three) happiest moment(s) as a pediatric oncology nurse.
-Tell me about your three wishes.

-Please tell me about yourself today. What kind of aspects of yourself do you like? What
aspects of yourself do you want to change? What kind of person do you want to be in
the near future? What has changed compared to yourself before you become a pediatric
oncology nurse or when you just started working as a pediatric oncology nurse?

-1s there anything you want ¢tooyetdo as a nurse tFl

-Is there anything you wanted to do as a nurse that you finally could do?
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-Is there any memorable event between you and some patients or caregivers? Please
do not identify who this person is, but tell me why this event is memorable, how your
relationship or interaction with the person, what you have learned from this experience,
and so forth.

-Is there any memorable event between you and your colleagues or someone you have
met at the hospital? Please do not identify who this person is, but tell me why this event
is memorable, how your relationship or interaction with the person, what you have
learned from this experience, and so forth.

-What kind of nurse do you want to be in the future? Or are you satisfied with your
current status as a nurse? To become a better nurse, what do you want to do?

-If you meet someone who wants to become a nurse in the near future, what do you
want to tell the person?

-If you can meet yourself who just started working as a nurse, what do you want to let
yourself know?

-Have you ever felt you were out of control? How do you deal with it?
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Week 4 Field Note

Time Activities Notes

Write your field note on this booklet or use your electronic devices and
send it to the research team within 24 hours (eunji.cho@duke.edu). If you write it
on paper, take a picture and send it to the research team.
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One-Page Story
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8. Week 5 Instruction

2-hour video conference meeting
Recording of dyadic story of their
cancer journey
Choice to:

+ Share with others

+ Keep for themselves

Mutual Interview
& Storytelling

This session aims to record a story of your experience as a pediatric oncology
nurse and your partnerdés experience as an adol
prior sessions were the practice for this session, and now you are ready to develop a
final version story which will be a kind of your legacy of experience. You can use your
one-page story from the last session as a reminder for this session. For possible
technical support, you will be asked to do this session in a private room in Duke
University School of Nursing. Research staff will stay outside the room and help you
when you and your partner have any technical issues or need support.

Up to 30-45 minutes, develop a guiding question list that you would like to use
while you and your partner create both of your stories. Consider this session as you are
interviewing each other; imagine that you and your partner are telling each of your
autobiographies. You have recalled your experience over the past two weeks, and
now, think this session creates deeper meaning for them. Therefore, please develop
the question list for that purpose. Ideally, 6-10 questions will be required. Please end
the question list with a final question to wrap up the entire experience into a
meaningful story that you can take with you into the future.

Once you finalize the questions, prepare to start recording (both of you).
When both of you are ready, decide who will ask the questions first. One of you ask
each question and the other person will answer the question. Once you are done, switch
the role.

There is no right or wrong way to do this session, so feel free to ask, answer, and
enjoy. But always keep in mind that you and your partner are here to listen, respect, and
heal each other. Please be nice and compassionate to each other during the session.

Time Activities Notes
0:00-0:05 | Introduction |Say hell o to each other and
(5min)

0:05- Developing | You can select some questions or create new questions
0:35~50 guestions with your partner. Make a list of 6-10 questions that each
(30- of you can create a full length of your experience with
45min) cancer or experience as a pediatric oncology nurse.
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0:50-1:20 | Storytelling I | One of you asks questions and the other will answer the

(30min) guestions. Make sure you are recording the story. At the
end of the 30 minutes, stop recording so that you can
separate this story with the following one.

1:20-1:50 | Storytelling | Switch your role. The one who answered the questions

(30min) Il previously will ask the questions now. Make sure you are
recording the story.

1:50-2:00 | Wrap up Wrap up and finish the session.

(10min) If both of you want and agree, you can share your
recorded story with others or use it for other purposes. But
if one of you disagree to share and want to keep it on your
own, you cannot disclose it to others. So, please spend
this time to discuss your thoughts.

And take some time to celebrate the completion of the
program together and encourage each other.

2:00-2:15 | Writing a Write a brief field note based on the given format. Write it

(15min) field note on a paper or use your electronic devices and send it to

the research team within 24 hours (eunji.cho@duke.edu).
If you write it on paper, take a picture and send it to the
research team. Or you can give these pages to the
research team at the end of the 5" session.
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*Sample Questions for Adolescent/Young Adults

-Please tell me your story before you were diagnosed with cancer; your family, your
friends, your neighborhood, your school life, your future plan, your hobby, or your most
memorable moment or challenging moment.

-If you are okay, please recall the moment when you were first diagnosed with cancer.
What happened to you? What happened that night? How did you feel? What happened
to your family, friends, or significant others?

-How did your past life (before cancer diagnosis) affect your approach to dealing with the
experience you face after being diagnosed with cancer? How do things you experience
after being diagnosed with cancer affect your perspective on life?

-Please tell me the challenges that you faced after you were diagnosed with cancer. Did
the challenges change something in your life? How did the challenges make an
influence on your life, your relationships with others, your future plan? How did you feel
during the challenges? How do you feel about this challenge now?

-How are you affecting people around you? What do people look like when you are with
them? Have you ever felt that people are changing in any way (maybe some positive
way) when you are with them? If you can remind me of any episodes, please share it.

-Did you have a chance to feel something is changing in a positive way or in a somewhat
negative way during your cancer experience? Wh
happened in your mind, in your environment, in your family, in your friends, or in your

relationship with someone. It could be your perception of something, your future plan,

your meaning of life, or so forth.

-Please tell me your story of the happiest or most enjoyable moment after you were
diagnosed with cancer. When was it? What happened? Why were you happy? How did
you feel? Did this episode change anything in your life, relationship, or future plan?

-Please tell me your story of the most difficult moment after you were diagnosed with
cancer. When was it? What happened? How did you feel? Did this episode change
anything in your life, relationship, or future plan?

-What makes you endure and survive when you feel exhausted or want to give up? If
you can remind me of any episodes, please share it.

-What would you like to do if you went back in a time machine and met yourself at some
difficult moment? What kind of story do you want to tell yourself? What do you want to
do? Who do you want to meet? What do you want to say to this person? If you can, what
do you want to change?

-From your point of view now, what does cancer diagnosis or cancer-related experience
mean in your |ife? What about your family, fri

-Please tell me what you think of your future looks like or what you want to be like in the
future.

-What are you most worried about in the future? How can your past experience help you

in facing this problem? Or what challenges <can
through? What do you need to do to solve this problem well? Who do you need help

with?

-Do you have any other things to share?
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*Sample Questions for Nurses
-Please tell me your story before you became a nurse; your family, your friends, your
neighborhood, your school life, your future plan, your hobby, or your most memorable
moment or challenging moment.

-Please recall the most difficult moment when you were working as a nurse. What
happened to you? What happened that night? How did you feel? What happened to your
family, friends, or significant others?

-Please tell me the challenges that you faced as a nurse. Did the challenges change
something in your life? How did the challenges make an influence on your life, your
relationships with others, your future plan? How did you feel during the challenges? How
do you feel about this challenge now?

-What makes you endure and survive when you feel exhausted or want to give up? If
you can remind me of any episodes, please share it.

-How did your past life affect your approach to dealing with the experience you face after
working as a nurse? How do things you experience as a nurse affect your perspective or
approach to life?

-How are you affecting people around you? What do people look like when you are with
them? Have you ever felt that people are changing in any way (maybe some positive
way) when you are with them? If you can remind me of any episodes, please share it.

-Did you have a chance to feel something is changing in a positive way or in a somewhat
negative way whileyouarework i ng as a nurse? When was
be happened in your mind, in your environment, in your family, in your friends, or in your
relationship with someone. It could be your perception of something, your future plan,
your meaning of life, or so forth.

-Please tell me your story of the happiest or most enjoyable moment while you were
working as a nurse. When was it? What happened? Why were you happy? How did you
feel? Did this episode change anything in your life, relationship, or future plan?

-What makes you endure and survive when you feel exhausted or want to give up? If
you can remind me of any episodes, please share it.

-What would you like to do if you went back in a time machine and met yourself at some
difficult moment? What kind of story do you want to tell yourself? What do you want to
do? Who do you want to meet? What do you want to say to this person? If you can, what
do you want to change?

-From your point of view now, what does working as a pediatric oncology nurse mean in
yourli f e? What about your family, friends,
lives?
-Please tell me what you think of your future looks like or what you want to be like in the
future.

-What are you most worried about in the future? How can your past experience help you
in facing this problem? Or what challenges can you face because ofwhat y ou 6 v e
through? What do you need to do to solve this problem well? Who do you need help
with?

-Do you have any other things to share?
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Week 5 Field Note

Time Activities Notes

Write your field note on this booklet or use your electronic devices and
send it to the research team within 24 hours (eunji.cho@duke.edu). If you write it
on paper, take a picture and send it to the research team.
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9. Measures and Instruction

You will be asked to complete an online questionnaire twice: (1) before the
intervention (at least 1 week before) and (2) after the intervention (within 1 week). This
guestionnaire includes (1) basic demographic questions (only at the beginning) and (2)
Professional Quality of Life Scale (Stamm, 2009) which is designed to measure
compassion satisfaction and compassion fatigue (burnout, secondary trauma). The scale
contains 30 items. Answering this questionnaire will spend less than 20-30 minutes. If
you do not want to answer certain questions, you can always skip without any
disadvantage. You will receive a link to access the questionnaire through email and text
message.

10. Interview and Instruction

After you complete the 5-week storytelling program, you will be asked to take
part in a 30-minute (maximum 45-minute) interview with research staff (in-person,
phone, or Webex meeting). The purpose of this interview is to (1) explore your
experience and opinions about this program and (2) ask your perspective on human
flourishing in adolescents/young adults with cancer and pediatric oncology nurses. This
interview will be recorded for a research purpose.
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11. How to Deal with Problems

During this intervention, you may need to confront your past traumatic experience which
can make you emotionally burdensome. If you feel that you cannot deal with it, stop
everything including writing or storytelling. Take a deep breath, get rid of everything
related to the program, and take your time. Do what you like, something makes you
happy and comfortable. When you feel better, please contact the research team (Euniji
Cho, eunji.cho@duke.edu) to discuss the further plan.

If you feel that you need help beyond what we recommend, consider contacting the
following people or agencies. Every moderately large city has groups or centers that can
help you.

In need of help for an immediate or life-threatening situation: if you are suicidal, feel as
though you are a danger to yourself or others, or feel as though you are truly falling
apart, call 911.

If you or someone else you know is having thoughts of suicide, call the National Suicide
Prevention Lifeline at 1-800-273-8255 (TALK). You can find a list of additional resources
at http://SpeakingOfSuicide.com/resources.

North Carolina 211 (http://www.unitedwaync.org/nc211) is a free referral and information
helpline that connects people to a wide range of health and human services, 24 hours a
day, 7 days a week. To contact 2-1-1 in any state, including North Carolina, simply dial
the numbers 2-1-1 from any phone.

If you want some advice from experts, you can contact Gary Ross Maslow, MD
(pediatric psychiatrist, gary.maslow@duke.edu) or McLean Pollock, PhD, MSW, LCSW
(clinical psychologist, mclean.pollock@duke.edu) who are our study consultants.

If you have any other problems or questions related to the study, please contact the
research team (Eunji Cho, eunji.cho@duke.edu).
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12. Contact Information
If you have any questions, concerns, problems, or suggestions during and after

the study, please contact us.

Eunji Cho, MSN, RN
eunji.cho@duke.edu

Sharron Docherty, PhD, PNP-BC, FAAN
sharron.docherty@duke.edu (Daytime only)

Thank you for your time and participation.

ullll Duke University
School of Nursing
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